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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 (1=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 | INTRODUCTION

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-Garcia
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 18year 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.

11 | 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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TABLE 1 Search terms and inclusion/exclusion criteria.

Population: Adult
carers of adults at
risk of suicide

Phenomenon of

interest Context

“Informal Experience* (s) Suicid* (suicide,
caregiver*(s)” suicidality,
suicided,

suicidal, suicide
attempt, suicidal
behaviour)

“Informal Feeling* (s)

carer*(s)”

“Significant other* Perspective* (s)

(s)"
Famil* View* (s)
“Next of kin” Support
Relative*(s) Need* (s)

Partner* (s)
Spouse
Wife
Husband
Daughter*

Son*

Parent*
Mother
Father

Boolean operators

*9 *9

(“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.

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 18years 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 18years
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

85UB017 SUOWILWIOD BA11E8.1D) 3|t [dde 8y} Aq pausenob ke Saple O ‘8sn J0 S9In1 10} ARIq1T 8UIUO A8|IA LD (SUONIPUOD-PUR-SLLIBI WD A8 1M AR1q 1 U1 |UO//STY) SUORIPUOD PUe SWIS | 841 89S *[S5202/€0/90] U0 AkelqiTauliuo (1M ‘|1UN0D Uo1eessy [B9IPSIN PUY UifesH [euotieN Ad Ov6ST Uel/TTTT'0T/I0p/W0o A8 |m Akeiq pul|uo//sdiy Wwoly pepeojumod 'S ‘vZ02 '892S9ET



13652648, 2024, 5, Downloaded from https://onlinelibrary.wiley.com/doi/10.1111/j

LASCELLES ET AL.

suonaNIIsul

1o sue|d 984eYdSIp JO UOIIEDIUNWWIOD J9}33] J0)

paau e ‘3uo| 003 sem aw} S 'M Jey) Suljaay

‘A|snoLias uae) Jou sem 1dwalje apidIns Jeyy

3uinleauad ‘4ye3s Ag JnoiAeyaq [euoissajoidun
paAIadJad papn|aul saduaLadxa aAlle3aN

uoljewsoul yym papiaoid Sulaq pue Jjeis ypum
s92ualJadxa poos 0} paje|al saduaLIadXa AI)ISOd

‘Jualjed ay3 INOQe WaY} YIM 231eD1UNWWOD

03 Juem jou pip JJe1s @3 Jey} pariodal %97/¢

‘uosuel pasn Jjeis 1y3noyl %G T ‘passaippe

9J9M SUOI}BJIIPISUOD [BINJND [99) JOU PIP

%6°8C ‘UoIySey A[awi] B Ul U9as JoU 9I19M
uolsanb jueAs|as pasamsue oym ajdwes Jo %t Te

4eys a3

Aq Ajsnolias uay el Jou sem Aunful 319 %9°82

‘paziewsnys Jo paysiund 3|2} %8°8Z ‘Syuswieal)

INOQE UOIJBWIOJUI UDAIS 919M %8°EG ‘0) pauals]|

1194 %T°LS ‘199dsal yym pajeauy Suiaq pajiodal
uol3sanb jueAs|as pasamsue oym ajdwes Jo %S/

sinoiAeyaq pajeadal yym ajdoad
JO S3AIIR[3] Y3IM ABJBIIS B SB PAsN 9JUBpPIOAY
sydwaije 9|di N yum sjienplaipul
JO S3AIIR[D] Y}IM 9DUD
3dwalie apIdIns 9|3uls B Y3Im S|enplAlpul
1O S2AI1E|aJ Ul 359MO| swoldwAs aAIssaldag
‘ymou3 jeuosiad
pue uonjiulyapal aAlRIsod J0j saidajelys 3uidod
JO 95N Y}IM pale1dosse AjaAlleSau ssauisip [euoljowy
*9J1] 5,9U0 dUBN|UI
03 AJ[Iqe 3Y) Ul 9Sea.29p € pue ssaussa|d|ay
pajedipul $2402S "a|dwes %0t Ul padnpaJt 9dual|isay
a|dwes Jo %0¢ ulJuasaid swoljdwAs AJaixuy
SwoldWAS 919A3S %0¢
y3m swoldwAs aalssaidap paqiyxa ajdwes Jo %0/

1S9 pUE JUSWSA|OAUI }SIMOT

sJa1ed 0} pajejas sdulpuly Jo Alewwng

19410, pue spusiiy
‘suaujJed ‘syuaied papnjoul

(%€ ¥T) ¢=433ysneq
(%9°8¢) #=2asnods
(%1°£S) 8=1ua4ed
paAealag

(%0°€7) 9 =9asnods
(%0°££) 0T =1ud.led
sia4e)

juaididal
aJed o0} diysuoiejas saAiSaue)

S1B9AGT J9A0 ||

sjuaididas ase)

(%2°£T) umous| Jou 69
(%)

2T J2Y30, 10 yde|q Ouedsiy ZT
(%1°89)

ojuedsiH uou aMYM ££T—ANo1uYI3

(%1°92) £8T =umoux 10N
(%1°8T) 9 =+5S
(%82) TL=¥5-S¥
(%L'ST) OV =t¥-5€
(%€8) Te=1€-5C
(%S°€) 6=vC-8T
(s1eaA) a3y
(%0°9¢) umous| J0u 99
(%9°CT) 3w ZE
(%1°'T9) 9|ewa) 96T
s1a4e)
‘sjuedidiyied ||e Joj a|qe|ieAe
jou uoljewuojul u_cam‘_wOEwD*

(s1e9A05-8T
o8uel) sieaAgg a8e uea|y
(¥T =u) syuspadeq
(s1e9ATG-9T 93uel) Gz a8e uea|p
(92 =u) sjuaididai aie)
pajiodau jou A3d1uyl3
(%00T) 3wy T
(s1e2A0G-8T
o3uel) sieak Oy 93e uea|n
(pT =u) panealag
(s1e9A09-82
o3uel) sieaA{{y 98e ues|p
(%0°£T) dleW £
(%0°€L) olewa) 6T
(9z=u)s1aied

(28e) syuaididaa aaed (Aydiuyza
/x9s/a8e) siaue) :solydesSowaqg

SJ91ed $GZ=N

paneasaq T

sJaJed 9z saduanbasuod |edai3ojoydAsd syl Apnis o)

ov=N

(sjuedidiyied paAealsq 1o siaied
Suipn|oul Ajuo) azis sjdwes

15940 by National Health And Medical Research Council, Wiley Online Library on [06/03/2025]. See the Terms and Conditions (https://onlinelibrary.wiley.com/terms-and-conditions) on Wiley Online Library for rules of use; OA articles are governed by the applicable Creative Commons License

pasn auoN
sainseaw pajepijep
uoisanb pspus uado auQ
suolysanb gf ASAuns auluQo
usisag
1dwajie apidins e SuIMo||0) 3 aY3
ul sIaquaW Ajlwey pue s1Iawnsuod
oLeIydAsd Jo seduaiadxa oy} a10|dxa 0]
wiy

vsn
(9007) ‘|8 32 343D

9]eds JuaWUOlIAUT Ajlwe paldepy
159) 9dual|isal paydepy
aJieuuonsanb 340D paidepy
s9|eds
Ajaixue pue uoissaidap xoag pajdepy
sainseaw pajepileA
Apnis [BUOI}23S $5042 30
usisag
‘swojdwAs Alaixue pue
9AIssaudap Jo AJuanas oy Suidayje
5103084 SE ||aM Se ‘uosiad [epIdIns a3
JO S3AIIR[2J 104 INOIABYS( [EPIDINS JO

elssny
(870¢) eA0J0S0W Oy

wiy pue yjluosiiog

usisap pue wie yoieasay uoled0|/1eak/10yIny

"S31pPN3s AFe}IUEND PapN|dUl O SSHBIEIRYD Z FT19VL



15940 by National Health And Medical Research Council, Wiley Online Library on [06/03/2025]. See the Terms and Conditions (https://onlinelibrary.wiley.com/terms-and-conditions) on Wiley Online Library for rules of use; OA articles are governed by the applicable Creative Commons License

13652648, 2024, 5, Downloaded from https://onlinelibrary.wiley.com/doi/10.1111/j

z
&
o
- ‘IS JUB.ND INq VS Wy
ﬁ aAIe3su pey juaijed JiI syualed ueyy uoissaidap
< JO S|2A3] Jays8iy parlodas sasnods °|S Juaiind pue ASAINS y3jESH W.I04-110YyS Wal-9¢
VS awiayl| pey juaned Ji sasnods uey) swojdwAs (SOIN) A9AING SBW02INQ [EDIP3IAN
aAIssaudap JO s|aAl] Jaysly paliodau sjuaied 93 WOy 9|eas yjjeaH [elaus
VS swnsy| 9Y1 (@-S3D) 9|es uoissaida( 4o
9aAne3au ym sjuaijed Jo sjuaied ueys ojeds sa1pn3s |ediSojolwapid] Jo) a43ua)
uo132UNySAp 9|04 BY3 UO UIPIN( dJow paziodal (svds)
A103s1Y V'S 9A13ES8U B Y3Im sjualjed Jo sasnods 9[B2S JUBWISSASSY JNOIABYSg |BID0S dY |
VS Wi yum sjuaijed Jo sasnods ueyy sainseaw pajepijep
9[B2S UOI3DUNJSAP 3]0 B} UO USPJINC dJoW pey ‘1 DY 498.e| B JO Jued "salleuuolysanb
AJ03s1Y S awl3ajl| aA1Isod ym sjuaned Jo sjusued palepi|eA—ugisap |BUOI}I3S SSOID)
‘usp.nq usisaQg
10 uojssaidap ‘snjels yjjeay [esouas JaniSaled (S°€T @S) sieah ¢'6€ 98e uea|y sadlpul
Sunoipaid ul punoy auam A103siy S pue |S sjuaididal ase) A311ep121ns 358y InoyuM sjuaijed
U29MJ}3(q SUOI}DEIDIUI ON 'SNIeIS Y3|eay [elauasd %T'CT 10 s19AI3a.ed 03 pasedwod yjjeay
J9MO| pa3lodal S JO AI0ISIY S| YHM 19430 10 uelsy ‘oluedsiy Sjoe|g JaJood Jo/pue usp.ing JO S|A3)
sjualjed JO 9503 pue |S JU3LIND Ym sjuaijed (%971) 08 12410 (%8'£8) ueiseaned et 431y parsodaul (vs) 3dwaije apidins
40 S9AIe[2. ‘S| 1By} ‘Y3[eay [esauas pajlodal (%9°5) 8¢ 8ullqis (T'€T @S) s1e9AZ"0G 93e UedN e Jo Alo3siy e Jo/pue (|S) uoijespl
~J|9S J2A183.82 UO (TO">d ‘951 ‘T=4p ‘9T'L=4) (%V'¥) 2T PIYD %L 7€ S9eW GGT [epI2INS Jua.ind Suljlodas sjuaned
AJo3s1y S aAnisod pue (€0 =d ‘T=4p ‘¥9'v=4) (%t°9€) 28T 2snods (%£°69) sojews) Gie Jejodiq Jo s19A133.1eD ISYIDYM SUIWEXS O] vsSn
|S Jua.1und dA13IsOd JO $31994J9 ulew Juediiudig (%9°L€) 88T Iualed slaie) SJ2Jed 005 wy (£007) "B 3@ X21s59YD

‘Ajl|Ige aJed ua)3aq
U}IM pa3eID0SSe a4aM sapnjille aAnisod jeyl
Sunesipul (0" >d ‘g9°=J) Juediyiudis sem Ajljiqe

9JeD pue apniijle [epIdINS U9aM]a( UOIJBIDOSSY
‘Ajljiqe aJ4ed

$S9| YIM pajeldosse uapang Sulied on3sijoy JaysiH
(T1'=d'ST°0=9) A}l|iqe a4ed apiains

U0 109449 Jue 315 e 9ABY JOU pIp SSa43s Sulie)
‘S[enpIAIpUI |BPIDINS SPIEMO)

9pn1I111e 9A13IS0d 910W B Y1IM PIJRIDOSSE SEM 9|e25 AJl|Iqy Sulied epiding
ssaJ)s Suied uaysiy Sunedipul (T0°=d £2°0=49) 9|e2S SaPN}INY [epIdINg
9pN3I31€ [BPIDINS UO 31294J9 12241p pey $sa43s SuLie) 9|e2S Ssau3S SuLe)
'$$913S JO [9A3] Jay31Yy e pey siaAISaled JIAO IO SIBIAGT d1om sainseaw pajepilep
9lewa4 "sapniinie aAlIsod ss3| pey sIaAISaJed 1ap|0 Jley 1sea| e 18y} UoIjew1juod 'sanbjuy2ay sisAjeue yyed
‘Ajljiqe aAes Joyine ‘pajiodal Jo0N Y1IM Apn3s |BUOIE[2110D [BUOIIIDS SSOID)
Sulied [epiaIns ul 21025 y8iy Sunedipul (T€'€T sjualdidai ase) ugisaqg
as) 6/ 0T 9102s ueaw a|eas AJjiqy Sulie) [epiaing pajiodau jou A3dIUYI S[enpIAIpUl [EPIDINS JO S19J8D
'apnjnje aAisod AjaAnejal sunesipul (%6'92) 13430 v (#8°€T @S) steakze ey 98e ueay Ajiwey 3uowe Ajljiqe aJed apidIns
(0Z'£ @S) TZ'SL 9102s UesW 3|EdS SIPNUNY [epldINg (%0°LT) PIIY2 8T (%v'8€) olew £9 pue apnyiie [epioiNs ‘ssaJ1s Sulied
‘[9A3] pjiw Suizedipul (%1°0g) @snods ¢¢ (%9°19) @|eway TOT usamiaq diysuolje[al ay3 sujwexs oj uemie]
(TT°9T @S) ££'08 24025 UeaW 3|eIS SS415 BulIe) (%0°9¢€) 1uated 65 slate) SIaJed 97 wy (5T02) '3 Buelyd
sJaJed 0} pajejad sSulpuly Jo Asewwns juaididad (28e) syuaidioaa aied (Aydiuyla (sjuedidiyaed paaeasaq 1o sialed us|sap pue wie ydieasay uoljeso|/ieak/ioyny
aJed 03 diysuoiejau 1aAiSa.ue) /x9s/a8e) sia.ue) :solydesSowaqg Suipn|oul Ajuo) azis ajdwes

(penunuod) z 374VL




13652648, 2024, 5, Downloaded from https://onlinelibrary.wiley.com/doi/10.1111/j

LASCELLES ET AL.

sssauawosuapang paAidlad ysiy pey uessan
usaym puewap 3uiAiZaied Jamo| parlodal siaAISaue)
J9A132.1€D UO SpUBWSP SWI}
J9ys1y yum pajerdosse sem Suldod |e120S UBIDIOA
SUBID]IDA SPIEMO)
s3ul|29) aA13ESDU JBAISDIRD YJIM pajeIdosse
919M 3u1dod |eninw J9aMmo| yiim sdiysuolle|ay
SUBID)I/ SPIEMO] SSUI|99) dAIJRSIU JaMB)
pasuaniadxa 3uidod |e120s pajiodal oym siaAISaue)

[sg'=d‘5e'1=(T0€'T)d]
SUYIUOW T pue 9 Je sa.102s uoissaidap g-S3D
J9A13948D Y1IM pajeldosse Ajjuedijiudis
J0U SEM 3Ulaseq wWoly |S spualjed ul aseaudu|
[0'=d ‘T6¥=(2TL T)4] S1anSa.1e0 Ul
$91025 UoIssaidap Jaysiy Y3m pajeldosse aiam
IS YjuowZT pue 9 ‘auljaseq Jaysiy yum sjusijed
‘J0U pIp uolssaidap Ing ‘snjels yijeay
J9A139.€D 03 PINQIIIU0D |S "Y}eay JaAISaIed
0] pa)e|aJ JOU 319M $2402S UoIssaidap Jualjed
*aWI} JIAO |S Sjualled Y3Im paje|aliod
AJ3Ua3sISU0D sem yijeay paliodal-§|as JaAiSale)
*|S Ul 9seaJdul ou ypm sjualjed Joj Sulied asoyy
0} paJedwod syjuow g pue 9 je yjjeay Jasood
paliodal os|e syuow g 10/pue 9 je suljaseq
woJy paseasdul |S asoym sjualjed Jo siaAISaie)
*sJaA13a.4ed |esnods pue jualed
Suowe JuapiAa sem siy | ‘Suluolouny |eqo|s
juaijed pue uolleanps ‘ys Jo Auojsiy juaijed 4oy
SUl]|043U0D Ja}e UAAD [20"=d ‘8Z'G = (9L T)4]
julod swi} yoea je |S Jamo| yum ajdoad Joy
Sulied asoy3 03 patedwod syyuow T pue 9
‘auljaseq 1e | Jaysiy pey juaididal a1ed ay)

uaym Jaisood sem snjejs yjjeay |esauas sianiSae)

sJa1ed 0} pajejas sduipuly Jo Alewwng

(%82)
2T syioddns Ajiwey uou aso|)

(%0°5€) GT s4aquiaw Ajiwey
(%0°£€) 9T 1outied

aA0qe sy

juaididal

aJed o} diysuoijejaa saAiSa.ue)

m‘_mm>wﬂ 19A0 ||V
mu:w_n_uw._ aie)
(%6€) 12430
J0 |elded-3jnw ,:mu_\_oE/\ 9Al}eN
(%0°9T) £ UM
(%0'7P) 6T UdLIBWY UBDLIY/X2e|g
(%0'6) ¥=+59
(%0°LY) 02=19-G1
(%0°9T) L=V¥-G€
(%0°82) 2T =1€-81
(s4eaA) 28y
(%0°G€E) dlew GT
(%0°G9) olewa) 8
siaJe)

a|dwes sawes—aroge sy

(19D) AJojuaAu| uapang JaAi3aie)

(@QVv4) @21A9Q JUBWISSASSY
Ajlwe4 ay3 Jo ajnpow SuIA|0S Wd|qod
sainseaw pajepilep

‘uapJng Jamoj J1odal ||im SulAjoS

wa|qoud Ajiwey ua3eaud Suiiodau
SJ19A1821e2—gT SIsaylodAH papn|ou|

‘SJ9AISa1ed

119y pue suetalap usamiaq sujuueld
Ajajes juiol SuiApnis | Dy e Jo 1ied
usisag

'$310443 Suidod [e120s pue apidIns

03 pajejaJ suolydadiad [euosiadialul
U99M]3( UOIIBID0SSE Y3 dUIWEXD O]
slaJed gt wy

ASAINS Y3jE9H WI04-110YS Wall-9¢

(SOIN) A9AING SBWO02INQ |BDIPIIAN

9y} WOy 9|edS Yj[eaH [elauaD)

9Y1 (@-S3D) 2|eas uoissaida( 4o
sa|pn3s [ed18ojolwapid] Jo) a13ua)
sainseaw pajepijep

Apnis
|EUOIIBAIDSO D13SI|eanieu [eulpn}iSuoT]
usisag

swojdwAs

9AIssaldap pue (|S) uoljeapl apidins

,Sjuaiied ul sadueyd o3 uolle|as ul

QW] JOAO palieA uolssaidap pue
yijeay ,Ss4aA18aled Jayjaym ajen|eas o
sJ2Jed 005 wy

(28e) syuaididaa aed (Adiuyia (sjuedidiyaed paaealaq 1o sialed usIsap pue wie ydieasay

/x9s/a3e) siaue) :solydesSowaqg

Suipn|oul Ajuo) azis ajdwes

15940 by National Health And Medical Research Council, Wiley Online Library on [06/03/2025]. See the Terms and Conditions (https://onlinelibrary.wiley.com/terms-and-conditions) on Wiley Online Library for rules of use; OA articles are governed by the applicable Creative Commons License

vsn
(T20T) ‘e 32 eyseld

vsn
(6002) Ie 32 2Issayd

uoled0|/1eak/10yIny

(penunuod) z 374VL



13652648, 2024, 5, Downloaded from https://onlinelibrary.wiley.com/doi/10.1111/jan.15940 by National Health And Medical Research Council, Wiley Online Library on [06/03/2025]. See the Terms and Conditions (https://onlinelibrary.wiley.com/terms-and-conditions) on Wiley Online Library for rules of use; OA articles are governed by the applicable Creative Commons License

LASCELLES ET AL.

1692

(T00">d ‘99°0 SA 85°0) 15-ASG-O3 Pue (T0"<d ‘090
SA /G°0) d9-4S—Pasn Sainseaw Yjoq ul snjels Lesy
Jasood Apuedyiusis pey |S-aNVD (0°€ =dualayyip)
Sujuonouny a|0J [e120S PUe ‘(' =230UdJIIP)
Bujuoouny |04 [euoIOWS (O°E =32UaJa1IP)
Suiuonouny sjol [ea1sAyd (g =2ouaiaip) uled
Alipoq ‘(G ¢ =sduaiayip) Suiuonouny [eaisAyd
papn|aul sdno.3 usamIag S92URIRYIP UesW [euiSiew
JuedlIuSIS Aj[ed1ISIIeIS UM Sulewop d1y1oads
(100" >d ‘0S¥ SA £"Z#) 2400s Jusuodwod [edisAyd
pue (£00'=d ‘6'8€ SA G'/£) 21025 Jusuodwo)
[BIUSIA| JOJ SUBSW Pajshipe Jamol pey |S-aNVD
anvd R IS-aNyD 404 $3Wo2IN0 Jo uostiedwod pajsnipy
(100">d ‘20 SA £8°0)
uonezijeyidsoy pue (T00'0>d ‘65°0 SA G'T) SHSIA
¥3 (S00"=d 'G'9 SA 6£) SHSIA Joplaod [euonipesy
Jay31y pey 1S-ANVD IskielydAsd 03 JIsIA 1oy
9dUIHIP ou y3noye (10 =d ‘%5'8 SA %E'CT)
syjuow 9 3se| ay3 ui jsidessyy 4o 3si3ojoydAsd e
0] S}ISIA papiodal |S-aNYD Jo a8ejuadiad Jaysiy vy
(T00">d 'G"6€ SA 0'61) Juswuedul
Ajanoe pue (100" >d ‘9°6€ SA L) ss0] Ajaipanpold
MOM |[etdA0 (100 >d ‘L€ SA 17°8p) Wslaauasald
‘(too0>d
‘9P SA T'Z) Wsiaajuasqe Jaysly papodal |S-aNVD
(100" >d *$9°0 SA 09°0) SPIIIN
Y[eay g9-4S pue (T00">d ‘€£'0 SA €9°0) SMels
U3[eay painsesw 15-a5-D3 4amo| pariodal |S-SNVD
'S9100S
(T00" >d ‘€0t SA #'8€) 9|eas Jusuoduio)
[BIUSIN PUE (TOO > d ‘'8 SA Z'9%) SDd 4amo| pue
“T00 >d ‘G'TH SA T°8€) Suluoiidpuny a|oJ [e120S pue
{100 >d ‘£'8€ SA Z'HE) Suluoouny 3|oJ [BUOI}OWD
(100 >d ‘£°€¥ SA1°0p) Buluonduny ajod [eaisAyd
(100" >d ‘€t SA 8'T) uted Ajipoq (100 >d
‘/'8% SA &'p1) Buluonouny [ed1sAyd 1oy s9100s
Jamoy Apuediyiusis papiodal |S-ANYI—ANYD
9 [S-ANYD 10} dW023N0 Jo uostiedwod pajsnfpeun
uolissaidap a1aA9S pue 2IaA3S Aj1eJapouw ‘Djesapou
Bupodal |S-gNyD 40w Yyim (T > d) sdnoi3d
U99M}3(| 9DUIYIP JUBDYIUSIS PajedIpul $2109S 4-DHd
(0> d uonnquISIp |B49A0 ‘% 60T SA %8 T)
swiaqoud das|s pue (T >d uonNALISIP [[EJIA0
‘%G’ LE SA %8’ /1) Uoissaidap Jo sisouselp [ed1paw
papiodal-J[as Jo swua) ul (NYD) IS Ou pue uoissaidap
Jejodiun yym ajdoad Jo siaied ueyy usping yieay
|eauaw Jays31y papodas syuspuodsal (IS-anvD)

|S pue uoissaudap Jejodiun yum ajdoad Jo s1aied pajiodal JoN

juaididas
aJed o3 diysuoinie[aa 1aAISa.1e)

sJaJed 0} paje[a. sSulpuly Jo Alewwing

S1e3AQT JaA0 ||
sjuaididal aie)
paiiodau jou A3d1uyl3
(2’57 @s) 5 ey 98e ueay
(%8'T¥) 0S€ BN
(%2°85) L8Y dlewa4
anvo

paiiodau jou A3d1uyl3
(2°ST S) s4eaA £ 0f 28e ues|p
(%2°9%) 95T dlen
(%8°€G) 86T deway
1S-anvd

slaie)

(@nvd)
Ajuo dap siaued /€8
(Is-anv2)
uoljeapl apiaIns
pue uoissaidap sialed GG

(o8e) sjuaididaa aued (A3d1uyle (spuedidiied paaeataq 10 siaued

/xas/33e) s1aue) :solydesSowaqg

Suipn|pul Ajuo) azis sjdwes

15-as-03
UOISJI9A [9A97-G UOoISuaWIg-S [0D0INT

(s}99M 1 Jolud) ZA4S Wy
PaALISP (@9-4S) Uoisuawig 9 wio4-Hioys
(S2d) Atewwing jusuodwo) |eaisAyd
(SO) Adewwing jusuodwo) |[eIusn

(¢AzT-49)

Z UOISIDA ADAINS Y}[eaH WJ04-1I10YS
wia)|-gT Apnis sawooInQ [edlpajn
(6-DHd) 241euuoisan yijesaH jualjed
(122) xapu] Ayipiqoutio) uosjieyd

‘snjels Supjows

‘uorpdwnsuod |oyod|e ‘as124axa ‘[N g
pajiodau Jjos—soi3sialoeieyd yyjeaH
olydes3owag
pasn sainseaw pajepljep
Apn1s |BUOIIBAISS]O DA11D9dS0419Y
usisaq

$9143uno0d ueadouny Jofew aAl)

ul uoljeapl [epiaIns pue uolssaldap

y3m sjuaized Joj Sulied suosiad

AqQ pasuanadxa uspJng 21WOU0Id
pue d[3siuewNny [eUOI}IPPE 33 SSISSe 0]
wy

ugIsap pue wie Ydieasay

adoun3
(T20T) "B 12 ayer

uoijedo|/1eak/ioyny

(penunuod) z 374VL



13652648, 2024, 5, Downloaded from https://onlinelibrary.wiley.com/doi/10.1111/j

1693

LASCELLES ET AL.

(€000°0=d ‘T=4p ‘£80'6 =p3Ienbs-1yd
{9%T SA %{/) S92IAI9S wouy 1aoddns pue aied
10J paau uMo JIay] pey Asyj ples pue (g0 =d
‘T=4P ‘TT6'€=P3JeNbs-14yd 1%GE SA %9G) SIA|ISWA}
swajqoad yjjeay [eyusw pey usyo aiow {000 =d
‘T=4P ‘THT'TT =palenbs-1yd 1%GZ SA %6S)
s1dwaiie apI2INs IN0ge PaLLIOM U330 alow (Tzo'0=d
‘T=4p ‘L1€'G=palenbs-1yd :%6Z SA %G) Auedwiod
uMo SuiAey wouy pajuanaid aiam Asyj pajels
U93J0 aJow s3dwalle apIdINS YIM sjusiied Jo saAile|ay
juaned
yum diysuolie[as uo s309)4a aAlzeSau payodal %5z
swa|qoJd yijeay |ejusw pasualiadxa %4¢
apIdins 3dwajie ySiw Jusijed paiess %Te
Auedwod umo Jisyl
Suiney wouy pajuanalid a1am Asyy parodal %ee
3dom dn aAI13 03 pey Asyj pajiodal %91
awi ainsia| dn aAI3 03 pey Asy) paliodal %87
((SGT=N) SJ2Y30 03 Wey Jo/pue 4|as
0] WwJey pajlqiyxs pey oym sjusijed Jo sialed |8 JO

"dnoJs INON ay3 ul
sjuedidipied yum pasedwod aAljeal ||l 9yl yum
diysuoije|al J1ay3 Jo syoadse poos ay3 ynoge
ua3J0 aJow 3y3noy3 dnoud 4735 ay3 ul sjuedidijied
dnou38 INON 2y1 y3im pasedwod
9oualiadxa SulAl8aied sy Jo |esiesdde anineSau
||edaA0 aiow pey sdnois H10gd pue 4735 ‘SYIHLO
‘y3|eay |eaisAyd ui sdnoud sso.ioe
PaAIDSQO DI9M S2IUDIDJHIP ON "3[BIS Yi|eay
[BJUSW ZTHS 3Y3 pue ‘|Sg a3 ‘aS3D 3Y1 Aq
paJnseaw se dnou8 INON 3Y3 yum pasedwod
(HLOg pue 4735 ‘SYIHLO) Sdnous wiiey Jo ssii
paAIaoJad ||e ul Ja3eausd sem ssaujsip |ed180|0ydAsd
$9|e2sqNS uojsiAIadns pue adue)sisse
| Ajlep S134 ay3 Aq painsesw se dnoi3 INON
Y3 ym pasedwod uaping aA1323[qo Ja3eald
papiodas (HLOE pue SYIHLO 473S 03 wey)
sdnoJS wJey Jo > Sii Juadas paARdsad ||y 'sa|eds
aJunsea|dsip pue Auiom S|34 ay3 Aq painsesw
se (INON) dnou3 wiiey Jo s Juadal paAledsad
ou ay3 ypm pasedwod sdnoid (SYJHLO) Siayio
0} WJey pue (H104g) s4aY3o pue j|as 03 wey
3y} ul Ja3eals Ajpuediyiudis sem uapang aAR3IGNS
‘wey JO Sl Juadal paAdJad e Jnoyjim asoyy
uey) syuow 9 snoiaaid ays ui suolesijelidsoy
JO Jaquinu J33eals e pey pue syjuow 9 snoiaaid
9U3 Ul suoseal yjjeay |ejusw Joj uoljezijeyidsoy
e pey Iaquiaw Ajiwey |1 1Y) 1eyy 31odal o3 Al
210W 2J9M WLIBY JO Sl paAIadiad oym sjuedidilied

3ul

s1a4ed 0} paje[as sdulpuly Jo Alewwng

%G Spually 3so|D)
%CT uaJpiyd

%/.C S9AIIE|a. 1930 10 s3u
%LT Syualed

%6 sasnodg

pajiodals joN

juaididad
a4ed 0} diysuolje|as JaAiSale)

(€T @S) sieah gt a8e uea|y
sjuaididaa aie)

pajiodau jou A3diuyl3
s1eaA 617-0F PaSe %81
pa1iodal jou siapuad uaylo
(%1G) 3leway 6/

slaie)

(T°GT @S) s1esAg 0¢ a8e ues|y

sjuaididau aue)

AUYM (%217 TL) O —Ald1uylg
(L9 @s)

sieahz'0g 98e sJaJed S1ayjo 0}

w.ey pue J|as 03 w.ey a8e uean
(6 as) sieahg 6

SJ2Jed J|9s 03 wey a8e uean

pajJodal jou suapuasd JayiQ

(%S2) 3w T

s1a1ed 9G=N

(28e) sjuaididal ased (Aydiuyls
/x9s/98e) sia.ue) :solydesSowaqg

sajou juaijed
03 8ulpJodde UoISsiwpe 0}

Jond juajoIA AjjeaisAyd uaaq

pue apidIns pajdwalje pey
oym sjuaired Jo siated (%£°'T) T
s9j0u jualjed 0}

Suipiodoe uoissiwpe 03 Joid

apIns pajdwalie pey oym
sjuaijed Jo s1a.ed (%1LT) LT
S12482 GGT

(HS) 4195 03 wuey

30 sl je s3d JO SJaJed 96 [e30} U]

S19Y30 0}
wey pue Hs Jo sk pajioday
Jaquinu
swes say3 pue Ajuo (HS) J|2s
0] WJey Jo ysii pajiodal
(a)dwes |e303 JO %G°9 pue
wiiey Jo ysi paaietad
3uljou s1a.1ed JO %/'9Z) 8T
‘waey
JOS1I paAl9dIad pajou
(%0'%72) ¥OT |30} Ul S13.Bd 51

(sjuedidiyied paAealaq 1o siaied
Suipnjoul Ajuo) azis sjdwes

pasn auoN

sainseaw pajepijep
(suolisanb G) SMalAIIUI PaINIONIIS
WSS PaJa)SIUIWpPE J9YdIeasal

BuIA|OAUl ApN]S [BUOI3D3S SSOUD)

usisaQg
uoISSIWpE 940J3q
sjualjed oujelydAsd Jo sydwalle
apIdINS () PUe ‘UoISSIWpPE je 0
910J9q dLeIydAsd Aq S19YJ0 Spiemo]
22U3|0IA |BDISAYd (T) 01 uonIE[al
ul aJed uj uonjedidiied saAneal

pue uapung Ajiwey 21e313S9AUl O]

wy

(103) Ado3uanu| BuiaiBaae) Jo adualiadxy
(2Sd4)
uoijesiunwwo)) SuiAjos wajqoud Ajiwe4
(@v4) 921A8 g JUBWISSASSY Allwe
y3jeay Jo ainseaw g1-4S
(@-s3D) a|eas uoissaudag
salpnjis [ed18o|olwapid] Jo) a13ua)
(87-1S9) A103uaAu| wWoldwAS Jalig
(3d0OD) Alojuaau| Suido)
(S34) 91e2s Juswiamodwg Ajlwey
9|eds aunsea|dsip pue AJiom §|34
sainseaw pajepilep
Swwea3o.d uoi3ednNpa UsALIp
J9ad Ajlwey 03 Ajlwes ay3 Jo | DY
woJy e3ep auljaseq Jo sisAjeue A1epuodas
usisag
Suiuonouny Ajlwey pue
uolIeDIUNWWOD Ajlwey ‘92ualiadxd
3ulAI3aied ay Jo |esieddde ‘yieay
|eauaw pue |edisAyd ‘Suidod
‘Quawsamodws ‘usapang ‘ssa.3sip
Ajlwey pue wuey Jo ysi Jo uolydadiad
ay3 usamiaq diysuolle|aJ ay3 suIWeXa O
wy

usisap pue wie yoieasay

15940 by National Health And Medical Research Council, Wiley Online Library on [06/03/2025]. See the Terms and Conditions (https://onlinelibrary.wiley.com/terms-and-conditions) on Wiley Online Library for rules of use; OA articles are governed by the applicable Creative Commons License

uapams

(S002) uew3sQ pue uljjafy

vsn

(STOZ) "B 32 Z3B)

uoijedo|/1eak/ioyny

(ponunuo?)

¢ 319vl



13652648, 2024, 5, Downloaded from https://onlinelibrary.wiley.com/doi/10.1111/j

LASCELLES ET AL.

Pa.4Nd20 S313|NJI4IP UBYM
0] UIN} 0} 359 SUO3WOS pey Asy) pajiodal %Ee/
SaA9SWaY} Sul||aSUNOd |BNPIAIPUI SUISAP % /€
juanjed yum
19319303 3ul||9SUN0D 10J 241S9p B passaldxd %EG
1dwalje ayj Uuo MalA JIay)
3uIAIZ U914k paAal|al 394 pue S sjualjed Jajje
|euoissajoud e 03 3|e3 03 |nyd|ay 3 punoy SOS ISOIA
wayj 03 uspJing e sem 3ioddns [ejuswiniisul
Jo/pue |es13ojoydAsd SulAIS jey) pajodal SOS %/ S
|euol}e20A Jo diysuolie|as
Ajutew swa|qoud euosiad uayjo pajiodal % T
swa|qoud
93139dde yo/pue poow ‘das|s pajiodal %6z
|leMmun AjjeaisAyd 324 Asy3 payiodal %971
VS 1aye
Pa320ys 4o paliiom ‘}asdn a1am Aayl ples sOS %S/
S9I}NJIIP J19Y} Y3m
way3 03 uiny jou pip Juaijed ay3 jey} payiodal %eg
si1933ew |esnoeud
ym djay papinoad pey Asyy jeyy pajlodas sOs €/1
juaned ayy 03 Juoddns |ed130joydAsd papiroad
aAeY 0} SAA|aSWAY] paAladlad SOS %0S 19A0
pajdadxaun Jou sem /S pIes sOS JO %0E
(T-1
pue dnoJg) 310ddns Js.4ed pazi|enplAlpul J0) PasN e
Ajsnolias uayel 3uiaq 0N e
110ddns Jo ssauaAisuodsau
/340ddns sisud 3uissadde Ajnoysig e
$921AJ9S 310ddns JO 9210Yd JO oe] e
uoljewJojul/uoljeue|dxa Jo 3oe] e
papn|aul passaldxa suladuo)
(%00T/09 03 dn ppe jou op pajiodal siaquinu
AN) .(mowy 30U pip %¢°8) 09/5 1dwalie ue spew
jou pey Asy3 ples (%ST) 09/6 ‘34| 119Y3 pus 03
pali} pey Joj paJed Aayy uosiad ayy ples (%52) 09/St
MO| Sem suol3sanb
$S0J2e s3]kl asuodsal 3 JNOIABYS] [EPIDINS 0}
3uijejas suonsanb paja|dwod syuedidijued TZT/49

s1a1ed 0} pajejas sdulpuly Jo Alewwng

(%S°2) T s3uljqis

(%17°£) 9 spualiy

(%8"¥T) TT UaIp|Iy2 3npy
(%0°£E) O€ siualed
(%€°8€) T€ slauried

(%€¥7¢2) E0T/ET 12Y10
(%9°LY)

€0T/6¥ PIIyd/3ul|qis/iauiied

(%0€) €0T/T€ Iualed

juaiddaa
aJed o0} diysuoie|aa saA1Sa.ue)

(s1eahz6-8T
93uel) sieak g¢ a8e ueap
sjuaididal aued
pajiodau jou A3d1uyl3
S1e9AQT 49A0 ||e—28Y
pajJsodal jou siapuad JayiQ
(%09) 3jeway 617
EY e}

SI1edAQT JaA0 ||
sjuaididal aie)

pajiodau jou A3d1uyl3
(%£°9) 611/8=59<
(%97'C6) 61T/0TT=¥9-8T
(%¥8°0) 6TT/T=81>
(s4eaA) 28y

(%5°5T) 3lew 20T/¥T
(%S°9£) 3]ewa4 ZOT/8L
slaie)

(28e) syuaididad aaed (Ajdiuye
/x9s/a3e) siaue) :solydesSowaqg

JnoiAeyaq [epidins
juaijed Jo sdusuadxa Yum 49

(sjuedidiyued paaealaq 1o siaied
Suipn|oul Ajuo) azis ajdwes

pasn auoN
sainseaw pajepijep
aJleuuolysanb
MB3IAIDIUL Y}IM APNIS [BUOIFDDS SSOID)
usisaq
jJoddns uoj pasu
413y} pue sQS ay3 Jo sulagjam ayy
(€) pue juaized ay3 JO JUSWISSISSE Y]
ul |nydjay sem sQS Wouy uoljew.oul
Jayiaym (g) ‘uoizesiunwiwiod
|ep12Ins dA19249d 03 Ay
se ||[am se d|ay 4o} paau sjualjed
ay3 uo pue jdwajie apIdINS Y3 Jo)
suoseaJ pue swajqo.d uo MalA (OS)
s,4ay3o juediyiudis ay3 (T) 91e313s9AuUl 0]
s124ed T8 wy

CRICIT

pasn auoN
sainseaw pajepilep
suonsanb
pajel 149317 4 pue papua
uado GT ‘@210yd 3|di3Inw
09 8uiAjoaul
ASAJNS auUIUO—ApPN)S |BUOIIISS SS04D)
usisag
(424e2 JO SaAl3dadsiad wody wiey
-J|9s/apI2Ins uo suoi3sanb Suipnjoul)
adg yam pasouselp uosiad e
0 s19.e JO S9dUaLIadXa aJ0|dXxa o
s194ed TZT wy

usisap pue wie yoieasay

15940 by National Health And Medical Research Council, Wiley Online Library on [06/03/2025]. See the Terms and Conditions (https://onlinelibrary.wiley.com/terms-and-conditions) on Wiley Online Library for rules of use; OA articles are governed by the applicable Creative Commons License

uspams
(e666T) UaBRY3[O
pue seASu|-ausen

eljesysny
(STOZ) UOYRNIIN puE umeT]

uoled0|/1eak/10yIny

(penunuod) z 3749VL



13652648, 2024, 5, Downloaded from https://onlinelibrary.wiley.com/doi/10.1111/jan.15940 by National Health And Medical Research Council, Wiley Online Library on [06/03/2025]. See the Terms and Conditions (https://onlinelibrary.wiley.com/terms-and-conditions) on Wiley Online Library for rules of use; OA articles are governed by the applicable Creative Commons License

>~
0
] oddns Ja339q Suliisap
- ‘340ddns [e120s 03 ss922€ SS9 ‘Jdwalle apIdIns
W Inoge suol}sanb y3im pajerdosse sem Sulag||am 10od
|e1dueul) ‘9|duwiexa 10) ‘SaLIIOM 19430 pey SOS %/¥S
31 papasu Asyy
119) %97 J9yjoue ‘p1oddns [euoissajoud pey %ze
‘SwojdwAs 210w 10  pajiodal
€/1 "A1aIxue ‘ssaussajadoy ‘uoisuaj ‘daa|s
paJiedwi ‘uied oLysesids ‘ssaupajieayumop
‘A31|Iqe3Ll ‘Bydepeay ‘ssaupadl} ‘Aliom
40 swoldwAs aiow 4o suo pajiodal g/z
sJaulied Y3Im ua3jo ssa|—Aloloeysiies
sem 3ulaq||am [esauas J19y3 ySnoyl %8
9JO0W pajueM SIaJed

—)U3ID1}JNSUl PAIBPISUOD SEM DIED Ul JUSWSA|OAU|
uoljenyis syusijed ayj Jnoqe

uoljewIouUl Y3Nous PaAIadal JoU pey SiaJed £/7
JjeIs Aq

|1oM pajeaJt) uaag Jou pey Asyl 3y3noyj siaied %2z
2Jed jualjedul Y3Im pajerdosse Sem UoIoeysijes
J9YSIH juawesas) a10W pajuBM %EG

QUaId14NsuUl Sem Juswiieal) Jualzed 3y3noyl %Gy
siauyled

U91J0 aJow—3i0ddns |enplAIpUl pajueMm paiyl
juaned

yam 8ulj|asunod [euoissajoud 31| pjnom jley AjeaN
(s1ouj.ed ueyy atow

sjualed)—03 uin} 0} suoawos pey syuedidiyied %08 pasn auoN
Jnoineyaq sainseaw pajepijep
|ep1ains 1noge suolisanb pey ||13s Ajjeldadss siaulled (suoipsanb g9) aureuuonsanb
VS 1noge MB3IAIRIUL Y}IM APNIS [BUOIFDDS SSOID)
juaijed o1 payj|e1 jJou pey sjuedidilied Jo Jley AleaN usisaq
U91J0 2J0W P3LLIOM SJualed S1edAQT JaN0 || VS s,jualjed uayje
|NJSSa41s paJapisuod sem jualjed Jnoqge SulALIOpn sjuaididal aue) 1eaA T 340ddns jo paau pue Sulaq|am
sjdwajje jeadau Jo Auolsiy pey jusijed usym (%t°2) T sdulqis pa1iodau jou A3D1Uyl3 (#P8=0T-€T+18 UMO 119y} pue juswiealy sjuaijed
0s aJow ‘ydwa)je 1eadal IN0ge PaILIOM 949M %0/ (%E£°8) £ spuali4 8T J9A0 |[e 3nq pajiodal Jou a8y ‘s13ey3 ‘synodoup QT yum 3U3 Ul JUBWAA|OAUL JI1BY] ‘sualjed
s|eusdis [ep1ains 8ulAledJad pajiodal %02 (%0°ZT) OT Ua.4p(iyd 3npy (%S°0%) Usw ¢ ‘Apn3s snoiAaad uj uo ay3 Jo uoizeniis ayl SujuiadU0d uspams
juaididal (%€°€€) 8T SIaulled (%5°6G) ]ewa) 0 pajiodau jou sjuedidiyaed SOS JO SM3IA 3Y3 93e81359AUl O] (q666T) usdeyslo
2.ed Jo /S pajeadad pajodal syueddipied (%4T) TT (%0 ¥P) LE Sualed s1aled €T +9|dwes aAoqe) siaJed 48 wy pue JeASu|-auden
s1a.ed 0] pajejaJ s3uipuly Jo Alewwng (a8e) syuaididaa aed (Aydiuyla (sjuedidipied paneasaq ao sialed usisap pue wie ydieasay uoljedo|/ieak/ioyiny

aJed o0} diysuoie|aa 1aAISa.ue) /x9s/38e) s1a.ue) :solydesSowaqg Suipnjoul Ajuo) azis sjdwes

(penunuod) z 3719VL

LASCELLES ET AL.




13652648, 2024, 5, Downloaded from https://onlinelibrary.wiley.com/doi/10.1111/j

LASCELLES ET AL.

‘uapJnq 1oy 1030ey st
Juspuadapul Ue S| 910J2J3Y3 Sa|qelieA Juedyiusis
13430 404 SUl[|043U0D USYM USpPINQ JDAISSIED UO
109449 JuedyIusis e aAey 0} sieadde | JO sSaUaIEMY
‘IS0
9IBME 9J9M SJ31eD %/ T AJuo Inq |S pajiodal
sjualjed %09—|S JO SSaualeME A[Iwey pue
pajiodau juaiied usamiaq Aouedaldsip e sem alsy |
‘uapJang Ajiwey Jo sio3dipaid
Jued1y1udis 9q 03 punoy || SPIdINS JO SSaUIIBME
AJlwey pue sa21nosadJ Ajlwe) mo| ‘a8e juaized Suno
‘(@24no0sau
AJlwey pue uoreinp ssauj|i ‘a8e juaijed aJe se)
10">d ‘670 (28) =4 Usp.nq Ajiwie} 03 paje|a.i0d
Ajpuesiyiugdis sem |§ Juaijed Jo ssaualeme Ajiwe

pajsoddns asam oym sjuedidijied
03 paJjedwod uapang JaAI3aJed pue ssaJlsip
|ea18ojoydAsd ‘| uo sa102s Jaysiy pajsodal
pajsoddns ||lam 934 30U pIp oym sjuedidilied
‘uapJnq JaAiSaled ssa| Ajpuedijiusis
pasualiadxa (%1 =,1s ‘50">d ‘T1T°0-=4g)
SOA[2SWIAYY |S JaYSIY pey pue ‘%e = 1S
‘700" >d ‘0Z°'0-=4g) paAladal Jaled ayy 1ioddns
ajenbape pue (%1 =,4s ‘50">d ‘60'0-=49)
jualjed Joy a1edyj|eay Jo [9A3] d1enbape
paniadiad (%1 =,4s ‘T0">d ‘¥T'0-=¢g) uosiad
ay3 Suipdoddns ul aduaplyuod pey oym sjuedidijied
*sys a|dinjnw pey sjuaididal 9482 3SO|N
‘uspang JaAidaued
Y31y 03 AJUBDIUBIS PAINQLIFUOD (%G = IS
‘T00">d ‘z€'0=4g) ssa.1sIp [ed130j0ydAsd ysiy
pue ‘(%1 ‘10" >d ‘g1'0=4) VS 03 Jolid syjuow 9
12.3U00 Jo Aduanbauy ysiy (%g =,4s ‘T00" <d
‘L1°0=4) VS 2y Jo 1edwi y3iy (%1 =Is ‘0" >d
‘IT1°0=4g) uosiad pajioddns ay3 Yy1Im ssauas0|d
pajiodal (%1 = 215 '50"> d‘11°:0=9) a|ewsy Sulag

sJaJed 0} pajejaJ sSuipuly Jo Atewwng

%C°L 190
%G'6 Jauyled
%6'TT 8ullqiS
%' 1L 3Udied

(%S°6) €9 BuIssIIN
(%2'T) 8 an3ea||0D
(%6'S) 6€ 8ullqiS
(%€°9) T uoneja1 Ajlwey
%L'8) 8S 42410
(%C°6) T9 Jua.led
Jaulled
(%¥'€2) 9GT puali4
(%2°52) 89T PIUD
:(eep a19|dwodul
10 sjuedidiyied a|qidiaul
10 UOISN|IX3 91013() 999
Jo ajdwes ||edaA0 Jo 1nq
o|dwes |eul} J0J 3|ge[leAe JON

juaididas
a.ed 0} diysuoijejau JaA18ale)

(¥'6 dS) s1edh g gg a8e uea|p
sjuaididal aie)

%G 6 Uedliawy-ueadoing-uoN
%G°06 Uedlawy-ueadoiny
(8'CT @S) 0°TG d8e ueajy
%9°CC dlewad 6T

%Y'LL 31BN §9

slaie)

S1e9A QT JOAO 2I9M JSOW

ey} 93ed1pul Juaididal a1ed 0}
sdiysuoije|as Ja4ed 3nq pajiodal JoN

sjuaididal ate)

paiiodau jou A3d1uyl3

(€0°2T @S) s1eah 16,y 986 UBDN
%9°T 49U30 L

%L'8 USN 8€

%L 68 USWOA 06€

slaie)

(28e) sjuaididaa aued (A3dluyle (spuedidijied paAeataq 10 siaued
/x3s/98e) siaJe) :soydesSowaq

15940 by National Health And Medical Research Council, Wiley Online Library on [06/03/2025]. See the Terms and Conditions (https://onlinelibrary.wiley.com/terms-and-conditions) on Wiley Online Library for rules of use; OA articles are governed by the applicable Creative Commons License

‘uo(3eapl apIdINs ‘|S ‘3dwalje SPIdINS ‘Y/S :SUOIIBIARIGQY

9|NPaydS MalAIaIU| UspIng Ajiwe
aJleuuonnssnp 31oddng [e1nos
1s1pjoayD Suido) Jo sAepp pasIASY
sainseaw pajepilep
swuwei3oid
juawieasy dnoud Ajlwey sjdinw e
40 Adediyje 3uiiesiisaAul | Dy € Jo 1ied
usisaq
‘eluaaydoziyds y3im sjusiedino
ul Ajijepains pue swoldwAs
aAIssaudap ‘asnge aduelsqns se
4ons $33ea.402 3|qissod Jayjo pue
$9]€]24402 JaAISa.1ed pue jualjed
paysi|gelsa Ajsnoiaaad s3i ‘usaping
uaamaq diysuolije|al ay3 a3es13sanul o
slaJed 8 wy

9|e2S Uaping JaAiSale)

9|es ssau3sip [ed180[oydAsd OT-49|SSaY
9|edS $aINqI13Y Uolleap| [epiding
3]e2S 9pIdING Jo ewisng

sainseaw pajepijep

Aaauns auljuQ

Apnis [euoI1329s SS04D)

usisaq

SulJed Jo 3|nsal e se paljiauapl usap.ing
slaled JaA18a4ed Jo su03o1paud Ajiuapl o)
SEY wily

uSisap pue wie ydieasay

Suipnpoul Ajuo) azis s|dwes

vsn

(€002) 1832 |]2U0adN

(T202)

eljes3sny
‘|le19 odey

uoljeso|/ieak/ioyny

(panunUOD)

¢ 378avl



LASCELLES ET AL.

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 & Ostman, 2005; Lawn &
McMahon, 2015; Magne-Ingvar & Ojehagen, 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
etal.,, 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

[ Identification of studies via datab and registers ] [ Identification of studies via other methods
5
% Recl\(ljlljc;ilr?:n(tr:ﬁ?d? ;rgg;f Duplicate records removed Records identified from citation
2 N = h hi =6
£ Psychinfo (n = 4237) I » (n = 5269) and hand searching (n = 6)
H Cinahl (n = 2346)
3
"o
Records screened (title) »| Records excluded
(n =9077) (n = 8945)
A4
Reports sought for retrieval (title Records excluded Reports sought for retrieval
= and abstract screening n = 132) (n=90) (n=6)
s
[
: I I
O
(7]
N Reports excluded: (n = 17) o
Reports assessed for eligibility Reports assessed for eligibility
(n=42) Insufficient focus on carer (n=6)
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)
) Studies included in review
°
3 (n=31)
Q
=
—

FIGURE 1 Process of study selection (Page et al., 2021).
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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

learning a new role
own life on hold

caregiver burden

1. Transitions ‘

health & social

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

information &
education

recognition &
appreciation

communication and
partnership

5. What carers need and
want

2. Living with

emotional,

psychological &
practical support

constant worry & fear
of attempt

expectancy and
anticipation

consequences | uncertainty and fear
/ ‘ vigilance as risk
management
encountering enduring
suicidality and multiple Carers experiences and
attempts ok the toll of vigilance

adequate vs inadequate
support

4. Interface with
healthcare

unseen, unheard,
uninformed, uninvolved

professionals and
services

discharge tension

flawed systems

reframing relationships

3. Changing

. tensions & conflict
relat h

P

familial consequences

FIGURE 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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TABLE 4 Articles linked to themes and sub themes.

Theme Subtheme

1. Transitions

Learning a new role

Own life on hold

Caregiver burden

Health and social
consequences

Encountering enduring
suicidality and multiple
attempts

2. Living with
fear and
uncertainty

Constant worry and fear

Expectancy and anticipation

Vigilance as risk management

The toll of vigilance

3. Changing
relationships

Reframing relationships

Tensions and conflicts

Articles including theme/subtheme

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 & Ostman, 2005; Magne-Ingvar & Ojehagen, 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

Asare-Doku et al., 2017; Castelli Dransart & Guerry, 2017; Dempsey et al., 2019; Fogarty
et al., 2018; Giffin, 2008; Magne-Ingvar & Ojehagen, 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

Asare-Doku et al., 2017; Castelli Dransart & Guerry, 2017; Dempsey et al., 2019; Fogarty
et al., 2018; Giffin, 2005, 2008; Magne-Ingvar & Ojehagen, 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
etal, 2021

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

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 & C)jehagen, 1999a, 1999b; Maple et al., 2021;
McLaughlin et al., 2014; Nygaard et al., 2019; Spillane et al., 2020

Asare-Doku et al., 2017; Borisonik & Kholmogorova, 2018; Castelli Dransart
& Guerry, 2017; Chessick et al., 2007, 2009; Giffin, 2008; Magne-Ingvar &
Ojehagen, 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

Asare-Doku et al., 2017; Borisonik & Kholmogorova, 2018; Castelli Dransart &
Guerry, 2017; Cerel et al., 2006; Fogarty et al., 2018; Giffin, 2008; Kjellin &
Ostman, 2005; Magne-Ingvar & Ojehagen, 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
etal., 2021

Cerel et al., 2006; Giffin, 2008; Kjellin & Ostman, 2005; Magne-Ingvar &
Ojehagen, 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

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

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

Borisonik & Kholmogorova, 2018; Giffin, 2008; Kjellin & Ostman, 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

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 &
Ostman, 2005; Magne-Ingvar & C)jehagen, 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

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

Asare-Doku et al., 2017; Chiang et al., 2015; Fogarty et al., 2018; Giffin, 2008; Kjellin &
Ostman, 2005; McLaughlin et al., 2016; Nosek, 2008; Wand et al., 2019; Wayland
etal, 2021
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LASCELLES eT AL.
TABLE 4 (Continued)
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
& ()jehagen, 1999b; McLaughlin et al., 2014, 2016; Nygaard et al., 2019; Spillane
et al., 2020; Sun & Long, 2008; Wand et al., 2019

4. Interface with Castelli Dransart & Guerry, 2017; Cerel et al., 2006; Dempsey et al., 2019; Fogarty
healthcare et al., 2018; Giffin, 2008; Kjellin & Ostman, 2005; Lawn & McMahon, 2015; Magne-
professionals Ingvar & Ojehagen, 1999a, 1999b; Maple et al., 2021; McLaughlin et al., 2014, 2016;
and services 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 Castelli Dransart & Guerry, 2017; Cerel et al., 2006; Dempsey et al., 2019; Giffin, 2008;
uninvolved Lawn & McMahon, 2015; Magne-Ingvar & Ojehagen, 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 Asare-Doku et al., 2017; Borisonik & Kholmogorova, 2018; Castelli Dransart &

want and need 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 & Ostman, 2005; Lawn & McMahon, 2015; Magne-Ingvar &
Ojehagen, 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 Castelli Dransart & Guerry, 2017; Cerel et al., 2006; Giffin, 2008; McLaughlin et al., 2014,
partnership 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 Asare-Doku et al., 2017; Borisonik & Kholmogorova, 2018; Castelli Dransart
practical support & Guerry, 2017; Chessick et al., 2007, 2009; Chiang et al., 2015; Dempsey
et al., 2019; Giffin, 2008; Katz et al., 2015; Kjellin & Ostman, 2005; Magne-Ingvar &
Ojehagen, 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

et al., 2014, p. 3). Initial emotional responses such as shock, guilt Well, | think I still feel like |—a little bit all at sea ... I'm
and anger were cited along with helplessness and powerlessness, not really sure | would know what to do, to be honest
quickly followed by a realization that there was a need to take on a (Dempsey et al., 2019, p. 107)

carer role to support the individual and keep them safe. For some,
this occurred alongside sensemaking, which involved revisiting although over time some carers had worked things out for themselves:
belief systems and reflecting on lives before suicidality:
OK, let's not try that again, let's try this approach...
It made me question more about my parenting than and a lot of it was hit and miss.
anything else ... it really made me sit down and go (Nosek, 2008, p. 40)
through the way | brought him up
(Spillane et al., 2020, p. 293) Common caregiver tasks included providing or practical support. This
involved talking, being available and conveying love, advocacy and
Participants reported feeling ill equipped for this new role: general support such as organizing appointments. Taking on the caring
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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 | 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, | 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 | am depressed.” You
know, ‘What kind of parent wouldn't be, if they had
been living with what | 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:

| was ashamed, when it happened. ... | 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 | know she would
have felt like talking to me but | 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, | 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:

| 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 | 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; McLaughlinetal.,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. | had her actually sleep in my bed
that night, | 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
etal., 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 Ostman (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 | 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 Ojehagen (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.

| said to the doctors ‘but me, | need help, | need help’,
and | was crying and | 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 | 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)

| 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 | know why she has sui-
cidal thoughts. | used to have no context, so her ex-
pressions were just, yeah, “really crazy”. | used to say
that | was married to “a psychiatric patient”. Now | 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 | 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 | 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 | 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 | 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 | 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 | 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
etal., 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 (Hvidkjeer 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.

41 | 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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