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Thesis Abstract:

Paper one is a literature review of eight published studies. It reviews research on
the experiences of young people who have a sibling experiencing mental health
difficulties. The findings identified that young people would like more information
on their sibling’s difficulties and highlighted the lack of research with this
population. This is despite clinicians and researchers identifying a need to better
understand young people’s experiences. Furthermore, generalisability of the
findings was often limited by the fact that data was gathered from parents and not

the young people directly.

Paper two is an empirical study using the qualitative methodological approach,
Interpretative Phenomenological Analysis. It explored the experiences of young
people who had a sibling admitted to a mental health inpatient unit. 5 brothers of
adolescent females were interviewed. Interviews were analysed using
interpretative phenomenological analysis. Findings suggest young people
experience changes in their family relationships as a result but have trouble
expressing their own emotions and may use avoidance strategies to manage this.
They also worry about not being able to support their sister enough and what their

future may look like with mental health difficulties.

Paper three is an executive summary. This was written as an accessible document
for clinicians working in Child & Adolescent Mental Health Services to help
disseminate the findings from the empirical study. The rationale for the research,
method, findings, limitations of the research and recommendations are

summarised.



Paper 1: Literature Review

What is the impact of having a sibling
with emotional difficulties during
adolescence and childhood?

Abstract:
When individuals experience emotional difficulties, such as anxiety or depression,

the whole family can be affected, including siblings. However, little is known how

siblings are impacted when a young person is experiencing difficulties.

In this review, research into the experiences of siblings of young people with
emotional difficulties is reviewed. A systematic search of electronic databases

found eight relevant articles.

Findings suggest that siblings are at increased risk of developing emotional
difficulties, but this may be overlooked by professionals. Siblings describe wanting
further information on how to support their brother or sister. However, much of

the data was sourced from parents with only two studies interviewing siblings.

Further research into the impact of having a sibling with emotional difficulties is
needed, with data collected directly from the sibling for a more accurate
understanding. Clinicians need to be aware of how these difficulties can affect

siblings and how to support them.



Introduction:
The sibling relationship is unique, often being one of the longest and closest

relationships a person may have. Growing up, siblings may spend a lot of time with
each other and may consequently develop an enhanced awareness of how the
other is feeling. As children grow, their sibling can offer support and guidance, as
well as increased opportunity for social and emotional development (Brody, 2004;

Voorpostel & Blieszner, 2008; Pike, Kretschmer, & Dunn, 2009).

Many mental health difficulties emerge during adolescence (World Health
Organisation, 2017). Young people may also experience ongoing emotional
difficulties, such as anxiety and depression, which impacts on their day-to-day
functioning (Ogundele, 2018) and can require specialist treatment. It is reported
that young people in the UK are increasingly experiencing emotional difficulties
(Royal College of Nursing, 2017). As over half of the children in the UK live with at
least one sibling (Office for National Statistics, 2017), it can be assumed therefore
that there are many siblings living with a brother or sister experiencing emotional
difficulties. Understandably, this can have a significant impact on the family
environment and the sibling relationship, such as having to help their parents to
care for their unwell sibling or becoming distant from their sibling (Sin, et al., 2012).
Unfortunately, as families report long delays in accessing specialist support (Care
Quality Commission, 2017), the young person’s mental wellbeing can deteriorate

during this wait which may cause additional stress to family members.

The term emotional difficulties include a broader range of difficulties that young
people often experience such as anxiety and depression (Ogundele, 2018) and
those more frequently seen by specialist Child and Adolescent Mental Health
Services (CAMHS) (Children's Commissioner, 2016). It is unknown how this group of
siblings experience their brother or sister’s difficulties. It is important to learn more
about how siblings are impacted by this and ensure they are receiving the support
that they need. However, little is known about the impact of being a young person

who has a sibling with emotional difficulties.



There has been considerably more research exploring the impact of having a
brother or sister with a chronic physical health condition or life-limiting illness, such
as cystic fibrosis or cancer (e.g. Knecht, Hellmers, & Metzing, 2015). A previous
meta-analysis found these siblings experience negative psychological effects and
impaired functioning (Sharpe & Rossiter, 2002) and highlight the need for
professionals to be aware of the increased risk to siblings (e.g. Giallo, et al., 2014).
Support offered through psychoeducational groups has been found to be beneficial
in improving sibling wellbeing with this population (Lane & Mason, 2014; Williams,

et al., 2003; Lobato & Kao, 2002; Gursky, 2007).

Qualitative research has shown that adult siblings of those with severe mental
illness (SMI), such as Bipolar Affective Disorder and Schizophrenia, report stigma
from others for having a brother or sister with mental health difficulties (Corrigan,
Miller, & Watson, 2006). They may also worry about their unwell sibling becoming a
burden to them if they need to become their main carer when their parents pass
away (Greenberg, Kim, & Greenley, 1997; Friedrich, Lively, & Rubenstein, 2008;
Seeman, 2013). Areemit and colleagues (2010) also found that young people
reported a negative impact on their own quality of life, and an increased sense of
responsibility because of their brother or sister having an Eating Disorder. More
recently, research has been conducted with siblings of young people experiencing a
first episode of Psychosis who also report the significant impact it has had on them

and describe needing to support their parents (Sin, et al., 2012).

Despite this, support specifically for siblings of young people appears to be
unavailable. A 2015 Cochrane review (Sin, et al., 2015) aiming to evaluate the
effectiveness of psychoeducational interventions for siblings of individuals with SMI
was only able to find one suitable trial. A survey of mental health professionals
found that 90% felt siblings should receive emotional support (Rethink, 2006), and
best practice guidelines advise that the whole family is involved in treatment, with
support offered to all members (Department of Health & NHS England, 2015).
Evidence also suggests that siblings of young people with emotional difficulties
would like to be kept involved and more informed of their brother or sister’s

diagnosis and prognosis. Some siblings report feeling excluded from discussions



about their sibling’s difficulties despite wanting to be included and wanting to be
provided with information (Gettings, Franco, & Santosh, 2015; Rethink, 2006). Due
to a lack of research involving siblings as participants, it is difficult to conclude how

best to support and offer this information to this group of young people.

The limited research into siblings has largely focussed on either young people with
physical illness or adults with emotional difficulties. These findings cannot be easily
generalised to siblings of young people with emotional difficulties. There is,
however, an increasing awareness of the needs of young people who have a sibling
experiencing Psychosis or have an Eating Disorder. Previous research (e.g. Sin, et al.,
2015; Areemit, et al., 2010) has reviewed the literature on the impact of specific
diagnoses (e.g. Psychosis and Eating Disorders) on siblings. The NHS has
commissioned specialist mental health services for First Episode Psychosis and
Eating Disorders. Their remit includes work with family members (NHS England,
2016, 2015). However, the impact of a sibling’s emotional difficulties in young

people is not well established.

Rationale for review
A review of the current literature into the impact of siblings of young people with

emotional difficulties will be beneficial. Research to date has largely focussed on
siblings of adults with emotional difficulties, or siblings of young people with
physical health conditions. With reports of emotional difficulties in young people on
the increase, it can be assumed therefore that siblings are more likely to be living
with a brother or sister who is experiencing emotional distress. It is important to
understand how young people experience this to ensure services are meeting the
needs of the whole family.

Aim

The aim of this review is to collate and review existing research relating to siblings
of young people with emotional difficulties to help answer the question: ‘what is
the impact of having a sibling with emotional difficulties during adolescence and

childhood?’



Methodology:

Search strategy
Initial scoping searches were conducted during February and March 2018. This

included searching the PROSPERO database to ensure there were no existing
systematic reviews that had already been conducted in this area. As no relevant
reviews were found, a thorough review of the current literature around sibling
experiences was conducted during June 2018. The database host ‘Health Databases
Advance Search’ (HDAS) was used to search for relevant literature from: EMBASE,
PsycINFO, AMED, HBE, PubMed, BNI, HMIC, CINAHL and Medline. Additionally,
Science Direct and EBSCO databases were searched. Grey literature was searched
via the British Library ‘EThOS’ service for access to unpublished theses. Hand

searching of the reference lists of relevant articles was also conducted.

All published research available from the databases up to 9™ June 2018 was
included in the search. No restrictions were placed on the country the data was
collected in. This allowed for the broadest range of data to be included in the initial

search.

Articles found were screened firstly by title, then abstract and, finally, the full text
was read to assess for suitability. Articles were excluded if they did not meet the
inclusion criteria. Articles not published in English were excluded during the search

as it was not possible to have these accurately translated.

Search terms
Keywords were developed to build an efficient search strategy. The primary

concepts of ‘siblings’, ‘emotional difficulties” and ‘experience’ were expanded to
ensure a comprehensive search was employed. The search terms were entered,
initially as 3 separate searches using the Boolean operator ‘OR’, and then combined
using the Boolean operator ‘AND’. Where the database allowed, search terms were

‘exploded’ using the thesaurus function.

e Sibling/s OR brother/s OR sister/s
o AND



e Mental health OR emotional difficulties OR depression OR low mood OR
anxiety OR self-harm OR personality disorder
o AND
e Experience OR impact OR quality of life OR wellbeing OR functioning OR

coping

Although the research question is centred on young people’s experiences, age was
not included in the search terms to ensure articles were not missed and instead
were screened out in the following stage of the process. The process is shown in

figure 1.

Inclusion / exclusion criteria
The following criteria was applied to the search results:

Inclusion:

o Afocus on siblings;

e Index sibling to be a young person, defined as being under the age of 18;

e Dominant focus is on emotional difficulties or mental health problems.

Exclusion:

e Participants are adults;

e Dominant focus of research is physical illness, behavioural or
neurodevelopmental disorders e.g. Attention Deficit Hyperactivity Disorder
(ADHD), Conduct Disorder or Autism Spectrum Disorder (ASD);

e Siblings not focus of research;

o Not exploring experience or effect on siblings — e.g. looking at parent
experience;

e Looking at the effect of ‘severe mental illness’ (SMI) on siblings e.g.
Schizophrenia, Anorexia Nervosa, unless possible to separate data by
diagnosis;

e Exploring the effect of death and bereavement on a sibling.
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An upper age limit of 18 years was set as health and social care services typically
transfer care of a person to adult services once the young person turns 18 and are

then legally classed as an ‘adult’ (Department for Education, 2018).

Search results
The initial search produced 3709 articles, of which 1162 were duplicates and 161

were found to be not published in English. A title and abstract screen were
conducted on the remaining 2386 articles. Articles were excluded at this stage if
they did not contain reference to the keywords, included an adult sample or the
focus was on the impact of learning disability or autism, death/bereavement, and
physical health conditions. This left 65 articles. Reference lists were hand searched
for additional articles not already selected. This found an additional 17 articles,

bringing the total to 82.

The full text of 82 articles were then retrieved and read in full to assess suitability.
Following this 74 were excluded as they did not meet the inclusion/exclusion
criteria as described previously. Eight studies were therefore selected for review.
This included a range of methodologies: 2 qualitative, 4 quantitative
methodologies, a systematic review and a mixed methods design (as defined by

National Institure Health and Care Excellence, 2014).
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HDAS = 3357

(EMBASE = 591; BNI = 34; EThOS = 29 Science Direct = 35

AMED = 4; PsycINFO = 6985,
PubMed = 1343; HMIC = 11; j

HBE = 14; CINAHL = 315;

F

MedLine = 349) Total = 3709

k4

EBSCO = 288

Duplicates removed = 1162
Mot in English = 161

Remaining = 2386

¥

Screened at title and abstract = 2321
excluded

Remaining = 65 (HDAS = 36, Science
Direct = 6, EThOS = 3, EBSCO = 20)

Hand search of

reference lists = 17
added ¥
Total = 82

P

h

Articles screened in full
to assess suitability

Excluded = 74

L J
Total=8

Figure 1: Data search process

Critical appraisal

Excluded because:

did not contain reference to the
keywords (n=400)

not a research article (n=442)
included an adult sample (n=63)
focus was on the impact of:

o learning disability or autism

[n=63)

o death/bereavement (n=78)
o physical health conditions or

illnesses (n=1150)

o conduct/behaviour disorder

(n=48)

o 5MI or Eating Disorders (77)

As different methodologies were used by the final 8 articles selected for review it is

important that a critical appraisal tool be consistent in appraising each

methodology and allowing for comparison as necessary. The Crowe Critical

Appraisal Tool, version 1.4 (CCAT; Appendix 1) (Crowe, 2013) was selected for this
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reason. It has good construct validity and reliability between raters and can be used

across methodologies (Crowe & Sheppard, 2011).

The CCAT appraises each article on 8 key categories that should be present in all
research designs with guidelines for each. The reviewer is asked to rate each
category on a 6-point scale, from 0 - 5 with 5 being the highest. There is no
standardised method for scoring, instead reviewers are asked to consider the points
present in each category and make their own judgement in deciding on a score. As
a rough guide, articles were given a score of ‘5’ if all guidelines described were met
and ‘0 if none were met. Scores are then summed to give a total out of 40. Crowe

(2013) advises that this is converted into a percentage for ease.

Synthesis
A narrative approach to synthesising the articles by themes was used (Cronin, Ryan,

& Coughlan, 2008; Snilstveit, Oliver, & Vojtkova, 2012). Firstly, an overview of each
individual article was developed before synthesising the data found across the
articles by different thematic categories. The findings were synthesised by aspects
of the study design and quality before grouping by the major themes found across
the articles, and those which help to answer the research question and aim of the

literature review.

Results:
Eight articles were selected for review. This included a range of research designs

including a systematic review, mixed methods, qualitative and quantitative
methodologies. A summary of the included articles is found in Table 1 and

described in further detail below.
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Table 1: Summary of included articles

Authors Diagnosis of index
Aim Sample Methodolo study design Analysis Key findings
(year) p sibling gy / y [ y Y g
Siblings experience their brother or
Explore how siblings Anxiety, First Episode ) :g P .
. ) , . sister’s mental health issues
experience their brother . Psychosis, Attention . o .
. . o 7 siblings (mean age . .. L , negatively with it being a source of
Liegghio or sister’s mental health Deficit/Hyperactivity | Qualitative: Semi-structured Grounded
. 15.4 years; SD = ) . . ) worry, stress and burden.
(2017) difficulties and how these Disorder, depression | interview theory
. . 2.76). ] , Suggested there was a tendency to
experiences shape their and Bipolar Affective
. ) . not talk openly about mental
sense of self and family. Disorder . )
health in the family.
36 children with Cross-sectional self-report
clinically diagnosed guestionnaires and an MANOVA
Explore the nature of . ) . .
e . anxiety disorder and observed discussion between | and . i . )
sibling interaction and L o . ) i Siblings of children diagnosed with
Fox, . . . their siblings (mean sibling pairs. Parents discussion . .
relationship variables for an anxiety disorder rated more
Barrett, & ) . . age 10.4 years; SD = . . completed measures on was analysed .
children diagnosed with Anxiety disorder . . . . conflict, less warmth and more
Shortt . - 2.75). child’s behaviour and their using . . ) )
an anxiety disorder and . o control in their relationships
(2002) o 15 control children own mental health. discriminate o i
their sibling compared to N . , compared to control sibling pairs.
o . and their sibling Children completed function
control sibling pairs. . . . ]
(mean age 10.3 guestionnaire on sibling analysis
years; SD = 2.99). relationship and anxiety.
Compared to the general
. Examine the psychosocial | 65 siblings (mean Anxiety disorder . P . .g i
Dia & . ] ) Cross-sectional — parent self- . population, the sibling sample
. functioning of children age 9.9 years; SD = (78%) and anxiety . i . Regression .
Harrington o ] ] ) report questionnaire on child . were more likely to have elevated
who have a sibling with 3.2) of children and depression (22%) ) ) analysis ) .
(2006) behaviour and demographics. scores that were in the clinical

an anxiety disorder.

receiving treatment.

range.

1 Attempts were made to clarify how many siblings had each diagnosis. Further information was not received but was included as focus is on having a sibling with a mental health issue, and
not a specific diagnosis.
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Authors

Diagnosis of index

Aim Sample Methodolo study design Analysis Key findings
(year) P sibling gy / study desig y y g
Ma, Synthesise published data
y P Systematic literature Siblings of children with affective
Roberts, on the prevalence of . . . . o )
. i search found 39 Affective and anxiety . Narrative disorders had significantly higher
Winefield, | psychopathology in . . Systematic literature search . ) .
e . i studies that met disorder synthesis rates of affective disorders
&Furber | siblings of children with inclusion criteria’ compared to control siblings
(2015) mental health problems. P &
. 15 younger siblings Cross-sectional mixed-
Investigate the . , o
) . (meanage 11.4 . ) methods: Parent and Siblings of previously hospitalised
psychological adjustment Depressive disorders . X
years; SD = 2.6) of . participant completed L young people experienced more
of young people who ) (n=5), depression . . ) Multivariate i X )
Deal & ) previously . L guestionnaires on child . psychological distress and viewed
have emotionally unwell o with comorbidities , . analysis of o ,
Maclean . hospitalised young behaviour, self-perception, ) their siblings more negatively than
siblings and explore how (n=4), conduct and . ) variance
(1995) . . people. 15 younger . . depression, anxiety and controls. Parents reported more
they perceive their o adjustment disorders | .. . ] (MANOVA) ) . )
. o . siblings of never sibling relationship. internalising behaviours compared
relationship with this o (n=6) L . ,
siblin hospitalised young Participant interviewed about to controls.
& people. sibling relationship.
31 siblings of 29 Cross-sectional self-report
Explore the temperament | clinically unwell uestionnaires and diagnostic
Kelvin, P e P ¥ . . q . : & Younger siblings are at increased
style of siblings of young | young people (58% Depressive disorders | research interview. . . i
Goodyer, & . ) . .. Regression risk of developing mental health
people with anxiety or aged over 12). (72.4%) and anxiety Participants completed . e 1o
Altham . . . . ] analysis difficulties and have poor
depression compared to 40 community disorder (27.6%) qguestionnaires on ..
(1996) functioning compared to controls.

control sibling pairs.

control siblings (80%
aged over 12).

temperament and
functioning.

2 A range of diagnoses were included but results were categorised by diagnosis. Therefore, this article was included as data specifically referring to emotional difficulties was able to be
reviewed separately.
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Authors

Diagnosis of index

Aim Sample Methodolo study design Analysis Key findings
(year) P sibling gy / v : v v &
Siblings spoke positively about the
Investigate siblings’ future for their sibling and felt their
perceptions of how they | 4 siblings of children family lives were normal. They
Litzelfelner | and their family are receiving outpatient | ‘severe emotional Qualitative: Focus group Thematic spoke about the impact of

(1995) affected by their brother | treatments (age 13 — | disability’ methodology analysis aggression shown by their sibling

or sister’s mental health 19 years). on their lives and wanting further

issues. information on their sibling’s

difficulties.
To see if parents of 37 children with Cross-sectional mixed . . .
. . . . . . ) Within- Parents were more involved with
anxious children will be anxiety and their methods: questionnaires on . o
. ] ) o ) ) participants | both their children on a puzzle task
Hudson & | over-involved in helping siblings. anxiety, depression and
. . . . ) ) . t-tests and compared to control sample.
Rapee their anxious child during | Control group of 20 Anxiety disorder behaviour completed. . . .
. . . analysis of Siblings also reported higher levels
(2002) a task compared to when | children and their Interaction between parent ) i
. i . . i ) variance of anxiety compared to control
helping their non-anxious | siblings. and child observed during a
(ANOVA) sample.

sibling.

Age 7 — 16 years.

puzzle task.

3 Attempts made to clarify details on the sibling’s difficulties with the researcher, but further information was not received.
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Overview of research quality

Study design:
Two studies used a qualitative design (Litzelfelner, 1995; Liegghio, 2017) whilst four

used quantitative research designs (Dia & Harrington, 2006; Hudson & Rapee, 2002;
Kelvin, Goodyer, & Altham, 1996; Fox, Barrett, & Shortt, 2002). Deal & MacLean
(1995) used a mixed methods research design whilst a systematic review was

completed by Ma, et al., (2015).

Of the two qualitative studies, Litzelfelner (1995) collected data from a focus group
of 4 siblings of children receiving outpatient treatment for ‘emotional disability’.
Transcripts were analysed using thematic analysis. Liegghio (2017) completed semi
structured interviews with 7 siblings of young people with a range of emotional

difficulties. Grounded theory was used to analyse the interviews.

Of the quantitative research, all were cross-sectional studies whereby participants
completed a range of self-report questionnaires covering behaviour and mood.
Kelvin, Goodyer, & Altham (1996) also completed a diagnostic research interview
with participants. Fox, Barrett, & Shortt (2002) observed a discussion between
siblings that was later coded to measure the sibling relationship on 4 variables.
Hudson & Rapee (2002) similarly coded interactions between parent and child

during a puzzle task.

Deal & MaclLean (1995) also used a cross-sectional design with self-report
guestionnaires. However, participants were also interviewed about the sibling

relationship. Details on the qualitative method used was not reported.

Ma, et al., (2015) completed a narrative synthesis on literature published between

January 1990 and July 2011.

Sample characteristics:
Sample sizes ranged from 4 to 65 individuals. Litzelfelner (1995) and Liegghio (2017)

interviewed siblings of young people with emotional difficulties. The quantitative
and mixed-methods studies collected data from a parent. Aside from one

guantitative study Dia & Harrington (2006) study, participants included sibling pairs

17



and a parent (Hudson & Rapee, 2002; Fox, Barrett, & Shortt, 2002; Kelvin, Goodyer,
& Altham, 1996; Deal & MacLean, 1995). The qualitative and quantiative design
studies were conducted in English-speaking, Western countries and published
between 1995 and 2017. Studies were conducted in the United States of America
(Deal & MacLean, 1995; Dia & Harrington, 2006; Litzelfelner, 1995), Australia
(Hudson & Rapee, 2002; Fox, Barrett, & Shortt, 2002), United Kingdom (Kelvin,
Goodyer, & Altham, 1996) and Canada (Liegghio, 2017). The systematic review by
Ma et al. (2015) included studies from these countries as well as Spain and the

Netherlands.

Three of the quantitative studies and the mixed-methods study included a control
sample of siblings and sibling pairs (Deal & MacLean, 1995; Hudson & Rapee, 2002;
Fox, Barrett, & Shortt, 2002; Kelvin, Goodyer, & Altham, 1996). Dia & Harrington
(2006) had no control group data as only parents were asked to complete
questionnaires on their child and these scores were compared with the published

norms for the questionnaire.

The studies used young people and their siblings who were recruited from clinical
populations. Although most relied on self-report details about the diagnosis or
difficulties the index child was experiencing, Kelvin, Goodyer, & Altham (1996) and
Hudson & Rapee (2002) completed a diagnostic research interview to assess
siblings and their unwell brother or sister using standardised diagnostic criteria
(DSM-1V; American Psychiatric Association, 2000). Fox, Barrett, & Shortt (2002) also
completed a diagnostic interview but only for the index child and not with the
control sample so there may have been some control participants with existing
difficulties not accounted for. Dia & Harrington (2006) excluded siblings who were
found to have a professional diagnosis of mood or anxiety disorder so that they
could assess the level of internalising and externalising behaviours present in a non-

clinical sample.

There are some limitations in generalising findings. For example, Hudson & Rapee
(2002) excluded single-parent families from participating in their study. Currently,
almost 1 in 4 UK families are single-parent (Gingerbread, 2018). Dia & Harrington

(2006) and Fox, Barrett, & Shortt (2002) requested that the sibling closest in age to

18



the index child be included as participants. Deal & MacLean (1995) only used
younger siblings of the index child. The rationale for having such exclusion criteria is
not sufficiently explained and represents a gap in the research as the impact on

older siblings, or siblings from single-parent households are not discussed.

Data collection and analysis:
Dia & Harrington (2006) only collected data from the parent whilst the majority of

studies only collected questionnaire data from siblings. First hand qualitative
accounts may increase the reliability of this data, for example, parental self-report
may not be an accurate reflection of sibling behaviour. Data from multiple
perspectives should be collected that is combined to produce the most valid

information (Ma, et al, 2015).

Different methods for assessing the emotional difficulties of the index child were
used. Four of the five quantitative studies (Dia & Harrington, 2006; Fox, Barrett, &
Shortt, 2002; Hudson & Rapee, 2002; Deal & MacLean, 1995) included the ‘Child
Behaviour Checklist’ (CBCL; Aachenbach, 1991) which measures the level of
‘internalising’ (e.g. anxiety, low mood) and ‘externalising’ (e.g. aggression)
behaviours present. This provides an overview of the level of emotional difficulty
experienced by the young person. The questionnaire is completed by the parent
and this may result in an under, or over-reporting of behaviours and therefore not a
true representation of how siblings are feeling. Research into the CBCL has also
found that parents typically reported fewer internalising symptoms than what was

reported by their child (Rey, Schrader, & Morris-Yates, 1992).

Statistical analysis used in the studies included analysis of variance (ANOVA)
(Hudson & Rapee, 2002) and multivariate analysis of variance (MANOVA) (Deal &
Maclean, 1995; Fox, Barrett, & Shortt, 2002) and regression analysis (Dia &
Harrington, 2006; Kelvin, Goodyer, & Altham, 1996). Regression analysis was used
to explore the variables associated with increased risk of internalising and
externalising difficulties for siblings of young people with existing emotional

difficulties. The cross-sectional nature of these studies is only able to provide

19



information on one point in time however, and correlational analysis does not allow

readers to infer cause or effect.

Quality of studies:
The quality of the studies, as assessed by the CCAT, vary from 60% to 88%

suggesting all studies have met some criteria in each section (see appendix 1 for
details of basic criteria). The final scoring is shown below in table 2. The systematic
review (Ma, et al, 2015) was rated the highest at 88% as detailed information was
presented on each stage of the process and clearly explained. Of the quantitative
studies, the exploratory study by Dia & Harrington was rated the poorest (60%). The
article did not include details on ethical issues to do with recruitment. Litzelfelner’s
(1995) qualitative study was also rated poorly, due to only containing brief detail on

ethical issues and providing little information on the sample.

All studies failed to report enough information on ethical matters although there is
nothing to suggest that studies were conducted unethically despite this. Of the
eight studies included, only Kelvin, Goodyer, & Altham (1996) provide
acknowledgement of other contributors, which included a leading pharmaceutical
company. This is important to document as can lead to bias and a conflict of

interest (Crowe, 2013).

Many of the studies do not include information on the study design, such as how
the sample size was chosen or why a particular methodology and analysis was
selected: the type of qualitative analysis used is not even disclosed by Deal &
MacLean (1995). Although the methodology selected by researchers on the whole

can be considered appropriate in answering their research questions.

In the systematic review by Ma and colleagues (2015), the reviewers were unable
to come to a conclusion after reviewing existing lierature due to the variable quality
of methodology used in the studies. This suggests that the poor quality of some of
the included articles is not unusual. Articles have also scored highly in some
categories yet poorly in others (e.g. Liegghio, 2017) and each have their own

strengths and limitations, as summarised in table 3 below.
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Fox, Kelvin, Ma,
Hudson .
Deal & Dia & Barrett, | Goodyer, | . . . Roberts,
& . Liegghio | Litzelfelner L
MacLean | Harrington & & Winefield,
Rapee (2017) (1995)
(2002) (1995) (2006) Shortt | Altham & Furber
(2002) (1996) (2015)
Preliminaries 4 3 2 4 4 4 3 4
Introduction 4 3 3 5 4 5 4 5
Design 3 3 3 4 4 4 3 4
Sampling 3 3 4 4 5 4 3 5
Data
. 3 4 4 5 4 5 4 5
Collection
Ethical
1 1 1 3 1 4 2 3
Matters
Results 3 3 4 3 4 3 4
Discussion 4 4 4
Total (/40) 25 25 24 33 29 34 26 34
% 63 63 60 83 73 85 65 85
Table 2: CCAT scores
Strengths Limitations

Hudson & Rapee (2002)

Introduction and abstract are clear
& succinct.

Single parent families excluded but no
rationale provided.

Deal & MacLean (1995)

Findings are summarised well in
discussion.

Qualitative data and analysis are not
provided.

Dia & Harrington (2006)

Discussion provides good summary
of results.

Information should be included on
participants who declined.

Fox, Barrett, & Shortt
(2002

Preliminary statistics reported &
checked for confounding variables.

No explanation over how sample size
was chosen

Kelvin, Goodyer, &
Altham (1996)

Detailed information given on
chosen measures.

Information on sampling method is
vague.

Liegghio (2017)

Methodology is very detailed.

Further information on participant
demographics needed.

Litzelfelner (1995)

Data is interpreted and applied to
clinical situations.

No information on analysis used or
sample characteristics.

Ma, Roberts, Winefield,
& Furber (2015)

Clear rationale provided & detailed
methodology.

Potential research bias not discussed.

Table 3: Strengths and limitations of studies
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Narrative synthesis
The findings of these studies relevant in answering the aim of this literature review

can be grouped into the following themes: influence of family variables, increased

risk to sibling, resilience, relationship impact and emotional impact.

Family variables:
The results of the studies indicate that birth order and family structure can play a

role in how a sibling adjusts to having a brother or sister with emotional difficulties.

Across the articles, the effect of birth order on sibling experience has been
mentioned. In their review, Ma and colleagues found younger siblings were more
likely to develop emotional difficulties if their older sibling was unwell, compared to
having an unwell younger sibling. They reflect that this relationship has also been
observed in the general population, where prevalence rates suggest that younger
children have higher rates of emotional difficulties than older children (Ma, et al,

2015).

Other studies (e.g. Hudson & Rapee, 2002) only included the younger sibling of

young people with emotional difficulties so comparisons cannot be made.

Researchers also comment on the effect of a family history of mental health
difficulties and current family environment. Hudson & Rapee (2002) noted that
mothers had higher self-reported levels of anxiety compared to fathers. Mothers
were also found to be significantly more involved with their child than mothers in
the control group during a puzzle task. This overinvolvement is hypothesised to be
“central to the development of anxiety disorders” in children (p. 548). Although, the
authors found that mothers were as involved with their non-anxious child as they
were with their clinically anxious child suggesting the difference was not due to

their child’s difficulties.

Increased risk to sibling:
Studies that included the index child and their sibling reflected on the increased

levels of emotional difficulties present in the sibling (Dia & Harrington, 2006; Kelvin,
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Goodyer, & Altham, 1996; Hudson & Rapee, 2002; Ma, et al, 2015). Many of these
young people had scores on self-report measures that placed them in the clinical

range for anxiety or depression but were often not receiving support for this.

Dia & Harrington (2006) found siblings had high internalising behaviours compared
to the general population, suggesting an increased risk of depression and anxiety.
Regression analysis found a positive relationship between total CBCL score and
length of time the index child had been receiving treatment for their anxiety
disorder suggesting risk to the young person increased the longer the index sibling

was unwell.

Ma, et al. (2015) reviewed existing literature on the prevalence of psychopathology
in siblings of children with mental health problems. They concluded that siblings of
children with affective disorders had significantly higher rates of affective disorders

compared to contol siblings.

Kelvin, Goodyer, & Altham (1996) explored the different temperament styles of
depressed and anxious children compared with their siblings. Community control
participants were also recruited and matched for age and gender with the index
sibling. All participants were interviewed to determine presence of any mental
health difficulties. This allowed prevalence of mental health difficulties in siblings of
children with depression and anxiety to be compared with a community sample and
population norms. The researchers found that the sibling group had three times the
expected prevalence rate for depression, attention deficit and hyperactivity
disorder, conduct and anxiety disorders. Regression analysis found a significant
correlation between level of ‘emotionality’ temperament and comorbidity in

siblings who had an unwell brother or sister.

Resilience:
Although the research suggests that siblings have high levels of emotional

difficulties, not all the sibling participants were found to have poor functioning. As
Kelvin, Goodyer, & Altham (1996) note that not all siblings with potentially
diagnosable mental health difficulties had impaired functioning suggesting they

were managing well despite symptomology.
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Relationship impact:
The studies suggest that the sibling relationship may be impacted negatively

because one sibling is experiencing emotional difficulties.

Fox, Barrett, & Shortt (2002) found siblings rated more conflict in their relationship
with their anxious brother or sister compared to the control siblilng pairs. Siblings
interviewed by Litzelfelner (1995) also spoke about the aggression they had
witnessed from their sibling and this being one of the most difficult behaviour to
observe from their sibling. Deal & MacLean (1995) also found that 80% of siblings
reported frequent episodes of physical aggression from their unwell sibling,

compared to only 20% in the control sample.

Deal & MaclLean (1995) also found that participants perceived their relationship
with them as less positive and identified less with their sibling compared to the
matched controls. However, they hypothesise that by not identifying with their
unwell siblings they are attempting to alleviate any worries they have about going
on to develop similar difficulties. It may also be an attempt to reduce the emotional
impact on them by distancing themselves, physically and emotionally, from their

unwell sibling. As one sibling described:

“It doesn’t really affect my life much because | spend a lot time at
work and school and stuff, but when I’'m home it does.”
(Litzelfelner, 1995, p. 268).

Siblings also describe an altered relationship with their parents as a result of having
a brother or sister with emotional difficulties. As one of the siblings in Liegghio’s

study states:

“Me and my mom, we sort of get along now... It sort of hurt our
relationship” (p. 5).

Additionally, Deal & MacLean (1995) found siblings perceived a lack of parental
support and parental favouritism to their unwell sibling. The authors reflect on the

possible long-term negative effect this may have.

Quantitative research also supports these findings. Fox, Barrett, & Shortt (2002)
found that anxious children were statistically less warm and more controlling

towards their sibling during an observed discussion compared to the control sibling

24



pair. However, it is not known if these differences are directly linked to the index

child’s anxiety difficulties or other variables such as the home environment.

Emotional impact:

Several of the studies found siblings described feeling worried as a result of their
brother or sisters emotional difficulties. Deal & MacLean (1995) stated that siblings
of unwell adolescents described feelings of guilt and a sense of responsibility
towards their older brother or sister. One sibling in Lieggghio’s (2017) study

described their brother as a “burden” (p. 4). Another sibling stated:

“It stresses me out a lot...If | could choose to be anywhere, it
would be anywhere but home because home, there’s always
problems, or there’d just be issues with my brother and | could
hear all about it and then | have to get involved. So it’s like
stressful, and then like | can’t focus properly and do my own stuff,
like, for school, for example.” (p. 4).

However, siblings also describe not having the support they need. Siblings spoke
about the tendency for the family to conceal or not talk about their sibling’s mental
health difficulties. This left them with added burden as they felt they had no

support, or guilt at requiring extra support.

“I would feel bad if I had to say, “Oh, yeah. I’'m going to
counselling because of my brother.” Like, it’s not because of him,
but it’s because of the overall stress. But, | don’t know. | wouldn’t
want to call it “counselling” ‘cause then it seems like there’s a
huge problem, and maybe there is but | don’t know — I’d feel weird
or even, like, bad.” (Liegghio, 2017, p. 6).

Discussion:
The articles found during this literature review have helped to begin to understand

how young people with a sibling experiencing emotional difficulties may experience

and, be impacted by, the difficulties.
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Critical overview of literature review
This literature review aimed to answer the question: ‘what is the impact of having a

sibling with emotional difficulties during adolescence and childhood?’
Unfortunately, little research was found that included this population in its sample
and therefore the results are limited. The included studies often had insufficient
information on the young person’s emotional difficulties although every effort was
made to gather further information on the sample where possible. This may have
resulted in a large variance in the types of emotional difficulties included. As the
studies were conducted in different countries and participants recruited via several
different methods, the findings must be interpreted with caution as the negative
emotional and relational impact to siblings reported by this review may not be
representative of all siblings of young people with emotional difficulties. For
example, siblings of young people admitted to a mental health inpatient unit may
have different experiences compared to young people treated by community

outpatient clinics.

Clinical implications:
This review raises important clinical questions for professionals working with

families and young people and for researchers when thinking about the impact a

sibling with emotional difficulties can have on young people.

Psychoeducation
The researchers conclude that professionals should ask about how siblings are

managing in assessment sessions. Farnfield (2017) states that siblings should be
included in treatment and believe the difficulties observed in the index child may
provide a function in the family, and their difficulties should be seen in the family
context and not in isolation. Litzelfelner (1995) concludes that accessible
information should be provided for family members and siblings should be included
in thinking about the strengths present in their family so that the focus on the

young persons emotional difficulties is shifted.
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As mirrored by research with siblings of children with physical illnesses, siblings of
children with emotional difficulties also report wanting further information on their
brother or sister’s difficulties. Litzelfelner (1995) found siblings described worrying
about the future and the possible genetic risk to their brother or sister’s difficulties
was made worse by not having an understanding of their sibling’s diffiuclites.
Psychoeducational groups have been successful with siblings of children with
physical illness (e.g. McKenzie Smith, et al., 2018; Gursky, 2007) and perhaps should

be consiered for siblings of young people experiencing with emotional difficulties.

As mentioned previously, a review into psychoeducation specifically for siblings was
only able to identify one suitable trial (Sin, et al., 2015). However, it has been
suggested that one of the barriers to this may be because the young person does
not identify as having a sibling with a mental health problem or emotional
difficulties. This would then result in the young person not viewing themselves as a
‘carer’, although they may offer support to their sibling. Combined, this can further
exclude them from receiving support (Rethink Mental lliness, 2013; Sin, et al.,

2012).

Clinical practice
As has been highlighted by the articles, it is paramount that clinicians include

siblings where possible when working with young people and their families. They
are at an increased risk of also developing emotional difficulties and may be already
experiencing increased anxiety due to having a brother or sister experiencing

emotional distress.

One option is for clinicians to ask about the wellbeing of siblings when assessing a
young person (Dia & Harrington, 2006; Liegghio, 2017). This family-focussed
approach to including all family members and recognising that they can all be
affected may help to improve wellbeing for all family members (Kilmer, et al., 2010)
as well as reduce the emotional burden that siblings have described because of
having a brother or sister with emotional difficulties. It would also be important for

clinicians to consider what sibling relationships were like prior to the onset of the
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emotional difficulties to ascertain if this has been affected. This would therefore
guide what therapeutic impact is offered such as systemic family therapy or

individual support for the sibling is thought to be more suitable.

Future research
As the findings from this review suggest there may be a relationship between birth

order and how a sibling’s difficulties are experienced, this would be pertinent to
explore further to generate a hypothesis on why there may be a relationship

between these two variables.

In those siblings who appear to be adjusting well despite having an unwell brother
or sister, future research should focus on what qualities this group have that allow
them to develop resilience as this can be replicated to help support other families
to adapt well to having a young person experiencing emotional difficulties (Kilmer,

et al., 2010; Deal & MacLean, 1995).

Further research should aim to seek the perspectives of young people about what
intervention they would find valuable when their sibling has emotional difficulties.
A range of interventions have been trialled with siblings of young people with
physical illnesses or learning disabilities that aim to increase understanding and
offer support, but little is known about what would be most helpful in this
population. Psychoeducational groups aimed specifically at siblings may be
valuable, but these should be piloted in the first instance to ensure the needs of
these siblings are met. Other sources of support may come from pastoral support
or mentoring offered in schools or through third-sector organisations. It may also
be that including siblings, either informally or formally, as part of the initial
assessment process is sufficient at meeting the needs of most siblings, but further
research is needed to evaluate if this approach has beneficial long-term outcomes

for siblings and the family.
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Conclusion:
This review highlights the need for further research with siblings of young people

with emotional difficulties. Although the included studies were of reasonable
quality, the full extent to which siblings are impacted by, and their experience of,
their brother or sister becoming unwell with emotional difficulties is not known. It
appears that siblings are negatively impacted and may be experiencing significant
difficulties themselves. The cross-sectional nature of much of the included research

is unable to infer cause, or impact.

Qualitative research is required to learn more about how siblings experience this
and what support they feel would be helpful. Qualitative research would provide an
opportunity to gain an understanding of the sibling experience as well as research
exploring factors associated with positive adjustment to sibling emotional

difficulties.

Clinical trials including siblings are needed to test out approaches that may offer
better support for siblings given that research suggests they are at increased risk of
developing emotional difficulties. Although this can be for many different reasons,
it is important that siblings are not forgotten about in clinical practice. For example,
research exploring the feasibility and consequences of including siblings in the
assessment and intervention process would be helpful. This may result in early

detection and intervention of sibling difficulties, improving prognosis for siblings.
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Appendices

Appendix 1: Crowe Critical Appraisal Tool
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Background 1. Summary of current knowledge O Introduction
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2. Secondary question(s) J
Design
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Appendix 2: Publication guidelines for chosen journal

Manuscript Format

1. Manuscripts should allow for 'blind/anonymised' refereeing and must not contain
author names or any identifiable data.

2. Manuscripts must be typed in double spacing throughout, including quotation,
notes and references in the following order:

o Title Page: to contain the title of the paper, word count, suggested running
head (short title for your paper), key words, author names, affiliations and
contact details for the corresponding author.

o Abstract: on a separate sheet, the title to be repeated followed by a summary
of not more than 150 words. The suggested running head should also be
present. For tips on optimizing your abstract for search engines please click
here.

o Practitioner Points: two to six bullet points of no more than 180 characters
each (including spaces), up to a total of 480 characters.

o Organisation of the text: see copy of Journal for the format currently in use.

e Figures, tables, etc.: All figures and tables should be numbered with
consecutive arabic numerals, have descriptive captions and be mentioned in
the text. They should be kept separate from the text but an approximate
position for them should be indicated. These will need to be uploaded
separately. Please supply figures in the format in which they were created, if
possible.

o References (in text): These should be indicated by the name and date e.g. 'Carr
(2009)". If more than two authors are listed, cite the reference as 'McHugh et
al. (2010)". Quotations should include page numbers. Websites should also be
cited in this way, with a full reference appearing in the References section (see
below). Please check all websites are live and the links are correct at time of
submission.

o References: Should be listed at the end of the paper in alphabetical order
according to the first author and be complete in all details following the APA
style of referencing.

o Atrticles: Altschuler, J. (2015). Whose illness is it anyway? On facing
illness as a couple. Journal of Family Therapy, 37(1), 119-133.

o Chapters: Burnham, J. (2012). Developments in the Social
GRRRAAACCEEESSS: visible-invisible and voiced-unvoiced. In |.B. Krause
(Ed.), Culture and Reflexivity in Systemic Psychotherapy. Mutual
Perspectives (pp 139-163). London: Karnac.

o Books: Burck, C., & Daneil, G. (2010). Mirrors and Reflections. Process of
Systemic Supervision. London: Karnac.

o Web pages (no author or date identified): Counting the cost: caring for
people with dementia on hospital wards. (n.d.) Retrieved from
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http://alzheimers.org.uk/site/scripts/
documents_info.php?documentlD=1199. [Cite in text as (“Counting the
costs”, n.d.)]

For further details, please see the APA Style website:
(http://www.apastyle.org/learn/tutorials/basics-tutorial.aspx)

3. The word limit, excluding abstract and practitioner points will vary depending on
the type of paper you are submitting. Please refer to the ‘Advice to Authors’ section
below.

4. Style: Whilst Journal style is generally formal, originality in presentation does not
necessarily preclude publication if clarity and readability is thereby enhanced. Sexist
language forms are unacceptable.

Your manuscript will be returned to you if you fail to conform to these requirements.
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ADVICE TO AUTHORS

Writing is a very enjoyable and satisfying way of being involved in the world of family therapy. The exchange of ideas and experience is important both
for the development of our chosen field and for the development of the individual practitioner. We intellectually sustain ourselves by creating a healthy
and vibrant literature. Family therapy needs to develop authors and The Journal of Family Therapy wants to hear from you.

These are the types of papers that are regularly submitted to the Journal of Family Therapy:
(The word count for all these papers does not include tables and figures.)

Systematic reviews (up to 6000 words).

Systematic reviews are welcomed. For systematic reviews and meta-analyses please ensure that you have used the PRISMA checklist and include a
flowchart as part of your submission. Please complete and supply AMSTAR for systematic reviews which are narrative reviews not meta-analyses.

Suggested headings for systematic reviews are:
«  background or context;

« objective;

« search strategy;

« inclusion criteria;

« data extraction and synthesis;

« main results; discussion and conclusions.

Please ensure that you include the standard points for practice.

You should provide the PROSPERO number in the methods section of the paper, or explain in your covering letter if you have not registered your review
with PROSPERO.

Literature Review (3,000-5,000 words)

These are much sought after by the readership. Such a paper would have:
« A brief general introduction

« Adescription of the way in which the themes in the literature are organised by the author for review. This may include conceptual and definition
problems.

o The review
« Anoverview of the review process including gaps in existing knowledge

«  Future directions

Additional Notes to Authors:
« JFT has an international readership, so spell out details that might be unfamiliar to the non UK field.
« JFT welcomes the linking of previous literature in a substantive, explanatory sense and therefore advises authors to reference other papers where

possible.

PAPERS EXCEEDING THE SPECIFIED WORD LIMITS (including references) WILL BE RETURNED TO THE AUTHOR

https://onlinelibrary.wiley.com/page/journal/14676427/homepage/ForAuthors.html
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Paper 2: Empirical Report
Young people’s experiences of having a

sibling admitted to a Child & Adolescent
Mental Health inpatient unit

Abstract:

Siblings play an integral role in one’s social and emotional development. However, when a
sibling begins to experience mental health difficulties, family life can be affected. Little
research has explored the experiences of young people whose siblings are admitted to

hospital because of their mental health difficulties.

Semi-structured interviews were undertaken with 5 males aged 12-18, who had sisters in
hospital. Interviews were analysed using Interpretative Phenomenological Analysis. 5

superordinate and 13 subordinate themes were developed, describing the impact of the
hospital admission, changes to relationships, opening up, contact with professionals and

thoughts about the future.

Participants wanted their sister’s to be the priority but described emotional avoidance, guilt

at not being able to keep their sister safe and worries about adding to their parent’s stress.

Clinicians should ensure they include all family members in assessment and treatment. Age

appropriate information and support should be provided for siblings of inpatients.

Practitioner points:
e Include siblings of young people where possible in assessment and treatment;

e Offer a space for siblings to talk openly and ask questions about their brother /
sister being in hospital;
e A debrief for young people following a sibling’s suicide attempt or deliberate self-

harm.

Keywords:
Siblings, young people, mental health, CAMHS, inpatient, experiences
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Introduction:

Mental health, like physical health, can refer to a range of symptoms that all individuals will
experience in their lifetime. Good mental health enables an individual to manage day-to-day
stresses healthily and engage in routine activities (World Health Organization, 2019). Whilst
feeling worried, sad or stressed, at times, is considered a normal and healthy aspect of
everyday life, there can be times when this may interfere with daily functioning (Mind,
2018; Mental Health Foundation, 2019). Experiencing mental health difficulties is common
with approximately 1 in 4 adults in the UK experiencing mental health problems each year

(McManus, et al., 2016).

The mental health of young people has become a priority for many in the UK due to reports
of a significant increase in the number of young people experiencing mental health
problems (NHS Digital, 2018). Adolescence is often described as a tumultuous time due to
the changes associated with puberty. It has also been described as a period of ‘storm and
stress’, a term coined by the psychologist Stanley Hall in the 1900s, later updated by Arnett
(1999) to describe the increases in parental conflict, mood disruption and risk behaviours
often observed during adolescence. For some young people, they may also experience
significant mental health difficulties (Mental Health Foundation, 2019). Self-harm,
associated with mental health problems, is also on the increase in young people (National
Institute for Health and Care Excellence (NICE), 2011). An accurate figure is unknown but a
recent survey by The Children’s Society (2018) suggests that of 14-year-olds in the UK, 1in 5
girls, and almost 1 in 10 boys had self-harmed in the previous year. This follows from an
earlier study which reported a 68% increase in the number of 13 — 16-year-old girls
presenting to hospital following self-harm between 2011 and 2014 in the UK (Morgan, et al.,
2017).

The increased awareness and prevalence of mental health problems in adolescents has
resulted in the UK government providing extra funding to improve the wellbeing of children
and young people (Department of Health and Social Care, 2015). However, as often
reported in the media, many people continue to describe difficulties in receiving specialist
support as referrals to Child and Adolescent Mental Health Services (CAMHS) increase

(Newlan, 2018; Tyler, 2019). The long delay in accessing specialist help can mean that young
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people experience a further decline in their mental health. Without timely access to
services, this deterioration could lead to increased risk to self, or others, which can result in
intensive treatment being required through a hospital admission (Matthews-King, 2018). In
recent years, there are often reports of bed shortage due to the increasing demands on
these specialist places (e.g. Pickover, 2017). This can result in adolescents being admitted to
hospitals many miles away from their friends and family (Frith, 2017). Despite the
government pledging to ensure that children are admitted to hospitals close to home
(Department of Health and Concordat signatories, 2014), the most recent figures state that
in October 2018, over a quarter of all under-18s admitted to an open mental health ward
were placed more than 50 kilometres away from their home (NHS Digital, 2019). This can
make it harder for the young person to maintain contact with their community team,
become isolated from the support of their friends and family (Campbell, 2018; Edwards, et
al., 2015), and result in poorer outcomes on discharge, such as increased suicidality (Lear &

Pepper, 2016).

For the young person’s family, inpatient treatment can also cause additional stress (Blizzard,
et al., 2016). The family life cycle can be disrupted by the temporary absence of the young
person (Corrigan, et al., 2006; Abrams, 2009). Families may need to readjust their
expectations in light of this and adapt to having a family member away from home earlier
than anticipated (Sergeant, 2009). The onset of mental health problems can be a significant
life event for the young person and their entire family (Griffiths & Sin, 2013). Studies suggest
that positive family engagement improves outcomes on discharge such as improved
wellbeing and reduced risk of readmission (Green, et al., 2001; Brinkmeyer, et al., 2004).
However, the increased travel time can impair how successfully a family can engage with

any intervention offered by an inpatient unit (Edwards, et al., 2015; NICE, 2016).

Research with parents of young people experiencing mental health difficulties suggests that
they can experience emotional strain and isolation (Whitlock, et al., 2016), and would like
enough information on how to support their adolescent (Rodriguez-Meirinhos, et al., 2018).
If their child is admitted to hospital for the first time, qualitative research conducted by
Clarke & Winsor (2010) found parents reported feeling alone, stigmatised and struggling to

adjust their expectations for their unwell child.
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In the UK, approximately half of all young people currently live with at least one sibling
(Office for National Statistics, 2017). They play an important role in all areas of a child’s
development, such as emotional support and cognition (Brody, 2004). Relationships
between siblings are unique. Starting from birth, they are often the longest relationship an
individual may have with another person (Pike, et al., 2009; Sin, et al., 2008). Siblings may
spend a significant amount of time together growing up — sharing a physical environment
and experiencing life events together. Young people may also self-disclose information
about stressful experiences to their sibling if they have a warm relationship (Howe, et al.,
2001). It can be assumed therefore that many siblings have an exclusive and detailed
understanding of their brother or sister, yet the importance of this relationship is often

overlooked (Bank & Kahn, 1975).

As families are a system, it can be assumed that if one member of the system is
experiencing distress it will have a subsequent effect on other family members (Kozlowska
& Elliott, 2017). Little research has explored impact on siblings whose brothers or sisters are
experiencing mental health difficulties. Research has begun to look at the experiences of
siblings whose brothers or sisters have been diagnosed with an Eating Disorder, such as
Anorexia Nervosa. One qualitative study found sibling’s quality of life is impaired compared

to control sibling pairs (Areemit, et al., 2010).

Previous research has explored the role of older siblings as carers for their brother or sister
diagnosed with difficulties such as Schizophrenia. These siblings often reported feeling
burdened by their unwell brother or sister and accepting that they would need to take on
the role of carer when their parents had passed away (Friedrich, et al., 2008; Hatfield &
Lefley, 2005). They also worried about the stigma their sibling’s diagnosis could bring
(Ewertzon, et al., 2012), and the possibility the symptoms could be hereditary (Stalberg, et
al., 2004).

In the UK, Early Intervention in Psychosis services (EIP) have been commonplace for around
a decade. Their aim is to treat those experiencing a first episode of psychosis as soon as
possible to improve long-term prognosis (Neale & Kinnair, 2017). As they work with young
people, many service users will live with siblings when their mental health difficulties first

appear. Sin and colleagues have looked at the impact this has on siblings and the support
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EIP services can provide as they found siblings were often overlooked by professionals

despite offering support to families (Sin, et al., 2005). Siblings reported feeling that their
family were more resilient and supportive of each other as a result (Sin, et al., 2008), but
were significantly affected by their sibling’s psychosis and wanted accessible information

and support (Sin, et al., 2012).

Research with young people has largely focussed on the impact of having a sibling with a
chronic physical health condition. Meta-analyses of studies exploring children who grow up
with a chronically unwell sibling has found they are at risk of negative psychological effects,
such as anxiety and depression compared to those with well siblings (Barlow & Ellard, 2006;
Sharpe & Rossiter, 2002). There are several hypotheses as to why this may be. Siblings may
take on a care-taking role which brings additional stresses. Young people also report
wanting to be told more about their siblings’ diagnosis and prognosis as they often worry
about the outcome for their sibling (Craft & Craft, 1989). Educational groups for this
population have shown to be effective in informing children and offering support (e.g.

Lobato & Kao, 2002).

Research with similar populations suggests that siblings with a brother or sister experiencing
psychosis, or chronic illness, are negatively affected (Barlow & Ellard, 2006). However,
research has not focussed on young people whose sibling’s mental health difficulties have
led to a hospital admission. It is imperative professionals better understand the needs of
this group of people especially given the increase in young people experiencing mental
health difficulties in the UK as more siblings may be placed in this situation. Additionally,
research suggests that parents are negatively affected (Clarke & Winsor, 2010) which, may

have a subsequent impact on any children living at home.

Research Aims

The aims of this study were to:

e Explore young people’s experiences of having had a sibling admitted to an inpatient

mental health unit;

¢ Understand how professionals can support, and include, siblings in routine clinical

practice.
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Research Question
What are young people’s experiences of having a sibling admitted to a Child & Adolescent

Mental Health inpatient unit?

Methodology:

Ethics
Ethical approval was obtained from the Staffordshire University Ethics Committee Board in
February 2018 (Appendix A) and from the NHS Health Research Authority North-West

Research Ethics Committee in June 2018 (Appendix B: IRAS, confirmation of ethical approval).

Recruitment

The research methodology, Interpretative Phenomenological Analysis (IPA) is described as
being more concerned with the depth of the data generated, as opposed to breadth (Smith,
et al., 2009). As such, no minimum sample sizes are dictated however for doctoral level
research 6 — 8 participants is recommended (Turpin, et al., 1997). However, due to time

restraints, it was agreed to conclude recruitment in March 2019.

Purposive sampling was used to recruit a homogenous sample of 5 participants.
Recruitment was conducted through an NHS adolescent mental health inpatient unit in the

West Midlands region between July 2018 and March 2019.

Posters were placed in the family visiting room on the inpatient unit (Appendix C: Participant
recruitment poster, and information sheets were also handed out to families who met the

inclusion criteria by the unit Family Therapist (Appendix D: Participant information sheets.
The inclusion criteria set out by the study was:

- Aged between 12 and 18 years;

Able to speak English fluently;

Has a sibling currently admitted to a CAMHS inpatient unit;

To have been living with their sibling prior to the inpatient admission.

An age criterion was set as this age group are more likely to have been living at home with
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their sibling prior to their admission to an inpatient unit. This study focussed on young
people’s experiences in the time leading up to the admission and it was therefore
considered important that the participant was living with them at the time. Additionally,
there is a lack of research with under-18s who are living with a sibling with mental health
difficulties (Barnett & Hunter, 2012; Griffiths & Sin, 2013). The age criterion was also chosen
as compared to younger children, those aged 12 and above are often able to engage in
more meaningful conversation about their experiences as they can consider the impact of
different contexts on self and others take different perspectives and demonstrate a greater
ability for abstract thinking (Choudhury, et al., 2006). The interview approach would not
need to be adapted significantly for this age group compared to when interviewing much
younger children. This is also important as IPA is focussed on giving meaning to someone’s
experience through the language they communicate (Smith, et al., 2009). Additionally, it
was felt that the richness of participants descriptions may be lost if interviews were
translated from another language. Therefore, only English-speaking participants were

eligible to participate.

Participants
Participants were White-British males aged between 12 and 18. The final sample of
participants is described below in table 1. Some identifying information has been altered to

ensure anonymity.
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Table 1: Participant details

Barry (aged 12)

Barry has two older sisters, with the eldest having moved out. ‘E’, the second eldest was

admitted to hospital for the second time following deterioration in her mood. Barry states

he argued a lot with ‘E" prior to her becoming unwell.

Tristan (aged 13)

Tristan has one older sister, ‘L’ who admitted to hospital following a suicide attempt. He

describes having a ‘normal’ sibling relationship with ‘L’ before she became unwell.

John (aged 13)

John has two older sisters, with the eldest having moved out. ‘N’, the second eldest was

admitted to hospital following a suicide attempt. There have recently been changes in the

family set-up and John describes arguing a lot with ‘N whilst growing up.

Peter (aged 18)

Peter has one older sister and a younger sister, ‘P’. ‘P’ was admitted to hospital for further

assessment. Peter describes a difficult relationship with his older sister but a close

relationship with ‘P’.

Gary (aged 16}

Gary has one younger sister, ‘A’". ‘A’ was admitted to hospital following a suicide attempt.

Gary describes a close relationship with ‘A" prior to her becoming unwell.

Procedure

Participants were made aware of the research via the methods described above. If families
were interested in participating, they then contacted the researcher via telephone or email
to go through any further questions and obtain verbal consent before arranging a suitable

time and location for the interview to occur.

Prior to beginning the interview, participants and parent were given the opportunity to ask

guestions and the researcher ensured that participants understood the research fully.

Informed consent was obtained from all participants (Appendix E: Consent forms). For

participants aged under-16, informed consent was obtained from a parent or carer and
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assent obtained from the participant. For participants aged over-16, informed consent was
obtained from the participant only. The sibling currently in hospital was also made aware of

the research as part of the consent process.

A semi-structured interview schedule was developed and used in all interviews (Appendix F:
Semi-structured interview schedule. Participants were aware that their interviews would be
audio recorded so that they could be later transcribed for analysis and consented to this
prior to the research interview beginning. To ensure that participants felt comfortable and
safe during the interview process, participants were reminded that they could stop the
interview at any time and time was spent at the end of the interview for a verbal debrief

and ‘check-in” with participants to ensure they felt safe and well.

The interview schedule was developed in accordance with the IPA guidelines (Smith, et al.,
2009) and in conjunction with the academic supervisor. The average interview length was

38 minutes, with interviews lasting between 25 and 62 minutes.

Interviews were audio recorded and later transcribed verbatim by the researcher.

Interviews were anonymised at this point, ensuring any identifiable information was altered.

Analysis

IPA was chosen as a methodological approach. Data was analysed using the process
described by Smith, Flowers and Larkin (2009). Each transcript was first read several times,
and the audio-recordings listened to multiple times. The researcher’s initial thoughts and
exploratory comments were noted (Appendix G). Transcripts were then uploaded to NVivo
data analysis software (QSR International Pty Ltd. Version 12, 2018). This is software
developed specifically for qualitative analysis, allowing transcripts to be coded and analysed.
Each transcript was coded line-by-line using NVivo. These codes related to the content, the
language used (linguistic) and interpretation (conceptual) of the transcript (Appendix H).
Emergent themes were noted and listed chronologically. These themes were then arranged
into clusters of similar or related themes and superordinate and subordinate themes

generated by hand (see appendix I).
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Epistemology and Reflexivity

IPA is a phenomenological approach concerned with the meaning people attach to
experiences through the language they describe it with. It is described as an idiographic,
rather than nomothetic, methodology as it attempts to understand individual experience.
This can lead to unique insights in a subject that little is known about which can result in
further research. IPA was therefore chosen as the phenomenon under investigation is

under-researched.

IPA allows for a constructivist approach, meaning there is no one objective truth as there
are multiple interpretations to be made (Hugly & Sayward, 1987). Interpretations are
therefore led by one’s own values and experiences of the world. IPA researchers are said to
engage in a double hermeneutic process as they make sense of how the participant is trying

to make sense of their experience.

Although it is difficult to remove all one’s preconceptions, IPA believes researchers should
attempt to bracket these off (Langdridge, 2004). A reflective journal was used during the
data collection and analysis process. Additionally, a regular IPA peer supervision group was
attended by the researcher. This was facilitated by an experienced IPA researcher and
attended by other doctoral level students using IPA methodology as well as individual
supervision. This allowed the researcher to become aware of their biases and judgements

and instead able to focus on what the participants are saying.

The researchers own experiences of working in CAMHS inpatient units and family therapy
clinics, and of having their own siblings, may have influenced how the participant’s
experiences were interpreted during analysis as these experiences will have influenced how
the researcher constructed meaning from the participant’s interpretation of their
experience (Willig, 2016); i.e. their experiences will be viewed through the researcher’s
unique perspective, giving more meaning to certain aspects according to what the

researcher may have expected to find.

Results:

Five superordinate themes were generated, with 13 subordinate themes as illustrated in
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table 2 below. Each theme will be discussed with extracts from the data to illustrate each

theme. The full table of extracts can be found in appendix J.
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Table 2: Themes

Superordinate Themes Subordinate Themes Themes present in participant(s)
a. "a punch in the face out of nowhere" Barry, Peter, John, Tristan
1. "a shock to the system" b. "acted nonchalant" All
c. "l wanted to help her" Tristan, Peter, Gary
a. "a lot more open with each other" All
2. Relationship changes b. "we kind of get along a lot better now" All
c. "l worry about her" All
3. The future a. "Like this forever" Barry, Gary, Tristan, Peter
b. Setbacks Gary, Barry, John
4. Contact with proefssionals a. "who was taking care of her?" Peter, Tristan, Barry
b. "Someone to talk to" All
a. "emotionally shut myself off" All
5. Opening up b. "I'm not the one who needs the attention" |Peter, Gary, John
c. Stigma Barry, Peter, Gary, John

Theme 1: “a shock to the system”

1a “a punch in the face out of nowhere”

John, Barry, Peter and Tristan spoke about the shock in becoming aware that their sister was
so unwell that they required a hospital admission. They were aware that their sister had
been receiving support from professionals but did not know what was discussed. They then
felt the hospital admission was more of a shock as they had not realised their sister was in

crisis, as Peter described:

“It’s like, it's like having several gentle hits as opposed to one smack. Like you'd
rather the gentle hits that hurt a bit and increase a bit but it's manageable because
you understand what's happening versus a punch in the face out of nowhere that
takes you back and sort of like well where's this come from? And all of a sudden

you're defenceless against it.” (Peter)

1b “acted nonchalant”

Following their sister’'s admission to hospital, all the participants spoke about the effect it
had had on their parents and their home life. Peter described his older sister as becoming
more demanding of his mother’s attention which was adding to the tension at home. Whilst
Barry and John’s elder sisters had moved out of the family home and were less aware of the

impact their sister’s difficulties were having at home.
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“Dad drank quite a bit which he doesn't do that much now [...] but he hated it
because obviously it's his youngest child at the end of the day [...] Then obviously the

older one kicked off about the fact he was drinking.” (Peter)

“I can remember my older sister when she still lived there. She just like went to her

Nanna’s because she was really upset. It was like quite upsetting.” (Barry)

John, Barry and Tristan appeared to be aware that their parents were struggling with the

stress of the situation although it was not shared with them.

“My dad acted nonchalant, but | could tell he was very worried, but he was just trying
to put on a brave face in front of me. And then like that night we didn’t really talk

about it, we were just trying to act normal.” (Tristan)

Gary described home as quiet and conversation revolving around his sister because of her

being admitted to hospital.

“Quiet. So, like all we really talk about is ‘A’ like, it's kind of strange not having ‘A’ in

the house cause we just sort of, even though we didn't talk to her much anyway”

1c “l wanted to help her”
Tristan, Peter and Gary described a sense of helplessness in relation to helping their sister,
especially with their suicidal thoughts. They described wanting to have been with their sister
to try to prevent or change how they were feeling.

“l feel | could have been next to her, should have been trying to comfort her.”

(Tristan)
“I wanted to help her as well. But | can't.” (Peter)

“I don't think we found the option that suited her best, so we didn't know what to do.”
(Gary)
Theme 2: Relationship changes

2a “a lot more open with each other”
All the participants spoke about how their relationship with their parents had improved and

allowed them to talk more openly about their sister’s situation which they found helpful.
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“We’re a lot more open with each other and we've spoken about a lot of different
things we'd never normally speak to each other now over these few weeks and we,
and we've, every night we've sat down together and talked about the situation and

we never would have normally done that.” (Gary)

“I'd say it's actually bought me and my Mum closer.” (Peter)

2b “we kind of get along a lot better now”
The participants spoke about a greater closeness with their sister since they had been
admitted to hospital. This was because they were more aware of what they were going

through, or it had made them realise how much they cared about their sister.
“we kind of get along a lot better now.” (John)

“it was more that | knew what she was going through, so | was being like, a lot like

gentle around her.” (Barry)

“it's not changing the way we act towards one another, but there's a greater

understanding [...] | feel like I've sort of grown to know her emotionally more.” (Peter)

2¢ “I worry about her”
Although participants described a greater closeness with their sister, they also spoke about
being worried about their sister a lot of the time especially in relation to their self-harm and

suicidal thoughts.

“Sometimes it’s like bad news and I just, | worry about her more now.” (John)

“I just like get really upset when | find out that she’s like she doesn’t want to live and

stuff.” (Barry)

“I think please for the love of God don't say she's going to hurt herself with

something, out of fear and it's just constant worry.” (Peter)

All the participants spoke about feelings of guilt that they have not done enough to support

their sibling.
“well last time she did it, the other day, erm, when my mum was like away for a few
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hours she was looking for like the medicine and | was in the house as well, and |
didn’t know... | kind of feel like that was my fault and | should have like been with
her.” (John)

“But after she did it [overdose], she said no one supported her on that Friday and no
one made her feel any better. | didn't know what to do. [...] | wasn't really sure what

else to do.” (Gary)

Theme 3: The future

3a “like this forever”
The participants shared their thoughts about what their sister’s future may be like. They

worried they may never get better.

“it's not nice to know that things might never get better, but hopefully | can know in

my head that things will never get worse and it won't go back to how she was.”

(Gary)

“I was feeling like she’s going to be like this forever. She was gonna stay like this, be
antisocial. Be that forever. She’d stay completely like that. But when she started
opening up, being more social, it relieved me a lot because | knew she was getting

better.” (Tristan)

“I think that like when she’s older she’ll probably like struggle to like live on her own
and stuff. So like mum thinks that she’ll always be living with them and | think she

will too.” (Barry)

Peter had watched a YouTube documentary on his sister’s difficulties but was unsure if he

wanted to research it further for fear of what he may learn.

“that's the only sort of information source | have really had on it and | think I'm on
the fence of whether | want to know or whether | don't. So, if | do know I find out
more about it | realise how unwell she is. Whereas If | don't then I'm sat wondering
about things and yeah, you can't find a medium cause no matter where you sit you're

not happy.” (Peter)
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3b Setbacks
John, Barry and Gary spoke about finding it difficult when their sister has a setback and what

this may mean for their sisters’ recovery.

“it's sad seeing her dip up and down and it's hard to, because we thought those the
first two weeks she was just getting better every day [...] But now it's back down to,

she's just not talking anymore. Don't know what to do.” (Gary)

“| feel like she’s getting better... but it kind of happened again didn’t it? | don’t know

what’s the cause of that...” (John)

Theme 4: Contact with professionals

4a “who was taking care of her?”
Peter, Tristan and Barry shared that they did not know what to expect when they first
visited the hospital but wanted to know who was taking care of their sister whilst she was

not with them.

“I wanted to know who was taking care of her and who they were and how nice they

were and stuff like that.” (Tristan)
“it was weird because it was like an unfamiliar place.” (Barry)

Peter and Tristan worried that the hospital would be like the images described in books and

television.

“I was thinking they’d all be like — have you ever read ‘Grandpa’s Great Escape’? |

was thinking they’d all be like that.” (Tristan)

“I didn't know what | expected. | think in my head, | had it like, some people are going
to be walking around in like these white coats and you know, so like you're in

American horror movie type thing where it's all going on.” (Peter)

4b “Someone to talk to”
Barry, John and Tristan spoke about their experiences of attending family therapy sessions

whilst their sibling was an inpatient. Barry and Tristan also spoke about how they initially did
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not know what to expect when they attended family therapy.

“the appointments they were a bit like weird at first, because I didn’t really know

what was going on but like now its fine.” (Barry)

“At first | was apprehensive because | was like are they going to be nice, mean,
supportive or cruel but after the first meeting, it was much better because it was like
a weight had been lifted from my shoulder and | knew the people who were looking

after her were nice and supportive.” (Tristan)

Peter in contrast spoke about the lack of space to talk with professionals on the unit about

how the family were managing and felt this could be any member of staff.

“I think just having something there, someone to talk to, whether it's a mentor or do
you know what | mean? That sort of thing, because there is nothing in place to help

the family.”

Gary spoke about his previous experiences of having family meetings with professionals

which he found unhelpful.

“It wasn't nice at all. Yeah. Having someone criticise everything you do in your life. It
wasn't nice, but we tried to change. But eventually the old habits came back, and it,

and it didn't really help.”

Theme 5: Opening up

5a “emotionally shut myself off”

The participants described how they were managing the situation and their feelings around
their sister’s admission to hospital. There was a sense that the participants were using

distraction to manage their emotions or were disconnected from them.

“Cause otherwise | just sort of, | think | had emotionally shut myself off from it. Sort
of detached from it a bit and just accepted factually what it was. Not on impact.”

(Peter)

“I just have to like occupy myself to, to try and not think about it. And that’s why |
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don’t want to go back to school because I’ll be so bored that’s all | could think

about.” (Barry)

“I had just turned 18 - | went out. Got absolutely leathered for about five out of seven
nights of the week I think at one point [...] Well, it was quite weird actually because |

always sort of, | started to understand why some people drank.” (Peter)

5b I’'m not the one who needs the attention”

Peter, Gary and John spoke about not wanting to detract from the care their sister was
receiving. There was a sense that they viewed their sister as the current priority and their
willingness to adjust their behaviour to support them however, this also resulted in them

feeling unable to seek support.

“That someone's around me because they pity me or whatever, But, | don't want to
be pitied because of that. And in that sense as well, it's not my problem. I'm not the
one who needs the attention [...] I'm not in a bad state myself. So, in that sense that's

just not talk about it. Keep it to myself.” (Peter)

“Um, | think the reason | wasn't involved was because | wasn't the main problem - if
that sounds right [...] And me and my dad kind of just said, okay, we'll do what they

want us to do and that's what we'll do. We'll carry on with it.” (Gary)

5c Stigma
Barry, Peter, Gary and John spoke about not wanting others to know of their sisters’
difficulties for fear of how others would react, or because their sisters did not want other

people to know.
“I don’t really want my teachers knowing because it’s just a bit awkward.” (Barry)

“I don't think my friends would be very sympathetic with it. They wouldn't really

understand.” (Gary)

“it's why | don't like to talk about it. | don't want to be talked to by person because
they feel like they have to me, it's not what | want. So, in that sense, I'd rather deal
with it myself then talk to someone about it because it's just, | don't want to.” (Peter)
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Systemic Synthesis

The participants appear to go through a linear process in response to their sister’s hospital
admission, as illustrated in figure 1. This can be seen similarly to the stages of grief model
(Kubler-Ross & Kessler, 2014) as the participants came to terms with their sister’s emotional
difficulties. The ‘shock’ can be seen similar to denial and anger stages seen in grief as
participants realise how unwell their sister has been. The stage of depression is similar to
the ‘emotionally shut off’ that was described, leading to bargaining as they renegotiate their
roles in their family system. This is then concluded with acceptance as they begin to think
about the future and accept how things will need to be different moving forward. Families
may oscillate between stages or repeat the process depending on new crises emerging. For
example, following setbacks in their sibling’s recovery, participants may return to the ‘shock’

stage and experience heightened worry.

“shock to the system"

- shock at finding out their sister was unwell

- increased worry about their sister's safety

"Emotionally shut myself off"

- struggling to share own feelings about the situation

- use of avoidance strategies (e.g. alcohol or aggressive behaviour)

Renegotiating family roles

- changes in relationships with family members

- increased openness with parents and greater closeness with sister

Sibling in context of the family
- thinking about the future identity of their sibling

- how family roles may differ in the future, e.g. if ongoing care is needed

Figure 2: linear process

57



Discussion:

This study aimed to explore young people’s experiences of having a sibling admitted to a
mental health inpatient unit, and to then better understand how professionals can support
and include siblings in routine clinical practice. The main themes found were around the
shock of finding out that their sister required hospital treatment, the subsequent change in
their relationship with their sister and parents, and thoughts about what their sister’s future
with mental health difficulties may look like. Participants also described a sense of
helplessness in being able to support their sister especially if they voiced suicidal thoughts.
The participants shared how they were managing their own feelings and expressed that to
ensure their sister remained a priority, they should manage their feelings on their own. They
also described apprehension around visiting the inpatient unit and attending appointments

due to not knowing what to expect.

In this study, participants described their sister as being the current priority in their family.
They appeared accepting of the extra attention they required and did not report feeling
neglected by their parents. This is in contrast with research by Blasko (2008) who found that
adults who had a sibling with mental health problems believed they were emotionally
neglected when they were younger. Research has also shown that perceived differences in
parenting between siblings is associated with poor emotional functioning later in life (Brody,
2004). The increased focus on the young person experiencing mental health problems can
result in the needs of the siblings being missed which can result in any difficulties they are
facing being ignored (Kilmer, et al., 2008) which may impact the young person long-term.
Participants in the present study appeared to recognise and acknowledge the reason for the
extra attention their sibling required at this time which may negate against any long-term

negative effects.

Participants spoke about the impact that their sister’s admission had had on them, their
family and home life. Some participants in the current study did speak about using alcohol
or aggressive behaviour to manage their own emotions. This has also been shown in
previous research which has focussed on the ways young people manage adverse situations.
Kozlowska & Elliott (2017) assessed siblings of children being treated at a mental health

service in Australia. They found that 13 of the 16 siblings used at-risk self-protective
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strategies, such as affect inhibition, that had not been detected by their parents. Although
such strategies may be helpful in the short-term, research suggests that the long-term use

of such strategies may be detrimental to their own wellbeing.

The participants also shared their difficulties in opening up to others about how they were
managing the situation and cutting off from their emotions. Research suggests that female
adolescents are more likely to use social support to manage difficulties, and less distraction
(Hampel & Petermann, 2006; Patterson & McCubbin, 1987). This may help to explain why

the male participants in this study struggled with sharing how they were feeling with others.

The participants described that although they felt they were able to have more open and
honest conversations with their parents, they worried about adding to their current stress
and not wanting to burden them. They expressed a desire that their sister remain the
priority as they were the one who was unwell, and they did not want to be an extra burden
to their parents. Additionally, the younger participants interviewed showed great maturity
in understanding the extra stress their parents were under. This is likely because of their
experiences; however, this may have been at the expense of their own emotional needs

(Kinsella, et al., 1996; Marsh, et al., 1993).

Participants described a feeling of guilt in not being able to help their sibling especially with
their suicidal thoughts. Research with young females whose sisters had eating disorders
suggests that the well-sibling can become the secondary victim because of this guilt and
may feel burdened with caring for their unwell sister (Latzer, et al., 2015). In contrast,
participants seemed to view their sister’s difficulties as outside of their control. This
perspective may lead to the participants experiencing lower burden (Greenberg, et al.,
1997) as they viewed their sister’s difficulties more empathically than if they felt they were

doing it on purpose.

Nonetheless, they also recognised that they needed to support their family in making
changes to assist in their sister’s recovery. Although not directly explored, the participants
described a caring and understanding view on their sister’s difficulties and wanting to
protect them (as described in themes 1c and 2c). Previous research suggests that a

caregiving role is present even before their sibling receives a diagnosis (Sanders, et al.,
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2014). Although in the present study all participants were male, this finding may also apply

to females with siblings in hospital.

Although this has focussed on the negative aspects of having a sibling admitted to hospital,
participants also spoke about the increased compassion they had for their sister as a result.
Research also suggests that having a sibling with mental health problems can increase
resilience and promote positive psychological change (Sanders & Szymanski, 2013). They
also felt that their parents were more open and honest with them since the admission to

hospital and viewed this positively.

Those participants that had shared with their school what was happening had viewed this
positively. Others felt a reluctance to share the situation with their peers due to anxiety
about how others would respond or because their sister did not want others to know.
Unfortunately, research reported by the charity ‘Time to Change’ (2015) suggests that 70%
of young people experiencing mental health problems experience negative responses from
their peers. This can prevent young people from accessing peer support and having a space

to talk about what is going on for them.

A significant finding shared by all the participants was in their experiences of their sister’s
suicidal thoughts and behaviour. Those whose sisters had taken an overdose described
having lots of mixed feelings about the incident. They worried that they would be unable to
protect their sibling from making a suicide attempt and communicated their guilt in not
being able to protect them. Little research has explored the views of young people whose
sibling has made a suicide attempt. Research by Buus and colleagues (2014) in Denmark
explored the experiences of parents whose children had made a suicide attempt or died by
suicide. They described it as a ‘double trauma’ — the trauma of the suicide or suicide
attempt and the following impact on the whole family’s wellbeing. A review exploring
published literature on children and their parents following an admission to a paediatric
intensive care unit by Nelson and Gold (2012) found almost 84% of parent’s experienced
Post-Traumatic Stress Disorder symptoms following the admission. The memory of their
sibling’s overdose seemed for some of the participants a difficult experience to process
suggesting that the traumatic impact on parents may also apply to siblings and further

research into this would be helpful.

60



These findings also support family systems theory (Bowen, 1974), whereby each member of
a family have certain roles and respond to one another according to their relationship
agreements. This causes predictability and balance, however, a difficulty with one member
in the family has a subsequent impact on all members in the system as the family system’s
roles change and can cause dysfunction in the long-term as family members take on new
responsibilities. It may also be that the sibling’s difficulties reflect an issue within the family
system, for example poor communication or issues that do not enable family life cycle
transitions. The admission to hospital may then facilitate change. For example, participants
shared that because of their sibling coming into hospital, they had an enhanced awareness
of their sister’s needs and improved communication with their parents, perhaps suggesting

this was a difficulty prior to the hospital admission.

Limitations

This study has several limitations. Firstly, only one type of family set up was explored. The
participants were all White-British males who all had sisters currently in hospital. It is not
known therefore if the experience of females or those with brothers in hospital would be
different. Participants had one or two sisters. Those from larger families may have different
experiences where research suggests the sibling subsystem in a family has greater
significance (Bank & Kahn, 1975). It would therefore be valuable to explore if young people

are affected similarly in larger families.

Although no siblings refused to participate in the study, many adolescents admitted to
hospital during the recruitment period had no siblings matching the age criteria (12 — 18
years old) or had no siblings. Conversely, some adolescents did have siblings who were the
right age however parents shared that they would not be suitable as they had their own
mental health difficulties or had a learning difficulty. This suggests that the sample of
participants recruited for this study does not represent many of the diverse family scenarios
present in CAMHS inpatient units. Similarly, all participants, except one, came from two-
parent families. However, in the UK today families are varied, for example with the presence
of multi-family households (Office for National Statistics, 2017). Additionally, looked after
children are more likely to experience mental health difficulties than those not in the care

system (gov.uk, 2018) and more likely to require specialist mental health treatment but
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were not represented in this study. Our findings cannot be generalised to this population.

In designing the semi-structured interview schedule, service users or their siblings were not
consulted. However this would have provided valuable feedback, such as the wording of

questions.

There are several ethical considerations to consider when reviewing the findings from this
study. Due to the age group of the participants, and that they, and their families, were
approached by a professional who worked on the unit that their sister was receiving
treatment, they may have felt obliged to participate. Although every care was taken to
ensure participants were under no obligation to participate, there may have been some
power issues between the researcher and participants. This may have also impacted on the
responses participants gave, for example, feeling they were unable to describe how they
really felt. Participants were also recruited from the same inpatient unit and so findings may

not be generalisable to other areas of the country.

Clinical Implications

The findings from this study illustrate that young people with siblings admitted to a mental
health hospital are impacted by this. Although the participants felt they would manage in
the long-term, some were beginning to use unhealthy coping mechanisms, such as alcohal,
to manage emotions. They had also perceived their parents as becoming overwhelmed and
worried about adding to their stress. Research suggests that the combination of these two
things may result in the young person going on to develop their own emotional difficulties
such as anxiety or depression (Kozlowska & Elliott, 2017). Clinicians working in CAMHS, and
those working in inpatient settings, need to be more aware of the possible impact a young

person’s difficulties can have on their siblings.

Clinicians in CAMHS should offer psychoeducation to the whole family. This may not be
suitable for all however, as some in this study also mentioned finding it difficult to know
everything about what their sister was experiencing. Information would need to be
delivered in a person-centred way which would be age appropriate and offered at a pace led

by the young person. This could also be delivered in a group setting. Group interventions for
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siblings of children with physical illnesses have been found to be beneficial in lowering
anxiety (Gettings, et al., 2015; Gursky, 2007). Peer support or ensuring young people have
alternative close relationships in which to seek support is important when young people
worry about adding to their parent’s emotional burden. Research supports the protective
ability of close relationships and promoting healthy adaptive functioning (Namystowska &
Siewierska, 2010). Young people may therefore find it helpful to meet others who have

siblings in similar situations and seek peer support.

When parents had been approached about this study, they were often eager for their child
to participate so that they would have the opportunity to talk individually and privately
about their experiences even if it was for a research study. Although time constraints for
staff may make this difficult to do so routinely, other members of the ward multi-
disciplinary team may be able to support young people in having a space to talk openly

about their experience. This may be the sibling’s key worker or named nurse.

Participants who had been involved in family therapy had found these sessions helpful in
giving them a safe space to learn more about their sibling’s difficulties and hear from the
professionals involved in treating them. One participant had not had any family therapy
sessions during his sister’s admission and had felt that having a place to talk about the
impact of his sister becoming unwell would be helpful. This supports the need for family
therapy sessions to be offered routinely as those who are unable to receive this can feel

isolated.

Participants also shared their initial reservations about attending the ward due to not
knowing what to expect. An alternative patient admission leaflet or webpage could be

developed which includes photos of the ward.

During assessment, clinicians should ensure that they ask about the experiences of all
members in the family and not just the young person who has been referred for treatment.
Questions about birth order for example can be helpful in learning more about the family
story (Kozlowska & Elliott, 2017). It may give an indication of how other family members

may be impacted due to age, birth order and life experience (e.g. Lawson & Mace, 2010).
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Future Research

Further research is needed to better understand the perspective of young people whose
siblings are receiving inpatient mental health treatment. The participants in this study were
all male and had sisters receiving inpatient treatment. Research exploring the views of
females or those with brothers receiving treatment would be invaluable to gain a broader

understanding.

The participants in this study were all from White-British backgrounds and had one or two
sisters. The experiences of young people from less conventional family backgrounds, such as
step-families, larger families or looked-after children would also be beneficial. Care giving
expectations may also be different in those from other cultural backgrounds (e.g. Namkung,

et al., 2017).

Research should also continue to gain the experience of the young person directly as much
previous research involving siblings of young people with mental health difficulties or with

physical health difficulties does not (Knecht, et al., 2015).

Although suggestions have been made as to how clinicians working with young people can
support their siblings, a pilot study would be recommended to test out these hypotheses
and to converse with the young person to find out more about if, and what type of support
they would find most helpful as the needs of siblings are likely to be different to those of

their parents (Amaresha, et al., 2014).

As participants appeared to find their sibling’s suicide attempts most difficult, research
exploring the long-term effects of a suicide attempt would be beneficial to enable services
to offer support to the whole family following a suicide attempt. Not all adolescents will be
admitted to a CAMHS unit following an attempt as admission is decided on an individual
basis (NICE, 2004; 2019) and the family may therefore not receive appropriate support in

processing such a significant event.

Conclusion:

This study aimed to explore young people’s experiences of having a sibling admitted to a
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mental health inpatient unit, and to then better understand how professionals can support
and include siblings in routine clinical practice. The results from this qualitative study
suggest that young males are impacted when their sister is admitted to hospital. The
experience can bring the relationship with their sibling closer due to a greater
understanding of their difficulties and result in increased concern for them. When their
sibling has made suicide attempts, it is important that the young person is given space to
talk about this and ask any questions they may have as our study showed that young people
find this difficult to move on from and this causes increased worry and guilt towards their
sibling. Participants did not feel included in community treatment, but this was for several
reasons, for instance, due to it not being age appropriate or the family not having made
them aware that their sister was receiving CAMHS treatment. For some, this made the
hospital admission feel more unexpected as a result and more difficult to come to terms

with than those who were already aware that their sister was experiencing difficulties.

Further research is needed in this population, especially looking at other family set-ups,
different genders and cultural backgrounds to see if hospital admission is experienced
differently. Clinicians need to ensure that siblings are routinely included and asked about
how they are coping, especially at assessment. Some young people may find it beneficial to
have the opportunity to ask questions and share their experience with others to ensure that

they have ongoing support and a forum to discuss concerns.
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[ 18/HW 0332 Please quote this number on all comespondence

With the Committee's best wishes for the success ofthis project.
Yours sincerely
(4

P rofessor Carol Haigh
Chair

E mail: nrescomm ittee northwest-pregtoni@nbz.net

Ench sures "Atter ethical review— guidance far
researchers" JS-AR2)

Copy bo: Oy Ywon e Wela
Mz Lonise Alston, Morth Staffordshire Combined Healthcare
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Leek Foad Be zearch-permizssions alez nhs.uk
Stoke an Trent
=T4 2DE

13 June 2015

Dear Mizs Sangha

HRA and Health and Care
Research Wales (HCRW)

Approval Letter

Study title: Y oung people’s experiences of having a sibling admitted to a
Child & Adol escent Mental Health inpatient unit.

IRAS projectlD: 229205

RE C reference: 18 HW0332

S ponsor Staffordshire U niversity

| am pleased to confinm that HRA and Health and Care Research Wales (HCRW) Approval has
been given farthe above referenced study, on the baziz described inthe application form, protocol,
suppotting documentation and any clarfications received. You should not exped to receive amthing
further relating to thiz application.

How should | continue to work with participating H HS organi sations in England and Wales?
You should nowe provide & copy ofthis letter to all participating MHS organisations in England and
Wales, as well as any docum entation that has been updated aza rezult of the azzessment.

Faollowving the arranging of capacdty and capakility, padicipating NHS arganisations should formeal by
confiimtheir capacty and capahility to underttake the study. How this will be confirmed is detailed in
the "summary of g ssessmen! zedion towards the end ofthiz letter.

You should provide, if vou have not already done =0, detailed instruction=to each organisation asto
howe ol wdll notify them that research activities may commence at site following their confirmation of
capacity and capahility (e.q. provdsion by vou of a 'green light' email, formal notification follovdng & site
intiation visit, activities may commence immediately following confirmation by paricpating
organisation, etc.).

It iz im portant that vou involve bath the research managem ent function (e.g. R&D office] supporting

each arganisation and the local research team Cwhere there is onel in sstting up vour study . Contact
detailz ofthe research management fundion for each organization can be accessed here.
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How should | work with participating HHS /H5C organisations in Horthern Iredand and
Scotland?

HE & and HCRW &pproval does not apply to MNHSHESC organizations within the devolwed
administrations of Morthem Ireland and Scatland.

If vou indicated in wour IRAS form that vou do have padicipating organizations in either ofthese
devalved administrations, the final docum ent set and the study wide governance report (including this
letter) haz been zent to the coordinating centre of each partidpating nation. You should work with the
relevant national coordinating functions to ensure any nation specific chedks are complete, and with
each site zo that they are able to give management pemmission for the study to begin.

Pleasze zee |EAS Help for inform ation on waking with MHSHZC arganisations in M orthern Ireland and
Sootland.

How should | work with participating non-HHS organi sations?
HE& and HCREW 2pproval does not apply to non-MHS organisations. You should work with your non-
MHS organizations to obtain local agreement in accardance with their procedures.

What are my notific ati on responsibilities during the stody?
The document "Afer Ethical Review — gukdance for sponsors ghd nvestipators'| issued with vour REC
favourable opinion, gives detailed guidance on reparting expectations for studies, induding:

+  Regiztration of research

+  Motifving amendments

+  Motifing the end ofthe study
The HE A website alzo provides guidance an these topics, and iz updated inthe light of changes in
repoting expedations or procedures.

| am a participating HHS organisation in England or Wales. What should | do once | rec eive this
letter ?

You should work with the applicant and sponsor to complete any outstanding arrangem ents o you
are able to confirm capacity and capability in line with the information provided in this letter.

The sponzar contact for this application iz as follows:

Mame: Dr Ywonne Melia
Tel: 01752 295734
Email: Ywonne. Meliai@ saffz.ac.uk

Who should | contact for further information?
Please do not hesitate to contact me for assistance with this application. My contad details are below.

Your IRAS project ID iz 229205, P lease quote this on all correspondence.

Page 2 of ¥
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Yours sincerely

Kely R one
Azzessor

E mail: hra approval @nhs.net

Capy to: Or Ywanne MWelig, Staffordshire Universly, Sponsor contact

Me Lonise 4 ktan, North Staffordshive Comblined Healtheare, Lead NHS RED
cohtact
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ConfractStudy Agreement template frust agreement] 21 February 2012
Copies of adwertieement materiak for research padicipants [Poster (1.4 14 May 2018
infa for P in hos pital]

Ewidence of Sponsor ingurance or indemnity (non MHS Sponsors 14 July 2017
onlyl [professional indemnity]

HE A Schedule of Events [\Walidated S0E] 1.0 12 June 2018
HE A Statement of Activities [Walidated S04 1.0 12 June 20158
Intervievy schedules ar topic guides for particip ants [Intereiew 2 2 April 2018
=schedule]

IRAS Application Form [IRAS_Form_20052018] 20 May 2018
Letter from sporsar [Letter from sponsorn) 04 April 2018
Cther [Supporting letter to REC chair 25 May 2018
Farticipant corsentfarm [Consent form 6+] 1.4 12 June 2018
Farticipant corsentform [Consent form under 162] 2.6 25 May 2018
Farticipant corsentform [Parent consent form] 13 12 June 2018
Farticipant information sheet (P15) [FIS 16+ 21 05 June 2012
P articipant information sheet (P15 [P arent information sheet) 27 12 June 2018
Farticip ant information shest (FI15) [FIS under 16] 1.7 05 June 2018
Research protocol ar project proposal [R esearch popos al B 21 March 2018
Summary CV for Chief Inwestigator (C1 [CW for C) 22 March 2018
Summary CV for student 223 March 2018
Summary G forsupervisor (student res earch) 16 March 2012
Summary, synopsis or diagram (flowchat) of protocol in non

technical language [Recruitment flow chart]

Summary, synopsis of diagram (Cflocwchart) of pratocol in non

technical language
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Summary of assessment

The fallowing infarmation provide 2 assurance to you | the sponsor and the NHS in England and Wales
that the study, as aszezzed for HREA and HCRW &pproval | is compliant with relevant gandards. It al=o
provides inforn ation and clarification, where appropriste | to participating NHS omganisationsin
England and YWalezto assist in assessing, aranging and confirming capacity and capability.

Assessment criteria

IR 5 project 10 228205

Section Asse==ment Criteria Compliant wath Comments
Standards

11 IR &S application com pleted Yes Mo comm ents
correctly

21 Participant inform ation/consent | Yes FIS and ICF have been updated az a
documents and consent minar am endm ent following REC
proce ss reviewin orderto comply with HR 4,

dandards

31 Protocol azse sament Yes Applicant haz confirmed that Marth

Staffordshire Combined Healthcare
MHZ= Trust will be the only site inthe
Fudy a= others are mentioned inthe
Frotocol.

4.1 Allocation of responzikilities Yes The statement of activities will act a=
and rights are agreed and agreement of an MHS organisation to
documented participate.

Mo futher agreem ents expected.

4.2 InEuranceindem nity Yes Mo camments
arrangem ents azseszed

4.3 Finandal arrangem ents Yes Mo application far external funding has
assessed heenmacde.

The statement of activties confinm = that
there are no funds availahle to sites
from the sponzar.

2.1 Compliance wih the Data Yes Mo camments
Protection &c and data
sECUity issue s assessed

2.2 CTIMPS — Artangem ents far Mot Applicakle Mo camments

cotn pliance with the Clinical
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IRL 5 project 1O 229205
Section Azze=zment Criteria Compliant with Comments
Standards
Thals Regulations assesaed
5.3 Compliance with any Yes Mo comim ents
applicable lavws ar regulations
B.1 MHS Ressarch Ethics Yes Mo comm ents
Committee favourable opinion
received for applicable udies
6.2 CTIMPS —Clinical Trials Mat Applicakle Mo comim ents
Authorisation (CT &) letter
received
6.3 Devices —MHREA notice of o | Mot Applicable Mo comments
objection received
G.4 Cther regulatory approvals Mot Applicable Mo comments

and avuthorization s recei ved

Participating NHS Organisations in England and Wales

Thiz grovides detad or the byoes of padic jpating NAS onganisations iv the stuedy 2 3 statenr ent 35 to whether
the activities 3t AN organizghions ae e =aw e or diferant.

Participating MHS organizations will be rectuiting sites; identification of patierts will be by clinical
care team at site. Conzent may be taken at site but this will be done by an external rezearcher who
may al=n conduct interviews at site .

The Chieflnvestigator or sponsor should share relevant study documents with participating NHS
organizations in England and YWales in order to put arrangem ents in place to deliver the study. The
documents should be zent to both the local sudy team | where applicable, and the office provding
the research management function &t the padicipating arganisation . Where applicable | the local
LCEM contad should alzo be copied into this corespondence.

If chief investigators, sponzars or principal invegdigators are asked to complete site lewel form s for
paricipating MHZ organizations in England and WYWales which are not provided in IR &S, the HREA ar
HCREW webszite 2, the chief investigator, sponsor or principal investigator should notify the HE A

itnm ediately at hta.approvali@nhs net or HCRW at BEessarch-permissionsi@wales nhs uk  Wie will
work with these organizations to achieve a conzistent approach to information provsion.
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IRA S project 1D 22320

Principal Investigator Suitahility

Thiz confimt = wietier the soonsor gosition on wiether 2 A, LG or medher showld B2 is place i= comect for each
fype of pafoinabing WAL omarizaiion iv Emgiand and Walkes, 3md e simiaos exgectations for educadon,

fraimimg avd expenence Hrat Ars showld & et (whee Fooficask)

& local collabarator is expeded at participating NHS organisations in orderto identity patients and
arrange any accessiacilities for external researchers.

GCP training is not & generic training expectation, in ling with the HEAHCREWIMHEA statement on

training expedations.

HR Good Practice Resource Pack Expectations

that showld 2rd should rod e wndedaben

This condimr & Hee AR Good Practice Aesowroe Pack expectaions for the sted vy and the pre-engagen ent ohechs

Where arrangem ents are not already in place, research staff not emploved by the MHS host
argani sation undetaking any ofthe rezearch adivities listed inthe rezearch application would be
expeded to obtain a Letter of Azcess basad on standard DBS check s and occupational health

cearance.

Other Information to Aid Study Set-up

Thiz details any other inform gbion that o 2y be kelofl to zponsors and paricipating WA S omanisahion s iv
England ard Wales o aid sirdy set-yo.

The applicant haz indicated that they do not intend to apply for inclusgon anthe NIHE CEMN Portfolio.
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Appendix C: Participant recruitment poster

(VHS|

g_‘ North Staffordshire

STAFFORDSHIRE Combined Healthcare
UNIVERSITY I NHS Trust

Do you have a brother or sister who is in
hospital with a mental health problem?

If you are aged 12 - 18 and were living at home at the time your
brother or sister was admitted to hospital, we would like to speak
to you.

Imags Catan fiom: M. =T LT L e L= P Rl e Ly P L LR B e L= L1 N L 2 N NE [

We are interested in young people’s experiences when their
brother or sister is unwell and as a result has been admitted to a
mental health unit.

We want to learn more about how you felt when your brother or
sister was admitted to hospital and any impact this may have had
on you.

Further information can be found by emailing Sumeet Sangha at
s025081g@student.staffs.ac.uk or callftext xoxxxx.,

Pattpavt Recriime it PosET W g o 1.3, DO A 13
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NHS

Q!_‘ North Staffordshire

STAFFORDSHIRE Combined Healthcare
UNIVERSITY I NHS Trust

What are young people’s experiences of having a sibling
admitted to a CAMHS inpatient unit?

You may be aware that we are recruiting brothers and sisters of patients
on the unit to talk to us for our study. Siblings often have a special
relationship with each other. We are interested in their story so we can
learn more about what support siblings may need when a family member
is admitted to a mental health inpatient unit.

Your brother or sister may be approached about the study. If they decide
to take part we will not share any information about vou with them.
Everything they tell us will also be kept confidential from you and the
people involved in vour care. After the interview, we will write up cur
findings but we will not use anyone’s real name so that readers will not
know who participated.

If you have any guestions or concerns about the study please contact the
researcher, Sumeet Sangha, by email: s025081g@student .staffs.ac.uk or
call/text: o000 or you can speak to staff on the unit.

Ifomatby wryowgPersor 3dm ited © hcsphal vemioy 1.4, 14 M3y 2013

87




Appendix D: Participant information sheets

Under 16’s participant information sheet

Urderl&years-old

I’'m interested but | have some questions...

Why do you want to talk to me?

Wie are interested in young
people’'s experiences when
their brother or sister becomes
unweell with a mental health
problem and has needed togo
into hospital.

How long will it take?

The interview will take around
1 hour butyou can stop for 8
break at any timea. We can also
offer refreshments.

Under 16z Pattpartivbmator Sheet
IRAS Rty Namber: 22905

Whatwould | do?

If you are interested, the researcher
will contact you by phone to arrange
a time to talk to you in persan ahout
your experiences. The interwiew will
also need to be audio recorded so it
can be transcribed by the researcher
using secure software.

Do | have to take part?

Mo -itisup to you ifyou would like to
take part. We will also ask your parents
to sign a consent form stating that they
are happy for you to participate.

Ifyou decide not to, you and your
family will not he disadvantaged in any
way. You can also change your mind at
any point by contacting the researcher.
After the interview you have up to a
manth to withdraw vour data.

‘_:!North Staffordshire

STAFFORDSHIRE Combined Healthcare
UNIVERSITY I 1HS Trust

What is this for?

This research projectis being
undertaken to fulfil the
requirements of the Doctorate
in Clinical Psychology.

Will | get paid?

Unfortunately we are unable to
pay you for your participation.

Wersion 17 06 June 2013
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wWill people know | took part?

We won't tell anyone you
participated. Your information will he
stored securely and he made
anonymous so that nobody can trace
your interview back to you. Data is
required to be kept at the university
for 10 years. Personal information will
he destroyed at the end of the study.

Could there be side-effects?

Talking about your experiences
can make you upset or you may
hawve concerns. We will give you
details of services that you can
contact for additional support.

Under 152 Pantt:pasthomaton Sheet
IRAS Retere yce Namber: 225005

Iz what | say confidential?

The information you share with
the researcher will notbe shared
with your family or any other
professional working with your
family. We will only need to break
thisif you say something that
makes us concernead.

Who do | contact?

You can contact Sumeet Sangha
(researcher)at oo or

s02008]lo@student. staffs ac uk,

If wou feel yvour questions have not been
answered or have concerns, you can
contact the academic supervisor whois
overseeing the research: Dr Yvonne
Melia at 01782 295734 or

Yvonne helia@staffsac.uk.

Are there bene
partic

ts Lo

fi
ating?

Being involved in this research
is unlikely to benefit you or
your family directly but it may
help other young people going
through similar situations by
informing professionals about
Yyour experiences.

If wou are unhappy or have further
concerns and wish to make a complaint
voll can contact the Patient Advice &
Liaison Service (PALS) for North
Staffordshire Comhbined Healthcare NHS
Trust, The service is open Monday —
Friday, Sam —Spm:

Tel 01732 275031; Freephone; 0200
350 0676 Texd: 07718971 123

Emaif

patiente xperien ceteami northstaffs nhs.uk
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Over 16’s participant information sheet

puer 16y ea rs-old

I’'m interested but | have some questions...

Why do you want to talk to me?

Whe are interested in young
people’s experienceswhen
their brother or sister becomes
unwell with a mental health
problem and has needed togo
into hospital.

Howe long will it take?

The interview will take around
1 hour but you can stop for a
break at any time. We can also
offer refreshments.

Oue r 162 Pardcipart omaton Sheet
IR&S Reters pce Mamber: 225005

Whatwould | do?

If you are interested, the researcher
will contact vou by phane or email
to arrange a time to talk to you in
person about your experiences. The
interview will also need to be audio
recorded so it can be transcribed hy
the researcher using secure
software.

Do | have to take part?

Mo -itis up to you it you would like
to take part. If you decide not ta,
wou and your family will not be
disadvantaged in any way. You can
also change your mind about
participating at any point by
contacting the researcher. After the
interview you have up to a month
to withdraw your data.

!!‘! North Staffordshire

STAFFORDSHIRE Combined Healthcare
UNINERSITY I MHS Trust

What is this for?

This research projectisbeing
undertaken to fulfil the
requirements of the Doctorate
in Clinical Psychology.

Will | getpaid?

Unfortunately we are unable to
pay you for your participation.

Werion2.d 06 June 2012
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Will people know | took part?

We won't tell anyone you
participated. Your information will be
stored securely and be made
anonymous so that nobody can trace
your interview back to you. Data is
required to be kept at the university
far 10 years. Personal information will
he destroyed at the end af the study.

Could there be side-effects?

Talking about your experiences
can make you upset or you may
hawve concerns. We will give you
detail s of services that you can
contact for additional support.

Oue r 16 Parbcipa it nom ation Sheet
IR&S Retere ioe Namber: 229005

|s what | say confidential? Are there benefits to

participating?

The information you share with Being involved in this research
the researcher will not be shared is unlikely to benefit you or
with your family or any other your family directly but it may
professional working with your help other young people going
family. We will only need tobreak through similar situations by
thisif you say something that informing professionals about
makes us concernead. YOUr experiences.

Who do | contact? Ifyou are unhappy or have further

concerns and wish to make a complaint

e B8 EETIEEE SUmEEE SEnEnt wou can contact the Patient Advice &

(researcher) at .......... or Liaison Service (PALS) for Morth

2025081 g@student.staffs ac.uk. Staffordshire Combined Healthcare NMHS

Ifwou feel vour guestions have not been  Trust. The serviceis open Monday —

answered or have concerns, you can Friday, Sam — Sprm:

contact the academic supervisor who is  Ted 01732 275031; Freephone: 0300339
cvarseeing the research: Dr Yvonne 9676, Text: 07718 571 123

Melia at 01732 205734 or Emaik

Yo onne helia @staffs.ac.uk, patientexperienceteam@ northstaffs nbs uk
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Parent information sheet

I
\Va
&% North Staffordshire

STAFFORDSHIRE Combined Healthcare
UNIVERSITY BEEE NHS Trust

Young people’s experiences of having a sibling admitted to a
Child & Adolescent Mental Health inpatient unit

INFORMATION SHEET FOR PARENTS AND CARFRS

Wiz are conducting a research study exploring the experiences of siblings of young people
adrnitted 1o a Child & Adolesoert Mental Health services (CAMHS) inpatient unit, *ou have been
approached as the parent of 3 young person ourrently in hospital due to mental health problems
and we would like their sibling to participate in our study,

Flease read this information carefuly and talk toyour child to ses if they would like to tallk about
their experiences of when their brother or sister was admitbed to hospital, If thereis anything that
is riot clear o if you would like to know further indformation please contact the researcher on the
cetails provided below, If vou and your child dedde not to partidpate then your family's freatment
will continue as usual,

Why are we doing this research?

& ot of research has focused on the impack of physical illness on siblings, and not on the impact
of mental health difficuties, We also know thathaving a child in hospital can be 3 stressful and
wir rying Hme for the whoe family, We would like to focus specifically on siblings of young people
adritted to hospital with rmental health problemns tolearn more about their experiences and
influence the support offered to siblings in the future and o consider what suppoet they might
teed from services,

who is organising this research?
The research is being undertaken to il the reguirements of the Doctorate in Clinical Psychdogy
being completed by the researcher, The study is sponsored by Staffordshire Univer sity,

Why have you asked me and my child?
Your child bas been asked as they are aged 12 — 18 and currently have a sibling in a CAMHS
inpatient unit,

Do they have to take part?

Mol Itis entirely up o your child if they wolld like 1o take part, If they do dedde to participate
they will be given an information sheet which provides more detail about the research and whatis
irclyed,

If wour childis under 16 we will ask you 1o sign a consert form if you are happy for them o
parficipate, We will still seek consent from your dhild before proceeding with the interview and will
rot go abead if they do not wish to participate,

Yo and your child are free to dhange your mind at any point abowt paridpating in the researd.
The freatment you and your family receive will not be impacted either way, You and your dhild

banlt.l:aerllturmaﬁ:ulsnet Wershon 2.7, 12J vee 2013
IRLS Retere woe Mambe r229205
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can request for your data to be removed from the research up to a month after the intervies
date

What will happen if my child does take part?

If they decide to procesd, they will mest with the researdher in person at a suitabe time and
location for themn, This can be at Staffordshire University campus o wour local CAMHS building,
ahd we can orgarise a parking permit if necessary, Yiou are welcome to attend with them but we
will ask you to wait outside during the interviens,

Wiz will speal; for around an bouwr but they can leave the conver sation at any tme and have
regular breaks, wWe will ask them guestions about what they remember around the time their
brother or sister was admitted to hospital, They will be asked to speak as openly and honesty as
they feel comfortable to do so, Mo extra tests will be irmvaolved, This interviess will be audio
recorded so that it can be transoibed later by the researcher,

If your child discloses anything that makes the researcher concerned about their safety o the
safety of somebody dse, then this will be shared with your child’s dinical care team (at The
Darwin Centre) who will disouss it with you,

Who will know my child participated?

The people in owr research tearm will know they are taking part, Al information that is colleched
about vour child during the research will be kent strictly corfidential, They will be given a
peeudonymn which will be used instead of their name so that they cannot be identified,

Information will be stored securely and be anonymised so that the interviews cannot be raced
badk to your dhild, All personal information will be destroyed at the end of the study, Researd
data is required to be kept at the university for 10 years,

Who has checked the study?

& researchin the MHS is looked at by an independent grown of people called a Research Ethics
Cormmittee to protect paridpant’s safety, rights, wellbeing and dignity, This study has been
rewienwed and given a favour able opinion by Staffordshire University RBC and the NHS Mo th West
- Preston Research Ethics Committes (reference 18,NW/0332),

What happens after my child has participated?

The interview will be transcribed and saved securely electronically, we will colect all the
information together and analyse it before wiiting it up as a research paper, The findngs may also
be Leed for feaching or conference presentations, and the findings may be disseminated o
services working with siblings of young people with mental bhealth peoblemns, IF youw would like 3
surnrnary of the findings, please mention this to the researcher.

will the study help my family?
It is unlikely to help vour family directly, but we bhope that the information will be wused to better
sUpport young people in similar situations in the futre,

Who do I contact if I have additional questions or concerns about the research?

If vou have any questions or concerns regarding the research please contact the researdher on
thie details below or alternatively the academic supervisor at Staffordshire University who is
oversesing the research: Or Yvonne Melia at Yvonne.Mdia@stafts acuk or 01782 2957234,

PR WCIRT iomato s Sheet Werzion 20, 12Jvee 2013
IR&S Retere pce Mambe r 229205
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If wiou remain unhappy and wish to rmake a complaint you can contack the Patient Advice and
Liaision Servioe (PALS) for Morth Staffordshire Combined Healthcare MHS Tret on the details
below, The service is open Monday — Friday, Qam — Spm:

o 01782 279031 or Areodone 0800 389 9575

Snai; patientexperiencetearnd®@nor ths taffs.nbs. uk

Fert: 07718 971 123 (dharged at your provider's rate)

Where can I get further support?
If wou would like ary further support because of any guestiore o concerns you may have abouk
your child please discuss this with your GP or you can contact some of the organisatiors bel o

Young Mindk —national dharity for young people experiencing mental bealth dfficulties, Parents
belpine: 0208 2802 5544 (free phone Monday — Friday’s 9:30am — 4pm) o
bittye « v oungriniods .org. uk find-belp for- parentsf

MincEd —information on mental bealth issues for parents worried about their child:
vy, T e, or . Lk

ReThink — advice line; 0300 5000927 (fres phone Monday — Friday’s 9:30am — 4pm ) or
btts Yy ethink. or gficar ers -family-friends brother s- and-sis ter s-siblings- network finformn ati on-for -
parents

Mind — national charity supporting pecple with mental health diffioultes, Informaton line: 0200
123 3393 (fre= phone Monday — Friday’s Sam — 6pm) o bios ) fasesae i org. ok f

Thank you for reading this. If you think your child would like to take part you or your
child can contact the researcher on the details below to discuss it further.

Surnest Sangha

Ernail: s02590810@s tudent staffs.acuk T oo

PapytCaervbmator Sheet Werslon 27 12Jvee 2013
IRAS Retene o Wambe 223205
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Appendix E: Consent forms

Under 16’s consent form

NHS

FParticipant fdentficafon AumBber. ... "‘Ncr‘th Staffordshire

STAFFORDSHIRE Combined Healthcare
UN'I'U'IE RSJTY- MHS Triist

PARTICIPANT CONSENT FORM

Participant under 16 years old

Fitle of Froject: ¥oung people’s experiences of having a sibling admitted to a Child and Adolescent Mental
Health inpatient unit,

Nam a of faraarchar: Sumeet Sangha

Fieace iitialf box:

1. I have read the information sheet (dated wersion 1.7, dated 068 June 2018) about the study,

had the chance to think about the inform ation, ask any questions and am happy with the

answers given.

2. I agree to my interview with the researcher to be audio recorded so it can be later

kranscribed.

3. I agree For my anonymoos quokes and data to be used in the final study report, research

publication and teaching a appropriate.

4, I understand that I choose whether o take part or not, and that I can stop at any time,

wikthout giving a reason and without it affecting the care me and mey family receive now or in
the Fiture.

5. I understand that information collecked during the study may be looked at by people From

Staffordshire University, the regulatory autharities, or the MHS Trust where it is relevant ko

my taking part in the research,

A, I agree bo kake part in this study,

Marme of Researcher D ake Signature
Mame of Participant Date Signature
Under 16s Parttpant Cowse st Form Werslow 27,12 Jaee 2012
IRAS Reten e Mambe r: 229205 1 copny o partt: pant; 1 copy Tar rege ancher i
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Over 16’s consent form

Participant TGentiic 8600 MM BEF..........c..........us \/ m .
arvipan oaen = .'.,:..!Nnr'th Staffordshire
STAFFORDSHIRE Combined Healthcars
UNIVERSITY I MHS Trust
PARTICIPANT COMNSENT FORM
Participant aged 16 - 18
Fitia af frofect: Y oung people’s experiences of having a sibling admitted to a Child and Adolescent Mental
Health inpatient unit,
Nam e af Rasaarchar: Sumeet Sangha
Ble ase fnitial box:
1. I have read the inform ation sheet (dated wersion 2.1, dated 06 June 3015) about the study,
had the chance to think about the inform ation, ask, amy questions and am happy with the
answers given,
2. T agree ko my inkerview with the researcher o be audio recorded so it can be later
kranscribed,
3. 1 agree For my anonymous quotes and data to be used in the final sbudy report, research
publication and teaching & appropriate.
4, I underskand that I choose whether bo take part or not, and that I can stop at any time,
without giving a reason and without it affecing the care me and my family receive now or in
the future,
5. I underskand that information collected during the study may be looked ak by people From
Staffordshire University, the regulatory authorities, or the MHS Trust where it is relevant bo
my taking part in the research.
6, I agree to take part in this study,
Mame of Researcher Drate Signature
Mame of Parkicipank Date Signature
Qe T 162 Parbcpa it Conse itFom Werskon 1.4, 1200ne 2018
IRAS Retere boe Nambe 1229205 1 copy or parbepant 1 copy Tor rese ancher Tk
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Parental consent form

+INHS

FParficipant fdentificakion Mlumbar. o "‘.NDI‘EH Staffordshire
i

STAFFORDSHIRE Combined Healthcare
LUMNIVERSITY I 1HS Trist

PARENTAL CONSENT FORM

Parent of participant under 16 years old

Hitle of Project. Young people’s experiences of having a sibling admitted to a Child and Adolescent Mental
Health inpatient unit,

Mam a of Reraarchar: Sumeet Sangha

Plaaza initial boks

1. I have read the inform abion sheet (daked wersion 2.7, dated 12 June 2018} about the skudy,

had the chance ko think about the inform abion, ask any questions and am happy with the

answers Qiven,

2, 1 agree ko the inkervew with the researcher bo be audio recorded so it can be later

kranscribed,

3. I agree for my childs anonymous quotes and data to be usedin the final study report,

research publicaion and beaching as appropriate,

4, T understand that my child does not have to kake part, and can stop at any time withouok

giving a reason and without it affecting the care my children and I receive now ar in the

Future,

5. I understand that information collecked during the study may be looked at by people From

Staffordshire University, the requlatary autharities, or the MHS Trust where it is relevant ko

my child taking part in the research.

&, I agree For my child ko take part in this study,

Mame of Researcher D ake Signature
Mame of Parent/iCarer [ ake Signature
Pak i3l Cokse i tFam Werrkn 13,12 Juwe 2018
IR&S Reter yoe Nambe 1223205 1 oy drpane et 1 copy for rese ancher Mk
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Appendix F: Semi-structured interview schedule

Interview Schedule

Setting up the interview:

Today I’'m interested in talking to you to find out about your experiences of having your brother/sister in hospital
because of their mental health. It won't be like a therapy or counselling session. | won’t be able to offer any support
after this interview but | can provide you with details of services who may be able to offer further support if you
would find this helpful. [Provide leaflet for participant with service details]

Take as much time as you need to think and respond to my questions, there are no right or wrong answers. It may
feel you are doing a lot of talking but that’s because | want to understand your experience as much as possible.

The interview will take around an hour. You can take a break or stop the interview at any time by asking me. Do you
think you would be ok with letting me know? If not, we can think of an alternative way together.

Confidentiality — will only break confidentiality if | am concerned about yours or someone else’s safety. If | am
concerned | may share this information with the professionals at the unit where your sibling is who may decide to
talk to your parents. | would always let you know first if | was going to do this.

lAny questions?

Background information:

- To start with, | just want to think about you and your family. Can you tell me who lives at home with you? It’s
up to you if you decide to use their real names, but I'll change them when | write this up to make it

anonymous
o Names / age / birth order / gender:
o Ethnicity?

Before:

- Canyou think back to before your sibling became unwell, what were things like for you?
o How are things at home?
o Your relationship with your sibling?

Start of illness:

- Canyou tell me what ‘mental health’ means to you?
o Canyou describe how you first heard about mental health problems?
- Thinking about your sibling, can you tell me when you first learned they were having problems?

Prior to admission:

- If you can think back to around the time they became very unwell, just before they came in to hospital, can
you describe how things were for you?
o Canyou describe how you coped at the time?
o How are things at home?
o Your relationship with your sibling?
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In hospital/present:

- If we could move forward and think about how things are now your sibling is in hospital. Can you describe
how things are for you?
o Can you describe how you cope?
o How are things at home?
o Your relationship with your sibling?

- Looking back now, can you describe how your family and professionals have involved you in your sibling’s
mental health care?
o Canyou tell me about any information you were given?
o Beingin a therapy or treatment session?

- Canyou talk about how open you felt people were with you?
o Canyou describe how that felt for you?

Ending and debrief:

How do you feel at the end of the interview?
Signposting?

Questions?
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Appendix G: Initial comments on transcript example

R:  So, you said you think it's quite a touchy subject, but you said that if you did ask your mur
about it? i

A .
/ %‘ff he ol Ak G Totally. Like | just don't want to bring it up, but I'm sure if | do she would be
S Mum - NoR o talked about a lot more because it's something we can relate to. [R: -\_{g_a‘b]

meds to not Set q‘ﬁ‘d " _maybe how to help AM. g M8 S

R:  Yeah. So things are starting to change a little bit?

' ‘aie G Yeah like definitely. We've become a lot more open as a family abou
(N\Nw& tell each other at all. We really opened up cause we have to,
efed ol really hard. S
adn OGN A
aases W e R:  It'sabitatrek to get here too, isn't it? 14

vish (\5 MJ‘:) G Yeah. It's about half an hour. So we've got every
— Ej} + about a lot of things you've never spoken about

R: What's that been like? o :
Ngﬁu‘&_’_ _ G it'sgood. | wish, | wish that was always

R:  Yeah, definitely. So thinking ba

194

so we knew something wa:

i Dot

G well I tried to help her. It's nc
came in my room and talked to

SR Ob& C was very difficult to help he
o o m doesn't like the counsellor
s it O
‘,&l\g‘; Kok ?
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Appendix H: NVivo coding example

__h‘1 B -'Barry” transcript  [X| |

Click to edit
‘B2 555 5738 = =g
B: She was, she was talking to me when | like went in to her, butit was like really = 3 & & T2 5 = I n 3
> g2 2E£is 3§ 2%
upsetting. Because under her bed she's got a big drawer thing and under her bed l%, =] é % ° g g Z =
= o E T = F =
S:PE g
m L =) w =
she'd have like tissues of blood. From when she was like self-harmed B g g B gr
o = g
= z.
Ha @
R: What was that like for you? 2 2
I =
T 3
& 2
B: Erm, | can remember my older sister when she still lived there. Shewas just like = % = g
@
g =
went to her Nanna's because she was really upset. It was like quite upsetting. é
5.
I
R: Did you speak to anyone about that? = gn
5
g
%".
B: Mo, because everyone inthe house already knew. 7
£
T
R: Ok. 50 what was your relationship like with ‘E’ at that point? . %

*| Crde At | Frter nnde name (CTRE +00) -
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Appendix |: Examples of developing themes
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Appendix J: Themes and extracts

1. "a shock to the system"

Subordinate theme Ppt Quotes

la. "a punchinthe | Peter But it had more of a shock to the system that | anticipated it would.
face EUt o"f Peter when this sort of all kicked off, it sort of brought to light how much, how much of a part she plays in my life and your Mum's and
nowhere everyone's life around us.

Peter
| was told bits and pieces so like | was, | was given like the corner pieces of the jigsaw but not enough to make the whole picture
itself. Obviously like through a school and parents point of view like it's not my responsibility to deal with her care. It's non, | think
the fact that there were points where | was none the wiser about things. It just, | think that is why it was, I'd rather have known from
the beginning. And like seen it build, which, you know what | mean. | don't mean | want to see it...

Peter
It’s like, it's like having several gentle hits as opposed to once smack. Like you'd rather the gentle hits that hurt a bit and increase a
bit but it's manageable because you understand what's happening versus a punch in the face out of nowhere that takes you back
and sort of like well where's this come from? And all of a sudden you're defenceless against it

Peter
| wasn't told much about it until it was further along and sort of the point where it couldn't be hidden | suppose is the point where |
was | right, we have to say something because realistically we can't hide what's going on anymore. So he needs to know, sister
needs to know. So | think that's the point where | sort of got told was where that either | was going to figure it out and question it or
| was going to be told and told to sort of talk about but you know what | mean?

John Well the first time | did know about it an’ all that and she had all the therapy, she had — | can’t remember what they called but... |
can’t remember if she got put on medicine or anything like that but err... like | said no one really spoke to me about it and | just
kinda stayed out the way...

John
Uhm, yeah they’ve emailed my teachers to say if | act differently to send me up and all that so | can talk to someone. So... yeah...

Tristan No, all | knew was she was getting some medicine and her boyfriend was comforting her.

Barry | don’t really know what, | know she gets help from CAMHS. And like her CAMH worker is pregnant now so she like got a bit upset

about that. But | don’t really know what social services are.
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Barry | don’t really know about CAMHS because they never really spoke to me.

Barry Erm, | didn’t really know it was... it was like... | didn’t really think much of it because they were just like helping her and | was glad.

Barry They could ask like how they are because that’s like never happened with me. But like I've only been to one CAMHS appointment

Barry She still really hasn’t got it. But before she’s discharged, she’s not going to be discharged until like she has all the stuff out in place
like school and social services and stuff.

1b. chang‘e inthe | Barry Well my older sister doesn’t really know what’s going on because and she’s not really that bothered because she’s got other things
family to worry about.

Barry Erm, mum and dad managed to cope. | don’t know how. But, like, by then my oldest sister had moved out. And before that she was
living with her boyfriend’s family. And then they bought a house.

Barry My dad, he just gets stressed out. But he doesn’t really show it.

Barry Because he’s always just like huffing and puffing (laughs) It’s just like really annoyed.

Barry Erm, | can remember my older sister when she still lived there. She was just like went to her Nanna’s because she was really upset. It
was like quite upsetting.

John Erm... | try to help mum more because she’s got kind of worse. Well not worse but like... yeah... like same as me.

Gary Quiet. So, like all we really talk about is ‘A’ like, it's kind of strange not having ‘A’ in the house cause we just sort of, even though we
didn't talk to her much anyway it was still like

Gary
‘A’'s not at home and that's what's making, and it's not helping all of us and we miss her a lot. And even though we see her every
day she isn't, doesn't really talk much here or she doesn't like speaking to us at the moment really.

Peter It's not me that needs the care, but it's still, because obviously so much changes so fast, it's, | think it would help people to discuss it
more. Just say this is happening and this is happening at home.

Peter

I'm not as fussed. There are always arguments at home about, because like the older sister she's a bloody nightmare. she wants my
mum's attention. You'd think she was about six or seven. The way she wants my mum's attention.
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Peter

Peter

Peter

Peter

Peter

Peter

Peter

Peter

Peter
Peter

Dad drank quite a bit which he doesn't do that much now. Still has the occasional but who doesn't, erm yeah but he hated it
because obviously it's his youngest child and the end of the day and it was like... Then obviously the older one, kicked off about the
fact he was drinking.

Because even though it's, you're fine, it's an oddity. Like no one likes change course they don't, it's just awkward. But | think helping
people accept the change should be more important because it has an effect on everyone around you. And obviously when
someone and you've lived with their entire life is taken away from it all of a sudden, it's like, it's like on a seesaw. It changes the
balance, so you can move one weight and all of a sudden, it's swinging around.

it was just escalating, and it just grew and grew and grew and it was just, like there was never like massive fall outs per se. It was just
constant tension and it was just... So no one liked what was going on, but no one wanted to openly talk about it. It was, because |
think for everyone it was like if we talk about it, we accept that it's happening, and we don't want to accept that it's happening. So it
was just easier to just argue about something else.

| know she struggles with it quite a bit so, cos obviously as a parent feels | should be able to help. Obviously, she's at a stage where
she can't, which is horrifying for a mother but it's horrendous cause you can see that as well.

Cause obviously P's in a state where, well you know, that she's, like considered taking her own life and all sorts and you can see in
my Mum's sort of eyes, | don't know how to explain it, but you see it in her eyes that she's, almost, feels guilty

| think it became a lot more real for my Mum. There's always the inkling. [R: Yeah.] Cause you just know sometimes don't you? But |
think it became a lot more real for my mum And | think that was quite difficult for her. So | ended up speaking to her about that
quite a lot.

And then obviously | saw impact it was having on my Mum and that destroyed me cause you know, cause she's my Mum. It's not
natural sort of what's happening in any way is it obviously otherwise you wouldn't need to treat for it.

So I mean within the first couple of weeks | didn't stay home because | didn't like the tension. | didn't like that she wasn't there. And
if | wasn't there, | didn't know she wasn't there.
If she's here and she's not home where she should be and but at the same time...

Tense, it was sort of sort of the elephant in the room type situation, constantly. So, | mean within the first couple of weeks | didn't
stay home because | didn't like the tension
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Peter I think Mum, | think it was a weird one for my Mum about being open with me because she was being open about it with me. So it's
an odd one. Like for her in a way. Cause she's seeking support even through just me listening because it helps doesn't it, you know?
And um, | think for her that was quite an odd one, to be to be open with me because I'm her child is yeah, it's almost like a role
reversal almost isn't it? So that was an odd one for her.

Tristan Yeah, I'd imagined... when mum isn’t in or its just me by myself I’'m not usually allowed to go outside so I'd like imagined being
outside with my friends but most of the time I’d just end up sitting on my own on the sofa.

Tristan My dad acted nonchalant, but | could tell he was very worried, but he was just trying to put on a brave face in front of me. And then
like that night we didn’t really talk about it, we were just trying to act normal. We eat tea. It was just me and him eating. We were
talking about other stuff, like: how’s your day been, how’s work, stuff like that.

Tristan | still saw her quite a lot. And then she would, like, every two times a we- not two times a week, once every two weeks she’d come
over for a night and I'd see her then

Tristan Yeah, because on Friday’s we’d go and see my grandma and we’d come here and pick her up and stay here for like 20 minutes and
then other times in the week I'd come over and see her. So | saw her more.

1lc. "l wanted to Tristan | feel | could have been next to her, should have been trying to comfort her. Stuff like that.
help her"
Yeah. She seemed fine. She seemed normal, well normal for her at the time. She didn’t seem like anything was pressing on her mind

Tristan too much. She didn’t seem like she’d been hurt by anybody or anything. She just seemed completely normal.

Peter | wanted to help her as well. But | can't.

Well, there was nothing, it wasn't something that was physically attacking. It was something inside our own head that was attacking

Peter her. It's like how do you fight that? Because you can't. Yeah.

So it was, cause obviously it was at the point then if she continues to stay at home, she could seriously hurt herself or someone else

Peter possibly because of her condition. Uhm, and | think that was the hardest thing to accept for my mum.
she's not where she should be and she's not where she should be because of how she is so, so it was similar to be situation where

Peter you don't want to accept it.

When | saw the effect and then my Mum told me the next sort of day after | think that essentially that she considered killing herself
that night. And to be honest all that went through my mind was that if she had of hurt herself that I'd hurt them. Cause obviously

Peter like, they'd have been the cause.
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Gary
Gary

Gary

It was a shock that it happened, but it was almost like expected in a, in a horrible way. Cause it, she was feeling, we knew that she
was feeling low for such a long time. | think we're just grateful she survived it really. We knew that things need to change from here
we can't slack again with what we do and the structures, we need to set up.

yes, she once - two months or so before it, she, she ran off and saying that she was going to kill herself and we, so we called like the
non-emergency thing and uh, went to the hospital and she had, uh, talked to some doctors and signed up for the CAMHS thing. But |
think it took a very long time to get an appointment and she needed it that night. She didn't need it six months later. She needed it
to now. And that, it really put her down because she felt very low that she wasn't going to see someone for a while. | think that was
very difficult on her. | think the reason she did such a serious step further is that she just wanted help now and I think it was just a
massive cry for help. Like she says that she wasn't actually intending to kill herself. She was just trying to get someone to quickly
help her

Err, it was, it, it was a shame that, that she couldn't get her to stop her from having to go such serious lengths to get to have some
support. But | think she could have got support. She just didn't see the support she was getting as the support she needed.

Gary

Yeah, she was definitely had a lot of options, but | don't think we found the option that suited her best, so we didn't know what to
do
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2. Relationship changes

Subordinate | PPt
theme Quotes
2a."alot | Peter . . ) . )
more open Yeah. So it's a lot happier now because | think everyone's sort of coped now. Everyone sort of accepted it and come to terms with what's
with each going on and now obviously she's starting to come home again. It's starting to normalise a bit and it's going quite nicely.
other" Peter
Really it improved after the first couple of months like she was here because it was like, it was sort of normalized a bit,
Peter | me and my Mum - I'd say it's actually bought me and my Mum closer. Yeah because obviously | spoke to her a lot about it. My dad, | have
an odd one with my dad. We just get on, | think we're just that similar that yeah, we get on, but not so similar that we annoy each other
Peter | Butlspeak to my Mum quite a lot. Yeah. Like without fail every day sit down and chat about things. Just cos y'know have a cup of tea or
something.
Tristan . . . .
They talked to me about it, they took me to like counselling sessions and to meet her and they talked to me about what happened to her
and stuff like that
Tristan | Yeah, I've been able to talk about what happened. | haven’t been told why she does it, why she did it. But I've been told about what
happened when she got there, what happened the first night she was there, stuff like that.
Barry | No, because everyone in the house already knew.
Barry | think sometimes Mum and Dad are helpful and like honest and stuff.
Barry | But like other times they do tell me. Uhm and that’s like, they tell me most of the time but sometimes they don’t.
Barry
Sometimes I’'m glad that they don’t tell me because like | manage to make them tell me and then | wish | didn’t know
Barry | Ithink sometimes Mum and Dad are helpful and like honest and stuff.
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Gary

Gary

Gary

Gary

Gary

Gary

Gary

Gary

Gary

Gary

I'm much closer with my Mum than my dad. | can talk to my dad about, um, everything except like emotional stuff and family stuff. Like
we just don't talk about that at all with my dad. Uh, | don't know why. It's just, | guess because my Mum is better at it. Maybe my dad's
better at it but he doesn't, but he has actually spoken to me a lot more about it recently. [R: Yeah.] Like we'd go and walk, like dog walks
together and we have just a proper conversation about it. Like you'd never, I've never spoken with my Dad about anything personal
before. And for the first time after this he's speaking to me about everything, like really deep stuff about like just about ‘A’ and life and
things and he just, it makes me feel like | can actually talk to him. I'll probably still go to my Mum to talk about things, but he's there if |
need to.

Yeah, | think we all have. | think we've all changed in how we feel about it and we've all sort of become just a lot more open with each
other. So that, it's a good thing, | guess

Speak to my Mum about it. [R: Yeah.] | think my Mum's very good at speaking to give me advice and that's normally how | speak to if |
need advice | guess.

Well, well, we've always had a very good, we talk about everything, but we're just talking a lot more about things. | think it's been very
stressful for these few weeks and having to still go to work and come back.

Yeah. It's about half an hour. So we've got every uh, every night doing that. I'm just sitting there for a few hours and really talk about a lot
of things you've never spoken about before. Quite honest with each other

we're a lot more open with each other and we've spoken about a lot of different things we'd never normally speak to each other now over
these few weeks and we, and we've, every night we've sat down together and talked about the situation and we never would have
normally done that

| guess because | guess we realised that it's important to talk about things because ‘A’, that's what ‘A’ said. That we just weren't talking
about our problems and | guess we were just talking about everything now and thinking we all know now that we can talk to each other
about whatever ever we want. It doesn't matter what we say. And that's what we do now.

| don't know. | think, | hope now that we are all a lot open, honest, honest with each other what we want, we'll actually plan things and
we've, like, learnt, learned lessons from this but | hope it doesn't go back eventually fall back into older habits.

we're a lot more open with each other and we've spoken about a lot of different things we'd never normally speak to each other now over
these few weeks and we, and we've, every night we've sat down together and talked about the situation and we never would have
normally done that

| guess because | guess we realised that it's important to talk about things because ‘A’, that's what ‘A’ said. That we just weren't talking
about our problems and | guess we were just talking about everything now and thinking we all know now that we can talk to each other
about whatever ever we want. It doesn't matter what we say. And that's what we do now
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‘ John ‘ My Mum'’s started telling me like what’s happening and all that
2b. "we Barry | well me an ‘E’ are really close now
kind of get | Barry | Like the whole time from when she was, pretty much, admitted the first time and then until she was like, admitted like, still, like, to this
along a lot day we’ve been like really close. Err, like all of a sudden when she was discharged and like part way through when she was in here first we
better now" just got really close all of a sudden

Barry | it was more that | knew what she was going through, so | was being like, a lot like gentle around her. And we just like found stuff that we
both liked and... did it and stuff.

Barry | I thinkit’s like sort of awkward because when she’s like going to all these appointments | have to like ask ‘ooh where you going?’ even
though | know and stuff just to keep my cover

Barry | It's upsetting because like when she’s been upset or something and like, been like thinking suicidal thoughts she like wouldn’t be open
once | was there. She’s just like erm act all normal

Barry | I don’t really know because it’s just like... erm... it’s just an appointment, that’s just all she wants me to know. Like at first when she’d go
to the doctors she’d just say that it was a regular check-up when | didn’t like know why she was going. But now | know where she’s going
so.. but like | can’t say that | do so it’s like pretty tough to keep your cover and stuff

John Uhm, well, | kind of became more worried and care about her more because we never got on before all this, now this has happened | care
a lot more.

John Erm, yeah because we like we kind of get along a lot better now. And she says it’s about that because I’'m more mature now.

John I've stopped worrying about her a lot more [because | know she's in hospital]

Peter | So after that | sort of realise how... it sounds really soppy, but how much | cared. It was quite, it was quite overwhelming at points.

Peter | Erm. Yeah, I'd say so. But | think, | think my relationship with P has always been sort of like I'm here if you need me, but otherwise bugger
off because who wants to spend time with a sibling all day, you just don't do you? You live together. You're just like, you don't want to be
there 24/7 because then you'd end up killing each other. But no erm i think we get on. Hmm. | think in some respects we are closer,
especially in the past couple of weeks she started to talk to me more about things. Which although is hard to hear, is good to hear. [R:
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Yeah.] If you know what | mean? So Yeah, she's spoke to me about more, which | think has sort of showed me we have grown quite close

Peter | it's not changing the way we act towards one another, but there's a greater understanding, | think on my part to her more so, cause
obviously it's her who's been affected. So | feel like I've sort of grown to know her emotionally more

Peter | Whereas now | can see, so for instance, when we were in the car the other day | could see she was upset and she was more, she wasn't as
nervous as being upset around me, so | think in that sense it's changed, but otherwise the relationship hasn't changed.

Tristan | They were better. It was like, after she came into hospital she started acting nicer. Yeah. And she was like more compassionate to me.
Wasn’t telling me to shut up all the time and letting me talk and stuff like that.

Tristan | They’re nice. It’s not like we can just talk openly like, and not just, because if | just walked up to her now and went ‘hey L’ she’d go ‘ugh’ or
something like that but it’s not like whenever | step in to the room she screams bloody murder

Tristan | It was good. Sometimes we’d bicker again but that was like normal sibling stuff.

Tristan | That was relieving. Because | thought that was for the rest of my life or whilst | was at home with her | wouldn’t be able to do anything.
So, it was relieving once she started letting me do more things.

Tristan | Yeah, because on Friday’s we’d go and see my grandma and we’d come here and pick her up and stay here for like 20 minutes and then
other times in the week I’d come over and see her. So | saw her more.

Tristan | She was letting me talk more. She wasn’t telling me off for every little thing that | did. And every time | went past her, because at like the
peak of it she was giving me dirty looks, she wasn’t doing that anymore. Her face was more bright, | guess you could call it

Tristan They’re nice. It’s not like we can just talk openly like, and not just, because if | just walked up to her now and went ‘hey L’ she’d go ‘ugh’ or
something like that but it’s not like whenever | step in to the room she screams bloody murder

Tristan

she didn’t like me being around her and she thought | was embarrassing and stuff like that. So that was difficult because | couldn’t be
around my family because she’d always be downstairs with mum and dad.
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Gary

Um, | think it all does us good spending time, but um, but just not motivated enough to plan something to do every, every weekend. But |
don't think we realised we didn't need to go on a big trip. We could have just had a big meal together or done something together in the
house, but we just didn't do that. We just did our own things on the weekend and never talk to each other that much

2c. "l was
worried
about her
most of the
time"

Because under her bed she’s got a big drawer thing and under her bed she’d have like tissues of blood. From when she was like self-

Barry | harmed
Barry | Ijust like get really upset when | find out that she’s like she doesn’t want to live and stuff.

Like when she was first in here she tried to run in to cars and stuff so my mum had to call the police to escort her back here and that was
Barry | upsetting. But, uhm, at the moment like, she’s been getting suicidal thoughts and that’s quite upsetting
Barry | Ijust like get really upset when | find out that she’s like she doesn’t want to live and stuff.

Because sometimes when she’s done something like to like harm herself and stuff they don’t like to tell me about it because they don’t
Barry | want me to get upset.

well anything to be honest — if she’s upset or anything like that I'll go straight to my mum and tell her ‘cos she’s good with my mum, she
John talks to her... better than she used to.
John Well | was worried about her most of the time

well last time she did it, the other day, erm, when my mum was like away for a few hours she was looking for like the medicine and | was
John in the house as well, and | didn’t know... | kind of feel like that was my fault and | should have like been with her
John Most of the time, yeah... Sometimes it’s like bad news and | just, | worry about her more now

I’'m thinking about what she was like right before she did it. Because | remember before, about two hours before, | was sitting down with
Tristan | her and she seemed fine and then all of a sudden, she was being rushed off to hospital in my mum’s car

Yeah. And | feel like the one who was scared most of all was L. Because she didn’t know if she was going to die. If she was going to sleep
Tristan | one night and just never wake up.
Tristan | Like my mum'’s fine but around L I’'m just not, | don’t really want to bring it up, if you know what | mean
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Tristan

Tristan

Tristan

| was scared. | was, because I've heard about people overdosing and how it’s like a dead quick death. | was scared that she was going to
die. | remember sitting in bed, because we hadn’t been able to see her the first night she was there, quivering, like shaking, is she going to
die? Is she going to pull through? | remember just being really scared

That was... odd. Because | felt like we should have been talking but at the same time | felt that we shouldn’t at the same time

My dad acted nonchalant, but | could tell he was very worried, but he was just trying to put on a brave face in front of me. And then like
that night we didn’t really talk about it, we were just trying to act normal. We eat tea. It was just me and him eating. We were talking
about other stuff, like: how’s your day been, how’s work, stuff like that.

Peter

Peter

Peter

Peter

Peter

But, | think, | honestly think if | hadn't told her | was going to come downstairs. That | could have gone downstairs in the morning and
found her lying there. Which | don't know. | might be overthinking it. Which is always a possibility. I'm the king of that! But | think, for me
though, because of what happened, | think that was a genuine possibility. | could've gone downstairs and | could have found her lying
there

To know that someone who's always been there, well for the most part, doesn't want to be.

| think as soon as | came here | knew she was in a better place here so she can get the help there. She's safe here because obviously you
monitor her like every 20 minutes or so

| think, it's horrific to think that, like my sister this person I've known since, since literally she was born, wants to take her own life. It's a
horrific and it's a fear because you don't know if you're going to wake up one day and she's taken her life. That's, that is terrifying. When
she was there the other night, after that thing | didn't want to go sleep, | didn't really go to sleep to be honest. But yeah. It is quite. | think
fear is probably the best way to put it. [R: Yeah.] It's just a constant fear. It's not the so much fear, like obviously she's afraid of her own
condition. And of course she is, cause it's terrifying to have something put into your head by your own head, that's horrendous. But, it's
this fear cause obviously, my sister is, she's funny as hell. But it's this fear that you could wake up one day and she's not there. And | think
because obviously suicide in teenagers is a massive thing. There's all, there's always stories on the news about it happening. There's
obviously more cases than are reported, which is scary. | think when you look at things like the self-harm and because | know of her self-
harm, I've never seen the self-harm that she's done. | don't think | could look at the self-harm she's done.

| wanted to go after her but | was at the other end so couldn't do that without drawing a load of attention in front of 1200 people. Yeah.
Just nipping out, see you in a min. But it don't work like that does it? But she went with someone so it was fine. But it's like little things like
that where | see her get up and leave and | think please for the love of God, don't say she's going to hurt herself with something out of
fear and it's just constant worry. It’s awful, it's horrible, it's there, you got to deal with it.
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Peter

Because at school, she can get hold of all sorts, all sharpeners and knives as well in school, forks and all sorts of things you could do
damage to yourself with. And it's just this constant fear.

Gary

Gary

Gary

Gary

Gary

But after she did it, she said no one supported her on that Friday and no one made her feel any better. | didn't know what to do, like |
always go in, and | know, | know | should do all the time, but that Friday I'd helped her as much as | can all day and offered food and drinks
and tried to talk to her about things. But | wasn't really sure what else to do.

| don't know how it's affected me really, but it just makes me feel like I've done something wrong because she blamed a lot of it on us. She
was saying that it was all our fault, that it was, our, that she did what she did. And it's hard to like sleep when you, when you've got that in
your mind because it's not nice being blamed for such a serious thing. Mum says that that's just because she's in her head and that's how
she's feeling. But it's hard to not let it get to you. That being blamed for all the negative things in her head.

And it was just sad that she had to do that and that things got so bad and getting blamed for things getting that bad on us was pretty bad.
Like ‘A’ said it was our fault. Yeah, so getting blamed for that, it wasn't very nice, really. Hopefully things will get better.

It was difficult to, um, know what to do. Like | didn't know how to make her feel better and it was hard to | just sort of, it's quite hard to
keep going in every time even though she doesn't want me to go in and | didn't know what to do really. | just wasn't sure. | was just
hoping one of these therapists or something would help and make her feel better. Didn't happen really.

Uh, well on the Friday, this was like the night when she actually drank the paracetamol. She, she took the day off school cause she was
just feeling so low. So, | was like | need to be trying even though she's doesn't want to | need to come and speak, so | woke up, because |
was at home too because | still haven't been in school for a while. So | said, do you want me to make you breakfast cause | was like I've
never made anyone breakfast but | thought she's really not feeling it today, I'll make her breakfast. And she says no, | don't want anything.
And then | come in later again, she said, try and | say can | sit down? And | brought some work into do just like OK I'm just going to sit here
and she's like get out, don't stay in here. But after she did it, she said no one supported her on that Friday and no one made her feel any
better. | didn't know what to do, like I always go in, and | know, | know | should do all the time, but that Friday I'd helped her as much as |
can all day and offered food and drinks and tried to talk to her about things. But | wasn't really sure what else to do.
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3. The future

Subordinate

theme Ppt Quotes
3a. “like
this because again that highlighted sort of what was going through her head. And sort of the extent it has on people. So obviously P won't talk
forever” to me about that cause she won't talk to anyone about the level of intrusion in her thoughts. Obviously it's horrific for her. | think it
horrifies her that her brain can come up with that. Yeah. Like it does with everyone, don't they? I'm just quoting the video now. Everyone
Peter | hasthem but they just go get out of my head type thing.
So it was just, highlighted how much it was but that's the only sort of information source | have really had on it and | think I'm on the
fence of whether | want to know or whether | don't. So if | do know | find out more about it | realise how unwell she is. Whereas If | don't
Peter | then I'm sat wondering about things and yeah, you can't find a medium cause no matter where you sit you're not happy.
| think that like when she’s older she’ll probably like struggle to like live on her own and stuff. So like mum thinks that she’ll always be
Barry | living with them and | think she will too because it’s just somewhere familiar.
| think like it’s something that she’ll always have and she just needs to like channel it and like get the help that she needs and take her
Barry | meds and stuff.
Erm, if she stays at home I'll be like upset that she never got to go out and pursue her dream. But then I'd be happy because | know she’s
Barry | safe.
No, she can’t multi task all of a sudden. Like when she’s doing something and you’re trying to get her attention she just like blanks you out
Barry | and she never used to do that. But | don’t know.
| was feeling like she’s going to be like this forever. She was gonna stay like this, be antisocial. Be that forever. She’d stay completely like
that. But when she started opening up, being more social, it relieved me a lot because | knew she was getting better. And by the time, |
Tristan | don’t know, she’s 20 she’ll have tonnes of friends and a job and stuff like that.
Tristan | Because | didn’t want her to live like that. | wanted her to have a nice life, with nice friends, and a nice cat
It was like | knew she was getting better and her life was turning around and look everything she had done to build it back up was actually
Tristan | working.
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It was like, after she came into hospital she started acting nicer. Yeah. And she was like more compassionate to me. Wasn't telling me to

Tristan | shut up all the time and letting me talk and stuff like that.
Tristan | Her face was more bright, | guess you could call it.
Tristan | It was good. Sometimes we’d bicker again but that was like normal sibling stuff.
Tristan | It made me feel much more relieved. So | knew she was getting better.
She was socialising more. Because when she was like not taking meds and at home she was, like she wouldn’t talk to people much, and
she was kind of like all drawn in an only talk to us but when she came here she made friends, she was doing stuff, she was going outside
Tristan | for walks. Stuff like that.
That was relieving. Because | thought that was for the rest of my life or whilst | was at home with her | wouldn’t be able to do anything.
Tristan | So, it was relieving once she started letting me do more things.
They were better. It was like, after she came into hospital she started acting nicer. Yeah. And she was like more compassionate to me.
Tristan Wasn'’t telling me to shut up all the time and letting me talk and stuff like that.
i
We, we try and, like here she doesn't like speaking to us. She just wants to go home and because she hasn't had very good experience
with talking to therapists in the past, she just thinks this is not going to work and it's not going to help her. And she's got very negative
Gary attitude towards it all at the moment. Not really sure how to do, how to change that.
Yeah, it's still early days. | don't know if she, she realises that cause she's like, when she first came here she said like I've been here three
Gary days and it hasn't made a difference yet. She didn't understand that it takes a while.
| don't think it's going to be a long-term effect for me. | think as soon as I'm better and be ‘A’'s better and | know in my head that she is
going to be okay and there's something for her - | think | can just move along. But, yeah, it's, it wasn't, it's not nice to know that things
Gary might never get better, but hopefully | can know in my head that things will never get worse and it won't go back to how she was.
| don't know. | think, | hope now that we are all a lot open, honest, honest with each other what we want, we'll actually plan things and
Gary we've, like, learnt, learned lessons from this but | hope it doesn't go back eventually fall back into older habits.
3b. Well, it's sad seeing her dip up and down and it's hard to, because we thought those the first two weeks she was just getting better every
setbacks day. She was speaking to us and she was allowed on leave and we were going out and just really enjoying the time as a family. But now it's
Gary back down to, she's just not talking anymore. Don't know what to do.
Yeah well, | thought it was going to be short. | thought she was going to be in here for a week or so. But we slowly started to understand
Gary that this is not a temporary thing, and this is going to take a while till she's better. [R: Yeah] and here she has her ups and downs. She
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hasn't spoken to us in like three or four days now she just doesn't speak but when she first came here she was speaking to us and she was
all right again. It seemed like she was all right. She just has phases of being very negative and very positive.

Yeah. She just hardly speaking at all now and doesn't want to, just goes on her phone, sits in her room here. Same old habits that she was

Gary like before.

Barry | Erm, | think it will be better but sometimes she’ll be in a low mood and it’ll put her off doing stuff because she gets like bored quite easily
| feel like she’s getting better... but it kind of happened again didn’t it? | don’t know what’s the cause of that... | don’t know... different

John things leading to one another and then she did it
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4. Contact with professionals

Subordinate ARk

theme Quotes

4a. "who Peter | obviously | wasn't that, isn't that, but obviously it's just sort of in your head because you don't know what to expect because you know

was taking what's in a normal hospital because nearly everyone's been to hospital at some point. But when it's sort of a place like this, you don't know

care of what's there. It wasn't that bad. But | dealt with it.

her? Peter I mean, | didn't want to come near this place to be honest with you, because | sort of avoided the whole concept, sort of like almost as if it
was a taboo to me. | didn't want to come there. Because obviously it's a hospital first and foremost that she's having to stay in. I'm not
bothered about hospitals at all, I've been in them quite a bit. But then | didn't want come to this place. Sort of meant seeing how bad
things were.

Peter | Partly my Mum, partly [girlfriend]. And then was just thinking about it myself in general. Because obviously my mum wanted me go see
her. Admittedly | did miss her, didn't say that. But yeah, it was quite an odd one. | just sort of decided that, you know what, I'm going to go,
sort of like a 'sod it', that situation where | just thought you know what I'm just going to, so | did. So | came and thought it's not that bad, |
felt uncomfortable like for that. | was there. It was all right. It wasn't what | expected. | didn't know what | expected. | think in my head, |
had it like, some people are going to be walking around in like these white coats and you know, so like you're in American horror movie
type thing where it's all going on.

Barry | it was weird because it was like an unfamiliar place but like almost every night we’d be in this room. And that table would be like over
there and we’d play like board games and stuff.

Barry | Yeah because | was too young to be able to go in like the bedrooms and stuff. But now I’'m old enough.

Tristan | | wanted to know who was taking care of her and who they were and how nice they were and stuff like that.

Tristan | | found that, again, | hate to be repetitive, but | found that relieving knowing that she was getting better, and people were helping her.

Tristan | it was kind of like | knew the people who were treating her, or at least FT

Tristan | | knew the people who were looking after her were nice and supportive.

Tristan | Yeah, | was thinking they’d all be like — have you ever read ‘Grandpa’s Great Escape’? | was thinking they’d all be like that.

Tristan | Mum dad did CAMHS really. I’d come around for visits and I’d come just before she got discharged for kind of party thing but that’s all |

really do. Like | wouldn’t meet the nurses, or whatever you call them — matrons — | wouldn’t see the doctor
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4b.

“someone | garry | Uhm, because it likes brings us all together to like talk honestly. And it also just helps us like, we do fun stuff and talk and stuff
to talk to”
Barry | But like the appointments they were a bit like weird at first. Because | didn’t really know what was going on but like now its fine
I’'ve been to that family therapy with Mum and N. And, | think I'm going next time as well. And then that’s it. | don’t really talk much about
John it
At first | was apprehensive because | was like are they going to be nice, mean, supportive or cruel but after the first meeting, it was much
better because it was like a weight had been lifted from my shoulder and | knew the people who were looking after her were nice and
Tristan | supportive
And | think, and | think there needs to be something for parents especially but because obviously for a parent it's difficult, but | think the
Peter | needs to be something there. Even if it's just a case of any person. It needs to be someone who's not trained to deal with it or anything
So, | think just having something there, someone to talk to, whether it's a mentor or do you know what | mean? That sort of thing, because
Peter | there is nothing in place to help the family
So, and we've done various things and talked to various people to help her with that, but it just didn't really get better and like we don't
Gary know what to do really
It wasn't nice at all. Yeah. Having someone criticise everything you do in your life. It wasn't nice, but we tried to change. But eventually the
old habits came back, and it, and it didn't really help and | don't know, school's not, her school wasn't doing very much to help her either.
Gary They didn't really, they never offered her much support.
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5. Opening up

Subordinate | Ppt
theme Quotes
>a Barry | | just have to like occupy myself to, to try and not think about it. And that’s why | don’t want to go back to school because I'll be so bored
"emotionally that’s all | could think about.
shut myself | Barry | Err, when it comes to something going wrong or like my PlayStation, I like bang the controller and stuff. And | broke like two controllers
off" before but like | don’t properly smash them and stuff, just hit them and stuff. And, like, recently | was like, with my heel | was banging on the
back of stairs and it like broke.

Barry | I'd just get angry like sometimes when I’'m like miserable | just get angry over anything.

Barry | I've like broken my drawers and like broken a bit of the stairs and stuff.

John
| don’t think its really changed me, or my mood or whatever... but like, they’re trying to get me to like open up a bit more

Gary Yeah. it's hard to sleep at the moment. | haven't been getting as much sleep

Gary yes, it was, it was nice to talk to her about it and I'm not that much of an emotional person, so | don't think it will really affect me in the long
run

Peter | cause otherwise I just sort of, | think | had emotionally shut myself off from it. Sort of detached from it a bit and just accepted factually what
it was. Not on impact.

Peter | But like | say it's a lot better now. I'm not that bothered now. Yeah. Especially now she's on the mend type thing. Yeah.

Peter | | had justturned 18 - | went out. Got absolutely leathered for about five out of seven nights of the week | think at one point. I'd say | didn't
get that bad every night. But I'd say | had a drink about five of seven nights and the week after. Well, it was quite weird actually because |
always sort of, | started to understand why some people drank. Yeah. If you know what | mean. Which is awful because I'm 18 | know that is
really bad. But it was sort of, it was a way to cope. It was a way to just switch off from it, which made it quite sort of easy to do. But | don't
know. | felt, | felt like | needed to help her

Peter | mean at one point, | was at a party actually, to tell you the truth, | actually downed like a bottle of vodka. That's not making myself like
great... | don't have an alcohol problem!

Peter | There's points where I've said prayers about stuff because | am a catholic, so like a default thing, you know, say a prayer. Makes things
better. But... quite nice coping mechanism actually.

Tristan

Like I’d play a game for like 4 hours straight and only come down if my mum called me or something. And then I'd like watch a TV show for a
couple of hours. So, | was like doing less, just trying to... not like get away but focus more on that than the other things.
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Tristan ‘ It was a bit like, | felt like | was alone. Isolated. But when | sort of immersed myself in stuff it was like, better

5b."I'm not | Peter | So when she comes home for a weekend or something, they'll go shopping, they'll do this, or they'll do this. And | think it's sparked jealousy

the one who from the older sister. | don't see why personally, | can understand why, because obviously she's getting my mum's attention and | see it as
needs the well, course | do but I'm not bothered. My attitude is she's not home half the time. [R: Yeah.] She needs the attention when she can have it.
attention" She doesn't live with my and Mum at the minute

Peter | because you don't want to be an inconvenience almost. Like | say, it's 'P' who needs the care

Peter | obviously you're always told like you can come and speak to us anytime you want. But | won't do that. | never would. I'd never go out of my
way to discuss my emotions with someone. For me that | just be like a broken, I'd be like, what's wrong with you? What's going on? I'd never
do that. But | think if you have someone ask you, for me, if someone asks me if I'm okay and I'm not okay, generally if I'm really not okay, |
will tell them that I'm like, okay.

Peter | That someone's around me because they pity me or whatever, But, | don't wants to be pitied because of that. And in that sense as well, it's
not my problem. I'm not the one who needs the attention. It's obviously P that needs the attention. [R: Yeah.] So it's not, it's almost not my
place to have sort of the care, because | don't need it. I'm not in a bad state myself. So in that sense that's just not talk about it. Keep it to
myself.

Peter | | won't speak to my mum about how I feel.

Gary Um, | think the reason | wasn't involved was because | wasn't the main problem - if that sounds right. Like | think ‘A’ was the most involved
and my mum, cause they're the ones that needed the help from the family sessions. And me and my dad kind of just said, okay, we'll do what
they want us to do and that's what we'll do. We'll carry on with it.

John Yeah, pretty much. When she comes home and all that | sit with her on the sofa

>¢. stigma | Barry don’t really want any of my friends knowing because | don’t want it spreading around school that Barry's sister is in hospital and stuff

Barry | |just don’t want it spreading around school. Because | don’t want like people knowing. Because ‘E’ doesn’t even know that | know [R: Ok]
much about it

Barry I’d just rather just like not. Because like | don’t really want my teachers knowing because it’s just a bit awkward

Barry | just don’t want it spreading around school. Because | don’t want like people knowing. Because ‘E’ doesn’t even know that | know

Peter

But | think, it was a case of, like for instance the first person to speak to me about it was PJ, Mr. Johnson sorry, uhm he basically said to me
it's okay not to be okay about it. At that point | started to get upset
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Peter

Peter

Peter

Peter

| think with people when you talk about things, they feel like they have to, in a sense, because obviously if a person who opens up, you feel
like responsible to help them through. So | work with little ones, if a kid comes to me with a little cut, | feel like all of a sudden I'm the one
who's responsible for dealing with this cut. | need to put a plaster on it and make sure it's clean and whatever. Like you do feel automatically
responsible to help a person, it's just your empathy kicking in. And, yeah, so | don't want to, uh, | don't, | don't want to be pitied.

That someone's around me because they pity me or whatever, But, | don't want to be pitied because of that. And in that sense as well, it's
not my problem. I'm not the one who needs the attention. It's obviously P that needs the attention. [R: Yeah.] So it's not, it's almost not my
place to have sort of the care, because | don't need it. I'm not in a bad state myself. So in that sense that's just not talk about it. Keep it to
myself.

That people are around me cause they pity me. Don't me wrong, It's completely irrational. But hey-ho. But it's why | don't like to talk about
it. | don't want to be talked to by person because they feel like they have to me, it's not what | want. So in that sense, I'd rather deal with it
myself then talk to someone about it because it's just, | don't want to.

obviously you're always told like you can come and speak to us anytime you want. But | won't do that. | never would. I'd never go out of my
way to discuss my emotions with someone. For me that | just be like a broken, I'd be like, what's wrong with you? What's going on? I'd never
do that

Gary
Gary

Gary

Gary

| haven't let any of my friends know because, um, ‘A’, doesn't want, wants as little people to know as possible

If I needed help, | can get help and uh, college has supported me, and they say spend as long as time off as you want. It's not the end of the
world if you don't take your exams this year you can do it again. That made me feel, because | was very worried about college and work
being ill and ‘A’. So, we had a meeting, we had a meeting with them and it's fine. | can just do work from home until | get better and ‘A’ gets
better.

Yeah. That really did make, because | thought they were going to just kick me out when not if, when then they knew | wasn't going to be in
for a while but, so, they're supporting me way better than | could ever imagine.

But, um, a friend from school - I've known her since like primary and high school. And has a sister who's like gone through the similar thing.
So she knows about it and I've talked to her and we just talk for ages about everything. And the same sort of thing with the family, we just
opened up about everything and that makes me feel a lot better just having someone to be able to talk to about, because | don't think my
friends would be very sympathetic with it. They wouldn't really understand. And so someone who understands and has been through it, a
similar thing, it's a lot more relatable

John

It’s only just started like a couple of weeks ago and he’s pulled me out once or twice, yesterday | think. But he says he’s going to try and find
a time once or twice a week where I'll spend like half an hour with him

123



John Schools tried to get involved and like try and get, like I've got someone from ESR who has to talk to me and he pulls me out of lessons and
asks about things and all that

John
Uhm, yeah they’ve emailed my teachers to say if | act differently to send me up and all that so | can talk to someone. So... yeah...
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Appendix K: Author guidelines for intended journal of publication

1. Manuscripts should allow for 'blind/anonymised' refereeing and must not
contain author names or any identifiable data.

2. Manuscripts must be typed in double spacing throughout, including quotation,
notes and references in the following order:

Title Page: to contain the title of the paper, word count, suggested running head
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for the corresponding author.
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Paper 3: Executive Summary

Background

Clinicians working in Child and Adolescent Mental Health Services
(CAMHS) are aware of the impact a young person’s mental health
difficulties can have not just on the service user, but also on their wider
system. With increasing numbers of young people being referred to
CAMHS (Newlan, 2018), one can assume therefore that more families
are affected. Research suggests that positive family engagement can
reduce the likelihood of readmission to hospital after discharge

(Green, et al., 2001).

Often, parents are negatively affected when their child is admitted to
hospital (Clarke & Winsor, 2010) and this may impact on any children
still living at home. However, little research has explored the effect an
admission to an inpatient mental health unit can have on siblings and
the support that they may need. For the siblings of the service user this
may be their first encounter with mental health difficulties and this
significant life event may also have an impact on their own wellbeing
(Griffiths & Sin, 2013).

Aims

e To explore young people’s experiences of having a sibling
admitted to an inpatient mental health unit;
e To understand how professionals can support and include

siblings in routine clinical practice.
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Method

Siblings of young people who were admitted to a CAMHS inpatient
unit in the West Midlands were interviewed between July 2018 and
March 2019. Five brothers from White-British backgrounds who were
aged between 12 and 18 were interviewed. 3 had older sisters (Barry,
Tristan and John), and 2 had younger sisters (Peter and Gary) who

were all currently an inpatient at time of recruitment.

The qualitative approach, Interpretative Phenomenological Analysis
(Smith, Flowers, & Larkin, 2009) was used to analyse interview
transcripts, from which key themes were identified. This method allows
for an in-depth analysis to explore the significance of the hospital

admission on participant’s lives.

Key Findings

5 superordinate themes were identified with 13 subordinate themes.

The 5 themes are summarised below.

“A shock to the system”

Participants described their sister’'s admission to hospital as a “shock fo
the system” (Peter), having an impact on them and their parents’
lives. They felt the admission was more of a surprise as they had not
been aware of how difficult their sister was finding things leading up to

the admission.

Some shared that their parents were struggling with the situation also

but trying to “put on a brave face” (Tristan).

“My dad acted nonchalant, but | could tell he was very

worried, but he was just trying to put on a brave face in
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front of me. And then like that night we didn’t really talk

about it, we were just frying to act normal.” (Tristan)

The participants spoke about feeling helpless in being able to support

their sister, especially if their sister experienced suicidal thoughts.

Relationship Changes

All the participants reported being more open with their parents. They
noticed a greater closeness with their sister however worried more

about them since learning that they experienced suicidal thoughts.

“we're alot more open with each other and we've
spoken about a lot of different things we'd never

normally speak.” (Gary)

“it's not changing the way we act fowards one
another, but there's a greater understanding [...] | feel
like I've sort of grown to know her emotionally more.”

(Peter)

“Sometimes it's like bad news and | just, | worry about

her more now.” (John)

“She's going to be like this forever”

Participants also worried about their sister’s future and that they may
never get better. They struggled if their sister had a setback whilst in

hospital and described feeling worried a lot of the time about them.

“I was feeling like she'’s going to be like this forever. She
was gonna stay like this, be antisocial. Be that forever.

She’d stay completely like that.” (Tristan)
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“it's sad seeing her dip up and down” (Gary)

Contact with professionals

Some participants described being apprehensive about visiting the
hospital for the first time as they did not know what to expect. They
imagined that it would be like the negative images described in the

media.

“I didn't know what | expected. | think in my head, |
had it like, some people are going to be walking
around in like these white coats and you know, so like

you're in American horror movie type thing...” (Peter)

Those who had aftended family therapy sessions described them as
helpful but also shared that they did not know what to expect initially
but appreciated being able to meet some of the professionals

treating their sister.

Opening up

Participants spoke about how they felt they were managing the
sifuation and their own feelings about their sister being in hospital.
There was a sense that participants were disconnected from their
emotions and using avoidance strategies, such as alcohol or

distraction.
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“I think | had emotionally shut myself off from it. Sort of
detached from it a bit and just accepted factually

what it was. Not on impact.” (Peter)

“I just have to like occupy myself to, to try and not think

about it.” (Barry)

They also worried about detracting from the support their sister

required by sharing how they were feeling. Some also worried that

their friends would not understand mental health difficulties.

“it's not my problem. I'm not the one who needs the
attention [...] So, in that sense that's just not talk about

it. Keep it to myself.” (Peter)

“I don't think my friends would be very sympathetic with

it. They wouldn't really understand.” (Gary)

Limitations

The participants were all White-British males with sisters who had
been admitted to hospital. The experiences of families from
different cultural backgrounds or different family set-ups, such
as step-siblings, may be different.

The long-term implications of having a sibling in hospital was not
explored, we can only make hypotheses based on what the

participants shared as to how they may be affected.
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Summary

This study aimed to explore the experiences of young people who
have a sibling receiving freatment in a CAMHS inpatient unit, and to
better understand how siblings can be supported by professionals. Our
findings suggest that for young males whose sisters are admitted to
hospital, they experience positive changes in their relationships with
their parents and sibling due to a greater understanding and
becoming more open with each other. However, they also described
avoiding their own emotions through distraction or alcohol and report
not wanting to share their own worries with their parents for fear of
adding to their stress. Participants also worried a lot about their sister’s
safety especially if their sister had expressed suicidal thoughts. The
young people interviewed also worried about stigma from their peers
or felt unable to speak to their friends due fo their sister not wanting
others to know that they were in hospital. This had an impact on the

social support available to the participants.

Future Research

e Further research into the experience of siblings would be
beneficial fo gain more information on their views especially for
families from different cultural backgrounds and family set ups.

e Researching the potential effect on young people whose sibling
has made an attempt to take their own life would be valuable
as this could be a potentially traumatic event for siblings, yet

little is known on how it impacts other family members.
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Recommendations

e Ensure the wellbeing of any siblings is also explored at
assessment with siblings being given the opportunity to ask any
questions and share any worries they may have.

e Aninformation resource for siblings of young people in hospital
would be beneficial in helping siblings know what to expect
once their brother or sister has been admitted to hospital, as
well as psychoeducation on their brother or sister’s mental
health difficulties. This would need to be age-appropriate and
delivered at their pace, in a person-centred way.

e Family therapy should continue to be routinely offered to
families as this provides the family with a space to discuss how
they are managing with their family member in hospital.
However, other hospital staff can liaise with family members to

listen to any questions or concerns they may have.
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