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1 | BACKGROUND

The first episode of psychosis (FEP) can occur at various stages in
one's life but will have its peak onset during the late adolescence and
the early adulthood phase. It is characterized by a broad range of key
symptoms that can include delusional beliefs and hallucinatory experi-
ences, alongside impairments in cognition, affect and social function-
ing (American Psychiatric Association, 2013). Levels of trauma, (Wang
et al., 2013); self-harm, including suicide (Robinson et al., 2010), relapse
(Robinson et al., 1999), stigma (Zaske et al., 2018) and aggression, are
often prevalent during the initial episode (Winsper et al., 2013).
Though isolated, many individuals diagnosed with a psychotic dis-
order will remain in close contact with informal carers (Palumbo,
Volpe, Matanov, Priebe, & Giacco, 2015), which is particularly observ-
able during the early illness phases when many are likely to be living
with or will return to live within the family home (Addington, Cold-
ham, Jones, Ko, & Addington, 2003). Informal carers are a diverse
group; however, most are parental caregivers particularly during the
early years post first onset (Cotton et al., 2013). The important role
played by carers to secure improved outcomes for relatives with psy-
chosis is widely recognized within the literature. There is evidence to
attest the positive impact carers can have on facilitating help seeking
and ensuring that relatives receive relevant and timely input from ser-
vices, and significantly reducing their rates of relapse, hospitalization
(Norman et al., 2005), and premature death (Revier et al., 2015).

1.1 | The caregiving experience

Carers can report having positive experiences that include an
improved relationship with the person they care for and identifying
new personal strengths (Kulhara et al 2012). The caregiving role,
however, can be stressful. Carers report experiencing high levels of
psychological distress for which approximately 40% can fall within
clinical ranges (Hamaie et al., 2016; Sadath et al 2017). Reports of
loss, stigma, confusion and fear can be commonplace in caregivers
and are already evident at the first episode (McCann, Lubman, &
Clark, 2011; Onwumere et al., 2018; Patterson, Birchwood, &
Cochrane, 2005).

Cognitive models of caregiving responses in psychosis (eg,
Kuipers, Onwumere, & Bebbington, 2010) highlight the importance of
carer appraisals about the iliness, caregiving experiences and coping
styles to their own wellbeing, interface with services and patient out-
comes. Carers' reports of negative caregiving experiences (burden) are
positively associated with pessimistic beliefs about the ilness, particu-
larly as they relate to the timeline of the illness, its impact on different
life domains and responsiveness to treatment and control (Onwumere
et al., 2008; Patel, Chawla, Krynicki, Rankin, & Upthegrove, 2014).
Further, carer coping efforts that are characterized by avoidance (eg,
trying to not think about issues, just wishing things would go away)
are positively linked to poorer functioning in carers, including greater
emotional distress and reports of burden (Kuipers et al., 2006;
Onwumere et al., 2011; Raune, Kuipers, & Bebbington, 2004), and

caregiving relationships characterized by greater levels of critical and
negative interactions (Birchwood & Cochrane, 1990).

Across a broad range of physical and mental health conditions
that include attention deficit hyperactivity disorder, diabetes and
asthma, there remains an ongoing interest in exploring parental
experiences and beliefs about having a child living with chronic
health condition (Zaraket et al. 2011; Lowry, Schatz, & Fabiano,
2018; Iverson, Graue, Haugstvedt, & Raheim, 2018). However, the
study of two parents of the same child and measurement of vari-
ables of interest in one parent, independently of the other and com-
parison of findings, represents a rare design feature in most
caregiving studies including those within psychosis. Most studies
focusing on caregiving experiences in psychosis have tended to
report on parental caregiving (Tuck, du Mont, Evans, & Shupe, 1997,
Young, Digel Vandyk, Daniel Jacob, McPherson, & Murata, 2019)
but where the focus has been specifically on mothers (Kaya Kilic &
Saruc, 2015) or participant samples comprised mainly mothers
(Knudson & Coyle, 2002; Mcauliffe, O'Connor, & Meagher, 2014;
Young, Digel Vandyk, et al, 2019). Where perspectives of other
carers have been explored, they have tended to be studied in isola-
tion (eg, Bowman et al. 2017) without comparison to other carers.
Understanding and comparing the experiences of two parents caring
for their child with psychosis is scarce within the literature and there
is only a small handful of studies reporting the experiences of
fathers (Weins & Daniluk, 2009). Conclusions from a recent system-
atic review of parental caregivers of children with a diagnosis of
schizophrenia called for more exploration of the different experi-
ences of mothers and fathers in their roles. (Young, Murata,
McPherson, Jacob, & Vandyk, 2019). Such an approach, however,
would help to facilitates a more in-depth and nuanced understand-
ing of family caregiving experiences and possible individual differ-
ences. In the Kuipers et al. (2010) model, it is conceivable that
parental caregivers for the same patient with psychosis could also
report different appraisals related to their individual experience of
caregiving, how they understand and make sense of their child's ill-
ness, and their own (ie, parent) psychological health and functioning.
These appraisals could impact their patterns of engagement with
their relative and service providers. However, such arguments have
yet to be empirically investigated in FEP psychosis. In addition,
understanding the experience and needs of males and father care-
givers has tended to be overlooked in the literature with its almost
exclusive focus on female caregivers (Cotton et al., 2013), particu-
larly mothers (Cotton et al., 2013; King, Ricard, Rochon, Steiger, &
Nelis, 2003). Drawing the literature's attention to fathers and
assessing the differential needs that might exist in parental dyads,
could highlight opportunities to offer more evidence driven and
targeted carer focused interventions. There are some indicators
from the literature highlighting differences in parental caregiver
experiences with mothers expressing more concern about difficult
behaviours and negative symptoms, compared to fathers (Addington
et al., 2003). Determining whether differences are present during
the early illness phase could help clinical services to be more

responsive and support future intervention planning.
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Earlier work from Chesla's (1991) hermeneutic phenomenological
approach with 21 parents exploring caring styles for children living
with a diagnosis of schizophrenia highlights some parental differences
across the genders. This qualitative data suggested that fathers had
tended to adopt a less hands on and “distanced care” approach that
relied more on the mother to provide direct care and feedback on
issues. This approach, however, rendered them more emotionally vul-
nerable. In a recent systematic review of 31 studies exploring illness
models in parents of young and adult children with severe mental
health conditions, including psychosis, results confirmed that it was
difficult for parents to make sense of the problems facing their child
and often held themselves responsible for the iliness. Reports of self-
blame were particularly an issue for mothers relative to fathers. These
reports tended reflect a range of underlying beliefs that included
those related to having been a bad parent and not having been atten-
tive to their child's illness and responding appropriately (Hasson-
Ohayon, Goldzweig, Lavi-Rotenberg, Roe, & Pijnenborg, 2019).

In an early psychosis population, the current study aims to
explore whether two parents, caring for the same child, in primary
caregiving roles, appraise the illness and their caregiving experiences
in similar ways. Informed by the literature, we hypothesised that
mothers, when compared to fathers, will report greater levels of dis-
tress, negative caregiving experiences and use of emotional (less
adaptive) coping strategies. No specific a priori hypotheses were
offered about iliness beliefs.

2 | METHODS

A cross-sectional design was employed.

21 | Sample

Participants were the self-identified parental carers of a young person
accessing care from a specialist early intervention in psychosis in a
London National Health Service (NHS) Trust. The service intervenes
with all known cases (aged 14-34 years) of first-episode psychosis in a
defined catchment area and with duration of untreated psychosis of
less than 12 months. Patients are only accepted into the service if
they meet criteria for first-episode psychosis. All informal carers in the
service are routinely identified by team personnel. Carer assessments
took place as soon as possible after the service user was taken on by
the service and both parental carers were contacted and assessed.
Depending on availability, carer participants would be assessed on the
same day or a few days apart, to suit individual timetables. Data col-
lection for service users and carers, and manuscript preparation, were
undertaken in accordance with criteria laid out by the participating
NHS Trust research development and clinical governance protocol.
Data for clinical purposes and service monitoring is routinely col-
lected, and informed written consent to publish anonymised data is
also routinely sought, in line with Trust ethics procedures and proto-

cols. Data were collected by graduate level psychologists who had

received training from a doctoral level of psychologist in carer engage-

ment and administration of measures.

22 | Measures
Socio-demographic characteristics such as carer age, gender, employ-
ment and accommodation status were collected.

lliness Perception Questionnaire for Schizophrenia: Relatives' Version
(IPQS-RV; Lobban, Barrowclough, & Jones, 2005). The 10 item IPQS-
RV is designed to assess carers' appraisals about their relatives' iliness
across different domains such as beliefs about the illness timeline, ill-
ness consequences (for self and relative) and degree of control over
the illness. Questionnaire items are rated on a Likert scale that ranges
from 1 (strongly disagree) to 5 (strongly agree). The measure has been
widely used and has good psychometrics (Lobban et al., 2005).

Cope Inventory (COPE; Carver, Scheier, & Weintraub, 1989) The
COPE is a 30-item self-report measure assessing 15 different coping
strategies. Respondents read through brief statements and are
required to rate on a four-point Likert scale the degree to which the
statement best applies. Each of the 15 scales has two items, and the
total score for each scale is computed by adding the items together.
Mean scores are calculated for each subscale. This measure has good
psychometrics and widely used with psychosis carer samples
(Onwumere et al., 2011; Raune et al., 2004). The avoidant scale has
eight items comprising the Denial, Behavioural Disengagement, Men-
tal Disengagement, Alcohol-drug disengagement subscales. Emotion
focused scale has 12 items comprising: seeking support for emotional
reasons, positive reinterpretation and growth, acceptance, turning to
religion, humour and venting subscales. The problem focused scale
has 10 items and included: planning, suppression of competing activi-
ties, restraint, seeking support for instrumental reasons, active coping
scales.

Experience of Caregiving Inventory (ECI; Szmukler et al., 1996). The
ECl is a 66-item, 10 subscales self-report measure that assesses
carers' negative (8 subscales) and positive (2 subscales) appraisals of
mental health caregiving experiences. Participants are asked to read
through brief statements and indicate, on a five-point Likert scale
ranging from “never” to “nearly always”, the amount they had thought
about the issue in the last month. The ECI has two summary scores
that reflect the sum of the negative and positive subscales; higher
summary scores denote greater levels of negative and positive care-
giving experiences. The ECI has been extensively used in mental
health caregiving research (Gleeson et al., 2010; Thompson, de la
Cruz, Mataix-Cols, & Onwumere, 2016).

Hospital Anxiety and Depression Scale (HADS; Zigmond &
Snaith, 1983). The HADS is a 14-item self-report measure assessing
levels of clinical distress. Participants read through statements and
rate the degree to which statements best apply over the last week on
a four-point scale. Subscale scores range from O to 21 and scores >8
indicate clinical levels of distress. The subscales can be measured
independently or in combination to provide a measure of psychologi-

cal distress. This measure has been widely used within carer
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populations and is psychometrically sound (Tomlinson, Onwumere, &
Kuipers, 2014).

For the patient sample, socio-demographic and clinical data such
as gender, ethnicity, age and length of illness, were extracted from

case note review.

2.3 | Dataanalyses

Analyses were performed using SPSS version 22 (SPSS for windows,
2013) and Stata version 8 (StataCorp, 2003). All analyses were
related-measures tests, in that each mother and father caring for the
same child were directly compared to each other for all outcomes.
Bootstrapping was employed to manage skewed distributions using
1000 samples (DiCiccio & Efron, 1996). Univariable tests examined
differences between parental pairs on key outcomes (ie, paired t tests;
the McNemar's test and the Mantel-Haenszel test; Mantel, 1963).
Multivariable analyses were performed using linear and logistic multi-
level models to control for potential confounders, (carer age, carer
employment status), and to see if any differences that were found in

the univariable analyses remained.

3 | RESULTS

The sample comprised 44 matched parental pairs who were drawn
from a large (N = 257) broader group of carers (eg, non-matched
parental carers) (see Table 1). There were three carers who refused
permission to publish and were therefore excluded from the reported
data. The mean + SD age of the parents was 54.2 + 7.6 years (range
41-74). Mothers were on average, around 5 years younger than
fathers (51.7 £ 6.6 and 56.7 + 7.9, respectively). Most participants
were from a White British (N = 34, 37%) or Asian (N = 26, 30%) ethnic
background, with less than half of mothers (34%, n = 15) and fathers
(43%, n = 19) born in the United Kingdom. Most parental participants
were living in the same household with their child with psychosis
(91%, n = 40).

The patient group were mostly male (n = 33, 75%), with a
mean + SD age of 22.4 + 5.1 years (Range 13-33). Approximately one
half of the patient sample were not in work or education (n = 23,
52%). The mean length of psychosis was 18.3 months
(SD = 14.6 months). Most patients were from White British (N = 16,
36%) or Asian (N = 18, 41%) ethnic groups (see Table 2).

lliness beliefs: After controlling for carer demography (eg, age,
employment), participants who were mothers, when compared to
fathers, were more likely to endorse illness beliefs that recognized
psychosis as having a cyclical course (95% confidence interval [Cl]:
—0.74 to —0.06, P = .021). They were also perceived themselves as
having less control over their child's illness (95% Cl: 0.02 to 0.81,
P =.041). However, this finding failed to remain significant after con-
trolling for carer demography.

Caregiving experiences: Overall, parental participants were

reporting high levels of negative caregiving experiences (burden).

TABLE 1  Demographic characteristics of related mothers and
fathers
Mothers (N = 44) Fathers (N = 44)
Characteristic N % N %
Age (M + SD years) 51.7 £ 6.6 56.7+7.9
Ethnicity
White 17 39 17 39
Asian 13 30 13 30
Black 5 11 6 14
Other 9 21 8 18
First language is English
Yes 23 52 28 64
Born in the UK
Yes 15 34 19 43
Marital status
Married 42 96 40 91
Lives with partner 2 5 4 9
Employment status
Paid full-time 13 30 24 55
Paid part-time 11 25 5 11
Retired 5 11 7 16
Homemaker 10 23 0 0
Other 5 11 8 18
Primary carer
Yes 41 93 27 61
Length of time cared for 19.3+15.1 19.9 +15.1
the child since the onset
(M + SD months)
Carer lives with the patient
Yes 40 91 40 91
Face-to-face contact per 55.0+35.9 470+ 324
week (M £ SD hours)
Face-to-face 35 hours threshold
<35 hours 15 34 15 34
>35 hours 26 59 28 64
Carer cares for more than one person
Yes 22 50 20 46
The other person they care for has psychosis
Yes 3 7 5 11

Note: Missing data: shown as N, % per mothers and fathers—most missing
data were found on number of face to face contact hours per week: 4
values (mothers: 3, 7%, fathers: 1, 2%); face to face threshold contact: 4
values (mothers: 3, 7%, fathers: 1, 2%). For all the other demographic vari-
ables, the quantity of missing data was low (<3 values, <7% each for
mothers and fathers).

Parental pairs, however, did not significantly differ in their reported
negative and positive caregiving appraisals (see Table 3).

Coping styles: After controlling for carer demographics, mother
participants were more likely to report using emotion-focused coping
strategies compared to fathers (95% Cl: —5.54 to —0.31, P = .028). No
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TABLE 2  Demographic and clinical characteristics of patients in
the early course of psychosis

Patients (N = 44)

Characteristic N %

Gender
Male 33 75
Age 224 +51
Ethnicity
White 16 36
Asian 18 41
Black 5 11
Other 5 11

First language is English
Yes 38 86
Marital status
Single 43 98
Long term partner 1 2

Employment status

Employment (full time, part time, 6 14
voluntary)
Not in work or education 23 52
Student 13 30
Diagnosis
Schizophrenia spectrum 33 75
Affective psychosis 8 18
Other 2 5
Duration of untreated psychosis 54+92
(Mean * SD months)
Psychosis onset age 20.9 +4.9
Length of psychosis (Mean = SD months) 18.3 £ 14.6
Currently inpatient
No 37 84

Note: Missing data: shown as N, %. Most missing data was found on Dura-
tion of untreated psychosis (16 values, 36%). For all the other demo-
graphic variables, the quantity of missing data was low (<5%).

further statistically significant differences in coping styles were
observed between parental groups (see Table 3).

Distress: The analysis revealed that 44% of mothers (n = 17) and
28% (n = 11) of fathers met the cut off criteria for clinical severity of
anxiety. Eight mothers (20%) and six fathers (15%) met the cut off for
clinical severity of depression. No significant differences were identi-
fied in the parental groups in their mean levels of anxiety and depres-

sion and case-ness status (see Table 4).

4 | DISCUSSION

In parents caring for the same child accessing care from an early inter-

vention in psychosis service, the current study sought to compare

their appraisals on key areas known to impact the caregiving relation-
ship and outcomes (eg, illness beliefs, coping styles). To the best of
our knowledge, the current paper represents the first empirical inves-
tigation of these key issues in this population.

Contrary to predictions, the overall pattern of findings suggests that
mothers and fathers in primary caregiving roles for the same child with
early psychosis will broadly report more similarities in how they concep-
tualize and make sense of their child's illness, their day-to-day caregiving
experiences and levels of psychological distress. This concurs with recent
work from Chan et al. (2015), who examined carer knowledge about psy-
chosis, including risk potential and medications, and observed similar
beliefs between carers from different gender groups.

There were, however, two areas of divergence between the
mother and father carer participants. In line with predictions, our find-
ings suggest that mothers were more likely to report using emotion
focused coping; an approach comprising strategies such as venting of
emotions and turning to religion. Such approaches can often be consid-
ered less adaptive and linked to poorer outcomes, particularly in situa-
tions that demand a more problem focused and active approach.
Evidence from previous work highlights a positive association between
carer reports of emotion focused coping and a greater tendency to
engage in self-blame and perceive a greater level of negative illness
consequences (Rexhaj, Python, Morin, Bonsack, & Favrod, 2013). We
also know that emotion focused coping is usually linked to poorer
levels of emotional functioning (Matheson & Anisman, 2003) and
females, when compared to male peers, are more inclined to report use
of emotion focused coping (Craciun, 2013; Kelly, Tyrka, Price, &
Carpenter, 2008; Matud, 2004; Ptacek, Smith, & Dodge, 1994). They
are also more likely to obtain poorer outcomes compared to male peers
employing the same coping skills (Mazure & Maciejewski, 2003).
Though mothers and fathers in our current sample did not differ in
their overall levels of reported psychological distress and majority of ill-
ness beliefs, it is possible that mothers have a greater preference in
using emotion focused strategies such as sharing how they feel and
using religious coping to deal with the inherent distress linked to their
iliness beliefs. Moreover, females might find it easier to engage with
and/or endorse using emotion focused strategies. The results might
also speak to prevailing views that emotion focused coping, per se,
should not automatically be dismissed as being less effective or
unhelpful since the context and situational demands remain key
influencing factors.

The current results also compliment the work of Gerson
et al. (2011) in psychosis and other conditions (Hastings et al. 2005).
Gerson noted non-significant differences between early psychosis
male and female carers, with males reporting greater levels of some
aspects of emotion focused (ie, positive reinterpretation and growth,
venting) and avoidant coping (ie, substance use). In contrast to their
male peers, female carers were more likely to report greater emotion
focused coping in the form of religious coping. Previous work has
failed to identify links between gender and avoidant coping across
carers of early psychosis and longer-term patients, although compari-
sons were not specifically drawn between matched male and female

parental carers and those from within the same family (Onwumere
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TABLE 4  Univariable and multivariable analyses of the primary outcome: Hospital Anxiety and Depression Scale
Summary statistics Unadijusted analyses® Adjusted analyses®
M =SDin M+ SDin
mothers fathers Mean P Mean P
Questionnaire (N = 44) (N = 44) difference 95% CI value difference  95% Cl value
Hospital Anxiety and Depression Scale (HADS)®
Anxiety total’ 8.97 +4.72 7.74 +526 -1.23 —.64t0 3.10 191 -0.90 -3.22t0 142 448
Depression total® ! 6.63 = 4.47 5.63 £ 4.69 -1.00 -1.20t0293 .384  -0.98 -309t01.13  .364
Summary statistics Unadjusted analyses® Adjusted analyses®
Mothers Fathers
Questionnaire N % N % ORf 95% Cl P value OR 95% CI P value
Hospital Anxiety and Depression Scale
Clinical case of anxiety® 17 44 11 28 0.40 0.09 to 1.39 .180 0.38 0.10to 1.46 .160
Clinical case of depression' 8 20 6 15 0.71 0.18 to 2.61 774 0.59 0.11 to 3.06 .524

Note: Pair cases were removed if a value is missing for one of the parents.
?Bootstrap results are based on 1000 bootstrap samples.
PPaired t-test.

Linear multi-level model adjusting for carer age, employment status and primary carer.

9McNemar test.
®Logistic Multi-level model adjusting for carer demography.
fMantel-Haenszel test.

&Possible scores range from 0 to 21 on each subscale, scores above 11 indicate clinical levels of distress.
Missing data: " ¥ 5 pairs (mothers: 4, 9%, fathers: 2, 5%). ' 4 pairs (mothers: 3, 7%, fathers: 2, 5%).

et al., 2011). Hastings and colleagues (2005), in their exploration of
coping strategies in mothers and fathers of autistic children, revealed
that coping strategies were largely similar between parents in the
same family. However, mothers, when compared to fathers, were
more likely to report greater levels of active avoidance and problem
focussed coping strategies.

The results also highlighted that mothers conceptualized the illness
timeline significantly differently from father peers such that they were
more likely to perceive the illness as having a more cyclical (ie, a remitting
relapsing) course. It is possible that during the early psychosis stage,
mothers are more likely to recognize or be aware of the cyclical nature of
the condition and therefore, the vulnerability of their relative to episodes
of acute ill health. This would represent an informed view, in line with
the general understanding of psychosis and how it typically manifests for
many of those affected (NICE, 2014). Consequently, the observed differ-
ence might reflect a different level of knowledge between the parental
carers. It is also possible, that the noted difference between mothers and
fathers coping strategies could be linked to mothers' beliefs that the ill-
ness would last a long time. We know that appraisals of a long illness
timeline are linked with more parental distress (Fortune et al. 2005;
Onwumere et al., 2008; Kuipers et al 2007). However, the contribution

of other factors such as trait coping styles cannot be ruled out.

4.1 | Clinical implications

This study provides empirical evidence that in early psychosis groups,

parental caregivers are likely to report largely similar cognitive

appraisals when caring for the same child and be equally as affected in
terms of caregiving experiences and distress. Thus, if one parent pre-
sents to an early psychosis service with psychological wellbeing
needs, the co-parental caregiver is very likely to be exhibiting similar
needs too. In line with treatment guidance (NICE, 2014), the results
underscore the importance of offering evidence based psycho-
educational and support interventions to both parents who assume
informal caregiving roles for relatives experiencing early psychosis.
The importance of routinely identifying all those in the family system
with caregiving roles and directly offering (or signposting to) relevant
support is also indicated. Recognizing, however, that in a parental pair,
informal carers can have divergent views and experiences in some
areas (eg, coping styles) which, in itself, might serve as a proxy mea-
sure for information and support needs. Consequently, supporting
carers, particularly mothers, to identify and utilize coping strategies
that are adaptive for different types of situations are indicated, and
have proven efficacy in FEP populations (McCann et al., 2012).

4.2 | Limitations

Though the study is novel and offers preliminary insights about paren-
tal appraisals in early psychosis, it had notable limitations. The small
sample size and analyses approach of not controlling for multiple com-
parisons are key limitations. The failure to identify a greater range of
differences between mothers and fathers might have reflected issues
pertaining to the modest sample size and insufficient power to aid

detection of differences. Further, the authors acknowledge the
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potential risk for type 1 errors. Despite including a wide range of tar-
get appraisal areas (illness beliefs, caregiving experiences, distress and
coping styles) it is possible a broader inclusion of other key factors
known to impact outcomes and caregiving experiences (eg, metacog-
nition, personality, Jansen et al., 2014) may reveal a different pattern
of relationships between parental caregivers. The cross-sectional
design precludes any conclusions being drawn about causal and con-
tributory processes, and directionality of the findings. It is unclear, for
example, what factors impact on the observed divergence in parental
appraisals about coping and illness beliefs regarding the timeline. It is
important to note that the capacity for parents' appraisals to alter
over time. A prospective design, therefore, involving multiple-time
point analysis would be indicated to capture these changes and exam-
ine whether any patterns do emerge. Further, the failure to explore
links between different parental caregiving appraisals and implications
for illness course, patient outcomes and quality of the caregiving rela-
tionship was a limitation. In families of young people living with a
long-term physical health condition (ie, atopic eczema), similar illness
beliefs reported by matched parental pairs were associated with
improved general wellbeing in patients though not less strain
(Salewski, 2003). Prospective designs, incorporating carer and patient
outcomes, should help to address these issues. Although the partici-
pant sample is diverse and reflective of the local communities affected
by early psychosis in this one London region, the current study is
based on data sourced entirely from one service in one geographical
area and thus, a sample bias might exist. The London area from which
the sample was extracted has high levels of economic and social dep-
rivation, which might impact patient presentation and carer needs.
Moreover, we do not have data on the number of carers who declined
the service routine assessments. Our current sample offers a repre-
sentation of family carers in a routine London early psychosis service
that are willing to be assessed. However, we also recognize the sam-
ple limitations. It is possible that carers who declined assessments
might have been more emotionally affected by their circumstances
and perhaps less likely to report similar views with their parental peer.
Equally, participating parental carers might have enjoyed more harmo-
nious relationships, and shared duties, and were, therefore, more likely
to engage with assessments and report shared caregiving appraisals.
We remain unaware of how many of the non-matched carers had
other family situations such as being single parents with sole caregiv-
ing responsibility or cases where there are several carers in a parental
type role such as grandparents and siblings too. Further, The resulting
limitations on the extent to which the findings generalize and reflect
the broader early psychosis parental caregiving groups are therefore
acknowledged. Future research should consider the purposive rec-
ruiting and sampling of parent carers who may be single dwelling, co-

parenting and/or married.

43 | Conclusion

The experience of psychosis in young offspring can be a difficult, con-

fusing and an emotional exhausting experience for any parental

caregiver. In two parent households, both parents are likely to make
sense of the illness and be impacted in similar ways but with excep-
tions to their approaches to coping and specific beliefs about illness
timeline. Replication of findings in larger different samples are
required and determining the implications for outcomes are the next
steps.
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