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Abstract
Background: Family and friends are key providers of care for people living with a long-term neurological condition. Neurological 
conditions are a significant global contributor to disability and premature death. However, previous research suggests carers often 
struggle to access appropriate support at end of life.
Aims: This review sought to synthesise qualitative studies discussing end-of-life and palliative issues for informal carers supporting 
people living with neurological conditions.
Design: This was a meta-ethnographic synthesis of 38 qualitative studies discussing end-of-life and palliative issues for informal carers 
supporting people living with long-term neurological conditions.
Data Sources: Qualitative articles published after January 2010 in English, addressing carers of people with long-term neurological 
conditions with regard to palliative care, end of life and/or bereavement. Papers were excluded if it was not possible to separately 
assess the views of carers. Quality appraisal was not undertaken, but consideration was given to research context.
Results: Across the papers, five key themes were identified: the future (un)certainties in the progression of life-limiting neurological 
conditions; an information paradox of not receiving the right information at the right time; access to support; carers’ roles in decision 
making around end of life; and maintaining continuity while facing change and disruption in day-to-day living.
Conclusions: Given the broad agreement on the challenges faced by carers of people living with long-term neurological conditions, 
future research should consider opportunities to improve information and support for this group, and the development and evaluation 
of practical models of service delivery.
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What is known about this topic?

•• Neurological conditions are a significant global contributor to disability and premature death
•• Carers face particular challenges regarding the uncertainty of conditions and difficulty in accessing support

What this review adds?

•• The review identifies key themes in the existing literature relating to future (un)certainties; information paradox; access 
to support; decision making; and continuity, change and disruption.

Implications for policy and practice?

•• There is a need for better communication about the role of palliative care.
•• Given the relatively clear narrative regarding existing challenges and barriers, future research should address practical 

approaches to improving services, including models for service delivery.
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Introduction
Neurological conditions are the leading global contribu-
tor to Disability Adjusted Life Years (DALY), a measure of 
the impact of disease on life expectancy and years spent 
living with disability.1 In the UK, neurological conditions 
account for 20% of acute hospital admissions and are 
the third most common reason for people to access pri-
mary care.2

Research suggests that family carers of people with 
life-limiting neurological conditions face a number of dis-
tinct challenges linked to the long-term nature of the con-
ditions, the physical, cognitive and behavioural challenges, 
and the consequent care requirements.3,4 Caring for a per-
son with neurological conditions may be made addition-
ally complex by factors such as other co-existing 
conditions, broader social inequalities, individual illness 
experience, and the degree of access to formal and infor-
mal support.3,5–7 Carers of people living with long-term 
neurological conditions are likely to experience caregiving 
as intensive or ‘relentless’ and may be critical of services 
where they feel that the emotional implications of caring 
for someone who will die of their condition are not prop-
erly recognised or supported.8–10 Specific challenges have 
been associated with end of life care for people with neu-
rological conditions and their carers and families, includ-
ing living with complex conditions and uncertain disease 
trajectories, the lack of a distinct dying phase for some 
conditions and poor access to palliative care services.11

Given that long-term neurological conditions are char-
acterised by change and deterioration, people living with 
such conditions and their families engage with multiple 
health and care service systems. Responsive, easy to nav-
igate services, combined with clear information and 
advice, are important markers of quality. However, health 
and social care practitioners may find it difficult to prac-
tice confidently for a variety of reasons, including the 
challenges of developing the skill and knowledge base 
required to respond to complex conditions that may only 
be seen infrequently.12–14 There are a number of pre-
existing qualitative studies addressing challenges faced 
by informal carers of people with neurological condi-
tions. Many of these studies address end-of-life care, but 
are usually disease- and/or setting-specific and often 
consider end-of-life care conjunction with other issues 
affecting carers. This review set out to synthesise the 
findings of these prior qualitative studies, in order to 
examine common themes regarding carers’ experiences 
and perceptions of end-of-life with a long-term neuro-
logical condition.

Methods
In line with institutional procedures, the [Institution 
Name] Ethics Committee was notified that this review 
was taking place on 7th March 2019.

Meta-ethnography is a systematic approach to the inter-
pretative synthesis of qualitative evidence.15–17 Rather than 
seeking solely to summarise studies, meta-ethnography 
seeks to translate the findings from studies into each other, 
in order to build upon the qualitative characteristics of the 
original studies and to generate new theoretical knowledge. 
Meta-ethnography was chosen as an approach that would 
preserve the qualitative character of the original studies 
exploring end-of-life care. Noblit and Hare set out seven 
steps for meta-ethnography, which this study followed:

1.	 Getting started: The original idea for the study 
arose from an earlier local research project to 
explore neurological needs, which identified that 
carers and family members of people with long-
term neurological conditions experienced chal-
lenges around end of life. [REFERENCE OMITTED 
FOR PEER REVIEW]. This study therefore set out to 
review the experiences and perceptions of infor-
mal carers of adults living with long-term neuro-
logical conditions regarding end of life.

2.	 Deciding what is relevant to the initial interest: The 
study sought to include all recent qualitative studies 
relating to informal carers’ experiences of end-of-
life for adults with a long-term neurological condi-
tion. In devising a search strategy, the authors were 
conscious that there are several hundred neurologi-
cal conditions, some of which are unlikely to be dis-
cussed in an end of life context (e.g. migraine). The 
search strategy therefore incorporated both the 
generic term ‘neurological’, and the names of spe-
cific long-term conditions where the previous 
research project suggested that there was existing 
palliative care literature. Papers focused on primary 
dementia (e.g. Alzheimers) were excluded on the 
basis that dementia is the subject of a relatively 
large, distinct body of caregiving literature.

In order to get a range of literature from medical, health and 
social science perspectives, the following databases were 
searched: Academic Search Complete, Allied and Comple
mentary Medicine Database, Applied Social Sciences Index 
and abstracts, CINAHL Complete, MEDLINE, PsycINFO, 
Scopus, Soc Index, Web of Science. The search was initially 
carried out in November 2018, and updated June 2020.

The search was an abstract search for the following 
search strings, adapted as appropriate to the search 
engines for each database.

Search String 1: carer or caregiver

Search String 2: Neurological or Parkinsons or Stroke or 
Multiple Sclerosis or Huntington’s Disease or Motor 
Neurone Disease or Amyotrophic Lateral Sclerosis or 
Traumatic Brain Injury or Post-Polio Syndrome or 
Muscular Dystrophy or Multiple System Atrophy
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Search string 3: End of life or palliative or bereavement 
or dying or death or hospice

Limiter applied within the database: Published after 1 
January 2010.

Inclusion criteria were that papers were English lan-
guage, published since 2010, and based upon qualitative 
data collection and analysis from informal carers of adults 
living with neurological conditions. All or part of the 
research findings/analysis were required to address carers’ 
experiences or perspectives related to end of life, palliative 
care, dying and/or bereavement. Papers were excluded if 
they did not address carers’ perspectives; related solely to 
carers of children or of people with dementia; or if in- and 
out-of-scope material was grouped together in a way that 
did not allow for separate analysis (Table 1).

Abstract screening was undertaken by MT, with a ran-
dom sample of 10% independently screened by MR to 
ensure inter-rater reliability. In line with other meta-eth-
nographic studies, it was often unclear at abstract screen-
ing whether papers met the inclusion criteria.17 On 
full-text screening, a relatively high proportion ultimately 
proved to either not be qualitative research, or to not be 
focused upon the perspective of carers, and were 
excluded. Where papers included reference to carers’ per-
spectives on end-of-life, but this was not the sole focus of 
the paper, both authors discussed and agreed whether 
there was sufficient relevant material to include. Where 
there was more than one paper from the same study or 
sample, all were included, as they often addressed differ-
ent aspects of end-of-life. However, this was considered in 

Table 1. PRISMA flowchart.

Records iden�fied through database searching
(n = 2692)

Records a�er 1202 duplicates removed
(n = 1490)

Records screened
(n = 1490)

Records excluded
(n =  1229)

Full-text ar�cles assessed 
for eligibility

(n = 261)

Full-text ar�cles excluded.
Not qualita�ve study (n= 

120) Not focused on 
pallia�ve experiences of 
informal carers (n=76)

Excluded condi�ons 
(n=15). 

(Total n = 211)
Studies included in 

qualita�ve synthesis
(n = 50)

the analysis stages to avoid giving undue weight to multi-
ple papers from the same study.

An assessment of study quality was not undertaken in 
deciding which studies to include or exclude. There are 
differing perspectives on the value of quality assessment 
in meta-ethnography, and even where quality assessment 
is used, reviewers do not necessarily exclude low-scored 
studies.17–19 Quality assessment of published qualitative 
research may be affected by discipline and journal, and 
may tend to be affected by word count limitations.17,20 
Methodology and conceptual framing may ultimately be 
more relevant than quality in attempting to translate and 
synthesise studies.17 In the latter stages of synthesis, we 
aimed to reflexively and rigorously consider the different 
methodologies and focus, and the possible consequences 
for our analysis

3.	 Reading the studies: Both authors read and re-
read the selected articles to familiarise ourselves 
with the research studies’ context and focus, and 
their conclusions about carers’ experiences of end 
of life. Basic data about study design, setting and 
sample was extracted into a Table 2.

4.	 Determining how the studies are related. Initially, 
both authors independently read papers and iden-
tified key themes and supporting evidence. This 
was done through close repeated reading of the 
entire paper. We used a grid to extract the key 
themes developed by the original author(s), exam-
ple quotations from study participants (if present), 
and our own reflective notes on the papers.

5.	 Translating the studies into one another. The 
authors discussed our analyses between ourselves 
and inductively identified what we considered to 
be the key overarching themes, through grouping 
related concepts extracted from the papers, with 
repeated reference back to the original text to 
ensure that meaning was not lost, and that core 
themes identified by the original study authors 
were captured in our over-arching themes.

Because some papers were not solely focused upon car-
ers and end-of-life, some themes identified within the 
papers were excluded from this review, such as those 
solely relating to patient or practitioner experiences. 
Other studies addressed the overall experience of caring, 
from pre-diagnosis to death. In studies of care for life-
limiting illness, it is difficult, and perhaps somewhat arti-
ficial, to wholly distinguish between end-of-life and the 
broader context of care. However, upon discussion, and 
in order to preserve the focus on end-of-life, we decided 
to exclude analysis that seemed to be predominantly 
focused upon more general experiences of being a carer 
(e.g. financial strain), rather than upon anticipating or 
experiencing end of life.



338	 Palliative Medicine 35(2)

Ta
bl

e 
2.

 L
ist

 o
f i

nc
lu

de
d 

st
ud

ie
s.

St
ud

y 
au

th
or

Co
un

tr
y

Re
se

ar
ch

 q
ue

st
io

n/
ai

m
s

De
sig

n
Se

tt
in

g/
pa

rt
ic

ip
an

ts
Da

ta
 c

ol
le

ct
io

n
Fi

nd
in

gs
 (t

he
m

es
)

An
de

rs
on

 e
t a

l.33
Au

st
ra

lia
‘T

hi
s s

tu
dy

 a
im

ed
 to

 u
nd

er
st

an
d 

ca
re

gi
vi

ng
 e

xp
er

ie
nc

es
 in

 M
N

D 
[m

ot
or

 n
eu

ro
n 

di
se

as
e]

, t
o 

m
ak

e 
re

co
m

m
en

da
tio

ns
 re

ga
rd

in
g 

th
e 

de
ve

lo
pm

en
t o

f s
up

po
rt

 
in

te
rv

en
tio

ns
’

Q
ua

lit
at

iv
e 

th
em

at
ic

 
an

al
ys

is,
 in

fo
rm

ed
 b

y 
re

al
ist

 p
er

sp
ec

tiv
e

Ab
ou

t 1
5 

ca
re

gi
ve

rs
 o

f 
pe

op
le

 li
vi

ng
 w

ith
 m

ot
or

 
ne

ur
on

 d
ise

as
e,

 re
cr

ui
te

d 
fr

om
 a

 n
eu

ro
lo

gi
ca

l c
lin

ic
. 1

4 
sp

ou
se

s,
 1

 a
du

lt 
ch

ild
.

Se
m

i-s
tr

uc
tu

re
d 

in
te

rv
ie

w
s

1.
 �T

he
 T

hi
ef

 (e
xp

er
ie

nc
e 

of
 lo

ss
 

an
d 

gr
ie

f a
cr

os
s v

ar
ie

d 
fa

ce
ts

 
of

 li
fe

)
2.

 �T
he

 L
ab

yr
in

th
 (e

xp
er

ie
nc

e 
of

 
fin

di
ng

 w
ay

s t
o 

ad
dr

es
s t

he
 

ev
er

-c
ha

ng
in

g 
ch

al
le

ng
es

 a
s 

th
e 

di
se

as
e 

pr
og

re
ss

ed
)

3.
 �D

ef
yi

ng
 fa

te
 (e

xp
er

ie
nc

e 
of

 re
sil

ie
nc

e 
an

d 
ho

pe
 a

s 
ca

re
gi

ve
rs

 tr
ie

d 
to

 m
ak

e 
th

e 
m

os
t o

f t
he

 ti
m

e 
re

m
ai

ni
ng

 
w

ith
 th

ei
r l

ov
ed

 o
ne

)
Ao

un
 e

t a
l.48

Au
st

ra
lia

‘T
hi

s s
tu

dy
 e

xp
lo

re
d 

th
e 

ex
pe

rie
nc

es
 o

f M
N

D 
[m

ot
or

 n
eu

ro
n 

di
se

as
e]

 fa
m

ily
 c

ar
er

s,
 b

ot
h 

du
rin

g 
th

ei
r t

im
e 

as
 c

ar
er

s a
nd

 fo
llo

w
in

g 
be

re
av

em
en

t. 
Pa

rt
ic

ul
ar

 a
tt

en
tio

n 
w

as
 p

ai
d 

to
 th

e 
ca

re
rs

’ p
ro

lo
ng

ed
 

gr
ie

f s
ta

tu
s a

nd
 to

 th
e 

im
pl

ic
at

io
ns

 
fo

r s
er

vi
ce

 d
el

iv
er

y,
 in

cl
ud

in
g 

pa
lli

at
iv

e 
ca

re
’

Q
ua

lit
at

iv
e 

th
em

at
ic

 
an

al
ys

is
Ab

ou
t 1

6 
fo

rm
er

 sp
ou

sa
l-

ca
re

rs
 o

f p
eo

pl
e 

w
ith

 m
ot

or
 

ne
ur

on
 d

ise
as

e,
 re

cr
ui

te
d 

vi
a 

co
m

m
un

ity
 o

rg
an

isa
tio

n 
1–

4 
ye

ar
s a

ft
er

 sp
ou

se
’s

 
de

at
h

Se
m

i-s
tr

uc
tu

re
d 

in
te

rv
ie

w
s

1.
 �T

he
 w

or
k 

of
 fa

m
ily

 c
ar

er
s

2.
 �T

he
 c

ha
ng

e 
in

 re
la

tio
ns

hi
p 

fr
om

 sp
ou

se
 to

 fa
m

ily
 c

ar
er

3.
 �F

am
ily

 c
ar

in
g 

as
 a

 se
rie

s o
f 

lo
ss

es
4.

 �C
op

in
g 

m
ec

ha
ni

sm
s o

f f
am

ily
 

ca
re

rs
5.

 �S
up

po
rt

iv
e 

an
d 

pa
lli

at
iv

e 
ca

re
 

ex
pe

rie
nc

es
 o

f f
am

ily
 c

ar
er

s
Ao

un
, D

ea
s 

et
 a

l.67
 

Au
st

ra
lia

‘O
ur

 a
im

 w
as

 to
 a

ss
es

s t
he

 
fe

as
ib

ili
ty

 a
nd

 re
le

va
nc

e 
of

 th
e 

CS
N

AT
 [c

ar
er

 su
pp

or
t n

ee
ds

 
as

se
ss

m
en

t t
oo

l] 
in

 h
om

e-
ba

se
d 

ca
re

 d
ur

in
g 

th
e 

ca
re

gi
vi

ng
 p

er
io

d 
fr

om
 th

e 
pe

rs
pe

ct
iv

es
 o

f t
he

 fa
m

ily
 

ca
re

gi
ve

rs
 o

f p
eo

pl
e 

w
ith

 M
N

D 
[m

ot
or

 n
eu

ro
n 

di
se

as
e]

 a
nd

 th
ei

r 
se

rv
ic

e 
pr

ov
id

er
s’

De
sc

rip
tiv

e 
lo

ng
itu

di
na

l 
st

ud
y 

as
se

ss
in

g 
in

te
rv

en
tio

n

Ab
ou

t 2
4 

fa
m

ily
 c

ar
eg

iv
er

s 
(1

9 
sp

ou
se

s,
 3

 p
ar

en
ts

, 
1 

ad
ul

t c
hi

ld
, 1

 si
bl

in
g)

, 
re

cr
ui

te
d 

fr
om

 c
lie

nt
s o

f 
m

ot
or

 n
eu

ro
n 

di
se

as
e 

su
pp

or
t o

rg
an

isa
tio

n.

Se
m

i-s
tr

uc
tu

re
d 

in
te

rv
ie

w
1.

 �T
he

 o
ve

rw
he

lm
in

g 
ca

re
gi

ve
r 

jo
ur

ne
y 

w
ith

 m
ot

or
 n

eu
ro

n 
di

se
as

e
2.

 �T
oo

l p
ra

ct
ic

al
ity

 a
nd

 
us

ef
ul

ne
ss

;
3.

 �V
al

id
at

io
n 

of
 th

e 
ca

re
gi

ve
r 

ro
le

 a
nd

 e
m

po
w

er
m

en
t; 

an
d

4.
 R

ea
ss

ur
an

ce
 o

f s
up

po
rt

.

Ap
pl

et
on

 e
t a

l.47
N

/A
 –

 n
o 

ge
og

ra
ph

ic
 

lim
its

 a
pp

lie
d

‘T
he

 a
im

 o
f t

he
 sy

nt
he

sis
 w

as
 to

 
fo

cu
s o

n 
sp

ou
sa

l/p
ar

tn
er

 c
ar

er
s 

of
 p

eo
pl

e 
w

ith
 M

S 
an

d 
th

ei
r 

ex
pe

rie
nc

e 
of

 c
ar

in
g 

an
d 

th
ei

r 
ca

rin
g 

re
la

tio
ns

hi
p,

 to
 e

na
bl

e 
a 

co
nc

ep
tu

al
ly

 ri
ch

er
 u

nd
er

st
an

di
ng

 
of

 th
e 

ex
pe

rie
nc

e 
of

 b
ei

ng
 a

 c
ar

er
, 

an
d 

be
tt

er
 in

fo
rm

 th
e 

pr
ov

isi
on

 a
nd

 
de

ve
lo

pm
en

t o
f s

er
vi

ce
s’

Q
ua

lit
at

iv
e 

m
et

a-
sy

nt
he

sis
 (m

et
a-

et
hn

og
ra

ph
y)

20
 p

ap
er

s
Sy

st
em

at
ic

 re
vi

ew
 

an
d 

lit
er

at
ur

e 
sy

nt
he

sis

1.
 �A

cc
ep

ta
nc

e 
an

d 
ap

pr
ec

ia
tio

n
2.

 C
om

m
itm

en
t

3.
 S

et
ba

ck
s w

ith
 se

rv
ic

es
4.

 S
hi

ft
in

g 
sa

nd
s

5.
 B

ec
om

in
g 

th
e 

ca
re

r
6.

 L
iv

in
g 

w
ith

 lo
ss

.

(C
on

tin
ue

d)



Toze et al.	 339

St
ud

y 
au

th
or

Co
un

tr
y

Re
se

ar
ch

 q
ue

st
io

n/
ai

m
s

De
sig

n
Se

tt
in

g/
pa

rt
ic

ip
an

ts
Da

ta
 c

ol
le

ct
io

n
Fi

nd
in

gs
 (t

he
m

es
)

Ba
xt

er
 e

t a
l.43

En
gl

an
d

‘T
he

 p
ur

po
se

 o
f t

he
 p

re
se

nt
 st

ud
y 

w
as

 to
 in

ve
st

ig
at

e 
th

e 
ex

pe
rie

nc
es

 
of

 fa
m

ily
 c

ar
er

s a
nd

 h
ea

lth
 c

ar
e 

pr
of

es
sio

na
ls 

w
ho

 w
er

e 
in

vo
lv

ed
 

in
 c

ar
in

g 
fo

r p
at

ie
nt

s w
ith

 M
N

D 
[m

ot
or

 n
eu

ro
n 

di
se

as
e]

 u
sin

g 
N

IV
 

[n
on

-in
va

siv
e 

ve
nt

ila
tio

n]
. W

e 
ai

m
ed

 to
 e

xp
lo

re
 a

tt
itu

de
s a

nd
 

pe
rc

ep
tio

ns
 re

ga
rd

in
g 

us
e 

of
 N

IV
 a

t 
th

e 
en

d 
of

 li
fe

’

Q
ua

lit
at

iv
e 

lo
ng

itu
di

na
l s

tu
dy

, 
th

em
at

ic
 a

na
ly

sis

N
in

e 
ca

re
rs

 o
f p

eo
pl

e 
w

ith
 

M
N

D 
re

cr
ui

te
d 

vi
a 

ne
ur

ol
og

y 
cl

in
ic

s.
 C

ar
er

s r
ec

ru
ite

d 
on

 
ba

sis
 o

f r
el

at
io

ns
hi

p 
to

 a
n 

el
ig

ib
le

 p
at

ie
nt

 (d
ia

gn
os

is 
of

 m
ot

or
 n

eu
ro

n 
di

se
as

e,
 

re
qu

ire
d 

no
n-

in
va

siv
e 

ve
nt

ila
tio

n 
an

d 
ha

d 
sin

ce
 

di
ed

)

Se
m

i-s
tr

uc
tu

re
d 

in
te

rv
ie

w
s.

1.
 �U

ne
xp

ec
te

d 
sp

ee
d 

of
 

de
te

rio
ra

tio
n

2.
 �H

os
pi

ta
lis

at
io

n 
ve

rs
us

 d
yi

ng
 

at
 h

om
e

3.
 A

tt
em

pt
s t

o 
re

su
sc

ita
te

4.
 �D

ec
isi

on
-m

ak
in

g 
re

ga
rd

in
g 

th
e 

w
ith

dr
aw

al
 o

f n
on

-in
va

siv
e 

ve
nt

ila
tio

n
5.

 P
ea

ce
fu

l f
in

al
 m

om
en

ts
6.

 T
ur

ni
ng

 o
ff 

th
e 

m
ac

hi
ne

7.
 �P

ro
fe

ss
io

na
l u

nc
er

ta
in

ty
 

re
ga

rd
in

g 
th

e 
us

e 
of

 n
on

-
in

va
siv

e 
ve

nt
ila

tio
n

8.
 �P

os
iti

ve
 im

pa
ct

s o
f n

on
-

in
va

siv
e 

ve
nt

ila
tio

n 
us

e
9.

 �C
on

ce
rn

s r
eg

ar
di

ng
 n

on
-

in
va

siv
e 

ve
nt

ila
tio

n 
us

e
Be

nt
le

y 
an

d 
O

’C
on

no
r50

Au
st

ra
lia

‘T
hi

s s
tu

dy
 e

xa
m

in
ed

 th
e 

pe
rc

ep
tio

ns
 o

f E
O

L 
[e

nd
-o

f-l
ife

] 
ex

pe
rie

nc
es

 o
f f

am
ily

 c
ar

er
s o

f 
pe

op
le

 w
ith

 M
N

D 
[m

ot
or

 n
eu

ro
n 

di
se

as
e]

 in
 W

es
te

rn
 A

us
tr

al
ia

 to
 

id
en

tif
y 

un
m

et
 n

ee
ds

 a
nd

 g
ap

s i
n 

EO
L 

su
pp

or
t f

or
 p

eo
pl

e 
w

ith
 M

N
D 

an
d 

th
ei

r f
am

ily
 c

ar
er

s’

De
sc

rip
tiv

e 
qu

al
ita

tiv
e 

st
ud

y 
us

in
g 

a 
so

ci
al

 
co

ns
tr

uc
tiv

ist
 

fr
am

ew
or

k 
an

d 
th

em
at

ic
 a

na
ly

sis

Ab
ou

t 1
2 

ca
re

rs
 (1

1 
sp

ou
se

, 
1 

ch
ild

) o
f p

eo
pl

e 
w

ith
 m

ot
or

 
ne

ur
on

 d
ise

as
e,

 re
cr

ui
te

d 
vi

a 
co

m
m

un
ity

 o
rg

an
isa

tio
n,

 
3–

15
 m

on
th

s a
ft

er
 p

er
so

n’
s 

de
at

h

Se
m

i-s
tr

uc
tu

re
d 

in
te

rv
ie

w
s.

1.
 �A

cc
es

sin
g 

ap
pr

op
ria

te
 

su
pp

or
ts

,
2.

 A
cc

es
sin

g 
in

fo
rm

at
io

n
3.

 F
ee

lin
g 

pr
ep

ar
ed

.

Bo
er

sm
a 

et
 a

l.5
U

S
Th

e 
ob

je
ct

iv
e 

of
 th

e 
pr

es
en

t s
tu

dy
 

w
as

 to
 v

al
id

at
e 

an
d 

bu
ild

 o
n 

[p
rio

r 
re

se
ar

ch
] b

y 
el

ic
iti

ng
 P

ar
ki

ns
on

s 
Di

se
as

e 
ca

re
gi

ve
r n

ee
ds

, s
al

ie
nt

 
co

nc
er

ns
, a

nd
 c

ar
e 

pr
ef

er
en

ce
s.

O
pe

n-
en

de
d 

qu
al

ita
tiv

e 
an

al
ys

is,
 

w
ith

in
 a

 b
ro

ad
er

 
st

ud
y.

Ab
ou

t 1
5 

ca
re

gi
ve

rs
 o

f p
eo

pl
e 

w
ith

 P
ar

ki
ns

on
s,

 re
cr

ui
te

d 
vi

a 
m

ed
ic

al
 se

rv
ic

e 
an

d 
co

m
m

un
ity

 g
ro

up

Se
m

i-s
tr

uc
tu

re
d 

in
te

rv
ie

w
s (

11
 

pa
rt

ic
ip

an
ts

) a
nd

 
fo

cu
s g

ro
up

 (4
)

1.
 �T

he
 n

ee
d 

fo
r i

nd
iv

id
ua

l 
at

te
nt

io
n 

an
d 

su
pp

or
t;

2.
 �E

du
ca

tio
na

l n
ee

ds
 a

nd
 h

el
pf

ul
 

re
so

ur
ce

s;
3.

 �T
he

 c
on

se
qu

en
ce

s o
f m

ot
or

 
an

d 
no

nm
ot

or
 sy

m
pt

om
s;

4.
 C

on
ce

rn
s a

bo
ut

 th
e 

fu
tu

re
;

5.
 �R

es
po

ns
es

 to
 p

al
lia

tiv
e 

ca
re

.
Bo

w
en

 e
t a

l.26
U

K
‘W

ha
t a

re
 th

e 
ps

yc
ho

so
ci

al
 a

nd
 

re
la

tio
ns

hi
p 

ne
ed

s o
f f

am
ily

 
m

em
be

rs
 w

he
n 

ad
ap

tin
g 

to
 a

 
re

la
tiv

e’
s M

S 
[m

ul
tip

le
 sc

le
ro

sis
]?

 
In

 p
ar

tic
ul

ar
, h

ow
 d

o 
th

es
e 

ne
ed

s 
ch

an
ge

 o
r d

ev
el

op
 in

 th
e 

co
nt

ex
t 

of
 d

ise
as

e 
pr

og
re

ss
io

n 
w

he
n 

th
e 

fa
m

ily
 m

em
be

r w
ith

 M
S 

(fm
w

M
S)

 
is 

ad
m

itt
ed

 in
to

 c
ar

e 
as

 re
sid

en
t o

r 
fo

r r
es

pi
te

?’

Q
ua

lit
at

iv
e,

 
gr

ou
nd

ed
 th

eo
ry

Ab
ou

t 2
5 

re
la

tiv
es

 (5
 p

ar
en

ts
, 

7 
sp

ou
se

s,
 5

 si
bl

in
gs

 a
nd

 8
 

ch
ild

re
n)

 o
f p

eo
pl

e 
w

ith
 M

S 
at

 se
ve

n 
ca

re
 c

en
tr

es

Se
m

i-s
tr

uc
tu

re
d 

in
te

rv
ie

w
s

1.
 �In

fo
rm

at
io

n,
 c

om
m

un
ic

at
io

n 
an

d 
un

de
rs

ta
nd

in
g

2.
 �F

am
ily

 re
la

tio
ns

hi
ps

, r
ol

es
 a

nd
 

re
sp

on
sib

ili
tie

s
3.

 �E
m

ot
io

n,
 c

op
in

g 
an

d 
su

pp
or

t
4.

 L
ife

, o
ut

lo
ok

 a
nd

 re
fle

ct
io

n

Ta
bl

e 
2.

 (
Co

nt
in

ue
d)

(C
on

tin
ue

d)



340	 Palliative Medicine 35(2)

St
ud

y 
au

th
or

Co
un

tr
y

Re
se

ar
ch

 q
ue

st
io

n/
ai

m
s

De
sig

n
Se

tt
in

g/
pa

rt
ic

ip
an

ts
Da

ta
 c

ol
le

ct
io

n
Fi

nd
in

gs
 (t

he
m

es
)

Ci
po

lle
tt

a 
an

d 
Am

ic
uc

ci
24

Ita
ly

‘T
he

 a
im

 o
f t

hi
s s

tu
dy

 w
as

 to
 

ex
pl

or
e 

th
e 

ex
pe

rie
nc

e 
of

 fa
m

ily
 

m
em

be
rs

 w
ho

 li
ve

 w
ith

 A
LS

 p
at

ie
nt

s 
un

til
 th

ei
r d

ea
th

’

Q
ua

lit
at

iv
e,

 
In

te
rp

re
tiv

e 
ph

en
om

en
ol

og
ic

al
 

an
al

ys
is

Ab
ou

t 1
3 

pa
rt

ic
ip

an
ts

 (8
 

ch
ild

re
n,

 4
 p

ar
tn

er
s,

 1
 si

bl
in

g)
 

re
cr

ui
te

d 
vi

a 
on

lin
e 

su
pp

or
t 

fo
ru

m
.

Se
m

i-s
tr

uc
tu

re
d 

in
te

rv
ie

w
s.

1.
 M

ea
ni

ng
 o

f A
LS

2.
 F

am
ily

 re
la

tio
ns

hi
ps

3.
 H

ea
lth

 c
ar

e 
co

nt
ex

t.

Da
vi

es
 e

t a
l.51

W
al

es
‘In

 th
is 

st
ud

y,
 w

e 
ai

m
ed

 to
 e

xp
lo

re
 

th
e 

ex
pe

rie
nc

es
 o

f p
w

M
S 

(p
eo

pl
e 

w
ith

 M
ul

tip
le

 S
cl

er
os

is)
 o

f t
ra

ns
iti

on
 

fr
om

 re
la

ps
in

g 
on

se
t M

S 
to

 S
PM

S 
(S

ec
on

da
ry

 P
ro

gr
es

siv
e 

M
ul

tip
le

 
Sc

le
ro

sis
) a

nd
 to

 d
oc

um
en

t v
ie

w
s o

f 
ca

re
rs

 d
ur

in
g 

th
is 

pe
rio

d’

Q
ua

lit
at

iv
e 

de
sig

n 
ba

se
d 

on
 so

ci
al

 
co

ns
tr

uc
tio

ni
sm

, 
th

em
at

ic
 a

na
ly

sis

Ab
ou

t 1
4 

ca
re

rs
 (8

 sp
ou

se
s,

 
4 

pa
re

nt
s,

 1
 si

bl
in

g,
 1

 fr
ie

nd
), 

re
cr

ui
te

d 
vi

a 
pa

tie
nt

s l
ist

ed
 

on
 a

 h
os

pi
ta

l M
S 

da
ta

ba
se

Se
m

i-s
tr

uc
tu

re
d 

in
te

rv
ie

w
s

1.
 �F

in
di

ng
 o

ut
 a

bo
ut

 th
e 

tr
an

sit
io

n.
2.

 �W
ha

t s
ec

on
da

ry
 p

ro
gr

es
siv

e 
di

se
as

e 
m

ea
ns

3.
 �L

iv
in

g 
w

ith
 p

ro
gr

es
siv

e 
di

se
as

e

Eb
ra

hi
m

i e
t a

l.6
Ira

n
‘. 

. .
th

is 
st

ud
y’

s m
ai

n 
go

al
 [i

s]
 to

 
hi

gh
lig

ht
, r

ec
og

ni
se

 a
nd

 e
xp

la
in

 th
e 

fa
m

ily
 e

xp
er

ie
nc

es
 o

f M
S 

[m
ul

tip
le

 
sc

le
ro

sis
] p

at
ie

nt
s a

nd
 p

ro
bl

em
s 

th
ey

 fa
ce

 in
 Ir

an
’

Q
ua

lit
at

iv
e 

st
ud

y,
 

co
nt

en
t a

na
ly

sis
Ab

ou
t 1

8 
ca

re
rs

 (1
2 

sp
ou

se
s,

 
5 

m
ot

he
rs

, 1
 d

au
gh

te
r)

 o
f 

pe
op

le
 w

ith
 M

S,
 re

cr
ui

te
d 

vi
a 

ho
sp

ita
l

Se
m

i-s
tr

uc
tu

re
d 

in
te

rv
ie

w
s.

1.
 D

ise
as

e 
on

se
t c

ris
is

2.
 D

ise
as

e 
bu

rd
en

3.
 �L

iv
in

g 
in

 th
e 

sh
ad

ow
 o

f d
ea

th
.

Fl
em

m
in

g 
et

 a
l.34

N
/A

 –
 n

o 
ge

og
ra

ph
ic

al
 li

m
ite

rs
‘T

o 
ex

pl
or

e 
th

e 
ex

pe
rie

nc
es

 o
f, 

an
d 

ne
ed

 fo
r, 

pa
lli

at
iv

e 
ca

re
 fo

r a
du

lt 
pa

tie
nt

s w
ith

 m
ot

or
 n

eu
ro

n 
di

se
as

e 
an

d 
th

ei
r i

nf
or

m
al

 c
ar

er
s a

cr
os

s 
th

e 
di

se
as

e 
tr

aj
ec

to
ry

, t
hr

ou
gh

 a
 

sy
st

em
at

ic
 re

vi
ew

 o
f q

ua
lit

at
iv

e 
re

se
ar

ch
’

Q
ua

lit
at

iv
e 

sy
st

em
at

iv
e 

re
vi

ew
Ab

ou
t 4

1 
pa

pe
rs

 w
er

e 
in

cl
ud

ed
, g

iv
in

g 
th

e 
ex

pe
rie

nc
es

 o
f 3

69
 c

ar
eg

iv
er

s

Th
em

at
ic

 sy
nt

he
sis

1.
 R

es
po

ns
e 

to
 d

ia
gn

os
is

2.
 M

ai
nt

ai
ni

ng
 c

on
tr

ol
3.

 �D
et

er
io

ra
tio

n 
an

d 
de

ci
sio

n-
m

ak
in

g
4.

 A
 li

fe
 o

f u
nr

em
itt

in
g 

lo
ss

5.
 �E

ng
ag

in
g 

w
ith

 p
ro

fe
ss

io
na

l 
su

pp
or

t
6.

 P
la

nn
in

g 
fo

r e
nd

 o
f l

ife
7.

 �C
ar

er
s’

 e
xp

er
ie

nc
es

 o
f e

nd
-o

f-
lif

e 
ca

re
8.

 B
er

ea
ve

m
en

t
Fo

x 
et

 a
l.7

Re
pu

bl
ic

 o
f I

re
la

nd
‘T

he
 p

rim
ar

y 
ai

m
 w

as
 to

 e
xp

lo
re

 
th

e 
pa

lli
at

iv
e 

ca
re

 a
nd

 re
la

te
d 

iss
ue

s a
ffe

ct
in

g 
Pw

PD
 [p

eo
pl

e 
w

ith
 

Pa
rk

in
so

ns
’ D

ise
as

e]
 a

nd
 th

ei
r 

fa
m

ili
es

. A
 se

co
nd

ar
y 

ai
m

 w
as

 to
 

ex
pl

or
e 

pa
rt

ic
ip

an
ts

’ p
er

ce
pt

io
ns

 o
f 

pa
lli

at
iv

e 
ca

re
 a

nd
 e

lic
it 

po
te

nt
ia

l 
ba

rr
ie

rs
 o

r f
ac

ili
ta

to
rs

 to
 a

cc
es

sin
g 

or
 re

ce
iv

in
g 

th
is 

ca
re

’

Q
ua

lit
at

iv
e,

 
an

al
ys

ed
 a

cc
or

di
ng

 
to

 c
on

so
lid

at
ed

 
cr

ite
ria

 fo
r r

ep
or

tin
g 

qu
al

ita
tiv

e 
re

se
ar

ch

Ab
ou

t 1
2 

ca
re

rs
 (9

 sp
ou

se
s,

 
2 

sib
lin

gs
, 1

 c
hi

ld
) o

f p
eo

pl
e 

w
ith

 P
ar

ki
ns

on
s r

ec
ru

ite
d 

vi
a 

3 
m

ov
em

en
t d

iso
rd

er
 c

lin
ic

s

Se
m

i-s
tr

uc
tu

re
d 

in
te

rv
ie

w
s

1.
 P

at
ie

nt
 b

ur
de

n
2.

 C
ar

er
 b

ur
de

n
3.

 �In
fo

rm
at

io
n 

an
d 

su
pp

or
t 

ne
ed

s:
 n

o 
‘o

ne
-s

ize
 fi

ts
-a

ll’
4.

 C
ris

is 
at

 d
ia

gn
os

is.
5.

 �E
xp

er
ie

nc
e 

of
 h

ea
lth

ca
re

 
se

rv
ic

es
: f

ee
lin

g 
un

su
pp

or
te

d
6.

 A
dv

an
ce

 c
ar

e 
pl

an
ni

ng
.

7.
 P

er
ce

pt
io

ns
 o

f p
al

lia
tiv

e 
ca

re
.

Fr
an

ci
s e

t a
l.35

De
nm

ar
k

‘T
he

 a
im

 is
 to

 e
xp

lo
re

 e
th

ic
al

 
di

le
m

m
as

 th
at

 sp
ou

se
s e

xp
er

ie
nc

e 
in

 th
e 

ev
er

yd
ay

 c
ar

e 
of

 a
 p

ar
tn

er
 

in
 tr

ea
tm

en
t f

or
 P

M
BT

 [p
rim

ar
y 

m
al

ig
na

nt
 b

ra
in

 tu
m

ou
r]

’

Q
ua

lit
at

iv
e 

de
sc

rip
tiv

e
Ab

ou
t 1

0 
sp

ou
sa

l c
ar

er
s,

 
re

cr
ui

te
d 

vi
a 

a 
ho

sp
ita

l c
lin

ic
Se

m
i-s

tr
uc

tu
re

d 
in

te
rv

ie
w

s
1.

 �D
oi

ng
 th

e 
rig

ht
 th

in
g 

in
 

un
pr

ed
ic

ta
bl

e 
da

ily
 si

tu
at

io
ns

,
2.

 �T
or

n 
be

tw
ee

n 
pa

tie
nc

e 
an

d 
gu

ilt
3.

 �L
iv

in
g 

in
 a

 ti
m

e 
of

 u
nc

er
ta

in
ty

, 
ho

pe
 a

nd
 d

es
pa

ir.

Ta
bl

e 
2.

 (
Co

nt
in

ue
d)

(C
on

tin
ue

d)



Toze et al.	 341

St
ud

y 
au

th
or

Co
un

tr
y

Re
se

ar
ch

 q
ue

st
io

n/
ai

m
s

De
sig

n
Se

tt
in

g/
pa

rt
ic

ip
an

ts
Da

ta
 c

ol
le

ct
io

n
Fi

nd
in

gs
 (t

he
m

es
)

Fr
ee

r27
U

K
‘T

he
 a

im
 o

f t
hi

s r
es

ea
rc

h 
w

as
 to

 
ca

pt
ur

e 
ca

re
rs

’ e
xp

er
ie

nc
e 

of
 c

ar
in

g 
fo

r a
 fa

m
ily

 m
em

be
r w

ith
 M

N
D 

[m
ot

or
 n

eu
ro

n 
di

se
as

e]
’

Q
ua

lit
at

iv
e,

 
de

sc
rip

tiv
e,

 th
em

at
ic

 
an

al
ys

is

N
in

e 
ca

re
rs

 (8
 sp

ou
se

s,
 1

 
da

ug
ht

er
-in

-la
w

) r
ec

ru
ite

d 
vi

a 
an

 M
N

D 
ou

tp
at

ie
nt

 c
lin

ic

Se
m

i-s
tr

uc
tu

re
d 

in
te

rv
ie

w
s.

1.
 �M

ot
or

 n
eu

ro
n 

di
se

as
e 

(M
N

D)
: t

he
 sp

ec
ifi

cs
 a

nd
 th

e 
di

ffe
re

nc
es

2.
 N

or
m

al
ity

 v
er

su
s r

ea
lit

y
3.

 �D
ef

in
in

g 
th

e 
to

ta
l l

os
s b

ut
 

ho
ld

in
g 

on
to

 h
op

e
4.

 �In
fo

rm
at

io
n 

ne
ed

s a
nd

 
su

pp
or

t—
at

 w
ho

se
 p

ac
e?

Gi
ov

an
ne

tt
i 

et
 a

l.66
Ita

ly
‘W

e 
pe

rf
or

m
ed

 a
 q

ua
lit

at
iv

e 
st

ud
y 

to
 in

ve
st

ig
at

e 
th

e 
ex

pe
rie

nc
es

 
of

 p
ar

tic
ip

an
ts

 in
 a

 m
ul

tic
en

tr
e 

ra
nd

om
ise

d 
co

nt
ro

lle
d 

tr
ia

l o
n 

a 
ho

m
e-

ba
se

d 
pa

lli
at

iv
e 

ap
pr

oa
ch

 
(H

PA
) f

or
 a

du
lts

 w
ith

 se
ve

re
 

m
ul

tip
le

 sc
le

ro
sis

 (M
S)

 a
nd

 th
ei

r 
ca

re
gi

ve
rs

. O
ur

 a
im

 w
as

 to
 e

xp
lo

re
 

th
e 

st
re

ng
th

s a
nd

 c
ha

lle
ng

es
 o

f t
he

 
in

te
rv

en
tio

n,
 a

nd
 c

irc
um

st
an

ce
s 

th
at

 m
ay

 h
av

e 
in

flu
en

ce
d 

its
 

ef
fic

ac
y’

Q
ua

lit
at

iv
e 

fr
am

ew
or

k 
an

al
ys

is,
 

ne
st

ed
 in

 a
 m

ix
ed

 
m

et
ho

ds
 st

ud
y.

Ab
ou

t 1
5 

ca
re

rs
 (6

 sp
ou

se
s,

 
3 

pa
re

nt
s,

 3
 c

hi
ld

re
n,

 3
 

ot
he

r)
 re

cr
ui

te
d 

fr
om

 th
os

e 
re

ce
iv

in
g 

a 
pi

lo
t i

nt
er

ve
nt

io
n 

fo
r M

ul
tip

le
 S

cl
er

os
is 

at
 th

re
e 

ce
nt

re
s

Se
m

i-s
tr

uc
tu

re
d 

in
te

rv
ie

w
s a

nd
 fo

cu
s 

gr
ou

ps

1.
 E

xp
ec

ta
tio

ns
2.

 M
et

 a
nd

 u
nm

et
 n

ee
ds

3.
 B

ar
rie

rs

Go
ft

on
 e

t a
l.28

Ca
na

da
Th

is 
st

ud
y 

ai
m

ed
 to

 d
ev

el
op

 a
 

co
nc

ep
tu

al
 u

nd
er

st
an

di
ng

 o
f 

th
e 

sp
ec

ifi
c 

ch
ar

ac
te

ris
tic

s o
f 

pa
lli

at
iv

e 
ca

re
 in

 n
eu

ro
lo

gy
 a

nd
 th

e 
ch

al
le

ng
es

 o
f p

ro
vi

di
ng

 p
al

lia
tiv

e 
ca

re
 in

 th
e 

se
tt

in
g 

of
 n

eu
ro

lo
gi

ca
l 

ill
ne

ss
.

Q
ua

lit
at

iv
e,

 
gr

ou
nd

ed
 th

eo
ry

Tw
o 

pa
tie

nt
-c

ar
er

 d
ya

d 
in

te
rv

ie
w

s,
 1

 c
ar

er
 in

te
rv

ie
w

, 
re

cr
ui

te
d 

vi
a 

a 
ho

sp
ita

l c
en

tr
e

Se
m

i-s
tr

uc
tu

re
d 

in
te

rv
ie

w
1.

 �T
im

el
in

es
 o

f d
ise

as
e 

pr
og

re
ss

io
n,

2.
 �B

ar
rie

rs
 to

 c
om

m
un

ic
at

io
n 

ar
isi

ng
 fr

om
 n

eu
ro

lo
gi

c 
di

se
as

e,
3.

 �V
ar

ia
bi

lit
y 

ac
ro

ss
 d

ise
as

e 
pr

og
re

ss
io

n,
4.

 �T
hr

ea
t t

o 
pe

rs
on

ho
od

 a
ris

in
g 

fr
om

 fu
nc

tio
na

l a
nd

 c
og

ni
tiv

e 
im

pa
irm

en
ts

 re
la

te
d 

to
 

ne
ur

ol
og

ic
 d

ise
as

e.
5.

 �U
nc

er
ta

in
ty

 w
ith

 re
sp

ec
t t

o 
pr

og
no

sis
, s

up
po

rt
 a

va
ila

bi
lit

y 
an

d 
di

se
as

e 
tr

aj
ec

to
ry

6.
 �In

co
ns

ist
en

cy
 in

 in
fo

rm
at

io
n,

 
at

tit
ud

es
 a

nd
 sk

ill
s a

m
on

g 
ca

re
 p

ro
vi

de
rs

, c
ar

e 
te

am
s,

 
ca

re
gi

ve
rs

 a
nd

 fa
m

ili
es

.
7.

 �E
xi

st
en

tia
l d

ist
re

ss
 sp

ec
ifi

c 
to

 
ne

ur
ol

og
ic

al
 d

ise
as

e,
 in

cl
ud

in
g 

em
ot

io
na

l, 
ps

yc
ho

lo
gi

ca
l a

nd
 

sp
iri

tu
al

 d
ist

re
ss

 re
su

lti
ng

 
fr

om
 lo

ss
 o

f f
un

ct
io

n,
 

au
to

no
m

y 
an

d 
de

at
h.

Ta
bl

e 
2.

 (
Co

nt
in

ue
d)

(C
on

tin
ue

d)



342	 Palliative Medicine 35(2)

St
ud

y 
au

th
or

Co
un

tr
y

Re
se

ar
ch

 q
ue

st
io

n/
ai

m
s

De
sig

n
Se

tt
in

g/
pa

rt
ic

ip
an

ts
Da

ta
 c

ol
le

ct
io

n
Fi

nd
in

gs
 (t

he
m

es
)

Go
lla

 e
t a

l.49
Ge

rm
an

y
‘O

ur
 a

im
 w

as
 to

 g
ai

n 
an

 in
sig

ht
 

in
to

 th
e 

su
bj

ec
tiv

el
y 

un
m

et
 n

ee
ds

 
of

 c
ar

eg
iv

er
s o

f s
ev

er
el

y 
af

fe
ct

ed
 

M
S 

[m
ul

tip
le

 sc
le

ro
sis

] p
at

ie
nt

s i
n 

Ge
rm

an
y’

Q
ua

lit
at

iv
e 

co
nt

en
t 

an
al

ys
is

Ab
ou

t 1
2 

ca
re

rs
 (6

 p
ar

en
ts

, 
3 

pa
rt

ne
rs

, 1
 si

st
er

, 1
 

da
ug

ht
er

, 1
 fr

ie
nd

) o
f p

eo
pl

e 
w

ith
 m

ul
tip

le
 sc

le
ro

sis
, 

re
cr

ui
te

d 
vi

a 
se

lf-
he

lp
 g

ro
up

s,
 

nu
rs

in
g 

ho
m

e,
 h

os
pi

ta
l a

nd
 

co
m

m
un

ity
 v

ol
un

te
er

Se
m

i-s
tr

uc
tu

re
d 

in
te

rv
ie

w
.

1.
 R

el
at

io
ns

hi
p 

to
 p

hy
sic

ia
n

2.
 �In

di
vi

du
al

 su
pp

or
t b

y 
th

e 
he

al
th

ca
re

 sy
st

em
3.

 �R
el

at
io

ns
hi

p 
to

 th
e 

in
di

vi
du

al
 

se
ve

re
ly

 a
ffe

ct
ed

 b
y 

M
S

4.
 E

nd
-o

f-l
ife

 is
su

es
5.

 S
el

f-c
ar

e
6.

 �H
ig

he
r a

w
ar

en
es

s o
f m

ul
tip

le
 

sc
le

ro
sis

Ha
lp

in
41

U
S

Th
e 

ar
tic

le
 a

im
s t

o 
‘p

ro
vi

d[
e]

 th
e 

fir
st

 c
om

pl
et

el
y 

qu
al

ita
tiv

e 
st

ud
y 

of
 su

ic
id

al
ity

 in
 th

e 
HD

 [H
un

tin
gt

on
 

Di
se

as
e]

 c
om

m
un

ity
’.

Q
ua

lit
at

iv
e,

 
gr

ou
nd

ed
 th

eo
ry

Ab
ou

t 1
0 

ca
re

gi
ve

rs
 (9

 
sp

ou
se

s,
 1

 g
ra

nd
pa

re
nt

).
Se

m
i-s

tr
uc

tu
re

d 
in

te
rv

ie
w

.
1.

 �T
he

 p
er

sp
ec

tiv
e 

of
 in

fo
rm

al
 

ca
re

gi
ve

rs
2.

 �S
ui

ci
da

lit
y 

in
 H

un
tin

gt
on

 
Di

se
as

e 
Fa

m
ili

es
3.

 �P
er

so
na

l a
cc

ou
nt

s o
f s

ui
ci

da
l 

be
ha

vi
ou

r.
Ha

rr
is 

et
 a

l.64
En

gl
an

d
‘T

hi
s s

tu
dy

 a
im

s t
o 

ex
te

nd
 th

e 
lit

er
at

ur
e 

by
 e

xp
lo

rin
g 

th
e 

m
ea

ni
ng

 
of

 su
pp

or
tin

g 
a 

lo
ve

d 
on

e 
dy

in
g 

w
ith

 M
N

D 
[m

ot
or

 n
eu

ro
n 

di
se

as
e]

, 
so

 it
 c

an
 e

nh
an

ce
 n

ur
se

s’
 a

nd
 

ot
he

r h
ea

lth
ca

re
 p

ro
fe

ss
io

na
ls’

 
un

de
rs

ta
nd

in
g 

of
 d

yi
ng

 fo
r t

hi
s 

cl
ie

nt
 g

ro
up

’

Au
to

et
hn

og
ra

ph
y

O
ne

 p
ar

tic
ip

an
t (

au
th

or
, 

da
ug

ht
er

 o
f p

er
so

n 
w

ith
 

m
ot

or
 n

eu
ro

n 
di

se
as

e)

Au
to

et
hn

og
ra

ph
ic

1.
 �L

os
s o

f p
er

so
n 

(li
ve

d 
bo

dy
 

ex
pe

rie
nc

ed
 in

 si
le

nc
e)

;
2.

 �L
os

s o
f r

el
at

io
ns

hi
ps

 (l
iv

ed
 

re
la

tio
ns

 a
re

 c
ha

lle
ng

ed
);

3.
 �L

os
s o

f h
om

e 
an

d 
lo

ss
 o

f t
im

e 
(li

ve
d 

sp
ac

e 
an

d 
liv

ed
 ti

m
e 

ta
ke

 o
n 

ne
w

 m
ea

ni
ng

);
4.

 �L
os

s o
f f

ut
ur

e 
(d

yi
ng

-fa
ci

ng
 

it 
al

on
e)

Ha
ss

on
 e

t a
l.10

N
or

th
er

n 
Ire

la
nd

‘T
hi

s s
tu

dy
 a

im
s t

o 
un

de
rs

ta
nd

 th
e 

ex
pe

rie
nc

es
 o

f f
am

ily
 c

ar
er

s w
ho

 
ca

re
d 

fo
r s

om
eo

ne
 w

ith
 P

ar
ki

ns
on

’s
 

di
se

as
e 

so
 th

at
 th

ei
r r

ol
e 

m
ig

ht
 b

e 
re

co
gn

ise
d 

an
d 

su
pp

or
te

d’
.

Q
ua

lit
at

iv
e,

 
ex

pl
or

at
or

y 
de

sc
rip

tiv
e 

de
sig

n,
 

th
em

at
ic

 a
na

ly
sis

Ab
ou

t 1
5 

fo
rm

er
 c

ar
eg

iv
er

s 
(1

0 
sp

ou
sa

l, 
5 

ch
ild

) o
f p

eo
pl

e 
w

ith
 P

ar
ki

ns
on

s,
 re

cr
ui

te
d 

vi
a 

su
pp

or
t g

ro
up

s a
nd

 p
ub

lic
 

po
st

er
s

Se
m

i-s
tr

uc
tu

re
d 

in
te

rv
ie

w
s

1.
 C

ar
er

s’
 ro

le
 a

nd
 b

ur
de

n
2.

 P
al

lia
tiv

e 
ca

re
3.

 B
er

ea
ve

m
en

t
4.

 �A
cc

es
s t

o 
he

al
th

 a
nd

 so
ci

al
 

ca
re

 se
rv

ic
es

.
Ka

va
na

ug
h 

et
 a

l.61
U

SA
Th

e 
pu

rp
os

e 
of

 th
is 

st
ud

y 
is 

to
 

pr
ov

id
e 

an
 in

iti
al

 e
xp

lo
ra

tio
n 

in
to

 w
ha

t c
ar

eg
iv

in
g 

yo
ut

h 
kn

ow
 

ab
ou

t t
he

ir 
pa

re
nt

’s
 a

dv
an

ce
 c

ar
e 

pl
an

ni
ng

 a
nd

 th
ei

r e
xp

er
ie

nc
es

 w
ith

 
ha

vi
ng

 E
O

L 
[e

nd
 o

f l
ife

] d
isc

us
sio

ns
 

w
ith

 th
e 

pa
re

nt
.

M
ix

ed
 m

et
ho

ds
, 

w
ith

in
 a

 la
rg

er
 st

ud
y.

 
Q

ua
lit

at
iv

e 
el

em
en

t 
w

as
 th

em
at

ic
 

co
nt

en
t a

na
ly

sis

Ab
ou

t 4
0 

ad
ol

es
ce

nt
s a

ge
d 

12
–2

0,
 e

ng
ag

in
g 

in
 so

m
e 

ca
re

gi
vi

ng
 a

ct
iv

ity
 fo

r a
 

pa
re

nt
 w

ith
 H

un
tin

gt
on

’s
, 

re
cr

ui
te

d 
vi

a 
co

m
m

un
ity

 
gr

ou
p.

 2
4 

ou
t o

f t
he

 o
ve

ra
ll 

sa
m

pl
e 

di
sc

us
se

d 
en

d 
of

 li
fe

.

Se
m

i-s
tr

uc
tu

re
d 

in
te

rv
ie

w
s

1.
 �R

es
pe

ct
 fo

r t
he

 p
ar

en
t’s

 E
O

L 
w

ish
es

2.
 �C

ar
eg

iv
in

g 
yo

ut
h’

s o
pi

ni
on

 n
ot

 
va

lu
ed

3.
 A

vo
id

an
ce

 o
f E

O
L 

iss
ue

s
4.

 P
ro

te
ct

 th
e 

pa
re

nt
5.

 P
ar

en
t i

n 
de

ni
al

6.
 �P

ar
en

t n
ot

 re
ad

y 
to

 h
av

e 
co

nv
er

sa
tio

n
7.

 �R
ea

lis
at

io
n 

of
 th

e 
te

rm
in

al
 

ou
tc

om
e

(C
on

tin
ue

d)

Ta
bl

e 
2.

 (
Co

nt
in

ue
d)



Toze et al.	 343

St
ud

y 
au

th
or

Co
un

tr
y

Re
se

ar
ch

 q
ue

st
io

n/
ai

m
s

De
sig

n
Se

tt
in

g/
pa

rt
ic

ip
an

ts
Da

ta
 c

ol
le

ct
io

n
Fi

nd
in

gs
 (t

he
m

es
)

Le
ru

m
 e

t a
l.25

N
or

w
ay

‘T
hi

s p
ap

er
 e

xp
lo

re
s t

he
 m

ea
ni

ng
 o

f 
ch

ro
ni

ci
ty

 a
nd

 te
rm

in
al

ity
 in

 m
ot

or
 

ne
ur

on
 d

ise
as

e 
(M

N
D)

, a
lso

 k
no

w
n 

as
 a

m
yo

tr
op

hi
c 

la
te

ra
l s

cl
er

os
is 

(A
LS

)’

Q
ua

lit
at

iv
e,

 th
em

at
ic

 
an

al
ys

is
Ei

gh
t b

er
ea

ve
d 

ca
re

rs
 a

nd
 

17
 c

ur
re

nt
 c

ar
er

s o
f p

eo
pl

e 
w

ith
 M

N
D,

 re
cr

ui
te

d 
vi

a 
th

re
e 

ho
sp

ita
l s

ite
s

N
ar

ra
tiv

e 
in

te
rv

ie
w

s.
1.

 T
he

 tr
aj

ec
to

ry
2.

 T
he

 so
ci

al
 su

bw
or

ld
s

3.
 �In

st
ab

ili
ty

 a
nd

 p
ro

gn
os

is 
in

 
th

e 
ho

sp
ita

l
4.

 �P
ro

gn
os

tic
 d

ep
en

de
nc

y 
in

 
pr

im
ar

y 
ca

re
5.

 �U
ns

ta
bl

e 
te

rm
in

al
ity

 a
t h

om
e

Le
ru

m
 e

t a
l.25

N
or

w
ay

‘W
e 

co
nd

uc
te

d 
a 

qu
al

ita
tiv

e 
st

ud
y 

to
 u

nd
er

st
an

d 
m

or
e 

ab
ou

t f
am

ily
 

ca
re

gi
ve

rs
’ w

or
k 

an
d 

se
ns

e 
of

 
re

sp
on

sib
ili

ty
, e

xp
lo

rin
g 

fa
m

ily
 

ca
re

gi
ve

rs
’ a

cc
ou

nt
s o

f c
ar

in
g 

fo
r a

 
fa

m
ily

 m
em

be
r w

ith
 M

N
D’

Q
ua

lit
at

iv
e,

 th
em

at
ic

 
an

al
ys

is
Ei

gh
t b

er
ea

ve
d 

ca
re

rs
 a

nd
 

17
 c

ur
re

nt
 c

ar
er

s o
f p

eo
pl

e 
w

ith
 M

N
D,

 re
cr

ui
te

d 
vi

a 
th

re
e 

ho
sp

ita
l s

ite
s

N
ar

ra
tiv

e 
in

te
rv

ie
w

s.
1.

 Im
m

ed
ia

te
 c

ar
e 

w
or

k
2.

 �S
ee

ki
ng

 in
fo

rm
at

io
n 

an
d 

cl
ar

ity
3.

 �M
an

ag
in

g 
co

m
pe

tin
g 

ob
lig

at
io

ns
4.

 M
ai

nt
ai

ni
ng

 n
or

m
al

ity
5.

 �M
an

ag
in

g 
ex

te
rn

al
 re

so
ur

ce
s 

an
d 

as
sis

ta
nc

e
Lu

 e
t a

l.36
Ch

in
a

‘T
he

 a
im

 o
f t

hi
s s

tu
dy

 w
as

 to
 

ex
pl

or
e 

th
e 

ex
pe

rie
nc

e 
of

 fa
m

ily
 

ca
re

gi
ve

rs
 ta

ki
ng

 c
ar

e 
of

 st
ro

ke
 

su
rv

iv
or

s i
n 

Ch
in

a’

Q
ua

lit
at

iv
e,

 
ex

pl
or

at
iv

e 
de

sig
n

Ab
ou

t 2
6 

ca
re

rs
 (2

1 
sp

ou
se

s,
 

4 
ad

ul
t c

hi
ld

re
n,

 1
 d

au
gh

te
r-

in
-la

w
)

Se
m

i-s
tr

uc
tu

re
d 

in
te

rv
ie

w
s

1.
 L

iv
in

g 
on

 th
e 

ed
ge

2.
 H

av
in

g 
to

ta
l r

es
po

ns
ib

ili
ty

3.
 B

ei
ng

 a
ll 

al
on

e
4.

 D
ra

in
ed

 b
y 

ca
re

gi
vi

ng
5.

 �B
ei

ng
 a

 p
ris

on
er

 in
 th

ei
r o

w
n 

lif
e

6.
 �B

ei
ng

 u
nc

er
ta

in
 a

bo
ut

 th
e 

fu
tu

re
M

an
te

ll63
U

K
‘1

. �W
ha

t a
re

 th
e 

co
m

m
on

 a
nd

 
sig

ni
fic

an
t e

xp
er

ie
nc

es
 fo

r 
re

la
tiv

es
 in

 a
da

pt
in

g 
to

 c
ar

in
g 

fo
r 

a 
pe

rs
on

 w
ith

 H
D?

2.
 �H

ow
 a

re
 th

es
e 

ex
pe

rie
nc

es
 

af
fe

ct
ed

 b
y 

su
pp

or
t f

ro
m

 
ot

he
rs

, i
nc

lu
di

ng
 fo

rm
al

 se
rv

ic
e 

pr
ov

isi
on

?’

Q
ua

lit
at

iv
e,

 
gr

ou
nd

ed
 th

eo
ry

Ab
ou

t 3
1 

ca
re

rs
 (1

8 
sp

ou
se

s,
 

4 
pa

re
nt

s,
 7

 c
hi

ld
re

n,
 2

 
sib

lin
gs

, 2
 in

-la
w

s,
 5

 c
ar

ed
 fo

r 
m

ul
tip

le
 re

la
tiv

es
) o

f p
eo

pl
e 

w
ith

 H
un

tin
gt

on
s

Se
m

i-s
tr

uc
tu

re
d 

in
te

rv
ie

w
.

1.
 T

he
 jo

ur
ne

y 
to

 d
ia

gn
os

is
2.

 �C
ha

ng
in

g 
ro

le
s,

 c
ha

ng
in

g 
re

la
tio

ns
hi

ps
3.

 C
ar

e-
 c

en
tr

ic
 re

la
tio

ns
hi

ps
4.

 P
ow

er
 a

nd
 d

ep
en

de
nc

y
5.

 R
ed

ef
in

in
g 

ca
re

6.
 �B

eh
in

d 
th

e 
m

as
k 

of
 

Hu
nt

in
gt

on
s D

ise
as

e
7.

 R
ed

ef
in

in
g 

th
e 

re
la

tio
ns

hi
p

8.
 E

nt
er

in
g 

ca
re

 h
om

es
9.

 L
os

s a
nd

 b
er

ea
ve

m
en

t
M

cC
ur

ry
62

U
S

‘T
he

 a
im

 o
f t

hi
s s

tu
dy

 w
as

 
to

 e
xa

m
in

e 
de

ci
sio

n 
m

ak
in

g 
by

 in
fo

rm
al

 c
ar

eg
iv

er
s o

f M
S 

[m
ul

tip
le

 sc
le

ro
sis

] c
ar

e 
re

ci
pi

en
ts

. 
Sp

ec
ifi

ca
lly

, t
he

 re
se

ar
ch

er
 so

ug
ht

 
to

 u
nd

er
st

an
d 

w
ha

t t
yp

es
 o

f 
de

ci
sio

ns
 th

e 
ca

re
gi

ve
rs

 w
er

e 
m

ak
in

g 
an

d 
w

ha
t r

es
ou

rc
es

 th
ey

 
us

ed
 to

 m
ak

e 
th

os
e 

de
ci

sio
ns

’

Q
ua

lit
at

iv
e,

 th
em

at
ic

 
an

al
ys

is
Si

x 
ca

re
rs

 (4
 sp

ou
se

s,
 1

 
fia

nc
ee

, 1
 fr

ie
nd

) o
f p

eo
pl

e 
w

ith
 M

S,
 re

cr
ui

te
d 

vi
a 

a 
ho

sp
ita

l c
en

tr
e 

an
d 

su
pp

or
t 

gr
ou

p

Tw
o 

in
-d

ep
th

 
in

te
rv

ie
w

s w
ith

 e
ac

h 
pa

rt
ic

ip
an

t.

1.
 H

ea
lth

ca
re

2.
 F

in
an

ci
al

3.
 S

oc
ia

l
4.

 F
am

ily

(C
on

tin
ue

d)

Ta
bl

e 
2.

 (
Co

nt
in

ue
d)



344	 Palliative Medicine 35(2)

St
ud

y 
au

th
or

Co
un

tr
y

Re
se

ar
ch

 q
ue

st
io

n/
ai

m
s

De
sig

n
Se

tt
in

g/
pa

rt
ic

ip
an

ts
Da

ta
 c

ol
le

ct
io

n
Fi

nd
in

gs
 (t

he
m

es
)

M
cL

au
gh

lin
 

et
 a

l.59
N

or
th

er
n 

Ire
la

nd
‘T

hi
s s

tu
dy

, t
he

re
fo

re
, s

et
 o

ut
 

to
 e

xp
lo

re
 th

e 
ex

pe
rie

nc
e 

of
 

in
fo

rm
al

 c
ar

er
s o

f p
eo

pl
e 

w
ith

 P
D 

[P
ar

ki
ns

on
s D

ise
as

e]
’

Ex
pl

or
at

or
y 

qu
al

ita
tiv

e 
st

ud
y,

 
fr

am
ew

or
k 

an
al

ys
is

Ab
ou

t 2
6 

sp
ou

sa
l c

ar
er

s f
or

 
pe

op
le

 w
ith

 P
ar

ki
ns

on
’s

, 
re

cr
ui

te
d 

vi
a 

su
pp

or
t g

ro
up

s 
an

d 
pu

bl
ic

 p
os

te
rs

Se
m

i-s
tr

uc
tu

re
d 

in
te

rv
ie

w
,

1.
 �M

ed
ic

al
 su

pp
or

t f
or

 p
eo

pl
e 

w
ith

 P
ar

ki
ns

on
s D

ise
as

e
2.

 �B
ur

de
n 

re
la

te
d 

to
 c

ar
e 

gi
vi

ng
,

3.
 In

fo
rm

at
io

n 
ne

ed
s

4.
 �E

co
no

m
ic

 im
pl

ic
at

io
ns

 o
f 

ca
rin

g.
M

c 
Ve

ig
h 

et
 a

l.58
N

or
th

er
n 

Ire
la

nd
‘T

o 
ex

pl
or

e 
th

e 
pr

ov
isi

on
 o

f 
ge

ne
ra

lis
t a

nd
 sp

ec
ia

lis
t p

al
lia

tiv
e 

ca
re

 in
 N

or
th

er
n 

Ire
la

nd
, a

t t
he

 
en

d 
of

 li
fe

, f
or

 p
eo

pl
e 

w
ith

 M
N

D 
[M

ot
or

 N
eu

ro
n 

Di
se

as
e]

 fr
om

 th
e 

pe
rs

pe
ct

iv
e 

of
 b

er
ea

ve
d 

ca
re

rs
’

Ex
pl

or
at

or
y 

in
te

rp
re

tiv
ist

 
ap

pr
oa

ch

Ab
ou

t 1
3 

be
re

av
ed

 c
ar

er
s 

(9
 sp

ou
sa

l, 
3 

da
ug

ht
er

s,
 1

 
gr

an
ds

on
), 

id
en

tif
ie

d 
th

ro
ug

h 
M

ot
or

 N
eu

ro
n 

Di
se

as
e 

re
gi

st
er

.

Se
m

i-s
tr

uc
tu

re
d 

in
te

rv
ie

w
s

1.
 T

he
 p

ro
vi

sio
n 

of
 h

ol
ist

ic
 c

ar
e

2.
 �T

he
 b

io
ps

yc
ho

so
ci

al
 im

pa
ct

 
of

 M
N

D
3.

 L
ac

k 
of

 d
ea

th
 p

re
pa

re
dn

es
s.

M
ur

ra
y 

et
 a

l.40
Au

st
ra

lia
‘W

e 
ai

m
ed

 to
 in

ve
st

ig
at

e 
ca

re
gi

ve
r 

pe
rs

pe
ct

iv
es

 o
n 

th
e 

ac
ce

pt
ab

ili
ty

 
an

d 
im

pa
ct

 o
f a

dv
an

ce
 c

ar
e 

pl
an

ni
ng

, d
oc

um
en

te
d 

in
 a

 le
tt

er
 

fo
rm

at
, f

or
 p

at
ie

nt
s w

ith
 m

ot
or

 
ne

ur
on

 d
ise

as
e 

an
d 

ca
re

gi
ve

rs
’

Q
ua

lit
at

iv
e 

cr
os

s-
se

ct
io

na
l s

tu
dy

, 
na

rr
at

iv
e 

sy
nt

he
sis

Ab
ou

t 1
8 

fo
rm

er
 c

ar
er

s (
15

 
sp

ou
se

s,
 2

 c
hi

ld
re

n,
 1

 si
bl

in
g)

 
of

 so
m

eo
ne

 w
ho

 h
ad

 d
ie

d 
fr

om
 M

ot
or

 N
eu

ro
n 

Di
se

as
e,

 
re

cr
ui

te
d 

vi
a 

a 
ho

sp
ita

l 
se

rv
ic

e

Se
m

i-s
tr

uc
tu

re
d 

in
te

rv
ie

w
s.

1.
 R

ea
di

ne
ss

 fo
r d

ea
th

2.
 E

m
po

w
er

m
en

t
3.

 C
on

ne
ct

io
ns

4.
 �C

la
rif

yi
ng

 d
ec

isi
on

s a
nd

 
ch

oi
ce

s

M
ut

ch
29

En
gl

an
d

‘T
o 

ga
in

 a
 d

ee
pe

r u
nd

er
st

an
di

ng
 

of
 th

e 
ex

pe
rie

nc
es

 o
f t

he
 p

ar
tn

er
 

liv
in

g 
w

ith
 a

nd
 c

ar
in

g 
fo

r a
 sp

ou
se

 
di

sa
bl

ed
 b

y 
m

ul
tip

le
 sc

le
ro

sis
’

Q
ua

lit
at

iv
e 

st
ud

y,
 

th
em

at
ic

 a
na

ly
sis

Ei
gh

t s
po

us
al

 c
ar

er
s o

f p
eo

pl
e 

w
ith

 M
S 

un
de

r t
he

 c
ar

e 
of

 
a 

ne
ur

ol
og

ist
 a

t a
 sp

ec
ifi

c 
ce

nt
re

Se
m

i-s
tr

uc
tu

re
d 

in
te

rv
ie

w
s

1.
 W

or
ry

2.
 P

la
nn

in
g

3.
 F

ru
st

ra
tio

ns
4.

 �C
om

m
itm

en
t t

o 
m

ar
ria

ge
 5

. 
Co

pi
ng

 st
ra

te
gi

es
O

’B
rie

n 
an

d 
Pr

es
to

n21
En

gl
an

d
To

 e
xp

lo
re

 ‘t
he

 e
xp

er
ie

nc
e 

of
 

ho
sp

ita
lis

at
io

n 
fo

llo
w

in
g 

a 
di

ag
no

sis
 

of
 m

ot
or

 n
eu

ro
n 

di
se

as
e 

fr
om

 th
e 

pe
rs

pe
ct

iv
e 

of
 fa

m
ily

 c
ar

er
s o

f t
ho

se
 

di
ag

no
se

d 
w

ith
 th

e 
ill

ne
ss

’

Q
ua

lit
at

iv
e 

se
co

nd
ar

y 
an

al
ys

is 
of

 
da

ta
 c

ol
le

ct
ed

 in
 tw

o 
pr

ev
io

us
 q

ua
lit

at
iv

e 
st

ud
ie

s (
ci

te
d 

he
re

 
as

 P
re

st
on

 a
nd

 
W

hi
te

he
ad

 a
nd

 
O

’B
rie

n 
et

 a
l.)

Ab
ou

t 1
8 

be
re

av
ed

 c
ar

er
s a

nd
 

3 
cu

rr
en

t c
ar

er
s (

al
l s

po
us

es
 

ex
ce

pt
 o

ne
 so

n 
an

d 
on

e 
fa

th
er

 a
nd

 so
n)

.

N
ar

ra
tiv

e 
an

d 
se

m
i-s

tr
uc

tu
re

d 
in

te
rv

ie
w

s.

1.
 L

ac
k 

of
 k

no
w

le
dg

e
2.

 B
as

ic
 c

ar
e

3.
 R

el
uc

ta
nc

e 
fo

r a
dm

iss
io

n
4.

 F
in

al
 m

em
or

ie
s.

O
’B

rie
n 

et
 a

l.23
En

gl
an

d
‘T

o 
ex

pl
or

e,
 fr

om
 a

 q
ua

lit
at

iv
e 

pe
rs

pe
ct

iv
e,

 th
e 

vi
ew

s o
f c

ur
re

nt
 

an
d 

fo
rm

er
 fa

m
ily

 c
ar

er
s o

f p
eo

pl
e 

w
ith

 M
N

D 
an

d 
id

en
tif

y 
th

ei
r n

ee
d 

fo
r, 

an
d 

us
e 

of
, s

up
po

rt
 se

rv
ic

es
’

Th
em

at
ic

 fr
am

ew
or

k 
ap

pr
oa

ch
Ab

ou
t 1

8 
cu

rr
en

t c
ar

er
s a

nd
 

10
 b

er
ea

ve
d 

fo
rm

er
 c

ar
er

s o
f 

pe
op

le
 w

ith
 M

ot
or

 N
eu

ro
n 

Di
se

as
e,

 o
n 

th
e 

da
ta

ba
se

 o
f a

 
ca

re
 a

nd
 re

se
ar

ch
 u

ni
t

N
ar

ra
tiv

e 
in

te
rv

ie
w

1.
 T

he
 im

pa
ct

 o
f b

ei
ng

 a
 c

ar
er

2.
 T

he
 p

ro
vi

sio
n 

of
 in

fo
rm

at
io

n
3.

 �E
xp

er
ie

nc
es

 w
ith

 p
ai

d-
fo

r i
n-

ho
m

e 
ca

re
,

4.
 R

es
pi

te
 c

ar
e

5.
 �T

he
 n

ee
d 

fo
r c

ou
ns

el
lin

g 
6.

 
Ca

re
rs

’ t
ra

in
in

g 
ne

ed
s.

(C
on

tin
ue

d)

Ta
bl

e 
2.

 (
Co

nt
in

ue
d)



Toze et al.	 345

St
ud

y 
au

th
or

Co
un

tr
y

Re
se

ar
ch

 q
ue

st
io

n/
ai

m
s

De
sig

n
Se

tt
in

g/
pa

rt
ic

ip
an

ts
Da

ta
 c

ol
le

ct
io

n
Fi

nd
in

gs
 (t

he
m

es
)

O
’C

on
no

r e
t a

l.57
Au

st
ra

lia
‘T

he
 a

im
 o

f t
he

 st
ud

y 
w

as
 to

 
de

sc
rib

e 
th

e 
ex

pe
rie

nc
es

 o
f f

am
ily

 
ca

re
rs

 o
f p

eo
pl

e 
w

ith
 M

N
D 

[M
ot

or
 

N
eu

ro
n 

Di
se

as
e]

 in
 re

ce
iv

in
g 

th
e 

di
ag

no
sis

 in
 o

rd
er

 to
 in

fo
rm

 
an

d 
im

pr
ov

e 
w

ay
s i

n 
w

hi
ch

 th
e 

di
ag

no
sis

 is
 c

om
m

un
ic

at
ed

’

Q
ua

lit
at

iv
e 

th
em

at
ic

 
an

al
ys

is
Ab

ou
t 1

90
 c

ar
er

s o
f p

eo
pl

e 
w

ith
 M

ot
or

 N
eu

ro
n 

Di
se

as
e,

 
su

rv
ey

ed
 v

ia
 c

om
m

un
ity

 
or

ga
ni

sa
tio

n

Cr
os

s-
se

ct
io

na
l 

su
rv

ey
1.

 �F
ru

st
ra

tio
ns

 w
ith

 th
e 

di
ag

no
sis

2.
 G

iv
in

g 
in

fo
rm

at
io

n
3.

 �F
am

ily
 c

ar
er

 o
bs

er
va

tio
ns

 o
f 

th
e 

ne
ur

ol
og

ist
4.

 T
he

 se
tt

in
g

5.
 �W

ha
t w

ou
ld

 h
av

e 
m

ad
e 

th
e 

di
ag

no
sis

 e
as

ie
r

O
ye

bo
de

 e
t a

l.30
U

K
‘T

hi
s s

tu
dy

 a
im

ed
 to

 p
ro

vi
de

 a
n 

in
-

de
pt

h 
qu

al
ita

tiv
e 

ex
pl

or
at

io
n 

of
 th

e 
ex

pe
rie

nc
e 

of
 li

vi
ng

 w
ith

, a
nd

 c
ar

in
g 

fo
r, 

a 
pa

rt
ne

r w
ith

 M
N

D 
[m

ot
or

 
ne

ur
on

 d
ise

as
e]

’

In
te

rp
re

tiv
e 

ph
en

om
en

ol
og

ic
al

Ei
gh

t s
po

us
es

/p
ar

tn
er

s o
f 

pe
op

le
 w

ith
 M

ot
or

 N
eu

ro
n 

Di
se

as
e,

 re
cr

ui
te

d 
vi

a 
M

ot
or

 
N

eu
ro

n 
Di

se
as

e 
ce

nt
re

Se
m

i-s
tr

uc
tu

re
d 

in
te

rv
ie

w
s.

1.
 im

pa
ct

 o
n 

lif
e

2.
 A

dj
us

tin
g 

to
 th

e 
sit

ua
tio

n

O
za

nn
e 

et
 a

l.31
Sw

ed
en

‘T
he

 a
im

 o
f t

hi
s s

tu
dy

 w
as

 to
 

ill
um

in
at

e 
ex

pe
rie

nc
es

 o
f f

in
di

ng
 

m
ea

ni
ng

 in
 li

fe
 a

m
on

g 
sp

ou
se

s o
f 

pe
op

le
 w

ith
 a

m
yo

tr
op

hi
c 

la
te

ra
l 

sc
le

ro
sis

’

Q
ua

lit
at

iv
e 

co
nt

en
t 

an
al

ys
is

Ab
ou

t 1
3 

sp
ou

se
s/

pa
rt

ne
rs

 
of

 p
eo

pl
e 

liv
in

g 
w

ith
 

am
yo

tr
op

hi
c 

la
te

ra
l s

cl
er

os
is 

an
d 

us
in

g 
a 

pa
rt

ic
ul

ar
 h

os
pi

ta
l 

se
rv

ic
e.

Se
m

i-s
tr

uc
tu

re
d 

in
te

rv
ie

w
.

1.
 �F

ee
lin

g 
lim

ite
d 

an
d 

iso
la

te
d 

in
 

th
e 

pr
ox

im
ity

 o
f d

ea
th

2.
 �F

in
di

ng
 m

ea
ni

ng
 d

es
pi

te
 th

e 
pr

ox
im

ity
 o

f d
ea

th

Pa
yn

e 
et

 a
l.54

En
gl

an
d

‘T
he

 a
im

s o
f t

hi
s q

ua
lit

at
iv

e 
st

ud
y 

w
er

e 
to

 id
en

tif
y 

pa
tie

nt
s’

 a
nd

 fa
m

ily
 

m
em

be
rs

’ e
xp

er
ie

nc
es

 o
f a

cu
te

 
st

ro
ke

 a
nd

 th
ei

r p
re

fe
re

nc
es

 fo
r 

en
d-

of
-li

fe
 c

ar
e’

Cr
os

s-
se

ct
io

na
l 

qu
al

ita
tiv

e 
ex

pl
or

at
or

y 
de

sig
n.

Ab
ou

t 2
5 

fa
m

ily
 m

em
be

rs
 

of
 st

ro
ke

 p
at

ie
nt

s (
45

%
 

sp
ou

se
s)

, h
os

pi
ta

lis
ed

 in
 a

 
pa

rt
ic

ul
ar

 u
ni

t

Se
m

i-s
tr

uc
tu

re
d 

in
te

rv
ie

w
.

1.
 �C

om
m

un
ic

at
io

n 
an

d 
in

fo
rm

at
io

n 
pr

ov
isi

on
2.

 �F
ac

in
g 

un
ce

rt
ai

nt
y 

an
d 

en
d-

of
-li

fe
 p

re
fe

re
nc

es

Pe
nr

od
 e

t a
l.46

U
S

‘T
he

 p
ur

po
se

 o
f t

hi
s s

tu
dy

 is
 to

 
ill

us
tr

at
e 

va
ria

tio
ns

 in
 c

ar
eg

iv
in

g 
tr

aj
ec

to
rie

s a
s d

es
cr

ib
ed

 b
y 

in
fo

rm
al

 fa
m

ily
 c

ar
eg

iv
er

s p
ro

vi
di

ng
 

en
d-

of
-li

fe
 c

ar
e’

In
st

ru
m

en
ta

l c
as

e 
st

ud
y,

 g
ro

un
de

d 
th

eo
ry

Ab
ou

t 4
6 

pe
op

le
 w

ho
 h

av
e 

pr
ov

id
ed

 e
nd

 o
f l

ife
 c

ar
e,

 o
f 

w
ho

m
 1

0%
 w

er
e 

ca
rin

g 
fo

r 
pe

op
le

 w
ith

 a
m

yo
tr

op
hi

c 
la

te
ra

l s
cl

er
os

is.
 A

rt
ic

le
 

fo
cu

se
s i

n 
de

pt
h 

on
 o

ne
 c

as
e 

st
ud

y 
re

la
tin

g 
to

 a
m

yo
tr

op
hi

c 
la

te
ra

l s
cl

er
os

is.

U
ns

tr
uc

tu
re

d 
in

te
rv

ie
w

s
1.

 S
en

sin
g 

a 
di

sr
up

tio
n

2.
 C

ha
lle

ng
in

g 
no

rm
al

3.
 B

ui
ld

in
g 

a 
ne

w
 n

or
m

al
4.

 R
ei

nv
en

tin
g 

no
rm

al
.

Pr
es

to
n 

et
 a

l.22
En

gl
an

d
‘T

hi
s s

tu
dy

 a
im

ed
 to

 lo
ok

 a
t M

N
D 

[m
ot

or
 n

eu
ro

n 
di

se
as

e]
 p

at
ie

nt
s’

 
be

re
av

ed
 re

la
tiv

es
’ e

xp
er

ie
nc

es
 o

f 
us

in
g 

th
e 

PP
C 

[p
re

fe
rr

ed
 p

rio
rit

ie
s 

fo
r c

ar
e]

 d
oc

um
en

t a
nd

 th
ei

r 
pe

rc
ep

tio
ns

 a
bo

ut
 it

s i
m

pa
ct

 o
n 

en
d-

of
-li

fe
 c

ar
e’

Q
ua

lit
at

iv
e 

th
em

at
ic

 
an

al
ys

is
Ab

ou
t 1

1 
re

la
tiv

es
 o

r c
ar

er
s 

of
 p

eo
pl

e 
w

ith
 M

N
D,

 o
n 

th
e 

da
ta

ba
se

 o
f M

N
D 

ca
re

 a
nd

 
re

se
ar

ch
 u

ni
t

Se
m

i-s
tr

uc
tu

re
d 

in
te

rv
ie

w
s

1.
 C

om
pl

et
io

n;
2.

 �D
oc

um
en

t a
va

ila
bi

lit
y 

to
 

ot
he

rs
;

3.
 �Im

po
rt

an
ce

 a
nd

 in
flu

en
ce

 o
n 

th
e 

en
d-

of
-li

fe
 e

xp
er

ie
nc

e;
4.

 L
im

ita
tio

ns
.

Ra
de

m
ey

er
 

et
 a

l.37
N

ew
 Z

ea
la

nd
‘T

he
 a

im
 o

f t
hi

s s
tu

dy
 w

as
 to

 
ex

pl
or

e 
th

e 
ph

en
om

en
on

 o
f 

be
co

m
in

g 
an

d 
liv

in
g 

as
 a

 fa
m

ily
 o

ve
r 

th
e 

fir
st

 2
 y

ea
rs

 fo
llo

w
in

g 
a 

fa
m

ily
 

m
em

be
r’s

 fi
rs

t-
tim

e 
st

ro
ke

’

He
rm

en
eu

tic
 e

nq
ui

ry
Fo

ur
 fa

m
ily

 m
em

be
rs

 o
f o

ne
 

st
ro

ke
 su

rv
iv

or
 (h

us
ba

nd
, 

da
ug

ht
er

, s
on

 a
nd

 d
au

gh
te

r’s
 

pa
rt

ne
r)

, i
de

nt
ifi

ed
 fr

om
 

ho
sp

ita
l

Se
m

i-s
tr

uc
tu

re
d 

in
te

rv
ie

w
s (

3 
w

ith
 

ea
ch

 p
ar

tic
ip

an
t)

1.
 �E

xp
er

ie
nc

in
g 

sh
oc

ks
 d

ur
in

g 
lif

e 
an

d 
de

at
h

2.
 U

nc
on

di
tio

na
l d

ev
ot

io
n

3.
 C

on
tin

ua
l c

ha
ng

e.

(C
on

tin
ue

d)

Ta
bl

e 
2.

 (
Co

nt
in

ue
d)



346	 Palliative Medicine 35(2)

St
ud

y 
au

th
or

Co
un

tr
y

Re
se

ar
ch

 q
ue

st
io

n/
ai

m
s

De
sig

n
Se

tt
in

g/
pa

rt
ic

ip
an

ts
Da

ta
 c

ol
le

ct
io

n
Fi

nd
in

gs
 (t

he
m

es
)

Ra
y 

et
 a

l.42
En

gl
an

d 
an

d 
Au

st
ra

lia
‘T

hi
s s

tu
dy

 so
ug

ht
 to

 e
xa

m
in

e 
th

e 
di

ffe
re

nt
 w

ay
s f

am
ily

 c
ar

eg
iv

er
s 

of
 p

eo
pl

e 
liv

in
g 

w
ith

 M
N

D 
[m

ot
or

 
ne

ur
on

 d
ise

as
e]

, c
on

st
ru

ct
ed

 
dy

in
g 

an
d 

th
e 

de
at

h 
ev

en
t o

f t
he

ir 
re

la
tiv

e.
 G

iv
en

 th
e 

ne
ur

ol
og

ic
al

ly
 

pr
og

re
ss

iv
e,

 d
eg

en
er

at
iv

e 
na

tu
re

 
of

 M
N

D,
 w

e 
w

an
te

d 
to

 k
no

w
 a

bo
ut

 
th

ei
r p

la
nn

in
g 

fo
r a

nd
 e

xp
er

ie
nc

es
 

of
 d

yi
ng

 a
nd

 d
ea

th
, t

o 
en

ab
le

 h
ea

lth
 

an
d 

so
ci

al
 p

ra
ct

iti
on

er
s t

o 
de

ve
lo

p 
be

tt
er

 in
te

rv
en

tio
ns

 to
 su

pp
or

t 
fa

m
ily

 c
ar

eg
iv

er
s p

ro
vi

di
ng

 e
nd

-o
f-

lif
e 

ca
re

’

Se
co

nd
ar

y 
th

em
at

ic
 a

na
ly

sis
 o

f 
qu

al
ita

tiv
e 

da
ta

Ab
ou

t 1
8 

ca
re

gi
ve

rs
 o

f p
eo

pl
e 

w
ith

 m
ot

or
 n

eu
ro

n 
di

se
as

e 
fr

om
 A

us
tr

al
ia

 a
nd

 1
1 

fr
om

 
En

gl
an

d 
(a

ll 
pa

rt
ne

rs
 e

xc
ep

t 
fo

r o
ne

 d
au

gh
te

r)
, r

ec
ru

ite
d 

vi
a 

co
m

m
un

ity
 o

rg
s a

nd
 

in
te

rv
ie

w
ed

 a
ft

er
 p

at
ie

nt
’s

 
de

at
h

Se
m

i-s
tr

uc
tu

re
d 

in
te

rv
ie

w
s,

1.
 P

la
nn

in
g 

fo
r e

nd
 o

f l
ife

2.
 U

ne
xp

ec
te

d 
dy

in
g

3.
 �D

ig
ni

ty
 in

 th
e 

dy
in

g 
bo

dy
 4

. 
Po

sit
iv

e 
en

d 
to

 M
N

D

St
av

ro
ul

ak
is 

et
 a

l.32
U

K
‘T

he
 a

im
 o

f t
hi

s s
tu

dy
 w

as
 th

er
ef

or
e 

to
 e

xp
lo

re
 th

e 
de

ci
sio

n-
m

ak
in

g 
pr

oc
es

s i
n 

re
la

tio
n 

to
 ti

m
in

g 
of

 
ga

st
ro

st
om

y 
in

se
rt

io
n 

fr
om

 th
e 

pe
rs

pe
ct

iv
e 

of
 th

e 
pa

tie
nt

s [
w

ith
 

m
ot

or
 n

eu
ro

n 
di

se
as

e]
 a

nd
 th

ei
r 

in
fo

rm
al

 c
ar

er
s’

Q
ua

lit
at

iv
e 

ap
pr

oa
ch

, t
he

m
at

ic
 

an
al

ys
is

Ei
gh

t c
ar

er
s o

f p
eo

pl
e 

w
ith

 
m

ot
or

 n
eu

ro
n 

di
se

as
e 

w
ho

 
re

ce
iv

ed
 g

as
tr

os
to

m
y 

at
 a

 
ho

sp
ita

l c
en

tr
e

Se
m

i-s
tr

uc
tu

re
d 

in
te

rv
ie

w
1.

 �P
ro

lo
ng

ed
, t

iri
ng

 a
nd

 e
ffo

rt
fu

l 
m

ea
ls

2.
 T

he
 ta

sk
 o

f f
oo

d 
pr

ep
ar

at
io

n
3.

 C
ho

ki
ng

 a
nd

 a
sp

ira
tio

n
4.

 W
ei

gh
t l

os
s.

5.
 �R

el
uc

ta
nc

e 
to

 g
iv

e 
up

 o
ra

l 
fe

ed
in

g,
6.

 �U
nc

er
ta

in
ty

 o
ve

r d
ise

as
e 

tr
aj

ec
to

ry
7.

 �N
ot

 re
al

isi
ng

 th
e 

po
te

nt
ia

l 
be

ne
fit

s
8.

 �N
eg

at
iv

e 
pe

rc
ep

tio
ns

 o
f 

ga
st

ro
st

om
y

Ve
ro

ne
se

 e
t a

l.39
Ita

ly
‘T

hi
s s

tu
dy

 a
im

ed
 to

 lo
ok

 
at

 th
e 

ne
ed

s o
f p

eo
pl

e 
w

ith
 

ne
ur

od
eg

en
er

at
iv

e 
di

se
as

e 
in

 th
e 

Tu
rn

 a
re

a 
an

d 
as

se
ss

 h
ow

 th
ey

 
w

ou
ld

 se
e 

a 
sp

ec
ia

lis
t p

al
lia

tiv
e 

ca
re

 
se

rv
ic

e 
he

lp
in

g 
th

em
’

Q
ua

lit
at

iv
e 

ob
se

rv
at

io
na

l s
tu

dy
, 

co
nt

en
t a

na
ly

sis

Ab
ou

t 2
1 

ca
re

rs
 o

f p
eo

pl
e 

w
ith

 n
eu

ro
lo

gi
ca

l c
on

di
tio

ns
 

(m
ai

n 
ca

re
r s

po
us

e 
in

 1
9 

ca
se

s)
, w

ho
se

 fa
m

ily
 m

em
be

r 
ha

d 
be

en
 re

fe
rr

ed
 in

to
 th

e 
st

ud
y 

by
 sp

ec
ia

lis
ts

In
te

rv
ie

w
s

1.
 P

hy
sic

al
 is

su
es

2.
 P

sy
ch

ol
og

ic
al

 is
su

es
3.

 S
oc

ia
l i

ss
ue

s
4.

 S
pi

rit
ua

l i
ss

ue
s

(C
on

tin
ue

d)

Ta
bl

e 
2.

 (
Co

nt
in

ue
d)



Toze et al.	 347

St
ud

y 
au

th
or

Co
un

tr
y

Re
se

ar
ch

 q
ue

st
io

n/
ai

m
s

De
sig

n
Se

tt
in

g/
pa

rt
ic

ip
an

ts
Da

ta
 c

ol
le

ct
io

n
Fi

nd
in

gs
 (t

he
m

es
)

Ve
ro

ne
se

 e
t a

l.39
Ita

ly
‘T

he
 st

ud
y 

ai
m

ed
 to

 id
en

tif
y 

ho
w

 
th

e 
de

ci
sio

n 
of

 a
 tr

ac
he

os
to

m
y 

w
as

 
ta

ke
n 

by
 th

e 
pa

tie
nt

s,
 a

nd
 c

ol
le

ct
 

in
fo

rm
at

io
n 

fr
om

 fa
m

ily
 c

ar
er

s 
ab

ou
t t

he
 e

nd
 o

f l
ife

 p
ha

se
 o

f A
LS

 
[a

m
yo

tr
op

hi
c 

la
te

ra
l s

cl
er

os
is]

 
pa

tie
nt

s w
ho

 d
ie

d 
af

te
r b

ei
ng

 
tr

ac
he

ot
om

ise
d 

an
d 

m
ec

ha
ni

ca
lly

 
ve

nt
ila

te
d,

 lo
ok

in
g 

in
 p

ar
tic

ul
ar

 a
t 

th
e 

po
ss

ib
ili

ty
 o

f t
he

 p
re

di
ct

io
n 

of
 

en
d 

of
 li

fe
 in

 th
es

e 
pa

tie
nt

s a
nd

 th
e 

po
ss

ib
le

 in
vo

lv
em

en
t o

f s
pe

ci
al

ist
 

pa
lli

at
iv

e 
ca

re
’

Q
ua

lit
at

iv
e 

st
ud

y,
 

co
nt

en
t a

na
ly

sis
Ab

ou
t 1

9 
ca

re
rs

 (1
1 

sp
ou

se
s,

 
7 

ch
ild

re
n,

 1
 lo

ng
-t

er
m

 li
ve

 
in

 p
ai

d 
ca

re
r)

 o
f p

eo
pl

e 
w

ith
 a

m
yo

tr
op

hi
c 

la
te

ra
l 

sc
le

ro
sis

 w
ho

 h
ad

 re
ce

iv
ed

 a
 

tr
ac

he
os

to
m

y 
an

d 
sin

ce
 d

ie
d 

(r
an

do
m

 sa
m

pl
e)

Se
m

i-s
tr

uc
tu

re
d 

in
te

rv
ie

w
s.

1.
 �T

he
 p

ro
ce

ss
 o

f c
on

se
nt

 to
 th

e 
tr

ac
he

os
to

m
y

2.
 �T

he
 p

re
di

ct
ab

ili
ty

 o
f 

de
te

rio
ra

tio
n 

at
 th

e 
en

d 
of

 
lif

e.

W
al

le
ng

re
n 

et
 a

l.55
Sw

ed
en

‘T
he

 a
im

 o
f t

hi
s s

tu
dy

 is
 to

 e
xp

lo
re

 
re

la
tiv

es
’ i

nf
or

m
at

io
n 

ne
ed

s a
nd

 th
e 

ch
ar

ac
te

ris
tic

s o
f t

he
ir 

in
fo

rm
at

io
n-

se
ek

in
g 

pr
oc

es
s f

or
 th

e 
da

y 
of

 th
e 

st
ro

ke
 to

 th
e 

en
d 

of
 th

e 
su

bs
eq

ue
nt

 
6-

m
on

th
 p

er
io

d’

Q
ua

lit
at

iv
e 

st
ud

y 
w

ith
 d

es
cr

ip
tiv

e 
de

sig
n

Ab
ou

t 1
6 

re
la

tiv
es

 o
f s

tr
ok

e 
su

rv
iv

or
s (

6 
sp

ou
se

s,
 8

 
da

ug
ht

er
s,

 1
 d

au
gh

te
r-

in
-la

w
, 

1 
fr

ie
nd

) a
dm

itt
ed

 to
 st

ro
ke

 
un

it

O
pe

n 
en

de
d 

in
te

rv
ie

w
, c

on
te

nt
 

an
al

ys
is

1.
 In

fo
rm

at
io

n 
ne

ed
s

2.
 �C

ha
ra

ct
er

ist
ic

s o
f i

nf
or

m
at

io
n 

se
ek

in
g.

W
ar

rie
r e

t a
l.38

In
di

a
‘T

he
 c

ur
re

nt
 st

ud
y 

ai
m

ed
 a

t 
un

de
rs

ta
nd

in
g 

th
e 

liv
ed

 e
xp

er
ie

nc
es

 
of

 sp
ou

se
s o

f p
er

so
ns

 w
ith

 M
N

D 
[m

ot
or

 n
eu

ro
n 

di
se

as
e]

 in
 In

di
a’

Q
ua

lit
at

iv
e 

in
qu

iry
, 

in
te

rp
re

tiv
e 

ph
en

om
en

ol
og

ic
al

 
an

al
ys

is

Tw
o 

sp
ou

sa
l c

ar
eg

iv
er

s.
Se

m
i-s

tr
uc

tu
re

d 
in

te
rv

ie
w

s (
3 

w
ith

 
ea

ch
 p

ar
tic

ip
an

t)

1.
 �M

ea
ni

ng
 o

f m
ot

or
 n

eu
ro

n 
di

se
as

e
2.

 R
el

at
io

ns
hi

p
3.

 A
da

pt
at

io
n

4.
 L

ife
 w

ith
ou

t t
he

 lo
ve

d 
on

e
W

ar
rie

r e
t a

l.38
In

di
a

‘T
hi

s s
tu

dy
 e

xp
lo

re
d,

 (a
) t

he
 

ca
re

gi
ve

rs
’ e

xp
er

ie
nc

es
 o

f t
he

 
en

d-
of

-li
fe

 st
ag

e,
 a

nd
 (b

) t
he

 
so

ur
ce

s o
f s

up
po

rt
 fo

r i
nd

iv
id

ua
ls 

w
ith

 M
N

D 
[m

ot
or

 n
eu

ro
n 

di
se

as
e]

 
at

 th
e 

en
d-

of
-li

fe
 st

ag
e 

an
d 

th
ei

r 
ca

re
gi

ve
rs

. A
n 

at
te

m
pt

 w
as

 m
ad

e 
to

 u
nd

er
st

an
d 

‘w
ha

t i
t i

s l
ik

e 
to

 b
e 

a 
fa

m
ily

 c
ar

eg
iv

er
 d

ur
in

g 
th

e 
de

at
h 

an
d 

be
re

av
em

en
t o

f a
 p

er
so

n 
w

ith
 

m
ot

or
 n

eu
ro

n 
di

se
as

e’

Q
ua

lit
at

iv
e 

ex
pl

or
at

or
y 

st
ud

y,
 

th
em

at
ic

 a
na

ly
sis

Se
ve

n 
be

re
av

ed
 c

ar
er

s (
6 

sp
ou

se
s,

 1
 so

n)
 o

f i
nd

iv
id

ua
ls 

w
ith

 m
ot

or
 n

eu
ro

n 
di

se
as

e,
 

re
cr

ui
te

d 
fr

om
 n

at
io

na
l 

te
rt

ia
ry

 c
ar

e 
ce

nt
re

.

Se
m

i-s
tr

uc
tu

re
d 

in
te

rv
ie

w
s

1.
�Tr

an
sit

io
n 

fr
om

 p
er

so
n 

to
 

pa
tie

nt
2.

 �S
up

po
rt

 d
ur

in
g 

ad
va

nc
e 

st
ag

es
3.

 D
ea

th
4.

 Im
pa

ct
 o

n 
th

e 
ca

re
gi

ve
rs

.

W
ei

ss
er

 e
t a

l.65
U

K
‘T

he
 a

im
 o

f t
hi

s s
tu

dy
 w

as
 to

 
ex

pl
or

e 
in

 d
ep

th
 th

e 
ex

pe
rie

nc
es

 o
f 

a 
su

bg
ro

up
 o

f c
ar

er
s o

f p
eo

pl
e 

w
ith

 
M

N
D/

AL
S 

[m
ot

or
 n

eu
ro

n 
di

se
as

e/
am

yo
tr

op
hi

c 
la

te
ra

l s
cl

er
os

is]
, 

sp
ec

ifi
ca

lly
 th

e 
re

la
tio

ns
hi

p 
be

tw
ee

n 
po

sit
iv

e 
an

d 
ne

ga
tiv

e 
ex

pe
rie

nc
es

 o
f c

ar
in

g,
 a

nd
 to

 
id

en
tif

y 
po

ss
ib

le
 w

ay
s t

o 
be

tt
er

 
su

pp
or

t t
he

m
’

Q
ua

lit
at

iv
e 

se
co

nd
ar

y 
th

em
at

ic
 

an
al

ys
is

Ab
ou

t 1
0 

sp
ou

se
/p

ar
tn

er
 

ca
re

rs
 o

f p
eo

pl
e 

w
ith

 m
ot

or
 

ne
ur

on
 d

ise
as

e/
am

yo
tr

op
hi

c 
la

te
ra

l s
cl

er
os

is,
 re

cr
ui

te
d 

vi
a 

co
m

m
un

ity
 g

ro
up

s a
nd

 
ne

ur
ol

og
y 

cl
in

ic
s

Se
m

i-s
tr

uc
tu

re
d 

in
te

rv
ie

w
s (

2 
or

 3
 p

er
 

pa
rt

ic
ip

an
t)

1.
 R

es
ili

en
ce

 (p
os

iti
ve

/a
ct

iv
e)

2.
 �B

ei
ng

 re
w

ar
de

d 
(p

os
iti

ve
/

pa
ss

iv
e)

3.
 �C

ar
ry

in
g 

a 
bu

rd
en

 (n
eg

at
iv

e/
ac

tiv
e)

4.
 �H

av
in

g 
ne

ed
s (

ne
ga

tiv
e/

pa
ss

iv
e)

(C
on

tin
ue

d)

Ta
bl

e 
2.

 (
Co

nt
in

ue
d)



348	 Palliative Medicine 35(2)

St
ud

y 
au

th
or

Co
un

tr
y

Re
se

ar
ch

 q
ue

st
io

n/
ai

m
s

De
sig

n
Se

tt
in

g/
pa

rt
ic

ip
an

ts
Da

ta
 c

ol
le

ct
io

n
Fi

nd
in

gs
 (t

he
m

es
)

W
hi

te
he

ad
 

et
 a

l.56
En

gl
an

d
‘T

o 
ex

pl
or

e 
th

e 
ex

pe
rie

nc
es

 o
f 

pe
op

le
 w

ith
 M

ot
or

 N
eu

ro
n 

Di
se

as
e,

 
cu

rr
en

t a
nd

 b
er

ea
ve

d 
ca

re
rs

 in
 

th
e 

fin
al

 st
ag

es
 o

f t
he

 d
ise

as
e 

an
d 

be
re

av
em

en
t p

er
io

d’

Q
ua

lit
at

iv
e 

ph
en

om
en

ol
og

ic
al

 
ap

pr
oa

ch
, t

he
m

at
ic

 
an

al
ys

is

Ab
ou

t 1
8 

cu
rr

en
t c

ar
er

s a
nd

 
10

 b
er

ea
ve

d 
fo

rm
er

 c
ar

er
s 

of
 p

eo
pl

e 
w

ith
 m

ot
or

 n
eu

ro
n 

di
se

as
e,

 o
n 

th
e 

da
ta

ba
se

 o
f 

ca
re

 a
nd

 re
se

ar
ch

 u
ni

t

N
ar

ra
tiv

e 
in

te
rv

ie
w

1.
 A

nx
ie

tie
s

2.
 �E

nd
 o

f l
ife

 d
ec

isi
on

-m
ak

in
g 

an
d 

ad
va

nc
e 

ca
re

 p
la

nn
in

g
3.

 �S
er

vi
ce

s a
t t

he
 e

nd
-o

f-l
ife

 
st

ag
e

4.
 Im

pa
ct

 o
n 

ca
re

rs
5.

 E
ut

ha
na

sia
W

in
th

er
 e

t a
l.52

De
nm

ar
k

‘T
he

 a
im

 o
f t

he
 st

ud
y 

w
as

 to
 e

xp
lo

re
 

ev
er

yd
ay

 li
fe

 e
xp

er
ie

nc
e 

of
 re

la
tiv

es
 

of
 p

eo
pl

e 
w

ith
 A

LS
 [a

m
yo

tr
op

hi
c 

la
te

ra
l s

cl
er

os
is]

 li
vi

ng
 a

t h
om

e 
w

ith
 

m
ec

ha
ni

ca
l v

en
til

at
io

n 
an

d 
fo

rm
al

 
ca

re
gi

ve
rs

’

Q
ua

lit
at

iv
e 

ph
en

om
en

ol
og

ic
al

-
he

rm
en

eu
tic

 
ap

pr
oa

ch

N
in

e 
cu

rr
en

t a
nd

 tw
o 

be
re

av
ed

 re
la

tiv
es

, r
ec

ru
ite

d 
vi

a 
a 

re
sp

ira
to

ry
 c

en
tr

e.
 S

ix
 

w
er

e 
sp

ou
se

s,
 tw

o 
w

er
e 

fo
rm

er
 sp

ou
se

s,
 a

lo
ng

 w
ith

 
on

e 
br

ot
he

r, 
on

e 
da

ug
ht

er
 

an
d 

on
e 

sis
te

r-
in

-la
w

Se
m

i-s
tr

uc
tu

re
d 

in
te

rv
ie

w
s

1.
 �W

e 
ar

e 
in

 th
is 

to
ge

th
er

 u
nt

il 
th

e 
en

d
2.

 �V
ul

ne
ra

bl
e 

re
la

tiv
es

 fi
gh

tin
g 

to
 k

ee
p 

tr
ac

k 
of

 e
ve

ry
th

in
g

3.
 �F

or
m

al
 c

ar
eg

iv
er

s—
a 

di
st

re
ss

in
g 

re
lie

f
4.

 �A
 p

ris
on

 w
ith

ou
t p

er
so

na
l 

sp
ac

e

Ta
bl

e 
2.

 (
Co

nt
in

ue
d)

6.	 Synthesising the translations. Noblit and Hare sug-
gest that studies that are on very closely related  
topics may reciprocate or refute each other, while 
studies that do not overlap so closely may point to 
an overall ‘line of argument’ addressing a bigger pic-
ture than the individual studies address directly.15 
While few papers featured all of the five themes 
identified, across the spread of papers there 
appeared to be a largely consistent line of argument 
as to what it was to be a carer of a person with a 
neurological condition approaching the end of life.

7.	 Expressing the synthesis. This paper constitutes 
the expression of synthesis, and was written jointly 
between the two authors.

Results

Study characteristics
In total, 50 papers were included (see Table 2). However, 
in some cases there was more than one paper from the 
same data collection, and other papers utilised overlap-
ping samples.21–23 Papers were predominantly based on 
data from North America, Australia or Western Europe, 
with participants typically recruited from hospitals, sup-
port groups and research databases. In some cases, 
recruitment of carers had been secondary to recruiting 
patient participants for other workstreams. Where rela-
tionship between carer and care recipient was specified, 
the majority were spouses or intimate partners. Most 
papers utilised semi-structured interviews.

Most papers were specific to one neurological condi-
tion, with 27 out of 50 focusing on Motor Neurone 
Disease/ Amyotrophic Lateral Sclerosis. This does not 
reflect the prevalence of conditions. Motor Neurone 
Disease is less prevalent and makes less of a contribution 
to global burden of disease than conditions such as stroke, 
Multiple Sclerosis and Parkinson’s,1 suggesting that carer 
experiences of some common neurological conditions 
may be comparatively less well researched.

Five overarching themes were identified as set out at 
Table 3.

Future (un)certainties
Underpinning the accounts of informal carers were ques-
tions of certainty and uncertainty with regard to the pro-
gression and prognosis of neurological conditions and 
the proximity of death. Particularly within the papers 
focusing on Motor Neurone Disease, and advanced 
Multiple Sclerosis, carers were distressed and frustrated 
at a situation where they perceived their loved ones to 
have received a ‘death sentence’ (p. 290)24 or to be ‘living 
in the shadow of death’ (p. 16),6 yet simultaneously fac-
ing substantial uncertainty over when death would occur 
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and what would happen in the meantime, resulting in a 
feeling of living in ‘limbo’ (p. 91).25–38 Some papers high-
lighted lack of certainty about the future deriving from 
lack of knowledge: for example, Fox reports that some 
carers were not aware that Parkinson’s was incurable.7 A 
small number of papers reported cases where the carers 
and the person they cared for did not accept the cer-
tainty of death, for example, pursuing experimental 
treatments overseas.39,40 Among carers of people living 
with Huntington’s, the certainty of a degenerative life-
limiting condition was seen as particularly difficult to 
bear, with suicide sometimes perceived as an under-
standable result.41

Even within the context of a life-limiting condition, 
death itself was sometimes unexpected. Some papers 
reported that carers had anticipated a gradual decline, and 
were surprised by what they perceived as a sudden 
death.42–44 However, Veronese et al. suggested that carers 
often were aware from identifiable features that death 
was near.45 The uncertainty entailed within neurological 
conditions was also sometimes contrasted to other condi-
tions, although not consistently. Penrod used Amyotrophic 
Lateral Sclerosis as an example of an expected death tra-
jectory, specifically contrasted to cancer and heart failure 
as mixed or unexpected death trajectories.46 However, 
Gofton et al. argued that within palliative care, timelines 
for progression of neurological disorders are longer and 
more uncertain than those of oncology.28 They highlight 
that uncertainty arises in several dimensions, including 
diagnosis, prognosis and disease trajectory, and is interre-
lated with inconsistency in information and support, and 
underlying existential distress from the situation itself.

Information paradox
While giving information to families at the time of diagno-
sis is crucial, studies highlighted that information-giving 
was inconsistent and at times inadequate.7,26,47 Carers 
gave examples of professionals sharing diagnosis in an 
insensitive manner, leading to a perception that the indi-
vidual and family consequences of diagnosis were neither 
recognised nor addressed.7,24,34,48,49 Carer experience of 
poor, absent or delayed information about support ser-
vices and resources resulted in feelings of isolation and 
additional strain.34,47,50

Despite the agreed importance of sharing information 
about end of life, carers reported difficulties in accessing 
information. At times this was due to variable practice in 
talking about end of life and related topics such as 
advanced planning and treatment options.42 Carers were 
also often unsure who, from a multitude of professionals, 
they should approach to discuss end of life.7,23,24,50–52 
Confusion about responsibility for sharing information 
about end of life could be exacerbated by factors such as 
poorly integrated services, lack of confidence amongst 
professionals and a lack of clarity about what had already 
been shared.50

Paradoxically, some studies also highlighted risks asso-
ciated with being given excessive information, such as 
information that was unwanted, poorly-timed, or poorly-
delivered.53 Factors such as culture, coping mechanisms 
and within-family relationships influence the kinds of 
information that families need and how they prefer it to 
be given.26,27 Carers have diverse information needs, 
which may change over time,54,55 which has significant 
implications for the ongoing assessment of carer infor-
mation needs.

Access to support
Carers experienced a number of barriers in accessing sup-
port services and the identification of support needs was 
often overlooked by HCPs. Carers often experienced 
accessing services as longwinded or disjointed, especially 
when managing the process at critical points in their rela-
tive’s illness and care trajectory.7,10,48–50,52,56 The point of 
diagnosis was frequently cited as a moment where carers 
would have valued additional emotional and practical sup-
port.10,34,48,49,57 Through the course of long-term neurologi-
cal conditions, families/carers consistently cited difficulties 
in accessing a range of support including, for example, 
infrequent contact with specialist clinics and opportunities 
for families to talk with professionals in depth;7,26,50,51 a 
lack of appropriate care services,23,36,56 a lack of a whole 
family approach to support26 and poor access to palliative 
or specialist support services.5,7,26,47,50 Although specialist 
services were generally appreciated, as conditions pro-
gressed, carers and families sometimes felt isolated by a 

Table 3. Key Themes.

Themes Key concepts within theme

Future (un)certainties Certainty of death
Uncertainty over speed of 
progression, symptom progression

Information paradox Diversity of information needs
Importance of sensitive and timely 
conveyance of information

Access to support Barriers to accessing support
Medicalisation of support
Lack of access to emotional support 
(including bereavement

Taking decisions Desire for loved one to take own 
decisions (but often being expected 
to do so)
Decisions being overturned by 
professionals

Continuity, change 
and disruption

Maintaining a sense of normality 
and challenges to that
Emotional commitment
Loss and bereavement
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focus on symptom management at the expense of emo-
tional, psychological and social support.24,51,58 Perceptions 
of ad hoc or poor communication meant that families were 
not always aware of potential support services until a crisis 
occurred or situations had deteriorated.23,56,59 Some fami-
lies that required help found it difficult to accept help 
when offered or did not know what kind of support might 
be helpful.7,23,26,39,48,51 When family members began receiv-
ing formal care, the change in role for carers also at times 
caused tensions.37,52

Access to palliative care frequently occurred late in the 
illness trajectory.48,50,59 Poor awareness of palliative care 
services and frequent misperceptions that they were only 
for people who were dying or for people who had cancer, 
served as barriers to proactively accessing palliative 
care.7,10,50,59 If, or when, palliative care was received, carer/
family member experiences were generally positive about 
their experience but, overall, improvements in communi-
cating the role and purpose of palliative care combined 
with timely access to those services could contribute to 
supporting carers at a time of great stress.10,48,50,56,58 
However, Aoun reported that an intervention offering ded-
icated support assessments for carers was welcomed.60

The absence of bereavement support was notable, as 
was the experience of being suddenly cut off, following 
the death of their relative, from an often extensive net-
work of health and social care professionals.10,34,48,56 
Concerns for carers being overwhelmed by the stress of 
providing care, followed by the death of their relative, 
were cited as possible risk factors for complex and pro-
longed grief.23,48

Taking decisions
Carers’ experiences of end-of-life often involved decisions 
on behalf of their loved one, for example with regard to ven-
tilation or gastrostomy, or supporting the drawing up of 
advanced care directives. A number of papers in this review 
specifically focused upon such decisions. Carers typically 
wished their loved one to take key decisions themselves, yet 
in practice this did not always occur.22,40,43,56,61 Sometimes, 
the progression of neurological conditions meant that the 
care recipient was less able to take or communicate deci-
sions, requiring the carer to take a greater role.5,21,22 Ray 
highlighted that some care recipients did not want to dis-
cuss end of life.42 In other cases, the urgency of situations 
overtook decisions.25,40,43,58 At times, carers were asked to 
overturn decisions their loved one had already made, for 
example to accede to a professional’s views on attempting 
resuscitation.34,40,42,45,58 Documentation of decision making 
was perceived as helpful, but carers reported an ongoing 
need for input to ensure that documented decisions were 
implemented.22,25,40,56

Some papers highlighted barriers to carers being 
involved in good quality decision-making. At time, uncer-
tainties about prognosis and lack of knowledge about 

services and interventions meant carers and the people 
they cared for felt they did not have the necessary knowl-
edge to take informed decisions.32,38,54 Some studies 
pointed to a need for ongoing flexibility regarding deci-
sion making, taking decisions in the moment.33,47 Young 
people and non-spousal carers sometimes reported 
exclusion from formal decision making.61,62 A move into 
residential care could result in a further change to deci-
sion-making roles, with the carer becoming less involved 
in decision making.26

Maintaining continuity while facing change 
and disruption
Families, including carers, placed a high value on maintain-
ing a sense of normality in a context where life was far from 
normal, they were facing unfamiliar and hard-to-predict 
challenges, and prior understandings of family and relation-
ship norms were disrupted by continual change.27,33–36,47,48,53 
It was important for family carers to strive to preserve sig-
nificant personal, couple and family continuities wherever 
possible37,38,53 and to try to establish a routine in order to 
preserve some sense of control.63

However, there were significant challenges for families 
in their efforts to preserve continuities. Taking on roles 
and responsibilities that had been the responsibility of 
the person living with the long-term neurological condi-
tion added to workload. Often, spouse/partner carers 
became solely responsible for all aspects of the house-
hold, representing a disruption to established roles and 
an additional demand on time.63 Alternatively, formal car-
ers or other professionals coming into the home could 
result in a loss of personal or family space.64 The growing 
likelihood of providing complex care meant that carers’ 
own needs risked becoming incidental and carers often 
experienced guilt if they expressed or tried to realise their 
own needs.31,53,63 Complex care provided against a back-
drop of change and uncertainty reduced the time availa-
ble to retain important continuities such as hobbies, work 
or maintaining friendships and family relationships.63 
Extra effort was involved to engage in activities with the 
person with long-term neurological conditons.29,30,62 
Wider family and friendship networks suffered as time, 
energy and the resources to invest in maintaining those 
relationships was compromised by the demands of pro-
viding care.26

Commitment to the relationship and loving the person 
living with the condition was a key motivation for provid-
ing complex and often relentless care.29,31,37,47 A study of 
carers for relatives with Amyotrophic Lateral Sclerosis 
found that the diagnosis drew some families together but 
pulled others further apart – the latter occurring more 
frequently amongst families who avoided emotional con-
tent in their communication.24 But inevitably, the chal-
lenges associated with caring affected relationships. 
Caring spouses and partners expressed feelings of 
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existential loneliness as they felt unable to share their 
experiences, worries and thoughts with their spouse/
partner, including how the neurological conditions was 
impacting on each other.5,26,31,51 Physical and emotional 
changes such as pain, reduced mobility, muscle weakness 
and low mood impacted on the extent to which the per-
son with the condition and their partner could respond to 
physical closeness and intimacy which, combined with a 
changing role from partner/spouse to carer, affected sex-
ual and intimate relationships.48,63 Changes in a person’s 
behaviour or mood could have a significant impact on 
partner relationships and also the wider family and 
friendships.26,35,49

Anticipated loss and perpetual loss was identified as 
the backdrop for carers of people with long-term neuro-
logical conditions,35,48,63 creating an intensely challeng-
ing situation for them both and their families. 
Bereavement for some carers was preceded by distress-
ing and difficult end of life experiences44,56,64 which car-
ried the risk of a long-lasting effect on the bereaved 
person. Difficult end of life experiences risked exacer-
bating feelings such as remorse, blame and guilt as to 
whether they or others could have done more.63 
Research has suggested that those spouses/partners 
who had difficulties accepting that their partner’s con-
dition was terminal were more likely to subsequently 
have prolonged and complex grief reactions.48 Those 
people who were isolated in their caring role may be 
more at risk of feeling abandoned or unsupported in 
bereavement.10 Overall, access to bereavement support 
was patchy and identified as a priority area of need, 
especially for carers of people with conditions which 
have tended to be overlooked in the bereavement lit-
erature (for example, Parkinson’s Disease).10,34

Discussion
This review addressed the experiences of carers of people 
with long-term neurological conditions regarding end-of-
life. Although papers addressed a range of different issues, 
the interpreted line of argument highlighted themes of: 
the future (un)certainties in the progression of life-limit-
ing neurological conditions; an information paradox of 
both too much and too little information; access to sup-
port; carers’ roles in decision making around end of life; 
and maintaining continuity while facing change and dis-
ruption in day-to-day living.

There was a strong sense of ‘uncharted territory’ – long-
term neurological conditions were outside the range of 
expected experience. As a consequence, carers struggled 
to balance maintaining existing continuities, within the 
context of an unpredictable trajectory of change and 
against the emotional backdrop associated with diagnosis 
of a long-term neurological condition. One of the inevitable 
limitations of carer research is that it tends to homogenise 

the needs of carers. This review has highlighted diversity 
and the variability of information needs. Not all carers 
wanted the same information at the same time. Carers did 
not always know what services were available and some-
times only realised what would have been helpful to them 
retrospectively, suggesting a greater need to engage with 
carers in order to understand and meet individual needs. 
Many studies highlighted carers’ frustrations at being 
expected to navigate services with little signposting. In 
other cases, support interventions may themselves have 
represented a significant loss of continuity – for example, 
accepting that gastrostomy insertion meant that the indi-
vidual would not eat again, with consequent impact on 
family life and friends; or the emotional and relationship 
challenges involved in accepting respite care or domiciliary 
care.32,39,53,54,65

In attempting to make sense of this unfamiliar context, 
carers at times contrasted neurological conditions to other 
life-limiting diagnoses, particularly cancer. This occurred 
both within practical discussions of information and service 
provision (e.g. that palliative care was frequently perceived 
as being primarily for cancer care), and within conceptual 
discussions of disease trajectories.10,46,59 Carers appeared 
to perceive end-of-life with a neurological condition as 
being worse than other end of life experiences. It is possible 
that this simply reflects carers’ familiarity with neurological 
conditions: many carers may not have been in a position to 
make a true comparison with other end-of-life experiences. 
Nonetheless, carers perceived that the end-of-life care 
their loved ones was receiving was worse than it ought to 
be, sometimes resulting in a sense of guilt or regret.56 Some 
aspects of negative comparison, such as uncertainty over 
prognosis and timing, are inherent to some of the neuro-
logical conditions involved. However, many of the practical 
points of dissatisfaction, such as poor access to services, 
difficulty knowing who to talk to and end of life care deci-
sions not being respected, could be addressed by improv-
ing palliative pathways and protocols and improving access 
to bereavement services.

Carers often acted as an information broker, transmit-
ting information between the person being cared for and 
health and social care practitioners, and this responsibility 
often increased as the condition deteriorated.10,21,23,52,53 
At times of crisis, carers were often responsible for 
attempting to ensure that stated wishes on issues such as 
resuscitation were respected.22,42 The majority of studies 
included in this review focused on a single carer, typically 
a partner. However, within the findings, a number of 
papers highlighted the complexities of managing informa-
tion and addressing end-of-life care and decision-making 
within a family network, for example disagreements 
between relatives over the correct course of action, 
attempts to shield children from potentially distressing 
information, and ambiguity over the role of non-spousal 
carers.6,23,24,26,37,40,61,62,66 This suggests a potential need for 
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further research into the experience of different types of 
carers at end-of-life, as well as the interactions between 
different individuals within families and other networks 
providing informal care.

Strengths and limitations
This was a metaethnographic review that considered a 
range of qualitative papers on carers’ experiences of end-
of-life care with neurological conditions, identifying key, 
cross-cutting themes within the literature. However, data 
collection within identified papers took place mainly 
within the ‘Global North’, predominantly with spousal car-
ers, and studies often used similar approaches to recruit-
ing participants. It is therefore likely that the experiences 
of some groups of carers – those in the Global South, non-
spousal carers and those not in contact with formal sup-
port organisations, among others – are underrepresented 
here. The review consciously omitted dementia, and the 
search strategy may also have overlooked papers on some 
less common neurological conditions. These are limita-
tions on our findings.

Conclusion
The findings of this review suggest that informal carers 
supporting people with progressive neurological condi-
tions at end of life face particular challenges with regard 
to uncertainty, variability and discontinuity. Progressive 
neurological conditions did not align with carer expecta-
tions of how end of life ‘should’ be, and end of life services 
were often perceived to be designed for other conditions, 
typically cancer. As highlighted by Gofton et  al., carers 
were often dealing with multiple dimensions of uncer-
tainty, some of which were inherent to the condition 
while others derived from inconsistent access to informa-
tion and support.28 Carers struggled to maintain a sense 
of continuity in the face of these challenges, and as their 
loved one’s conditions progressed, were often increas-
ingly expected to take a role in key end-of-life decisions. 
Although the majority of studies primarily focused on a 
single carer, typically a partner, neurological conditions 
often had impacts across a much wider family network, 
with complexities around the sharing of information.

Most papers that made recommendations for action 
concluded with a general call for earlier and easier access 
to information, carer support and palliative care. However, 
Bentley and O’Connor suggest that, given the specific 
complexities of neurological conditions, it may be more 
appropriate to embed palliative approaches in neurologi-
cal care.50 One intervention study that aimed to improve 
palliative care for people living with neurological condi-
tions and their carers found that in practice, an approach 
based around having a team to help co-ordinate services 
and signpost was frustrated by a fundamental lack of 

other services.53 Other studies that focused on specific 
end-of-life interventions such as advanced care plans and 
non-invasive ventilation found that lack of awareness by 
other professionals was sometimes a problem, resulting 
in issues such as inappropriate attempts to resuscitate.22,43 
However, another study found that carers welcomed tar-
geted support assessments.60

Given the relatively clear narrative regarding existing 
challenges and frustrations, there is a need for future 
research focusing on the practical delivery of improved 
services for carers of people with long-term neurologi-
cal conditions. There are a number of potential models 
for doing so, and this is likely to be dependent on the 
local service context. A key consideration to explore 
would be the extent to which carers require access to 
support with specific knowledge of neurological condi-
tions, or whether adaptations can be made to existing 
carer and palliative services to improve their response 
to the needs of people living with neurological condi-
tions and their carers.
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