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Abstract 

Background:  The negative impact of caregiving on carers’ physical and psychological wellbeing is well documented. 
Carers of mental health inpatients have particularly negative experiences and largely report being dissatisfied with 
how they and their loved one are treated during inpatient care. It remains unclear why, despite policies intended to 
improve inpatient experiences. A comprehensive review of carers’ inpatient experiences is needed to understand 
carer needs. As such, we aimed to conduct a systematic review and thematic synthesis of carer experiences of inpa-
tient mental health care.

Methods:  We searched MEDLINE, PsycINFO, Embase and CINAHL for qualitative studies examining carer experiences 
of mental health inpatient care. Searches were supplemented by reference list screening and forward citation tracking 
of included studies. Results were synthesised using thematic synthesis. Our protocol was registered on PROSPERO 
(CRD42020197904) and our review followed Preferred Reporting Items for Systematic Reviews and Meta-Analyses 
(PRISMA) guidelines.

Findings:  Twelve studies were included from 6 countries. Four themes were identified: the emotional journey of 
inpatient care; invisible experts; carer concerns about quality of care for their loved one; and relationships and part-
nership between carers, service users and staff.

Interpretation:  Greater attention should be paid to ensure carers are well-supported, well-informed, and included 
in care. More emphasis must be placed on fostering positive relationships between carers, service users and staff and 
in facilitating continuity of care across inpatient and community services to provide carers with a sense of security 
and predictability. Further research is needed to explore differences in experiences based on carer and service user 
characteristics and global context, alongside co-production with carers to develop and evaluate future guidelines and 
policies.
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Research in context
Evidence before this study
Caregivers of mental health inpatients consistently report 
negative experiences with inpatient services. It remains 
unclear why this persists, despite policies intended to 

improve their experiences. Existing reviews have not con-
sidered carer views of the experience itself or excluded 
experiences with voluntary hospitalisations. As such, 
this review aimed to explore carer experiences of rou-
tine inpatient mental healthcare. MEDLINE, PsycINFO, 
Embase and the Cumulative Index to Nursing and Allied 
Health Literature (CINAHL) were searched from incep-
tion to February 2021. Studies were included if they 
employed qualitative methodology, had a sample consist-
ing of at least 90% carers, reported on the experiences of 
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carers with adult (18 +) mental health inpatient care and 
were published in English in a peer-reviewed journal. All 
studies were of high quality.

Added value of this study
This systematic review and thematic synthesis suggest 
that carer experiences with inpatient services continue 
to be characterized by emotional turmoil, a lack of sup-
port and exclusion from and dissatisfaction with care. 
Furthermore, it was suggested that positive relationships 
between staff and carers and between staff and service 
users, continuity of care, and acknowledging carers as 
both humans and experts are essential to improving carer 
experiences with inpatient care.

Implications of all the available evidence
Our review suggests that there is a need for greater con-
tinuity across inpatient and community services and 
that inpatient staff should make greater attempts to fos-
ter positive relationships and to ensure carers are well 
supported, informed and included. Further research is 
needed to explore the impact of service user and carer 
characteristics on carer experiences. There is also a need 
for co-production with carers in the development and 
evaluation of policies intended to improve inpatient ser-
vices to meet carer needs.

Introduction
The shift in psychiatric care towards community care 
and deinstitutionalisation in many countries [1–4] has 
resulted in family members caring for loved ones with 
mental health difficulties [5–7]. In the UK alone, there 
are an estimated 6.8 million informal carers who, through 
their unpaid care, save the UK approximately £132 bil-
lion annually [8]. There is clear evidence of the benefits 
of carer involvement for individuals experiencing mental 
health difficulties, with higher carer involvement being 
associated with reductions in symptoms, risk of relapse 
and inpatient admissions [9–12]. However, caregiving 
can have pervasive and enduring detrimental effects with 
higher rates of common mental disorder and physical 
health difficulties in carers [13–15].

Deinstitutionalisation has also led to significant 
changes in inpatient mental health services, which pro-
vide support to those experiencing mental health cri-
ses so severe they cannot be managed or treated in the 
community [16, 17]. In the UK, these units have seen 
a 73% reduction in beds from 1987 to 2019 [18]. In 
turn, this has led to a significant change in the profile 
of mental health inpatients, with only the most severe 
presentations, often with comorbidities and social diffi-
culties, being admitted [18, 19]. Similar shifts in mental 
healthcare have been seen internationally, such as with 

the Brazilian Psychiatric Reform [20]. Thus, carers of 
inpatients are likely to be experiencing additional chal-
lenges associated with the severity of their loved one’s 
illness. Instead of inpatient admission being a time 
when carers obtain respite from caregiving, research 
suggests that this may be a time of increased stress [20]. 
Research has demonstrated that this may be linked to a 
lack of information being provided to carers, likely due 
to patient confidentiality and the time-limited nature 
of inpatient stays preventing staff from providing car-
ers with more information [21, 22]. Moreover, it is a 
time where their loved one may be experiencing acute 
emotional distress, high risk of harm to themselves or 
others, and in some cases relational conflict. There is 
also extensive evidence that service users are generally 
dissatisfied with inpatient care due to restrictive prac-
tices, limited access to psychosocial interventions, and 
a lack of collaborative care, beliefs which are likely to be 
endorsed by their carers [10]. Furthermore, inpatient 
carers report significantly higher burden than carers of 
outpatients, with carer burden being significantly asso-
ciated with perceived unmet needs of the service user 
[23].

In recognition of these issues, policies such as the 
National Carers Strategy and NHS Triangle of Care have 
encouraged the support of and collaboration with car-
ers [24, 25]. However, research conducted internation-
ally has demonstrated that carers’ qualitative accounts 
continue to depict predominantly negative experiences 
of inpatient services, characterized by a lack of support 
and exclusion from their loved one’s care [22, 26–33]. For 
example, carers report feeling excluded from the pro-
cesses of admission, treatment and discharge planning 
[26, 30]. It is likely that these negative experiences play 
a role in the increased stress and burden experienced by 
inpatient carers. Nonetheless, carers in many countries 
consistently indicate a desire to be valued, to work in col-
laboration with inpatient staff, and for greater support in 
managing financial burdens, their physical and mental 
health, and their loved one’s mental health [27, 33–37].

There have been a number of qualitative reviews which 
have examined the impact of psychiatric hospitalisation 
on carers including mixed methodology papers [38], 
and qualitative-focused reviews examining carer experi-
ences of mental health crises [39] and detention under 
mental health legislation [40]. However, these reviews 
did not examine the subjective experience of family and 
carers using qualitative synthesis methodology [38], or 
excluded experiences with voluntary hospitalisations [39, 
40]. However, as routine inpatient care includes both vol-
untary and involuntary admissions [41], to exclude carer 
experiences of either is to paint an incomplete picture. 
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This review seeks to fill this gap and aims to explore carer 
experiences of routine inpatient mental healthcare.

Method
Design
We conducted a systematic review and thematic syn-
thesis of qualitative literature exploring carer experi-
ences of mental health inpatient care. Our protocol 
was registered on PROSPERO (CRD42020197904) 
and the review was conducted in accordance with best 
practice guidance as outlined by the Preferred Report-
ing Items for Systematic Reviews and Meta-Analyses 
(PRISMA) [42].

Search strategy and selection criteria
Searches were conducted on Embase, Medline, Psy-
cINFO (all via Ovid) and CINAHL (via EBSCOhost) in 
June 2020, and updated in February 2021. This allowed 
us to cover a broad range of multidisciplinary clinical 
evidence. Searches contained keywords pertaining to 
the relevant sample (carers, caregivers, parents, fathers, 
mothers, spouses, wives, husbands), mental health 
context (inpatient, acute, psychiatric, mental health, 
hospitalisation, ward), and study design (qualitative, 
interviews, focus groups). Full search strategies for each 
database are available in the supplementary material. 
Searches were supplemented by screening reference 
lists and forward citation tracking of included studies 
to reduce the chance of missing relevant studies.

Studies were included if they: (a) used semi-struc-
tured interviews or focus groups; (b) had a sample that 
consisted of majority carers (at least 90%); (c) reported 
on the experiences of carers with adult (18 +) mental 
health inpatient care (d) were published in English in a 
peer-reviewed journal.

Studies were excluded if they: (a) examined a discrete 
component of inpatient care e.g., admission under the 
Mental Health Act (b) reported on experiences with 
services for children and young people, intellectual 
and/or learning disabilities, older adults or forensic 
services; (c) utilised surveys or questionnaires; (d) were 
reported in conference abstracts, books, editorials or 
general commentary.

Data screening and extraction
All titles and abstracts were screened by 
NAS  (using  EndNote), with a random 20% being 
reviewed by an additional independent reviewer. Full 
texts were then screened for inclusion by NAS with 
any disagreements discussed with LW. Where addi-
tional information was required to determine eligibility, 
authors were contacted for clarification. The following 

information was extracted from each included study: 
(1) authors, (2) country where research was conducted, 
(3) study aim, (4) sample size & characteristics (includ-
ing age, nature of relationship with service user and 
gender), (5) the data collection method and (6) the ana-
lytic approach utilised.

Quality appraisal
Quality appraisal was conducted using the Critical 
Appraisal Skills Programme (CASP) qualitative checklist, 
which is a deviation from the registered protocol [43]. 
We chose to use the CASP qualitative checklist as it is the 
most commonly used tool for quality appraisal in health 
and social care related qualitative research [44–46] and 
has been endorsed by both the Cochrane Qualitative 
and Implementation Methods Group and the World 
Health Organisation [44, 46–48]. This checklist exam-
ines whether studies included sufficient description and 
justification of the chosen methods of data collection, 
sampling, and analytical approach, as well as whether suf-
ficient attention was given to ethics and the role of the 
researchers involved. In accordance with guidelines for 
thematic synthesis, no studies were excluded on the basis 
of quality [48, 49].

Data synthesis
The thematic synthesis of qualitative research in psy-
chiatry as outlined by Lachal et al. [48] and adapted from 
Thomas & Harden [49] was used to guide analysis. The 
results section of each study, including verbatim carer 
quotes and author analysis, was extracted and used as 
data. This was then exported into NVivo12 for thematic 
analysis [50]. A critical realist approach was taken and 
all data (author analysis and carer quotes) within the 
included studies were analysed from an inductive data-
driven position. To start, data was read and re-read by 
NAS to achieve sufficient familiarisation, and ultimately 
immersion, with the data. An initial coding frame was 
developed using half of the included studies and was 
further developed through the identification of shared 
themes while coding the second half of studies. Line by 
line coding was undertaken and codes were highlighted 
if they were thought to represent carers experiences of 
inpatient care. A code was usually represented by a short 
phrase e.g. "feelings of guilt". Codes were then collapsed 
and grouped together to construct descriptive themes. 
The descriptive themes were then synthesised across 
studies to develop overarching analytical themes and 
sub-themes that would capture carer experiences of inpa-
tient mental healthcare.

This review was primarily conducted by NAS, who was 
a research student with no prior experience of inpatient 
care. She was supervised by LW, a clinical psychologist 
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and researcher who works in acute mental health inpa-
tient settings with carers and NM, an academic and 
qualitative methodologist who undertakes mental health 
research. The lead researcher kept reflexive notes to iden-
tify and address any biases brought to the analysis by the 
research team.

Results
Search results
The search yielded 3237 articles after the removal of 
duplicates. Out of the 48 studies selected for full-text 
screening, a further 38 were excluded due to not meet-
ing the eligibility criteria. Two additional eligible studies 
were identified using forward citation tracking, resulting 
in a total of 12 studies included in the final synthesis. The 
search process is outlined in Fig. 1.

Study characteristics
Table  1 shows the characteristics of included studies. 
The total number of carers included was n = 165, with 
sample sizes ranging from n = 3 to n = 31. Carers were 

predominantly female (60%), parents (63%), and from 
White ethnic backgrounds (68%). For data collection, 
studies utilised interviews (n = 10), discussion groups 
(n = 1) and a combination of both (n = 1). All included 
studies were of high quality, with CASP scores ranging 
from 8 to 10 (median score = 8) out of a maximum score 
of 10.

Thematic synthesis
Four overarching themes were identified: the emotional 
journey of inpatient care, invisible experts, carer views 
on quality of care for their loved one, and relationships 
and partnership between carers, service users and staff 
(Table 2).

The emotional journey of inpatient care
The emotional journey of inpatient care was discussed in 
nearly all studies (k = 10) [20, 26–28, 34, 35, 51, 52, 54, 56].

Fig. 1  PRISMA Diagram
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The build up to hospitalisation
The build up to hospitalisation was described as distress-
ing and overwhelming, as carers find themselves having 
to juggle managing the deterioration of their loved one’s 
condition, increased levels of risk of harm, while navigat-
ing the mental health system to get help. Carers report 
feeling powerlessness and frustration that help was seem-
ingly only made available once their loved one had dete-
riorated to a point where hospitalisation was inevitable.

“I mean one day he had me in tears, I had to walk 
out of the house and I just walked into the police sta-
tion and I spoke to somebody on the desk, and they 
gave me a little bit of advice and they told me who to 
contact and stuff, and the next day I rang, I actually 
spoke to somebody but even that was a long process. 
I phoned them one day and they said they would get 
back to me and I said like, I need help now not like 
tomorrow or next week. I think like they got back to 
me three months later, it was really, really hard to 
get any kind of help to start with.” (Carer) [26]

Hospital care
Once their loved one was hospitalised, carers reported 
experiencing a mixture of conflicting emotions such as 
relief, guilt, fear, and hope. This was due to carers being 
hopeful to obtain some respite from caregiving, and for 
their loved one to receive appropriate treatment and 
containment, but also guilt and fear about the safety and 
quality of care their loved one would receive.

“Participants’ accounts of hospitalisation framed it 
overwhelmingly as an appropriate intervention that 
brought relief and respite. The young person was 
understood to be physically contained, with access to 
appropriate treatment, and hospital was seen as a 
place of safety, for self and society.” (Authors) [52]

“The mothers expressed that they often felt as if they 
were being judged as parents who were trying to ‘get 
rid of the problem.’” (Author & Carers) [28]

Invisible experts
Carers’ feelings of invisibility and neglect by mental 
health professionals, as well as their exclusion from their 
loved one’s care during hospitalisation were reported as 
central to carers’ experiences with inpatient care across 
studies that took place in the UK, Canada and Australia 
(k = 7) [26–28, 35, 52, 55, 56].

The invisibility & neglect of carer needs
Despite the significant emotional toll of the hospi-
talisation and a heightened need for support, carers 
report that their needs were seldom acknowledged 
and strongly perceived inpatient staff as unsupportive. 
They were not offered support or asked about their own 
needs by staff. Moreover, carers felt uninformed about 
their loved one’s treatment and wanted more informa-
tion on mental illness and how to manage illness-related 
behaviours.

“Interestingly, the families clearly did not perceive 
staff as being supportive…they were seldom, if ever, 
acknowledged when they visited their child…when 
asked outright if they found the health care provid-
ers to be supportive, they answered resoundingly, 
‘No’.” (Authors) [35]

Although rare (k = 3), when carers did feel supported 
and were given the opportunity to obtain clear and 
accessible information, they found the inpatient expe-
rience more positive and reported tremendous relief 
[27, 53, 55].

Exclusion of carer expertise from loved one’s care
Despite being expected to care for the service user 
throughout hospitalisation, and being experts in their 
own right, carers felt excluded from inpatient care. Car-
ers reported being informed of decisions regarding their 
loved one’s care last minute or after the fact, if at all, 
whether by phone or in person. Due to their desire to be 
included in the decision-making process, carers found 
this lack of transparent communication and information 
particularly frustrating. While carers did not frequently 
report being invited to care planning meetings, even 

Table 2  Summary of themes

Themes References

The emotional journey of inpatient care [20, 26–28, 34, 35, 51, 52, 
54, 56]

Invisible experts [26–28, 35, 52, 55, 56]

Carer concerns about quality of care for their loved one [20, 26, 28, 52, 53, 55, 56]

Relationships and partnership between carers, service users and staff [20, 26, 28, 35, 51–53, 55, 56]
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when they were invited, they describe feeling a resigna-
tion to their inability to affect change as their views were 
largely dismissed by staff. Carers felt that their expertise 
was not drawn upon or included in clinical decision mak-
ing. This was particularly contentious during discharge 
planning.

“I wasn’t involved, I was an afterthought . . . no one 
told us anything, no one rang to keep us up to date 
with the plan of care. I only found out that he (son) 
had been started on an injection when he rang to tell 
me that he’d had a needle in his bum . . . How can I 
look after him at home if I don’t know what I’m sup-
posed to be doing?” (Carer) [27]

Another source of contention was the seemingly non-
reciprocal nature of information sharing, wherein car-
ers were being relied on to provide information, but not 
being provided any in return. Confidentiality was cited as 
an issue here. While carers acknowledged that this may 
serve to protect the service user’s privacy, they felt that, 
for both their wellbeing and the service users, it was their 
right to be informed.

“Before they will talk to me about anything, they 
always say is it alright if I  talk to your mother 
which is fine because it’s patient confidentiality. But 
you  know, when I’m the one that’s at risk, I expect 
a bit of a say so in it. That’s fine if you’ve got him a 
safe place and he’s being looked after, but when he’s 
out in the community with me, then I expect a say in 
what goes on.” (Carer) [26]

Carers who were included in the treatment process 
(k = 2) had considerably more positive views of the inpa-
tient experience and felt empowered and confident to 
care for their loved one after discharge [27, 56].

Carer concerns about quality of care for their loved 
one
Carers reported concerns about the quality of inpatient 
care across the majority of studies (k = 7) [20, 26, 28, 52, 
53, 55, 56]. Carers spoke of dissatisfaction relating to 
delays in admission, unmet service user needs, staff com-
petence, the duration of hospitalisation, safety and the 
lack of space. As a result, carers felt that appropriate and 
timely help was not being provided. Carers were also dis-
pleased with the heavy focus on medicating the service 
user, noting that no one really spoke to their loved one.

“All she does is see a doctor once or twice a week. 
There’s no counsellor brought in […] She seriously 
needs to talk to somebody, not for 10 minutes, how 
you’re going, how you’re feeling, are you still seeing 
anything? That’s all she gets. She’s never actually 

sat down with anybody and just talked about any-
thing.” (Carer) [56]

Moreover, carers’ views on staff competence and the 
degree to which they trusted the treatment plan played 
an important role in influencing views on care. They 
consistently spoke of disagreement with the duration of 
hospitalisation, and that sufficient help was not actually 
received during hospitalisation or at the point od dis-
charge. Carers wanted continuity of care and support 
for themselves and their loved one throughout the care 
journey.

“This disagreement with the clinicians’ assessment 
regarding the level of professional support required 
was noticeable before discharge and it contributed 
to the burden of care shifted from services…More 
specifically, family caregivers commonly believed 
that the patient should have been admitted earlier 
or discharged later, and this was a concern reported 
mainly by family caregivers of patients with previ-
ous hospital admissions.” (Authors) [26]

Relationships and partnership between carers, 
service users and staff
Carers describe relationships between carers, service 
users and staff as being integral to their experiences of 
inpatient care (k = 9) [20, 26, 28, 35, 51–53, 55, 56].

Carers & their loved one: Distance and strain
Carers reported that with the hospitalisation, a strain 
was placed on their relationship with the service user. 
For some, this was linked to blame, either from the ser-
vice user blaming the carer for the hospitalisation, or the 
carer blaming the service user for their mental health 
difficulties.

“He had this great hatred of me, whatever it was, so 
it was very difficult for me, it was a great hate. And 
I think it stemmed from I was the one, I actually put 
him into the hospital.” (Carer) [52]

Others cited an inability to visit their loved one as often 
as desired due to practical difficulties such as other life 
responsibilities or rigid visiting hours, which was dis-
tressing for both parties. Flexibility and support from 
inpatient staff were valued by carers in relation to these 
practical barriers.

“The more complicated public transport route, using 
more buses, the extra cost of the travelling, and the 
fact that “sometimes your benefits get reduced after 
you have been in [the hospital] for so long” were all 
issues relating to the location of the hospital, which 
was felt to prohibit regular visiting...”  (Authors & 
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Carer) [55]

Carers & staff: a desire for partnership
Carers’ relationship with staff also played an important 
role in their experience. They described the relationship 
as marked with tension and reported sensing a divide of 
“us vs them”, wherein they were viewed as threats, chal-
lenging, or nuisances. Nonetheless, carers consistently 
expressed a desire for partnership with staff, citing their 
belief that this would ultimately foster a better inpatient 
experience for both carers and service users. Carers felt 
that continuity of staff would facilitate partnership, as 
they would feel more at ease expressing themselves with 
staff they were familiar with.

“It’s about working together, the team knowing that 
I have valuable things to contribute and vice versa, 
because we all want the same at the end of the 
day.” (Carer) [27]

Service users & staff: a need for affection
Equally important to carers was the relationship between 
service users and staff. They spoke of wanting staff to 
be more affectionate and caring to their loved one, to 
actively listen and talk to them, and to help them with 
self-care. When staff were compassionate and offered a 
caring human response, it helped patients feel more com-
fortable and engaged in care which was reassuring for 
carers. However, some carers alluded to the lack of time 
as being a barrier to staff being able to do this.

Amy was distressed that her husband would some-
times get “very upset going back to the [Old] hospi-
tal” after she had accompanied him outside the hos-
pital on “leave”…if a member of staff took the time 
to talk to her husband, to welcome him back … her 
“husband would go in bouncy instead of going up to 
his room and crying, and that made a huge differ-
ence”. (Authors & Carer) [55]

“"All she does is see a doctor once or twice a week. 
There’s no counsellor brought in […] She seriously 
needs to talk to somebody” (Carer) [21]

Discussion
Summary of findings
Our thematic synthesis highlighted the distressing and 
overwhelming nature of the buildup to hospitalisation 
for carers. They describe struggling to manage the dete-
rioration of their loved one’s condition while attempting 
to obtain help within a confusing mental health system. 
Once their loved one was hospitalised, carers describe 

emotional conflict, with initial relief associated with 
respite from caregiving but also guilt and fear. Carers 
were also quickly disillusioned with the quality of care 
provided, particularly the lack of timely and appropri-
ate help. These findings have been identified in similar 
reviews [38–40].

Our synthesis suggests that carers’ lack of support 
and exclusion from their loved one’s care are integral to 
their experience. Carers report perceiving inpatient staff 
as insensitive to their emotional needs and felt unsup-
ported, uninformed, and unacknowledged throughout 
the hospitalisation. Carers desperately wanted more 
information on the illness and treatment plan and wanted 
greater involvement throughout treatment and discharge 
planning. This lack of participation and information is 
also consistent with the aforementioned reviews [39, 40].

Clinical implications
Our findings suggest that collaborative relationships 
may hold the potential to transform inpatient experi-
ences. Carers describe a distance and strain placed on 
their relationship with the service user, and the distress 
this causes for both parties, supporting previous reviews 
[38, 40]. Similarly, carers often described their rela-
tionship with staff as marked by tension and dismissal. 
Although rare, when carers felt included, they describe a 
much more positive inpatient experience, as well as con-
fidence in their own caregiving abilities, in line with pre-
vious research [40]. An important finding derived from 
our synthesis is the importance placed by carers on the 
relationship between service users and staff, with carers 
wanting staff to be more caring to their loved one. When 
this occurred, they described it as therapeutic both to 
them and the service user.

The importance of acknowledging carers, both as 
humans and experts, was suggested as essential to 
improving carer experiences with inpatient care. As such, 
greater attempts should be made by professionals to 
understand the unique needs of carers and how to best 
meet them, particularly soon after the hospitalisation of 
their loved one, as this was suggested to be a particu-
larly vulnerable time. There is a need for more accessible 
information; carers should be provided with psychoedu-
cation regarding their loved one, as well as information 
on how to manage their own wellbeing. Additionally, 
inpatient staff should be more proactive in attempts to 
include carers in care planning, particularly surrounding 
discharge. Within this, professionals should acknowledge 
carers’ expertise on their loved one, which would in turn 
foster a sense of partnership and help break down the 
divide reported by carers between them and staff. There 
is also a need for greater continuity across inpatient and 
community services. While continuity of care is often 
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thought of in relation to its importance to service users 
[57], our findings suggest that it is equally important to 
carers.

Strengths, limitations and future research
Future research should attempt to explore whether differ-
ences in carer and service user characteristics influence 
carer experiences. An area of focus should be the exami-
nation of the experiences of carers of ethnic minorities, 
as this group tends to be underrepresented. Addition-
ally, as many participants in studies in this area tend to 
be parents, and particularly mothers, greater attempts 
should be made to explore different carer-service user 
relationships. Future research would also benefit from 
greater co-production with carers in the development 
and evaluation of policies that intend to help inpatient 
services better meet carer needs.

The primary strength of this study was that it fol-
lowed best-practice guidelines in undertaking systematic 
reviews. For example, this review was registered with 
PROSPERO, followed PRISMA guidelines, and searches 
were conducted across an array of databases, allowing us 
to cover a broad range of clinical evidence. Moreover, all 
the included studies included in the review were of high 
quality, as demonstrated by high scores on the CASP 
checklist.

However, there are several limitations to be noted. 
First, as thematic synthesis is a form of secondary 
analysis, our analysis is dependent upon study authors’ 
interpretation and presentation of their original quali-
tative data, which may lead to bias. This also meant 
that we were unable to analyse differences in experi-
ences based on the characteristics of carers or service 
users (e.g., ethnicity, diagnosis), as these distinctions 
were not made in the included studies. Second, the lack 
of detail within included studies surrounding certain 
issues raised by carers limited further interpretation. 
For example, in “4C: Service users & staff: A need for 
affection”, the limited data made it difficult to infer why 
carers thought there was a lack of affection, making it 
difficult to suggest remedial strategies. Further research 
should explore the reasons for this. Third, despite the 
consistency of themes across studies, their limited geo-
graphical spread makes it difficult to determine whether 
our findings would be representative of carer experi-
ences in different geographical contexts. Similarly, we 
were unable to make comparisons of the diverse mod-
els of mental healthcare due to the limited information 
provided within the studies. Further research should 
seek to examine how different mental healthcare models 
influence carer experiences. Fourth, as we only included 
studies published in peer-reviewed publications it is 
possible that we have missed relevant findings. There 

is evidence suggesting particular difficulty in recruiting 
carers to research studies [58], and as such, it is pos-
sible that our findings omit important perspectives in 
the grey literature that may have been explored within 
research conducted in non-academic settings such as 
charities. Finally, we were unable to obtain input from 
individuals with lived experience of informal caregiving 
in the development of the project due to limited time 
and resources.

In summary, our review highlights that carer experi-
ences are marked by emotional turmoil, a lack of support 
and exclusion from and dissatisfaction with care. Our 
review suggests that there is a need for greater continuity 
across inpatient and community services and that inpa-
tient staff must make greater attempts to foster positive 
relationships and to ensure carers are well supported, 
informed and included.
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