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Abstract

Purpose The adverse impact of first episode psychosis
(FEP) upon parents’ quality of life (QoL) has been well
documented. However, the determinants and levels of QoL
remain poorly understood in siblings of young people
experiencing FEP. This study aimed to characterise and
establish the predictors of QoL for siblings of young people
with FEP.

Method Survey methodology was used to examine the
experience of 157 siblings in the first 18 months of their
brother or sister’s treatment for FEP. The World Health
Organisation Quality of Life Scale-Bref (WHOQOL-Bref)
was used to assess siblings’ QoL. A series of multivariate
regression analyses were conducted to determine the rela-
tionships between illness characteristics and siblings’ QoL.
Results Younger sisters reported the lowest satisfaction
of QoL. Older brothers were the most satisfied. When the
young person with FEP had attempted suicide and/or had
been physically violent, siblings reported less satisfaction
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in all domains of QoL. Living with the ill brother or sister
resulted in less satisfaction in the social domain. Multi-
variate analysis showed that female gender was a signifi-
cant factor in explaining the impact of illness-related
variables on QoL, particularly suicide attempts.

Conclusion Suicide attempts and a history of violence
impacted negatively on all four domains of QoL. Female
siblings are at higher risk of reduced QoL and may be
particularly vulnerable to the effects of suicide attempts
and violence. These findings have significant implica-
tions for early, targeted interventions for this vulnerable

group.
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Introduction

Family members can experience significant distress and
burden when they are participating in the care of an indi-
vidual with schizophrenia. Studies have shown that family
members experience elevated levels of anxiety, depression
and economic strain [1-3]. In addition, they have changes
to their existing family roles forced upon them, and can
experience helplessness, anger and despair [4-9]. Overall,
a high level of distress seems to be a typical result of
having a family member with a psychotic illness [2]. The
available evidence suggests that when the individual has
severe symptoms and a long period of illness, family
members experience more distress and burden [10, 11].
Studies that have examined the experience of siblings in
long-term psychotic illness have found a significant impact
upon their quality of life [2, 12—-19]. Siblings experience
distress such as guilt and grief [14, 20-22]; and burden
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such as social stigma and fear of acquiring the illness [14,
20-28].

There are no quantitative studies and only a few small
qualitative studies about siblings in FEP implemented by
two research groups from the United Kingdom [29-31].
For example, Newman and colleagues [29] implemented a
narrative analysis of four siblings of young people with
FEP and found that gender resulted in different themes of
experience. For the female participants (N = 2), the
themes were about finding personal meaning. For the male
participants, the themes related to taking on responsibili-
ties. Participants in the studies by Sin and colleagues
(N = 10; N = 31) reported during semi-structured inter-
views to feel overwhelmed, resentment, blame, guilt, grief,
loss and shame and had stopped inviting friends home [30,
31]. Research using standardised measures with a large
sample is required to further understand the impact of FEP
on siblings.

There is an extensive body of research in the field of
developmental psychology that focuses on the sibling
relationship and the important contributions it can make to
development, particularly during adolescence and early
adulthood [32]. Sibling relationships are enduring, inter-
personal ties that serve as important contexts for individual
development, and can provide companionship, emotional
support and practical support [32, 33]. Further, the pro-
tective effects of sibling support during adolescence and
early adulthood have been shown to be associated with
good coping skills and psychological adjustment, academic
competence, higher self-esteem and life satisfaction, posi-
tive mental health, and more positive school attitudes [34—
38]. Therefore, the onset of psychosis may be critical in
terms of disruption and potential loss of an important
reciprocal relationship during the significant developmen-
tal period of adolescence and early adulthood. Disruption
could have significant implications specifically to person-
ality development, identity formation and social support
and consequently quality of life.

Birth order has been found to have an influence on
personality development and results in distinctive devel-
opmental experiences [39, 40]. Thus the QoL of siblings of
young people experiencing FEP may be different depend-
ing on birth order. The majority of young people who
develop a psychosis will still be living at home and, in
many cases, they will have a sibling [41]. Expert guidelines
in the treatment of FEP emphasize the importance and
benefits of family based interventions and support; how-
ever, family research and clinical practice in this area have
predominantly focused on parents, spouses and offspring
and have neglected siblings’ needs [2, 42, 43].

This study is the first quantitative study of siblings of
young people with FEP that uses a large sample size (157
participants). This research aimed to establish the QoL of
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siblings of young people experiencing FEP. A second aim
was to establish whether the QoL of siblings of young
people with FEP is different depending on birth order and/
or gender. Finally, this study aimed to understand whether
the QoL of siblings differed depending on the illness-
related variables they experienced or witnessed in terms of
their brother or sister’s illness. The illness-related variables
were identified in the literature as the most common
challenges for those experiencing FEP. They include the
duration of untreated psychosis before receiving treatment;
hospital admissions; medication compliance; persisting
positive symptoms; suicide attempts; substance use; and a
history of physical violence.

Method
Sample

Siblings of individuals with FEP attending the Early Psy-
chosis Prevention and Intervention Centre (EPPIC) (Ory-
gen Youth Health, Melbourne, Australia) were invited to
participate in the study. The accepted age range of the
EPPIC program at the time of the study was 15-29 years.
The age range of the study (15-29) was dictated by the
study aims that were to establish the experience of siblings
in the same developmental stage as the young person
experiencing FEP, during adolescence/early adulthood.

The mean age for those experiencing FEP was 21.45
(SD 3.51) whilst the mean age for the sibling participants
was 21.76 (SD 4.38). Siblings and their ill brother or sister
were generally close in age. Previous literature shows that
birth order has a more significant impact upon development
than age difference due to its influence on social, cognitive,
and personality factors [17-20, 27]. Thus, birth order was
used in the analysis as opposed to age difference.

The study included individuals fluent in English, able to
give informed consent, and had a brother or sister attending
EPPIC who would provide consent for their participation.
The exclusion criteria were intellectual impairment and a
history of psychosis. The research and ethics committees of
the North Western Mental Health Program and the La
Trobe University approved the study.

It was an ethical requirement to obtain consent from the
young person experiencing FEP in order for their sibling to
participate in the study. There were 388 patients attending
EPPIC at the time of recruitment. Sixty-four were lost to
follow-up, twenty-four did not have a sibling, and eighty-
five were reported by their case manager or doctor to be too
unwell to be approached. One hundred and twenty-three
young people with FEP were, therefore, left to approach
about gaining consent for their sibling to participate in the
study (57 %). All 123 patients provided consent for a
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Table 1 Summary of socio-demographic characteristics of siblings
as reported by them (N = 157)

Table 2 Summary of socio-demographic characteristics of young
people with FEP obtained from medical record (N = 123)

Characteristics Study sample, N (%) Characteristics Study sample, N (%)
Male 82 (52.2) Male gender 87 (70.7)
Age in years, mean (SD) 21.7 (4.4) Age in years, mean (SD) 21.4 (3.5)
Relationship to young person with FEP Living situation
Biological sibling 154 (98.1) Living with parents 83 (67.5)
Older brother 42 (26.7) Living alone 4 (3.2)
Younger brother 39 (24.8) Living with friends 13 (10.5)
Older sister 44 (28) Living with girlfriend/boyfriend 11 (8.9)
Younger sister 32 (20.3) Living at university college 9(7.3)
Living situation Homeless 3(24)
Living with ill brother or sister 92 (58.6) Employment status
Living with friends 27 (17.1) Employed full time 33 (26.8)
Living with girlfriend/boyfriend 38 (24.2) Unemployed 71 (57.7)
Moved out of home due to their brother or sisters 8 (5.1) Education level
illness At school or university 19 (15.4)
Employment status Completed year 12 38 (31)
Employed full time 91 (58) Completed a tertiary degree 9 (7
Education level Diagnosis
Completed year 12 115 (73.2) Schizophrenia 51 (41.5)
Completed a tertiary degree 15 (10) Schizophreniform 47 (38.2)
Marital status Schizoaffective 6 (4.9)
Single 114 (72.6) Bipolar affective disorder 13 (10.6)
Parents divorced 69 (43.9) Post partum psychosis 1 (0.8)
Believed their brother or sister remained psychotic 88 (56.1) Length of time in treatment
Length of duration of untreated psychosis as stated by sibling 1-6 months 47 (38.2)
1-6 months 42 (26.7) 7-12 months 54 (43.9)
7-12 months 61 (38.8) 13-18 months 20 (16.2)
>13 months 54 (34.3) ~18 month 2 (1.6)
Involvement in treatment Illness-related variables
Visited their brother or sister when in hospital 104 (66.2) No admission 29 (23.6)
At.te.nded family services offered by mental health 6 (3.8) 1 admission 40 (32.5)
clinic ) ) 2 admissions 29 (23.6)
Sought Sl:lppOI“t independently due.to the 111.ness 50 (31.8) —/> 3 admissions 25 (20.3)
Happy with tre;eltmcnt brother'or sister rf:cclves 113 (72) Compliant with medication 98 (79)
Any contact with brother or sisters treating team 27 (17.2) Attempted suicide 45 (36.5)
Completed homicide 2 (1.6)
History of substance use 96 (78)
Current substance use 34 (27.6)

specifically identified sibling to participate. The age range
of the sibling participants was from 17 to 29. Twenty-nine
were under 18 years of age and required parental consent
(24 %).

According to the medical record, the 123 young people
with FEP had a total of 417 potential siblings that could
have been offered participation; however, only 157 siblings
received consent to participate (37.6 %). The mean number
of children in each family (N = 123) was 3.32 children
with a range of 2—7 children. Further, 39.5 % of sibling
participants only had one sibling who was the young per-
son experiencing FEP; 31.2 % and two siblings (one with

FEP), 11.5 % had three siblings (one with FEP) and 10 %
had six siblings (one with FEP).

Nine young people with FEP agreed for more than one
sibling to participate (seven patients consented for two
siblings to participate, one consented to three siblings, and
one consented to six siblings). This data was not analysed
separately.

This process resulted in a purposive sample of 157
siblings (see Tables 1, 2).
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Measures

The World Health Organisation Quality of Life Scale-Bref
[44] measures satisfaction with QoL and is a 26-item self-
report measure organised into four domains: Physical QoL
(7 items): activities of daily living and their energy levels;
Psychological QoL (8 items): self-esteem and negative
feelings; Social QoL (3 items): personal relationships and
social supports; and Environment QoL (8 items): financial
resources and home environment [44]. All items are rated
on a 5-point scale assessing intensity, capacity, frequency
or evaluation of their satisfaction. The mean scores of
items within each domain are used to calculate the domain
score. Mean scores are then multiplied by four to make
domain scores compatible with the scores used in the
WHOQOL-100 (scale range 0-100) [44, 45]. This scale
required reverse scoring of items 3, 4 and 26. The method
for converting raw scores to transformed scores is provided
in the WHOQOL-Bref user manual (WHO, 1998). Domain
scores are scaled in a positive direction with higher scores
denoting higher quality of life [44].

The young person with FEP’s medical file was reviewed
to obtain data on illness-related variables [i.e. the duration
of untreated psychosis before receiving treatment (in
months); the number of hospital admissions; history of
medication compliance (non-compliant, fluctuating com-
pliance, full compliance); persisting positive symptoms
(yes/no); suicide attempts (yes/no; number of); substance
use (yes/no; frequency); and history of physical violence
(yes/no)].

Analysis method

Descriptive statistics for demographics and clinical vari-
ables were computed. Means, standard deviations (SD) and
95 % confidence intervals (95 % CI) were calculated to
represent the preliminary population norms. Statistical
differences between siblings groups (i.e. younger brother,
younger sister, elder brother, older sister) were investigated
using independent-samples ¢ tests and one-way analysis of
variance (ANOVA). Post hoc comparisons using the Tu-
key’s Honestly Significant Difference Test were under-
taken to determine the significance between groups and to
identify the differences that occurred between the groups.

Given the exploratory nature of the research, alpha was
set at 0.05 for all analyses. No adjustments were made for
multiple comparisons as they can result in a higher type 11
error, reduced power, and increased likelihood of missing
significant findings [46].

Independent-samples ¢ tests, ANOVAs and Pearson
correlations were conducted as appropriate to examine the
effect of illness-related variables of early psychosis on the
QoL of participants as measured by the WHOQOL-Bref
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(WHO 1998 [44]). Correlation analyses were used to detect
relationships between scales and variables. Pearson’s
product-moment co-efficient (r) was used. The significance
of the strength of correlation was interpreted in accordance
with guidelines proposed by Cohen [47].

Several illness-related variables were significantly cor-
related with the four domains of QoL (at the p < 0.05). To
determine which of these variables best predicted QoL a
series of adjusted multivariate regression analyses were
conducted. These variables were force-entered into four
separate regression analyses controlling for the influence of
age and gender, with the four domains of QoL serving as
the dependent variables in each model. All statistical
analyses were undertaken using SPSS-17.

Results
Gender, birth order and its relevance to quality of life

Siblings were divided into four groups for analysis—
younger brother (24.8 %), older brother (26.8 %), younger
sister (20.4 %), and older sister (28 %). Please see Table 1
for sibling characteristics. Table 2 outlines characteristics
of the young people with FEP who provided consent for
their sibling to participate.

A statistically significant difference was found between
the four groups for the Physical QoL (see Table 3). In sta-
tistical analysis, no adjustments for living arrangements or
age were made. Older brothers were significantly more sat-
isfied with the Physical QoL than younger sisters, F(3,
153) = 3.66, p = 0.014, ;12 = 0.07. A statistically signifi-
cant difference was also found in the Psychological QoL
with older brothers again being more satisfied than both
older and younger sisters, F(3, 153) = 5.75, p = 0.001,
n* = 0.10. Younger brothers were found to be significantly
more satisfied with their Psychological QoL than younger
sisters. In the Social QoL, the mean score for older brothers
was significantly higher than younger sisters, F(3,
153) = 3.97, p = 0.009, 112 = 0.07. In the Environment
QoL, the mean score for older brothers was again signifi-
cantly higher than younger sisters, F(3, 153) = 3.93,
p = 0.013, #* = 0.07 (see Table 3).

Illness-related variables of first episode psychosis
and quality of life

Physical domain

Independent-samples ¢ test showed a significant difference
in the satisfaction of the Physical QoL scores for partici-
pants whose ill brother or sister had attempted suicide and
those whose had not [#(155) = 2.27, p = 0.025]; and had a
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Table 3 Results of the WHOQOL-Bref

OB (N =42) YB (N = 39)

Physical domain 87.24 (13.84)
63.59 (10.41)
77.97 (15.15)

81.69 (14.97)

81.41 (17.24)
61.53 (9.81)

67.52 (20.83)
78.20 (16.72)

Psychological domain
Social domain

Environment domain

0S (N = 44) YS (N = 32) Total (N = 157)
78.32 (17.43) 75.33 (17.31) 80.8 (16.9)
57.10 (9.90) 53.77 (14.79) 59.2 (11.7)
69.69 (18.51) 64.06 (18.98) 70.2 (18.9)
73.65 (14.78) 70.01 (18.69) 76.2 (16.6)

Scores are presented for sibling gender and position [older brother (OB), younger brother (YB), older sister (OS), younger sister (YS)] and in

total numbers [total siblings (T)]

Values are given in mean (SD)

Table 4 The impact of the characteristics of FEP on sibling QoL

Physical domain Mean (SD) 95 % CI) p n
Suicide attempts 0.025 0.03
Yes (N = 45) 76.11 (16.29) 71.21-81.00
No (N = 112) 82.78 (16.82) 79.63-85.93
History of violence 0.004 0.05
Yes (N = 15) 69.04 (19.68) 58.14-79.94
No (N = 142) 82.11 (16.14) 79.43-84.79
Psychological domain
Suicide attempts 0.027 0.03
Yes (N = 45) 56.01 (12.79) 52.17-59.86
No (N = 112) 60.56 (10.98) 58.50-62.62
History of violence 0.030 0.02
Yes (N = 15) 53.05 (11.83) 46.50-59.60
No (N = 142) 59.91 (11.50) 58.00-61.8
Social domain
Suicide attempts 0.018 0.03
Yes (N = 45) 64.62 (17.51) 59.36-69.89
No (N = 112) 7247 (19.07) 68.89-76.64
History of violence 0.002 0.06
Yes (N = 15) 56.11 (20.03) 45.01-67.20
No (N = 142) 71.71 (18.24) 68.68-74.74
Living with ill brother 0.036 0.02
or sister
Yes (N = 92) 67.57 (19.66) 63.49-71.64
No (N = 65) 73.97 (17.27) 69.69-78.25
Environment domain
Suicide attempts 0.015 0.03
Yes (N = 45) 71.11 (15.47) 66.46-75.75
No (N = 112) 78.23 (16.66) 75.11-81.35
History of violence 0.001 0.06
Yes (N = 15) 61.66 (15.05) 53.32-70.00
No (N = 142) 77.72 (16.05) 75.06-80.39

history of violence compared to no history, #(155) =
—2.918, p = 0.004, > = 0.05 (see Table 4). Regression
analysis revealed that significant predictors of lower
Physical Health QoL were history of violence and sibling
female gender (see Table 5).

Psychological domain

Independent-samples ¢ test showed a significant difference
in satisfaction of the Psychological QoL for those whose ill
brother or sister had attempted suicide and those whose had
not [#(155) = 2.23, p = 0.027]; and had a history of vio-
lence compared to no history of violence, #(155) =
—2.191, p = 0.030, 112 = 0.02 (see Table 4). Regression
analysis showed that only female gender remained a sig-
nificant predictor of low Psychological QoL (see Table 5).

Social domain

Independent-samples 7 tests showed a significant difference
in Social QoL scores for participants whose ill brother or
sister had attempted suicide and those whose had not
[#(155) = 2.383, p = 0.018; 112 = 0.03]; had a history of
violence compared to no history [#(155) = —3.121,
p = 0.002, n = 0.06]; and those who lived with the ill
brother or sister compared to those who lived away
1(155) = —=2.11, p =0.036, 5> =0.02 (see Table 4).
Regression analysis revealed that only history of violence
remained a significant predictor of lower Social QoL after
controlling for the influence of age and gender (see Table 5).

Environment domain

Independent-samples 7 tests showed a significant difference
in the Environment QoL scores for participants whose ill
brother or sister had attempted suicide and those whose had
not #(155) = 2.47, p = 0.015; r]z = (0.03; and for those
having a brother or sister with a history of violence compared
to no history, #(155) = —3.706, p = 0.001, 172 = 0.06 (see
Table 4). Regression analysis showed that significant pre-
dictors of low satisfaction in the Environment QoL were
history of violence and female gender (see Table 5).

Key findings

Univariate analysis found that suicide attempts and a history
of violence impacted negatively on all domains of QoL for
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Table 5 Standardized (f) and unstandardized (B) regression coefficients from four standard regression analyses with the four QoL subscales
serving as the dependent variable in each model and the predictors including history of violence, suicide attempt, age and gender

Physical health Psychological Social relationships Environment
Predictors  f§ B SE p p B SE p p B SE p p B SE p
Violence —-0.18 —10.33 4.47 0.022 -0.11 —-4.65 3.07 0.132 —-0.19 —-12.78 492 0.010 —023 —-13.25 431 0.002
history
Suicide —-0.10 —4.05 293 0.169 —-0.10 —-2.79 2.01 0.168 —-0.13 —5.66 3.28 0.087 —0.11 —4.13 2.82 0.146
attempt
Age 0.09 037 029 0208 069 018 0.20 0372 -0.13 0.57 039 0.141 0.09 036 0.28 0.204
Gender —-0.19 —-650 2.64 0.015 -027 —-6.39 181 0.001 -0.14 —550 348 0.061 —-020 —6.80 2.54 0.008
Living —0.14 —555 291 0.113
with
sibling

siblings of young people suffering from FEP. Older brothers
were more satisfied overall with QoL than younger sisters.
Living with the young person with FEP also negatively
impacted Social QoL. Multivariate analysis revealed that
gender played a significant role, with females showing
worse QoL in all but the social domain. In addition, history
of violence by the young person with FEP remained a sig-
nificant predictor of low satisfaction for siblings in Physical
QoL, Social QoL and Environment QoL.

Exploratory analysis indicated that female siblings
appeared to be more vulnerable to the effects of suicide
attempts. Females only showed a statistically significant
reduction in Physical QoL (r=2.10, p = 0.030 in
females; vs. t = 0.45; p = 0.650, in males) and Environ-
ment QoL (¢t = 2.38, p = 0.010 in females; vs. t = 0.46;
p = 0.640, in males) in the presence of prior suicide
attempts. This finding was not explained by female siblings
being more exposed to suicide. While female siblings were
more exposed to suicide attempts than male siblings (35 vs.
22 %) this difference was not statistically significant.
Female siblings were also more exposed to violence than
male siblings (13.2 vs. 6.2 %) but this too was not found to
be significant.

Discussion

This research found through univariate and multivariate
analyses that there were two illness-related variables of
FEP that negatively impacted siblings’ quality of life. If the
young person experiencing FEP had a history of physical
violence or had attempted suicide, then these factors were
significant predictors of low satisfaction in all the domains
of quality of life. Further, this research also found that
female gender resulted in less satisfaction in quality of life
and were more vulnerable to the effects of suicide attempts.
These three findings will now be discussed.
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History of violence

Physical violence negatively affected all domains of QoL
for siblings of young people with FEP. The results of this
study are consistent with studies of siblings in long-term
psychotic illness [27, 28]. For example, Greenberg, Kim
and Greenley [26] investigated burden in 164 siblings of
adults with long-term psychotic illness. They too found that
siblings’ QoL was most affected by physical violence.

There is no previous study that has looked specifically at
siblings of young people with FEP and the relationship
between acts of physical violence and QoL. However, there
are studies from the United Kingdom, Ireland, Canada and
Australia that have found that a history of physical violence
is not uncommon in FEP samples [48-51].

Milton and colleagues [52], from the United Kingdom
examined incidents of physical violence in a FEP group
over the course of 3 years (N = 168). The authors found
that one-third of participants exhibited physical violence.
Many were violent prior to contact with services (18.5 %)
but it was more common after service contact (31 %).

Other studies have found similar rates of violence in
FEP samples such as in an Irish study by Foley, Browne,
Clarke, Kinsella, Larkin, and O’Callaghan [53], who
implemented a retrospective case design study (N = 157)
and found that 29 % of the sample had been physically
violent. In another study, Spidel et al. [54] measured vio-
lence using a self-report measure that asked participants to
report incidents of their physical violence over the past
12 months. The authors found that 42.7 % reported being
physically violent within the previous year. All three of
these studies found that a long duration of untreated psy-
chosis, persisting substance use and persisting psychotic
symptoms contributed to acts of physical violence [52-55].
This research indicates that approximately one-third of
individuals experiencing FEP may exhibit violent
behaviour.
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Hanzawa and colleagues [56] recently investigated the
psychological impact on caregivers of a family member
with schizophrenia who were physically violent. They
reported that non-compliance with treatment, substance
abuse and low levels of insight increased the risk of vio-
lence in individuals with schizophrenia. In their sample of
116 caregivers, 29 were siblings. The participants in this
study reported significant levels of post-traumatic stress
disorder associated with exposure to aggressive behaviour
by their psychotic family member. Further, this study
found that family members who did not live with the ill
individual still had significantly high psychological impact
from the trauma of the individual’s behaviour.

Wehring and Carpenter [57] in an editorial in the
Schizophrenia Bulletin highlighted the fact that there is a
substantial underestimation of the prevalence of aggressive
behaviour in those with psychotic disorders and the burden
of caring and coping with this aggression, threats of vio-
lence, and violent acts falls on family members. The
authors suggest that the field may have failed to adequately
address this violence, in part due to an eagerness to reduce
stigma, and should consider the unmet therapeutic need to
address the hostility and aggression.

The findings of this study support this direction, as our
findings indicate that physical violence significantly and
negatively impacted upon the quality of life of siblings of
young people with FEP. Further investigation into the
prevalence of physical violence experienced by siblings in
FEP should be conducted. It is also suggested that clini-
cians identify siblings who may have witnessed or expe-
rienced this violence, whether or not they live at home, to
provide support and assist with coping. This may reduce
the negative impact upon their quality of life.

Suicide attempts

Suicide attempts resulted in less satisfaction in each domain of
the siblings” QoL. There is no research into the consequences
of suicide attempts for family members in FEP and minimal
research on family members in long-term psychotic illness.
More research into this impact is required. It is established in
the literature that schizophrenia carries a 10 % lifetime risk of
suicide with the highest risk in those who developed the illness
during adolescence and within the first couple of years after
diagnosis [58-61]. Studies have explored the frequency of
suicidality in this population and the prevalence of suicide
attempts in FEP samples is high [62, 63].

Power et al. [64] implemented a clinical audit to
ascertain the prevalence of suicidal ideation in all indi-
viduals attending an early psychosis clinic in Melbourne,
Australia (N = 312). Descriptive statistics showed that
46 % were rated as persistently suicidal throughout the
3-month study period.

Robinson et al. [63], also from Australia, implemented a
retrospective file audit to examine the prevalence of suicide
attempts in the first 2 years of treatment (N = 661). The
results showed that 22 % had attempted suicide and 10 %
of those had attempted multiple times. One percent had
died by suicide. Further, Farrelly and colleagues [62] in
Melbourne, Australia, conducted a naturalistic, prospective
study to examine the prevalence of suicide attempt in a
FEP sample over 7 years (N = 413). They found that 221
had made no suicide attempt over that time (53 %) but that
24 had made one attempt (6 %), 26 had made more than
one attempt (6 %), and 12 had died by suicide (3 %). This
study suggests that suicide risk can remain high for at least
7 years following the commencement of treatment for FEP
and a key predictor of future attempts is previous attempts.
Therefore, it is important to ascertain how families, and
specifically siblings, cope and manage these difficult
events.

A Norwegian study has been included in this discussion
as it provides valuable insights into the sibling relationship
when a suicide occurs. Dyregrov and Dyregrov [65]
implemented a mixed method study to explore the needs of
siblings after losing a brother or sister to suicide. Data were
collected from 70 siblings divided into two subsamples.
The first subsample consisted of 11 adolescents with a
mean age of 17.7 years who lived at home with their par-
ents at the time of the death. There were five females and
six males in this younger sibling subsample. The second
subsample consisted of 59 siblings with a mean age of
28.4 years who lived either alone or with their own core
family at the time of the death. There were 39 older sisters
and 20 older brothers in this subsample. Post-traumatic
stress disorder was measured as was information about
where siblings received support. Four younger siblings and
five older siblings were then interviewed in-depth. The
interviews aimed to further understand the siblings’ expe-
riences, as well as the qualitative dimensions of support
and coping strategies.

The findings showed that one-third of younger siblings
had been aware of previous suicide attempts and knew the
triggers. They kept this from their parents which burdened
them with ongoing guilt. Whilst the parents in the study
reported finding it difficult to understand why the suicide
had happened, the siblings had different information and
knowledge. This enabled them to have their own theories
as to why it happened. Siblings in this study avoided
talking about this with their parents in order not to reveal
information given to them in confidence. They felt this
information could add to their parents’ suffering. The
siblings in the study reported that they did not communi-
cate their own grief to protect their parents. As a result they
felt alone. All siblings felt only partly looked after by the
family’s network and professionals because most of the
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attention was directed toward their parents. The parents
also confirmed that the bereaved siblings were “forgotten”
in the days following the death [65]. This may be relevant
to siblings in early psychosis, as they too may feel ‘for-
gotten’; however, this was not measured in this study.

Other researchers have also found that siblings often
provide support to their parents rather than the other way
around [30]. For example, Sin, Moone and Harris [30]
found in their qualitative studies that siblings in FEP pro-
vided support to their parents and saw this as an important
role. Social support was not measured in this study. While
this was beyond the scope of this article further studies
should investigate the social support received by siblings
and its value and effectiveness. Parents may be less
available for the sibling because of the stress and burden
they experience. This may have a negative impact upon
siblings and should be investigated further.

Cerel and colleagues [66] suggest that suicide and sui-
cide attempts could have a profound effect on social net-
works for family members. Social support after any type of
loss is a crucial factor in determining grief outcomes [67].
The authors proposed that social networks can be nega-
tively impacted by communication processes that occur
after suicide or attempts. Such processes include issues of
blame, secrecy, social ostracism and self-isolation. Family
members can blame themselves for words that were
exchanged with the ill individual, or for their seeming
short-comings as a parent, partner, sibling or so forth. Even
if they conclude that they were not directly responsible for
the death or the attempt, family members can struggle with
the perceived failure to anticipate and intervene to prevent
it from occurring.

Further research is required to understand further the
psychological impact of suicide attempts in young people
with FEP for siblings to understand their experience and
ways to assist them in coping to reduce the negative impact
upon their quality of life.

Gender

The findings of this study may be seen to support previous
gender research where females reported more negative
emotional experiences than men [68-70]; and more
symptoms of dissatisfaction and depression than men [69,
71-75]. Alternatively, it has been suggested by researchers
that men and women are equal in their experiences but men
are more reluctant than women to admit negative experi-
ences and feelings [68, 69, 76]. Interestingly, over 80 % of
participants in studies about siblings in long-term psychotic
illness are female [2, 13, 14, 18-20, 22-24, 27, 28, 77]. In
these studies they report negative experiences related to a
decrease in satisfaction with their quality of life such as
grief, guilt, shame, sadness, self-blame, difficulty with

@ Springer

relationships, changed life goals and direction. The female
participants in the current study may also experience dif-
ficulty in witnessing their parent’s sadness and helpless-
ness, as was found by Sin, Moone and Harris [30]. This
may also impact upon their quality of life. Further research
should be conducted with female siblings of young people
with FEP to understand their experience.

Birth order

Older brothers in this study reported the most satisfaction
in all domains of quality of life. Younger sisters reported
the least satisfaction in all domains. This may again be
explained in light of theories of gender relationships and
link closely with the quality of the sibling relationship.

Older brothers reported over ten points more satisfaction
with the social domain than both younger brothers and
sisters. Older brothers in this study reported the most sat-
isfaction in all domains of QoL. Dyregrov and Dyregrov
[65] also found in their quantitative data that birth order
was relevant to the level of distress experienced by the
participants following suicide. These researchers found that
older siblings living on their own experienced less post-
traumatic distress than the younger siblings. Older siblings
whose brother or sister had died by suicide were less
affected than younger siblings by symptoms of depression
and anxiety due to their age and developmental stage (often
living out of home), marital status and external social
support. These factors may also protect older siblings of
young people with FEP as they are more able to avoid
exposure to their parent’s distress and the characteristics of
FEP such as hospital admissions, non-compliance with
treatment, and/or persisting symptoms. However, further
investigation should be undertaken to further explore this
possibility.

The current study found that birth order, specifically for
younger females, related to lower satisfaction in the par-
ticipants’ psychological quality of life. The majority of
younger siblings in this study lived at home: 82.1 % of
younger brothers lived at home and 71.9 % of younger
sisters lived at home, in comparison to 52.4 % of older
brothers and 34.1 % of older sisters. Consequently,
younger siblings were exposed to more negative experi-
ences associated with FEP and the characteristics of the
illness. It is, therefore, not surprising that younger siblings
living at home negatively appraised the social domain, as
well as the physical and environmental domains of their
quality of life. One possible explanation for this may be
that they are not open to sharing their experiences with
others due to shame, embarrassment and stigma as was
found by Barak and Solomon [23]. Younger siblings living
at home may spend less time with their peer group than
older siblings, therefore, receiving less external support.
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These findings are consistent with the work of Dyergrov
and Dyregrov [65] and also with Titelman and Psyck [22],
who found that siblings of those with long-term psychotic
illness felt they should restrict themselves from enjoying a
social life.

The findings may also relate to a change in the estab-
lished protective effects of sibling support in normal
samples [34-38, 78, 79]. When a young person is experi-
encing FEP, they may be unable to provide the previously
experienced support and relationship to their sibling. This
may result in increased distress for siblings when dealing
with stressful life events due to the loss of comfort and
security, resulting in changes to psychological adjustment,
wellbeing and self-esteem [80—85]. This may also result in
a decreased satisfaction in QoL. Further research should be
conducted to investigate whether protective factors can still
exist during FEP.

Limitations

The current study has several limitations. First, those who
consented to participate in the study may represent a sub-
group of siblings who have experienced high levels of
distress and hardship. Second, data were not collected
regarding aspects of the family that might have provided a
better insight into environmental factors that influenced
QoL, such as relationship with parents, parents working
status, geographical location, whether any physical ill-
nesses or disabilities existed within the family, and whether
parents were receiving professional assistance for mental
health problems. Third, requiring consent from the young
person with FEP may have resulted in the omission of a
specific sample of siblings. This research, therefore, may
have been unable to gain insight into siblings who were
estranged or in conflict with their ill brother or sister.
Young people with FEP may also have withheld their
consent if they were concerned about their sibling’s current
mental health status and coping skills. Finally, a further
limitation of this research was the reliability of information
obtained from the medical records.

Clinical implications

The findings of this research suggest that siblings of young
people with FEP find suicide attempts and physical violence
the most distressing illness-related variables and conse-
quently result in a significant decrease in satisfaction with
their quality of life. Further, female siblings were more
vulnerable to the impact of suicide attempts than male sib-
lings. Further research needs to be conducted that focuses on
the experience and impact of suicide attempts and physical
violence on siblings. More focus on supporting family
members with the trauma of these events is also required.

Clinicians are encouraged to identify early siblings of
young people with FEP who have witnessed these events
and provide ongoing support, coping and problem-solving
strategies in order minimise the impact on their quality of
life and prevent prolonged deterioration. Better knowledge
of the pattern and extent of impact on siblings may create
momentum for inclusion of siblings within a suite of
interventions for family and peers affected by the onset of
psychosis in young people. Consequences of poor quality of
life may include an increased risk of depression and anxiety,
and deterioration in educational, vocational, and social
performance. This would have implications on the sibling’s
developmental trajectory during adolescents and emerging
adulthood [53]. Early intervention, preventative support,
and specific targeted sibling support are recommended.
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