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ABSTRACT  
Background: This study aimed to provide a robust picture of the 
journey of service users with complex mental health needs by 
evaluating the perspectives of service users and carers with lived 
experience of services and gaining clinician views about decision 
making in relation to this cohort.
Methods: A qualitative design was used. Service users (n = 11), 
carers (n = 10) and clinicians (n = 18) took part in semi-structured 
interviews, which were transcribed verbatim and analysed using 
thematic analysis.
Results: The following themes were identified by participants: 
‘relationships with staff,’ ‘treatment options, pathways and 
availability,’ ‘the role of autonomy in recovery,’ ‘impact of out-of- 
area placements,’ and ‘specialist training for staff.’ The findings 
demonstrated that the journey of serviceusers can be impacted 
by a wide range of factors, including relationships with staff, the 
nature of support offered, community response, financial 
constraints, and organisational goals around bed pressures.
Conclusions: Recommendations include the need for staff to work 
in partnership with service users and carers, foster autonomy, 
access specialised suicide prevention training, and agree 
discharge and contingency plans with service users. Further work 
is needed to deliver the best possible experience for individuals 
with complex mental health needs and those who care for them.
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Introduction

One in four adults in England experience at least one diagnosable mental health (MH) 
condition in any given year (Mind, 2020), with NHS England (NHS England, 2019) 
stating that MH problems represent the biggest single cause of disability in the UK. 
There is a growing awareness that individuals with complex MH (CMH) needs are 
not best served by generic, community-based service delivery models, highlighting the 
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need to examine their experiences of care. In complex cohorts, four out of five have a 
diagnosis of psychosis, severe negative symptoms, and cognitive impairments; many 
have coexisting MH problems and physical health concerns resulting from poor lifestyle 
conditions and side effects of psychotropic medications (Killaspy, 2014). The majority of 
this group have been in contact with MH services for many years and have experienced 
repeated acute psychiatric admissions or the use of rehabilitation services (Dalton-Locke 
et al., 2021; Killaspy & Zis, 2013).

When considering the service user journey, we must also include the voices of their 
carers and the clinicians working with them. As MH care is now increasingly provided 
in the community, loved ones of individuals with long-term MH problems are relied 
upon to provide daily support as informal, non-clinical carers (Stuart et al., 2020). 
In the UK alone, there are an estimated 6.8 million informal carers who, through 
their unpaid care, save the taxpayer approximately £132 billion annually (Abou-Seif 
et al., 2022). This can be debilitating for the carer themselves, resulting in mental 
and physical health difficulties (Barrow & Harrison, 2005), burnout (Stuart et al., 
2020), financial burden (Lawn, 2015), and fear (Gray et al., 2010). Carers of those 
with diagnoses such as borderline personality disorder (BPD) can experience additional 
stressors, such as exposure to repeated self-harm or suicide attempts, intense anger 
from their loved one, and discrimination from their community, often due to a lack 
of understanding of the diagnosis (Lawn, 2015). Greater carer involvement in treat-
ment is associated with improved outcomes; however, many carers report feeling 
excluded by MH services, and that their needs often go unrecognised (Stuart et al., 
2020). Within the small body of published research, carers reported a desire for 
increased involvement in treatment decisions (Lawn, 2015), trusting relationships 
with clinicians (Stuart et al., 2020), and the provision of clear information about treat-
ment plans (James, 2012).

As the needs of service users with complex diagnoses or comorbidities do not map 
readily onto existing structures of service provision (Rock & Carrington, 2012), MH 
teams can find it difficult to reach clinical decisions about their care. There is a sparsity 
of research into clinician decision-making (Kon, 2010); however, a variety of factors have 
been found to influence this more generally, including risk assessment (Muir-Cochrane 
et al., 2011), application of relevant knowledge (Miller et al., 2020), intuition (Magnavita, 
2016), and emotional reasoning Nathan et al., 2021. Service user complexity can make 
this process more challenging, with qualitative research into clinician experiences of 
working with individuals with BPD emphasising that their work can be emotionally 
demanding (Bowen, 2013) and dangerous, due to increased risks such as patient aggres-
sion, substance misuse and self-harm (Muir-Cochrane et al., 2011). With this in mind, it 
is important to consider the experiences and perspectives of clinicians responsible for 
decision-making for this cohort, as well as how the decisions they make may impact 
the service user journey as a whole.

Individuals with CMH needs are often accommodated in out-of-area placements 
(OAPs) that are a long distance from their loved ones (Chinn et al., 2011), due to the 
inability of local services to meet their needs. In addition to being costly to the NHS 
and local social care authorities, individuals placed out-of-area can achieve poorer out-
comes (Beadle-Brown et al., 2005), experience disruptions to their lives (Galante et al., 
2019) and, in some cases, be over supported (Rambarran, 2013). As little regulation 
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exists surrounding such placements, and because OAPs are viewed as a way to contain 
those that NHS services find troubling (Care Quality Commission, 2014), service user 
experience must be examined.

The present study aimed to evaluate the perspectives of service users and carers with 
lived experience of specialist placements, as well as their overall experiences of care, and 
learn more about the experiences of clinicians working with this group. Whilst our 
primary concern was to explore the perspectives of service users and carers, we felt 
our findings would be enhanced by also taking account of clinicians’ perspectives, as 
we felt this would provide further information about how these individuals come to be 
classified as ‘complex’ and the challenges clinicians may face when making decisions 
about their care. The research addresses a gap in the literature, as, to our knowledge, 
no qualitative studies to date have included triangulation data from service users, 
carers and clinicians to offer insight into the journey of service users with CMH needs 
and provide recommendations for improving future practice.

Materials and methods

Design

Semi-structured one-to-one interviews were conducted, exploring the experiences and 
perspectives of service users with CMH needs, carers, and clinicians, as part of a quali-
tative thematic analysis (Braun & Clarke, 2006).

Study setting

Cheshire and Wirral Partnership NHS Foundation Trust (CWP) provide a range of com-
munity and inpatient physical and MH care services. The Trust also provide care to a 
specific cohort of service users with CMH needs. This is a broad term used to describe 
those who receive packages of care commissioned by NHS Cheshire CCG either in an 
inpatient or community setting. The OAPs are delivered by a range of other healthcare 
providers. This study mostly included service users who were detained under Section 17 
of the Mental Health Act or Section 117 Aftercare, or who had learning disabilities, 
acquired brain injuries, or physical disabilities. Ethical approval was obtained from the 
NHS Health Research Authority and West Midlands – Coventry & Warwickshire 
Research Ethics Committee: Integrated Research Application System (IRAS) prior to 
study commencement [REC Ref: 21/WM/0020].

Participants

Eleven service users, 10 carers and 18 clinicians were interviewed. It was a require-
ment of the study that service users were recorded by the Trust’s clinicians as 
having complex, long-term recovery needs and long-standing MH problems, or 
caring for someone with these issues. Clinicians needed to be employed by the 
Trust and involved in making clinical and pathway decisions for this cohort. Partici-
pants were excluded if they were under 18 or unable/unwilling to provide written 
informed consent.

HEALTH PSYCHOLOGY AND BEHAVIORAL MEDICINE 3



Materials

Participants were provided with a participant information sheet and consent form to sign 
prior to taking part. Interview schedules were developed for the semi-structured inter-
views (see supplementary materials), with input from relevant stakeholders comprising 
representatives of CWP, public and patient involvement, commissioners and local auth-
ority staff. Service user interview schedules covered topics such as diagnoses, placements 
and relationships with staff, with questions such as, ‘what are your thoughts about the 
care you have received for your MH condition?’ Carer interview schedules focused on 
the impact of these matters on the carer, for example, ‘can you tell me about your experi-
ence of caring for someone with CMH needs?’ The clinician interview schedules were 
asked in relation to a representative vignette.

Four vignettes were developed for the clinician interviews, illustrating four hypothe-
tical clinical cases. Vignette one involved a man with a diagnosis of paranoid schizo-
phrenia, who continued to have problematic use of drugs and non-compliance with 
inpatient procedures, resulting in an unsuccessful discharge from the rehabilitation 
ward. Vignette two focused on man with a diagnosis of paranoid schizophrenia, who 
had become institutionalised as a result of being under secure MH services for 20+ 
years; however, the rehabilitation team had expressed reservations about accepting his 
referral due to his high levels of disturbed behaviour. Vignette three involved a young 
woman with a multitude of diagnoses, who was on a rehabilitation ward and working 
towards discharge home but experiencing difficulties due to high levels of distress and 
self-harming behaviours. Vignette four focused on a man with diagnoses of schizoaffec-
tive disorder and autistic spectrum disorder (ASD) who had experienced a period of 
revolving door admissions; however, his discharge from inpatient care was proving 
difficult due to his history of violent and drug-taking behaviours. Topics discussed in 
the interviews included decision-making, support needed to improve decision-making 
processes, and alternative approaches for people who present with a similar clinical 
and risk profile to the service user in the vignette. Although the vignettes differed for 
each clinician interview, a standard set of questions were used to start the discussion.

Procedures

Service users and carers were identified by Trust clinicians as suitable to participate in the 
study, then approached by a member of the research team (see Figure 1). For clinician 
recruitment, a member of the research team (TN) identified 29 clinicians, from 
various professional backgrounds, with involvement in making clinical decisions for 
this cohort. They were approached via email, with 18 agreeing to take part (see 
Figure 2). For those who consented, a date was agreed for a remote interview to take 
place, due to ongoing COVID-19 restrictions.

Data analysis

With the participant’s permission, discussions were recorded, transcribed verbatim by 
‘UK Transcription,’ checked against the audio files for accuracy by the researchers 
who conducted the interviews (LS, AB, HR), and analysed using thematic analysis 
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based on Braun and Clarke’s six-stage process (Braun & Clarke, 2006; Braun & Clarke, 
2019), due to its flexibility and potential to deliver rich and complex understandings. 
All transcripts were analysed by eight members of the research team, each with 
different disciplinary backgrounds (PS, TN, CB, LS, AB, HR, JT and PAM). The data 
were coded using NVivo software, developed into an unrefined map of codes and 
themes, and further refined through continued reading and analysis in an iterative 
process. The iterative coding process enabled the continual revision of themes until 
the final classifications of major themes were agreed. During repeated rounds, frequent 
comparisons were made across codes and the interview data to develop, review, and 
refine themes based on the complementarity, convergence, and dissonance of ideas 
across data sources (Braun & Clarke, 2006; Farmer et al., 2006). Themes were identified 
at a semantic level, recognising concepts directly communicated by participants, 

Figure 1. Recruitment process for service users and carers.

Figure 2. Recruitment process for clinicians.
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although consideration was given to possible deeper, latent concepts. To establish pro-
cedural reliability and conceptual credibility (Leung, 2015), additional members of the 
research team with experience in qualitative methods examined a sample of transcripts 
to compare their perceptions of the interview data and analysis with the main analyst’s 
interpretation. All findings were critically tested within the research group and disagree-
ments were resolved by discussion.

Results

The service users predominantly identified as male (n = 7) and were from White British 
backgrounds (n = 10). Seven service users were inpatients and four were living in the 
community (see Table 1). The carers and clinicians primarily identified as female (n =  
7 and n = 11, respectively). The clinicians’ average length of time in their current post 
varied from 1 month to 8 years, although most had previous experience of working 
within the Trust (see Table 2).

Five key themes were conceptualised regarding care for people with CMH needs (see 
Figure 3 and supplementary materials). All participant quotes are accompanied by a 
pseudonym and identified as service user (SU), carer (CA) or clinician (CL).

Relationships with staff

The importance of strong therapeutic relationships
Positive interactions with staff members, including psychiatrists, nurses and psycholo-
gists, were reported. A common theme was the willingness of staff to make time for 
service users, even in the simplest of ways, such as asking them about their day, display-
ing genuine interest in their lives and comforting them when they were upset. 

Table 1. Service user and carer demographics.
Pseudonym Gender Ethnicity Placement Experience of OAP Duration of interview

Service User
Chloe Female White British Community Yes 79 min
Sarah Female White British Inpatient Yes 33 min
Sam Male White British Inpatient Yes 66 min
Eric Male White British Inpatient No 15 min
Jacob Male White British Community Yes 65 min
Micah Male White British Inpatient Yes 31 min
Chelsea Female White British Inpatient No 20 min
Matthew Male White British Community Yes 50 min
Catherine Female White British Community Yes 21 min
Trevor Male White British Inpatient Yes 32 min
Alex Male White Asian Inpatient No 45 min
Carer
Diana Female n/a n/a Yes 17 min
Ruth Female n/a n/a Yes 58 min
Christine Female n/a n/a Yes 22 min
Ruby Female n/a n/a Yes 30 min
Amanda Female n/a n/a Yes 62 min
Michael Male n/a n/a No 37 min
Betty Female n/a n/a No 42 min
Andrea Female n/a n/a No 28 min
Peter Male n/a n/a No 32 min
Percy Male n/a n/a No 28 min
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Participants reported factors they believed to be indicative of a strong therapeutic 
relationship, such as mutual respect, honesty and transparency. Co-production 
between service users and clinicians had a positive impact both on service user outcomes 
and clinicians’ confidence in their decision-making, particularly in respect of inclusion in 
treatment decisions. Unhelpful experiences with staff were discussed, for example, feeling 
hurt if staff neglected to follow through with agreed plans; however, positive differences 
were reported when staff were honest and respectful: 

I was fully informed about what I was taking and why I should be taking it. It felt like they 
had my best interests in mind. – Chloe (SU).

Clinicians recognised the importance of building strong therapeutic relationships, citing 
mutual respect and trust as key factors: 

I remember this gentleman saying he works better with people when he feels they respect 
him. So they respect him and he respects them back. […] We formed that kind of relation-
ship, and it did help because I listened to what he was saying and, equally, he listened to what 
I was saying. – Lauren (CL).

Figure 3. Service user journey themes diagram.
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Carers highlighted the need for consistency when building therapeutic relationships, 
although this proved difficult during times of high staff turnover. Carers spoke of their 
loved ones’ pain when trusted staff members left and often watched their symptoms 
deteriorate, with some service users refusing to engage with new teams: 

When people are suffering from mental health issues, they need to have somebody that is 
there for them, not 27 people who don’t have a clue who she is. […] To get the therapies 
into place, you need to build up a therapeutic relationship. – Amanda (CA).

Disparity in staff attitudes
An underlying theme was the expectation participants held about what a healthcare pro-
fessional should be like, with some falling short of their expectations. Matthew (SU) felt 
staff were “just there for the wages” and Jacob (SU) spoke of staff presenting as uninter-
ested and unengaged. Participants appeared to believe that staff should be naturally 
caring, and it was interactions with those without an empathic nature they found distres-
sing. Participants considered environmental factors that may have influenced negative 
staff behaviours or impacted job performance, by contemplating the emotional impact 
of working in healthcare: 

I think staff who are quite … I don’t want to say rude, but I think you may know what I 
mean. I think that’s due to them being so burnt out and they don’t have the capability to 
be compassionate all the time because it’s so draining for them. – Jacob (SU).

The staff […] work incredibly hard under huge pressure. – Andrea (CA).

Clinicians provided insight into how burnout can manifest when working with individ-
uals with CMH needs, suggesting they attributed burnout to managing difficult service 
users rather than the demands of the role: 

It’s very common for us to default back to our, I guess, basic settings, which is arriving at 
fairly quick and moral value judgements and say that this is just somebody who is challen-
ging or problematic or manipulative. – Miguel (CL).

Treatment options, pathways and availability

Diagnosis
The impact of receiving a MH diagnosis was a topic that divided the participants, with 
some stressing the importance of a diagnosis in relation to their identity, and others dis-
cussing the struggle of not agreeing with their diagnosis or feeling they had been treated 
differently because of it: 

For a long time in the community, they were like, ‘personality disorder,’ but they did the 
proper personality disorder questionnaire, and I don’t have one, so that meant I was diag-
nosed with bipolar disorder. Then, after that diagnosis, I got the right treatment, so the diag-
nosis was important. – Chelsea (SU).

Variation existed amongst the clinicians about the importance of a MH diagnosis; some 
expressed that positive treatment outcomes could not be achieved without the correct 
diagnosis, whilst others viewed a diagnosis as one aspect of a much broader picture. 

HEALTH PSYCHOLOGY AND BEHAVIORAL MEDICINE 9



The clinicians discussed how multiple diagnoses could make decision-making around 
future interventions and placements more difficult: 

The number of diagnoses is very unhelpful. […] I think it happens a lot. I’ll often meet 
somebody and they’ve got an array and we’re not sure what to focus on. – Caroline (CL).

Several participants reflected on whether or not a diagnosis was helpful in terms of their 
sense of self: 

I can understand why someone might want a diagnosis. It’s comforting to know you haven’t 
made everything up. It gives you a sense of identity. – Jacob (SU).

Do you label people or don’t you? […] If you get labelled too soon, you try to become that 
label. – Christine (CA).

Although diagnostic fluidity may be beneficial in practical terms, the discussions high-
lighted that it may be helpful for clinicians to consider the potential impact on the indi-
vidual and their family when issuing or changing a diagnosis.

Interventions
The need for early intervention was highlighted by seven participants. Some expressed 
frustration at how their behaviour as children should have been acknowledged as an indi-
cator of a need for additional support; however, many felt invalidated by the excuses 
people made for their actions: 

I was mentally disturbed from a young age at primary school, at secondary school, and it 
never really got picked up on. […] No one ever questioned why I was behaving the way I 
was behaving; I was just treated as a young offender. – Sam (SU).

Some believed they could have recovered more quickly, or experienced less severe symp-
toms, if they had been offered an intervention earlier, with carers reporting similarly: 

In the community, I was ill for about three, four years before I had the psychotic episode. Early 
intervention would definitely have helped, if they had taken it seriously. – Chelsea (SU).

It was only when she got to the point where she tried to kill herself that people took her 
seriously. When a young person asks for help, they need to be treated there and then, not 
told, ‘we’ve got a really high demand, and we’ll see you in six months.’ By six months, 
that family is in crisis, or that young person has killed themselves. – Amanda (CA).

Considerable benefits of engaging with therapy were reported: 

I felt the schema therapy was really suited towards my bipolar condition, because it went 
over things that happened when I was psychotic, which I felt ashamed about. It kind of 
rewired my brain into thinking less shame and guilt. – Chelsea (SU).

For some, engaging with psychological therapies led to a breakthrough and the 
beginnings of recovery. For others, it simply resulted in feeling more able to com-
municate their needs, de-escalate their symptoms, and problem solve. Despite this, 
some participants wished that support was more readily available, particularly 
trauma therapy. Service users mentioned other issues contributing to the failure of 
psychological interventions, including high staff turnover and a lack of specialised 
training: 
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Whenever you get a psychologist, they always end up leaving after so long and you’re never 
able to finish any piece of work, which is really debilitating. – Jacob (SU).

The role of autonomy in recovery

Involvement in treatment decisions
Service user involvement in treatment decisions appeared to differ depending on place-
ment. Some recalled having a high level of involvement in their care and feeling their 
voice had been heard concerning matters such as medication changes, care plan reviews 
and ward leave, resulting in a sense of validation. Some carers had positive experiences 
and felt they were given a voice in terms of the care of their loved one. Increased autonomy 
elicited positive feedback, highlighting the importance of joint working: 

I always had the final say in my medication. Again, with the therapy, I had a lot of say in 
what kind of therapy I wanted. – Chelsea (SU).

Four clinicians discussed the importance of allowing service users to play an active role in 
the creation of their own treatment plans, and that this was their preference when 
decision-making: 

I tend to see it as, ‘it’s not me who’s driving it. I want you to drive it.’ Most people in this 
situation feel out of control in their lives. They feel everyone else is making decisions for 
them. – Sandra (CL).

Despite this, the majority of discussions around autonomy highlighted the lack of input 
service users had in respect of their care. This was apparent in terms of medication, where 
service users reported a complete lack of involvement in most cases, which had a negative 
impact on therapeutic relationships: 

They didn’t give me a choice. They basically said, ‘you’ve got to take this. If you don’t take it, 
then we’ll put you on a depot. Even if you refuse a depot, you’re still going to have it,’ so it 
was just forced, which made me feel more against the staff. – Chloe (SU).

Carers felt excluded from discussions; expressing their frustration at being ignored when 
they felt they could have provided valuable input: 

There were so many times when I said, ‘I’ve been with her since she was born, and she’s happy 
for me to talk to you about whatever,’ but that was never really taken up. – Andrea (CA).

Often families get ignored in services and plans. – Caroline (CL).

Lack of person-centred care
Service users expressed a desire for treatment decisions to be considered on a person-to- 
person basis, as opposed to a ‘one size fits all’ approach. Some voiced their frustration 
about being pigeon-holed as offenders throughout their treatment journey: 

They’re keeping people under sections when they’re showing no symptoms of psychosis. 
They’re exhibiting no risk to self or others, and they haven’t for over a year. – Alex (SU).

One clinician highlighted the importance of treating service users as individuals, 
especially for those with CMH needs, due to the increased likelihood of co-morbidities 
and specific requirements: 
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Not everyone fits into the same box, so we need to understand that person and see what ser-
vices can be moulded around them. – Lauren (CL).

Impact of out-of-area placements

Eight service users were placed away from their home communities during their treat-
ment journeys, as local placements offering specialised support had not been available. 
The most notable impact was on their social lives, as their loved ones had to travel con-
siderable distances to visit them: 

It used to get me down sometimes because I’d only see my family like once a week […] and I 
used to see them all the time. – Trevor (SU).

Two service users reported that they would rarely receive visits due to the time and cost 
required for the journey. Carer discussions focused on the logistics of travelling to OAPs, 
such as time constraints, work responsibilities and a lack of funds: 

It’s a 10-hour round trip, a big drive up. I mean, luckily I can drive, but I put the petrol in my 
car, I take up the stuff for her, and there is no help with regard to that. – Amanda (CA).

Only three clinicians viewed OAPs as a viable treatment option, reporting that sending 
an individual away can be beneficial if it means they will receive specialist care that their 
local Trust is unable to offer. The remaining nine clinicians highlighted why they can be 
detrimental: 

I always find it is done with an ulterior motive. […] It is easy to transfer a patient and then it 
is somebody else’s problem, and you can almost forget it. In my experience, I always prefer 
to keep patients within the footprint of the home, of the Trust. – Marcus (CL).

The participants made recommendations about how to make the transition from a local 
placement to an OAP easier. Chloe (SU) had been abruptly moved and reflected on how 
this situation would have been less distressing had she been notified about the move in 
advance. Jacob (SU) had a further recommendation about creating a sense of familiarity 
within an OAP, which was strengthened by Ruby’s (CA) experience of watching her 
loved one deteriorate without familiar faces caring for her: 

If you get moved and you’re very close with your CPN or your psychiatrist, even if they were 
able to have catch ups with you whilst you were at that unit. […] It’s being able to have that 
familiarity within that area, which might feel quite desolate. – Jacob (SU).

I think she became more institutionalised there and she deteriorated, and quite possibly it 
was the move to a new area where she didn’t know anybody and felt isolated. – Ruby (CA).

Specialist training for staff

Training needs were reported for staff working with people with CMH who may present 
with suicidal behaviours and diagnoses including BPD. Four service users recalled 
experiencing suicidal thoughts and five carers discussed their loved one harming them-
selves. Some service users failed to understand why they had been discharged back into 
the community when they were still suicidal, as they felt this led to further suicide 
attempts and readmissions: 
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I was still actively suicidal, actively hating myself, actively doing stuff; things that were quite a 
danger to myself. And they still discharged me, because they said it would be more beneficial 
to be in the community. […] At that time, I was not ready to be discharged. – Sarah (SU).

Between 2009 and 2019, there were 5218 (29%) patients who died by suicide in acute 
care settings; the majority (84%) were viewed by clinicians as presenting with low or no 
short-term risk (The National Confidential Inquiry into Suicide and Safety in Mental 
Health, 2022). Participants reported feeling that sudden discharge placed unnecessary 
stress onto everyone involved, and the consensus was that staff would benefit from 
additional training into supporting individuals to reintegrate back into the community 
using a gradual approach to promote relapse prevention: 

Gradually reintroducing me back into the community was really helpful. Rather than saying, 
‘you have all this leave,’ I was started off on a small amount and then it gradually increased. – 
Chelsea (SU).

The clinicians provided insight into working with high-risk service users, explaining how 
some will tolerate risk to support service users in working towards their long-term goals, 
whilst others are more risk-averse in their decision-making and prefer to follow restric-
tive practices to keep service users safe in the short-term: 

We’ve got people in the team that have recently had a couple of suicides, they’ve got to do 
the coroner’s report. That’s going to affect their practice, that’s going to make their risk 
threshold a lot lower …  – Julie (CL).

Participants reported that staff stigma was associated with some MH conditions, particu-
larly BPD. Service users explained that it was common for staff to treat them differently 
due to their diagnosis, which they felt impacted their overall experiences of care. Clini-
cians and carers reported similar feedback: 

Because of some of my diagnoses, there’s a lot of stigma towards them and I think it’s a 
stigma that’s held from all levels of professionals. It’s held from support workers, nurses, 
occupational therapists, psychiatrists, psychologists. – Jacob (SU).

She came out with a diagnosis of EUPD. […] We’ve since found out the professionals don’t 
really know how to treat it. – Ruth (CA).

Some of the language, particularly to describe personality disorder, is really negative, inac-
curate, and not clinically informed. – Lauren (CL).

Specialised staff training into personality disorders and how to treat them was rec-
ommended by participants, as they believed the stigma experienced was due to a lack 
of understanding.

Discussion

Main findings

We found that many participants had, at times, experienced excellent care. They high-
lighted positive interactions with staff who were empathic, spoke of the importance of 
being involved in treatment decisions and shared how access to therapy had aided 
their recovery. Mutual respect and co-production were valued by all three participant 
groups and appeared to be a common link between all themes, as therapeutic 
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alliances, successful placements, increased autonomy and positive therapeutic out-
comes could not occur without these elements in place. Similar findings have been 
reported for positive aspects of MH placements (Beadle-Brown et al., 2005; Chinn 
et al., 2011) with simple gestures of kindness such as an unplanned call or a hand 
to hold, which may be regarded as trivial in a professional context, can make a 
real difference to someone in crisis (Klevan et al., 2017). Less positive experiences 
were reported where service users felt they had been failed, with discussions 
centred around difficult encounters with staff, a lack of autonomy, stigma associated 
with their diagnosis and being placed away from home. Memories of unkind treat-
ment by staff were upsetting for service users to recall, with clinicians attributing 
this to staff burnout associated with complex diagnoses (Bowers, 2005). The clinicians 
appeared to value their work with this service user group and recognised areas in 
which they could improve, highlighting how input from service users and an 
agreed mental health diagnosis increases their confidence in their decision-making. 
They also admitted that their ability to house service users in suitable placements is 
affected by the lack of local provision, and that working with high-risk service 
users can result in them engaging with risk-averse and overly restrictive practices.

A key finding of this study was the importance of person-centred care and autonomy, 
particularly with regards to recovery (Krotofil et al., 2018), and that lower levels of invol-
vement led to disengagement and withdrawal. Preference relating to diagnosis and thera-
peutic options further evidenced the need for person-centred care. Another key finding 
related to the need for increased staff training into supporting service users and their 
families post-discharge. All participants agreed that organisational pressures can result 
in discharge prior to recovery, therefore it may be beneficial for future quantitative 
research to be conducted in this area involving outcomes and readmission data, to be 
considered alongside the NCISH (The National Confidential Inquiry into Suicide and 
Safety in Mental Health, 2022) findings. All participants stressed the need for ongoing 
support following discharge, such as phased discharge, signposting to community ser-
vices and home visits.

Comparison with other studies

Similarly to previous research (Gray et al., 2010; Lawn, 2015), carers discussed the impact 
of caring for someone with CMH needs on their own wellbeing. Distressing instances 
were reported whereby their voices were not heard by staff, which, in some cases, were 
perceived to result in self-harm, suicide attempts and repeated hospital admissions. Con-
sistent with research into marginalisation of carers (Stuart et al., 2020), clinicians in our 
study recognised that carers can be excluded by MH services. Whilst the available evi-
dence supports the benefit of carer involvement (Maybery et al., 2021), the findings 
suggest that there may be barriers to the routine implementation of this approach, 
including the involvement of informal carers. Further research would need to identify 
the reasons, but clinical experience would suggest that possible factors may include 
limited awareness of the evidence supporting the effectiveness of carer involvement, 
pressure on time and resource, and a narrow medical focus on the condition (rather 
than the person as a whole and their life circumstances). Carer recommendations 
included a desire for increased involvement in treatment decisions (Lawn, 2015), 
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strong therapeutic relationships with clinicians (Stuart et al., 2020), early intervention in 
schools and increased support following discharge into the community.

Service users reported social dislocation, low mood and reduced contact with loved 
ones as a consequence of being placed away from their home communities, with 
family members forced to drive considerable distances to visit. Similar findings 
were reported (Chinn et al., 2011; Rambarran, 2013; Ryan et al., 2004) on how this 
affected carers in respect of childcare, work responsibilities and funds. Although 
some participants cited benefits of OAPs, such as focusing on treatment without dis-
tractions and accessing improved specialist care, the consensus was that service users 
who had been admitted to an OAP were more likely to struggle to reintegrate back 
into their home communities, due to poor communication between services and dis-
engagement. The consensus was that specialist services should be provided locally 
wherever possible, with OAPs used only when individuals cannot be treated locally 
for reasons such as experiencing risk from others in the local area or having expressed 
a preference to be placed away from home (Care Quality Commission, 2019). As 
Allen (Allen, 2008) reported, OAPs “would be redundant if local services were 
sufficiently competent to respond to the diverse and complex needs of people with 
learning disabilities,” (p. 5) suggesting that UK governments should create financial 
incentives for the development of local services and clearer financial consequences 
of placing individuals out-of-area. It should be acknowledged that local services do 
not necessarily guarantee quality; however, they do considerably reduce the likelihood 
of loneliness and social dislocation.

Aspects of clinical decision-making such as shared decision-making (Slade, 2017), 
accuracy (Miller et al., 2015), and the role of human factors (Heiden et al., 2017) 
have been limited within empirical analyses to how decisions are made in practice, 

Figure 4. List of recommendations for implementation, based on participant interviews.
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although observational work has highlighted their influence on service user outcomes 
(Puschner et al., 2016) One study examined decision-making by MH crisis team clin-
icians (Lombardo et al., 2019); but limited research has focused upon the range of fac-
tors influencing practitioners’ decision-making in relation to OAPs for service users 
with CMH needs. There has been a paucity of research providing insight into the fac-
tors influencing clinician decision-making and the wider experience of treating individ-
uals with complex needs; therefore, how clinicians define the experience of providing 
quality MH care for service users with CMH needs remains unclear. Overall, the clin-
icians appeared to engage in frank discussions about service shortcomings, stigma, 
variability in risk-taking behaviours within teams, and OAPs. They commented on 
what they would do when faced with complexity, rather than what they should do. 
Mostly, their views were in line with service users and carers. This level of feedback 
can inform the development of co-produced educational staff training to improve 
care; however, shared decision-making is part of a process of co-production and is 
not solely the clinician’s responsibility. Ideally, both service user and clinician should 
be trained in shared decision-making in order for it to make a real difference within 
the therapeutic relationship, as well as in the recovery of the person. In practice, a 
range of cultural, societal and system-level barriers exist which appear to hinder necess-
ary attitudinal change from occurring among UK clinicians working with this popu-
lation (Barned, 2016). Clinicians have been found to conceptualise shared decision- 
making differently to service users, with clinicians focusing on reducing clinical symp-
toms, whilst service users are more interested in participating in valued activities and 
achieving goals (Treichler et al., 2021). Robust back-and-forth conversations around 
decisions appear rare, possibly due to factors such as time constraints (Ramanuj & 
Pincus, 2019). Some clinicians have even reported excluding individuals with CMH 
needs from shared decision-making altogether (Treichler et al., 2021).

Limitations

A strength of this research is the collection of in-depth data from individuals currently 
being supported by services. The focus was on high complexity, irrespective of diag-
nosis. Access to service users provides a closer review of reality, with the findings 
reflecting ‘real world’ service provision and the experiences of users of these services. 
The findings should be interpreted in the context of some methodological limitations, 
as the results may not be representative of the rest of the UK (as data were only col-
lected in North-West England), although many of the issues identified are likely to 
apply across other areas. Another limitation is the lack of diversity, as most service 
users were White British (10/11), with limited participation from ethnic minority 
communities. It is important to note, however, that our numbers are largely represen-
tative of the ethnic background of the local community, with only 3.19% of Cheshire 
West and Chester residents classified as being from ethnic minority groups (Cheshire 
and Merseyside Health and Care Partnership, 2021). Despite this, we should aim to 
represent the wider population of the UK, of whom 14% are ethnic minorities 
(Bansal et al., 2022), and ensure all views are captured moving forward. Specific tar-
geting of certain ethnic groups will aid future research and work to reduce mental 
healthcare disparities (Bansal et al., 2022).
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Conclusion

Through analysis of interviews in this study, the service user journey was found to be 
impacted by a range of factors, including relationships with staff, nature of support 
offered, financial constraints and organisational goals around bed pressures. These 
factors combine to influence the overall experience of care for service users and their 
carers. For some, this may contribute to positive treatment outcomes such as independent 
living, stability and recovery, and for others, negative treatment outcomes such as long-stay 
admissions, withdrawal from services and relapse. Recommendations included focusing on 
building therapeutic relationships, increasing autonomy and improving staff training. 
Initiatives such as NHS Choices and Patient Advice and Liaison Services (PALS) have high-
lighted the importance of considering service user experiences and improving these wher-
ever possible (National Institute for Health and Care Excellence, 2011). However, service 
users with CMH needs have often been excluded from participating in service evaluation, 
despite their ability to offer useful insight (Chinn et al., 2011), as evidenced by our findings.

Conclusions and recommendations

Recommendations that should be considered for implementation in future practice are 
highlighted in Figure 4.
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