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Aims. Few studies have examined the experiences of carers of people with psychosis using a representative sample.
Aiming to obtain generalisable results concerning carers in the context of increased emphasis on involving carers in
Australian mental health service delivery and policy frameworks, this study recruited carers within the second
Australian national survey of psychotic disorders (Survey of High Impact Psychosis, SHIP). Given that most SHIP par-
ticipants had long-term illness and extended relationships with carers, the health and wellbeing of carers as a group
were expected to be relatively stable. However, since it is unknown whether carers’ health and wellbeing would change,
our main aim was to explore change and stability in carers’ health and wellbeing and the relationship between any
changes experienced by individual carers and corresponding SHIP participants’ functioning over time.

Methods. Ninety-eight caregivers of SHIP participants were recruited at baseline and completed validated instruments
assessing their health and wellbeing. Seventy-eight carers were re-interviewed at 1-year follow-up. Clinical factors were
extracted from the SHIP database. Wilcoxon matched-pairs signed-rank test and t-test were used to analyse changes in
variables over time. Cross-lagged analyses were conducted to identify possible causative relationships in changes in
SHIP participant and carer variables.

Results. A substantial percentage of carers experienced social isolation (28.6%), psychological distress (37.7%) and
poorer quality of life than population norms. There were no statistically significant changes between baseline and fol-
low-up scores for almost all carers’ health and wellbeing variables, other than a poorer perception of their quality of life
in relation to their physical health after 1 year. Cross-lagged analyses suggested that poorer functioning of people with
psychosis influenced carers’ social isolation, grief and psychological distress.

Conclusions. Findings show that carers’ perception of their health and wellbeing did not improve within current men-
tal health service delivery frameworks over time. Carer’s persistently poor health and wellbeing suggests a pressing
need to enhance services that improve carers’ health and wellbeing especially their physical health and the functioning
of people with psychosis whom they support.
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Introduction

Caregivers of people with psychosis experience psycho-
logical distress, social isolation, poor quality of life, grief
and carer burden (Awad & Voruganti, 2008; Jansen
et al. 2015). However, most previous caregiving studies
focus on carers alone, resulting in a gap in knowledge
regarding the relationship between patient-related factors
and carers’ characteristics. The other gap is a lack of lon-
gitudinal studies, as highlighted consistently in several
reviews (Caqueo-Urízar et al. 2014; Jansen et al. 2015).

In most previous research, carers have been
recruited through their participation in formal mental
health programs or by advertising. This has yielded
samples with unclear representation of the full range
of carers limiting the generalisability of findings
(Ohaeri, 2003). Due to the small number of longitudin-
al population-based caregiving studies (Szmukler et al.
1998; Train et al. 2001; van Wijngaarden et al. 2003;
Shibre et al. 2012), improvement or deterioration of
carers’ health and wellbeing over time is unclear
(Shibre et al. 2012). There is a need for a representative
longitudinal study of carers and their relatives with
psychosis to provide greater understanding of their cir-
cumstances in order to improve service planning
(Pirkis et al. 2010).
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To the authors’ knowledge, this study is the first lon-
gitudinal study with both patient and carer data, con-
ducted within an epidemiological framework in
Australia, specifically, the second national survey
of psychotic disorders (Survey of High Impact
Psychosis, SHIP). The current study sought to docu-
ment quality of life, social connectedness, grief and psy-
chological health of carers of SHIP participants and to
explore changes in carers’ status over time and the
dynamic relationships between these and patient
characteristics. Given that the majority of SHIP partici-
pants had been ill for an extended period and their
carers had been providing care for some time, the
health and wellbeing of carers overall was likely to be
relatively stable, although individual carers might
experience change due to the stress of caregiving over
time. Further, there has been growing involvement of
involving carers in mental health services
(Department of Human Services, 2006) but no longitu-
dinal population-based studies to evaluate the impact
of this increased emphasis in policy and service deliv-
ery on carers’ health and wellbeing. Therefore, it is
unknown whether the shift in policy and service deliv-
ery has directly benefited the health and wellbeing of
individual caregivers of people with psychosis. Our
first aim was to investigate whether SHIP participants’
functioning and their carers’ health and wellbeing
changed over time. Our second aim was to explore
associations between changes in the functioning of indi-
vidual SHIP participants with psychosis and changes in
the health and wellbeing of their carers over time.

Method

Procedures

This study used participants in SHIP as the basis to
recruit carers. In SHIP, a random selection of those
who screened positive for psychosis was invited to
participate in an in-depth interview. Those who had
poor English ability, limited capacity to give informed
consent and cognitive impairment were excluded from
the study.Furtherdetailsof theSHIPrecruitmentmethod
canbe found inanearlier publication (Morgan et al.2012).

For this carer study, the first author contacted SHIP
participants in two Victorian sites who nominated
their carers, and sought their written consent to contact
their carers. The eligible carer in this study was defined
as someone (excluding paid professionals) who was
responsible for looking after, helping or taking care of
the SHIP participant and their needs who may or may
not live with them. No carers had cognitive impairment
and therefore none were excluded on these grounds.
Interpreters were used as needed so that poor English
ability was not an exclusion criterion for carers. Carers

were contacted and provided their written consent for
study participation. A face-to-face interview using vali-
dated, structured questionnaires was then sought.
Questionnaires were mailed to carers unable to attend
an interview and any missing responses were clarified
by telephone. Approximately 1 year after the initial
interview, carers who agreed to participate in the
follow-up were re-interviewed. A target sample size of
100 was calculated prior to recruitment based on: (1)
alpha of 0.05, (2) power of 80%, (3) effect size ( f2) to
be detected was set at 0.15 based on multiple correlation
coefficient (R2) of 0.13 (Green, 1991). Ninety-eight carers
were recruited at baseline; 78 were re-interviewed at
follow-up (Fig. 1). The study was approved by Mel-
bourne Health (Reference: 2010.011), St Vincent’s Hos-
pital (Melbourne) (Reference: 111/11) and the
University of Melbourne (Reference: 1034494.1) Human
Research Ethics Committees.

Survey instruments

Socio-demographic data regarding carers were col-
lected and validated instruments were used to assess
their health and wellbeing:

(1) The 10-item Kessler-10 (K10) was used to measure
psychological distress of the carers.Higher scores indi-
cate greater psychological distress (Kessler et al. 2002).

(2) The Friendship Scale (FSS) was used to measure
social connectedness of the carers. The 6-item FSS
is validated with higher scores indicating greater
social connectedness (Hawthorne, 2006).

(3) The World Health Organisation Quality of Life –
BREF (WHOQOL-BREF) was used to measure per-
ceived quality of life of the carers. The 26-item
WHOQOL-BREF covers four domains: Physical
Health, Psychological Health, Social Relationships
and Environment. Higher scores indicate better
perceived quality of life (WHOQOL Group, 1998).

(4) The 16-item Mental Illness Version of the Texas
Inventory of Grief (MIVTIG) was used to measure
feelings of grief in the carers. Higher scores indicate
more prominent grief (Miller et al. 1990).

(5) The Life Skills Profile-20 (LSP-20) was used to meas-
ure carers’ perception of the functioning of their
relative with psychosis. The 20-item LSP-20 covers
five areas of functioning: Self-care, Anti-social,
Withdrawal, Bizarre and Compliance and higher scores
indicate better functioning (Rosen et al. 2001).

Relevant demographic and clinical variables concern-
ing the index SHIP participant were extracted from
the SHIP database. These included: International
Classification of Diseases and Related Health
Problems 10th Revision (ICD-10) diagnosis, derived
algorithmically using the Diagnostic Interview for
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Psychosis (Castle et al. 2006); current cognitive ability
using the Digit Symbol Coding Test (Randolph et al.
1998); and behavioural and social aspects of function-
ing as well as role performance over 1 year as mea-
sured by the Personal and Social Performance Scale
(PSP) (Morosini et al. 2000).

Analysis

Data were analysed using SPSS version-21 (IBM Corp,
2012). Descriptive analysis was carried out. Wilcoxon

matched-pairs signed-rank test and t-tests were con-
ducted to assess changes in carers’ health and well-
being over time. Non-parametric tests were used for
non-normal distributions. Significance level was 0.05
(two-tailed) for all statistical tests.

Cross-lagged analysis was conducted to explore
potential causal relationships and estimate the effects
of LSP total scores on the caregiving variables over
time (Finkel, 1995). Using K10 score as an example,
regression was first conducted to model the effect of
LSP total score on K10 score after controlling for the

Fig. 1. Recruitment chart.
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effect of K10 score at Time 1 (T1). The second regres-
sion was conducted predicting the effect of K10 score
on LSP total score after controlling for the effect of
LSP total score at T1 (Fig. 2).

Results

Socio-demographic characteristics of carers

Most (75.5%) carers were female. Their mean age was
57.1 years (S.D. = 12.1). Most (62.2%) carers were
parents of the respective SHIP participant and their
mean age was 61.1 years (S.D. = 8.6). The mean age of
spouses or partners who were carers (n = 15) was 49.0
years (S.D. = 14.7). Seven carers were friends or house-
mates and eleven were siblings of the SHIP partici-
pants. Most carers (n = 70, 71.4%) were born in
Australia. For the rest (n = 28), the mean years of living
in Australia was 34.5 years (S.D. = 16.7). Most (n = 86,
87.8%) carers spoke only English at home. More than
half (59.2%) were married or in a de facto relationship.
The highest level of education attained by the carers
was: primary education (8.2%), secondary education
(32.7%) and tertiary education (59.1%). One-third
(36.7%) were receiving government financial support.
Three-fifths (63.3%) were employed.

Socio-demographic and clinical characteristics of
SHIP participants with carers

The median age of the SHIP participants was 33.0
years (range = 18–62) and 64 (65.3%) were male. Most
were born in Australia (n = 78, 79.6%) and were single
(72.4%). Most (73.4%) had at least secondary education
and a third (30.6%) had a trade certificate. Just under
half had been unemployed (46.9%) within the last 12
months.

The ICD-10 diagnoses of the SHIP participants
were schizophrenia (38.8%), schizoaffective disorder
(17.3%), bipolar disorder (21.4%), depressive disorders
(16.3%), delusional disorders and other non-organic
psychoses (5.1%) and major depression without psych-
osis (1.0%) assessed during SHIP interview; all were
screen positive for psychosis during the SHIP census.
Almost all SHIP participants had a long period of ill-
ness and the duration was distributed widely (25th
percentile = 5.0, 50th percentile = 10.0, 75th percentile
= 19.0 years). Reported patterns of illness were of mul-
tiple episodes of psychosis with partial recovery
between episodes (n = 41, 41.8%), continuous chronic
illness (n = 25, 25.6%), multiple episodes with good
recovery between episodes (n = 20, 20.4%) and a single
episode with good recovery (n = 12, 12.2%). The PSP
was used to measure personal and social functioning
of the SHIP participants. The mean score was 58.3
(S.D. = 13.7) indicating marked difficulties in one or
more areas of functioning.

The characteristics of the SHIP participants in the
caregiver study (n = 98) were compared with those of
the eligible SHIP participants not recruited to this
study (n = 235) from Victoria (Fig. 1). Most character-
istics of those recruited and not recruited were com-
parable. One-way ANOVA showed that the
differences in course of mental disorder and diagnosis
of mental disorder were not statistically significant.
The SHIP participants in the carer study were more
likely to be living in family homes (recruited sample
(RS) = 37.8%, eligible sample (ES) = 22.6%, χ2 = 8.104,
df = 1, p = 0.007); to have completed Year 12 education
(RS = 54.2%, ES = 35.2%, χ2 = 10.069, df = 1, p = 0.002);
had better behavioural and social functioning and
role performance according to the PSP (RS mean =
58.33 (S.D. = 13.68), ES mean = 54.64 (S.D. = 13.92), differ-
ence in mean (DM) = 3.688 (95% CI: 0.41, 6.96),

Fig. 2. Model of longitudinal effects using cross-lagged analysis (Life Skills Profile (LSP) total score was used as ‘variable a’ and
each of the caregiving outcome variables was used as ‘variable b’ in each analysis).
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t331 = 2.215, p = 0.027) andweremore likely tobeemployed
(RS = 43.9%, ES = 32.8%, χ2 = 4.349, df = 1, p = 0.037) than
the rest of the eligible SHIP participants. However, in
terms of their age, gender and current cognitive ability,
both groups were alike.

Relationships between people with psychosis and
their carers

Just over half (55.1%) of the carers were living with the
SHIP participants. Carers who were not living with
the participant had frequent contact with them. Most
carers had at least weekly face-to-face (68.2%) and/or
phone (77.3%) contact with them. The median period
that the caregivers had been caring for the person with
mental illness was 7.0 years (range = 0.1–41.0). Almost
all of the spouses/partners (93.3%) were living with
the SHIP participants but only around half (47.5%) of
the parents were living with the SHIP participants.

Functioning level of people with psychosis over time

As SHIP was a cross-sectional study, no contemporan-
eous SHIP data were available at follow-up within this
carer study. Therefore, the functioning level of SHIP
participants at baseline and follow-up was assessed by
the carers, using the LSP-20 (Rosen et al. 2001). The dif-
ference in means of the subscales and total scores of the
LSP-20 at baseline and follow-up (Table 1) were not stat-
istically significant. Comparison of percentages between
baseline and follow-up scores and statistical tests indi-
cate that the independent functioning levels of the
SHIP participants were similar after 1 year.

Health and wellbeing of carers over time

More than a quarter (28.6%) of the carers reported
feeling isolated or very isolated. At follow-up, carers
continued to experience social isolation; 29.5%

reported being isolated or very isolated (Table 2).
The Pearson correlation between baseline and follow-
up FSS scores was 0.67 (p < 0.001). The average score
difference between baseline and follow-up of 0.22
(95% CI: −0.68, 1.11) was not statistically significant
(p = 0.630).

As for psychological distress, a considerable percent-
age (20.4%) of the carers had a high or very high level
of psychological distress (Table 2). The Wilcoxon
matched-pairs signed-rank test was used as the data
were skewed. The output indicated there was no statis-
tically significant difference between baseline and
follow-up median scores (baseline-median = 16.0,
follow-up-median = 16.0, Z =−0.300, p = 0.767).

The carers experienced moderate grief as measured
on the MIVTIG (Miller et al. 1990). The mean MIVTIG
baseline score was 40.8 (S.D. = 17.3) and follow-up score
was 39.8 (S.D. = 16.6). The correlation between baseline
and follow-up MIVTIG scores was 0.23 (p = 0.055). The
average difference between baseline and follow-up
mean scores of 4.10 (95% CI: −1.04, 9.24) was not stat-
istically significant (p = 0.116, n = 67).

There was no statistically significant difference
between baseline and follow-up mean scores for
carers’ perceived quality of life. However, the average
difference between baseline and follow-up physical
health mean scores of 4.49 (95% CI: 1.37, 7.60) was stat-
istically significant (p = 0.005) indicating deterioration
in the physical health satisfaction of the carers over
time. Thus, carers’ perceived quality of life was gener-
ally unchanged after 1 year except for their perceived
physical health which worsened (Table 3).

Longitudinal relationships between functioning levels
of people with psychosis and their carers’ health and
wellbeing

Two outliers were removed because of atypical deteri-
oration and their influence on estimates. In the cross-

Table 1. Independent functioning levels of SHIP participants with psychotic illness using LSP-20

SHIP participants
baseline (N = 98)

SHIP participants
follow-up (N = 78)

Patients with
schizophrenia

(Rosen et al. 2001)
Mean S.D. Mean S.D. Mean

Anti-social (4–16) 13.68 2.53 13.60 2.80 13.04
Compliance (3–12) 10.65 1.86 10.97 2.25 9.54
Self-care (5–20) 15.63 3.15 15.15 3.57 15.54
Bizarre (3–12) 10.73 1.62 10.56 1.83 9.80
Withdrawal (5–20) 14.50 3.61 14.62 3.84 12.37
Total (20–80) 64.94 9.89 64.91 11.39 60.30

LSP, life skills profile; SHIP, survey of high impact psychosis.
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lagged analysis of MIVTIG scores with LSP total scores
(Table 4), given that the path from LSP total scores to
MIVTIG scores was large and statistically significant
in comparison with the path from MIVTIG scores to
LSP total scores, the conclusion was that LSP total
scores had an effect on the MIVTIG scores. Higher
values of LSP total scores at T1 caused lower values
of MIVTIG at T2. There was no statistically significant
effect of MIVTIG scores at T1 on LSP total scores at T2.
This suggests that carers’ perceptions of better func-
tioning of the SHIP participants resulted in less grief
experienced by the carers at follow-up whereas grief
in the carers did not have an effect on their perceptions
of the functioning of SHIP participants at follow-up.

For the cross-lagged analysis of FSS scores with LSP
total scores (Table 4), as the path from LSP total scores
to FSS was small and statistically significant, the con-
clusion was LSP total scores had an effect on the FSS
scores but the effect was not large. Higher values of

LSP total scores at T1 caused higher values of FSS at
T2. There was no statistically significant effect of FSS
scores at T1 on LSP total scores at T2. This suggests
that carers’ perceptions of better functioning of the
SHIP participants drive greater social connection in
the carers at follow-up and conversely, social isolation
in the carers did not have an effect on their perceptions
of the functioning of the SHIP participants.

Similarly, the path from LSP total scores to
WHOQOL-BREF Psychological Health was small and
statistically significant for the cross-lagged analysis of
WHOQOL-BREF Psychological Health scores with
LSP total scores (Table 4). This suggests that LSP
total scores had a small effect on the WHOQOL-
BREF Psychological Health scores whereas the psycho-
logical health of the carers did not have an effect on
their perceptions of the functioning of the SHIP parti-
cipants. Thus, carers’ perceptions of higher functioning
of the SHIP participants appear to result in greater

Table 2. Social connectedness and psychological distress of the carers

Social connectedness
(FSS)

Caregivers baseline
(N = 98)

Caregivers
follow-up (N = 78)

Australian population
norm (Hawthorne,

2008)
N % N % %

Very isolated 9 9.2 6 7.7 2
Isolated 19 19.4 17 21.8 5
Some isolation 15 15.3 10 12.8 9
Connected 24 24.5 16 20.5 25
Very connected 31 31.6 29 37.2 59
Psychological distress
level (K10)

Australian population
norm (Australian
Bureau of Statistics,
2012)

Low (10–19) 61 62.2 52 66.7 70.1
Moderate (20–24) 17 17.3 8 10.3 18.4
High (25–29) 16 16.3 8 10.3 7.4
Very high (30–50) 4 4.1 10 12.8 3.4

FSS, friendship scale.

Table 3. Perceived quality of life of the carers

Quality of life
(WHOQOL-BREF)

Caregivers baseline
(N = 98)

Caregivers follow-up
(N = 78)

Australian population
norm (Hawthorne

et al. 2006)

Mean S.D. Mean S.D. Mean S.D.

Physical health 72.6 17.1 68.3 18.6 73.5 18.1
Psychological health 70.1 15.4 70.2 15.2 70.6 14.0
Social relationships 66.9 19.3 64.9 20.6 71.5 18.2
Environment 73.5 16.9 74.0 16.1 75.1 13.0
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satisfaction in the psychological health of the carers
but satisfaction with psychological health in the carers
did not have an effect on their perception of the func-
tioning of their relatives.

For other caregiving variables, although there were
strong relationships between the functioning of the
SHIP participants and the caregiving outcome vari-
ables, neither of the variables appeared to have a role
in causing change in the other variable.

Discussion

This study was marked by its recruitment using repre-
sentative sample methods and follow-up occasion
of measurement after an extended time. Previous
reviewers have used a 6-month follow-up as a cut-off
in categorising short and long-term intervention studies
for caregivers (Yesufu-Udechuku et al. 2015), therefore,
this study’s 1-year follow-up may be considered
reasonably lengthy in capturing changes in carers’
health and wellbeing over time. Carers reported

poor psychological health, social isolation, poor quality
of life and prominent grief. Their health and wellbeing
did not change much over 1 year, except that
satisfaction with their physical health deteriorated
significantly. Carers’ perceptions of the functioning
of their relative or friend with psychosis were at least
partially responsible for the levels of grief, satisfaction
with psychological health and social connectedness
observed at the second interview. While carer’s poor
psychological health might have influenced their
responses (Gómez-de-Regil et al. 2014), results showed
that carers’ poor health and wellbeing did not affect
their perception of the functioning of their relative or
friend with psychosis. The relatively lower percentage
of SHIP participants living with their carers compared
with other caregiving studies reflected the diverse
accommodation arrangements of people with psychosis
in Australia (Morgan et al. 2012) as well as the varied
caregiver relationships extending beyond parental-child
relationships. Both these observations support the gen-
eralisability of the findings regarding carers.

Table 4. Cross-lagged analysis of caregiving variables with LSP total scores

Variables at T1 β S.E. p-value

Equation 1: dependent variable = FSS at T2 FSS 0.656 0.083 <0.001
LSP total 0.194 0.041 0.023

Equation 2: dependent variable = LSP total scores at T2 LSP total 0.821 0.069 <0.001
FSS 0.034 0.137 0.617

Equation 1: dependent variable = K10 at T2 K10 0.610 0.108 <0.001
LSP total −0.100 0.073 0.292

Equation 2: dependent variable = LSP total scores at T2 LSP total 0.817 0.071 <0.001
K10 −0.036 0.104 0.600

Equation 1: dependent variable =MIVTIG at T2 MIVTIG 0.288 0.096 0.007
LSP total −0.489 0.164 <0.001

Equation 2: dependent variable = LSP total scores at T2 LSP total 0.840 0.066 <0.001
MIVTIG 0.032 0.038 0.625

Equation 1: dependent variable =WHOQOL physical health at T2 Physical 0.718 0.087 <0.001
LSP total −0.008 0.159 0.920

Equation 2: dependent variable = LSP total scores at T2 LSP total 0.808 0.066 <0.001
Physical 0.118 0.036 0.074

Equation 1: dependent variable =WHOQOL psychological health at T2 Psychological 0.639 0.085 <0.001
LSP total 0.195 0.134 0.025

Equation 2: dependent variable = LSP total scores at T2 LSP total 0.809 0.070 <0.001
Psychological 0.061 0.045 0.379

Equation 1: dependent variable =WHOQOL social relationships at T2 Social 0.633 0.094 <0.001
LSP total 0.154 0.184 0.085

Equation 2: dependent variable = LSP total scores at T2 LSP total 0.829 0.070 <0.001
Social −0.002 0.036 0.973

Equation 1: dependent variable =WHOQOL environment at T2 Environment 0.792 0.066 <0.001
LSP total 0.099 0.113 0.154

Equation 2: dependent variable = LSP total scores at T2 LSP total 0.807 0.068 <0.001
Environment 0.090 0.040 0.182

FSS, friendship scale; LSP, life skills profile; MIVTIG, mental illness version of the Texas inventory of grief; SHIP, survey of high
impact psychosis.
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Health and wellbeing of carers

A high percentage of the carers reported social isola-
tion well above population norms as measured by
FSS, also reported in another Australian study
(Hayes et al. 2015). Social connectedness was poor at
initial interview and remained so over time. The per-
ceived social isolation in the carers is likely due to
the responsibilities and impact of caregiving. This
explanation is supported by indications of a causative
relationship between lower functioning of the people
with psychosis and greater social isolation in their
carers and is consistent with findings of Möller-
Leimkühler & Wiesheu (2012). It may be that more
impaired functioning of people with psychosis
requires carers to spend more time in caring and
they therefore have to sacrifice their social activities
(Weimand et al. 2013).

Carers also reported moderate psychological dis-
tress as measured by K10, consistent with other
population-based studies of carers (Szmukler et al.
1998; Train et al. 2001). Possibly reflecting the chron-
icity of illness of most of the SHIP participants
and the close relationship between them and their
carers, there was no improvement in the carers’
psychological health at follow-up within the context
of SHIP participants receiving treatment from
community mental health services. While comparison
of the health and wellbeing of carers of people with
early psychosis with carers of people with more
prolonged psychotic disorders was not feasible given
the sample size, a recent Australian study suggests
that, over time, older carers might experience lesser
burden as they have better coping abilities (Poon
et al. 2015).

The longitudinal causal relationship between poor
functioning of people with psychosis and their
carers’ poorer perception of their psychological health
as measured by WHOQOL-BREF supports the argu-
ment to improve functioning among people with
psychoses to support their carers’ psychological health.
In addition, there was no statistically significant
change in their quality of life, except for their physical
health, which carers perceived to have worsened over
time. Although, one would expect some natural
decline in aging carers’ physical health, however, the
statistically significantly deterioration occurred in just
1 year. Therefore, it is important to assess the physical
health of carers and provide them with appropriate
treatment and interventions such as affordable and
accessible respite services that could support their
physical health (Gupta et al. 2015; Thunyadee et al.
2015).

The grief experienced by family members of people
with mental illness was comparable with family

members who had experienced a death in the family
(Miller et al. 1990). Their grief was also stable over
time. The prolonged feelings of grief in the carers are
consistent with other (Godress et al. 2005).
Furthermore, the results clearly indicate that the carers’
perception of the functioning of the SHIP participants
is crucial in determining their levels of grief, although,
professionals may fail to recognise and address this
prolonged grief (Bland & Darlington, 2002). There is
little emphasis on the relationship between the func-
tioning of people with psychosis and carers’ feelings
of grief in the literature. Discussions tended to focus
on grief regarding parental-child relationships
(Godress et al. 2005) and family interventions
(Mulligan et al. 2013). This study extends this work
to all carers and shows that the feelings of grief in
carers are largely related to their perception of deteri-
oration in the functioning of their relatives with psych-
osis. This impaired functioning indicates loss of
independent living skills and an impaired societal
role, with important consequences to provide effective
psychiatric rehabilitation to improve the functioning of
people with psychosis and to increase their ability to
resume social and occupational roles.

Given the carers’ social isolation, poor quality of
life, grief and psychological distress with little
improvement at follow-up, current services are likely
inadequate suggesting an urgent need to review
them to improve the health and wellbeing of carers
(Yesufu-Udechuku et al. 2015). Although there is a
greater emphasis on including carers in mental health
services, limited family interventions are provided to
support their health and wellbeing. It is therefore ques-
tionable whether the greater emphasis on involvement
of carers in mental health services will eventually lead
to an overall improvement to their lives.

Carers’ perceptions of functioning levels of people
with psychosis

Carers’ perceptions of the functioning of people with
psychosis were found to be an important determinant
of their own health and wellbeing. Although emotion-
al impact on carers might cause their assessment of the
functioning of their relatives to be biased (Parker et al.
1991), our study suggests that functioning levels had
an effect on carers’ grief and psychological health
instead of the converse, implying that the possibility
of this subjective bias affecting carers’ assessments
was unlikely. More importantly, given there are sub-
jective biases in clinicians’ assessments of functioning
of people with psychiatric illness (Trauer et al. 1995;
Caqueo-Urízar et al. 2015), carers’ perceptions may be
more useful in assessing their own health and
wellbeing.
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Strengths

This is the first Australian caregiver study to use a
national prevalence study of psychosis to recruit carers
in order to obtain generalisable results. Previous
Australian population-based caregiver studies, such as
the National Survey of Mental Health and Wellbeing,
did not focus on psychosis (Pirkis et al. 2010). In add-
ition, clinical informationwas unavailable in these stud-
ies and diagnoses of mental illnesses were not assigned
using validated psychiatric measures by professional
mental health clinicians, unlike in this caregiver study.

Limitations

The first limitation is that the percentage of recruited
carers was low at 29.4% of those eligible, in spite of
multiple strategies applied during recruitment.
Comparison of those recruited with all eligible SHIP
participants showed that there was likely no bias in
the recruitment of their carers. The differences in living
arrangements and employment status between the
recruited sample and eligible SHIP participants may
be due to the need to obtain consent of the people
with psychosis before approaching carers, resulting
in mainly recruiting carers who had good relationships
with the SHIP participants. Although, seven carers did
not return the questionnaires at follow-up, the follow-
up rate was high at 84%. Those seven carers who did
not return the questionnaires should be considered as
refusing to participate. Although the follow-up recruit-
ment of 1 year from the baseline recruitment was a
potential limitation, the 1-year period was selected to
minimise sample attrition and ensure a reasonable sam-
ple size for follow-up measurements and is supported
by existing literature (Yesufu-Udechuku et al. 2015).
The 1-year duration of the follow-up period is likely to
have influenced the longitudinal results. A longer
follow-up period would capture any slowly evolving
trends. As the sample size was not large, it was not pos-
sible to define subgroups of participants to investigate
factors such as the impact of early psychosis and chronic
illness on the health and wellbeing of their carers.

Conclusion

Given the reciprocal relationships between carers’
health and wellbeing and functioning of those for
whom they are caring, mental health service providers
need to assess and support this potentially mutually
beneficial relationship as a core component of service
delivery (Froggat et al. 2007). Study findings suggest
that current routine mental health services may not
be effective in relieving the burden of caregiving or
supporting the physical health of carers. Psychosocial

rehabilitation for people with psychosis likely has
greater potential to improve carers’ health and well-
being over time. In addition, as carers’ perceptions of
their relatives’ functioning levels were an important
determinant of their own self-rated health and well-
being, it is important for carers to complete a function-
ing measurement tool such as LSP-20, assessing the
functioning levels of the corresponding people with
psychosis. This study serves as a benchmark for a
future nation-wide longitudinal study with a larger
sample size and longer follow-up period to under-
stand long-term caregiving impact and changes in
carers’ health and wellbeing over time.
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