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Pre-loss grief experiences of adults when someone important to them is at
end-of-life: A qualitative systematic review

Anne Feea , Jeff Hannab , and Felicity Hassona

aInstitute of Nursing and Health Research, Ulster University, Northern Ireland, UK; bSchool of Nursing and Midwifery, Queen’s
University Belfast, Northern Ireland, UK

ABSTRACT
Pre-loss grief can be experienced by relatives before impending death; however, limited
understanding exists about the impact of pre-loss grief on bereavement. This systematic
review aimed to synthesize qualitative research evidence reporting adults’ experiences of
pre-loss grief within cancer care. Thirteen studies were selected, and three key themes
identified. Findings indicate that relatives transitioned through lived experiences during
end-stage cancer, and that meanings attached to these experiences influenced how they
experienced pre-loss grief. Limited formal support was identified to navigate these experien-
ces; however, context was seen as important, and skilled healthcare practitioners and phys-
ical environment were key to facilitating preparedness.

Introduction

Cancer is an ongoing public health issue that resulted
in approximately ten million deaths worldwide during
2020 (World Health Organization, 2021). With early
detection and treatment, many cancers are curable
(WHO, 2021). Other cancers are often non-curative
and end-of-life care may be offered. Advances in diag-
nostic and therapeutic capabilities mean that the
period between poor prognosis and death can be long
(Lage & Crombet, 2011).

Although the terms anticipatory, pre-loss, and pre-
death grief have been used interchangeably to describe
grief symptoms in relatives or caregivers during the
end-of-life phase (Lindauer & Harvath, 2014), there is
also debate about how these concepts may differ.
Lindauer and Harvath (2014) suggested that anticipa-
tory grief can occur between 6 and 18months before
death, whereas in pre-death/pre-loss grief the time
span is more likely to be over the entire course of the
terminal illness. By contrast, Nielsen et al. (2016)
speculated that the term pre-loss grief simply indicates
the presence of grief symptoms, whereas anticipatory
grief might involve anticipation of bereavement out-
comes. More recently, Nielsen et al. (2017) defined

pre-loss grief as “grief reaction due to multiple losses
during end-of-life caregiving” (Nielsen et al., 2017,
p. 2048). Such grief can be experienced by patients
and others including family members, close friends or
family carers, and has been associated with negative
psychological outcomes, and complicated grief (Holm
et al., 2019; Nielsen et al., 2017). Responses to
impending loss can result in grief, depression, guilt,
and functional impairment in daily life (Nielsen
et al., 2017).

There is a requirement for healthcare practitioners
to be attentive to pre-loss grief reactions in family
carers (Moon, 2016), and for tailored interventions to
support pre-loss grief (Nielsen et al., 2017). Yet most
research exploring the concept of pre-loss grief has
centered on its measurement (Holm et al., 2019), the
identification of risk factors (Burke et al., 2015), or on
specific diagnoses such as dementia (Cheung et al.,
2018). Although vast differences have been identified
in disease trajectories between non-curative illnesses
including cancer and dementia (Krikorian et al.,
2020), there is still limited research focusing on the
experience of pre-loss grief for cancer patients
(Hottensen, 2010) and their family carers (Coelho &
Barbosa, 2017). Furthermore, a scarcity of quality
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research in this area has been highlighted (Patinadan
et al., 2020). This is an important gap to address,
given reports indicating that pre-loss grief among rela-
tives of someone with a terminal illness have been
identified as an area of concern (Åberg et al., 2004),
and also that when pre-loss grief needs are met, indi-
viduals are less likely to experience negative bereave-
ment outcomes (Vergo et al., 2017).

Given the suggestion that the experience of pre-loss
grief is multi-dimensional (Nielsen et al., 2017), a sys-
tematic review of qualitative studies may provide insight
into the reality and meanings attributed to pre-loss grief
by those who are experiencing it. This is important to
increase awareness amongst clinicians and to inform
current and future support services within cancer care.
Consequently, our review aims to identify, appraise,
and synthesize available qualitative evidence on adults
who are experiencing pre-loss grief when someone
important to them has a non-curative cancer prognosis.
The research question is: “What do we currently know
about the pre-loss grief experiences, coping strategies,
and holistic support needs of adults when someone
important to them is at end of life?”

The focus of this review is on adults when someone
important to them is at end of life. Throughout, the
terms carer/caregiver or relative will be used inter-
changeably when referring to adults, as these terms are
often used to describe close relatives or friends who
provide practical or emotional support for someone
who is unable to do this themselves due to illness,
frailty, or disability (NHS England, 2018). The term
patient is used to describe someone important to them.

Materials and methods

Design

A systematic review of qualitative evidence was under-
taken in accordance with Joanna Briggs Institute (JBI)

methodology (Lockwood et al., 2015). Reporting of
the review findings were guided by The Enhancing
Transparency in Reporting the Synthesis of
Qualitative Research (ENTREQ) framework (Tong
et al., 2012; see Supplementary File 1).

Search strategy

Electronic searches were undertaken in Ovid
MEDLINE, PsycINFO, CINAHL and EMBASE, on 17
October 2020. The search was limited to English lan-
guage, and a timeframe of the year 2000–2020 was
applied. MeSH terms and key words were used with
Boolean logic and operators. Supplementary File 2
provides the complete search strategy for one data-
base. Google Scholar and reference lists of relevant
studies were searched to identify research not indexed
in the electronic databases. Screening was undertaken
by two reviewers (AF, FH) and moderated by a third
reviewer (JRH).

Inclusion and exclusion criteria

Studies were eligible for inclusion if they met eligibil-
ity criteria (Table 1). Studies using a mixed-methods
design that collected, analyzed, and reported qualita-
tive data were also included. Unpublished studies and
other texts such as reports, expert opinion papers, and
clinical guidelines were excluded from the review.

Data extraction and quality assessment

Data on the characteristics of included studies were
extracted using a form developed in line with review
aims (Lockwood et al., 2015). This included the name
of the first author, year of publication, geographical
location, study population, sample size, study design,
and the findings of interest relevant to the review
questions (Table 2). Data extraction was undertaken

Table 1. Eligibility criteria.
Inclusion Exclusion

Phenomena of Interest:
Adults’ experiences of anticipatory or pre-loss grief, coping mechanisms

and support needs, when an adult who is important to them is at end-
of-life from advanced/terminal cancer.

Conditions other than cancer, such as dementia, HIV/AIDS.

Types of participants:
Adults from any sociodemographic background and ethnicity, who are

important to someone at end-of-life from cancer.

Individuals <18 years old.

Type of setting:
Studies conducted in any country were eligible but need to be in English.

Studies not published in the English language.

Timeframe:
Studies published between 1 January 2000 and 31 October 2020.

Studies published prior to 2000.

Types of outcome measures:
The phenomena of interest are the experiences and perspectives

of relatives.

Studies that adopted quantitative research designs.
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tic
s
an
d
th
e
sp
ec
ifi
c

ad
ap
tiv
e
ch
al
le
ng

es
re
la
te
d
to

AG
in

th
e
co
nt
ex
t
of

en
d-
of
-

lif
e
ca
re
gi
vi
ng

.

Q
ua
lit
at
iv
e
de
si
gn

ut
ili
zi
ng

in
-s
em

i-
st
ru
ct
ur
ed

in
te
rv
ie
w
s.

An
al
yz
ed

us
in
g
th
em

at
ic
an
al
ys
is
.

Pu
rp
os
ef
ul

sa
m
pl
e.

Fa
m
ily

ca
re
rs
of

ad
ul
t
ca
nc
er

pa
tie
nt
s

(N
¼
26
).
Ad

ul
t
ch
ild
re
n
(n
¼
14
),

sp
ou

se
s
(n
¼
10
),
pa
re
nt

(n
¼
1)
,

au
nt

(n
¼
1)
.

Fe
m
al
e
(n
¼
23
),
m
al
e
(n
¼
3)
.

Ag
e
ra
ng

e:
27
-7
8
(m

ea
n
ag
e
55
.5
).

7/
10

Ex
pe

ri
en

ce
:T

he
m
es
:(
1)

Tr
au
m
at
ic

di
st
re
ss
;u

nc
er
ta
in
ty

of
ill
ne
ss
;

im
ag
e
of

de
gr
ad
at
io
n;

ca
re
r

im
po

te
nc
e;
lif
e
di
sr
up

tio
n.

(2
)

Se
pa
ra
tio

n
di
st
re
ss
:a
nt
ic
ip
at
io
n
of

de
at
h;

re
la
tio

na
ll
os
se
s;
se
pa
ra
tio

n
an
xi
et
y;
se
ns
e
of

pr
ot
ec
tio

n;
an
d

af
fe
ct
iv
e
de
pr
iv
at
io
n.

Co
pi
ng

:E
m
ot
io
na
lr
eg
ul
at
io
n
an
d

dy
sr
eg
ul
at
io
n
(s
el
f-
re
gu

la
tio

n
ef
fo
rt
s;
sy
m
pt
om

s
of

di
so
rg
an
iz
at
io
n)
.

D
um

on
t
et

al
.(
20
08
)

Ca
na
da

To
id
en
tif
y
th
e
m
ai
n
el
em

en
ts

co
ns
tit
ut
iv
e
of

th
e
ex
pe
rie
nc
e
of

pr
ov
id
in
g
ca
re

an
d
as
si
st
an
ce

to
a

pa
tie
nt

w
ith

te
rm

in
al

ca
nc
er

th
at

in
flu
en
ce

th
e
gr
ie
vi
ng

pr
oc
es
s.

Se
m
i-s
tr
uc
tu
re
d
in
te
rv
ie
w
s.

Q
ua
lit
at
iv
e
de
si
gn

gu
id
ed

by
th
re
e
co
nc
ep
tu
al
fr
am

ew
or
ks
.

Pu
rp
os
ef
ul

sa
m
pl
e.

Fa
m
ily

ca
re
rs
of

ad
ul
ts

w
ith

ca
nc
er

(N
¼
18
).

Sp
ou

se
s
(n
¼
12
),
pa
re
nt

or
fr
ie
nd

(n
¼
6)
.

Ag
e
ra
ng

e:
33
-7
5.

7/
10

Ex
pe

ri
en

ce
:S

ix
pr
in
ci
pa
ld

im
en
si
on

s
w
er
e
re
po

rt
ed
:

a.
Ch

ar
ac
te
ris
tic
s

of
th
e

fa
m
ily

ca
re
r

b.
Pa
tie
nt

ch
ar
ac
te
ris
tic
s

c.
Sy
m
pt
om

s
of

th
e
ill
ne
ss

d.
Th
e
re
la
tio

na
lc
on

te
xt

e.
So
ci
al
an
d
pr
of
es
si
on

al
su
pp

or
t
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f.
Ci
rc
um

st
an
ce
s
su
rr
ou

nd
in
g

th
e

de
at
h,

th
is
re
la
te
s
to

th
e

m
om

en
t
of

de
at
h
an
d
th
e
le
ve
l

of
pr
ep
ar
ed
ne
ss

fo
r
de
at
h.

H
eb
er
t
et

al
.(
20
09
)

U
SA

To
de
te
rm

in
e
th
e
fa
ct
or
s
th
at

fa
m
ily

ca
re
rs

be
lie
ve

ar
e
im
po

rt
an
t
to

pr
ep
ar
in
g
fo
r
de
at
h
an
d

be
re
av
em

en
t,
de
te
rm

in
e
th
e

re
la
tio

ns
hi
p
be
tw
ee
n
th
em

,a
nd

de
ve
lo
p
a
co
nc
ep
tu
al

m
od

el
of

pr
ep
ar
ed
ne
ss

th
at

ca
n
he
lp

gu
id
e

cl
in
ic
al
pr
ac
tic
e
an
d

fu
tu
re

re
se
ar
ch
.

Q
ua
lit
at
iv
e
de
si
gn

em
pl
oy
in
g
fo
cu
s

gr
ou

ps
(n
¼
2)
,a
nd

et
hn

og
ra
ph

ic
in
te
rv
ie
w
s
(N

¼
33
).

Pu
rp
os
ef
ul

sa
m
pl
e.

Fa
m
ily

ca
re
rs
of

ad
ul
ts

(N
¼
33
).

Ac
tiv
e
ca
re
rs

(n
¼
27
),
be
re
av
ed

ca
re
rs

(n
¼
6)
.

Sp
ou

se
(n
¼
7)
,c
hi
ld

(n
¼
12
)
an
d

ot
he
r
(n
¼
14
).

Fe
m
al
e
(n
¼
27
),
m
al
e
(n
¼
6)
.

Ag
e
ra
ng

e
50
–5
9.

7/
10

Ex
pe

ri
en

ce
:(
1)

Li
fe

ex
pe
rie
nc
es
:T
he

du
ra
tio

n
of

th
e
ca
re
gi
vi
ng

ex
pe
rie
nc
e
in
flu
en
ce
d
th
e
le
ve
lo

f
pr
ep
ar
ed
ne
ss

of
th
e
pa
rt
ic
ip
an
ts

an
d
op

po
rt
un

ity
to

ta
lk
ab
ou

t
ad
va
nc
ed

ca
re

pl
an
s.

(2
)
U
nc
er
ta
in
ty
—
co
nc
ur
re
nt

th
em

e
in

re
la
tio

n
to
:

(a
)
m
ed
ic
al
—

re
fle
ct
ed

in
th
e
ne
ed

fo
r
in
fo
rm

at
io
n
fr
om

he
al
th
ca
re

pr
ac
tit
io
ne
rs
re
la
tin

g
to

di
ag
no

si
s,

pr
og

no
si
s,
an
d
cl
in
ic
al
co
ur
se
.

(b
)
pr
ac
tic
al

un
ce
rt
ai
nt
y—

re
la
te
d
to

a
ra
ng

e
of

ta
sk
s
su
ch

as
co
m
pl
et
in
g
w
ill
,m

an
ag
in
g
pa
tie
nt

fin
an
ce
s
an
d
es
ta
te

pl
an
ni
ng

.
(c
)
ps
yc
ho

so
ci
al
—
re
fle
ct
ed

co
nc
er
ns

ab
ou

t
al
te
re
d
fa
m
ily

dy
na
m
ic
s
an
d

re
la
tio

ns
hi
ps

as
a
co
ns
eq
ue
nc
e
of

th
e
ill
ne
ss

an
d
de
at
h.

(d
)
re
lig
io
us
/
sp
iri
tu
al

re
fe
rr
ed

to
ex
is
te
nt
ia
lc
on

ce
rn
s
an
d
is
su
es

of
m
ea
ni
ng

.
Su

pp
or
t:
Co

m
m
un

ic
at
io
n:

A
ke
y
to

pr
ep
ar
e
ca
re
rs

w
as

th
e
ne
ed

fo
r

cl
ea
r,
co
ns
is
te
nt
,a
nd

re
lia
bl
e

in
fo
rm

at
io
n
be
tw
ee
n
al
lp

ar
tie
s

(h
ea
lth

ca
re

pr
ac
tit
io
ne
r,
pa
tie
nt
,

an
d
ca
re
r)
.

Pr
ep
ar
ed
ne
ss
:T
he

de
gr
ee

to
w
hi
ch

a
ca
re
r
is
re
ad
y
fo
r
de
at
h,

ha
s

co
gn

iti
ve
,a
ffe

ct
iv
e,
an
d

be
ha
vi
or
al

di
m
en
si
on

s.
Pu
sa

et
al
.(
20
12
)

Sw
ed
en

To
ill
um

in
at
e
th
e
m
ea
ni
ng

s
of

si
gn

ifi
ca
nt

ot
he
r’s

liv
ed

ex
pe
rie
nc
es

of
th
ei
r
si
tu
at
io
n
fr
om

di
ag
no

si
s
th
ro
ug

h
an
d
af
te
r
th
e

de
at
h
of

a
fa
m
ily

m
em

be
r
as

a
co
ns
eq
ue
nc
e
of

in
op

er
ab
le

lu
ng

ca
nc
er
.

Q
ua
lit
at
iv
e
de
si
gn

us
in
g
an

in
te
rp
re
te
d
ph

en
om

en
ol
og

ic
al

he
rm

en
eu
tic

ap
pr
oa
ch

us
in
g
in
te
rv
ie
w
s.

Si
gn

ifi
ca
nt

ot
he
rs

(N
¼
11
)

Pa
rt
ne
r
(n
¼
7)
;c
hi
ld

(n
¼
3)
:o

th
er

(n
¼
1)
.

Fe
m
al
e
(n
¼
9)
,m

al
e
(n
¼
2)
.

Ag
e
ra
ng

e
35
-7
9
(m

ea
n
ag
e
57
.9
).

8/
10

Ex
pe

ri
en

ce
:T

he
m
es
:(
1)

Be
in
g

un
ba
la
nc
ed
—
th
is
is
fu
rt
he
r

di
vi
de
d
in
to

fe
el
in
g
di
st
re
ss
ed

an
d

ex
pe
rie
nc
in
g
am

bi
va
le
nc
e.
(2
)

Be
in
g
tr
an
si
tio

na
l—

th
is
is
fu
rt
he
r

di
vi
de
d
in
to

be
in
g
re
sp
on

si
bl
e,

fe
el
in
g
se
cl
ud

ed
an
d
st
ru
gg

lin
g

fo
r
go

od
ca
re
.(
3)

Be
in
g
ca
re
d

fo
r—

th
is
is
fu
rt
he
r
di
vi
de
d
in
to

fe
el
in
g
sa
fe

an
d
be
in
g
pl
ea
se
d

w
ith

pa
tie
nt

ca
re
,r
el
at
ed

to
fe
el
in
gs

of
sa
tis
fa
ct
io
n
co
nc
er
ni
ng

he
al
th
ca
re

an
d
m
ed
ic
al

se
rv
ic
e.
(4
)

M
ov
in
g
fo
rw
ar
d—

th
is
is
fu
rt
he
r

di
vi
de
d
in
to

ad
ju
st
in
g
in

ev
er
yd
ay

(C
on
tin
ue
d)
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Ta
bl
e
2.

Co
nt
in
ue
d.

Au
th
or
/p
ub

lic
at
io
n
ye
ar
/lo

ca
tio

n
St
ud

y
ai
m

St
ud

y
de
si
gn

/m
et
ho

d
St
ud

y
po

pu
la
tio

n/
sa
m
pl
e
si
ze

Q
ua
lit
y
ap
pr
ai
sa
ls
co
re

Fi
nd

in
gs

re
le
va
nt

to
th
e

re
se
ar
ch

qu
es
tio

n

lif
e,
ga
in
in
g
st
re
ng

th
,a
nd

ch
an
gi
ng

pe
rs
pe
ct
iv
e.

Sa
nd

an
d
St
ra
ng

(2
00
6)

Sw
ed
en

To
ex
pl
or
e
th
e
ex
pe
rie
nc
e
of

ex
is
te
nt
ia
li
so
la
tio

n
ex
pe
rie
nc
ed

in
as
so
ci
at
io
n
w
ith

an
in
cu
ra
bl
e

di
se
as
e,
th
e
or
ig
in
s
of

th
es
e

fe
el
in
gs

an
d
th
ei
r
in
te
ra
ct
io
n.

Q
ua
lit
at
iv
e
de
si
gn

us
in
g
se
m
i-

st
ru
ct
ur
ed

in
te
rv
ie
w
s
w
ith

op
en

en
de
d
qu

es
tio

ns
.

Pu
rp
os
ef
ul

sa
m
pl
e.

N
ex
t-
of
-k
in

(N
¼
20
).
Sp
ou

se
s

(n
¼
12
),
ch
ild
re
n/
pa
re
nt
s/
si
bl
in
gs

(n
¼
8)

Fe
m
al
e
(n
¼
12
),
m
al
e
(n
¼
8)

Ag
e
ra
ng

e:
21
–9
2
(m

ea
n
ag
e
63
).

9/
10

Ex
pe

ri
en

ce
:T

he
m
es
:(
1)

Ch
an
ge
s:

re
du

ce
d
pr
ot
ec
tio

n;
ch
an
ge
d
lif
e

co
nd

iti
on

s;
al
te
re
d
ev
er
yd
ay

ci
rc
um

st
an
ce
s;
em

ot
io
na
lc
ha
ng

es
an
d
pa
th
ol
og

ic
al

ch
an
ge
s
of

th
e

pa
tie
nt
’s
bo

dy
.

(2
)
Ci
rc
um

st
an
ce
s—

no
t
en
ou

gh
tim

e;
ig
no

re
d;

in
ab
ili
ty

to
co
m
m
un

ic
at
e;
w
ith

ou
t

in
fo
rm

at
io
n;

su
ffe

rin
g;

se
pa
ra
te

w
ay
s;
an
d
th
e
ne
xt

of
ki
n’
s

ex
pe
rie
nc
es

of
re
sp
on

si
bi
lit
y.
(3
)

Se
pa
ra
te

w
ay
s—

as
th
e
di
se
as
e

pr
og

re
ss
ed

an
d
ho

pe
fo
r
lo
ng

su
rv
iv
al

le
ss
en
ed

th
er
e
w
as

a
re
al
iz
at
io
n
th
at

th
e
pa
tie
nt

an
d

th
e
ca
re
r
w
en
t
th
ei
r

se
pa
ra
te

w
ay
s.

To
ya
m
a
an
d
H
on

da
(2
01
6)

Ja
pa
n

To
ex
pl
or
e
an
d
cl
ar
ify

ho
w

ta
lk
in
g

to
fa
m
ily

ca
re
rs

of
pa
tie
nt
s
w
ith

en
d-
of
-li
fe

ill
ne
ss

us
in
g
th
e

na
rr
at
iv
e
ap
pr
oa
ch

in
flu
en
ce
s
th
e

pr
oc
es
s
of

an
tic
ip
at
or
y
gr
ie
f.

Q
ua
lit
at
iv
e
de
si
gn

us
in
g
an

in
te
rv
en
tio

n
st
ud

y
ta
rg
et
in
g

fa
m
ily

ca
re
rs
.

Tw
o
fa
m
ily

ca
re
rs
,C

as
e
A:

th
e

pa
tie
nt
’s
da
ug

ht
er
,a
ge
d
in

he
r

20
s
w
ho

w
as

a
nu

rs
e.

Ca
se

B:
th
e
ca
re
r
w
as

th
e
pa
tie
nt
’s

w
ife
,i
n
he
r
50

s
an
d
a

ca
nc
er

su
rv
iv
or
.

8/
10

Ex
pe

ri
en

ce
:T
he
m
es
:(
1)

Ta
lk
in
g

ab
ou

t
th
ei
r
ex
pe
ct
ed

ro
le

in
th
e

fa
m
ily
.A

n
ex
pe
ct
at
io
n
fo
r
th
e

da
ug

ht
er

(a
s
a
nu

rs
e)

to
ad
op

t
th
e
ca
re
r
ro
le
.

(2
)
Re
sp
on

di
ng

to
ex
pe
ct
at
io
ns

w
ith

in
th
e
fa
m
ily

in
a
w
ay

th
at

do
es

no
t
fit

w
ith

th
e
pr
es
en
t
se
lf.

Th
e
da
ug

ht
er

w
as

co
nf
lic
te
d

ab
ou

t
pr
ov
id
in
g
ca
re

an
d
al
so

en
co
ur
ag
ed

he
r
fa
th
er
’s

an
tic
ip
at
or
y
gr
ie
f.
Th
e
pa
tie
nt
’s

w
ife

re
co
gn

iz
ed

th
at

sh
e
ha
d
to

fo
rc
e
he
rs
el
f
to

fu
lfi
ll
th
e
ca
re
r’s

ro
le

an
d
re
co
gn

iz
ed

pr
ob

le
m
s

ac
tin

g
as

he
r
hu

sb
an
d’
s
su
bs
tit
ut
e.

Th
is
le
d
he
r
to

fe
el

sh
e
w
as

no
t

su
ffi
ci
en
tly

fu
lfi
lli
ng

ei
th
er

ro
le
.

(3
)
Fa
ci
ng

th
e
pa
tie
nt

de
pa
rt
in
g
fo
r

de
at
h
as

a
fa
m
ily

m
em

be
r.
Bo

th
re
co
gn

iz
ed

th
at

th
e
ro
le
s
ex
pe
ct
ed

of
th
em

w
er
e
no

t
th
ei
r
tr
ue

ro
le
s

an
d
be
ga
n
to

pr
ep
ar
e
fo
r
th
e

co
m
in
g
le
ss

an
d
en
d-
of
-li
fe

ca
re

w
hi
le

fe
el
in
g
co
nf
lic
te
d
ov
er

th
is

re
al
iz
at
io
n.

(4
)
G
rie
vi
ng

in
an
tic
ip
at
io
n
of

le
ss

fr
om

th
e
vi
ew

po
in
t
of

a
fa
m
ily

m
em

be
r.
O
ve
r
tim

e
th
ey

di
d
no

t
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fe
el

tr
ap
pe
d
bu

t
an
tic
ip
at
ed

an
d

gr
ie
ve
d
fo
r
th
e
lo
ss
.

W
al
dr
op

(2
00
7)

U
SA

Th
e
st
ud

y
ai
m

w
as

to
an
sw

er
tw
o

qu
es
tio

ns
:(
1)

W
ha
t
is
th
e
na
tu
re

of
ca
re
gi
ve
r
gr
ie
f
in

te
rm

in
al

ill
ne
ss
.(
2)

H
ow

do
th
e
fe
at
ur
es

of
ca
re
gi
ve
r
gr
ie
f
ch
an
ge

af
te
r
de
at
h?

Ex
pl
or
at
or
y
de
sc
rip

tiv
e

ph
en
om

en
ol
og

ic
al
st
ud

y.
Q
ua
lit
at
iv
e
(in

te
rv
ie
w
s)
an
d

qu
an
tit
at
iv
e
m
et
ho

ds
us
ed
.

Pu
rp
os
ef
ul

sa
m
pl
e.

Fa
m
ily

ca
re
rs
(n
¼
30
)
w
ho

w
er
e

ca
rin

g
fo
r
a
re
la
tiv
e
or

fr
ie
nd

w
ith

te
rm

in
al

ill
ne
ss
.

Fe
m
al
es

(d
au
gh

te
rs
,d

au
gh

te
rs
-in

-
la
w
,w

iv
es
,g

ra
nd

-d
au
gh

te
r,
an
d
a

fr
ie
nd

;n
¼
23
);
m
al
es

(h
us
ba
nd

s
an
d
so
ns
;n

¼
7)
.

8/
10

Ex
pe

ri
en

ce
:(
1)

Ph
ys
ic
al

sy
m
pt
om

s
of

gr
ie
f
in
vo
lv
ed

sl
ee
p
di
sr
up

tio
n,

ex
ac
er
ba
tio

n
of

ch
ro
ni
c
pr
ob

le
m
s

su
ch

as
bl
oo
d
pr
es
su
re

or
ba
ck

pa
in
;p

hy
si
ca
lly

bu
rd
en
so
m
e
ta
sk
s

su
ch

as
ho

us
ew

or
k.

(2
)
Ps
yc
ho

lo
gi
ca
la

nd
em

ot
io
na
lw

el
l-

be
in
g
in
cl
ud

in
g
sa
dn

es
s
an
d
te
ar
s;

an
ge
r
(a
t
pr
ov
id
er
s
an
d
fa
m
ily
)

an
d
at
te
m
pt
s
to

ga
in

co
nt
ro
lo

ve
r

gr
ie
f.

(3
)
So
ci
al

fu
nc
tio

ni
ng

:i
nc
re
as
ed

or
de
cr
ea
se
d
fa
m
ily

co
he
si
on

;
in
cr
ea
se
d
or

de
cr
ea
se
d

so
ci
al

su
pp

or
t.

W
er
ne
r-
Li
n
et

al
.(
20
20
)

U
SA

To
ev
al
ua
te

th
e
ps
yc
ho

lo
gi
ca
l,

so
ci
al
,a
nd

be
ha
vi
or
al

im
pa
ct

of
Li
-F
ra
um

en
iS

yn
dr
om

e
(L
FS
),
an
d

to
re
fin

e
ev
id
en
ce
-b
as
ed

co
un

se
lin
g
st
ra
te
gi
es
.

Se
m
i-s
tr
uc
tu
re
d
in
te
rv
ie
w
s
(n
¼
66
),

us
in
g
m
od

ifi
ed

gr
ou

nd
ed

th
eo
ry

an
d
in
te
rp
re
tiv
e
de
sc
rip

tio
n.

Pu
rp
os
ef
ul

sa
m
pl
e.

Fa
m
ili
es

(n
¼
45
)
co
m
pl
et
ed

66
in
te
rv
ie
w
s.

Fa
m
ily

m
em

be
rs
(n
¼
11
7)

w
er
e
ag
ed

13
-8
1
ye
ar
s.

Pa
re
nt
-c
hi
ld

gr
ou

ps
(n
¼
19
),
pa
rt
ne
r

dy
ad
s
(n
¼
26
),
si
bl
in
g
gr
ou

ps
(n
¼
11
),
m
ix
ed

gr
ou

ps
(n
¼
10
).

8/
10

Ex
pe

ri
en

ce
:F

am
ili
es

re
po

rt
ed

hi
gh

bu
rd
en

on
ro
le
s
an
d
re
so
ur
ce
s

an
d
lim

ite
d
gu

id
an
ce

to
pr
ep
ar
e

fo
r
or

ac
hi
ev
e
re
so
lu
tio

n
w
ith

gr
ie
f.
An

tic
ip
at
or
y
lo
ss
,t
he

ex
pe
rie
nc
e
of

be
re
av
em

en
t
pr
io
r

to
an

ex
pe
ct
ed

ch
an
ge
,

di
st
in
gu

is
he
s
he
re
di
ta
ry

ca
nc
er

ris
k

fr
om

a
sp
or
ad
ic
di
ag
no

si
s.
Su
ch

gr
ie
f
is
of
te
n
in
co
m
pl
et
e
in

im
pa
ct

or
m
ea
ni
ng

,s
ub

je
ct
ed

to
ra
pi
d
or

pr
of
ou

nd
ch
an
ge

as
co
nd

iti
on

s
w
or
se
n,

an
d
po

or
ly
un

de
rs
to
od

.I
n

th
is
st
ud

y
lo
ss
es

w
er
e

co
m
po

un
de
d
by

pr
of
ou

nd
un

ce
rt
ai
nt
y,
a
ch
ro
ni
c
fe
at
ur
e
of

Li
-F
ra
um

en
iS

yn
dr
om

e
w
hi
ch

co
m
pr
om

is
ed

m
ou

rn
in
g.

DEATH STUDIES 7



independently by two authors (AF, FH). Any disagree-
ment was resolved by discussion and referral to a
third reviewer (JRH).

Studies were appraised for quality by two reviewers
(AF, FH) and guided by the JBI-QARI framework
(Lockwood et al., 2015). A review level narrative sum-
mary and table matrix displaying the risk of bias
based on an aggregate score for each study was devel-
oped. Studies received a quality banding as either
high, medium, or low; however, no studies were
excluded based solely on quality assessment. Quality
appraisal scores are shown in Table 2.

Data synthesis

A thematic synthesis was adopted (Thomas & Harden,
2008) as a suitable approach for synthesizing the find-
ings of multiple qualitative studies (Evans et al.,
2019). For data extraction, findings related to the
experience, coping and support were extracted from
selected articles. Only data and quotes from primary
studies were extracted and used to inform
the analysis.

Thematic synthesis involved the coding of text, the
development of descriptive themes, and the generation
of analytical themes. Following line by line coding,
authors (AF, FH) inductively coded data by identify-
ing categories and concepts based on the research
question, which resulted in descriptive themes. Next,
these themes were further defined and refined, and
clustered to generate analytical themes and sub
themes. Descriptive, analytical, and sub-themes were
discussed and checked for reliability through continu-
ous peer review within the research team [AF, JRH,
FH]. NVivo v.12 (NVivo, 2013) was used to man-
age data.

Results

A total of 914 articles were identified from the
searches and exported to RefWorks Reference
Management system, of which 299 were removed due
to duplication. The remaining 615 papers were
screened by title and abstract and 567 were excluded
as they did not meet the inclusion criteria (Figure 1).

Characteristics of the included studies

Six studies originated from the United States
(Anngela-Cole & Busch, 2011; Cagle & Kovacs, 2011;
Clukey, 2007; Hebert et al., 2009; Waldrop, 2007;
Werner-Lin et al., 2020), two from Canada (Bouchal

et al., 2015; Dumont et al., 2008), and two from
Sweden (Pusa et al., 2012; Sand & Strang, 2006).
There was one study each from Portugal (Coelho
et al., 2020), Australia (Breen et al., 2018) and Japan
(Toyama & Honda, 2016). Study foci were spouses
(n¼ 167), adult children (n¼ 21), siblings (n¼ 22),
parents (n¼ 52), other/unspecified relationships
(n¼ 55). Of the 12 studies that reported gender, the
majority of the sample were female (Anngela-Cole &
Busch, 2011; Bouchal et al., 2015; Breen et al., 2018;
Cagle & Kovacs, 2011; Clukey, 2007; Coelho et al.,
2020; Dumont et al., 2008; Hebert et al., 2009; Pusa
et al., 2012; Sand & Strang, 2006; Toyama & Honda,
2016; Waldrop, 2007). Research approaches used were
phenomenology (Anngela-Cole & Busch, 2011;
Bouchal et al., 2015; Clukey, 2007; Pusa et al., 2012;
Sand & Strang, 2006; Waldrop, 2007), grounded the-
ory (Breen et al., 2018; Werner-Lin et al., 2020), nar-
rative (Cagle & Kovacs, 2011; Toyama & Honda,
2016), ethnography (Hebert et al., 2009), thematic
analysis (Coelho et al., 2020), and content analysis
(Dumont et al., 2008).

Synthesis

Thematic analysis of reported data resulted in 14
descriptive themes reflecting groupings of similarities
and differences in initial codes (Thomas & Harden,
2008), and aligned with the main tenants of the
research question. On further analysis, the descriptive
themes were collapsed into three overarching
themes—making sense of pre-loss grief, pre-loss grief
processes, and the impact of context on meaning and
process of pre-loss grief (Table 3).

Making sense of pre-loss grief
Making sense of pre-loss grief comprised four descrip-
tive themes: recognition of transition, planning for the
future, living in uncertainty, and multiple losses. The
theme describes how participants in the primary stud-
ies attempted to make sense of this complex and
uncertain period in their lives through recognizing
loss and transitions and making plans for their future.

Pusa et al. (2012) described the nature of lived
experiences of relatives of end-stage lung cancer
patients. Participants in this study described changes
that occurred in their lives in line with the illness tra-
jectory and often as a result of the patient’s increased
need for help. One such change was their transition
into the role of carer. Although this was viewed by
some as limiting their life, it was also important for
relatives to feel that they had done their very best for
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their loved one: “It has been so important to me that.-
that I’ve done everything I could. I am not ashamed,
because I did what I could. And it has been really
important not having to proceed with a bad conscien-
ce” (Pusa et al., 2012, p. 37).

Similarly, other studies reported that relatives
attempted to make sense of their experiences whilst in
the pre-loss phase (Bouchal et al., 2015; Clukey, 2007;
Toyama & Honda, 2016). A common perception from
relatives was that the period between receiving the
poor prognosis and the active dying phase offered a
time for planning for the future, such as managing
the patient’s financial matters, and a chance for them
(patients and relatives) to make the most of their
remaining time together (Bouchal et al., 2015; Clukey,
2007; Hebert et al., 2009; Toyama & Honda, 2016).
During the pre-loss phase relatives perceived the
patient as not the same person as before (Pusa et al.,
2012), and the patient’s loss of independence often
resulted in distress for relatives. For these relatives,
overwhelming feelings of loss of the patient as they
knew them, consumed their lives, and often defined
their pre-loss grief experience (Clukey, 2007; Pusa

et al., 2012; Werner-Lin et al., 2020). Such loss was
reported to be compounded by uncertainty (Werner-
Lin et al., 2020). However, other authors associated
uncertainty with distress (Coelho et al., 2020), or
altered family dynamics (Hebert et al., 2009).
Participants in one study described how uncertainty
allowed them to foster hope: “We do not know what
will happen next. He has always recovered after com-
ing to the hospital. I’m always holding on to this
hope” (Coelho et al., 2020, p. 695).

Pre-loss grief processes
The theme of pre-loss grief processes comprised eight
descriptive themes: a spectrum of intense emotions,
physical and cognitive strategies to alleviate stress,
faith-based strategies, managing unpredictability, hold-
ing on while letting go, dimensions of preparedness,
avoidance strategies, and altered family dynamics.
This theme encompasses psychological and physical
processes described by relatives during the pre-loss
phase and how they were experienced and managed.
Studies reported that in the pre-loss phase, relatives
experienced a range of emotions such as traumatic
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Figure 1. PRISMA 2009 flow diagram.
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distress (Coelho et al., 2020); stressful emotions (Pusa
et al., 2012), intense psychological and emotional
responses (Waldrop, 2007), mood instability, impa-
tience, and acute stress (Coelho et al., 2020). Often
such intense experiences impacted on family dynamics
or social functioning (Hebert et al., 2009; Sand &
Strang, 2006; Toyama & Honda, 2016; Waldrop,
2007). To manage emotional strain some study partic-
ipants adopted strategies such as avoiding conversa-
tions about the impending death as this was perceived
as too emotionally demanding (Coelho et al., 2020;
Pusa et al., 2012; Waldrop, 2007). Physical strategies
that were perceived to be important for relatives dur-
ing the end-of-life period included relaxation or exer-
cise such as getting out for a walk (Pusa et al., 2012)
and cognitive strategies included engagement in activ-
ities such as reading and journaling (Bouchal et al.,
2015). Six studies reported dependance on preexisting
religious and spiritual beliefs (Anngela-Cole & Busch,
2011; Breen et al., 2018; Cagle & Kovacs, 2011;
Coelho et al., 2020; Dumont et al., 2008; Hebert et al.,

2009). One study found that, although relatives expe-
rienced traumatic distress and life disruption, they
oscillated between these feelings and a process of
emotional regulation whereby they inhibited intense
feelings to minimize emotional distress (Coelho
et al., 2020).

It was suggested that a sense of “holding on whilst
letting go” was central to the pre-loss grief experience
as it signified relatives’ desire to hold on to the patient
whilst acknowledging that death was unavoidable.
This sense was heightened for relatives during times
of physical transition, such as leaving home for hos-
pice (Bouchal et al., 2015).

Seven studies referred to the concept of prepared-
ness for the impending death (Bouchal et al., 2015;
Breen et al., 2018; Cagle & Kovacs, 2011; Hebert
et al., 2009; Pusa et al., 2012; Sand & Strang, 2006;
Toyama & Honda, 2016). Preparedness was defined
by one author as “the degree to which a caregiver is
ready for the death” (Hebert et al., 2009, p. 8).
Components of preparedness before the death

Table 3. Overview of analytical and descriptive themes.
Analytical themes Descriptive themes Studies

Making sense of loss Living in uncertainty Hebert et al., 2009; Coelho et al., 2020; Werner-Lin et al.,
2020; Pusa et al., 2012; Sand & Strang, 2006.

Planning for the future Breen et al., 2018; Pusa et al., 2012; Werner-Lin et al., 2020;
Sand & Strang, 2006; Clukey, 2007; Bouchal et al., 2015;
Hebert et al., 2009; Toyama & Honda, 2016

Recognition of transitions Breen et al., 2018; Clukey, 2007; Bouchal et al., 2015; Pusa
et al., 2012; Toyama & Honda, 2016.

Multiple losses Clukey, 2007; Pusa et al., 2012; Werner-Lin et al., 2020; Coelho
et al., 2020; Toyama & Honda, 2016; Sand & Strang, 2006;
Hebert et al., 2009.

Pre-loss grief processes Faith based strategies Anngela-Cole & Busch, 2011; Breen et al., 2018; Cagle &
Kovacs, 2011; Coelho et al., 2020; Dumont et al., 2008;
Hebert et al., 2009.

Altered family dynamics Hebert et al., 2009; Toyama & Honda, 2016; Sand & Strang,
2006; Waldrop, 2007.

A spectrum of intense emotions Breen et al., 2018; Coelho et al., 2020; Pusa et al., 2012;
Waldrop, 2007; Toyama & Honda, 2016; Werner-Lin et al.,
2020; Anngela-Cole & Busch, 2011; Dumont et al., 2008.

Managing unpredictability Coelho et al., 2020; Breen et al., 2018; Clukey, 2007; Hebert
et al., 2009; Sand & Strang, 2006; Werner-Lin et al., 2020.

Dimensions of preparedness Bouchal et al., 2015; Breen et al., 2018; Dumont et al., 2008;
Hebert et al., 2009; Toyama & Honda, 2016; Sand & Strang,
2006; Cagle & Kovacs, 2011.

Holding on while letting go Bouchal et al., 2015; Breen et al., 2018; Clukey, 2007; Hebert
et al., 2009

Avoidance strategies Coelho et al., 2020; Pusa et al., 2012; Waldrop, 2007; Anngela-
Cole & Busch, 2011

Physical and cognitive strategies
to alleviate stress

Pusa et al., 2012; Bouchal et al., 2015; Clukey, 2007; Waldrop,
2007; Anngela-Cole & Busch, 2011.

Impact of context on meaning and
process of pre-loss grief

Emotional support as essential
for carer well-being

Breen et al., 2018; Cagle & Kovacs, 2011, Pusa et al., 2012;
Waldrop, 2007; Anngela-Cole & Busch, 2011; Dumont
et al., 2008

Influence of healthcare
practitioners on the
experience of pre-loss grief

Clukey, 2007, Pusa et al., 2012; Toyama & Honda, 2016;
Waldrop, 2007; Cagle & Kovacs, 2011; Hebert et al., 2009;
Sand & Strang, 2006; Werner-Lin et al., 2020; Dumont
et al., 2008

Effective communication Breen et al., 2018; Cagle & Kovacs, 2011; Hebert et al., 2009;
Pusa et al., 2012; Sand & Strang, 2006; Dumont et al., 2008

Contextual factors Cagle & Kovacs, 2011; Pusa et al., 2012; Dumont et al., 2008;
Bouchal et al., 2015; Clukey, 2007
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comprised informational (having clear information
surrounding the patient’s poor prognosis and declin-
ing health); cognitive (an awareness that death was
the inevitable outcome); behavioral (understanding
their loved one’s funeral wishes or having their per-
sonal matters organized such as having a will); and
affective (spending quality time with their loved one
before the death; Hebert et al., 2009). It was suggested
that these four dimensions may have different relative
weights; that is, for some carers, information was pri-
marily needed; whereas for others, being comforted in
the immediate pre-loss period was key. Breen et al.
(2018) concurred with these assertions and added that
the “multidimensional nature of preparedness is over-
looked” (Breen et al., 2018, p. 1478) and further sug-
gested that some relatives were cognitively and
behaviorally prepared, emotional preparedness was
challenging, as described by one participant: “You
know it’s happening but you can’t prepare for it; you
don’t want it to happen. I’m not prepared for her not
to be here, to never see her again. I’m not prepared
for that” (ID14; Breen et al., 2018, p. 1476).

Impact of context on meaning and process of pre-
loss grief
The third theme impact of context on meaning and
process of pre-loss grief comprised four descriptive
themes: specific contextual factors, influence of health-
care practitioners, effective communication, and emo-
tional support as essential for carer well-being. This
theme reflected how the experience of pre-loss grief
may have been impacted by contextual factors.
Findings from a Canadian study revealed that for
some relatives, during the pre-death phase their
experience was one of “personal growth and valor-
ization” (Dumont et al., 2008, p. 1051), while for
others it was “experienced as disruptive and as having
exerted a rather negative influence on the grieving
process” (Dumont et al., 2008, p. 1056). Whether rela-
tives in this study experienced the former or latter
was potentially influenced by contextual factors such
as characteristics of both the patient and their relative,
illness symptoms, relationship between the relative
and patient or other family members, and support
and circumstances surrounding death. Authors con-
cluded that ultimately these contextual factors could
not only influence the pre-death experience but also
bereavement outcomes (Dumont et al., 2008).

Nine studies showed that the input from healthcare
practitioners could potentially influence the pre-loss
grief processes. For example, some relatives found it
helpful when healthcare practitioners provided clear

information on the reality of the poor prognosis,
guidance surrounding how the illness would unfold at
the end, or someone to talk to (Cagle & Kovacs, 2011;
Clukey, 2007; Hebert et al., 2009; Pusa et al., 2012;
Toyama & Honda, 2016; Waldrop, 2007). One study
emphasized that regular supportive and therapeutic
contact between healthcare practitioners and relatives
during end-stage cancer care could assist in normaliz-
ing pre- and post-loss grief (Waldrop, 2007).
Similarly, findings from another study showed that
emotional preparedness would be better facilitated if
healthcare practitioners provided prognostic informa-
tion in a way that was sensitive to relatives’ emotional
needs (Hebert et al., 2009). Others, however, reported
a lack of supportive care from healthcare practitioners,
and it was suggested by relatives that healthcare prac-
titioners’ focus was on the patient’s needs and not the
carer’s needs (Clukey, 2007; Pusa et al., 2012; Toyama
& Honda, 2016; Waldrop, 2007). Pusa et al. (2012)
described how insufficient understanding from health-
care practitioners resulted in feelings of being over-
loaded, uninformed, invisible and isolated. A lack of
clear communication from healthcare practitioners
surrounding the patient’s poor prognosis and declin-
ing health was perceived to contribute to relatives’
feelings of uncertainty and reported by relatives as
“one of the most neglected aspects of end-of-life care”
(Hebert et al., 2009, p. 9).

The physical environment in which palliative care
was provided was also seen as impacting on pre-loss
grief. For example, a participant described the hospice
environment as:

An amazing place. The people, the people who
worked there, the aides, I thought were amazing in
the way they handled people physically and
emotionally … they could read where pain was in a
person’s face and that sort of thing… (Bouchal et al.,
2015, p. 55)

Similarly, delivery of medical equipment and medi-
cations was found to ease relatives’ burden, or the
financial relief provided by hospice supplying medica-
tions was appreciated. Other ways of being supportive
included being available 24 h a day by telephone
(Clukey, 2007).

Discussion

This qualitative systematic review and thematic syn-
thesis has provided insight into the pre-loss experien-
ces among relatives of palliative cancer patients.
Findings described how relatives transitioned through
lived experiences during end-stage cancer, and that
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the meanings they attached to these experiences influ-
enced how they experienced pre-loss grief.

Assessment of methodological quality of the studies
showed that ten of the selected studies scored in the
high range (above a score of 7), and the remaining
studies scored in the medium (n¼ 2) or low (n¼ 1)
range. Whilst this outcome signifies a robust scientific
approach in the majority of selected studies, flaws and
methodological weaknesses were noted across all
selected studies reflecting a need for greater rigor
(especially in the three studies that had moderate or
low scores).

Although several studies in the current review
viewed the concept of preparedness as central to the
pre-loss grieving process (Bouchal et al., 2015; Breen
et al., 2018; Hebert et al., 2009), others reported it to
be only one element of pre-loss experience (Coelho
et al., 2020; Dumont et al., 2008; Pusa et al., 2012). A
systematic review of caregiver studies during end-of-
life caregiving, found that low preparedness for death
was associated with post-loss complicated grief,
depression and anxiety, irrespective of the patients ill-
ness (Nielsen et al., 2016). A more recent American
qualitative study about preparedness of cancer and
dementia caregivers (N¼ 40), highlighted that pre-
paredness was an important aspect of pre-loss grief
due to its association with Prolonged Grief Disorder
(Singer & Papa, 2021). Findings indicated that pre-
paredness for loss could be enhanced by reducing
uncertainty before the loss (present uncertainty) and
after the loss (future uncertainty). According to study
authors, some of these findings provided new insights
into preparedness such as the identification of rela-
tionship quality between the patient and the relative
as being an important factor.

Uncertainty leading to low preparedness for rela-
tives during the pre-loss phase could have been
addressed to some degree by specific supportive inter-
ventions such as effective communication from
healthcare practitioners, as indicated by some studies
in the current review (Breen et al., 2018; Cagle &
Kovacs, 2011; Hebert et al., 2009; Pusa et al., 2012).
However, findings of this review also suggest that
these interventions were few (Clukey, 2007; Coelho
et al., 2020; Pusa et al., 2012; Waldrop, 2007; Werner-
Lin et al., 2020). This is consistent with a Canadian
qualitative study which explored family support needs
within the context of end-of-life cancer care (Nissim
et al., 2017). Even though Nissim et al. (2017) found
that carers needed support around decision-making,
information about death and dying, and emotional
distress, this support was limited, and carers

experienced fear and distress in the pre-loss phase.
Similarly, Nielsen et al. (2017) hypothesized that
severe pre-loss grief in carers was partially a result of
an information mismatch between carers’ perceptions
of prognostic information, and the healthcare practi-
tioners’ lack of adaptation of prognostic information
to an already stressful situation. On this basis, it was
suggested that pre-loss information was individualized
to a family’s information preferences and coping style
(Tarberg et al., 2019). Explanations surrounding a lack
of support from healthcare practitioners directly tar-
geting pre-loss grief are unclear. It may be suggested
that healthcare practitioners find this an emotionally
challenging aspect of their role and feel ill-equipped
to deliver this care in practice (Tarberg et al., 2019),
or that nursing staff can experience difficult emotions
when providing end-stage cancer care (Dobrina et al.,
2020). For example, an Italian qualitative study of
nursing staff caring for end-stage cancer patients in a
hospice setting, found that nurses often felt emotional
burden when they were nursing patients with whom
they felt close, or frustration if they couldn’t relieve
patient suffering which triggered the perception of
being limited in their skills (Dobrina et al., 2020).
Findings emphasized the importance of communica-
tion between healthcare practitioners, and structured
psychological support for palliative care providers, in
order to alleviate emotional burden and ease ethical
dilemmas (Connolly et al., 2015).

Consistent with recent findings (Vasileiou et al.,
2020), evidence from the current review suggests that
other contextual factors including physical environ-
ment may have a key role to play in facilitating emo-
tional preparedness. Hospices in the United Kingdom
and Canada are usually independent facilities provid-
ing in-patient and community-based palliative care
(Bainbridge et al., 2018). Authors in some included
studies in the current review highlighted the essential
role played by hospices in providing practical support
(such as financial support and medication) and psy-
chological support (Cagle & Kovacs, 2011; Clukey,
2007). One study in the current review found that
hospice staff being present was akin to a skill involv-
ing active listening, concern, and empathy (Clukey,
2007); whilst another reported that hospice team
members played a vital role in supporting patients
during end-stage cancer care (Cagle & Kovacs, 2011).
Other literature has shown that hospices address
aspects of palliative care that families value
(Bainbridge et al., 2018), whereas acute settings are
inadequate for end-of-life care due to factors includ-
ing lack of privacy. It has been reported that such
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settings are not conducive to end-of-life conversations
(Brereton et al., 2012).

Irrespective of the context and setting in which pal-
liative care is provided, pre-loss and carer support
both form part of the ethos for palliative care and
their efforts are often indispensable to the healthcare
system (Grande et al., 2009), therefore the need for
tailored interventions to provide this support are
important. Such interventions could facilitate end-of-
life preparedness and transition, and may reduce the
risk of post-loss complications within palliative cancer
care (Patinadan et al., 2020).

It has been previously asserted that the impact of
pre-loss grief on relatives may vary, depending on the
type of illness and end-of-life trajectory (Singer et al.,
2021). In their comparison of pre-loss grief between
relatives of cancer and relatives of dementia patients,
Singer et al. (2021) found that more relatives of
advanced dementia patients reported clinically rele-
vant symptoms of pre-loss grief than relatives of can-
cer patients. By contrast, others have identified
similarities of pre-loss grief between caregivers of can-
cer and dementia patients (Johansson & Grimby,
2012), thus findings of the current review could
potentially be relevant for other disease trajectories.
However, given the dearth of literature in this area
(Treml et al., 2021), further research is warranted.

Findings of the current review suggest that relatives
need information about death and dying, and support
for emotional distress. Healthcare practitioners who
have appropriate skills and training, along with a con-
ducive physical environment, such as a hospice set-
ting, can contribute to relatives’ preparedness when a
loved one/family member is at end-of-life, through
the provision of practical or psychological support
(Cagle & Kovacs, 2011; Clukey, 2007). This is import-
ant given that formalized support is currently available
in specialist palliative care settings and services (such
as hospice); however, it is much less likely to be avail-
able in acute care and nursing home settings, where
most patients and relatives will access care and sup-
port. Thus, future research about pre-loss grief within
cancer care should focus on acute and nursing
home settings.

Strengths of the review include the application of a
validated assessment tool (JBI-QARI framework) to
ensure methodological quality of the included studies,
and the use of a recognized reporting framework
(ENTREQ) which added transparency in reporting
findings. However, some studies may have been
missed as this review only included studies in the
English language. The review was limited by an

overwhelmingly female sample; however, this may be
because women are more likely to be family carers
than men. Finally, low rates of minority participants
is also a limitation of the review.

Our review contributes to current research about
pre-loss grief, specifically around the concept of pre-
paredness of relatives, and factors that can facilitate
preparedness to support pre-loss grief. Findings indi-
cate that relatives transitioned through lived experien-
ces during end-stage cancer, and that meanings
attached to these experiences influenced how they
experienced pre-loss grief. Preparedness was found to
be important in reducing uncertainty and stress, how-
ever preparedness could be influenced by context,
such as the physical environment in which end-of-life
care was provided. Participants in selected studies
described a need for information about death and
dying, and support for emotional distress, yet such
support from healthcare practitioners was often lim-
ited. This suggests a need to raise awareness about
preparedness and pre-loss grief among palliative care
providers; and to increase recognition of the impact
of end-of-life care among healthcare practitioners.
This may enable healthcare practitioners to adequately
assess carer/relative’s support needs during the end-
stage phase and allow for more targeted support
within cancer care.
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