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Title

Caregivers’ experiences of service transitions in adult mental health: An integeat

qualitative synthesis

Abstract

Approximately 5% of the UK population live with serious memhigdlth problemsData show
that informal caregivers of people with mental illnpssvide care for the highest number of
hours compared to other illness and the economic cost afatess highest in the UK when
compared internationallyPeople living with serious mental health problems makwesitians
between different intensities of service as their ndledsuate, including referral, admission,
transfer or discharge. Although caregiving is associatéd ath stress and positive reward,
service transitions are particularly associated wittreiased stress. This review aimed to
investigate what is known about the experiences of informafjaeers during mental health
service transitions

An integrative qualitative synthesis was conducted followireycdees in six bibliographic
databases and of the grey literature. Studies publishedjlisEbetween 2001 and 2017 were
included if the study focus was on serious mental healtblegs, the experiences of
caregivers and service transitions. Eleven studies weheded, appraised using the Mixed
Methods Appraisal Tool (MMAT) and synthesised, resultingaur themes: 1) Caregiver
information 2) Caregiver involvement in decisions aboate and treatment 3) Accessing
services 4) Being a caregiver.

Caregivers’ experiences were similar during transitions to their usual caregiving role but they
faced more challenges and their experiences were ardpl@iencerns about confidentiality
created barriers to information sharing. Continuitypabfessionals across transitions was
helpful. Caregivers struggled to deal with their own configtiemotions and with the

behaviours of the person yet rarely received help. Thewefindings point to a need for
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continuity of professionals across service transgiao-designed and delivered training for

professionals and caregivers about information sharirgategr understanding of barriers to

implementation of family interventions and interventidhat address emotional needs of

caregivers.
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What is already known about thistopic

e Informal caregivers are a critical part of mental treeare delivery but often report
feeling excluded and unsupported by professionals.

e Informal caregivers of people living with serious mengdlth problems may not identify
with the term carer.

e Mental health policy and practice guidance identify aoldal stresses to informal
caregivers in mental health during service transitions.

What this paper adds

e Caregivers’ experiences are not substantially different during transitions to their broader
experiences as caregivers but their role is more cigatlg and their experiences
amplified.

e There are implementation gaps and training needs arounchation sharing between
professionals and caregivers.

e Services need to provide interventions that provide cotyindiprofessionals across
service transitions that can flexibly meet the differegeds of the person and their

caregivers.

1. Introduction & background



Since the 1960s, the process of deinstitutionalisatioreldes lthe vast majority of people with
mental health problems residing in community settings ratien hospitals (World Health
Organisation (WHO), 2013). For deinstitutionalisation to sucdeespital closure needs to be
balanced by increased community based services. In the WKptioicess was partly
economically driven, and community provision was insuffigiewhich in turn pushed
responsibility back onto families as providers of (unpaid) cadesapport (Parker & Clarke
2002).

Approximately 5% of the UK population live with serious meihigdlth conditions that cause
significant disruption to the life of the person and thamify, have a relapsing pattern for
many people and are strongly linked with socioeconoraatofs such as high rates of
unemployment, unstable housing and social isolation (McMatual., 2016). Although
diagnostic criteria vary internationally, for the puspaof this review, serious mental health
problems include people living with psychosis (includandiagnosis of schizophrenia) and
serious mood disorders (includiregdiagnosis of bipolar disorder) (American Psychiatric
Association, 2013;WHO, 1992).

A systematic review of approaches to economic valuationf@fmal care reported as having
the highest average number of hours spent caring compastktdlinesses and the economic
cost of this care was highest in the UK when comparecatienally. The authors highlighted
however the complexity in accurately calculating therfaial cost of informal care (Oliva-
Moreno et al., 2017). In the UK, informal caregivers ofgleavith schizophrenia have been
estimated to save health and social care services aEdudibillion a year (The Schizophrenia
Commission, 2012); making it crucial that they receive gmuate support. It is estimated that
that there are around 1.5 million people providing informal (ithpaare for somebody with a
mental health problem in the Uknost are family members (Worthington et al., 2013). This

review uses the term ‘caregiver’ to include any adult providing informal, unpaid care and



support to a person living with a serious mental health prqklesy may or may not be a
family member.

Research has established that informal caregivers canengeehigh levels of stress, ill health
(Ganguly et al., 2010), disrupted routines and financial ditfesi{Goodwin & Happell, 2007;
Awad & Voruganti, 2008). It is equally important, however, to ackndgdethat many
caregivers care deeply about the person, willingly providearadehave positive experiersce
of caregiving (Repper et al.,2008; Veltman et al., 2002).

Informal caregivers, in a mental health context, migtf however, identify as a caregiver and
see themselves primarily as a spouse, parent or friestdngnit harder to identify those who
need support (Worthington et al., 2013). This may relate tolama/ledged difficulty defining
the role of caregivers in mental health (Ridley et2014) but also in part because caring for
a person with a mental illness is different to caringafperson with a physical health problem
by being more focused on supervision, befriending and copitig tie behaviour of the
person,(Department of Health, 2001). Caregivers have also des@libetance to accept the
label ‘carer’ as it is perceived as undermining the genuineness of tieetieay provide (Repper
et al., 2008; Ridley et al., 2014).

Relationships between caregivers and mental health seavecest always positive; caregivers
often feel their concerns are not taken seriously (Shemteal., 1994), they do not get support
during a perceived crisis (Albert & Simpson, 2015) and theyigarered by professionals
(Askey et al., 2009; Lyons et al., 2009; Pinfold et al., 2003) wmhay not see supporting
caregivers as part of their role (Kuipers et al., 2010)

The importance of providing recognition and support to inforrmaedgiversis evident in UK
legislation, primarily the Care A¢2014) which entitles caregivets assessment and a right
to have eligible needs met. NHS policy supporting caregi(hdktS England, 2014a&\IHS

England, 2014b) is based on seven principles including; &t assessment, providing a



package of support for caregivephysical and mental health, information sharing, respgec
caregives as experts, and providing support at key transition poiGsidance on
implementation of caregiver-focused services in mdmalth was first published by the UK
Department of Health in 2001, yet many of the problems caregdescribe with accessing
information and support have continued to be reporedecognition of this, The Triangle of
Care (Worthington et al., 2013) is an initiative foundedsonstandards to achieve better
collaboration with caregivers in the journey through taklmealth servicest tiraws particular
attention to care transitions including hospital admissaaod discharge as being times
caregives may need more support.

People living with serious mental health problems make iti@ms between different
intensities of service as their needs fluctuate, ¥amgle, admission tdransfer between or
discharge from hospital hese times of transition are associated with inectatress and risk
for both the person and their caregiver (Loch, 2012). &aenple is discharge from hospital;
data show that the risk of suicide is increased and lekigon the second and third days post-
discharge (Healthcare Quality Improvement Partnership, (HQOR7) Current guidelines
stipulate that every person should be followed up withireeldays after discharge from
hospital (HQIP, 2017) although evidence has shown that ths mizichappen for one in ten
people (Mind, 2017), leaving many caregivers unsupported.

The National Institute for Clinical Excellence (NICE) deilines for psychosis and
schizophrenia (NICE, 201%and bipolar disorder (NICE, 201make recommendations for
the involvement of families, parents and caregiversed¢ognition of the specific stress people
experience as they make a transition between inpaiental health settings and community
settings, NICE (2016have also developed guidance to support service delivery at aamiss
and discharge, including information sharing about all aspefcillness and treatment and

personalised support (including other caring responsibilisgegployment and wellbeing).



Although research details the risks associated with tramsiand policy emphasises the
importance of carer involvement at these points, whahksown is how carers experience
these service transitions. For example, rapid revidwsgis services (Paton et al., 2016) and
early discharge (Clibbens et al., 2018) found virtually no facusaregivers and very limited
evidence (quality and focus) for interventions. The purdgais review was to investigate
what is known about the experiences of caregivers oplpewith serious mental health
problems during transitions between adult mental healthcesvi

2. Methods

2.1.Design

The review type is an integrative qualitative synthesim@&lowski et al., 2007) which aimed
to bring together different types of data sources (Booth .et28l16) about caregivers
experiences during transitions between adult mentalhheaitvices. The review is reported
using the structure provided by the Preferred Reporting Hen%ystematic review and Meta-
Analysis (PRISMA) statement (Liberati et al.,, 2009htegrative reviews require a
comprehensive approach to the literature search in order tafyddset maximum number of
eligible primary sowes (Whittmore & Knafl, 2005). This was achieved using three
approaches, first by searching bibliographic databases, sbyarairying out a focused grey
literature search and third by searching the referencefigtsluded primary sources.
2.2.Search methods

The information sources and search terms used were iddriif all authors of the review and
agreed with a reference group made up of members from givia academic and lived
experience backgroundSix bibliographic databases were searched in March 2017 as$oll
CINAHL (EBSCO interface), Cochrane Library (Wiley irfiace), EMBASE (NICE
Healthcare Databases interface), Health Managememtratmn Consortium (HMIC), (NICE

Healthcare Databases interface), MEDLINE (EBSCO intejfad®sycINFO (ProQuest



interface). Other searches were conducted in ETHOS (ThishBLibrary), Open Grey
(GreyNet International), NHS Evidence (NICE Healthcare Cegt@b interface) and the
National Institute for Health Research (NIHR) Portal gsrtruncated search strategy and all
identified grey literature in July 2017.

The search comprised three facets with terms reléoing) carers2) mental health, and 3)
care transitions. All terms were searched for in ttle &ind abstract fields and controlled
vocabulary terms were used where available. The BooleaatopeAND and OR were used
alongside truncation. Where available, search limiteneva@plied to only retrieve studies
published in English language since January 2001 onwards, follolargst UK government
guidance on implementation of services for caregivefspeople with mental illness
(Department of Health, 2001). The full search strategytewitip for MEDLINE is provided
in Appendix 1.

2.3. Eligibility criteria

Studies eligible for inclusion in the review must have reggbprimary quantitative, qualitative,
or mixed methods data, and have been published in Englishalgadpetween January 2001
and March 2017. Studies that reported participants aged 18oyearsr, whowere caring for

a person who is an adult aged of 18 years or over witlmapr diagnosis of a serious mental
health problem were eligible for inclusion. Studies weteluded if the primary focus was on
participants with: a physical health condition or a commeental health condition (unless
comorbid to a serious mental health problem), palliative,daarning disabilities, substance
use, dementia, or pharmaceutical interventions. The epéotus of the study must include;
1) the experience of caregivers, and 2) a transition batwestal health services (including
referral, admission, transfer and discharge)

2.4. Study selection



All papers were assessed for inclusion in the review basethair relevance using the
eligibility criteria. The papers were independently sceeleloy one reviewer (author 1) and to
reduce bias, ten percent of papers were screened by a sevgrwer auhor 2. Screening
for relevancy took place at title and abstract levelpo¥ed¢d by a full-text reading of all
remaining papers. Discrepancies were resolved by discussion.

2.5. Quality appraisal

The Mixed Methods Appraisal Tool (MMAT) (Pluye et al., 20W3s used to appraise and
describe the quality of each of the included papers. It Wwasen for its suitability to an
integrative review because it comprises five sets of quesstiovering qualitative, quantitative
and mixed method study designs. All of the included papers were a@gpiaisone of the
review authors (author 1) and three out of the eleven indlstiglies were randomly selected
to be appraised by a second reviewer (author 2). MMAT peafiocenwas not used to exclude
studies from the review, the overall quality of each stadpmmarised and presented in Table
1.

2.6. Data abstraction and synthesis

Descriptive data were extracted from the studies andreted into a matrix and included;
author, year, country, study setting, study aims, sagpproach, study methods, study
findings, and a quality appraisal summarglgle 1). A thematic synthesis was applied by two
reviewers (authors 1&2). To achieve this, studies were dividedsimbgroups according to
their study methodology: 1) qualitative studies, 2) quantéasiudies and 3) mixed method
studies, and were examined sequentially (Whittemore & Knafl, 2@@%ntitative studies
were treated as a single subgroup because all included stag@$ed non-experimental
designs.

Two reviewers (authors 1&2ndependently analysed the qualitative studies to idehi#mnes

using an inductive process and followed by a shared compafiso@mes to reach agreement



(Silva et al., 2013). A deductive process was then used to ted#tacirom quantitative studies
and one mixed method study using the identified themes @smework (Grant & Graven,
2018)

3. Reaults

3.1. Study characteristics

The literature review screening process is summarised ineFlgdrhe eleven included studies
had all been conducted in high income countries (Table %)st8dies reported qualitative
designs (Gerson et al., 2009; Levine & Ligenza, 2002; Rose 208l7; Jankovic et al., 2011,
Jones et al., 2009; Velligan et al., 2008), four non-experirhguéantitative designs (Boy&
Malt, 2002; Cleary et al., 2005; DelVecchio et al., 2015; Peireaal., 2005) and one mixed
method (Gerson & Rose, 2012). Seven studies focused on both thggvesirand the person
and included participants from both groups (Cleary et al., 2D@byecchio et al., 2015;
Gerson & Rose, 2012; Rose et al.,2007; Jones et al., 200%ueateal., 2005; Velligan et
al., 2008). Four studies focused only on caregivers (Boyea& M2002; Gerson et al., 2009;
Levine & Ligenza, 2002; Jankovic et al., 2011).

The studies included caregivers from population sampleeable living with psychosis or
schizophrenia (Boye & Malt., 2002; DelVecchio et al., 2015; Gees@h, 2009); people with
unspecified ‘serious mental illnesgLevine & Ligenza; 2002; Cleary et al., 2005) or specified
as schizophrenia, bi-polar disorder and depression (Rode 20@7); a mixed sample of
people with psychosis, mood disorders as well as people moithpsychotic disorders
(including anxiety, depression and personality disorder) (Besad Rose, 2012; Jankovic et
al., 2011; Perreault et al., 2005; Velligan et al., 2008) and a sairgin from a larger study
of people with a diagnosis of 1) psychosis and 2) non-psigcmental illness (Jones et al.,

2009).



The study settings included mental health; hospital Es\{iBoye & Malt., 2002; Cleary et al.,
2005; DelVecchio et al., 2015; Rose et al., 2007; Jankovic et al., 20téaleet al., 2005;
Boye & Malt., 2002), community services (Cleary et al., 20@3jansitional care community

service (Velligan et al., 2008); and a community group (Levingg&nza, 2002).

3.2 Quality Appraisal

The qualitative studies reported small samples sfaegxample one study reported ten cases
from the experiences of one nurse (Rose et al., 2007% descriptive and did not outline
(Levine & Ligenza, 2002; Velligan et al., 2008) or only party outlin@dréon et al., 2009;
Jankovic et al., 2011) a specific methodological approBahprocess of analysis was clearly
outlined in Levine & Ligenza, (2002) and the involvement oégavers in the study design
increased credibility and confirmability in the study by Jamket al., (2011). Recruitment of
caregivers proved problematic in two of the studies; @eet al., (2009) were hampered by
seeking to recruit caregivers and person receiving cang latithe same address and Jankovic
et al., (2011) only recruited caregivers with the coneétiie person receiving care.

Four studies reported findings from descriptive quantitatiudystiesigns; none includead
control (Boye & Malt, 2002; Cleary et al., 2005; DelVecchialet2015; Perreault et al., 2005)
The reported sample of caregivers was small in thréleesé studies and not clearly stated in
Del Vecchio et al., (2015). Studies reported limitations @irthindings due to high loss to
follow up (Boye & Malt, 2002; Perreault et al., 2005) and rebes (Cleary et al., 2005;
DelVecchio et al., 2015; Levine & Ligenza, 2002; Jankovic et@ll1; Jones et al., 2009).
Reporting of the analysis was inconsistent with statedaaich method in two studies (Cleary
et al., 2005; Perreault et al., 2005), was not fully outlined ivV&mihio et al., (2015) and was
limited to descriptive percentages in Cleary et al., (20D&p studies used non-standard

measures that lacked content validity (Cleary eR@D5; Perreault et al., 2005). Boye & Malt,
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(2002) reported a more detailed method but reported highddedlow up and low response
rates for the acute care sample grope mixed method study by Gerson & Rose (2012) was
described as a pilot study with a small sample size,iignthe conclusions that can be drawn
from the quantitative analysiselying heavily on the qualitative data with no reported mixed
method synthesis.

3.2.Results of the synthesis

The integrative qualitative synthesis resulted in foumién related to care transitions: 1)
Caregiver information 2) Caregiver involvement in diecis about care and treatment 3)
Accessing services 4) Being a caregiver.

Caregiver information

This theme focused on the exchange of information betea®ictes and caregivers, its content
and timing. Transition points are a time of greatest rieeihformation and yet caregivers
described information as insufficient or non-existenw{he & Ligenza, 2002). To ensure that
caregivers are in possession of relevant informatortransitions points, they needed
information throughout their contact with mental heaénvices (Gerson et al., 2009) and
valued opportunities to discuss issues with the care prai@digan et al., 2008). Caregivers
were frustrated when there were communication gaps betiweenand professionals but also
when professionals did not communicate effectively w#lech other resulting in caregivers
having to repeatedly provide up-date information (Jones et al., 2009). Caregivers understood
the need for confidentiality but felt that it was unhelpfpractices to preserve confidentiality
left them in the dark (Gerson et al., 2009; Jankovic e2@l.1). Equally, caregivers wanted to
share information with professionals but had concernstadmmerse effects on their family
relationships (Jankovic et al., 2011).

At the onset of a crisis, families wanted more infororatbout; how to manage the illness

(Gerson et al., 2009)he diagnosis (Jankovic et al., 2011), and experienceddtiastiif there
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wasno definitive diagnosis (Gerson et al., 2009Wwas helpful when the information provided
about prognosis reassured thent tha person “can become well” (Gerson et al., 2009; p.5).
Families asked for information that hetpthem understand the evolution of the person’s
health, how to prevent hospitalisation, and warning sifnslapse (Perreault et al., 2005).

At discharge, Cleary et al., (2005) reported that 75% adrsdound discharge information
unhelpful and that caregivers were given less informatan the person. Families placed
great importance on information sharing and this was soresthampered by services being
unclear about the status of the caregivers in the afatlee person (Jones et al., 2009). To
provide optimal care and manage risk at home, family memmbegded to both receive
information in ways they could understand (Jankovic.e28all1; Velligan et al., 2008) and be
listened to by professionals in order to avoid valuable indbion being lost (Jones et al.,
2009).

Knowing the date of discharge and having information abouwiviellp care after discharge
were more important to the regiver thanto the person (Perreault et al., 2005). One study
found that caregivers were unable to describe follow-up beseond the medication,
suggesting that the information they had was incompletes@@et al., 2012YWhen caregivers
were asked what information they wanted at discharge, they &skeformation about the
discharge process (Jones et al., 2009); how to access a @Gihgtrand employment
opportunities, housing issues, information about physicathheadvice about maintaining
relationships with family and friends (Cleary et al., 20@5)y services for relatives (Perreault
et al., 2005)Psychoeducation groups were helpful in meeting some infamateds (Levine
& Ligenza, 2002) however information about medication,ipaerly about side effects and
treatment options, was felt to be best provided by the doetber than the pharmacist

(Velligan et al., 2008). Caregivers found the opportunity to aft&bdmation giving sessions
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about mental health alongside written information abowhdige processes and community
health services helpful (Cleary et al., 2005).

Involvement in decisions about care and treatment

This theme describes caregiveegperiences of involvement and the responsibilitiksrtdy
caregivers during transitions in care. Caregivers reduinformation before they could be
meaningfully involved in treatment decisions and their mmment should occur throughout
the person’s care (Gerson et al., 2009; Rose et al., 2007; Velligan et al., . 2D88pite this,
from a sample of 50 caregivers, 32% were involved in @e@sabout medication; 40% about
decisions at discharge from hospital and 35% were notveslar contacted at all (Cleary et
al., 2005) A lack of involvement was of greater concern to caregitr@sto the person and
as a result, caregiver satisfaction with servicesrext lowest where there had been no
communication with them (Perreault et al., 2005). A lddkwwlvement left caregivers feeling
abandoned by services until the next crisis (Jones, &0819) and they described being given
too much responsibility for the care of the person at hgragijcularly where they had no
involvement in treatment or discharge decisions (Janlaivat., 2011).

Caregivers described disagreements with professionals,most accepted professional
decisions despite their reservations, and accepted an “unchanged situation with a tone of
resignation, frustration and discouragement” (Gerson et al., 2012; p. 268). They also felt
compelled to take on responsibility for providing care aftechliirge because their refusal
could mean a more restrictive care option for the pef8ankovic et al., 2011). Caregivers
believed that the person should have been admitted to dlospitner and stayed in hospital
longer; that at discharge the person was more unwellghafassionals acknowledged; and
that more support from services should be provided than waesr{Jones et al., 2009).
Where continuity of care enabled relationships withgssibnals to be maintained through the

transition, caregivers reported a greater sense efysafrhey reported that transitions were
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most successful where professionals had “dovetailed” across the transition (Jones et al., 2009;
p.636) and knew the person and their circumstances (Velligah, é008). Conversely, a
change of key worker at transition points was considereblgratic (Jones et al., 2009)
especially when this resulted in care being fragmented ¢Getsal., 2009). Family members
described themselves as providing continuity when case managers “come and go” and
effectivelytook on the role of “de facto case manager” (Levine & Ligenza, 2002; p. 349).
Involvement in discharge planning was important for caregiteeenable them to influence
decisions and understand follow-up care (Velligan et al., 2B@8gault et al., 2005) yet less
than one third of caregivers were satisfied with disgh@lanning (Cleary et al., 2005). When
asked about discharge planninggegiver’s placed higher importance than the person on the
timing of the discharge, out-patient follow-up, managemémexlicines and the location of
their discharge residence. The person placed the highpsttance on services offered to
support their caregivers (Perreault et al.,, 2005). Theopensas more confident than the
caregiver that they were able to manage at home (Veldgah, 2008) and caregivers were
more confident than the person that they would be ableritactoa service in response to
changes in the person’s mental health (Cleary et al., 2005). Medication changes at discharge
were a source of conflict (Jones et al., 2009) and sonegicars felt that a lack of detailed
medication information hampered their ability to contribiotdecisions (Velligan et al., 2008).
Access to services

This theme describes caregivers’ experiences of accessing mental health services. Transitions
initiated by caregivers in these data were exclusively sslanis to hospital; none were
discharges. The responsibility for accessing health @ardamily members experiencing
mental health problems often fell to family members. Wiaenily members sought help, they
experienced frustration with the mental health sysdemto a number of barriers preventing

access that is timely or appropriate to need (Gersdn €089; Velligan et al 2008; Jankovic
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et al., 2011). Only two carers from a sample of 29 describeditvpexperience of accessing
mental health services (Gerson et al., 2009).

Caregivers described needing most help early in the epadadental ill health (Gerson et al.,
2009) yet when seeking help carers described difficulties lanthwing how to locate services,
how to reach them (Velligan et al., 2011), arranging appoinsyeamd getting the person to
attend them (Gerson et al.,, 2009). Furthermore when services omatacted, caregivers
described being turned away because the person was too sick (@erab, 2009) or
conversely voluntary hospital admissions were delayegrofessionals, leaving caregivers
feeling that a later involuntary admission was inevitaBinkovic et al., 2011)Fconomic
pressures and insurance led health economies caused pebplduimed away because of
problems with their insurance, programmes going out ofenag or the service taking no new
referrals (Gerson et al., 2008ome caregivers found that even when appointments were
arranged, services did not keep the appointment or direcedftom one service to another
without clear guidance, leaving the caregiver uncleagrevtio go for help (Jankovic et al.,
2011).

Families described feeling invisible if the person was deembd well or stable by services
and described services responding to crises rather thaenpireythem (Jones et al., 2009)
Caregivers were dissatisfied with management of crigigt®ons ad approaches used to
prevent hospital admission (Perreault et al., 2008)en a hospital admission was arranged,
family members found getting the person to hospital diffig@erson & Rose, 2012).

Being a caregiver

This theme describearegivers’ experiences of delivering care, coping with the burden of care
and accessing caregiver suppdrtansitions were experienced as the most stressful time
measurement of psychological responses to hospital sidmisn relatives showed that

admission with acute psychosis caused higher stregmnses, levels of avoidance and
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intrusive thoughts than experienced by relatives of peoplteless acute psychosis (Boye &
Malt, 2002).

Family members struggled with conflicting emotions linked to thiefreney felt that the
person had been admitted to hospital (Jankovic et al., 201Deandbed hospital admission
as their “cry for help tod (Gerson et al, 2009; p. 4). The process of diagnosis and
hospitalisation caused traumatic feelings of guilt (Geetoal., 2009: Jankovic et al., 2011)
worry (Jankovic et al., 201 1)ear the person would be hurt especially when the polere
involved (Gerson et al., 2009), anger (Jankovic et al., 2011ysionf sadness, helplessness,
frustration, isolation and feeling overwhelmed by their raspmlities (Levine & Ligenza,
2002) Despite this, families repatl few systematic efforts to provide them with support.
Some caregivers experienced negative attitudes from pimfatsand this led to a perception
that the family were part of the problem rather than thetisn (Levine & Ligenza, 2002).
Both before and after hospital admission, caregiveserd®ed struggling to cope with the
person’s irrational and destructive behaviour (Levine & Ligenza, 2002)e behaviours
caregivers found most challenging were; self harm; viademlack of insight non-adherence
to treatment; and the person’s inability to manage independently (Levine & Ligenza, 2002;
Rose et al., 2007). Several caregivers reported thaththe\been the target for aggressive
language and behaviour (Rose et al., 200d@)egivers described symptoms as “ongoing and
unremitting’ (Gerson et al., 2012; p.268hd the person’s impaired decision making, poor
judgement and impulsivity impacted on relationships betweeiyfanembers (Rose et al.,
2007). Caregivers focused on keeping the person safe includingséibitmarm (Jones et al.,
2009) or from violence from others due to difficult behaviowtside the home (Rose et al.,
2007).

Immediately following discharge from hospital, caregsvstruggled to support the person to

adjust from the routine of hospital to having no suuetat home (Jones et al., 2008) this
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time, caregivers supported the person with managing monegdqieGet al., 2012) and their
prescriptions, although polypharmacy caused caregiversudiiis that they struggled to talk
with the person about, especially when the person refasakle prescribed medicines (Gerson
& Rose, 2012; Rose et al., 200Cgaregivers reported thdtdsupported use of checklists and
calendars to help structure behaviour at home (Velligah, &0®8) and access to community
based psychosocial support (Cleary et al., 2005) were helpfu

4. Discusson

This integrative review aimed to investigate what is known ath@gxperiences of caregivers
of people living with serious mental health problems duriagditions between adult mental
health services. Only tentative conclusieas be drawn about caregivers’ experiences during
service transitions due to the low overall quality of thelence reviewed. This is reflective of
the overall limited research into caregivers of peopile serious mental health probleri$is

is the first review of aregivers’ experiences of transitions between adult mental health care
settings Thefindings show that many of the issues faced by caregigisg care transitions
have been described previously (Ganguly et al., 2010; Goodwin & Happelr; Awad &
Voruganti, 2008). The findings from the review confirm the intgace of the policy emphasis
on providing more support during service transitions (NHS Engla@il4a; NHS England,
2014b; NICE, 2016) and suggest thategivers’ experiences are not substantially different
during transitions to their broader experiences as cameygibut that their role is more
challenging and their experiences amplified. This suggestsirtteatentions designed to
support caregivers during service transitions may not need soitistantially different but
would need to be intensified and well timed as previously dest(iSlade et al., 2007; Olasoji
et al.,, 2017). As well as an increase in support during setracisitions the review has

identified that caregivers experiences of transitions are improved by more global
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improvements in engagement and information sharing througheirtcontact with mental
health services.

Cargivers’ need for information is widely acknowledged in health policy and practic
guidance. This review shows that specifically during transitioagivers describe a lack of
information as a barrier to both their involvementetisions and ability to provide care.
Descriptions of caregivers trying to cope with the person’s distressed behaviour leading up to

an admission and after a discharge demonstrates agra@setefventions to equip caregivers to
manage self-harm and aggression, and maintain safetyuig felationships.

Caregivers were able to articulate what information thagted, for example about diagnosis,
treatment (especially medication), caring for somebexiyeriencing distress, and how to
access help, especially in a crisihat remains unclear is at what point this information woul
be most useful for caregivers; in preparation for asiten, directly after a transition, or more
generally. The timing of information sharing is of part@guimportance during service
transitbns because of the greater likelihood of changes in the person’s health status, their
treatment and care workers. The review identified thaegbegrs ask for information
throughout the delivery of care, not only at transitioim{gosuggesting that information sharing
needs to be both constant and focusadspecific information needs at transition points,
especially where there are changes in treatment or dahe team. In recovery focused
approaches to care, caregivers as well as the persomgaged as full members of the care
team and thereby, through a cooperative process, facéifeiive information sharing (Fox,
2017). In addition, previous research has identified group gpegport as an important
mechanism in improving knowledge acquisition amongst caeegiPetrakis et al., 2012).
Concerns about confidentiality create a two-way barriernforination sharing between
caregivers and professionals during service transitiodsisaevident throughout caregiver

research (Albert & Simpson, 2015; Olasoji et al., 2017; B0%,7). On one hand, caregivers
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express concern that divulging information poses risksl#éionships and may diminish trust.
On the other hand, professionals describe a lack of cowed® sharing information with
caregivers (Rapaport et al., 2006; Poon et al., 2018). Thesstd the availability of a range
of published guidance for both professionals and caregabenst ways to manage information
without compromising regulations about confidentiality (Slatlale 2007; Rethink Mental
liness, no date; Royal College of Psychiatrists, nde)lasuggesting incomplete
implementation of guidelines into practice and may indicat training need for both
professionals and caregivers.

Ways to provide information and support to caregivers thabtimininge confidentiality could
be supported by service protocols or advance statementsaiigt allow the person accessing
servicedo determine what level of information they want to beestigRethink Mental lllness
no date) Providing interventions that are focused on the caregivers’ own needs may enable
support during times when information sharing is limited bydéeisions of the person; this
may help to avoid feelings of abandonment that caregdessribe (Slade et al., 200T) a
crisis situation, caregivers who are informed and engaget plan of care could initiate the
crisis plan, although there are gaps in understanding aboegivers experiences of crisis care
and how best to involve them in joint crisis planning (e.gefig et al., 2014).

The difficulties in securing the information caregivpesceived they needed also served as a
barrier to involvementCaregivers are often experts in the persons’ past history and current
symptoms and may have a valuable contribution to makestplaimning and delivery of care.
Despite this, many caregivers perceived professionalsassding or ignoring them, as found
in previous research (Askey et al., 2009; Lyons et al., 2009ikKet®t al., 2017) and some
perceived that they were even covertly blamed for the person’s ill health (Repper et al., 2008)
Clinical guidelines for psychosis and schizophrenia and eggarientated practice (e.g NICE

2014a; Australian Government Department of Health, 2014) alreadgmmend the
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involvementof caregivers who are often the single point of contdoerothan the person
themselves. Involvement of caregivers is especially rapb around times of transition as
they provide continuity when the professionals invdiveay changeOne of the factors that
led to greater involvement of caregivers during transtas continuity of professionals. The
likelihood of change#o professionals involved was greater at transition p@intsmeant that
caregivers were constantly repeating information andodwbcould develop supportive
relationships. Partly as a result of necessity, ¢aeeg often acted as de facto care managers
as they provide the only continuity. If care systemstiooe to be unable to provide this
continuity then it is all the more important that cavers are better informed, involved and
supported.

Involving caregivers has been reported in previous reséatehd to better planned care (Cree
et al.,, 2015; Coffey et al., 2017). The data showed that camgipften disagreed with
professional decision making and this might be as a redufiot having the requisite
information and not being meaningfully involved. Intervens to improve relations between
professionals and caregivers would be of particular beineitipporting both the sharing of
information and promoting involvement. Caregivers having &cte training about recovery
has shown some promise in improving experiences of colidbhg with professionals (Fox et
al., 2015).

Family-based interventions, including family psychoeducative embedded in guidance and
policy in the treatment of serious mental health probl®€E, 2011, NICE, 2014a; NICE,
2014b) but they are poorly implemented (Kuipers, 2011; Bucci eRall6) and not embraced
by professionals (Olasoji et al., 2017). Data has showrictimlly-based interventions reduce
rates of relapse (Bucci et al., 2016) thereby reducingkeihiood of hospital admission (and
therefore the number of service transitions), and lss@ been shown to reduce caregiver

burden (Ma et al., 2017). Family approaches may also provide #0 support both caregivers
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and the person, who do not always have the same needst @IBenpson, 2015; Coffey et
al., 2017).

What remains unclear isfamily-based interventions can be delivered across ti@mgioints
especially where the person has experienced deterionatio@ir mental health or a change of
care workers. There may therefore, be value in resefsigned to expte tailored family-
based interventions at times of service transitioteriion must however be paid to effective
implementation of any such intervention to avoid thelé@mentation gaps in family based
interventions reported internationally for some time (Pebal., 2018).

The support needed by caregivers for themselves during ttaas#ion periods was little
discussed. The descriptions of the negative emotionsctragivers experienced shows the
psychological impact of providing care for a person withoserimental health problems and
there were scant reports of attempts to support them. ¥eonpde, previous research has
identified that professionals fail toclkmowledge the sense of loss (non-death related)
experienced by family caregivers (Rose et al., 2006 professionals focusing on practical
rather than emotional support (Lloyd & Carson, 2005). Rexgoeolleges have a role in
supporting caregivers and evidence suggests that providing caregingg and support with

a hopeful recovery focus can reduce the distress carsgixperience (Fox et al., 2018) and
may provide skills and knowledge that caregivers can draw dyamg care transitions.
Caregiver involvement cannot be imposed on an unwilling pesabmust be negotiated so
that the person can make an informed decision abouktéeteo which they would like their
caregiver involved in decisions about their care. Theag be legitimate reason for the person
rejecting the involvement of a caregiver in casesetdtionship breakdowns, including as a
result of a breach of trust, or where there is abde&ever, it seems that often caregivers are

not even identified and indeed do not self-identify (Wodtom et al., 2013) so clarification
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of their presence and role as early in the contabttivé person would go some way to avoiding
their exclusion

There was little information in the studies about the impacaregivers’ broader social and
economic lives as have been reported elsewhere (e.g Awadrégafai, 2008; Lloyd &
Carson, 2005More specifically, the fluctuating nature of mental ill hea$ not discussed in
these data, when a person is required to manage a cugihép accommodate this in terms
of employment and other family members and how they couldebe supported with this
particularly over time

Implications of thereview

Whilst on one hand it is reassuring that the experieacesieeds of caregivers during care
transitions are mainly an amplification of experientiest are already known. On the other
hand, it is concerning that despite our existing understandgirggems that there is little
improvement in the experience of caregivers evidenhis literature. The identification of
caregivers and their role at an early stage of engagemservices may help to improve the
exchange of information and increase meaningful involveraeall stages of care. Providing
information to family and friends about caregiving thatoetextualised to mental health may
support caregiver® identifying themselves as caregivers earlier, enablinge rtiorely and
effective identification of their needs.

Professionals and commissioners need to consider sel@signs that enable continuity of
care workers or where this is not possible, provide dovetadingare workers across
transitions. Caregivers often provide continuity acrtsassitions when services and care
workers change, improved recognition of the importanchisfrole may enable the caregiver
and the person to have improved experiences

Given the existing availability of guidance about managingrinftion sharing whilst

managing concerns over confidentiality, there is a prgsseed to understand barriers to
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implementation. The use of information sharing policgt gnidance that is easily accessed in
practice has been reported as helpful to professioesggcially when faced with dilemmas
around ethical boundaries and professional responsibili8ésd¢ et al., 2007). Gaps in
implementation of information sharing may be closed by defigeco-designed training for
professionals, service users and caregivers as advocatedubgy et al., (2017). Recovery
colleges may provide a mechanism for ¢bedesign and delivery of such training.
Caregivers do not always have the same needs asrumpley care for, making it important
to deliver care that ensures both are supported and tgbis nipheld. There is a need to
understand the implementation gaps for family-based intBovesnand how these may
improve experiences at transition points. There are igampsderstanding about the impact of
transitions, as they are associated with periodstehge activity for caregivers, particularly
around their social and economic life and the wellbeirth®taregiver themselves.

5. Strengths and limitations

The strength of this review is its specific focus on gaers of people living with serious
mental health problems during service transitidrigs is an important area of focus because
of the increased risks to the wellbeing of the person amedjiv@r already identified in health
policy and practice guidance. The review has provided an everof the experiences of
caregivers during care transitions but conclusions drawntemtative with regard to
intervention and service design. The review has provided msadaf gaps in understanding of
aspectsof caregivers’ experiences and the barriers to implementation of family based
interventions. The review may not be fully comprehensivedpeblication date and language
limits being applied as well as studies being difficult to lecdie to the limited evidence
available focused specifically on transitiofithe review may have been strengthened by
including a wider literature focused on caregivers in adufitaddealth enabling extraction of

data about care transitions from studies where this wah@aole or primary focus. There is
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also a need to establish more detailed understanding of iksuearegivers related to type of
transition and the impact of the multiple transitiomscare over time often associated with
adult mental health services, not possible with thessg daggesting gaps in the published
evidence.

Only a proportion of screening, appraisal and data extrastaesses were carried out by two
reviewers. The findings resonate with other reviews afgigers experiences and many of the
included studies struggled with recruitment of caregivessilting in small sample sizes as
noted in this field previously (e.g Fox, 2017).

6. Conclusion

Caregiver’s of people living with serious mental health problems report increaseeldenf
stress during service transitions. Their need for infoionaand involvement in decisions is
amplified as they may provide the only continuity duringretwhen professionals, services
and treatments chang€oncerns over confidentiality continue to be reported harrier to
information sharing and involvement despite the avaitgloli guidance suggesting a need for
more effective training and a focus on implementatitmere is a need for professionals to
develop more consistent approaches to providing suppoltding a focus on emotional
needs, alongside information for caregivers when the operdsas refused caregiver
involvement, especially at care transitions. Despite eval@fichear efficacy, family-based
interventions have been inconsistently implemented ang need to be adapted for
implementation across care transitions. Recovegntated practice may provide a mechanism
enabling caregivers to become integrated into the care asdnpeer group support may
improve knowledge acquisition amongst caregivers although tiese not been evaluated as
part of transitional care. The review identified thateliis known about the impact of care
transitions on caregivers’ themselves or how they manage the fluctuation in the person’s mental

health at times of transition.
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Table 1 Summary of included studies

Author, Study Purpose Method/design Findings Quality Appraisal
Year, (MMAT)
L ocation
Qualitative Study Designs
Gerson et | To understand from | Population: Family | Family frustrations Methodology not
al., (2009) | families of members (n= 14); | with the mental healtlj fully outlined. The
USA individuals with 4M, 10 F two system; traumatic findings are not
recent-onset psychiatric services | experiences of presented as theme
psychosis, how in one city. diagnosis and
services could be Sample: hospitalisation;
improved. Convenience stigma of psychosis;
Design: Qualitative | family frustration
interview with after discharge;
thematic analysis. | family need for
information about
managing crisis.
Gerson et | To understand from | Population: Family | Findings described in| Methodology not
al., (2009) | families of members (n= 14); | five areas: family fully outlined. The
USA individuals with 4M, 10 F two frustrations with the | findings are not
recent-onset psychiatric services | mental health system| presented as theme
psychosis, how in one city. traumatic experiences
services could be Sample: of diagnosis and
improved. Convenience hospitalisation;
Design: Qualitative | stigma of psychosis;
interview with family frustration
thematic analysis. | after discharge;
family need for
information about
managing crisis.
Jankovic et | To explore family Population: Carers | Four themes: relief | Recall bias due to
al.,, (2011) | caregivers (n=29); 12Mand and conflicting time between
UK experiences of 19F, 12 psychiatric | emotions in response| admission and
involuntary hospital sites in to the admission; research interview.
admission and England. frustration at delay | Selection bias and
treatment Sample: Purposive | getting help; being recruitment issues.
Design: Qualitative | given the burden of | Involvement of
in-depth interviews. | care by services; carers
difficulties with contextualised the
confidentiality. data.
Rees-Jones | Experiences of Population: 14 Five themes: Study not solely
et al., (2009)| service users and carers (3M & 11F), | relational (dis) focused on carers
UK carers of meanings | community mental | continuity; some findings
associated with health teams. depersonalised cannot be clearly
(dis)continuities and | Sample: Purposively transitions; attributed to carer
transitional episodes| identified from study| invisibility and crisis; | experiences.
over illness career. | sample of 278 communicative gaps;
participants. social vulnerability;
Design: Qualitative
interviews with
thematic analysis
Levine & Needs of caregivers | Population: 55 Five themes: life Limited focus on
Ligenza of people with caregivers (2:1F before and after; one support group i
(2002) serious mental illnesy from two counties in| something is wrong; | USA. Some
USA during times of one state. ravaging effects of | conclusions not
transition and crisis. | Sample: Purposive | serious mental iliness linked to the
toll mental illness findings.
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Design: Six
qualitative focus
groups with thematic
analysis.

takes on the family;
family perspectives
on mental health
system.

Velligan et | Experiences of Population: 8 carerqy Four themes: attitude| Study aims not
al., (2016) | patients and (2M & 6F) from a of providers toward | clearly stated. Some
USA caregivers of shared| transitional care out{ patients; access to | issues related to
decision making patient unit. mental health insurance led health
during transitions in | Sample: Purposive | treatment; decision | economy resulting
psychiatric care. Design: 2 focus making in mental in limited
groups. Constant health care; transferability.
comparative experiences with
analysis. psychosocial
treatment.
Velligan et | Experiences of Population: 8 carerq Four themes: attitude| Study aims not
al., (2016) | patients and (2M & and 6F) from | of providers toward | clearly stated. Some
USA caregivers of shared| a transitional care | patients; access to | issues related to
decision making out-patient unit. mental health insurance led health
during transitions in | Sample: Purposive | treatment; decision | economy resulting
psychiatric care. Design: 2 qualitativel making in mental in limited
focus groups for health care; transferability.
carers constant experiences with
comparative psychosocial
analysis. treatment.
Rose, To test the Population: 10 Four themes: Results based on th
Gerson & applicability and female caregivers | caregiver reports of one nurse
Carbo feasibility of from one inpatient | concerns/health One study site. Not
(2007) transitional model of | unit. status; lack of clear that the study
USA care (TMC) and the | Sample: Purposive | structure and meets any of the

effects of TMC on
patients' and family

Design: Qualitative
case study design
drawn from the
caseload of one
nurse. Documentary
analysis to identify
themes.

involvement in daily
activities; structural
and functional factors
affecting adherence;
presence of symptom
at discharge.

stated aims in full.
Qualitative research
methods do not stat
a methodological
approach or design.

Quantitative

Study Designs

Boye & To compare relatived Population: Relatives of acute Small sample, high
Malt (2002) | stress responses to | Caregivers from psychosis at loss to follow-up.
Norway hospital admission. | acute and chronic | admission show high| Recruitment
mental health stress responses and approach may have
services (n=36) from high levels of been biased toward
a psychiatric avoidance and most impaired in
hospital in one area.| intrusive thoughts. acute sample
Sample: Prospective creating artificially
purposive large differences
Design: Cross between the two
sectional Measures: groups.
Postal survey; 4
psychometric
questionnaires to
measure stress and
general health.
Cleary et al.,| To identify Population: Patients are willing to] Randomisation not
(2005) information and Caregivers from one have carers involved | described. Analysis
Australia resources considere( inner city acute and | Most carers not is limited to
important by patient | community service | provided with mental | percentage
and carer at (n=50). health information responses to Likert
discharge. Sample: Random | and were less type scale.

confident than the

Psychometric
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Design: Cross
sectional survey.
Measures: Postal
and faceto-face
survey, descriptive
analysis.

patients about
managing in the
community. More
information needed
about what to do
when the person
becomes unwell,
medication and side
effects, and
community resources

properties of
bespoke measures
unknown.
Comparisons
between groups lac
statistical rigor.
Recruitment
problems and recal
bias.

Del Vecchio
et al., (2015)
Italy

Relatives
involvement in help
seeking and family-
related factors
influencing delay in
referral.

Population: 34
patients from one
out-patient
department.
Sample: Purposive
Design: Cross
sectional
MeasuresFaceto-
face questionnaire,
clinical interview to
confirm diagnosis
followed by BPRS,
Nottingham onset of
symptoms and
bespoke Pathways t
Care form.
Descriptive analysis

Improved relatives
understanding of
psychosis Effect of
psychoeducation
relatively unstudied in
early psychosis.
Pathways to care maj
be improved by:
information
campaigns to improve
the general populatiol
understanding of
schizophrenia and
provision of
psychiatric
consultations for
young people.

Recall bias, small
sample, single site,
no comparator.
Analysis is not fully
outlined. Small
sample of patients
(n=34) and unstated
number of relatives.
Although stated aim
to explore the role
of relatives, the datg
presented is focuse
on the patients.

Perreault et
al., (2005)
Canada

To evaluate contact
between relatives an
clinical staff to
document patient an
family preferences
regarding
involvement anda
examine satisfaction
with family
involvement in
discharge planning.

Population: 40
relatives (54%
female) from adult
psychiatric services
in one sector
hospital and out-
patient department
in one city.

Sample: Purposive
Design: Prospective
cross sectional.
Measures: Fact-
face interview
during short hospital
admission and 2
months after
discharge. Two
bespoke
questionnaires
measuring
preferences and
satisfaction.
Descriptive analysis
using % and ranks.

Relatives lower
satisfaction with
discharge planning
than patients. There
are differences in in
preferences between
relatives and patients
Both groups
expressed low levels
of satisfaction in
management of crise|
hospital avoidance
Increased
involvement of
relatives associated
with higher
satisfaction for
patients and relatives

Loss to follow -up
large. New recruited
relatives not
identified as part of
the analysis in
second measure.
Analysis is not
clearly outlined and
is limited to
description.
Consensus ranking
is used in the
analysis but wsnot
outlined in the
methods.
Questionnaires wer¢
bespoke and had
limited content
validity.

Mixed Method Study Designs

Gerson &
Rose (2012)
USA

To explore illness
related needs,
coping, satisfaction
with care and social
support of people
with serious mental
illness and their
families in the first 4

Population: Family
members (n=10)
from one inpatient
psychiatric uit
Sample: Purposive
Design: Pilot mixed
method study. Open

ended interviews

Differences between
patients and families.
Patients satisfied with
focus on medicines
management but
family wanted more.
Families concered

that patients reverted

Small sample size.
Participants
represented a
particularly
challenging and
treatment resistant
group. Analysis of
diary data is not
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weeks after inpatient
treatment.

and quantitative
measures of illness
severity and coping.
Measures: Baseline
within 48 hours after,
discharge-BPRS,
Families kept
weekly diary of
mental illness
related concerns.
Quantitative data
analysed using
descriptive statistics
Qualitative data
thematically

analysed and coded

to pre-hospital
inactivity and
isolation. Families
unaware of goals set
by services. Patients
felt supported by
family members.
Families were
discouraged and
burdened by
caregiving role and
lack of support from
services.

outlined. No mixed
method synthesis.
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Figure1 PRISMA Flow Diagram
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(Liberati et al., 2009)
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