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Abstract

Introduction Fears of relapse in people diagnosed with schizophrenia have long been recognised as an impediment to
recovery and wellbeing. However, the extent of the empirical basis for the fear of relapse concept is unclear. A systematic
review is required to collate available evidence and define future research directions.

Methods A pre-registered systematic search (PROSPERO CRD42020196964) of four databases (PubMED, MEDLINE-Ovid,
PsycINFO-Ovid, and Cochrane Central Register of Controlled Trials) was conducted from their inception to 05/04/2021.
Results We found nine eligible studies. Five were quantitative (4 descriptive and 1 randomised controlled trial), and four
were qualitative. The available quantitative evidence suggests that fear of relapse may have concurrent positive relationships
with depression (r=0.72) and suicide ideation (r=0.48), and negative relationship with self-esteem (r=0.67). Qualitative
synthesis suggests that fear of relapse is a complex phenomenon with behavioural and emotional components which has
both direct and indirect effects on wellbeing.

Conclusions Evidence in this area is limited and research with explicit service user and carer involvement is urgently needed
to develop new and/or refine existing measurement tools, and to measure wellbeing rather than psychopathology. Nonethe-
less, clinicians should be aware that fear of relapse exists and appears to be positively associated with depression and suicide
ideation, and negatively associated with self-esteem. Fear of relapse can include fears of losing personal autonomy and/or
social/occupational functioning. It appears to impact carers as well as those diagnosed with schizophrenia.

keywords fear of relapse - schizophrenia - psychosis - wellbeing

Introduction profound negative impacts upon relationships with car-

ers [8]. Antipsychotics have the best evidence for relapse

Schizophrenia is a severe mental health condition [1]. Fol-
lowing a first episode, many individuals recover [2], but
relapse is common, with one recent estimate suggesting
46.4% relapse within 5 years of diagnosis [3]. Relapses are
costly to health services [4]. For patients, relapse is associ-
ated with increased social isolation, decreased functionality
[5, 6], and increased suicide risk [7]. Relapses also have
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prevention [9], but do not prevent relapse entirely [10].
Therefore, identification of early warning signs (EWS) of
relapse is a cornerstone of relapse prevention within men-
tal health services [11-13]. While relapse prevention is a
major focus of clinical care [11], it is important to highlight
that relapse is a contested construct with numerous defini-
tions proposed [9, 14-16], a lack of consensus regarding
definition [17], and an apparent lack of service user or carer
involvement in determining relapse definition. Outcome con-
cerns notwithstanding, existing literature suggests people
with a schizophrenia diagnosis may dread relapse events.
Potentially noted as far back as 1814 [18, 19], fear of relapse
describes often devastating assumptions about relapse [20].
Fear of relapse is an independent predictor of future relapse
[20], making it a potentially useful focus for intervention.
The cognitive interpersonal model [21] hypothesises that
fear of relapse drives feelings of anxiety and shame, trig-
gered by traumatic memories of past psychotic experiences
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(both from the psychosis itself and from the iatrogenic harm
caused by psychiatric interventions). These feelings prompt
patients to use defensive strategies to prevent relapse (e.g.,
hypervigilance or help-seeking) or to avoid re-traumatisation
(e.g., avoiding help-seeking). Informal caregivers may have
their own fears of relapse, making them important social
actors within the cognitive interpersonal model. Despite
longstanding observations that fear of relapse can have nega-
tive impacts upon wellbeing [22] (e.g., increased anxiety and
depression), no review has yet summarised and conceptual-
ised knowledge on this topic. While fear of relapse appears
an important construct within relapse prevention and there
is an existing measurement scale (Fear of Recurrence Scale,
FoRSE) [20], it is unknown if this scale defines/assesses
constructs that truly reflect how fear of relapse is experi-
enced and understood by patients and carers. If a construct
is not defined clearly, there is substantial ambiguity in what
is being measured, creating potentially invalid inferences
[23]. Beyond measurement ambiguity, there is a real risk
of epistemic injustice [24] if patient and carer perspectives
are not incorporated into the development of assessment
tools. While the cognitive interpersonal model presents a
conceptualisation of fear of relapse and includes carers, it
would be improved by clearly mapping out the boundaries of
what constitutes fear of relapse and by describing a clearer
pathway for how experiencing fear of relapse impacts well-
being. Acknowledging the lack of service user and carer
involvement in relapse research more generally, this review
aimed first to synthesise existing literature exploring fear
of relapse and its impact on wellbeing from the perspective
of patients and carers. A second key aim was to extend the
existing theoretical framework by outlining further theoreti-
cal considerations derived from empirical research. To this
end, this review addressed the following research questions:

1. In studies of fear of relapse, what clinical wellbeing
outcomes have been measured and which of these are
significantly associated with fear of relapse?

2. What do qualitative studies tell us about the meaning of
fear of relapse for patients and/or informal caregivers?

3. In people with psychosis (and carers), what is the evi-
dence that fear of relapse impacts wellbeing?

Methods
Overview
A systematic review and mixed-methods narrative synthe-

sis were conducted, following a PROSPERO-registered
(CRD42020196964) and PRISMA-compliant protocol [25].

@ Springer

Study eligibility criteria

Studies were included if they: (1) explored fear of relapse
in adults with schizophrenia spectrum diagnoses and/or
their informal caregivers (aged 16 years and above), (2)
explored the relationship between fear of relapse and well-
being (broadly defined) using quantitative, qualitative, or
mixed methodologies, and (3) were published in a peer-
reviewed journal in English, French, or Polish. Studies were
excluded if they: (1) explored fear of relapse in other mental
health conditions (e.g., bipolar disorder) and (2) were not
peer-reviewed.

Information sources

Eligible studies were sourced in two stages: (1) four data-
bases were searched from their inception to 05/04/2021:
PubMED, MEDLINE-Ovid, PsycINFO-Ovid, and Cochrane
Central Register of Controlled Trials (CENTRAL). A back-
ward citation search of included articles was completed
using Google Scholar.

Search strategy

The search strategy was developed using database-specific
search terms, with input from a clinical psychologist (AG)
and someone with personal experience of schizophrenia
relapse. Search logic and keywords were: (schizophrenia OR
psychosis OR psychotic OR psychoses OR schizo*) AND
(fear of relapse OR fear of recurrence OR post-traumatic
stress OR post psychotic stress OR mental health anxiety).

Selection process

Studies were manually and individually evaluated against
the eligibility criteria by SA and ZZ.

Data collection and data items

Data were exported to EndNote and extracted using a spread-
sheet identifying: (a) authors and year of publication; (b)
country/countries; (c) participant age (mean, standard devia-
tion); (d) participant gender; (e) study design; (f) whether
participants were patients, carers, or both, (g) diagnosis of
participants (if relevant), and (h) wellbeing data. In qualita-
tive studies, wellbeing data were quotations in which partici-
pants discussed fear of relapse in relation to their wellbeing.
In quantitative studies, wellbeing data were mainly correla-
tions between fear of relapse and depression. Data extraction
was completed independently by ZZ and SA.
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Quality assessment and risk of bias

Study quality was assessed using the Mixed Methods
Appraisal Tool (MMAT), which is designed for systematic
reviews appraising mixed studies [26]. The MMAT assesses
the quality of qualitative, quantitative, and mixed-methods
research, as well as randomised and non-randomised con-
trolled trials. SA and ZZ independently completed quality
appraisal. Rating consensus was reached by discussion.

Data synthesis and analysis
Overview of synthesis approach

In line with Hong and colleagues [27], this mixed-methods
review followed a results-based convergent synthesis design.
Qualitative and quantitative evidences were analysed sepa-
rately using different synthesis methods, with the results of
both syntheses integrated during a final narrative synthesis.
We report the analysis methods in the order performed.

Quantitative analysis

Having appraised the mental health outcome measures in the
data extraction table (Table 1), we concluded that there were
not enough sufficiently homogenous outcomes to conduct a
meta-analysis. Therefore, the limited dataset was synthesised
using narrative synthesis, in line with synthesis without
meta-analysis guidelines [28], by focussing on statistically
significant correlations between fear of relapse and wellbe-
ing measures.

Qualitative analysis

Thomas and Harden’s formal approach to meta-synthesis
[29] was used. The approach consists of three stages: (1)
line-by-line coding of extracted qualitative data (reported
themes and researcher analysis) to allow for concepts to
be ‘translated’ from one study to another; (2) establishing
descriptive themes and developing new codes; (3) creating
a final set of analytical themes. At all stages, ZZ and SA
critically discussed the ongoing inductive analysis in detail.

Overall synthesis

Having analysed qualitative and quantitative data separately,
results of both syntheses were integrated, creating a single
summary exploring how fear of relapse relates to wellbe-
ing. An in-depth, inductive thematic analysis of extracted
data (including relationships between quantitative variables)
was conducted, mapping common concepts across studies.
77 completed an initial synthesis. Throughout analysis and
development of the conceptual framework (of how fear of

relapse is experienced), emerging ideas were discussed
among the team.

Reflexivity

Due to the interpretivist nature of this review, which
involved a team engaging with a variety of studies, we pre-
sent a reflexivity section. This study was conducted within
a critical realist paradigm [30], aiming to develop a theo-
retical framework focussing on the experiences of patients
and carers while remaining mindful of what the researchers
bring to this novel synthesis. The study design, including
the search strategy, was developed jointly by (and as) a team
who have direct expertise in psychosis and relapse (personal
lived experience as service users, and/or professional experi-
ence as clinicians and researchers). This direct participatory
involvement continued throughout the analysis and reporting
of the results.

Results
Study selection

The initial search returned 4175 citations (3481 after de-
duplication). Of these, 3411 were excluded after screening
titles against inclusion/exclusion criteria and a further 33
after abstract screening. The remaining 37 full-text articles
were read by ZZ and SA, who independently assessed final
eligibility against inclusion/exclusion criteria. AG was asked
to adjudicate on two disagreements. This process left eight
studies included in overall synthesis, with one further study
identified via backwards citation searching. From the data-
base and hand searching, nine studies met inclusion criteria.
Figure 1 shows the PRISMA flow diagram.

Study characteristics

The selected studies [20, 31-34, 39-42] were conducted in
the UK (n=5), USA (n=2), and Canada (n=2). Further
characteristics can be found in Table 1.

Risk of bias

The mean quality rating of papers using the MMAT was
4#*%% (SD=0.5) out of a possible 5****_ A full assessment

of methodological quality is provided in Table 2.
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Quantitative results
Overview of quantitative studies

In total, five studies used quantitative methodology—four
had cross-sectional descriptive designs [31-34] and one was
a randomised control trial (RCT) [20]. Four of these studies
recruited patients [20, 31-33], with one retrospective survey
recruiting both patients and carers [34]. Our review and syn-
thesis of quantitative studies addressed Research Question 1:

e In studies of fear of relapse, what clinical wellbeing out-
comes have been measured and which of these are sig-
nificantly associated with fear of relapse?

Fear of relapse measures

Fear of relapse was assessed (in part) by two psychomet-
ric measures, the Fear of Recurrence Scale (FoRSe) and
the Mental Health Worries Questionnaire. The FoRSe is a
29-item measure, with items rated against four-point Lik-
ert scales (from 1 ‘do not agree’ to 4 ‘agree very much’).
It measures early signs of psychosis relapse and has three
factors: intrusiveness, awareness, and fear of relapse. The
Mental Health Worries Questionnaire is a 25-item measure
that uses five-point scales (0—4) and has three factors: preoc-
cupation, conviction, and distress scales. In both measures,
higher scores indicate greater endorsement. Two studies
used the Mental Health Worries Questionnaire [32, 33] (to
assess fear of madness), two used FoRSe [20, 31], and one
study [34] asked patients and carers to endorse whether “fear
of going crazy” was present prior to a relapse event.

@ Springer
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Methodology

Screening
questions

Year

Table 2 Quality assessment of studies using MMAT

Authors

@ Springer

Quantitative descriptive

Q1

Quantitative non-RCT

Ql

Quantitative RCT

QI

Qualitative

Ql

Q3 Q4 Q5

Q2

QA Q4 Q5

Q2

QA Q4 Q5

Q2

Q3 Q4 Q5

Q2

Q2
Y
Y
Y
Y

Q1
Y
Y
Y
Y

1995
2017

Baier M

Lal S et al.

2009
2009

White RG and Gumley Al
Bassett M, Sperlinger D
and Freeman D

Baker C

Y

Y
Y
Y
Y
Y

1995
2016

Collett N et al.

Y
Y
Y

1980
2013

Herz and Melville

Sandhu

2015

Gumley Al et al.

Y yes, N no

Wellbeing measures

No quantitative studies used formal wellbeing outcomes.
Therefore, clinical outcome measures were used as a proxy
indication of negative wellbeing, as is common within men-
tal health services and research [35]. However, it is impor-
tant to note that wellbeing and clinical outcome measures are
two distinct concepts. Examples of proxy outcome measures
included the Beck Anxiety Inventory (BAI) [36], the Penn
State Worry Questionnaire, (PSWQ) [37], and the Hospital
Anxiety and Depression Scale (HADS) [38]. Full details of
the measures are listed in Table 1.

Quantitative narrative synthesis results

Within cross-sectional studies, fear of madness was signifi-
cantly correlated with higher depression (r=0.72) and sui-
cide ideation (r=0.48) [28]. Additionally, fear of madness
was associated with lower self-esteem (r= — 0.67) [32]. Fur-
thermore, individuals who were more traumatised by their
experiences of psychosis and mental health care were more
likely to experience fear of relapse [31]. Finally, in the single
RCT [20], baseline assessments of 169 participants showed
that the intrusions (r=0.50) and fear of relapse (r=0.51)
subscales on the FoRSe were significantly associated with
greater depression. Taken together, the available studies sug-
gest that fear of relapse is positively and cross-sectionally
correlated with experiences of depression and suicide idea-
tion, and negatively associated with self-esteem.

Qualitative meta-synthesis results
Overview of studies and themes

In total, four of the reviewed studies used qualitative meth-
ods [39-42]. Key points are summarised in Table 1. Two
interview studies explored fear of relapse from the point of
view of patients [40, 42], one study used focus groups to
explore the point of view of carers [39], and one explored
both perspectives [41] using interviews. Our synthesis of
qualitative studies addressed Research Questions 2 and 3:

e What do qualitative studies tell us about the meaning of
fear of relapse for patients and/or informal caregivers?

e In people with psychosis (and carers), what is the evi-
dence that fear of relapse impacts wellbeing?

The meta-synthesis of extracted qualitative data generated
four key themes: fear of losing social and occupational func-
tioning, fear of losing the ability to make autonomous deci-
sions, trauma and re-traumatisation, and the impact of fear
of relapse on wellbeing. These are now reported in turn with
direct quotes from original manuscripts for transparency.
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Fear of losing social and occupational functioning

Patients and carers alike described fear of relapse in terms of
fears of the patient losing functioning, which could include
both social and occupational functioning. For patients in
recovery, a potential relapse represents losing everything
they have gained.

"Look at everything I've gained and now I'm back to
nothing—I felt that I was just going to lose everything I'd
achieved."—patient quote [42].

Participants [carers] with experience of relapse generally
described the impact of relapse as a set-back in relation to
hope, and social and functional recovery. They used phrases
like, “back to square one,” “here we go again,” “go back-
wards,” “fall down,” “backslide,” “repeating,” and “falling
off the wagon.” One participant highlighted how relapse
impacted her: “loss of hope because you build so much hope
that they’re getting better and getting better and then all of
the sudden you have a relapse...”—carer quotes and author
analysis (italics) [39]

“Some [patients] feared losing the hard won equanimity
they had gained, some feared the torment that accompanied
their relapses, and some feared the potential consequences
of a relapse on their life”—author analysis [42].

The loss of social and occupational functioning was not
just limited to patients. Carers also noted that they had made
great efforts to help their loved ones achieve stability and
they feared the social and occupational impact that subse-
quent relapses would have on their own lives.

“Janet [carer pseudonym] thinks that it is most important
that he [person they care for] stay in treatment and continue
to receive Social Security Disability so that his family does
not have to repeat all of their efforts to get him stabilized”—
author analysis [41].

Fear of losing the ability to make autonomous decisions

A key theme from the meta-synthesis, particularly from
studies focussing on the point of view of patients, was fear
of losing personal autonomy to make decisions. While
this could include fears of being hospitalised involuntar-
ily and not being involved in decisions about healthcare, it
also included fears of losing the ability to trust one’s own
thoughts and to make everyday decisions.

“She [patient participant] worries about having to go back
to the state hospital and starting all over again on different
medicines”—author analysis [41].

“Once you realize that you’ve lost track of reality and
your mind starts getting to grips with the fact that it was
wrong, it was completely wrong for so long, I dunno, you
kind of lose your confidence in your own judgment”—
patient quote [40].

Trauma and re-traumatisation

Trauma associated with prior periods of illness (and fear
of re-traumatisation) seemed an important factor in fear of
relapse. Trauma narratives dominated Baker’s (1995) inter-
views, with the author summarising:

“The theme of emotional pain dominated informants’
narratives. Ranging in intensity from sub-acute levels of
discomfort to periods of terrible psychic anguish” [42].

An overarching theme of trauma was also apparent from
Sandhu et al. Here, a participant described ruminating over
their past experiences and feeling deep shame in themselves
because of them.

“It’s really hard for me to even deal with the fact that I
had an episode. I mean I am starting to come to terms with
it now but for a while I could not believe it. It’s more the
way I behaved when I had an episode... That makes me feel
so, sometimes makes me feel embarrassed about myself.”—
patient quote [40].

Additionally, family members felt like trauma pertained
not only to the patients but to the caregivers as well, as hav-
ing the mental health team in the house and watching loved
ones being taken away to a psychiatric institution had a big
impact [39]: “it was very distressing to me personally... to
have the people from the mental health team come there and
take him away...it was very upsetting, I could not work for
about a week, that’s how upset I was”—carer quote [39].

The meta-synthesis results also covered potential path-
ways between fear of relapse and negative impact on well-
being. Across studies, social avoidance was proposed as a
potential indirect factor for how fear of relapse results in
negative impacts upon wellbeing. While avoidance may
make people feel safe initially, as they are protected from
the observations (and potential actions) of others, it seems
to result in more negative thinking.

“I always think I’'m gonna get unwell again and again,
that’s maybe another reason why I do not go out, I do not
wanna talk to people ‘cause I’m thinking last time, when I
had an episode, it was in public that kind of scared me. I'm
thinking what if I get unwell again”—patient quote [40].

“Whenever I isolate and I’m alone a lot, then that’s when
things go wrong. That’s when my thinking patterns get
illogical. That’s when I start thinking and my self-worth,
self-esteem goes downhill.”—patient quote [41].

The meta-synthesis suggested that fear of relapse may
also have direct negative impacts upon wellbeing. For exam-
ple, in the focus group study of carers of people who have
experienced first episode psychosis, fear of relapse provoked
anxiety in carers. When participants were asked what the
term relapse meant for them, several responded with expres-
sions such as, “fear, serious fear. Relapse is a scary word for
me” [39].
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Mixed-methods summary

In this mixed-methods review, we synthesised quantitative
and qualitative findings to address three research questions
concerning: the meaning of fear of relapse for patients and
carers, associations between fear of relapse and clinical
wellbeing outcomes, and evidence fear of relapse causally
impacts wellbeing. Taken together, the reviewed studies sug-
gest that fear of relapse is a complex social process involv-
ing emotional, social, and behavioural dimensions for both
patients and carers. Fear of relapse is associated with lower
wellbeing (particularly depression). If assumed to be casual
in the way patients and carers describe, this relationship may
be driven directly by fear of relapse itself or indirectly via
coping strategies such as social avoidance.

Fear of relapse framework

The meta-synthesis results suggest the content validity of
existing scales could be improved. For example, the FoRSe
has an item “The thought of becoming unwell has fright-
ened me” and MHWQ has “I fear I will go mad”. However,
the qualitative synthesis outlines several distinct fears of
relapse instead of one overarching “fear of relapse”. There-
fore, a refined theoretical framework for understanding and
measuring fear of relapse should refer to the multiple fears
of changes in functioning (including social status) and fear
of losing the ability to make autonomous decisions. While
MHWQ and FoRSe both address fears of losing the ability
to make autonomous decisions about treatment (by assessing

Fear of relapse

Losing social and
occupational
functioning

Loss of ability to
make autonomous
decision

Trauma and re-
traumatisation

Fear of relapse may impact directly on wellbeing, as well as
indirectly via social avoidance

Negative impact on wellbeing

Assessed through proxy Assessed through meta synthesis
measures in quantitative data: analysis of qualitative studies:
* Increased depression and * Isolation

anxiety * Increased anxiety
* Increased suicide ideation
* Lower self-esteem

Fig.2 A framework of fear of relapse
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concerns about being hospitalised/being locked up forever),
the meta-synthesis suggests that these concerns may be part
of a broader construct that concerns itself with losing the
ability to make autonomous decisions more generally. The
framework derived from the mixed-methods review can be
seen in Fig. 2.

Discussion
Summary of main findings

The purpose of this systematic review was to bring together
what is known about fear of relapse and its relationship to
wellbeing in schizophrenia, in both quantitative and qualita-
tive peer-reviewed studies. Despite the earliest study from
our systematic search being published in 1980, only nine
papers met inclusion criteria, indicating that evidence in this
area is very limited. Based on our synthesis of available lit-
erature, fear of relapse seems a complex experience involv-
ing emotional, social, and behavioural dimensions for both
patients and carers. The quantitative synthesis revealed two
existing psychometric scales (FoRSe and MHWQ) which
measure at least some aspects of fear of relapse and dem-
onstrate positive correlations with validated measures of
depression [20, 32] and suicide ideation [32]. Additionally,
people who have traumatic or distressing experiences of psy-
chosis and of treatment/hospitalisation are significantly more
likely to experience fear of relapse [31]. As this research
was cross-sectional, it is not possible to comment on cau-
sality. However, patients and carers described experiencing
negative impacts on wellbeing—apparently emerging from
fear of relapse. The meta-synthesis suggested that these
negative impacts may stem from social avoidance, wherein
people recalled shameful memories about previous episodes
of being unwell and retreated socially. Participants stated
that isolating themselves was often followed by decreasing
self-esteem and thinking becoming illogical. This tentative
pathway between fear of relapse and negative outcomes is
in line with a previous review’s conclusion that social avoid-
ance is potentially depressogenic in psychosis, because it
removes people from the positive and protective benefits of
social contact [43]. The proposed Fear of Relapse Frame-
work (Fig. 2) is consistent with research concerning fear of
illness recurrence across other health conditions [44]. For
example, the theme of “fears of losing functioning” is simi-
lar to “fears of disability” subscale in a recent study which
validated a fear of relapse scale for people diagnosed with
relapsing—remitting multiple sclerosis [45]. Fear of loss of
functioning in psychosis is likely not simply an outcome
of a relapse itself, but rather a developing awareness that
a future relapse will likely create social and occupational
losses that are additive to psychosis itself. A recent study
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[46] suggested that fear of relapse may be higher in patients
who have experienced psychosis (if not a schizophrenia
diagnosis) compared to those recovering from other mental
health problems. Nevertheless, because the between-groups
difference effect size was small, fear of relapse may be prob-
lematic for people experiencing mental health problems
other than psychosis.

Strengths and limitations

Strengths of the review include a pre-registered protocol,
independent screening, data extraction by two reviewers, and
the use of appropriate mixed-methods techniques to syn-
thesise and critically appraise the results. However, there
are limitations. First, the studies in this review were highly
heterogeneous in terms of participant characteristics, data
collection methods, and measures of wellbeing and fear of
relapse, making synthesis challenging. All studies in our
review are potentially skewed towards what the original
authors wished to report and the demographics of the origi-
nal participant samples. For example, the only study which
exclusively focussed on carers was drawn from those caring
for people who have experienced a first episode of psycho-
sis, specifically [39]. Additionally, patient participants were
selected for experiencing paranoid delusions [32] or “relapse
proneness” [20] which may limit the validity of findings for
people diagnosed with schizophrenia more broadly. Another
important limitation is that this review aggregated the per-
spectives of service users and carers when it is likely they
hold diverse perspectives. Additionally, we have not consid-
ered the perspective of staff who likely also experience fear
of relapse [47, 48].

Wider context

While the content of this review suggests that relapse is
perceived as a negative event, it is worth noting that some
antipsychotic discontinuation trials have reported better
long-term functional outcomes in individuals stopping antip-
sychotics, in spite of numerically greater relapse events in
those groups [49]. Wunderink and colleagues hypothesised
that relapses may present opportunities for learning about
self-management which are beneficial for long-term out-
comes. Arguably, the prominence of relapse prevention
interventions in mental health services may engender fear
of relapse within mental health staff. This may make staff
hesitant to allow service users to make decisions which are
perceived to risk relapse, such as reducing medication [47].
Although relapse is considered common [5], around 20% of
patients never relapse [50]. Individuals demonstrate different
symptom trajectories, on a spectrum from mild to severe,
with some experiencing discrete relapse episodes and oth-
ers experiencing more continuous psychosis symptoms [51].

Additionally, our proposed fears of relapse might vary across
the life stage. Further research on fear of relapse would ben-
efit from engaging with these complexities, with a critical
eye on the wider context of relapse as a medicalised and
sometimes contentious concept while examining who gets
the power define relapse.

Future research and clinical implications

Clinicians working with people diagnosed with schizophre-
nia should be aware fear of relapse may be a problem for
patients and carers. Fear of relapse may impact on daily
life leading to increased isolation and low mood, warrant-
ing intervention development. Moreover, people diagnosed
with schizophrenia have been observed to experience relapse
following exposure to stressful life events [52], and after-
wards, may be left with trauma incurred during the episode
of psychosis and associated treatment for relapse. These
additional problems may mask the impact of the original
stressors which remain unaddressed. [53]. From the cancer
literature, large effect sizes are found for “third wave” CBT
interventions focussed on cultivating attributes of accept-
ance, compassion, and commitment to valued activities
amongst people experiencing fear of cancer recurrence [54].
However, the impact of involuntary or otherwise coercive
treatment should be considered in schizophrenia interven-
tion development [55] which may involve trauma focussed
interventions [56] on an individual level, and development
of general trauma-informed services at an organisational
level. Fear of relapse may be a promising therapeutic target
for intervention development in people with a diagnosis of
schizophrenia that merits further investigation. This work
could be underpinned by greater engagement of people with
lived experience to inform intervention development and
choice of outcomes in line with recent Medical Research
Council Guidance [57]. Our findings suggest that existing
scales are likely missing some key components the phenom-
enon. While the meta-synthesis identified potentially useful
constructs, which are not currently assessed by either the
FoRSe or MHWQ), these were developed from only four het-
erogenous qualitative studies conducted exclusively in high-
income countries. Greater involvement of people with lived
experience in the development of improved assessments of
fear of relapse in schizophrenia could improve content valid-
ity [58]. Further primary research with extensive patient and
carer involvement [59] would help identify important fear
of relapse constructs which are relevant to people diagnosed
with schizophrenia and carers and ensure that the contents of
future measures are an adequate reflection of the construct
to be measured [60]. None of the reviewed studies used vali-
dated assessments of wellbeing, meaning that the impact of
fear of relapse on wellbeing was understood through proxy
clinical outcome measures. Future research would be greatly
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enhanced by conducting research with both improved fear
of relapse measures and actual validated measurements of
wellbeing.

Conclusions

From the limited literature, fear of relapse appears to be a
complex phenomenon with social, emotional, and behav-
ioural components. While further research is needed to
explore what fear of relapse means for patients and carers,
it also seems pertinent to examine what relapse itself means
for patients and carers and how beliefs and experiences
intersect with the mental health care system. With existing
tools not capturing all aspects of fear of relapse found in
our synthesis (e.g., fear of losing social and occupational
functioning), collaborative research with strong service user
and carer involvement has the greatest potential to enhance
understanding of how fear of relapse relates to wellbeing.
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