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Abstract
Aim: To systematically review and synthesize primary research on experiences and 
needs of adult informal caregivers of adults at risk of suicide.
Design: Systematic review with a data-based convergent synthesis.
Data Sources: MEDLINE, PsychINFO and CINAHL were searched in April 2022 and 
February 2023. English language research focusing on experiences of adult carers of 
adults was included.
Methods: Articles were screened by title (n = 9077) and abstract (n = 132) with ad-
ditional articles (n = 6) obtained via citation and hand searching. Thirty-one included 
studies were quality assessed using the Mixed Methods Appraisal Tool and study data 
were systematically extracted prior to thematic synthesis.
Results: Five interconnected themes resulted: transitions; living with fear and uncer-
tainty; changing relationships; interface with healthcare professionals and services; what 
carers need and want. Caring impacts mental, physical and social wellbeing. Relationships 
are affected in ways which might not be evident when caring for a minor. Repeated sui-
cidal behaviour is particularly challenging with ongoing hypervigilance contributing to 
burden, burnout and interpersonal strain. Poor carer support exacerbates negative ef-
fects; carers need to feel informed, educated, involved and holistically supported.
Conclusion: Timely support for carers is essential. Interventions should address emo-
tional responses, relational changes and effective care recipient support. Longitudinal 
research is required to understand effects of ongoing caring where there are multiple 
suicide attempts.
Implications: Nurses can provide carers with early support and information and longer 
term psychosocial interventions. If carers are adequately equipped and supported pa-
tient safety and wellbeing will be improved.
Impact: Findings of this systematic review include relational changes due to carer hyper-
vigilance reducing autonomy and living with the possibility of suicide. Clinician aware-
ness of the potential for relational shifts will help them prepare and support carers.
Patient or Public Contribution: There was no patient or public contribution.
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1  |  INTRODUC TION

Worldwide, suicide accounts for over 800,000 deaths each year, 
with 20 suicide attempts for every completed suicide (World Health 
Organization, 2014). Still more people experience suicide ideation 
(House et al., 2020) and a proportion of these will engage in sui-
cidal behaviour, such as planning and rehearsing, with some coming 
very close to acting on their thoughts. Determining who is at risk of 
suicide, however, is complex. Whilst there is a plethora of evidence 
on suicide risk factors, such as mental illness, previous self-harm, 
childhood adversity and unemployment, it is virtually impossible to 
predict who will or will not die by suicide (Hawton et al., 2022). Most 
people who think about suicide do not end their lives, some because 
of an absence or cessation of intent and others due to preventative 
intervention and care. Therefore, there are many more people who 
could be considered at risk of suicide than will actually attempt or 
complete the act.

A proportion of those who die by suicide are in touch with 
mental health services at the time of their death and many have 
contact with primary or secondary health care in the year prior to 
their death (Knipe et al., 2022). These services are often heavily 
reliant on informal carers (family members, partners, friends) to 
support vulnerable individuals at home, including when they are 
actively struggling with suicidal thoughts and behaviours (Grant 
et al., 2015). Many people will be supporting someone at risk of 
suicide without any professional support. It has been estimated 
that in the UK there are over a million informal carers supporting a 
person with a mental health condition (Rethink, 2021), but globally 
there is no posited figure.

Recognition of this informal caregiver population in policy and 
strategy is inadequate. The World Health Organization advocates 
carer involvement in mental health care design and delivery, but 
their suicide prevention emphasis is on people who attempt or are 
bereaved by suicide, with carers receiving minimal attention (World 
Health Organization, 2014). The UK Suicide Prevention Strategy for 
England (Department of Health and Social Care, 2023) has a key 
objective pertaining to people bereaved by suicide and includes 
mention of attending to carers of those at risk, which is positive. 
However, support needs of carers are not prioritised in the strategy 
or linked to any specific action. Some tailored interventions for fam-
ilies and carers of people at risk of suicide exist, but they primarily 
target carers of adolescents, with interventions for adult carers of 
adults being few (Krysinska et al., 2021). Various non statutory sup-
port agencies provide information for family and friends but, with 
some exceptions, this is largely focused on what they can do to sup-
port the suicidal individual rather than support for carers themselves 
(Maple et al., 2021), despite the fact that research suggests consid-
erable trauma and stress to carers (Buus et al., 2014).

Nurses encounter informal caregivers supporting adults at risk 
of suicide in mental health, primary and acute care (Clua-García 
et al., 2021; Ling, 2020). These contacts are an opportunity to en-
gage carers and provide or direct them to supportive interventions 
(Vatne et al., 2021). To achieve this, it is important to understand 

caregivers' experiences and establish what exactly their needs are in 
order to inform practice and influence policy and strategy.

Previous systematic reviews of research in this area have been 
undertaken (Juel et al., 2021; Lavers et al., 2022). However, because 
almost half of the studies in the Juel et al. (2021) systematic review 
and nearly a third in that by Lavers et al. (2022) involved participants 
who predominantly or exclusively cared for under 18 year olds, is-
sues especially salient for adults caring for adults may not have been 
elucidated. Furthermore, despite the relative recency of both re-
views, the mounting interest in this field has resulted in publication 
of new studies. The current systematic review provides a contem-
poraneous understanding of the experiences of adult caregivers of 
adults at risk of suicide to inform and advance future research, policy 
and interventions.

1.1  |  Aim

The aim of this systematic review was to understand what is known 
about the experiences and needs of adults who care for another 
adult they consider to be at risk of suicide.

2  |  METHODS

2.1  |  Design

A data-based convergent synthesis design (Hong et al., 2017) was 
adopted. This involves data transformation and combined analysis of 
quantitative and qualitative data using a single approach. Thematic 
synthesis (Thomas & Harden, 2008) was used for data transforma-
tion of the relevant textual quantitative data (numerical results of 
quantitative studies are not included in the analysis) and for analysis 
and synthesis of transformed quantitative data and qualitative data. 
Thematic synthesis involves both the aggregation of descriptive 
themes and the development of analytical themes within a frame-
work that encompasses three stages to synthesis: line by line cod-
ing of individual study findings; organizing codes into descriptive 
themes; and developing analytical themes.

This systematic review is adherent to relevant EQUATOR guid-
ance and PRISMA reporting (Page et al., 2021). It is not registered 
on Prospero.

2.2  |  Search strategy

Search terms were established using the PICo (population, phenom-
enon of interest, context) framework (Lockwood et al., 2015), with 
the assistance of a specialist health librarian. Main key words were 
‘informal caregivers’, ‘experience’ and ‘suicide’. Because the focus is 
on risk of suicide, self-harm was not included as a key word because 
it would have highlighted studies including non-suicidal self-harm. 
Search terms are shown in Table 1.
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2.3  |  Information sources

The data bases MEDLINE, PsychINFO and CINAHL were searched 
on 19 April 2022 with a repeat search on 28 February 2023 to iden-
tify any relevant new articles (none were identified). Database lim-
its were English language, adult (age 18 years and over) and date of 
publication from 1990 onwards. Citation and hand searching were 
carried out to retrieve additional studies.

2.4  |  Eligibility criteria

Inclusion and exclusion criteria are listed in Table 1. Where studies in-
volved adult carers of mixed age groups or populations (i.e. children/ado-
lescents and adults; carers and people bereaved), they were excluded if it 
was clear that over half of care recipients were under the age of 18 years 
or over half of participants were bereaved. In the few cases where ages 
of care recipients were not reported, the study team discussed the like-
lihood of half or more being adult based on the relationships with the 
caregiver participant (e.g. if the carer was an adult partner or friend it was 
assumed the carer recipient would also be adult).

Studies were identified, screened and selected or otherwise by 
the first author. Selection decisions were reviewed with the other 
authors and disagreements resolved through discussion. Citations 
of papers that were excluded after full assessment for eligibility are 
provided in the Supplementary file S1.

2.5  |  Quality appraisal

The Mixed Methods Appraisal Tool MMAT (Hong et al., 2018) was 
used to assess the quality of included studies. The MMAT consists of 
tools to assess quantitative, qualitative and mixed methods studies, in-
cluding quantitative non-randomized and descriptive studies. The cur-
rent version has resulted from comprehensive testing and evaluation 
of previous versions (Pace et al., 2012; Souto et al., 2015). As most of 
the quantitative studies in this review were descriptive, the MMAT was 
considered to be an appropriate tool. Scoring of quality appraisal is not 
supported by MMAT and responses to appraisal questions are ‘yes/
not clear/no’, with descriptions to defend decisions. In this review, ‘not 
clear’ was also used to denote ‘somewhat’. Quality appraisal was con-
ducted to determine strengths and weaknesses of studies rather than 
for exclusion purposes. Assessment was carried out by the first author 
and discussed with the other authors to achieve consensus.

2.6  |  Extraction of data items

Data relevant to the review question were extracted in line with 
Aveyard et al. (2021) guidance to develop data extraction tables 
unique to individual reviews. Data extracted included study charac-
teristics of location, research aim and design, sample size, basic de-
mographics, relationship of caregivers to care recipients, validated 
measures used, and key themes and results (see Tables 2 and 3).  
Data not relevant to the review question were not extracted, for 
example, where studies investigated both carer and care recipient 
experiences, only data specific to carers were included.

2.7  |  Data synthesis

Line by line coding was carried out in relevant sections of all se-
lected papers to develop descriptive themes as the first phase of 

TA B L E  1  Search terms and inclusion/exclusion criteria.

Population: Adult 
carers of adults at 
risk of suicide

Phenomenon of 
interest Context

“Informal 
caregiver*(s)”

Experience* (s) Suicid* (suicide, 
suicidality, 
suicided, 
suicidal, suicide 
attempt, suicidal 
behaviour)

“Informal 
carer*(s)”

Feeling* (s)

“Significant other* 
(s)”

Perspective* (s)

Famil* View* (s)

“Next of kin” Support

Relative*(s) Need* (s)

Partner* (s)

Spouse

Wife

Husband

Daughter*

Son*

Parent*

Mother

Father

Boolean operators

(“informal caregiver*” OR “informal carer*” OR “significant other*” 
OR famil* OR “next of kin” OR relative* OR partner* OR spouse 
OR wife OR husband OR daughter* OR son* OR parent* Or 
mother OR father) AND (feeling* OR perspective* OR view* 
OR support OR need*) AND suicid* NOT (assisted suicide or 
euthanasia or right to die or death with dignity) NOT (children or 
adolescents or youth or child) NOT suicide bereavement

Inclusion and exclusion criteria

Inclusion criteria: Peer reviewed empirical qualitative, quantitative 
or mixed methods studies that included a focus on the 
experiences and needs of adult informal caregivers of adults 
at risk of suicide. Reports from the same research study were 
included if they reported new or additional findings.

Exclusion criteria: Non empirical papers, literature reviews and 
grey literature, research exclusively studying paid carers, young 
carers, carers of children and adolescents, and people bereaved 
by suicide. Studies investigating experiences around euthanasia 
or assisted dying.
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thematic synthesis (Thomas & Harden, 2008). NVIVO version 12 
(QRS International, 2018) was used to assist with data storage and 
coding in the development of the descriptive themes. Analytical 
themes were then developed from the descriptive themes to answer 
the review question. Synthesis was carried out by the first author 
and themes developed in discussion with the other authors.

3  |  RESULTS

The outcome of the systematic search and screening is shown in 
Figure 1.

3.1  |  Study characteristics

3.1.1  |  Quantitative papers

Fourteen quantitative studies involving 12 cohorts were included 
(Borisonik & Kholmogorova, 2018; Cerel et al., 2006; Chessick 
et al., 2007, 2009; Chiang et al., 2015; Crasta et al., 2021; Jaffe 
et al., 2021; Katz et al., 2015; Kjellin & Östman, 2005; Lawn & 
McMahon, 2015; Magne-Ingvar & Öjehagen, 1999a, 1999b; Maple 
et al., 2021; McDonell et al., 2003). Study designs included de-
scriptive and analytical cross-sectional studies with samples total-
ling 3705 carer participants (14 were bereaved by suicide). Areas 

examined related to caregiver or family burden, health outcomes of 
carers and coping ability. Various validated measures were used in 
nine studies (see Table 2) and five studies devised questionnaires 
based on clinical experience and relevant literature. Characteristics 
of quantitative studies are presented in Table 2.

3.1.2  |  Qualitative papers

Seventeen qualitative papers reporting 16 studies comprising 282 
carer participants (14 bereaved by suicide) were included (Asare-Doku 
et al., 2017; Castelli Dransart & Guerry, 2017; Dempsey et al., 2019; 
Fogarty et al., 2018; Giffin, 2008; McLaughlin et al., 2014, 2016; 
Nosek, 2008; Nygaard et al., 2019; Rheinberger et al., 2021; Sellin 
et al., 2017; Spillane et al., 2020; Sun & Long, 2008; Talseth et al., 2001; 
Vandewalle et al., 2021; Wand et al., 2019; Wayland et al., 2021). 
Studies investigated experiences and perspectives related to caring for 
a suicidal individual, and experiences of help seeking and service provi-
sion. One study used focus groups and the remaining used interviews. 
Qualitative study characteristics are presented in Table 3.

3.2  |  Quality appraisal

Quality appraisal is outlined in Supplementary file S1. Of the 
quantitative papers 9/14 were assessed to be of moderate or 

F I G U R E  1  Process of study selection (Page et al., 2021).

Records identified from:
Medline  (n = 7763)
Psychinfo (n = 4237)
Cinahl (n = 2346)

Duplicate records removed  
(n = 5269)

Records screened (title)
(n = 9077)

Records excluded
(n = 8945)

Reports sought for retrieval (title
and abstract screening n = 132)

Reports assessed for eligibility
(n = 42)

Reports excluded: (n = 17)

Insufficient focus on carer 
experience (n = 8) 
Sample mainly/solely bereaved 
(n = 4)
Main focus on risk of suicide 
(e.g., self-harm, mental illness
generally (n = 3)
Care recipient age mainly <18 
years or unclear (n = 2)

Records identified from citation 
and hand searching (n = 6)

Reports assessed for eligibility
(n = 6)

Studies included in review
(n = 31)

Identification of studies via databases and registers Identification of studies via other methods

Id
en

tif
ic

at
io

n
Sc

re
en

in
g

In
cl

ud
ed

Reports sought for retrieval
(n = 6)

Records excluded
(n = 90)

 13652648, 2024, 5, D
ow

nloaded from
 https://onlinelibrary.w

iley.com
/doi/10.1111/jan.15940 by Test, W

iley O
nline Library on [08/08/2024]. See the Term

s and C
onditions (https://onlinelibrary.w

iley.com
/term

s-and-conditions) on W
iley O

nline Library for rules of use; O
A

 articles are governed by the applicable C
reative C

om
m

ons License



1698  |    LASCELLES et al.

TA
B

LE
 3

 
C

ha
ra

ct
er

is
tic

s 
of

 in
cl

ud
ed

 q
ua

lit
at

iv
e 

st
ud

ie
s.

A
ut

ho
r/

ye
ar

/l
oc

at
io

n
Re

se
ar

ch
 a

im
 a

nd
 d

es
ig

n

Sa
m

pl
e 

si
ze

 (o
nl

y 
in

cl
ud

in
g 

ca
re

rs
 

or
 b

er
ea

ve
d 

pa
rt

ic
ip

an
ts

)
D

em
og

ra
ph

ic
s:

 C
ar

er
s (

ag
e/

se
x/

et
hn

ic
ity

) c
ar

e 
re

ci
pi

en
ts

 (a
ge

)

C
ar

eg
iv

er
 

re
la

tio
ns

hi
p 

to
 c

ar
e 

re
ci

pi
en

t
Su

m
m

ar
y 

of
 k

ey
 th

em
es

/f
in

di
ng

s

A
sa

re
-D

ok
u 

et
 a

l . 
(2

0 1
7)

G
ha

na

A
im

To
 u

nd
er

st
an

d 
th

e 
ex

pe
rie

nc
es

 o
f 

su
ic

id
e 

at
te

m
pt

 s
ur

vi
vo

rs
 a

nd
 h

ow
 

th
ey

 c
op

e 
w

ith
 th

e 
af

te
rm

at
h

D
es

ig
n

In
te

rp
re

ta
tiv

e 
Ph

en
om

en
ol

og
ic

al
 

A
na

ly
si

s

10
 c

ar
er

s
C

ar
er

s
6 

m
al

es
4 

fe
m

al
es

M
ea

n 
ag

e 
41

 ye
ar

s 
(ra

ng
e 

25
–6

2 
ye

ar
s)

Et
hn

ic
ity

 n
ot

 re
po

rt
ed

C
ar

e 
re

ci
pi

en
ts

A
ll 

ov
er

 1
8 

ye
ar

s

4 
fa

th
er

s
2 

m
ot

he
rs

1 
br

ot
he

r
1 

hu
sb

an
d

1 
si

st
er

1 
au

nt

Ex
pe

rie
nc

in
g 

sh
am

e 
an

d 
st

ig
m

a—
in

tr
a 

an
d 

ex
tr

a 
fa

m
ily

 s
tig

m
a,

 n
ot

 ta
lk

in
g 

ab
ou

t i
t, 

ge
nd

er
 d

yn
am

ic
s 

in
 m

an
ag

em
en

t o
f s

ha
m

e,
 is

ol
at

io
n

Re
ac

tiv
e 

af
fe

ct
—

sh
oc

k,
 s

ur
pr

is
e,

 s
ho

ck
 b

ut
 n

ot
 s

ur
pr

is
e 

(o
ng

oi
ng

 
su

ic
id

al
ity

), 
an

ge
r, 

sh
at

te
re

d 
m

yt
h

Su
rv

iv
in

g 
th

e 
st

re
ss

 o
f a

tt
em

pt
—

sp
iri

tu
al

 c
op

in
g,

 s
oc

ia
l s

up
po

rt
, a

vo
id

an
ce

C
as

te
lli

 D
ra

ns
ar

t a
nd

 
G

ue
rr

y 
(2

01
7)

Sw
itz

er
la

nd

A
im

To
 u

nd
er

st
an

d 
th

e 
he

lp
-s

ee
ki

ng
 

ex
pe

rie
nc

es
 o

f s
ig

ni
fic

an
t o

th
er

s 
an

d 
th

ei
r p

er
ce

pt
io

n 
of

 th
e 

ca
re

 th
ei

r l
ov

ed
 o

ne
 re

ce
iv

ed
 

in
cl

ud
in

g 
ca

re
r i

nt
er

ac
tio

ns
 a

nd
 

co
lla

bo
ra

tio
n 

w
ith

 h
ea

lth
ca

re
 

pr
ov

id
er

s
D

es
ig

n
Q

ua
lit

at
iv

e 
in

te
rv

ie
w

 s
tu

dy

18
 c

ar
er

s
C

ar
er

s
16

 w
om

en
2 

m
en

M
ea

n 
ag

e 
44

 ye
ar

s 
(ra

ng
e 

23
–6

1 
ye

ar
s)

Et
hn

ic
ity

 n
ot

 re
po

rt
ed

C
ar

e 
re

ci
pi

en
ts

A
ll 

ov
er

 1
8 

ye
ar

s

7 
pa

rt
ne

rs
3 

C
hi

ld
3 

M
ot

he
rs

3 
Si

st
er

s
2 

fr
ie

nd
s

H
el

p 
se

ek
in

g 
pr

oc
es

s—
C

on
si

de
ra

bl
e 

tim
e 

an
d 

en
er

gy
 p

ro
vi

di
ng

 s
up

po
rt

/
pr

ev
en

tin
g 

ac
tin

g 
ou

t s
ui

ci
de

 id
ea

tio
n/

ge
tt

in
g 

he
lp

 fr
om

 th
ird

 p
ar

ty
.

Su
ic

id
al

 p
er

so
n 

re
fu

si
ng

 c
ar

e 
ve

rs
us

 n
ee

d 
fo

r p
ro

fe
ss

io
na

l c
ar

e
Th

e 
he

lp
-s

ee
ki

ng
 ro

ad
 w

as
 to

rt
uo

us
 a

nd
 d

iff
ic

ul
t—

he
lp

le
ss

, d
is

ill
us

io
ne

d,
 

de
sp

er
at

e,
 a

ng
ry

, n
ot

 li
st

en
ed

 to
, n

ot
 u

nd
er

st
oo

d 
no

t h
el

pe
d 

by
 th

os
e 

th
ey

 c
on

ta
ct

ed
. M

ul
tip

le
 a

tt
em

pt
s 

ex
pe

rie
nc

ed
.

Pe
rc

ep
tio

ns
 o

f p
at

ie
nt

 c
ar

e 
fo

r s
ui

ci
da

l p
er

so
n—

¾
 e

xp
re

ss
ed

 d
is

sa
tis

fa
ct

io
n 

w
ith

 c
ar

e,
 a

 re
cu

rr
in

g 
co

m
pl

ai
nt

 w
as

 th
e 

qu
al

ity
 o

f p
at

ie
nt

 c
ar

e;
 

ac
ce

ss
 to

 m
ea

ns
 n

ot
 re

st
ric

te
d,

 in
ad

eq
ua

te
 a

ss
es

sm
en

t o
f s

ui
ci

de
 

ris
k,

 in
ad

eq
ua

te
 ri

sk
 m

an
ag

em
en

t p
la

n,
 p

oo
r i

nf
or

m
at

io
n 

sh
ar

in
g,

 
ne

ed
in

g 
to

 ta
ke

 o
n 

‘c
ar

e 
m

an
ag

er
’ r

ol
e.

 F
ee

lin
gs

 o
f e

xh
au

st
io

n 
an

d 
ho

pe
le

ss
ne

ss
 a

m
pl

ifi
ed

.
Pe

rc
ep

tio
n 

of
 c

ol
la

bo
ra

tio
n 

w
ith

 p
ro

fe
ss

io
na

ls—
N

ea
rly

 h
al

f o
f p

ar
tic

ip
an

ts
 

re
po

rt
ed

 p
os

iti
ve

 e
xp

er
ie

nc
es

 w
hi

le
 th

e 
ca

re
 re

ci
pi

en
t w

as
 a

n 
in

pa
tie

nt
. M

or
e 

th
an

 1
/3

 n
ot

 a
bl

e 
to

 g
et

 in
fo

rm
at

io
n 

on
 p

at
ie

nt
's 

he
al

th
 d

ue
 to

 a
du

lth
oo

d/
co

nf
id

en
tia

lit
y.

 P
ro

fe
ss

io
na

ls
 n

ot
 

ta
ki

ng
 a

cc
ou

nt
 o

f i
nf

or
m

at
io

n 
fr

om
 c

ar
eg

iv
er

s,
 n

ot
 s

ee
n 

as
 a

 
va

lid
 re

pr
es

en
ta

tiv
e.

 L
ea

di
ng

 to
 a

ng
er

, h
av

in
g 

to
 b

e 
pe

rs
is

te
nt

, 
am

pl
ifi

ca
tio

n 
of

 a
nx

ie
ty

, h
el

pl
es

sn
es

s,
 c

on
tr

ad
ic

to
ry

 m
es

sa
ge

s 
fr

om
 

pr
of

es
si

on
al

s.
 L

ac
k 

of
 e

m
pa

th
y 

fr
om

 p
ro

fe
ss

io
na

ls
. N

ee
di

ng
 s

up
po

rt
 

an
d 

ed
uc

at
io

n.

 13652648, 2024, 5, D
ow

nloaded from
 https://onlinelibrary.w

iley.com
/doi/10.1111/jan.15940 by Test, W

iley O
nline Library on [08/08/2024]. See the Term

s and C
onditions (https://onlinelibrary.w

iley.com
/term

s-and-conditions) on W
iley O

nline Library for rules of use; O
A

 articles are governed by the applicable C
reative C

om
m

ons License



    |  1699LASCELLES et al.

A
ut

ho
r/

ye
ar

/l
oc

at
io

n
Re

se
ar

ch
 a

im
 a

nd
 d

es
ig

n

Sa
m

pl
e 

si
ze

 (o
nl

y 
in

cl
ud

in
g 

ca
re

rs
 

or
 b

er
ea

ve
d 

pa
rt

ic
ip

an
ts

)
D

em
og

ra
ph

ic
s:

 C
ar

er
s (

ag
e/

se
x/

et
hn

ic
ity

) c
ar

e 
re

ci
pi

en
ts

 (a
ge

)

C
ar

eg
iv

er
 

re
la

tio
ns

hi
p 

to
 c

ar
e 

re
ci

pi
en

t
Su

m
m

ar
y 

of
 k

ey
 th

em
es

/f
in

di
ng

s

D
em

ps
ey

 e
t a

l . 
(2

0 1
9)

A
us

tr
al

ia
A

im
To

 e
xp

lo
re

 c
lin

ic
ia

n 
an

d 
ca

re
gi

ve
r 

pe
rs

pe
ct

iv
es

 o
n 

se
rv

ic
e 

pr
ov

is
io

n 
fo

r f
am

ily
 m

em
be

rs
 o

f 
yo

un
g 

pe
op

le
 (1

5–
25

 ye
ar

s,
 a

v.
 

20
.5

 ye
ar

s)
 a

tt
en

di
ng

 a
 s

pe
ci

al
is

t 
cl

in
ic

 fo
r m

od
er

at
e–

se
ve

re
 m

oo
d 

di
so

rd
er

.
D

es
ig

n
Q

ua
lit

at
iv

e 
in

te
rv

ie
w

 s
tu

dy
 w

ith
 

th
em

at
ic

 a
na

ly
si

s

8 
ca

re
rs

7 
fe

m
al

e
1 

m
al

e
M

ea
n 

ag
e 

52
.5

0 
ye

ar
s 

(S
D

 3
.7

8)
Et

hn
ic

ity
 n

ot
 re

po
rt

ed
C

ar
e 

re
ci

pi
en

ts
M

ea
n 

ag
e 

20
.5

 ye
ar

s 
(S

D
 3

.0
1)

Pa
re

nt
s

In
iti

al
 N

ee
ds

: i
nf

or
m

at
io

n—
ne

ed
in

g 
co

nt
ac

t n
um

be
rs

 fo
r g

en
er

al
 a

nd
 c

ris
is

 
si

tu
at

io
ns

; c
on

fu
si

on
 o

ve
r w

ha
t t

o 
us

e 
w

he
n;

 d
iff

er
en

ce
s 

in
 w

ha
t 

cl
in

ic
ia

ns
 b

el
ie

ve
d 

th
ey

 p
ro

vi
de

d 
an

d 
w

ha
t c

ar
eg

iv
er

s 
pe

rc
ei

ve
d 

th
ey

 
ha

d 
be

en
 g

iv
en

; b
ar

rie
rs

 d
ue

 to
 w

is
he

s 
of

 p
at

ie
nt

; n
ee

d 
fo

r s
ha

re
d 

un
de

rs
ta

nd
in

g 
be

tw
ee

n 
ca

re
gi

ve
rs

.
Su

pp
or

t—
re

as
su

ra
nc

e 
an

d 
em

ot
io

na
l s

up
po

rt
, g

ai
ni

ng
 h

op
e 

fr
om

 re
fe

rr
al

 
to

 s
er

vi
ce

, f
ee

lin
g 

sa
fe

 d
ue

 to
 c

on
ta

ct
 w

ith
 s

er
vi

ce
, r

ed
uc

ed
 a

nx
ie

ty
, 

va
lu

e 
of

 p
ee

r s
up

po
rt

, w
an

t f
or

 m
en

to
rin

g
Cr

isi
s N

ee
ds

: i
nf

or
m

at
io

n—
ne

ed
in

g 
to

 k
no

w
 h

ow
 to

 g
et

 h
el

p,
 in

iti
al

 in
fo

rm
at

io
n 

‘g
oe

s o
ut

 o
f t

he
 w

in
do

w
’ in

 c
ris

is;
 c

ar
eg

iv
er

s' 
pe

rc
ep

tio
n 

of
 a

 c
ris

is 
no

t 
ne

ce
ss

ar
ily

 v
ie

w
ed

 in
 th

e 
sa

m
e 

w
ay

 b
y 

cl
in

ic
ia

ns
.

Su
pp

or
t—

he
ig

ht
en

ed
 d

is
tr

es
s,

 ‘r
ol

le
r-

co
as

te
r’ 

of
 e

m
ot

io
ns

 m
ea

ns
 n

ee
d 

fo
r 

m
or

e 
in

te
ns

iv
e 

su
pp

or
t

D
isc

ha
rg

e 
ne

ed
s: 

In
fo

rm
at

io
n;

 c
on

ce
rn

s 
ab

ou
t ‘

w
he

re
 to

 n
ex

t’;
 w

or
ry

/
co

nc
er

n 
ab

ou
t p

at
ie

nt
s' 

tr
ea

tm
en

t a
nd

 fu
tu

re
 in

 g
en

er
al

; n
ee

di
ng

 
m

or
e 

in
fo

rm
at

io
n 

on
 o

pt
io

ns
 a

va
ila

bl
e;

 c
on

ce
rn

ed
 a

bo
ut

 d
iff

ic
ul

tie
s 

re
-r

ef
er

rin
g;

 fe
el

in
g 

un
re

ad
y 

fo
r d

is
ch

ar
ge

Su
pp

or
t—

co
nc

er
ns

 a
bo

ut
 h

ow
 th

ey
 w

ou
ld

 c
op

e
Ca

re
r C

ha
lle

ng
es

: O
w

n 
em

ot
io

ns
—

an
xi

et
y,

 d
is

tr
es

s,
 s

ho
ck

/s
ur

pr
is

e,
 s

ha
m

e,
 

is
ol

at
io

n 
w

ith
 b

ur
de

n 
of

 c
ar

e,
 b

ew
ild

er
m

en
t, 

im
po

rt
an

ce
 o

f a
cc

es
si

ng
 

ow
n 

su
pp

or
t

Fa
m

ily
 a

nd
 li

fe
—

st
ru

gg
lin

g 
to

 b
al

an
ce

 o
th

er
 re

sp
on

si
bi

lit
ie

s 
an

d 
le

is
ur

e 
tim

e 
w

ith
 c

ar
in

g,
 d

ev
el

op
in

g 
ow

n 
m

en
ta

l h
ea

lth
 p

ro
bl

em
s,

 s
tr

ug
gl

in
g 

to
 ta

ke
 ti

m
e 

ou
t o

f w
or

k,
 c

on
ce

rn
s 

ab
ou

t d
eg

ra
da

tio
n 

of
 fa

m
ily

 
re

la
tio

ns
hi

ps
M

an
ag

in
g s

ui
cid

e r
isk

—
fe

el
in

g 
un

sk
ille

d,
 n

ot
 k

no
w

in
g 

ho
w

 to
 sp

ea
k 

to
 p

at
ie

nt
, 

w
ha

t r
es

tri
ct

io
ns

 to
 p

la
ce

 o
n 

pa
tie

nt
, n

ee
di

ng
 sp

ec
ifi

c 
in

fo
rm

at
io

n,
 fe

el
in

g 
as

 th
ou

gh
 th

ey
 w

er
e 

no
t d

oi
ng

 e
no

ug
h,

 a
pp

re
cia

tiv
e 

of
 h

el
p 

th
ey

 d
id

 g
et

, 
w

an
tin

g 
m

or
e 

tim
e 

w
ith

 tr
ea

tin
g 

te
am

 to
 h

el
p 

m
an

ag
e 

tim
e 

be
tw

ee
n 

vi
sit

s, 
w

an
tin

g 
gr

ou
p 

in
fo

rm
at

io
n 

se
ss

io
ns

Fo
ga

rt
y 

et
 a

l. 
(2

01
8)

A
us

tr
al

ia
A

im
To

 e
xa

m
in

e 
th

e 
co

m
pl

ex
iti

es
 o

f a
nd

 
te

ns
io

ns
 w

ith
in

 s
ui

ci
de

 p
re

ve
nt

io
n 

ap
pr

oa
ch

es
 fo

r a
t-

ris
k 

m
al

es
, 

an
d 

ho
w

 s
ui

ci
de

 p
re

ve
nt

io
n 

an
d 

in
te

rv
en

tio
ns

 fo
r m

en
 m

ay
 b

e 
im

pr
ov

ed
.

D
es

ig
n

Se
co

nd
ar

y 
an

al
ys

is
 o

f q
ua

lit
at

iv
e 

da
ta

 
fr

om
 fo

cu
s 

gr
ou

ps
Th

is
 is

 th
e 

on
ly

 q
ua

lit
at

iv
e 

st
ud

y 
to

 
in

cl
ud

e 
va

lid
at

ed
 m

ea
su

re
s

Pa
tie

nt
 H

ea
lth

 Q
ue

st
io

nn
ai

re
 P

H
Q

-9
G

en
er

al
 A

nx
ie

ty
 D

is
or

de
r S

ca
le

 (G
A

D
)

47
 fa

m
ily

 a
nd

 fr
ie

nd
s

C
ar

er
s

26
 fe

m
al

e 
(5

5%
)

21
 m

al
es

 (4
5%

)
M

ed
ia

n 
ag

e 
47

 ye
ar

s 
(ra

ng
e 

19
–6

5 
ye

ar
s)

Et
hn

ic
ity

 n
ot

 re
po

rt
ed

C
ar

e 
re

ci
pi

en
ts

A
ll 

ov
er

 1
8 

ye
ar

s

N
ot

 re
po

rt
ed

PH
Q

-9
 s

co
re

s 
fe

ll 
w

ith
in

 m
ild

 d
ep

re
ss

io
n 

ra
ng

e
G

A
D

 s
co

re
s 

fe
ll 

w
ith

in
 m

in
im

al
 to

 n
or

m
al

 ra
ng

e
Te

ns
io

n 
1:

 re
sp

ec
t f

or
 p

riv
ac

y 
vs

 v
ig

ila
nt

 ri
sk

 m
on

ito
rin

g.
Te

ns
io

n 
2:

 d
iff

er
en

tia
tin

g 
no

rm
al

 v
s 

ris
ky

 b
eh

av
io

ur
al

 c
ha

ng
e.

Te
ns

io
n 

3:
 fa

m
ili

ar
ity

 v
s 

an
on

ym
ity

 in
 ri

sk
 m

on
ito

rin
g.

Te
ns

io
n 

4:
 re

sp
ec

tin
g 

au
to

no
m

y 
vs

 im
po

si
ng

 re
st

ra
in

ts
.

Te
ns

io
n 

5:
 d

ep
en

de
nc

e 
on

 v
s 

pe
rc

ei
ve

d 
fa

ilu
re

s 
of

 c
om

m
un

ity
 s

er
vi

ce
s.

TA
B

LE
 3

 
(C

on
tin

ue
d)

 13652648, 2024, 5, D
ow

nloaded from
 https://onlinelibrary.w

iley.com
/doi/10.1111/jan.15940 by Test, W

iley O
nline Library on [08/08/2024]. See the Term

s and C
onditions (https://onlinelibrary.w

iley.com
/term

s-and-conditions) on W
iley O

nline Library for rules of use; O
A

 articles are governed by the applicable C
reative C

om
m

ons License



1700  |    LASCELLES et al.

A
ut

ho
r/

ye
ar

/l
oc

at
io

n
Re

se
ar

ch
 a

im
 a

nd
 d

es
ig

n

Sa
m

pl
e 

si
ze

 (o
nl

y 
in

cl
ud

in
g 

ca
re

rs
 

or
 b

er
ea

ve
d 

pa
rt

ic
ip

an
ts

)
D

em
og

ra
ph

ic
s:

 C
ar

er
s (

ag
e/

se
x/

et
hn

ic
ity

) c
ar

e 
re

ci
pi

en
ts

 (a
ge

)

C
ar

eg
iv

er
 

re
la

tio
ns

hi
p 

to
 c

ar
e 

re
ci

pi
en

t
Su

m
m

ar
y 

of
 k

ey
 th

em
es

/f
in

di
ng

s

G
iff

in
 (2

00
8)

A
us

tr
al

ia
A

im
To

 h
ea

r t
he

 v
oi

ce
 o

f a
 s

m
al

l s
am

pl
e 

of
 fa

m
ily

 m
em

be
rs

 w
ho

 h
av

e 
an

 a
du

lt 
da

ug
ht

er
 o

r s
is

te
r 

re
ce

iv
in

g 
tr

ea
tm

en
t f

or
 s

ev
er

e 
pe

rs
on

al
ity

 d
is

or
de

r f
ea

tu
rin

g 
a 

ch
ro

ni
c 

pa
tt

er
n 

of
 s

el
f-

ha
rm

 a
nd

 
su

ic
id

al
ity

D
es

ig
n

Q
ua

lit
at

iv
e 

in
te

rv
ie

w
 s

tu
dy

4 
ca

re
rs

C
ar

er
s

3 
fe

m
al

e
1 

m
al

e
A

ge
 a

ll 
ov

er
 1

8 
ye

ar
s

Et
hn

ic
ity

 n
ot

 re
po

rt
ed

C
ar

e 
re

ci
pi

en
ts

A
ll 

ov
er

 1
8 

ye
ar

s

Pa
re

nt
s

Ch
ro

ni
c 

an
d 

tr
au

m
at

ic
 st

re
ss

: d
ue

 to
 o

ng
oi

ng
 w

or
ry

 a
nd

 re
pe

at
ed

 
w

itn
es

si
ng

 o
f s

el
f-

ha
rm

 a
nd

 n
ea

r d
ea

th
; f

ea
rf

ul
 re

sp
on

se
s 

to
 th

e 
ph

on
e 

rin
gi

ng
 a

t n
ig

ht
; e

m
ot

io
na

l s
tr

ai
n 

an
d 

ex
ha

us
tio

n 
th

ro
ug

h 
la

ck
 

of
 s

le
ep

, c
on

ce
rn

s 
ab

ou
t t

he
ir 

ow
n 

ph
ys

ic
al

 h
ea

lth
; f

in
di

ng
 tr

ea
tm

en
t 

ap
pr

oa
ch

es
 th

at
 d

is
co

ur
ag

e 
ho

sp
ita

l a
dm

is
si

on
 u

nh
el

pf
ul

 a
nd

 
in

cr
ea

si
ng

 b
ur

de
n 

of
 c

ar
e

Th
e 

re
sp

on
sib

ili
ty

 a
nd

 su
pp

or
t d

ile
m

m
a:

 T
or

n 
be

tw
ee

n 
w

an
tin

g 
to

 c
ar

e 
fo

r/
su

pp
or

t a
nd

 th
in

ki
ng

 th
ey

 s
ho

ul
d 

st
ep

 b
ac

k 
bu

t f
ea

rin
g 

th
e 

co
ns

eq
ue

nc
es

; i
nt

en
si

fie
d 

by
 m

ix
ed

 m
es

sa
ge

s 
fr

om
 p

ro
fe

ss
io

na
ls

; 
im

po
rt

an
ce

 o
f s

up
po

rt
 fr

om
 p

ro
fe

ss
io

na
ls

 a
nd

 fa
m

ily
 a

nd
 fr

ie
nd

s
Tr

yi
ng

 to
 m

ak
e 

se
ns

e 
of

 it
 a

ll:
 R

ef
le

ct
in

g 
on

 o
w

n 
liv

es
 a

nd
 p

ar
en

tin
g;

 lo
ok

in
g 

fo
r e

xp
la

na
tio

ns
Im

pa
ct

 o
f B

PD
 o

n 
th

e 
br

oa
de

r f
am

ily
: I

nt
en

si
fie

d 
m

ot
he

r–
da

ug
ht

er
 b

on
d 

in
 c

on
te

xt
 o

f a
ct

iv
e 

ca
rin

g;
 m

ix
ed

 fe
el

in
gs

 o
f l

ov
e 

an
d 

an
ge

r; 
st

ra
in

/
di

st
an

ce
 o

n 
co

up
le

 a
nd

 o
th

er
 a

du
lt 

ch
ild

re
n 

re
la

tio
ns

hi
ps

; d
iff

er
in

g 
vi

ew
s 

am
on

g 
fa

m
ily

 m
em

be
rs

 le
ad

in
g 

to
 te

ns
io

n 
an

d 
di

vi
si

on
M

en
ta

l h
ea

lth
 sy

st
em

 a
nd

 th
e 

fa
m

ily
: h

ea
lth

 p
ro

fe
ss

io
na

ls
 p

ro
vi

di
ng

 li
tt

le
 

su
pp

or
t t

o,
 b

ut
 re

ly
in

g 
on

, f
am

ily
; n

ot
 u

nd
er

st
an

di
ng

 re
la

tio
ns

hi
ps

 
be

tw
ee

n 
m

ul
tip

le
 s

er
vi

ce
s 

in
vo

lv
ed

 in
 p

at
ie

nt
's 

ca
re

; f
ac

ed
 w

ith
 

in
co

ns
is

te
nc

y/
co

nt
ra

di
ct

or
y 

ad
vi

ce
; d

is
lik

in
g 

la
ck

 o
f p

ro
fe

ss
io

na
l 

em
pa

th
y 

bu
t r

el
at

in
g 

to
 c

lin
ic

ia
n 

ex
pe

rie
nc

e;
 la

ck
 o

f i
nv

ol
ve

m
en

t 
in

 tr
ea

tm
en

t a
nd

 d
is

ch
ar

ge
 p

la
nn

in
g;

 n
ee

di
ng

 d
ia

lo
gu

e 
to

 p
ro

vi
de

 
kn

ow
le

dg
e/

un
de

rs
ta

nd
in

g/
su

pp
or

t f
or

 c
ar

in
g;

 u
nc

om
fo

rt
ab

le
 c

lin
ic

al
 

co
nt

ac
ts

; l
ac

k 
of

 c
ol

la
bo

ra
tio

n 
fr

om
 p

ro
fe

ss
io

na
ls

BP
D

, t
he

 fa
m

ily
 a

nd
 th

e 
br

oa
de

r s
ys

te
m

: b
ec

om
in

g 
ad

vo
ca

te
s;

 w
an

tin
g 

re
co

gn
iti

on
 o

f t
he

 c
ar

er
 b

ur
de

n;
 w

an
tin

g 
re

sp
ite

; f
ee

lin
g 

lik
e 

he
al

th
 

se
rv

ic
es

 re
ga

rd
ed

 th
em

 a
s 

‘o
ve

r-
an

xi
ou

s’;
 n

ot
 fe

el
in

g 
lis

te
ne

d 
to

 s
o 

ap
pr

oa
ch

in
g 

hi
gh

er
 a

ut
ho

rit
ie

s

TA
B

LE
 3

 
(C

on
tin

ue
d)

 13652648, 2024, 5, D
ow

nloaded from
 https://onlinelibrary.w

iley.com
/doi/10.1111/jan.15940 by Test, W

iley O
nline Library on [08/08/2024]. See the Term

s and C
onditions (https://onlinelibrary.w

iley.com
/term

s-and-conditions) on W
iley O

nline Library for rules of use; O
A

 articles are governed by the applicable C
reative C

om
m

ons License



    |  1701LASCELLES et al.

A
ut

ho
r/

ye
ar

/l
oc

at
io

n
Re

se
ar

ch
 a

im
 a

nd
 d

es
ig

n

Sa
m

pl
e 

si
ze

 (o
nl

y 
in

cl
ud

in
g 

ca
re

rs
 

or
 b

er
ea

ve
d 

pa
rt

ic
ip

an
ts

)
D

em
og

ra
ph

ic
s:

 C
ar

er
s (

ag
e/

se
x/

et
hn

ic
ity

) c
ar

e 
re

ci
pi

en
ts

 (a
ge

)

C
ar

eg
iv

er
 

re
la

tio
ns

hi
p 

to
 c

ar
e 

re
ci

pi
en

t
Su

m
m

ar
y 

of
 k

ey
 th

em
es

/f
in

di
ng

s

M
cL

au
gh

lin
 

et
 a

l. 
(2

01
4)

Ir
el

an
d

A
im

To
 in

ve
st

ig
at

e 
th

e 
ex

pe
rie

nc
es

 o
f 

ca
re

rs
 a

nd
 th

e 
im

pa
ct

 th
at

 th
e 

su
ic

id
al

 b
eh

av
io

ur
 o

f a
 fa

m
ily

 
m

em
be

r h
as

 o
n 

th
em

D
es

ig
n

Q
ua

lit
at

iv
e 

in
te

rv
ie

w
s

11
 c

ar
er

s
7 

be
re

av
ed

C
ar

er
s

14
 fe

m
al

e
4 

m
al

e
A

ge
 ra

ng
e 

25
–7

8 
ye

ar
s

Et
hn

ic
ity

 n
ot

 re
po

rt
ed

C
ar

e 
re

ci
pi

en
ts

A
ll 

no
t r

ep
or

te
d 

bu
t w

he
re

 
re

la
tio

ns
hi

ps
 a

re
 m

en
tio

ne
d 

in
 th

e 
te

xt
 a

nd
 fr

om
 

co
rr

es
po

nd
en

ce
 w

ith
 o

ne
 

au
th

or
 it

 w
as

 a
gr

ee
d 

th
at

 
ha

lf 
or

 m
or

e 
w

er
e 

lik
el

y 
to

 
ha

ve
 b

ee
n 

18
 ye

ar
s 

or
 o

ve
r

N
ot

 re
po

rt
ed

Fa
m

ily
 b

ur
de

n:
 ta

ki
ng

 re
sp

on
si

bi
lit

y 
fo

r t
he

 s
af

e 
ca

re
 o

f t
he

 fa
m

ily
 

m
em

be
r; 

th
e 

po
te

nt
ia

l f
or

 a
ct

ua
l s

ui
ci

de
 to

ok
 o

ve
r a

nd
 a

ff
ec

te
d 

th
e 

w
ho

le
 fa

m
ily

 a
cr

os
s 

a 
pe

rio
d 

of
 ti

m
e;

 im
pa

ct
 o

n 
ac

tiv
iti

es
 o

f l
iv

in
g 

an
d 

le
is

ur
e 

ac
tiv

iti
es

 fo
r p

ro
lo

ng
ed

 p
er

io
ds

; u
nr

el
en

tin
g 

bu
rd

en
 o

f w
or

ry
 

an
d 

ps
yc

ho
lo

gi
ca

l s
tr

es
s;

 n
eg

at
iv

e 
ef

fe
ct

 o
n 

ph
ys

ic
al

 a
nd

 e
m

ot
io

na
l 

he
al

th
 o

f f
am

ily
 m

em
be

rs
; o

ng
oi

ng
 h

yp
er

vi
gi

la
nc

e
Co

m
pe

tin
g 

pr
es

su
re

s: 
us

ua
l d

ai
ly

 s
tr

es
sf

ul
 li

fe
 is

su
es

 c
ar

ry
 o

n;
 fe

ar
 o

f w
ha

t 
w

ill
 b

e 
fo

un
d 

on
 a

rr
iv

al
 h

om
e;

 a
nx

ie
tie

s 
ov

er
 a

nd
 a

bo
ve

 d
ai

ly
 c

ho
re

s;
 

ef
fe

ct
 o

n 
pe

rs
on

al
 li

fe
, f

am
ily

 li
fe

, w
or

ki
ng

 li
fe

; b
al

an
ci

ng
 fa

m
ily

 a
nd

 
w

or
k 

re
sp

on
si

bi
lit

ie
s

Se
cr

ec
y 

an
d 

sh
am

e:
 p

re
ss

ur
e 

fr
om

 fa
m

ily
 m

em
be

r n
ot

 to
 s

pe
ak

 to
 o

th
er

s;
 

pe
rc

ei
ve

d 
st

ig
m

a;
 fe

el
in

gs
 o

f s
ha

m
e—

co
nc

er
ne

d 
ab

ou
t w

ha
t o

th
er

s 
th

ou
gh

t; 
fe

ig
ni

ng
 n

or
m

al
ity

; f
ee

lin
g 

pr
ev

en
te

d 
fr

om
 o

bt
ai

ni
ng

 
em

ot
io

na
l a

nd
 p

sy
ch

ol
og

ic
al

 s
up

po
rt

H
el

pl
es

sn
es

s a
nd

 g
ui

lt:
 h

el
pl

es
sn

es
s,

 p
ow

er
le

ss
 a

nd
 a

lie
na

tio
n;

 g
ui

lt 
du

e 
to

 
fe

el
in

g 
un

ab
le

 to
 h

el
p.

M
cL

au
gh

lin
 

et
 a

l.  
(2

01
6)

Ir
el

an
d

A
im

To
 e

xp
lo

re
 th

e 
su

pp
or

t n
ee

ds
 o

f 
vo

lu
nt

ar
y 

fa
m

ily
 c

ar
er

s 
of

 p
er

so
ns

 
at

 ri
sk

 o
f s

ui
ci

de
D

es
ig

n
Q

ua
lit

at
iv

e 
in

te
rv

ie
w

s

11
 c

ar
er

s
7 

be
re

av
ed

Sa
m

e 
sa

m
pl

e 
as

 a
bo

ve
N

ot
 re

po
rt

ed
Ca

re
rs

 u
nm

et
 n

ee
ds

: H
av

in
g 

pr
ac

tic
al

 s
up

po
rt

, r
es

pi
te

 a
nd

 a
dv

ic
e

Fe
el

in
g 

ac
kn

ow
le

dg
ed

 a
nd

 in
cl

ud
ed

H
av

in
g 

so
m

eo
ne

 to
 tu

rn
 to

 c
on

si
st

en
cy

 o
f s

up
po

rt

N
os

ek
 (2

00
8)

 U
SA

A
im

To
 in

ve
st

ig
at

e 
th

e 
ex

pe
rie

nc
es

 o
f 

fa
m

ili
es

 w
ho

 m
an

ag
e 

th
e 

ca
re

 o
f a

 
de

pr
es

se
d 

an
d 

su
ic

id
al

 in
di

vi
du

al
 

at
 h

om
e

D
es

ig
n

G
ro

un
de

d 
th

eo
ry

17
 c

ar
er

s
C

ar
er

s
Se

x 
no

t r
ep

or
te

d
A

ge
 n

ot
 re

po
rt

ed
—

al
l o

ve
r 

18
 ye

ar
s

Et
hn

ic
ity

 n
ot

 re
po

rt
ed

C
ar

e 
re

ci
pi

en
ts

A
ll 

ov
er

 1
8 

ye
ar

s

Pa
rt

ne
r 7

Pa
re

nt
 8

Si
bl

in
g 

1
A

du
lt 

da
ug

ht
er

 1

M
oo

d 
do

w
n 

du
e 

to
 lo

ve
d 

on
e'

s 
si

tu
at

io
n,

 c
on

st
an

t w
or

ry
, n

ot
 th

in
ki

ng
 

ab
ou

t t
he

 fu
tu

re
 b

ec
au

se
 it

 is
 to

o 
sa

d.
Th

eo
ry

:
Fr

om
 n

ot
 k

no
w

in
g 

to
 id

en
tif

yi
ng

 (s
ee

ki
ng

 in
fo

rm
at

io
n 

an
d 

le
ar

ni
ng

) t
o 

ga
in

in
g 

aw
ar

en
es

s (
pi

ec
in

g 
to

ge
th

er
 th

e 
in

fo
rm

at
io

n,
 re

co
gn

iz
in

g 
pa

tt
er

ns
, s

ee
ki

ng
 to

 u
nd

er
st

an
d 

tr
ig

ge
rs

, i
nc

re
as

ed
 v

ig
ila

nc
e)

 
to

 k
no

w
in

g 
an

d 
un

de
rs

ta
nd

in
g 

(k
no

w
in

g 
th

e 
si

gn
s,

 k
no

w
in

g 
th

e 
se

rio
us

ne
ss

, h
ow

 to
 m

an
ag

e 
th

e 
ill

ne
ss

, b
ei

ng
 a

bl
e 

to
 c

op
e 

w
ith

 th
e 

be
ha

vi
ou

r) 
to

 ta
ki

ng
 a

ct
io

n 
(ta

ki
ng

 s
te

ps
 to

 re
sp

on
d 

to
 th

e 
de

pr
es

se
d 

an
d 

su
ic

id
al

 lo
ve

d 
on

e,
 re

pe
at

ed
 a

tt
em

pt
s 

to
 fi

nd
 w

ha
t w

or
ks

, c
lo

se
 

m
on

ito
rin

g)
 to

 w
at

ch
in

g 
an

d 
w

ai
tin

g 
(a

lw
ay

s 
on

 th
ei

r m
in

ds
, c

he
ck

in
g 

ef
fe

ct
iv

en
es

s 
of

 a
ct

io
ns

, w
ai

tin
g 

fo
r s

ig
ns

 o
f i

m
pr

ov
em

en
t) 

to
 re

ac
hi

ng
 

lim
it 

(ru
nn

in
g 

ou
t o

f s
ym

pa
th

y,
 b

ei
ng

 p
ul

le
d 

ba
ck

 in
to

 th
e 

cy
cl

e)
 to

 
in

 c
as

es
 N

ot
 w

an
tin

g 
to

 k
no

w
 (n

ot
 ta

lk
in

g 
ab

ou
t i

t, 
ex

te
nd

ed
 fa

m
ily

 
m

em
be

rs
 n

ot
 ta

lk
in

g 
ab

ou
t i

t, 
be

co
m

in
g 

le
ss

 in
vo

lv
ed

)

TA
B

LE
 3

 
(C

on
tin

ue
d)

 13652648, 2024, 5, D
ow

nloaded from
 https://onlinelibrary.w

iley.com
/doi/10.1111/jan.15940 by Test, W

iley O
nline Library on [08/08/2024]. See the Term

s and C
onditions (https://onlinelibrary.w

iley.com
/term

s-and-conditions) on W
iley O

nline Library for rules of use; O
A

 articles are governed by the applicable C
reative C

om
m

ons License



1702  |    LASCELLES et al.

A
ut

ho
r/

ye
ar

/l
oc

at
io

n
Re

se
ar

ch
 a

im
 a

nd
 d

es
ig

n

Sa
m

pl
e 

si
ze

 (o
nl

y 
in

cl
ud

in
g 

ca
re

rs
 

or
 b

er
ea

ve
d 

pa
rt

ic
ip

an
ts

)
D

em
og

ra
ph

ic
s:

 C
ar

er
s (

ag
e/

se
x/

et
hn

ic
ity

) c
ar

e 
re

ci
pi

en
ts

 (a
ge

)

C
ar

eg
iv

er
 

re
la

tio
ns

hi
p 

to
 c

ar
e 

re
ci

pi
en

t
Su

m
m

ar
y 

of
 k

ey
 th

em
es

/f
in

di
ng

s

N
yg

aa
rd

 e
t a

l. 
(2

01
9)

D
en

m
ar

k
A

im
To

 e
xp

lo
re

 h
ow

 th
e 

pa
re

nt
s 

an
d 

th
ei

r 
re

la
tio

ns
hi

p 
w

ith
 th

ei
r p

ar
tn

er
 

or
 e

x-
pa

rt
ne

r w
er

e 
af

fe
ct

ed
 

fo
llo

w
in

g 
th

ei
r s

on
 o

r d
au

gh
te

r's
 

su
ic

id
e 

at
te

m
pt

 o
r s

er
io

us
 s

ui
ci

de
 

th
re

at
s.

D
es

ig
n

Q
ua

lit
at

iv
e 

in
te

rv
ie

w
s

19
 p

ar
en

ts
C

ar
er

s
12

 fe
m

al
e

7 
m

al
e

A
ge

 ra
ng

e 
42

–8
1 

ye
ar

s
Et

hn
ic

ity
 n

ot
 re

po
rt

ed
C

ar
e 

re
ci

pi
en

ts
A

t l
ea

st
 h

al
f w

er
e 

18
 ye

ar
s 

or
 

ov
er

 (r
an

ge
 1

4–
54

 ye
ar

s)

Pa
re

nt
s

Se
ns

e 
of

 so
lid

ar
ity

: m
in

im
iz

ed
 th

e 
fe

el
in

gs
 o

f i
so

la
tio

n,
 c

om
m

un
ic

at
io

n 
an

d 
ac

kn
ow

le
dg

em
en

t o
f e

ac
h 

ot
he

r's
 fe

el
in

gs
 a

nd
 w

ay
s 

of
 c

op
in

g
Ch

al
le

ng
es

 to
 th

e 
re

la
tio

ns
hi

p:
 v

er
y 

st
re

ss
fu

l, 
w

or
k 

ou
t, 

al
l o

th
er

 is
su

es
 a

nd
 

pl
an

s 
of

 le
ss

 im
po

rt
an

ce
 th

an
 c

hi
ld

's 
si

tu
at

io
n,

 m
or

e 
tim

e 
at

 h
om

e 
fo

r 
vi

gi
la

nc
e,

 a
ll 

en
er

gy
 o

n 
ca

rin
g 

w
hi

ls
t t

ry
in

g 
to

 h
ol

d 
on

 to
 e

ve
ry

da
y 

lif
e,

 li
tt

le
 o

r n
o 

tim
e 

fo
r e

ac
h 

ot
he

r a
s 

a 
co

up
le

, t
im

e 
to

ge
th

er
 n

ot
 

co
m

fo
rt

in
g 

or
 re

w
ar

di
ng

, d
iff

er
en

t r
ea

ct
io

ns
, d

ou
bt

 a
bo

ut
 h

ow
 to

 
su

pp
or

t t
he

ir 
of

fs
pr

in
g,

 n
ot

 a
lw

ay
s 

pe
rc

ei
vi

ng
 o

ff
sp

rin
g'

s 
ne

ed
 fo

r 
su

pp
or

t t
he

 s
am

e 
w

ay
.

Re
sp

on
di

ng
 to

 d
iff

er
en

t r
ea

ct
io

ns
 a

nd
 c

op
in

g 
st

ra
te

gi
es

: w
ay

s 
of

 c
op

in
g 

ba
se

d 
on

 tr
ad

iti
on

al
 s

te
re

ot
yp

ic
al

 g
en

de
r r

ol
es

—
m

ot
he

rs
 h

ad
 in

 d
ep

th
 

co
nv

er
sa

tio
ns

 w
ith

 o
ff

sp
rin

g 
an

d 
co

nt
ac

t w
ith

 p
ro

fe
ss

io
na

ls
, f

at
he

rs
 

di
d 

pr
ac

tic
al

 th
in

gs
, m

ot
he

rs
 n

ee
de

d 
to

 ta
lk

 e
xt

en
si

ve
ly

 a
bo

ut
 S

A
, 

fa
th

er
s 

tr
ie

d 
to

 u
nw

in
d 

by
 d

oi
ng

 th
in

gs
 o

n 
th

ei
r o

w
n,

 fr
us

tr
at

io
n 

ab
ou

t p
ar

tn
er

's 
co

pi
ng

 s
tr

at
eg

ie
s,

 o
ne

 p
ar

tn
er

 b
ei

ng
 th

e 
st

ro
ng

er
, 

st
ro

ng
er

 p
ar

tn
er

 a
lte

rn
at

in
g,

 c
on

fli
ct

 m
ea

ni
ng

 fi
nd

in
g 

ne
w

 w
ay

s 
of

 
m

an
ag

in
g 

th
e 

si
tu

at
io

n

Rh
ei

nb
er

ge
r 

et
 a

l . 
(2

02
1)

A
us

tr
al

ia

A
im

To
 u

nd
er

st
an

d 
th

e 
ex

pe
rie

nc
es

 
of

 h
el

p 
se

ek
er

s 
an

d 
su

pp
or

t 
pe

rs
on

s 
du

rin
g 

a 
su

ic
id

e 
re

la
te

d 
ED

 p
re

se
nt

at
io

n 
to

 id
en

tif
y 

fr
om

 
th

ei
r p

er
sp

ec
tiv

es
 w

ha
t w

or
ks

, 
w

ha
t d

oe
s 

no
t w

or
k 

an
d 

ar
ea

s 
fo

r 
im

pr
ov

em
en

t i
n 

th
e 

de
liv

er
y 

of
 

cr
is

is
 c

ar
e 

fo
r s

ui
ci

de
 in

 A
us

tr
al

ia
D

es
ig

n
Q

ua
lit

at
iv

e 
in

te
rv

ie
w

s 
w

ith
 g

ro
un

de
d 

th
eo

ry
 a

pp
ro

ac
h

16
 c

ar
er

s
C

ar
er

s
11

 fe
m

al
e

5 
m

al
e

A
ge

—
al

l o
ve

r 1
6 

ye
ar

s
Et

hn
ic

ity
 n

ot
 re

po
rt

ed
C

ar
e 

re
ci

pi
en

ts
A

ll 
ov

er
 1

6 
ye

ar
s

Pa
re

nt
 1

0
Pa

rt
ne

r 4
Fr

ie
nd

 1
O

th
er

 1

In
te

rp
er

so
na

l: 
Ro

ad
bl

oc
ks

—
ne

ga
tiv

e 
in

te
ra

ct
io

ns
 w

ith
 E

D
 s

ta
ff

, r
el

ia
nc

e 
on

 
ca

re
rs

 in
iti

at
iv

e 
to

 e
ns

ur
e 

ca
re

, p
at

ie
nt

 o
bs

tr
uc

tio
n 

of
 c

ar
e,

 d
is

ch
ar

ge
 

w
he

n 
ou

t o
f c

ris
is

, n
o 

su
pp

or
t f

or
 s

up
po

rt
 p

er
so

n
Pa

th
w

ay
s—

po
si

tiv
e 

in
te

ra
ct

io
ns

 w
ith

 E
D

 s
ta

ff
, s

up
po

rt
 p

er
so

n 
in

vo
lv

ed
 in

 
as

se
ss

m
en

ts
, p

re
se

nc
e 

of
 s

up
po

rt
 p

er
so

n 
in

 E
D

Sy
st

em
ic

: R
oa

db
lo

ck
s—

ch
ao

tic
 E

D
 e

nv
iro

nm
en

t, 
pr

io
rit

iz
at

io
n 

of
 p

hy
si

ca
l 

pr
es

en
ta

tio
n,

 lo
ng

 w
ai

tin
g 

tim
es

, u
nd

er
st

af
fin

g 
in

 E
D

, p
oo

r a
cc

es
s 

to
 

m
en

ta
l h

ea
lth

 s
ta

ff
 in

 E
D

, t
ra

ns
ac

tio
na

l m
en

ta
l h

ea
lth

 a
ss

es
sm

en
ts

, 
in

ad
eq

ua
te

 d
is

ch
ar

ge
 p

la
ns

Pa
th

w
ay

s—
de

ta
ile

d 
m

en
ta

l h
ea

lth
 a

ss
es

sm
en

ts
, a

cc
es

s 
to

 m
en

ta
l h

ea
lth

 
st

af
f, 

in
vo

lv
em

en
t i

n 
di

sc
ha

rg
e 

de
ci

si
on

s

TA
B

LE
 3

 
(C

on
tin

ue
d)

 13652648, 2024, 5, D
ow

nloaded from
 https://onlinelibrary.w

iley.com
/doi/10.1111/jan.15940 by Test, W

iley O
nline Library on [08/08/2024]. See the Term

s and C
onditions (https://onlinelibrary.w

iley.com
/term

s-and-conditions) on W
iley O

nline Library for rules of use; O
A

 articles are governed by the applicable C
reative C

om
m

ons License



    |  1703LASCELLES et al.

A
ut

ho
r/

ye
ar

/l
oc

at
io

n
Re

se
ar

ch
 a

im
 a

nd
 d

es
ig

n

Sa
m

pl
e 

si
ze

 (o
nl

y 
in

cl
ud

in
g 

ca
re

rs
 

or
 b

er
ea

ve
d 

pa
rt

ic
ip

an
ts

)
D

em
og

ra
ph

ic
s:

 C
ar

er
s (

ag
e/

se
x/

et
hn

ic
ity

) c
ar

e 
re

ci
pi

en
ts

 (a
ge

)

C
ar

eg
iv

er
 

re
la

tio
ns

hi
p 

to
 c

ar
e 

re
ci

pi
en

t
Su

m
m

ar
y 

of
 k

ey
 th

em
es

/f
in

di
ng

s

Se
lli

n 
et

 a
l. 

(2
01

7)
Sw

ed
en

A
im

To
 d

es
cr

ib
e 

th
e 

ph
en

om
en

on
 o

f 
pa

rt
ic

ip
at

io
n 

as
 e

xp
er

ie
nc

ed
 

by
 re

la
tiv

es
 o

f p
er

so
ns

 w
ho

 a
re

 
su

bj
ec

t t
o 

in
pa

tie
nt

 p
sy

ch
ia

tr
ic

 
ca

re
 d

ue
 to

 a
 ri

sk
 o

f s
ui

ci
de

.
D

es
ig

n
Re

fle
ct

iv
e 

lif
ew

or
ld

.

8 
ca

re
rs

C
ar

er
s

5 
fe

m
al

e
3 

m
al

e
A

ge
 ra

ng
e 

30
–8

0 
ye

ar
s

Et
hn

ic
ity

 n
ot

 re
po

rt
ed

C
ar

e 
re

ci
pi

en
ts

A
ll 

ov
er

 1
8 

ye
ar

s

C
lo

se
 re

la
tiv

es
Pa

rt
ic

ip
at

io
n 

as
 e

xp
er

ie
nc

ed
 b

y 
re

la
tiv

es
 o

f p
er

so
ns

 w
ho

 a
re

 s
ub

je
ct

 to
 

in
pa

tie
nt

 c
ar

e 
du

e 
to

 a
 ri

sk
 o

f s
ui

ci
de

 m
ea

ns
 ‘b

ei
ng

 a
ct

iv
el

y 
in

vo
lv

ed
 in

 
th

e 
pr

oc
es

s i
n 

w
hi

ch
 th

e 
pe

rs
on

 re
ga

in
s t

he
ir 

de
sir

e 
to

 li
ve

’
St

ru
gg

lin
g 

fo
r b

ei
ng

 a
bl

e 
to

 b
e 

pr
es

en
t f

or
 th

e 
pe

rs
on

 a
t r

isk
 o

f s
ui

ci
de

: b
ei

ng
 

pr
es

en
t a

s 
a 

he
lp

fu
l r

es
ou

rc
e;

 c
re

at
in

g 
a 

sp
ac

e 
fo

r c
on

ne
ct

ed
ne

ss
; 

ris
k 

of
 lo

si
ng

 th
e 

pe
rs

on
 c

an
 in

vo
lv

e 
do

ub
t a

bo
ut

 o
ne

s' 
ab

ili
ty

 
to

 c
on

tr
ib

ut
e 

in
 a

 m
ea

ni
ng

fu
l w

ay
; l

ac
ki

ng
 k

no
w

le
dg

e 
ab

ou
t t

he
 

si
tu

at
io

n;
 fa

ci
lit

at
ed

 w
he

n 
pr

of
es

si
on

al
 c

ar
eg

iv
er

s 
in

vi
te

 re
la

tiv
es

 to
 

be
 in

cl
ud

ed
; d

ou
bt

 a
nd

 q
ue

st
io

ni
ng

 a
re

 b
al

an
ce

d 
by

 e
xp

er
ie

nc
es

 o
f 

co
nn

ec
te

dn
es

s
Be

in
g 

ab
le

 to
 sh

ar
e 

ev
er

yd
ay

 li
fe

: r
el

at
iv

es
 s

ea
rc

h 
fo

r c
on

ta
ct

 w
ith

 th
e 

pe
rs

on
 a

t r
is

k 
of

 s
ui

ci
de

 a
s 

a 
w

ay
 o

f b
ei

ng
 a

bl
e 

to
 p

ar
tic

ip
an

t i
n 

w
ha

t i
s 

go
in

g 
on

; i
nc

lu
de

s 
a 

ne
ed

 fo
r r

ec
ip

ro
ca

l c
om

m
un

ic
at

io
n 

w
ith

 
pr

of
es

si
on

al
 c

ar
eg

iv
er

s;
 p

ar
tic

ip
at

io
n 

is
 ra

th
er

 a
bo

ut
 s

up
po

rt
in

g 
yo

ur
 fa

m
ily

 m
em

be
r r

at
he

r t
ha

n 
jo

in
in

g 
fo

rc
es

 w
ith

 th
e 

pr
of

es
si

on
al

 
ca

re
gi

ve
rs

; p
ow

er
le

ss
 is

 e
vo

ke
d 

w
he

n 
it 

is
 n

ot
 p

os
si

bl
e 

to
 g

et
 c

on
ta

ct
 

w
ith

 p
ro

fe
ss

io
na

l c
ar

eg
iv

er
s;

 d
ea

lin
g 

w
ith

 u
nc

er
ta

in
ty

 c
on

ce
rn

in
g 

w
ha

t t
he

 p
er

so
ns

 w
is

he
s 

an
d 

ne
ed

s 
ar

e;
 h

ol
di

ng
 b

ac
k 

on
e'

s 
ow

n 
ne

ed
s 

an
d 

ad
ju

st
in

g 
to

 th
e 

ot
he

r; 
m

ai
nt

ai
ni

ng
 c

on
ta

ct
 w

he
n 

th
e 

pe
rs

on
 is

 
em

ot
io

na
lly

 d
is

ta
nt

.
N

ur
tu

rin
g 

so
ur

ce
s f

or
 v

ita
lit

y:
 d

ea
lin

g 
w

ith
 o

ne
's 

aw
ar

en
es

s 
of

 th
e 

ris
k 

of
 lo

si
ng

 th
e 

lo
ve

d 
pe

rs
on

; h
ol

di
ng

 o
n 

to
 p

os
si

bi
lit

ie
s 

of
 li

fe
 w

hi
le

 
si

m
ul

ta
ne

ou
sl

y 
ag

on
iz

in
g 

ov
er

 th
e 

ris
k 

of
 lo

si
ng

 th
e 

lo
ve

d 
pe

rs
on

; 
nu

rt
ur

in
g 

an
d 

ca
rin

g 
pr

es
en

ce

Su
n 

an
d 

Lo
ng

 (2
00

8)
Ta

iw
an

A
im

To
 e

xp
lo

re
 fa

m
ily

 c
ar

er
s 

an
d 

su
ic

id
al

 
ex

-p
at

ie
nt

s 
pe

rs
pe

ct
iv

es
 o

f 
ca

rin
g 

fo
r s

om
eo

ne
 a

ft
er

 a
 s

ui
ci

de
 

at
te

m
pt

D
es

ig
n

G
ro

un
de

d 
th

eo
ry

15
 c

ar
er

s
C

ar
er

s
9 

m
en

6 
w

om
en

M
ea

n 
ag

e 
50

 ye
ar

s
Et

hn
ic

ity
 n

ot
 re

po
rt

ed
C

ar
e 

re
ci

pi
en

ts
M

ea
n 

ag
e 

40
 ye

ar
s

Pa
rt

ne
r 6

Pa
re

nt
 4

Si
bl

in
gs

 3
A

du
lt 

ch
ild

re
n 

2

O
n 

gu
ar

d 
da

y 
an

d 
ni

gh
t—

ob
se

rv
at

io
n 

an
d 

sa
fe

ty
M

ai
nt

ai
ni

ng
 a

ct
iv

iti
es

 o
f d

ai
ly

 li
vi

ng
—

ph
ys

ic
al

 c
ar

e,
 p

ro
vi

di
ng

 tr
ea

tm
en

t, 
ar

ra
ng

in
g 

ac
tiv

iti
es

Cr
ea

tin
g 

a 
nu

rt
ur

in
g 

en
vi

ro
nm

en
t—

ca
rin

g 
an

d 
su

pp
or

t, 
fo

st
er

in
g 

tr
an

qu
ill

ity
, r

e-
aw

ak
en

in
g 

ho
pe

Ef
fe

ct
s o

f c
ar

in
g—

su
pp

or
t s

ys
te

m
s,

 fa
m

ili
es

 c
op

in
g 

st
ra

te
gi

es
Ba

rr
ie

rs
 to

 c
ar

in
g—

la
ck

 o
f s

up
po

rt
 s

ys
te

m
s,

 c
ar

in
g 

di
ff

ic
ul

tie
s,

 fa
m

ili
es

 
ca

rin
g 

ab
ili

ty
 p

ro
bl

em
s

Fa
m

ily
 e

nv
iro

nm
en

t a
nd

 C
hi

ne
se

 c
ul

tu
re

—
th

e 
fa

m
ily

 s
et

tin
g,

 re
la

tio
ns

hi
p 

an
d 

m
oo

d,
 s

tig
m

a,
 fo

lk
 th

er
ap

y
Im

pe
nd

in
g 

bu
rn

ou
t—

re
cu

rr
en

t s
ui

ci
da

l t
ho

ug
ht

s 
an

d 
at

te
m

pt
s

TA
B

LE
 3

 
(C

on
tin

ue
d)

 13652648, 2024, 5, D
ow

nloaded from
 https://onlinelibrary.w

iley.com
/doi/10.1111/jan.15940 by Test, W

iley O
nline Library on [08/08/2024]. See the Term

s and C
onditions (https://onlinelibrary.w

iley.com
/term

s-and-conditions) on W
iley O

nline Library for rules of use; O
A

 articles are governed by the applicable C
reative C

om
m

ons License



1704  |    LASCELLES et al.

A
ut

ho
r/

ye
ar

/l
oc

at
io

n
Re

se
ar

ch
 a

im
 a

nd
 d

es
ig

n

Sa
m

pl
e 

si
ze

 (o
nl

y 
in

cl
ud

in
g 

ca
re

rs
 

or
 b

er
ea

ve
d 

pa
rt

ic
ip

an
ts

)
D

em
og

ra
ph

ic
s:

 C
ar

er
s (

ag
e/

se
x/

et
hn

ic
ity

) c
ar

e 
re

ci
pi

en
ts

 (a
ge

)

C
ar

eg
iv

er
 

re
la

tio
ns

hi
p 

to
 c

ar
e 

re
ci

pi
en

t
Su

m
m

ar
y 

of
 k

ey
 th

em
es

/f
in

di
ng

s

Sp
ill

an
e 

et
 a

l. 
(2

02
0)

Ir
el

an
d

A
im

To
 e

xp
lo

re
 th

e 
ov

er
al

l i
m

pa
ct

 o
f a

 
fa

m
ily

 m
em

be
r's

 h
ig

h 
ris

k 
se

lf-
ha

rm
, i

n 
te

rm
s 

of
 p

sy
ch

ol
og

ic
al

, 
ph

ys
ic

al
 a

nd
 p

sy
ch

os
om

at
ic

 
co

ns
eq

ue
nc

es
.

D
es

ig
n

In
te

rp
re

ta
tiv

e 
Ph

en
om

en
ol

og
ic

al
 

A
na

ly
si

s

9 
ca

re
rs

C
ar

er
s

6 
fe

m
al

e
3 

m
al

e
M

ea
n 

ag
e 

44
 ye

ar
s 

(ra
ng

e 
33

–6
1)

Et
hn

ic
ity

 n
ot

 re
po

rt
ed

C
ar

e 
re

ci
pi

en
ts

A
ge

 n
ot

 re
po

rt
ed

 b
ut

 c
ar

er
 

re
la

tio
ns

hi
ps

 to
 c

ar
e 

re
ci

pi
en

t s
ug

ge
st

 a
t l

ea
st

 
ha

lf 
ar

e 
18

 ye
ar

s 
or

 o
ve

r

Pa
rt

ne
r 3

Si
bl

in
g 

3
Pa

re
nt

 2
Fi

en
d 

1

Im
pl

ic
at

io
ns

 fo
r h

ea
lth

 a
nd

 w
el

lb
ei

ng
:

Ph
ys

ic
al

 a
nd

 p
sy

ch
os

om
at

ic
 re

sp
on

se
s—

sh
oc

k,
 b

re
at

hi
ng

, h
ea

rt
 ra

te
, 

na
us

ea
. S

us
ce

pt
ib

ili
ty

 to
 p

hy
si

ca
l i

lln
es

s.
 W

or
se

 fo
r t

ho
se

 w
ho

 h
ad

 
ex

pe
rie

nc
ed

 m
ul

tip
le

 h
ig

h-
ris

k 
se

lf-
ha

rm
 a

ct
s.

 C
ha

ng
es

 in
 li

fe
st

yl
e 

be
ha

vi
ou

rs
. S

le
ep

.
Ps

yc
ho

lo
gi

ca
l r

es
po

ns
es

—
pa

ni
c,

 s
ho

ck
, n

um
bn

es
s,

 d
is

be
lie

f, 
fe

ar
, a

nx
ie

ty
. 

A
ut

op
ilo

t, 
co

nt
ro

lle
d 

pa
ni

c,
 s

hu
td

ow
n 

m
od

e,
 s

ta
te

 o
f h

ig
h 

al
er

t. 
Lo

w
 s

el
f-

es
te

em
, d

ep
re

ss
io

n,
 p

an
ic

 a
tt

ac
ks

 in
 lo

ng
er

 te
rm

. M
or

e 
pr

on
ou

nc
ed

 p
sy

ch
ol

og
ic

al
 im

pa
ct

 a
m

on
g 

pa
rt

ic
ip

an
ts

 re
sp

on
di

ng
 to

 
m

ul
tip

le
 a

ct
s 

of
 h

ig
h-

ris
k 

se
lf-

ha
rm

—
re

du
ce

d 
co

nf
id

en
ce

, s
el

f-
es

te
em

, 
sh

am
e,

 re
je

ct
io

n,
 is

ol
at

io
n.

Pr
oc

es
s o

f m
ea

ni
ng

 m
ak

in
g—

in
cr

ea
se

d 
un

de
rs

ta
nd

in
g 

of
 m

en
ta

l i
lln

es
s,

 
ga

in
in

g 
co

nt
ro

l o
f t

he
 u

nc
on

tr
ol

la
bl

e
Fe

el
in

gs
 o

f r
es

po
ns

ib
ili

ty
—

C
ar

in
g 

fo
r t

he
 s

el
f-

ha
rm

 p
at

ie
nt

, c
ar

e 
fo

r s
el

f
C

ar
in

g 
fo

r s
el

f t
o 

ca
re

 fo
r o

th
er

s
Ch

al
le

ng
es

 w
ith

 su
pp

or
t n

et
w

or
k—

Fo
rm

al
 a

ft
er

ca
re

 fo
llo

w
in

g 
se

lf-
ha

rm
, 

in
fo

rm
al

 a
ft

er
ca

re
 fo

llo
w

in
g 

se
lf-

ha
rm

Ta
ls

et
h 

et
 a

l. 
(2

00
1)

N
or

w
ay

A
im

To
 il

lu
m

in
at

e 
th

e 
m

ea
ni

ng
 o

f r
el

at
iv

es
 

liv
ed

 e
xp

er
ie

nc
es

 o
f b

ei
ng

 m
et

 
by

 m
en

ta
l h

ea
lth

 c
ar

e 
pe

rs
on

ne
l 

du
rin

g 
th

e 
ca

re
 o

f t
he

ir 
fa

m
ily

 
m

em
be

r a
t r

is
k 

of
 s

ui
ci

de
D

es
ig

n
Ph

en
om

en
ol

og
ic

al
 H

er
m

en
eu

tic
 

m
et

ho
d,

 N
ar

ra
tiv

e 
in

qu
iry

15
 re

la
tiv

es
C

ar
er

s
8 

Fe
m

al
e

7 
m

al
e

A
ge

—
al

l o
ve

r 1
8 

ye
ar

s
Et

hn
ic

ity
 n

ot
 re

po
rt

ed
C

ar
e 

re
ci

pi
en

ts
A

ll 
ov

er
 1

8 
ye

ar
s

N
ot

 re
po

rt
ed

H
el

pl
es

s a
nd

 p
ow

er
le

ss
:

N
ot

 k
no

w
in

g 
w

ha
t t

o 
do

 to
 m

ee
t t

he
 n

ee
ds

 o
f a

 p
er

so
n 

at
 ri

sk
 o

f s
ui

ci
de

In
 re

sp
on

se
 to

 p
er

so
nn

el
 a

nd
 th

e 
he

al
th

ca
re

 s
ys

te
m

—
no

t b
ei

ng
 li

st
en

ed
 

to
, c

on
ne

ct
ed

 w
ith

 o
r s

up
po

rt
ed

, d
ea

lin
g 

w
ith

 o
ng

oi
ng

 s
ui

ci
da

lit
y

Be
in

g 
m

et
 (N

or
w

eg
ia

n 
co

nt
ex

t—
co

m
m

on
ly

 u
se

d 
ph

ra
se

 re
fe

rr
in

g 
to

 
ac

kn
ow

le
dg

in
g 

an
d 

no
tic

in
g 

an
ot

he
r h

um
an

 b
ei

ng
 w

hi
le

 e
ng

ag
in

g 
in

 
di

al
og

ue
 th

at
 is

, b
ei

ng
 a

w
ar

e 
of

 th
e 

ne
ed

s o
f t

he
 o

th
er

):
Be

in
g 

se
en

 a
s 

a 
hu

m
an

 b
ei

ng
Pa

rt
ic

ip
at

in
g 

in
 I-

Th
ou

 re
la

tio
ns

hi
p 

w
ith

 p
er

so
nn

el
Tr

us
tin

g 
pe

rs
on

ne
l, 

tr
ea

tm
en

t a
nd

 c
ar

e,
 fe

el
in

g 
tr

us
te

d 
by

 p
er

so
nn

el
, 

be
in

g 
co

ns
ol

ed
, e

nt
er

in
g 

in
to

 h
op

e

Va
nd

ew
al

le
 

et
 a

l. 
(2

02
1)

Be
lg

ui
m

A
im

To
 d

ev
el

op
 a

n 
un

de
rs

ta
nd

in
g 

of
 

fa
m

ily
 m

em
be

rs
 e

xp
ec

ta
tio

ns
 

of
 c

ar
e 

an
d 

tr
ea

tm
en

t f
or

 th
ei

r 
re

la
tiv

e
D

es
ig

n
Q

ua
lit

at
iv

e 
st

ud
y 

ba
se

d 
on

 g
ro

un
de

d 
th

eo
ry

14
 c

ar
er

s
C

ar
er

s
10

 fe
m

al
e

4 
m

al
e

M
ea

n 
ag

e 
42

 ye
ar

s 
(ra

ng
e 

23
–6

6)
Et

hn
ic

ity
 n

ot
 re

po
rt

ed
C

ar
e 

re
ci

pi
en

ts
A

ll 
ov

er
 1

8 
ye

ar
s

Pa
rt

ne
r 5

Pa
re

nt
 3

A
du

lt 
ch

ild
 3

Si
bl

in
g 

3

St
ru

gg
lin

g 
to

 re
m

ai
n 

ho
pe

fu
l w

hi
le

 lo
ok

in
g 

th
ro

ug
h 

th
e 

le
ns

 o
f u

nc
er

ta
in

ty
:

A
ss

um
in

g 
sa

fe
ty

 a
s 

a 
pr

io
rit

y
Lo

ok
in

g 
fo

r a
 h

ea
lin

g 
ap

pr
oa

ch
 a

nd
 e

nv
iro

nm
en

t
C

ou
nt

in
g 

on
 c

on
tin

ui
ty

 o
f c

ar
e

W
an

tin
g 

to
 b

e 
lo

ve
d 

an
d 

su
pp

or
te

d

TA
B

LE
 3

 
(C

on
tin

ue
d)

 13652648, 2024, 5, D
ow

nloaded from
 https://onlinelibrary.w

iley.com
/doi/10.1111/jan.15940 by Test, W

iley O
nline Library on [08/08/2024]. See the Term

s and C
onditions (https://onlinelibrary.w

iley.com
/term

s-and-conditions) on W
iley O

nline Library for rules of use; O
A

 articles are governed by the applicable C
reative C

om
m

ons License



    |  1705LASCELLES et al.

A
ut

ho
r/

ye
ar

/l
oc

at
io

n
Re

se
ar

ch
 a

im
 a

nd
 d

es
ig

n

Sa
m

pl
e 

si
ze

 (o
nl

y 
in

cl
ud

in
g 

ca
re

rs
 

or
 b

er
ea

ve
d 

pa
rt

ic
ip

an
ts

)
D

em
og

ra
ph

ic
s:

 C
ar

er
s (

ag
e/

se
x/

et
hn

ic
ity

) c
ar

e 
re

ci
pi

en
ts

 (a
ge

)

C
ar

eg
iv

er
 

re
la

tio
ns

hi
p 

to
 c

ar
e 

re
ci

pi
en

t
Su

m
m

ar
y 

of
 k

ey
 th

em
es

/f
in

di
ng

s

W
an

d 
et

 a
l . 

(2
01

8)
A

us
tr

al
ia

A
im

To
 e

xp
lo

re
 th

e 
pe

rs
pe

ct
iv

es
 o

f 
re

la
tiv

es
/f

rie
nd

s 
of

 o
ld

er
 p

eo
pl

e 
w

ho
 h

ad
 s

el
f-

ha
rm

ed
 re

ga
rd

in
g 

th
e 

re
as

on
s 

fo
r a

nd
 p

ot
en

tia
l 

in
te

rv
en

tio
ns

, a
nd

 th
e 

ef
fe

ct
s 

on
 th

e 
re

la
tiv

es
/f

rie
nd

s 
of

 th
e 

se
lf-

ha
rm

D
es

ig
n

Q
ua

lit
at

iv
e 

in
te

rv
ie

w
s

32
 c

ar
er

s
C

ar
er

s
17

 fe
m

al
e 

(5
3.

1%
)

15
 m

al
e 

(4
6.

9%
)

A
ge

—
al

l o
ve

r 1
8 

ye
ar

s
Et

hn
ic

ity
 n

ot
 re

po
rt

ed
C

ar
e 

re
ci

pi
en

ts
M

ea
n 

ag
e 

86
.5

 ye
ar

s 
(ra

ng
e 

80
–1

02
 ye

ar
s)

A
du

lt 
ch

ild
 2

4 
(7

5%
)

Sp
ou

se
 5

 (1
5.

6%
)

Si
bl

in
g 

1 
(3

%
)

G
ra

nd
ch

ild
 1

 (3
%

)
Fr

ie
nd

 1
 (3

%
)

Re
as

on
s f

or
 se

lf-
ha

rm
Th

ey
 c

an
no

t c
om

m
un

ic
at

e 
(c

om
m

un
ic

at
io

n 
di

ff
ic

ul
tie

s 
an

d 
di

ff
ic

ul
ty

 
ex

pr
es

si
ng

 e
m

ot
io

n)
Su

ic
id

e 
an

d 
se

cr
et

s
In

va
lid

at
io

n 
by

 c
ar

er
s

Ex
pe

rie
nc

es
A

ng
er

G
ui

lt 
an

d 
se

lf-
bl

am
e

It 
m

ad
e 

us
 il

l
Ig

no
rin

g 
se

lf-
ha

rm
Sh

ar
ed

 s
ha

m
e 

an
d 

st
ig

m
a

C
lin

ic
ia

ns
 d

is
m

is
si

ng
 th

e 
ca

re
r

Re
lie

f a
nd

 s
up

po
rt

 w
he

n 
pa

tie
nt

 re
ce

iv
ed

 g
oo

d 
ca

re
So

lu
tio

ns
M

or
e 

pr
ac

tic
al

 s
up

po
rt

 a
nd

 s
tr

uc
tu

re
Im

pr
ov

in
g 

co
m

m
un

ic
at

io
n

Re
m

ov
in

g 
m

ea
ns

 o
f s

el
f-

ha
rm

A
dv

an
ce

d 
ca

re
 d

ire
ct

iv
es

W
ay

la
nd

 e
t a

l. 
(2

02
1)

A
us

tr
al

ia
A

im
To

 u
nd

er
st

an
d 

ho
w

 c
ar

er
s 

ex
pl

ai
n 

th
ei

r e
xp

er
ie

nc
es

 o
f c

ar
in

g 
ro

le
s 

an
d 

re
sp

on
si

bi
lit

ie
s 

an
d 

ho
w

 th
ey

 
na

vi
ga

te
 h

ea
lth

 s
ys

te
m

s 
w

hi
le

 
un

de
rt

ak
in

g 
th

es
e 

ro
le

s
D

es
ig

n
N

ar
ra

tiv
e 

in
qu

iry

25
 c

ar
er

s
7 

be
re

av
ed

C
ar

er
s

Fe
m

al
e 

24
 (7

5%
)

M
al

e 
8 

(2
5%

)
A

ge
—

al
l o

ve
r 1

8 
ye

ar
s

2 
A

bo
rig

in
al

 T
or

re
s 

St
ra

it 
Is

la
nd

er
 (6

%
)

C
ar

e 
re

ci
pi

en
ts

A
ge

 n
ot

 re
po

rt
ed

 b
ut

 c
ar

er
 

re
la

tio
ns

hi
ps

 to
 c

ar
e 

re
ci

pi
en

t s
ug

ge
st

 a
t l

ea
st

 
ha

lf 
ar

e 
18

 ye
ar

s 
or

 o
ve

r

13
 C

hi
ld

 (4
1%

) 6
 

Pa
rt

ne
r (

19
%

)
4 

Fr
ie

nd
 (1

2%
)

4 
Pa

re
nt

 (1
2%

)
4 

ex
te

nd
ed

 fa
m

ily
 

(1
2%

)
1 

si
bl

in
g 

(4
%

)

Li
vi

ng
 e

xp
er

ie
nc

es
:

Pr
ac

tic
al

 ro
le

s—
ps

eu
do

 c
ar

e 
m

an
ag

em
en

t, 
fin

an
ci

al
 s

up
po

rt
 tr

av
el

/
tr

an
sp

or
t a

ss
is

ta
nc

e,
 k

ee
pi

ng
 th

em
 s

af
e,

 e
m

ot
io

na
l s

up
po

rt
La

ck
 o

f a
gr

ee
d 

ro
le

—
la

ck
 o

f s
pe

ci
fic

 c
on

ve
rs

at
io

ns
, a

ss
um

pt
io

ns
 a

bo
ut

 
st

ep
pi

ng
 in

to
 c

ar
in

g 
ro

le
, l

ac
k 

of
 re

qu
is

ite
 s

ki
lls

H
yp

er
vi

gi
la

nc
e—

po
st

 d
is

ch
ar

ge
 s

ui
ci

de
 w

at
ch

, m
os

t p
ar

tic
ip

an
ts

 re
po

rt
ed

 
m

ul
tip

le
 a

tt
em

pt
s 

of
 c

ar
e 

re
ci

pi
en

t, 
m

an
ag

in
g 

hy
pe

rv
ig

ila
nc

e 
w

ith
ou

t 
im

pa
ct

in
g 

re
la

tio
ns

hi
p,

 s
tr

ai
n 

of
 o

ng
oi

ng
 h

yp
er

vi
gi

la
nc

e,
 m

or
ph

in
g 

in
to

 th
e 

ro
le

 o
f a

dv
oc

at
e

Th
e 

de
lic

at
e 

ba
la

nc
in

g 
of

 th
e 

re
la

tio
ns

hi
p—

em
ot

io
na

l i
m

pl
ic

at
io

ns
 o

f 
m

ak
in

g 
pr

ac
tic

al
 d

ec
is

io
ns

 a
bo

ut
 h

ow
 to

 re
sp

on
d 

to
 p

er
so

na
l s

af
et

y,
 

re
fr

am
in

g 
re

la
tio

ns
hi

ps
, n

o 
sa

fe
ty

 n
et

 fo
r c

ar
er

s
Th

e 
hu

m
an

 a
pp

ro
ac

h 
to

 su
pp

or
tiv

e 
in

te
rv

en
tio

n:
 n

av
ig

at
in

g 
th

e 
he

al
th

 
sy

st
em

, l
itt

le
 p

re
pa

ra
tio

n 
fo

r t
he

 e
m

ot
io

na
l s

ta
te

 th
at

 a
cc

om
pa

ni
es

 
th

e 
re

sp
on

si
bi

lit
y

Po
st

 d
isc

ha
rg

e 
as

 a
 to

uc
hp

oi
nt

 fo
r c

ar
er

 d
ist

re
ss

—
no

t b
ei

ng
 in

vo
lv

ed
 in

 
di

sc
ha

rg
e 

de
ci

si
on

 m
ak

in
g,

 la
ck

 o
f c

ol
la

bo
ra

tio
n 

in
 d

is
cu

ss
io

ns
 

re
ga

rd
in

g 
ris

k,
 u

nc
er

ta
in

ty
 in

 ti
m

e 
be

tw
ee

n 
di

sc
ha

rg
e 

an
d 

fo
llo

w
 

up
 a

pp
oi

nt
m

en
ts

, r
is

k 
as

se
ss

m
en

t t
oo

ls
 in

 h
os

pi
ta

ls
 d

id
 n

ot
 p

ro
vi

de
 

ac
cu

ra
te

 re
fle

ct
io

n 
on

 ri
sk

 a
t h

om
e,

 n
ee

d 
fo

r i
nf

or
m

at
io

n,
 fi

gh
tin

g 
th

e 
sy

st
em

 in
 a

dv
oc

at
in

g
W

ha
t h

el
pe

d 
an

d 
w

ha
t d

id
 n

ot
 h

el
p—

ki
nd

ne
ss

, w
an

tin
g 

to
 b

e 
as

ke
d 

if 
th

ey
 

w
er

e 
eq

ui
pp

ed
 to

 m
an

ag
e 

su
ic

id
e 

w
at

ch
, n

ot
 to

 b
e 

vi
ew

ed
 a

s 
a 

si
de

-
lin

e 
ac

t b
ut

 a
 m

ai
n 

ev
en

t, 
se

ek
in

g 
ow

n 
th

er
ap

eu
tic

 s
up

po
rt

, h
av

in
g 

a 
co

lla
bo

ra
tiv

e 
re

la
tio

ns
hi

p 
w

ith
 s

er
vi

ce
s,

 ro
le

 b
ei

ng
 re

co
gn

iz
ed

TA
B

LE
 3

 
(C

on
tin

ue
d)

 13652648, 2024, 5, D
ow

nloaded from
 https://onlinelibrary.w

iley.com
/doi/10.1111/jan.15940 by Test, W

iley O
nline Library on [08/08/2024]. See the Term

s and C
onditions (https://onlinelibrary.w

iley.com
/term

s-and-conditions) on W
iley O

nline Library for rules of use; O
A

 articles are governed by the applicable C
reative C

om
m

ons License



1706  |    LASCELLES et al.

moderate to low quality, two were high quality and three were 
judged to be of low quality. Stronger studies were those which 
used validated measures and used probability sampling, and 
weaker studies were those which involved self-selected samples, 
used non validated questionnaires and/or had not addressed non-
response bias.

Qualitative studies were mainly moderate (15/17) with two being 
assessed as high quality. Some studies gave limited detail of the sam-
ple. High quality papers reported coherent methodologies, attended 
to researcher reflexivity and presented robust ethical procedures.

3.3  |  Themes

Five key themes and 20 subthemes reflecting carers experiences and 
needs were derived from the thematic synthesis (Figure 2): transi-
tions; living with fear and uncertainty; changing relationships; inter-
face with healthcare professionals and services; and what carers need 

and want. The themes are interrelated, as depicted by the black arrows 
in Figure 2, reflecting the simultaneous intrapersonal, interpersonal, 
external and systemic factors that influence the caregiver experience. 
For example, the transition into the caregiver role was both influenced 
by and influenced interface with healthcare services, and led on to 
living with fear and uncertainty and changing relationships with care 
recipients, all of which shaped carers wants and needs. Articles linked 
to the themes and subthemes are presented in Table 4.

3.3.1  |  Theme 1: Transitions

Transitions associated with caring and the consequences of these 
transitions were described in 23 studies. The length of time par-
ticipants had been in a caring role varied between studies; some 
had a more acute recollection of onset, such as ‘being thrown into it’ 
(Vandewalle et al., 2021, p. 1143), others talked in the context of 
longevity, for example, ‘he's been like that for 27 years’ (McLaughlin 

F I G U R E  2  Five themes and 20 subthemes reflecting carers experiences and carers needs. The black arrows denote the interconnected 
nature of the themes to illustrate the transition into caring, which influences and is influenced by interface with healthcare professionals and 
services and leads on to living with fear and uncertainty and changing relationships, all of which shape what carers need and want.
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TA B L E  4  Articles linked to themes and sub themes.

Theme Subtheme Articles including theme/subtheme

1. Transitions Asare-Doku et al., 2017; Castelli Dransart & Guerry, 2017; Chessick et al., 2007, 2009; 
Dempsey et al., 2019; Fogarty et al., 2018; Giffin, 2008; Jaffe et al., 2021; Katz 
et al., 2015; Kjellin & Östman, 2005; Magne-Ingvar & Öjehagen, 1999b; Maple 
et al., 2021; McLaughlin et al., 2014, 2016; Nosek, 2008; Nygaard et al., 2019; Sellin 
et al., 2017; Spillane et al., 2020; Sun & Long, 2008; Talseth et al., 2001; Vandewalle 
et al., 2021; Wand et al., 2019; Wayland et al., 2021

Learning a new role Asare-Doku et al., 2017; Castelli Dransart & Guerry, 2017; Dempsey et al., 2019; Fogarty 
et al., 2018; Giffin, 2008; Magne-Ingvar & Öjehagen, 1999b; Nosek, 2008; Sellin 
et al., 2017; Spillane et al., 2020; Talseth et al., 2001; Vandewalle et al., 2021; Wand 
et al., 2019; Wayland et al., 2021

Own life on hold Asare-Doku et al., 2017; Castelli Dransart & Guerry, 2017; Dempsey et al., 2019; Fogarty 
et al., 2018; Giffin, 2005, 2008; Magne-Ingvar & Öjehagen, 1999b; McLaughlin 
et al., 2014, 2016; Nosek, 2008; Nygaard et al., 2019; Sellin et al., 2017; Spillane 
et al., 2020; Talseth et al., 2001; Vandewalle et al., 2021; Wand et al., 2019; Wayland 
et al., 2021

Caregiver burden Chessick et al., 2007; Chiang et al., 2015; Crasta et al., 2021; Katz et al., 2015; Kjellin & 
Östman, 2005; Maple et al., 2021; McDonell et al., 2003; McLaughlin et al., 2014; 
Wayland et al., 2021

Health and social 
consequences

Borisonik & Kholmogorova, 2018; Chessick et al., 2007, 2009; Chiang et al., 2015; Crasta 
et al., 2021; Dempsey et al., 2019; Fogarty et al., 2018; Giffin, 2008; Jaffe et al., 2021; 
Katz et al., 2015; Magne-Ingvar & Öjehagen, 1999a, 1999b; Maple et al., 2021; 
McLaughlin et al., 2014; Nygaard et al., 2019; Spillane et al., 2020

Encountering enduring 
suicidality and multiple 
attempts

Asare-Doku et al., 2017; Borisonik & Kholmogorova, 2018; Castelli Dransart 
& Guerry, 2017; Chessick et al., 2007, 2009; Giffin, 2008; Magne-Ingvar & 
Öjehagen, 1999b; Maple et al., 2021; McLaughlin et al., 2014, 2016; Nosek, 2008; 
Sellin et al., 2017; Spillane et al., 2020; Sun & Long, 2008; Talseth et al., 2001; 
Vandewalle et al., 2021; Wayland et al., 2021

2. Living with 
fear and 
uncertainty

Asare-Doku et al., 2017; Borisonik & Kholmogorova, 2018; Castelli Dransart & 
Guerry, 2017; Cerel et al., 2006; Fogarty et al., 2018; Giffin, 2008; Kjellin & 
Östman, 2005; Magne-Ingvar & Öjehagen, 1999a, 1999b; McLaughlin et al., 2014, 
2016; Nosek, 2008; Nygaard et al., 2019; Sellin et al 2018; Spillane et al., 2020; Sun & 
Long, 2008; Talseth et al., 2001; Vandewalle et al., 2021; Wand et al., 2019; Wayland 
et al., 2021

Constant worry and fear Cerel et al., 2006; Giffin, 2008; Kjellin & Östman, 2005; Magne-Ingvar & 
Öjehagen, 1999a, 1999b; McLaughlin et al., 2014, 2016; Nosek, 2008; Nygaard 
et al., 2019; Spillane et al., 2020; Sun & Long, 2008; Talseth et al., 2001; Vandewalle 
et al., 2021; Wayland et al., 2021

Expectancy and anticipation Asare-Duko et al., 2017; Giffin, 2008; McLaughlin et al., 2014; Nosek, 2008; Sellin et al., 
2018; Spillane et al., 2020; Sun & Long, 2008, 2019; Wayland et al., 2021

Vigilance as risk management Castelli Dransart & Guerry, 2017; Fogarty et al., 2018; Giffin, 2008; McLaughlin 
et al., 2014, 2016; Nosek, 2008; Nygaard et al., 2019; Sellin et al., 2018; Spillane 
et al., 2020; Sun & Long, 2008; Talseth et al., 2001; Vandewalle et al., 2021; Wand 
et al., 2019; Wayland et al., 2021

The toll of vigilance Borisonik & Kholmogorova, 2018; Giffin, 2008; Kjellin & Östman, 2005; McLaughlin 
et al., 2014; Nosek, 2008; Spillane et al., 2020; Sun & Long, 2008; Talseth et al., 2001; 
Wand et al., 2019; Wayland et al., 2021

3. Changing 
relationships

Asare-Doku et al., 2017; Borisonik & Kholmogorova, 2018; Castelli Dransart & 
Guerry, 2017; Chessick et al., 2007; Chiang et al., 2015; Crasta et al., 2021; 
Dempsey et al., 2019; Fogarty et al., 2018; Giffin, 2008; Katz et al., 2015; Kjellin & 
Östman, 2005; Magne-Ingvar & Öjehagen, 1999b; McLaughlin et al., 2014, 2016; 
Nosek, 2008; Nygaard et al., 2019; Sellin et al., 2017; Spillane et al., 2020; Sun & 
Long, 2008; Wand et al., 2019; Wayland et al., 2021

Reframing relationships Asare-Doku et al., 2017; Castelli Dransart & Guerry, 2017; Chessick et al., 2007; Dempsey 
et al., 2019; Fogarty et al., 2018; Giffin, 2008; Katz et al., 2015; Nosek, 2008; Nygaard 
et al., 2019; Sellin et al., 2017; Spillane et al., 2020; Wayland et al., 2021

Tensions and conflicts Asare-Doku et al., 2017; Chiang et al., 2015; Fogarty et al., 2018; Giffin, 2008; Kjellin & 
Östman, 2005; McLaughlin et al., 2016; Nosek, 2008; Wand et al., 2019; Wayland 
et al., 2021
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et al., 2014, p. 3). Initial emotional responses such as shock, guilt 
and anger were cited along with helplessness and powerlessness, 
quickly followed by a realization that there was a need to take on a 
carer role to support the individual and keep them safe. For some, 
this occurred alongside sensemaking, which involved revisiting 
belief systems and reflecting on lives before suicidality:

It made me question more about my parenting than 
anything else … it really made me sit down and go 
through the way I brought him up 

(Spillane et al., 2020, p. 293)

Participants reported feeling ill equipped for this new role:

Well, I think I still feel like I—a little bit all at sea … I'm 
not really sure I would know what to do, to be honest 

(Dempsey et al., 2019, p. 107)

although over time some carers had worked things out for themselves:

OK, let's not try that again, let's try this approach…
and a lot of it was hit and miss. 

(Nosek, 2008, p. 40)

Common caregiver tasks included providing or practical support. This 
involved talking, being available and conveying love, advocacy and 
general support such as organizing appointments. Taking on the caring 

Theme Subtheme Articles including theme/subtheme

Familial effects Asare-Doku et al., 2017; Borisonik & Kholmogorova, 2018; Chessick et al., 2007; Chiang 
et al., 2015; Crasta et al., 2021; Dempsey et al., 2019; Giffin, 2008; Magne-Ingvar 
& Öjehagen, 1999b; McLaughlin et al., 2014, 2016; Nygaard et al., 2019; Spillane 
et al., 2020; Sun & Long, 2008; Wand et al., 2019

4. Interface with 
healthcare 
professionals 
and services

Castelli Dransart & Guerry, 2017; Cerel et al., 2006; Dempsey et al., 2019; Fogarty 
et al., 2018; Giffin, 2008; Kjellin & Östman, 2005; Lawn & McMahon, 2015; Magne-
Ingvar & Öjehagen, 1999a, 1999b; Maple et al., 2021; McLaughlin et al., 2014, 2016; 
Rheinberger et al., 2021; Sellin et al., 2017; Spillane et al., 2020; Talseth et al., 2001; 
Vandewalle et al., 2021; Wand et al., 2019; Wayland et al., 2021

Unseen, unheard, uninformed 
uninvolved

Castelli Dransart & Guerry, 2017; Cerel et al., 2006; Dempsey et al., 2019; Giffin, 2008; 
Lawn & McMahon, 2015; Magne-Ingvar & Öjehagen, 1999b; McLaughlin et al., 2016; 
Nosek, 2008; Rheinberger et al., 2021; Spillane et al., 2020; Talseth et al., 2001; 
Vandewalle et al., 2021; Wand et al., 2019; Wayland et al., 2021

Discharge tension Castelli Dransart & Guerry, 2017; Cerel et al., 2006; Dempsey et al., 2019; Giffin, 2008; 
Lawn & McMahon, 2015; Nosek, 2008; Rheinberger et al., 2021; Spillane et al., 2020; 
Talseth et al., 2001; Vandewalle et al., 2021; Wand et al., 2019; Wayland et al., 2021

Flawed systems Castelli Dransart & Guerry, 2017; Cerel et al., 2006; Dempsey et al., 2019; Giffin, 2008; 
Lawn & McMahon, 2015; McLaughlin et al., 2016; Rheinberger et al., 2021; Talseth 
et al., 2001; Vandewalle et al., 2021; Wayland et al., 2021

5. What carers 
want and need

Asare-Doku et al., 2017; Borisonik & Kholmogorova, 2018; Castelli Dransart & 
Guerry, 2017; Cerel et al., 2006; Chessick et al., 2007, 2009; Chiang et al., 2015; 
Crasta et al., 2021; Dempsey et al., 2019; Fogarty et al., 2018; Giffin, 2008; Katz 
et al., 2015; Kjellin & Östman, 2005; Lawn & McMahon, 2015; Magne-Ingvar & 
Öjehagen, 1999a, 1999b; McDonell et al., 2003; McLaughlin et al., 2014, 2016; 
Nosek, 2008; Nygaard et al., 2019; Rheinberger et al., 2021; Sellin et al., 2017; 
Spillane et al., 2020; Sun & Long, 2008; Talseth et al., 2001; Vandewalle et al., 2021; 
Wand et al., 2019; Wayland et al., 2021

Information and education Asare-Doku et al., 2017; Castelli Dransart & Guerry, 2017; Crasta et al., 2021; Dempsey 
et al., 2019; Fogarty et al., 2018; Giffin, 2008; Katz et al., 2015; McDonell et al., 2003; 
McLaughlin et al., 2016; Nosek, 2008; Rheinberger et al., 2021; Sun & Long, 2008; 
Vandewalle et al., 2021; Wand et al., 2019; Wayland et al., 2021

Recognition and appreciation Castelli Dransart & Guerry, 2017; Cerel et al., 2006; Giffin, 2008; McLaughlin et al., 2014, 
2016; Vandewalle et al., 2021; Wand et al., 2019; Wayland et al., 2021

Communication and 
partnership

Castelli Dransart & Guerry, 2017; Cerel et al., 2006; Giffin, 2008; McLaughlin et al., 2014, 
2016; Rheinberger et al., 2021; Sellin et al., 2017; Spillane et al., 2020; Talseth 
et al., 2001; Vandewalle et al., 2021; Wand et al., 2019; Wayland et al., 2021

Emotional, psychological and 
practical support

Asare-Doku et al., 2017; Borisonik & Kholmogorova, 2018; Castelli Dransart 
& Guerry, 2017; Chessick et al., 2007, 2009; Chiang et al., 2015; Dempsey 
et al., 2019; Giffin, 2008; Katz et al., 2015; Kjellin & Östman, 2005; Magne-Ingvar & 
Öjehagen, 1999a, 1999b; McLaughlin et al., 2014, 2016; Nygaard et al., 2019; Sun & 
Long, 2008; Vandewalle et al., 2021; Wand et al., 2019; Wayland et al., 2021

TA B L E  4  (Continued)
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role and learning to meet care recipients' needs along with balancing 
other family and work demands, meant that carers often had to put 
their own life on hold:

The first thing I said is forget about myself 
(Wand et al., 2019, p. 597)

Caregiver burden was measured in seven studies. Two of these (Katz 
et al., 2015; McDonell et al., 2003) suggested that perceived pres-
ence of suicide ideation increased burden even if actual ideation 
wasn't always present. Chiang et al. (2015) and Maple et al. (2021) 
found burden to be higher in females and suggested that rela-
tional closeness could result in higher burden due to the level of 
emotional investment. Related, Crasta et al. (2021) proposed that 
caregiver burden reduced when the care recipient's perceived bur-
densomeness was higher because individuals asked for less support 
when they felt a burden on people they loved. Subjective reports 
of caregiver burden were either in response to direct questions, 
through quotes, for example, ‘the burden for the carer support person 
is heavy’ (Wayland et al., 2021, p. 669) or through interpretation and 
analysis such as the theme of ‘family burden’ derived by McLaughlin 
et al. (2014).

All studies referred to the caring experience being stressful, and 
16 indicated physical, and/or psychological consequences, such as 
psychological distress, including carers feeling traumatized; deteri-
orating general and mental health; and poor wellbeing. Participant 
narratives gave reports of feeing generally run down, exhausted, 
anxious and low in mood.

I'm a bit run down at the moment, I have a cold and an 
enormous cold sore 

(Spillane et al., 2020, p. 293),

You can't believe how tired, you know, how tired you 
feel 

(Giffin, 2008, p. 134)

Are you kidding? Of course I am depressed.’ You 
know, ‘What kind of parent wouldn't be, if they had 
been living with what I have been living with for two 
years? 

(Dempsey et al., 2019, p. 107)

One study examined suicide ideation in carers (Maple et al., 2021) 
and found evidence in participants who had high psychological 
distress, particularly when carer support was perceived as inade-
quate. However, these authors also found a negative association 
between suicide ideation and caregiver burden and postulated that 
this may be due to them seeking professional help, informed by 
their awareness of the need for support and how to access such.

Social consequences of caring for someone at risk of suicide 
largely arose from shame, stigma, and living with the ongoing threat 
of suicide, which led to avoidance and withdrawal:

I was ashamed, when it happened. … I have never ever 
told any of my family people 

(Asare-Doku et al., 2017, p. 3)

I've just no desire for actual social interaction…like if 
the person that you think loves you, tries to kill her-
self, like so many times, it does have an effect on your 
opinion of yourself 

(Spillane et al., 2020, p. 288)

McLaughlin et al. (2014) noted that perceived stigma could be a barrier 
to help seeking:

She (the nurse) was very nice and I know she would 
have felt like talking to me but I didn't want to tell 
people 

(McLaughlin et al., 2014, p. 4)

 
Participants experiences with healthcare services (see theme 4) influ-
enced transitions within the caring role. For example, when carers felt 
they were not recognized as being instrumental to the support of the 
care recipient, were not informed about what was going on and how 
they could help, were not advised regarding crisis contacts, and were 
not offered kindness or support for themselves, feelings of frustration, 
despair, helplessness and powerlessness appeared to be even more 
overwhelming.

Borisonik and Kholmogorova (2018) examined differences be-
tween carers of people who had made a single suicide attempt verses 
multiple attempts, and another 16 studies referred to carers encoun-
tering enduring suicidality and/or multiple attempts. Suicide attempts 
were not always considered to be undertaken with high intent:

She has been pumped a few times because she took 
an overdose of medicine. I've felt she has never tried 
100% to take her own life. Because every time she 
has taken an overdose she has phoned and told me. It 
is a way of asking for help, I feel 

(Talseth et al., 2001)

There was consistent indication that negative effects of caring in-
creased with persistent suicidal behaviour. Sun and Long (2008) and 
Nosek (2008) presented theories illustrating the cyclical nature of 
suicidal crises and caregiver responses, with each model highlight-
ing caregiver burnout as a result of responding to repeated episodes. 
Some studies indicated a transition towards a sense of reluctant ac-
ceptance of living with the ongoing possibility of suicide (Asare-Doku 
et al., 2017; Giffin, 2008; Nosek, 2008; Sellin et al., 2017; Spillane 
et al., 2020) although reflecting on this acceptance could be painful for 
carers and did not necessarily reduce emotional turmoil:

I imagine that I've come to terms with the fact that if 
anything, now, did happen to her, we've done all we 
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can, but we haven't lived through it, have we … but 
have I really [come to terms with it], while there's a 
little nagging doubt in my mind? 

(Giffin, 2008)

3.3.2  |  Theme 2: Living with fear and uncertainty

This theme was highlighted in 20 papers. Fear of suicide attempt 
was common, resulting in constant worry and rumination about care 
recipients' safety:

I'm always thinking is she safe today? Will she cut her 
wrist? Does she want to die? 

(Sun & Long, 2008, p. 1946)

Constant worry could become an ‘unrelenting burden’ 
(McLaughlin et al., 2014, p. 3) and for carers in some studies, 
this led to expectancy of suicide attempts or completed suicide: 
‘when's it gonna happen’ (Nosek, 2008, p. 40); ‘is this another 
suicide attempt ’ (Giffin, 2008, p. 134). Worry and anticipation 
frequently resulted in hypervigilant behaviour in an attempt to 
maintain care recipients' safety and manage carers' fear and un-
certainty. Hypervigilance was underpinned by fear and a sense 
of responsibility, for example, ‘my only responsibility was to keep 
him alive’ (Vandewalle et al., 2021, p. 1140), and feelings of 
helplessness and powerlessness. Vigilance ranged from regular 
telephone calls and check-ins: “and then I'll send a text ‘all ok?’” 
(Spillane et al., 2020, p. 290) to reducing access to means: ‘I'm 
not gonna leave tablets for her like that ’ (Wand et al., 2019, p. 
598), and being ‘on guard day and night ’ (Sun & Long, 2008, p. 
1943). Carers who lived with care recipients often did not leave 
the house in case of a suicide attempt or, if they did, they expe-
rienced anticipatory fear about what they might find when they 
arrived back home.

You feel guilty almost about going out of the house, 
you feel frightened about coming home again be-
cause you think what are you going to come home 
to? 

(McLaughlin et al., 2014, p. 3)

‘Suicide watch’ was a term used by participants in several studies 
(Castelli Dransart & Guerry, 2017; McLaughlin et al., 2014; Nosek, 2008; 
Spillane et al., 2020; Sun & Long, 2008; Wayland et al., 2021) who had 
either been advised it by healthcare providers or self-prescribed it to 
try and achieve a semblance of control.

They (the hospital) actually said take her home, you're 
on suicide watch. I had her actually sleep in my bed 
that night, I just couldn't even leave her in her own 
bedroom 

(Wayland et al., 2021, p. 666)

Carers in some studies expressed experiences of, or concerns about, 
relational tension when they tried to balance care recipient safety and 
autonomy (Fogarty et al., 2018; Giffin, 2008; Vandewalle et al., 2021; 
Wayland et al., 2021). Some studies showed that carers often existed 
within a stasis of 24-h high alert, with the ongoing vigilance taking a 
toll on sleep, for example, ‘I lay the whole time with one eye open’ (Talseth 
et al., 2001, p. 253). This contributed to burnout, which was identified by 
McLaughlin et al. (2014), Nosek (2008) and Sun and Long (2008). Linked 
to burnout, some narratives or outcomes were interpreted to indicate 
detachment and avoidance, either as a coping strategy (Borisonik & 
Kholmogorova, 2018; Sun & Long, 2008; Wand et al., 2019) or a way of 
self-preservation (Fogarty et al., 2018; Nosek, 2008).

3.3.3  |  Theme 3: Changing relationships

Effects on individual or familial relationships were identified in 21 
papers.

Relationships were often reframed as a result of suicide at-
tempts; the very fact that a suicide attempt had occurred meant that 
the relationship could not go back to how it was before the attempt 
(Nosek, 2008; Sellin et al., 2017; Wayland et al., 2021). This was il-
lustrated by participants who articulated a sense of living with the 
possibility of eventual suicide (Asare-Doku et al., 2017; Giffin, 2008; 
Nosek, 2008; Sellin et al., 2017; Spillane et al., 2020). Becoming a 
sort of ‘case manager’ (Castelli Dransart & Guerry, 2017; Wayland 
et al., 2021) whereby carers sorted things out for and took care of the 
person's mental health and safety, meant that the emphasis of some 
relationships shifted from ‘equal to advocate’ (Wayland et al., 2021, p. 
670). Some parents of adult children found that their parental roles 
were forced to revert backward from an adult-adult dynamic to adult-
child relationship (Spillane et al., 2020; Wayland et al., 2021) and some 
partners experienced a need to become somewhat parental in order to 
maintain safety (Fogarty et al., 2018; Spillane et al., 2020).

Kjellin and Östman (2005) found that many relationships be-
tween their caregiver participants and suicidal individuals deteri-
orated, and negative feelings towards the care recipient, or their 
suicidal behaviour, were evident in other studies, which in certain 
cases resulted in invalidating exchanges or tensions (Asare-Doku 
et al., 2017; Fogarty et al., 2018; Nosek, 2008; Wand et al., 2019). 
Participants in a few studies reported difficult feelings asso-
ciated with ‘treading on eggshells’ (e.g. Wayland et al., 2021, p. 
667) and feeling controlled by the care recipient's state of mind 
(McLaughlin et al., 2016; Nosek, 2008). Chiang et al. (2015) found 
that older caregivers held more negative attitudes and suggested 
that this may be due to stigma or long-term caring. However, 
they also found that caring ability was high in older carers and 
surmised that long-term caring made them adept. Conflicting pos-
itive and negative emotions experienced by carers such as love 
or sympathy alongside anger were noted (Asare-Doku et al., 2017; 
Giffin, 2008), while Sellin et al. (2017) highlighted the increased 
intimacy experienced within the relationship, and carers' reali-
zation of their importance to the care recipient, suggesting that 
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not all relationship changes were negative. Similarly, while Katz 
et al. (2015) found negative appraisals of the effects on family, 
they also noted a focus on good aspects of relationships with care 
recipients, which they linked to fear of loss.

The deleterious impact on the family was shown in several 
studies, particularly when suicidality was ongoing. This was due to 
strained relationships with the care recipient or the family having to 
reconcile themselves with their own sense of stigma:

… they are ruining the family from within the family 
(Dempsey et al., 2019, p. 107)

… the incident has put us in a very difficult situation 
in the vicinity where we live and we have still not re-
covered much yet. It has changed our family course 
and I know that it will take us several years to recover 
very little 

(Asare-Doku et al., 2017, p. 5)

Crasta et al. (2021) suggested that good social coping was associated 
with less negative appraisals of the relationship with the care recipient 
and Sun and Long (2008) noted that families with strong coping strate-
gies were more able to provide effective care. Chessick et al. (2007) indi-
cated differences in the effects of caring for a person at risk of suicide on 
parental and partner relationships, with the former experiencing higher 
levels of burden and depression when there was a history of suicide at-
tempt but not necessarily current ideation, and the latter when there was 
no history, but suicide ideation was present. These authors suggested 
that this might be to do with parents not being able to relinquish pa-
rental tasks as anticipated and partners' expectations of their partner's 
role in the relationship being somewhat thwarted. Giffin (2008) and 
Nygaard et al. (2019) identified that tension within parental partnerships 
could occur, and two studies noted differences in responses and cop-
ing between male and female parents (Asare-Doku et al., 2017; Nygaard 
et al., 2019) although Nygaard et al. (2019) also found that the experi-
ence could bring the parent partnerships together in a sense of solidar-
ity. Magne-Ingvar and Öjehagen (1999b) found that parents had worried 
about the patient more frequently than partners, but partners less often 
had a confidant(e). This study also found that nearly half of participants 
had not talked to care recipients about the suicide attempt, suggesting 
possible relational tensions or communication difficulties. There was min-
imal attention to the experiences of siblings and effects of this on carers, 
but Giffin (2008) and Spillane et al. (2020) noted the anger of siblings due 
to the focus of attention on the care recipient and Spillane et al. (2020) 
described the isolation of the sibling caregivers in their study.

3.3.4  |  Theme 4: Interface with healthcare 
professionals and services

Nineteen papers included information about carers experiences and 
perspectives of healthcare systems and professionals. Carer satisfaction 
was largely dependent on perceptions of the mental health care the care 

recipient received. Participants perceived both adequate and inadequate 
care, but the latter was more common. Care was considered adequate 
when the care recipient was safe, supported, treated with kindness, had 
time with staff and received psychological interventions. Continuity of 
care and good communication between professionals were also impor-
tant factors for participants. Maple et al. (2021) found that caregiver bur-
den was lower when care was experienced as adequate.

Care was viewed as inadequate when the aforementioned fea-
tures of adequate care were lacking. In addition, superficial, brief, 
insensitive and impersonal care was considered to be poor.

Participants in 14 studies reported a lack of support for them-
selves as carers. Unsupported carers reported being unseen, un-
heard and uninformed.

I said to the doctors ‘but me, I need help, I need help’, 
and I was crying and I didn't have any tissues and 
nobody offered me any, and then, everybody was 
watching me cry, nobody said anything 

(Castelli Dransart & Guerry, 2017, p. 8)

One doctor I spoke to … he was really dismissive … 
dismissing with a wave of the hand the observation of 
someone who'd known him [patient] for a long time 

(Wand et al., 2019, p. 598)

I got a bunch of photocopied brochures that's it 
(Wayland et al., 2021, p. 668)

Uppermost for many participants in these studies was the experience of 
being uninvolved in the patients care, be that when they sought infor-
mation or tried to provide it, with some studies identifying confidential-
ity as a barrier. Participants stressed that they could not be expected to 
safely manage the care recipient at home without an understanding of 
their needs and some preparation to help meet these needs.

‘We [as parents] do not always understand what is happening. But 
all they do is give vague answers and refer to confidentially boundar-
ies. That is very confronting, because we are the ones who are stuck 
in this situation’. Participant 12, mother (Vandewalle et al., 2021, p. 
1143).

Good carer support described involved practical and educational 
support and information, being listened to, treated with kindness 
and respect, and not made to feel blamed.

… she gave us coping skills 
(McLaughlin et al., 2016, p. 2);

We were informed about what has been happening the 
whole time 

(Talseth et al., 2001, p. 251)

… the mental health person … he had a chat with me as 
well for about half an hour, to get a read on the situation 

(Rheinberger et al., 2021, p. 6)
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Maple et al. (2021) found that caregivers who felt adequately sup-
ported experienced less psychological distress, suicide ideation and 
caregiver burden. Good support could have a profound positive effect 
in understanding a loved one's presentation:

Now it is easier for me to understand and empathize 
with her situation because I know why she has sui-
cidal thoughts. I used to have no context, so her ex-
pressions were just, yeah, “really crazy”. I used to say 
that I was married to “a psychiatric patient”. Now I am 
able to see it in a much more positive way. 

(Vandewalle et al., 2021, p. 1143)

There was discontent with healthcare services overreliance on car-
ers to support the person at home. Discharge tension was expressed 
in 12 studies, with carers being of the view that risk would intensify 
once the individual was back at home and away from hospital support. 
Participants reported a lack of involvement in discharge planning de-
spite being key to supporting this plan at home. Some felt they had 
no choice with regard to taking the care recipient back into their care, 
even if they had reservations about the individual's safety:

The real disappointment for me was when her suicide at-
tempt led her to the hospital, but after three days, they 
just released her and that was it. Yet I told them ‘but lis-
ten, she is not ready to get out, we've been dealing with 
this for ten years, you can be sure that she will try again 

(Castelli Dransart & Guerry, 2017, p. 6)

Difficulties experienced by participants in 10 studies were perpet-
uated by healthcare systems that were experienced as flawed and 
complex, meaning that carers did not always know how or where to 
access support. Common problems were long waiting times (e.g. in the 
emergency department, a psychiatric bed or for psychological therapy) 
and insufficient resources (e.g. staff, psychological interventions, carer 
support). Problems with services were considered by some partici-
pants to contribute to poorer outcomes:

There's nothing there for us, do you understand, 
there's been nothing there over the years, as a carer 
there's nothing there for you but had there been at 
the start I reckon, some sort of support for us, we 
could have had a better life as a family 

(McLaughlin et al., 2016, p. 2)

3.4  |  Theme 5: What carers need and want

Needs of caregivers were identified either by study participants 
themselves or by the authors from their data analyses in 29 pa-
pers. Sixteen studies noted that carers need practical information 
and education, including about mental health problems and suicide; 

strategies to help manage the person at home; how to seek help dur-
ing a crisis; and how mental healthcare systems function.

Which solution? How to react? This is how I feel that 
relatives, they need help in these situations. 

(Castelli Dransart & Guerry, 2017, p. 9)

… more information about what mom is going through 
and what I could do about it 

(Vandewalle et al., 2021, p. 1143)

Eight studies identified that carers wanted to be appreciated as fun-
damental providers of care for the person at risk of suicide, and recog-
nized as people in their own right, with their own needs. They wanted 
to be valued as possessors of salient and crucial information:

Family member(s) must be taken seriously. They need 
to be listened to. They are the ones who live with the 
individual on a daily basis and they are more aware of 
what is going on with the individual than any other 
person 

(Cerel et al., 2006, p. 346)

Related, twelve studies found participants wanted healthcare provid-
ers to communicate and work in partnership with them to meet care 
recipients needs and keep them safe:

So I think it would be a good idea [that] the GP can 
coordinate into this and keep contact with the family 
member. … So if some issue is happening I can reach 
him at least. 

(Wand et al., 2019, p. 597)

Support for carers was identified in 19 studies which endorsed psy-
chological interventions to address the emotional, relational and 
mental health impact of caring, interventions to help develop coping 
strategies, and the need for couple or family therapy to help reconcile 
with the relational changes associated with caring. The importance of 
having the opportunity to talk about what was happening for them was 
clear across all of these studies.

Families need a place to talk and acknowledge the im-
pact that it has on the family. The offer to speak to 
someone would have been appreciated. It has had a 
devastating effect on my family 

(McLaughlin et al., 2016, p. 3)

In addition to emotional and psychological support, practical support 
such as respite was considered as a need in a minority of studies, and 
Asare-Doku et al. (2017) and Sun and Long (2008) highlighted the im-
portance of acknowledging cultural needs when considering support 
for carers, particularly due to the stigma that may be attached to sui-
cide in certain cultures.
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4  |  DISCUSSION

In this systematic review we identified 31 primary research papers 
investigating experiences and needs of adult informal caregivers of 
adults at risk of suicide. Five interrelated themes related to caregiver 
experiences were identified: transitions; living with fear and uncer-
tainty; changing relationships; interface with healthcare profession-
als and services; and what carers want and need.

Transitions spanned the experience of being thrown into or 
gradually entering the caregiver role through to long term caring. 
Studies consistently identified negative emotional and health re-
lated consequences of caring for suicidal individuals, with positive 
associations being few. Problematic encounters with healthcare 
services increased caregiver stress, with discharge being a time of 
particular tension due to the lack of involvement or opportunity 
to express concerns. Communication with healthcare profession-
als was obstructed when clinicians displayed concrete interpreta-
tion of confidentiality boundaries, which tested relationships with 
professionals.

These insights largely reflect previous systematic reviews (Juel 
et al., 2021; Lavers et al., 2022) although the current review suggests 
that negative consequences of caring are experienced as increas-
ingly severe with ongoing suicidality and multiple suicide attempts. 
This appears to be mediated somewhat by persistent and repeated 
cycles of hypervigilant behaviour acted out in the context of fear and 
uncertainty. Hypervigilance was demonstrated through strategies 
such as suicide watch, constant alert, and persistent checking. Fear 
and associated hypervigilance resulted in disturbed sleep, which in 
turn had a detrimental impact on mental and physical wellbeing. In 
some cases impaired wellbeing led to caregiver burden and burnout, 
which are known to be associated with poor health and social out-
comes (Gérain & Zech, 2019).

Hypervigilance is an understandable response to fear and uncer-
tainty because it enables carers to feel a semblance of control in their 
endeavour to preserve safety. Indeed, it mirrors the nursing practice 
of constant observation (Reen et al., 2020), which Veale et al. (2023) 
argue objectifies individuals as ‘risks’ and prioritizes physical safety 
at the expense of emotional safety. This might suggest that if carers 
focus solely on behavioural vigilance, open communication between 
them and care recipients may be stymied and the validating ambi-
ance of loving presence, compromised. Moreover, constant vigilance 
may be a lonely and draining experience, potentially leading to inter-
personal conflict between caregivers and care recipients: relational 
tension as a result of restricting care recipients' autonomy was de-
scribed in some of the studies reviewed. Such tension is likely to be 
particularly challenging when care recipients are adults, as parents 
of adolescents may manage suicidal behaviour through compassion-
ate exertion of parental authority (Omer & Dolberger, 2015), which 
parents of adults may struggle to implement, and partners or friends 
more so. Mechanisms of relational tension related to hypervigilant 
behaviour included carers feeling a sense of expectancy of suicide. 
Expectancy might involve anticipating the loss of the person by sui-
cide (Lascelles, 2021), despite active and supportive endeavours to 

prevent such an outcome. Expectancy and anticipatory loss may 
stimulate the strong emotions experienced by carers such as grief, 
guilt and anger. Relational tension could also be underpinned by 
care recipients' own guilt or anger: guilt for putting carers through 
such a gruelling ordeal or in response to sensing caregiver burnout, 
and anger at being stripped of their autonomy. Guilt and anger are 
known to intensify feelings of burdensomeness and increase suicidal 
desire (Hawkins et al., 2014; van Orden et al., 2010). Excessively vig-
ilant behaviour, therefore, may not only negatively affect carer well-
being and relationships with care recipients but elevate rather than 
mitigate care recipients suicide risk. Given these potential adverse 
effects, nurses and other clinicians should take care to understand 
the familial context and social support available to caregivers before 
prescribing or endorsing frenetic physical observation, and families 
should be helped to facilitate a more emotionally supportive and 
hopeful presence. Safety planning, which is considered an important 
intervention in reducing suicidal behaviour (Nuij et al., 2021), and 
should ideally involve families or carers to promote helpful com-
munication (Mughal et al., 2023), can help with this aim. Findings 
from this systematic review indicate a need for safety planning to 
address relational tension, facilitate validation, and include strate-
gies to reduce both care recipient and caregiver helplessness. This 
stance supports the call for a shift towards a ‘safety’ emphasis rather 
than a ‘risk’ emphasis (Mughal et al., 2023). To support this aim, re-
search investigating dyadic experiences of hypervigilant behaviour 
is required to help increase understanding of whether or not this 
strategy is helpful and how collaborative safety planning can best 
be implemented.

Caregiver exposure to suicide attempts (or the threat thereof) 
and their aftermath might be an explanatory factor for the more 
severe consequences associated with caring for adults with en-
during suicidality. Exposure to suicide attempts is associated with 
reduced wellbeing and suicide attempt in the exposed, particularly 
close relations (Hvidkjær et al., 2020). Therefore, it may be that car-
ers of people who repeat suicide attempts become vulnerable to 
suicidal behaviours themselves, especially if they experience their 
own mental health problems. The informal caregiver population is 
known to have an increased risk of suicide (O'Dwyer et al., 2021) 
and risk indicators such as poor mental and physical health, sleep 
disturbance and helplessness were highlighted in this systematic 
review. Surprisingly only one study investigated suicide ideation of 
carers of people at risk of suicide (Maple et al., 2021), finding it to 
be positively associated with psychological distress and low carer 
support but negatively associated with caregiver burden, possibly 
because carers sought professional help. Risk factors associated 
with carers of suicidal individuals may be offset by protective fac-
tors of help-seeking, problem-solving ability, sense of purpose, 
and connection to the care recipient. Furthermore, these carers 
might carry an intrinsic prevention bias due to their caring role. 
More research, including longitudinal inquiry, is needed to un-
derstand how carers of individuals who repeat suicidal behaviour 
are affected over time, in order to inform tailored interventions 
for both carers and carer/care recipient dyads. This might include 
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quantitative and qualitative investigation of health outcomes and 
suicide ideation to help understand if relationships between expo-
sure to suicidal behaviour and carer mental health and/or suicide 
ideation exist. With regard to clinical practice, nurses and other 
clinicians should be aware of the detrimental effects of repeated 
suicidal episodes on carers. They should assess impacts, includ-
ing mental health and suicide ideation and ensure provision of, or 
signposting to, appropriate support.

Interventions for carers must address thoughts and feelings as 
well as physical safety strategies and should attend to the emotions 
that underly hypervigilant behaviour, such as fear, uncertainty and 
anticipatory loss. Tackling these aspects may help carers coexist 
with the disturbing possibility of suicide without needing to remain 
in a detrimental state of constant high alert. Grant et al. (2015) ad-
vise that to assist caregiver empowerment carers need to accept 
their limitations in the prevention of suicide due to its inherent un-
predictability. It is feasible that if carers are less immobilized by fear 
and uncertainty, they may be able to offer a calm and containing 
presence and engage in more helpful dialogue with the care recipi-
ent, which might be protective.

The majority of participants in the studies reviewed were par-
ents, followed by partners. Relational changes included parents hav-
ing to take back a level of parental control which had previously been 
relinquished. Some studies proposed that partners may experience 
caregiving differently to parents, particularly interpersonal aspects 
such as shifting from equal to advocate, adopting an authoritarian 
role and reconciling with the fact that a partner's wish to die may at 
times surpass their wish for the relationship. This reflects broader 
research, for example, Lewis (2015) noted distinctive characteristics 
in partners of people with mental illness in relation to loss; loss of the 
true partnership; loss of the anticipated future of the partnership; 
loss of a sexual relationship. However, living with the knowledge 
that the relationship may not be, or was not, sufficient to prevent 
a suicide attempt is an experience unique to a caring context which 
involves suicidality. McGivern (2021) suggests that partners can ex-
perience ambiguous loss following their partner's suicide attempt, 
whereby they exist in the aftermath with a partner who is physi-
cally present but psychologically absent. The psychological absence 
is related to the suicidal decision making which involved exiting the 
partnership.

Just two studies in the current review referred to siblings and this 
was mainly in the context of family dynamics as opposed to a specific 
caregiving role. However, both studies elicited sibling anger, which 
may fuel wider familial tension, lead to emotional difficulties and 
amplify carer stress. Siblings are often neglected at times of familial 
stress related to mental ill health or suicide (Bowman et al., 2014; 
Dyregrov, 2005; Karlstad et al., 2021) and they are barely men-
tioned in relation to a sibling's suicidal behaviour, although Shivers 
et al. (2022) found that adult siblings who have siblings with mental 
illness and suicide ideation can experience carer burden.

Interventions focusing on the practical, relational and emotional 
effects of living with a family member at risk of suicide are clearly 
required. The current systematic review has identified a need for 

psychological interventions targeting the carer/family and care 
recipient together, such as couple or family therapy. These inter-
ventions should be tailored to context and needs, with family inter-
ventions being flexible enough to attend to the various roles within 
the family, the adult–adult dynamic, and differing experiences and 
perspectives. Research aiming to develop effective couple inter-
ventions which incorporate these elements is beginning to emerge 
(Khalifian et al., 2022), however current family-based interventions 
are predominantly tailored to families where the suicidal individual 
is an adolescent (Ougrin et al., 2015).

Additional carer needs identified in this systematic review in-
cluded information and education, collaboration and various forms 
of carer support. These findings are not novel; most have been iden-
tified by previous reviews of carers of people with mental illness 
and/or who are at risk of suicide (Doody et al., 2017; Juel et al., 2021; 
Lavers et al., 2022). This replication underlines the need for policy 
makers, commissioners, managers and clinical leaders to review 
systems and practice to improve the caregiver experience. There 
is a strong need for improved interventions involving education 
and skills training specifically for adult carers of adults (Krysinska 
et al., 2021).

Nurses are frequently involved with patients and families in the 
immediate aftermath of a suicide attempt and in ongoing safety 
planning and treatment. As such they can deliver early information, 
support and education to carers as well as longer term psychoso-
cial interventions. However, training is essential. Training should in-
corporate dissemination of evidence from systematic reviews, skills 
development, and lived experience from carers themselves as part 
of coproduced education packages, delivery of which should be pri-
oritized for front line staff.

4.1  |  Strengths and limitations

Strengths of this systematic review include the mixed method ap-
proach and the relatively large number of studies compared to pre-
vious reviews. In addition, the focus on adult carers of adults brings 
additional insights to the experiences of carers which will be of ben-
efit to clinical practice.

A primary limitation is the screening, selection, appraisal and 
synthesis of studies being carried out by the first author only, al-
though oversight through discussion was provided by the other 
authors. Most of the quantitative studies were cross sectional and 
involved online or interview based questionnaires meaning there 
were no comparison groups, not all used validated measures and 
there was some risk of non-response bias. However, the question-
naires were all relevant to the research question.

A small number of the studies reviewed included a minority of 
bereaved individuals or carers of young people, however the vast 
majority of study participants were adult carers of over 18-year olds. 
Most studies were conducted in western countries with participants 
predominantly white, female and middle aged. This highlights a need 
for research that adequately targets global majority populations and 
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a wider adult age range. This may require revisiting normative west-
ern definitions of caring and considering novel recruitment and data 
collection strategies.

5  |  CONCLUSIONS

Healthcare services are reliant on informal caregivers to support indi-
viduals at risk of suicide in their home environments and it is likely that 
many carers support family members without any health or social care 
support. This systematic review provides insights into the challeng-
ing and frightening experiences encountered by this population and 
highlights support and involvement needs. There is a requirement for 
timely interventions that involve early support and information to help 
caregivers understand what has happened, what they can do to help, 
how to navigate the healthcare system and how they can take care of 
themselves. In addition, longer term interventions are required to aid 
processing of emotional responses and adjustment to living with the 
possibility of suicide. Psychosocial interventions should include de-
velopment of coping and communication strategies. As well as carer 
specific programmes, couple and family therapy interventions should 
be developed to address relational issues raised by the care recipi-
ent's suicidality, and transitions into and consequences of a caring role. 
Support for carers is not just a healthcare issue. Policy makers have a 
responsibility to ensure cares are properly recognized in suicide pre-
vention strategy and policy, including securing investment to support 
this important population.
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