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Overview

Whilst the majority of adolescents receive support from mental health services
in community settings, some have problems that reach a level of severity and
complexity that requires admission to hospital. Little is known, however, about how the
young person adjusts and reintegrates back home following discharge from an inpatient
unit.

Part 1 is a literature review evaluating the evidence-base of alternative provisions
to inpatient care for children and young people with severe and complex mental health
problems. A total of 13 studies were identified for inclusion, and five intervention types
were classified. The majority of the studies reported positive outcomes, but the strength
of their designs varied. Overall, the studies provided promising findings for the
effectiveness of community-based interventions for children and adolescents with
complex mental health needs.

Part 2 is a qualitative study that explored adolescent inpatients’ anticipations
about the transition from inpatient care back into the community, that was informed by
Self Determination Theory (Deci & Ryan, 1980). Semi-structured interviews were
conducted with 12 adolescent inpatients and transcripts were analysed using thematic
analysis. The adolescents saw the transition back home as providing both opportunities
(e.g. personal growth) and challenges (e.g. re-entering the “real world” and negative
perceptions from others).

Part 3 is a reflective discussion of the process of developing and carrying out the
qualitative study. It focuses on three areas: issues of self-reflexivity, the process of
interviewing adolescents, and the tensions of balancing a phenomenological approach

whilst being informed by a theoretical framework.
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Part 1: Literature Review

Alternatives to inpatient care for children and adolescents with severe and

complex mental health problems



Abstract
Aims: To date there is limited research evaluating service provisions for children and
adolescents with severe and complex mental health problems. This review aimed to
critically evaluate the evidence-base of alternative provisions to inpatient care for
children and young people and provide a summary of the interventions reported in the
current literature.
Method: Studies were identified through a systematic search of the online databases
PsycIinfo, MEDLINE and Embase. The studies included in the review were rated for
quality using an adapted version of a checklist developed by Downs and Black (1998).
Results: A total of 13 studies were included in the review. Interventions were classified
into five types based on the nature of the delivery: multi-systemic therapy, assertive
community treatment, intensive day treatment, wraparound services and family
preservation services. Overall findings revealed significant improvements in
participants’ psychological functioning and behaviour, and significant reductions in out-
of-home placements. A multidisciplinary and multiagency approach was a common
feature of the interventions. Variation was found between the quality of the studies in
terms of design features and methodological rigour.
Conclusions: Overall, the studies under review provide promising findings for the
effectiveness of community-based interventions for children and adolescents with
complex mental health needs. There remains, however, limited evidence in terms of
‘what works for whom’ and scope to offer guidance for the further development of
services. Further research is needed to assess for longer-term outcomes and whether
positive changes are maintained, and to establish the cost-effectiveness of the

interventions available.



Introduction

Children and adolescents with the most severe and complex mental health
problems are typically supported within Tier 4 child and adolescent mental health
services (CAMHS) in the UK. These services form part of a highly specialised pathway
that is tailored for a level of complexity that cannot be provided by comprehensive
secondary (Tier 3) services. The National Service Framework (NSF) for Children,
Young People and Maternity Services by the Department of Health (DH) set the
standard that all young people requiring Tier 4 CAMHS should have access to a range
of services including intensive outpatient services, assertive outreach, inpatient
residential and other highly specialised services in order to meet the needs of children
and young people with complex needs (DH, 2004b). The term ‘young people’ is used
interchangeably with ‘adolescents’ within this thesis, and refers to individuals aged
between 12 and 18 years old.

There is strong evidence that inpatient services are effective for children and
young people with severe mental health problems (Blantz & Schmidt, 2000; Green et
al., 2007; Pfeiffer & Strzelecki, 1990). There is an ongoing debate, however, about the
advantages and disadvantages of inpatient care. Key disadvantages include high care
costs, the loss of support from the young person’s local community, institutionalisation
effects, disruption in educational attainment, and the detrimental impact on families
when a young family member is removed from their home setting (e.g. Green & Jones,
1998; Sharfstein, 1985). The possibility of providing intensive psychiatric and
psychosocial interventions without removing the patient from their natural environment
is therefore of particular importance for young people with psychiatric disorders (e.g.

Petti, 2010) and has led to a move towards alternatives to the traditional inpatient



treatment and the development of new models of intensive home and community-based
care (e.g. Darwish, Salmon, Ahuja & Steed, 2006; Henggeler et al., 1997; Van Den
Berg & Grealish, 1996).

There is a growing body of research evidence supporting the use of alternatives to
inpatient admission for certain groups of children and young people with mental health
problems (Ahmed, Salmon, Ahuja & Steed, 2006; Woolston, 1998). An ‘alternative to
inpatient care’ has been defined as a service for young people with serious mental health
problems who are at high risk of being admitted to an inpatient unit (Department of
Health, 2004b). McDougall and colleagues provide a comprehensive overview of the
Tier 4 services currently available for children and young people whose needs require
highly specialised interventions (McDougall, Worrall-Davies, Hewson, Richardson &
Cotgrove, 2008). In their paper they identify the key components of these intensive
community services: home-based treatments with small caseloads, individually tailored
packages of care and the prevention of family breakdown. Compared with the literature
on adult populations, however, research assessing the effectiveness of alternative Tier 4
services for children and young people remains limited (Lamb, 2009). This is of
particular concern given the increasing financial pressure on both public and private
health services to demonstrate the effectiveness of service provision through evaluation
studies. The existing research has been criticised for lacking precise details regarding
the interventions’ duration and intensity, as well as the training and qualifications
required to conduct such an activity (Shepperd et al., 2008).

To date only a handful of reviews evaluating the effectiveness of these alternative
care provisions have been published. The first highly stringent systematic review was

produced by Shepperd and colleagues in 2008 as part of a report for the National
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Institute for Health Research (Shepperd et al., 2008). The report includes analysis of the
effectiveness of the different models identified, in addition to a mapping study of
services in England and Wales. Through a comprehensive search strategy the authors
identified 17 comparison studies (in addition to 41 descriptive studies) that described
eight distinct models of care: multi-systemic therapy (MST), day hospital, case
management, specialist outpatient services, home treatment, family preservation
services, therapeutic foster care, and residential care. Findings were mixed, with an
uneven spread of research evidence; for example randomised controlled trial (RCT) data
was only available for four out of the eight treatment models (MST, specialist outpatient
services, home treatment, and family preservation services). MST yielded the most
robust evidence, with improvements in functioning reported at discharge. These
findings, however, were not sustained at four months follow-up indicating poor
maintenance of treatment effects. The weakest evidence came from therapeutic foster
care and residential care where only a single descriptive (uncontrolled pre-post-test)
study was found for each treatment model. The overall findings of this large scale
review highlighted the paucity of research available, and the need for more evaluations
to be conducted.

The following year Shepperd and colleagues published a Cochrane systematic
review restricted to randomised controlled trials (RCTSs), the gold standard for treatment
efficacy (Shepperd et al., 2009). The same RCT data from their government report was
reviewed (Shepperd et al., 2008) (i.e. seven RCTs comparing alternative treatments to
inpatient care for children and young people). This highlighted the scarcity of good
quality research that was available in the literature at the time, offering little guidance

for the development of services. Several limitations, however, should be noted with
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Shepperd et al.’s reviews (Shepperd et al., 2008; Shepperd et al., 2009). Highly
stringent inclusion criteria were used, with a key criterion being studies where
treatments were directly compared to inpatient care or an equivalent alternative. This is
likely to have substantially reduced the potential for identifying the range of services
available and prevented the identification of good quality practice-based evidence that
does not involve comparison groups. It could be argued that the complex nature of the
client group, in terms of problem severity and systemic influences, makes it difficult to
develop good quality RCTs, which require a level of control and equivalent comparison
that cannot be easily achieved for such a population and or treatment modality. This
may be one reason for the limited number of RCTs and it highlights the need for other
research designs to be considered in understanding the effectiveness of services for
children and young people.

In light of this, the current review aimed to broaden the type of research designs
to include all studies with clearly defined pre- and post-treatment outcomes (e.g. quasi-
experimental designs, uncontrolled trials). It was anticipated that this would expand the
available study set and offer examples of practice-based evidence as well as efficacy
trials. Given the recent push from the government to increase the evidence-base in order
to inform the development of specialised services for children and young people with
the most complex and severe mental health problems, it is important to consider new
studies available since Shepperd et al.’s (2008, 2009) reviews. The current review
therefore aimed to examine recent developments in the evidence for alternatives to

inpatient care, and evaluate the quality of the current research available.
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Aims of the current review

In summary, the current review aimed to broaden and update Shepperd et al’s

(2009) review in order to address the following objectives:

1.

To identify the effectiveness of alternative to inpatient models of care for
children and young people with severe and complex mental health problems.
To critically appraise the methodological quality of the studies and identify

important gaps and areas for further research.

Method

Inclusion criteria

Studies were included if they met criteria in four key areas:

1. Types of interventions

The interventions under study were mental health services providing specialist
care, beyond the capacity of generic outpatient provision, for children and
adolescents with severe mental health problems. This included services for ‘hard
to reach’ patients who would not engage in generic outpatient services. Services
that were not described as primarily targeting severe mental health or
emotional/behavioural problems (e.g. where mental health was a secondary

target) were excluded.

2. Participants

The study population was children or adolescents, aged five to 18 years, with a
serious and/or complex mental health problem. This included individuals

described as suffering from non-specific psychiatric, emotional or behavioural

13



disorders. Studies were included if the mean age of the participants fell within
the 5-18 years age range, even if some participants fell outside of this range.
Children and adolescents described as having a primary diagnosis of a
developmental or intellectual disability, mild mental health disorders, a primary
problem of juvenile delinquency and those receiving care for physical illnesses
were excluded.

3. Study design
Studies were included if they had clearly defined pre- and post-outcome
measurement (e.g. RCTs, quasi-experimental designs or uncontrolled trials).
Descriptive studies were excluded.

4. Outcome measures
Studies were required to measure outcomes in terms of disorder-specific
symptoms or general psychological functioning. Other outcomes included
admission rates to inpatient care and length of stay, use of out-of-home

placement and school functioning.
Search methods for identification of studies

The electronic databases PsycINFO, MEDLINE and Embase were initially
searched on 18" September 2014 and then re-run for the final search on 15" January
2014 through the OVID search engine. These were selected based on Shepperd et al.’s
(2009) review. Each database was searched individually, to allow for search terms to be
amended accordingly. Additional papers were also searched for by examining the

reference lists of retrieved studies and publication citations.
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Search terms were selected based on examining the papers reviewed in Sheppherd
et al.’s (2009) review and other existing literature (e.g. McDougall et al., 2008), from
which key words from the titles and abstracts were identified. The search terms were
broken down into three core concepts using the PICO tool: population, intervention, and
study design. The final search incorporated a combination of the following keywords:
(adolescen* OR child* OR youth*) AND (mental health OR psychiatric disorder* OR
emotional disorder* OR behavio?r* disorder*) AND (intensive OR assertive OR crisis
resolution OR specialist OR home treatment OR outreach OR alternative OR
multisystemic therap* OR multi-systemic therap* OR day hospital* OR case
management OR family preservation service* OR therapeutic foster care OR
residential) AND (longitud* OR compari* OR clinical trial* OR randomi* OR evaluat*

OR effective* OR effica* OR outcome* OR experiment*).

Search terms were limited to ‘title’ and ‘abstract’ search fields in order to ensure
only relevant papers were retrieved. Only studies published in peer-reviewed journals
and written in English were included. As the main aim of the current review was to
update Shepperd et al.’s (2008, 2009) review, the publication date was set to 2007
onwards. As Shepperd et al. (2008, 2009) had included only two papers published in
2007 (Byford et al., 2007; Gowers et al., 2007) these were excluded from the current

review.

Study selection
Figure 1 shows the process of identifying and selecting studies. Results from the
three databases were combined and duplicates removed, identifying a total of 1038

papers. As a preliminary step, the titles of all papers were screened, and studies
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considered irrelevant based on their title were excluded (e.g. medical studies). The
abstracts of all the remaining papers were read to identify potentially eligible studies.
The main reasons for exclusion at this stage included the absence of a primary mental
health problem, theory-based papers or service model descriptions. From this 80 papers
were retrieved, read in full, and compared to the inclusion and exclusion criteria. Papers
were typically excluded at this stage because of participant characteristics (e.g. mild
mental health problems or the primary problem being juvenile delinquency) or design
characteristics (e.g. no clear pre-post measures). A total of 13 papers met the inclusion

criteria and formed the study set for the current review.

Quality assessment

Studies were appraised using a modified version of Downs and Black’s (1998)
quality checklist (Cahill, Barkham & Stiles, 2010). Cahill et al. (2010) adapted the
original checklist in order to make it more relevant for evaluating practice-based
evidence. The checklist was chosen for this review as it is suitable for small-scale quasi-
experimental or uncontrolled studies as well as large-scale efficacy trials.

The checklist contains 32 items assessing a range of quality criteria (see Appendix
A). Studies are scored depending on whether they meet the criterions associated with
each item on the checklist. A study receives a score of one if it meets the criterion or a
score of zero if it does not (or if it is not possible to determine). Based on the scores,
four quality indices can be computed: (1) reporting; (2) external validity; (3) internal
reliability; (4) internal validity-confounding (selection bias). The checklist also yields

an overall quality score out of 32.
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Flow chart of search and selection process

1038 papers retrieved from
databases (once duplicates
removed).

Titles of all retrieved papers
reviewed.

811 abstracts reviewed.

227 papers excluded.

Main reasons for exclusion:
- Medical/physical health studies

- Neurological studies

80 full papers reviewed.

731 papers excluded.

Main reasons for exclusion:
- Mental health not the primary

problem
- Theory-based discussion
- Service model description
- Outcome measure validation

13 papers included in the review.

67 papers excluded.

Main reasons for exclusion:
- Mental health not the primary

problem

- Non-clinical samples or mental
health problems mild-moderate

- Incomplete/missing data set

- No clear pre-post outcome
measurements

- Generic (Tier 3) outpatient setting
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Results
Across the 13 studies, five different types of intervention were evaluated (see
Table 1). Table 2 presents details of the 13 studies under review, categorised by
intervention type. Table 3 shows scores for each study on the four quality domains of
the Cabhill et al. (2010) checklist, in addition to the means and ranges across the study
set. The quality of the studies is considered first, followed by a synthesis of the findings

(short- and long-term outcomes) for each intervention type.

Table 1: Intervention categories

Intervention type Number of studies

Assertive community treatment 5
Wraparound services 3
Multi-Systemic Therapy (MST) 2
Intensive day treatment 2

Family preservation services 1
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Table 2: Description of individual studies

Author
(date)

Intervention

Sample

Desicn and assessment points

Quteome variables

Fesults

Assertive community treatment

Baier et al. (2013)

Chia et al.
(2013

Duffy & Skeldon
(2014)

Schley et al, (2012)

ATMA - Aptsnne

4 Intzrventiondans l=
Milisu pour
Adolascants (hlobila

team for adolascants).

Adolascent Intan sive
Managament (AN
Team.

CAMHS Intensive
Treatment Service

(ITS)

Intensive hMobila
Youth Cutreach
Servica (INYOE).

35 voung peopla{13-18 waars)
with mantal health problams
who refused outpatient
treatmeant.

64 voungpeopla(11-17 waars)
with ranges of mental haalth
problams, assessadas being
high risk refarredto the sarvice.
39 cases with full data
analvsed

113 voungpeopla {7-17 waars)
with ranges of mental haalth
problems including mood
disorders and self-harmine
behaviours. 71 completa data

S81s.

44 voungpeopla(14-25 waars)
with severs mental haalth
problams refermd to the

safvice.

Uncontrolled trial. Basaline and
discharps assassmants,

Uncontrollad trial {ratrospactive
avaluation). Basainsand
dischares as sessmeants.

Uncontrolled trisl. Basslne and

dischargs assessmants,

Uncontrollad trial {ratrospactive
svaluation). Basainsand
dischares as sessmeants.

CGAS; Pswechiatric
hospital usags;
Engssementin
aducation/vocation

CGAS; HolNOSCA:
WHOQOL-EREF;
BYI-II; PCS

BFES;

GAF; Measurs of

engagsmant

Significant improvament in mantal
health and functicning post-traatmant.

Significant decrease in readmissions to
hospital during intarvention. Improved
school attendance po st-traatment (full-
time attendancsa; 2 3% to 36%%).
Significant improvamant in ovarall
functioning po st-trestment (p<.001).

Statistical and clinically significant
changes in ovemll fimetioning and
meod ratings post-treatmant.

Significant improvamnant in wellbeing
and functioning, andreductionin
suicidalitv and hostility. Positive
corralation beterean ansapament and
*favoumbls’ hostility outcoms at
discharps. and praaterwallbsingand
functionine.
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Tabls 2 Continusd
Aunthor
{date)

Intervention Sample Outeome variables Results

Design and assessment points

Assertive community treatment (cont.)

Simpson et al. Fifz Intensive Therapy 57 wvoungpeople(l1-17vears)  Uncontrolled trial {retmospective m A{_:lmis siom %iguiﬁca._ut improvamant in ovel
(2010) Team (FITT). deemned vervhigh riskof gvaluation). Basdlinzand to mpatientunit r:dﬂf“:élﬁgp?ﬂtﬂf‘_ﬂ and
admissionto an inpatisnt dischargs assesamants. reduced mpatient admission

hospital. 53 complate datasats

wers assessad.

during treatment {27 to 6). Positive
correlations babereenchangs in
HoNOSCA scors and treatrment
duration (=0.363, p=.006) and
number ofclinical contacts

(r=0.426, p=1021).

Wraparound services

Copp et al.
(2007)

FPainter

(2012)

Snlbkhah et al.
(2007

Wraparound servica.

Wraparound servics,

Homes and Commmmity-
Basad Sarvicas (HCES)

Waiver Program.

43 children{8-14 vears)with
severa behavioural and
attentional problams eprolladin
wraparound study. 15 childran

with completa data set wara
assassad

160 voung peopla {3-17 waars)
with SED.

169 voung peopla {3-18 vaars)
with serious emotional
disturbanca.

Uncontrolled trial. Baszline and

£ meonths follow-up as sessmeants.

Uncontrollad trial. Baseline, &
months, 12 months, 18 months

and 24 months assassments.

MNon-randomised quasi-
axparimental dasign: all
participants formad boththe
intervention group and waitlist
control roup. Bassline (wraitlist)
and dischargs assassments.

CBCL; CAFAS

BERS-2; CBCL; RADS-
2: RCMAS-2; CIS:
CGSQ; Y85; VS5-F

Homes placemant
stabilitv; Rate of
inpatiant psychiatrc
hospitalization

Mo significant differencas found
on any variahla.

Significant reductions in
behavioural problams, child
anxisty, functional impairment
and carsgiver stminat 2 vears
follow-up.

81%% weare maintained in tha
community durine treatmsnt,
comparadto 31 % whenon
waiting list for treatment.
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Table 2 Continued

Author Intervention

{date)

Sample

Dasizn and assessment points

Qutcome variables

Results

Muléi-Systemic Therapy (MST)

Painter MST

[2009)

Stamhanshetal, 1) LIST

(2007 1) Wraparound

31 MIST +wraparound

174 voungpeople {13 6 vaars
mean) with mentsl health
axternalising disordars (2 £
conduct disordar). Mot involvad

in juvenils offandar settings.

320 voung paopla (4-17 5 vaars)
referrad to the childen’ s mental
health service. Bates of attrition
at follow-up:

11%0{n=32) at & months; 28%
(=89 at 1 2 months; 37%
{n=118) at 1 8 months.

MNon-randomisad quasi-
axperiments]l design: intarvention
eroup (n==87) or TALT {(n=8T7).
Baseline and dischargs

85585 5mants.

MNon-randomisad quasi-
axperimeantal desien: intarvemtion
group (n=>54) comparsdto 2
comparison groups (waparomd
{n=213) and wraparound + MST
(m=337). Asseszmant at basalins,
6 months, 12 mopthsand 18

months.

CA-TRAG

CBCL; CAFAS; MSSC

Significant treatment affacts
found forschool behaviour,
family functioning, mantal haalth
svmptoms, wouth imctionine
comparadto TALT No group
diffarancsas in ovemll functioning

Intervention eroup showad the
mostimprovement in clinical
svmptoms at 1§ months
{including moving out ofclinical
rangz of impairmant: 62% on
CECL; 66% minimal-modarats
rangz on CAFAS).

Intensive day treatment

Jereottet al, (20100 Child and Family Dav

Trzatment program

37 children(6-13 vears)with a
primary diagno sis of DED.

MNon-randomisad quasi-
axperimeantal dasien: intarvemtion
group (n=34{) comparad to
waitlist controls (=1 7). Basalna
and dischargs assassmants.

CBCL; CPRS-R.8; PSI,
ECEI

Significantly improved outcomeas
across all measures in trestmant
eroup. Largs effact sizes beteman
treatment and waitlist eroups at
dischares onchildagerassive,
axternalising and intensity of
behaviowrs {d="79t0 1.01).
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Table 2 Continued

Author Intervention

(date)

Sample

Desien and assessment points

Dutcome variables

Eesults

Intensive day treatment cont.

Thatte et al. (2013) Partislhospitalization

Program.

140 wvoungpeopla {1419 vears)
with a diagnosed psvchiatric
disorderrafarrad to the
programme. 33 completad the
prosramrmsand ware assassed.

Uncontrollad trial. Bassline,
dischargz and 3 months follow-
up &5 5255mHents.

BPES-E; CGI; CATAS;
L3D3-B

Sienificant improvemeants in
clinical symptoms and
psychosocisl functionine betwaan
bassaline and dischargs. Mo
significant differances foumd
between dischares and 3 months
follow-upacross all measuras,
howeaver, scores from admission
and follow-up remsinad
significant.

Family preservation services

Legetal. Intzgrated Familvand
Swstamns Treatmamnt (1-
(2009) FAST).

77 voungpaople(4-17 vaars) at

risk of out-of-horms placements,

and their familias,

Uncontrollad trial {fzasibility
study). Basaline, dischares and &
months follow-upassassmants,

Tha Ohio Scale-Short
Form; Child s placamesnt
status; FACES-II; PSE;
FPML

Significant decreasein problan
severity and increase in
functionine at discharps. Mon-
significant chanezs at dischares to
6 months follow-up across
measuras, howsvar, significant
changss frompre-treatment to 6
months follow-up. Cut-of-home
placements significantlvraducad
post-treatrnant 3. 1% comparsdto
40.7% pre-treatment).
Improvamants in family
functioning across magsnres.
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Mote abbravistions of outcomemeasuras: BERS-2 =Bahavioral and Emotional Bating Scals; BPES = Briaf PswchiatricRating Scals; BPRS-E =Brief PswchiatricEating Scals -Expandad
Version; BYI-II =Beck Youth Inventorias-Second Edition; CAFAS = Child and Adolescent Functional Assassment Scals; CA-TEAG = Child and Adolescent - Texas Recommend=d
Asseszment Guidalines; CBCL = The Child Behavior Checklist; CGAS =Childran's Global Asssssmant Scale; OGI = Clinical Global Imprassion; OGS0 = Carsgiver Strain
Cruzstionnaire; CI5 = Columbia Impaimmant Scals; CPES-E-5 = Conners’ Parent Rating Scals Ravised: Short Fomm ECEl =Exbarg Child Behaviow Inventors; FACES-II =Family
Adaptabilite and Cohasion Evaluation Scalas; FPM =Family participation measure; (7AF = Global Assassment of Functionine; HoNOSC A = Health ofthe Nation Outcomes Scales for
Childran and Adolescents; L SD8-E =Lifa-Skills Developmant Scale-Adolascant Form; MSSC =The hultisector Service Contact Questiommaire; PCS =Paddington Complexity Scals;
P8I = Parenting Strass Indax; PSE =Pareantal Self-Efficacy Scale; RADS-2=FRavnolds Adolescent Depression Scale; RCWAS-2 =Ravised Children s Blanifest Anxisty Scals;
WHOQOL-BEEF = World Health Organisation Cuality of Lifa Instiiment {short version), Y35-F =Youth Sarvices Surveyr forFamilies.
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Table 3: Quality ratings of the studies

Study Reporting External Internal Internal TOTAL
(total = 11) validity reliability validity — SCORE
(total = 11) (total =5) confounding (total = 32)
(total =5)
Assertive community treatment
Baier et al. (2013) 7 7 3 0 17
Chia et al. (2013) 4 8 3 1 16
Duffy & Skeldon (2014) 5 8 3 0 16
Schley et al. (2012) 8 8 3 0 19
Simpson et al. (2010) 8 7 3 1 19
Wraparound services
Copp et al. (2007) 6 6 1 1 14
Painter (2012) 6 7 4 1 18
Solhkhah et al. (2007) 7 8 3 3 21
Multi-Systemic Therapy (MST)
Painter (2009) 8 7 5 23
Stambaugh et al. (2007) 8 6 3 4 21
Intensive day treatment
Jerrott et al. (2010) 7 5 3 3 18
Thatte et al. (2013) 8 8 3 2 21
Family preservation services
Lee et al. (2009) 7 7 3 1 18
MEAN SCORE 6.8 7.1 3.1 15 18.5
(RANGE) (4-8) (5-8) (1-5) (0-4) (14-23)
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Overall study quality
The quality of the studies in the review was mixed, with an average overall

score of 18.5 out of 32.

Reporting

There was considerable spread amongst the studies in terms of the quality of
reporting, with scores ranging from four to eight out of 11. Reporting of the
distribution of principal confounders was poorly described, with no studies including
adjustment regression or matching of participants. There was a mixed approach
across the papers in providing an account of the intervention and professionals
involved in the delivery, with several papers offering only a very brief description
(e.g. Copp, Bordnick, Traylor & Thyer, 2007; Lee et al., 2009). A common
weakness of the studies was the failure to provide full details of characteristics of
participants lost to follow-up. Furthermore, very few studies included any
measurement of clinical- as opposed to statistical- significance, making it difficult to
ascertain the extent to which observed changes in outcome measures were

meaningful for the participants who took part.

External validity

External validity, the extent to which the results of a study can be generalized
to other situations and people, was rated the highest amongst the indices. This is
explained by the majority of the studies being part of routine care, delivered by
experienced professionals with regular caseloads. Another common strength across
the studies was that the participants consisted of unselected samples of consecutive
clients (e.g. all referrals over a two year period) which enhanced the clinical
representativeness of the samples being assessed. Few studies, however, provided

training in the specific treatment being studied (e.g. Solhkhah, Passman, Lavezzi,
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Zoffness & Silva, 2007; Stambaugh et al., 2007) and only a handful of studies

utilised treatment fidelity checks (e.g. Lee et al., 2009; Stambaugh et al., 2007).

Internal reliability

Internal reliability refers to the risk of bias in the delivery and measurement of
interventions and their outcomes. Mixed ratings were given for this index, with a
modal score of three out of five. A common strength of the studies was the
predominant use of child and adolescent outcome measures that are not only
routinely used within clinical settings, but also have established psychometric
properties (e.g. CBCL, HONOSCA). On the whole, most studies used appropriate
statistical tests to evaluate the interventions; however, several studies’ use of
parametric tests could be questioned given the small sample sizes (e.g. Copp et al.,
2007). Interestingly, the majority of the studies evaluating assertive outreach
interventions relied solely on clinician-based outcome measures, which raises
concerns about possible reporting biased and limits the breadth of feedback and

variety of perspectives considered in the evaluation of the intervention.

Internal validity — confounding

The internal validity-confounding index relates to the risk of confounding
factors and selection bias. This was the poorest rated index, with a mean score of 1.5
out of five. Studies were variable, which is likely to be reflective of the range of
study designs included (e.g. quasi-experimental and uncontrolled studies). No RCTs
were included in the study set, which significantly limited the quality of evidence
reviewed in terms of internal validity. No studies conducted intent to treat analysis,
and instead based their analysis on treatment-only data, which raises significant
concerns about the reliability of the data and the conclusions that can be drawn. A

key issue across studies was the lack of follow-up data. Only six studies conducted
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follow-up analysis (Copp et al., 2007; Jerrott, Clark & Fearon, 2010; Lee et al.,
2009; Painter, 2012; Stambaugh et al., 2007; Thatte, Makinen, Nguyen, Hill &
Flament, 2013). The absence of follow-up evaluation of the remaining studies
limited the conclusions that could be drawn about the longer-term effects of the
interventions, and whether clinical change is maintained. Furthermore, a major
limitation for nine out of the 13 studies was the lack of control or comparison group.
The findings therefore need to be interpreted with caution, as the observed changes

may be due to factors other than the intervention (e.g. maturation effects).

Assertive community treatment

Intervention characteristics

Assertive community treatment, sometimes known as intensive case
management, is a specialist service for young people with mental health and
behavioural problems that are deemed too severe to be managed at the generic level
of practice. The targeted young people are often described as ‘high risk’ or ‘hard-to-
engage’, at risk of psychiatric inpatient admission. The overarching aim of the
treatment is to build and sustain therapeutic engagement with the young person and
their carers, and maintain the young person in the community (Simpson, Cowie,
Wilkinson, Lock & Monteith, 2010). Assertive community treatment adopts a
flexible, collaborative outreach approach that is responsive to the changing needs of
clients (Schley, Yuen, Fletcher & Radovini, 2012). Interventions are multifaceted
and typically incorporate the individual, their family/carers and support system (e.g.
education, social care). This can include a combination of individual therapy, crisis
management, systemic therapy, supervision and debriefing, and collaboration and

consultation with other agencies.
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The coordination and responsibility of care for an individual child or young
person is assigned to an individual practitioner. The allocated case manager offers
clinical contact in the least restrictive environments, most commonly in the client’s
own home, at their school, or in public locations such as parks or cafes. Frequency
and duration of contacts vary depending on the clinical need and complexity of
presentation, although this is often several times per week on average. In order for
this to occur, caseloads tend to be low (e.g. <6 per clinician; Simpson et al., 2010).
Variations were found amongst the studies in relation to the professionals who
delivered the treatment (e.g. predominantly nurse-led in Simpson et al., 2010);

however, all used a multi-disciplinary approach.

Treatment outcomes

Intensive case management was evaluated by five one-group uncontrolled
trials (Baier, Favrod, Ferrari, Koch & Holzer, 2013; Chia et al., 2013; Duffy &
Skeldon, 2014; Schley et al., 2012; Simpson et al., 2010), each of which reported
positive findings. Baier et al., (2013) found significant improvements and large
effect sizes (d=1.27) in the mental health and overall functioning of young people
receiving an assertive community treatment. In terms of design quality, Baier et al.
(2013) conducted a substantial amount of statistical testing (e.g. t-tests for each item
of HONOSCA) which appeared excessive and inappropriate, although their use of
Bonferroni correction helped to reduce the risk of making a type 1 error.
Furthermore, although the HONOSCA has good inter-rater reliability and face
validity (Gowers, Levine, Bailey-Rogers, Shore & Burhouse, 2002) the study lacked
the scope to establish a broader picture of the clinical effectiveness of the
intervention by only using this measure, particularly as it is clinician-rated. The

findings reported by Baier et al. (2013) were supported by a recently published study
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by Duffy and Skeldon (2014), who also found significant improvements in overall
functioning and mental health ratings post treatment, with the majority of post-scores
falling out of the clinical range. However, this study received a fairly low quality
rating score, and therefore conclusions should be made with some caution. For
example, some participants received inpatient treatment during the study period
although this was not accounted for or considered in the write up. This could suggest
that the intervention on its own was not enough to support the participants in the
study, and therefore pose the question about its effectiveness in preventing out-of-
home placements.

The remaining three studies carried out retrospective evaluations of routine
outcome measures collected at adolescent outreach services. Chia et al. (2013) found
significant improvements in adolescents’ overall functioning at discharge. They also
reported significant decreases in re-admissions to hospital during the intervention
and improved school attendance post-treatment (full-time attendance: 23% pre to
56% post). Chia et al.’s (2013) paper was let down by the lack of clarity in reporting
about the large proportion of recruited participants whose data was not analysed, and
whether this was due to the intervention being incomplete, and/or whether it
reflected attrition rates. Without this information it is difficult to assess the potential
of sampling bias.

Simpson et al. (2010) found similar findings, reporting significant
improvement in overall functioning following treatment, with nearly 90% of cases
achieving clinically significant change (i.e. ‘clinically significance’ defined as a
change in score of four or more; Sharma, Wilkinson & Fear, 1999). Their
measurement of clinical significance was a particular strength of the study, and an
uncommon feature of the other studies in the review. In addition Simpson et al.

(2010) found positive correlations between treatment duration and outcome,
29



indicating that longer treatment durations and greater number of clinical contacts
were associated with better treatment outcomes. Findings from Schley et al. (2012)
revealed client risk (to self and others) significantly reduced at discharge in
conjunction with significant improvements in overall functioning and wellbeing.
Interestingly, they also looked at the influence of engagement on outcomes, and
found that better engagement following assessment was associated with reductions in
hostility, wellbeing and functioning, but not suicide risk.

Overall the findings of these five studies point to significant improvements in
psychological wellbeing and overall functioning post-treatment, suggesting that
assertive community treatments are effective in treating young people with a range
of severe mental health problems. There are several common limitations of the
studies, however, that are important to note. A key issue is the research design: all
utilised a one-group uncontrolled design. With the absence of a control or
comparison group the positive findings of these studies cannot be attributed with
certainty to the interventions under examination. In addition, none of the studies
carried out follow-up evaluations, meaning that conclusions about the longer-term
effects of the intervention, and whether clinical change is maintained, cannot be
established. Moreover, three out of the five studies relied on retrospective evaluation
(Chia et al., 2013; Schley et al., 2012; Simpson et al., 2010), which raises issues

about the reliability of the data (e.g. accuracy of information recorded).

Wraparound services

Intervention characteristics
Wraparound services are community-based services for children with serious
emotional disturbance and their families that aim to provide comprehensive

approaches linking various agencies and services (particularly education and mental
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health settings) to offer a complete system of care. It is viewed as a system-level
intervention that quite literally aims to “wrap” existing services around young people
and their families to address their problems in an ecologically comprehensive way
(Solhkhah et al., 2007). Typically, a menu of different services is offered in addition
to traditional outpatient treatment. These can include: 1) individualized care
coordination, 2) respite care, 3) family support services, 4) skills building, 5)

intensive in- home services, and 6) 24-hour crisis response.

Treatment outcomes

Three studies in the review evaluated wraparound services (Copp et al., 2007;
Painter, 2012; Solhkhah et al., 2007), providing mixed results. Solhkhah et al. (2007)
compared placement settings (e.g. home, residential, hospitalisation) of 169 young
people before (i.e. 3.5 months average waitlist) and after completion of a
wraparound treatment. Findings revealed that whilst on the waiting list 30% of the
young people were maintained in the community, which was significantly less than
81% when enrolled in the treatment. Of the three studies evaluating wraparound
services, Solhkhah et al.’s (2007) study was rated highest for methodological quality.
Unlike most studies in the review, professionals received training on the program
prior to study, enhancing its external validity. Other methodological strengths
included the large sample size and use of a wait-list comparison group. Several
limitations were also present, for example the authors refer to participants having
received services whilst waiting for treatment without detailing what these were and
how many participants they are referring to, which is likely to have impacted on the
treatment outcomes. Furthermore there was no measurement of psychological
symptoms and therefore the study was unable to assess the clinical implications of

the intervention for the participants.
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In a study evaluating the outcomes of a wraparound service at several follow-
up time points, Painter (2012) found significant improvements across the range of
outcome measures, indicating reduced behavioural problems and caregiver strain.
These improvements were also maintained at 24 months follow-up. Interestingly,
substantial differences were found between young person- and parent-rated
measures: the young people rated themselves as having fewer behavioural and
emotional problems prior to the intervention and did not show the same level of
improvement as rated by parents. Painter’s (2012) study scored points on Cabhill et
al.’s (2010) quality criteria for the use of treatment fidelity checks and low rates of
attrition at follow-up (96% responders at 24 months); however, it was let down by
the lack of a comparison group, limiting the extent to which the findings can be
accounted for by the treatment.

Less positive findings were reported by Copp et al. (2007), who carried out an
uncontrolled trial of a wraparound service as part of a wider study assessing the
feasibility of a computer-based assessment tool. They found no significant
differences in behavioural problems or psychosocial functioning for children and
their families between baseline and six months follow-up. Copp et al.’s (2007) study
was considerably poor in quality, rated the lowest amongst the full study set, and
therefore the findings need to be considered in the context of this. High attrition rates
meant a small sample was assessed (n=15) with no details of drop-out participant
characteristics. Given the small sample size the use of parametric testing was
inappropriate, posing risks to the study’s internal reliability. Another important
limitation of the study was the thin description of the intervention and professionals
involved in its delivery.

Overall, a mixed picture emerges from these three studies of wraparound

services. When taking into account quality of research design as a crucial factor in
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drawing conclusions, however, the findings indicate promising results, both in terms

of placement status and psychological and family functioning.

Multi-Systemic Therapy (MST)
Intervention characteristics

MST is an intensive home- and community-based family intervention
designed originally for young people with serious anti-social behaviour (Henggeler,
Schoenwald, Borduin, Rowland, & Cunningham, 1998). The intervention aims to
reduce out-of-home placements by adopting a socio-ecological approach that
intervenes at each key system around the child including home, school and
community (Bronfenbrenner, 1979; Loeber, Stouthamer-Loeber, Van Kammen &
Farrington, 1991). There is a growing body of evidence that supports the efficacy of
MST for anti-social behaviour and youth offending (e.g. Curtis, Ronan & Borduin,
2004). In this review, however, the target population was young people with a
primary mental health problem, as opposed to problems with delinquency. Several
modifications have been introduced in order for MST to be used for patients with
primary psychiatric problems, for example, including psychiatrists as part of the
clinical team, increasing clinical supervision and reducing caseloads (Henggeler et
al., 1999).

Clinical features include a comprehensive assessment of the young person,
family, and the wider system (e.g. school), development of well-defined treatment
goals, and implementation of specific manualised interventions (Henggeler et al.
1998). The typical caseload for each clinician is low, for example in Painter’s (2009)
study each clinician had four to six cases, allowing for a high level of contact with
the families. Additional support is available in the form of 24 hours telephone

support. The average intervention duration of the reviewed studies was between four
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to six months. Interventions are delivered to the young person and their family
within the home and community settings to enable generalisation the of skills
developed. Emphasis is placed of supporting parental involvement and enhancing
parents’ skills and strategies to effect change in the relevant domains (Butler,

Baruch, Hickey & Fonagy, 2011).

Treatment outcomes

MST was evaluated by two non-randomised quasi-experimental studies
(Painter, 2009; Stambaugh et al., 2007). Both studies reported favourable results for
MST, and provided the most robust evidence within this review, as indicated by the
highest average ratings on Cahill et al.’s (2010) quality criteria compared to the other
studies. Stambaugh et al. (2007) compared MST to a wraparound service and a third
group that received both MST and a wraparound service and found that the overall
problem behaviour and psychological functioning of participants significantly
improved from baseline to 18 months across all three groups. The MST-only group
showed the greatest clinical change from baseline to 18 months. There were,
however, no differences between the groups in terms of the rate of functional ability
over the same time period. Stambaugh et al.’s (2007) study had several notable
strengths, including an independent research team conducting data analysis, and the
use of treatment fidelity measures for both the MST and wraparound interventions.
Several important research limitations, however, need to be considered when
interpreting the findings. Firstly, allocation to treatment group was non-randomised:
the third comparison group (MST + wraparound) comprised participants who did not
respond to either treatment type delivered on its own. It is unclear from the write up
whether this was a planned or a post-hoc research decision. The findings are

therefore likely to be biased, as those who did not respond to MST- or wraparound-
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only interventions were not included in the respective groups analyses, and thus may
be inflating the successful outcomes observed. Furthermore, the study used different
inclusion criteria for each comparison group which is highlighted by their finding of
significantly different baseline characteristics between the groups. The authors did,
however, use baseline severity as a covariate in the analysis, in order to control for
group differences at baseline.

The second study found similar results. Painter (2009) compared MST with
treatment as usual (i.e. case management and family skills training) and found that a
significantly higher number of young people in the MST group experienced
clinically significant levels of improvement in mental health symptoms. Similarly to
Stambaugh et al. (2007), however, no significant differences were found in terms of
functioning. They did, however, find that those who received MST were
significantly less likely to be involved in the juvenile justice system post treatment.
The study received the highest quality score amongst the study set, with notable
strengths including the use of treatment fidelity measures.

The overall findings from these two studies point to MST as being superior in
improving psychological and behavioural symptoms; however, they indicate no
significant improvements, compared to comparison groups, in overall functioning.
The non-significant difference may in part be explained by the nature of the
comparison treatment groups, which in both studies were also home-based

interventions and thus likely to have influenced family and social functioning.

Intensive day treatment

Intervention characteristics
Day treatment programmes have been conceptualized as any programme that

falls in the middle of the continuum of care between inpatient and outpatient
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treatment (Topp, 1991). Typically these offer short-term, structured programs for
children and young people, often in conjunction with support to the parents/carers,
with delivery taking place within an outpatient setting. Two intensive day treatment
interventions were evaluated within this review (Jerrott et al., 2010; Thatte et al.,
2013). Thatte et al. (2013) evaluated a day programme for young people (aged 14-19
years) with severe mental health problems. The intervention followed a structured,
multimodal 12- to 14-week day programme offering group therapy. Therapeutic
interventions were offered on an individual basis (e.g. CBT, social skills training) by
an interdisciplinary team, in addition to weekly community activities (e.g. bowling).
The other day treatment programme, evaluated by Jerrott et al. (2010) targeted
children aged five to 12 with a primary diagnosis of disruptive behaviour disorders.
The short-term day programme was based on a cognitive-behavioural approach using
token economy and skill building groups. Regular therapeutic groups were offered
separately for children and parents by a multidisciplinary team of professionals,

including a teacher to facilitate the children’s return to full-time education.

Treatment outcomes

The quality of the two studies evaluating day programmes was mixed, with
Thatte et al. (2013) receiving higher ratings, and therefore arguably providing more
robust evidence. They found significant improvements in the young people’s clinical
symptoms and psychosocial functioning at discharge; however, at three months
follow-up the magnitude of change was not maintained. The study was let down by
the high attrition rates (e.g. 15 participants within the first two weeks of the
programme, and 54 participants had incomplete data either because they dropped out
or missed at least one assessment point), which poses questions about how

acceptable the treatment was for the young people. The authors did, however, take
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this into consideration, reporting no significant differences between completers and
non-completers in terms of demographics and clinical symptom severity.

Similar findings were reported by Jerrott et al. (2010) who, using a non-
randomised quasi-experimental design, found that compared to waitlist controls the
intervention group showed significant improvements in their behaviour at home,
presenting with less aggression and externalising behaviours. Additionally,
significant reductions in parental stress and child-related stress in the treatment
group were found. In a two and a half to four year follow-up study, the magnitude of
treatment gains was reduced, indicating some degree of relapse (Clark & Jerrott,
2012). An area of strength in Jerrott et al.’s (2010) study was that all questionnaires
were scored by a research assistant who was blind to the clinical status of the
participants. This contrasted with several limitations on the design, for example the
potential biasing of results given the opportunistic nature of the sampling where data
was only analysed for children who had pre- and post-treatment measurements,
therefore threatening the study’s internal validity as data from participants who
dropped out were not included in the analysis.

Given the substantial differences between the two day treatments reviewed,
both in terms of targeted population and intervention delivery, it would be unwise to
draw conclusions about intensive day treatment as a whole. Generally, however, both
studies provide a similar pattern of results, in that positive outcomes were found at

discharge yet improvements were not maintained to the same degree at follow-up.

Family preservation services

Intervention characteristics
Family preservation services are home-based intensive services for families

who need additional support beyond typical outpatient services. One study (Lee et
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al., 2009) evaluated a home-based family therapy intervention for children and
young people with severe emotional and behaviour problems who were at-risk of
out-of-home placements. The intervention was based on family therapy principles
(e.g. Multi-dimensional Family Therapy (MDFT; Hogue, Liddle, Becker & Johnson-
Leckrone, 2002); Brief Strategic Family Therapy (BSFT; Horigian et al., 2005)),
taking a systems approach by collaborating with the different agencies involved with
the family. Caseloads are relatively small, with about 10-12 families held by each

clinician at one time.

Treatment outcomes

As part of a feasibility study, Lee et al. (2009) found a significant decrease in
problem severity and increase in child functioning post-treatment that was
maintained at six months follow-up, although there was a trend in reduced
functioning and increased problem severity at six months post-intervention. Similar
findings were reported for placement status, with only 5.1% receiving out-of-home
placements during treatment, and 15.3% at six months follow-up. Lee et al.’s (2009)
paper was based on an intervention development study, with the focus being on the
theoretical underpinnings. The study was limited by the large discrepancies in the
data set, ranging from 28 to 57 out of 77 full sets across the measures and raters (e.g.
parent, worker, child). Lee at al. (2009) attempted to address this by conducting a
multiple imputation method to simulate values for the missing data. A notable
strength of the study was the use of a treatment fidelity measure that was rated by
individuals independent of the delivery of the intervention.

In summary, only one study assessed the effectiveness of family preservation

services, but it offers promising results. The lack of studies for this intervention may
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be reflective of the targeted population, which has primarily focused on looked after

children as opposed to a primary mental health problem (e.g. Chamberlain, 2003).

Discussion

Summary of main findings

The 13 studies in this review evaluated a range of interventions for children
and adolescents with severe mental health and/or behaviour problems that are
alternatives to inpatient psychiatric care. Studies were categorised according to the
nature of the interventions delivered: MST, assertive community treatment, intensive
day treatment, wraparound services and family preservation services. A common
feature across the interventions was the focus on intervening at multiple levels of the
young person’s system by adopting a multi-agency and multidisciplinary approach.
The interventions varied in duration (e.g. time-limited verses longer-term) and the
targeted population (e.g. problem-specific verses global problem severity). Strengths
of the study set as a whole included the generally high level of external validity,
which was reflective of the clinical settings in which the interventions were
evaluated, and the use of established child and adolescent outcome measures.

Overall, the studies provide promising evidence for the effectiveness of
alternative care provisions to inpatient hospitalisation for children and young people
with severe and complex mental health needs. Amongst the 12 studies that measured
psychological functioning and behavioural problems, all but one (Copp et al., 2007)
found statistically significant improvements following the intervention. All of the
studies (n=4) measuring rates of out-of-home placements (including admission to
psychiatric inpatient settings) also found significant improvements post-intervention.

The methodological quality of the studies varied, with several important

limitations influencing the level of certainty that can be drawn from the findings. No
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RCTs were included in the review, with the majority of studies using uncontrolled
one-group designs. Although reporting was generally adequate, the description of
principal confounders and key intervention components was generally poor. Very
few considered clinical significance, making it difficult to determine the extent of
meaningful change for the participants. Other key issues included the lack of follow-
up data making it difficult to ascertain if the positive outcomes were maintained
following discharge.

The five intervention types identified have commonalities in their target of the
multiple levels of a child or young person’s system (e.g. parent, school), and
differences in terms of treatment duration and delivery approach. Assertive
community treatment offers an intensive, flexible outreach support within the home
and community settings to young people ‘at risk’ and ‘hard-to-engage’. The focus of
the intervention lies in building a strong therapeutic relationship and maintaining the
young person in the community. Five studies of comparable quality evaluated this
intervention type, with overall findings revealing significant improvements in mental
health and functioning, and reductions in psychiatric hospital admission. These
studies suffered significant methodological flaws, however, particularly with their
use of retrospective analysis and lack of comparison groups. Follow-up studies are
needed in order to see if improvements are maintained post discharge.

Wraparound services, which provide a community-based approach aimed at
linking up the services involved with the young person, showed mixed outcomes.
Two studies reported significant improvements in terms of placement status and
psychological and family functioning, whereas another study found no significant
changes in behavioural problems or psychosocial functioning between baseline and
six months follow-up. Clearly there is a need for further research evaluating the

outcomes, both short- and long-term, for wraparound services.
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MST offers a manualised home- and community-based treatment to young
people with anti-social behaviour (and more recently with young people with severe
psychiatric problems) and their families. Clinical contact is high, and clinician
caseloads are low. Of the five intervention types, MST yielded the strongest
evidence based on Cahill et al.’s criteria (2010). Two non-randomised quasi-
experimental studies found that MST is successful in reducing behavioural and
psychological problems in young people with severe mental health problems, but it
has less effect on overall functioning (e.g. social and family).

Two different intensive day treatments were evaluated within the review: one
for children with disruptive behaviour disorders, and the other for adolescents with a
range of mental health problems. The programmes offered structured, short-term
group treatments delivered in clinic-based settings. Similar findings were reported
for both programmes, with improvements found in targeted behavioural and
psychological domains. Follow-up data for both programmes revealed that although
improvements remained significant compared to baseline figures, this was of less
magnitude compared to at discharge.

The final intervention type identified was a family preservation service for
young people with severe emotional and behaviour problems at risk of out-of-home
placements. The treatment was based on family therapy principles, with clinicians
supporting a relatively small caseload. Promising results found reductions in
problem severity and out-of-home placements post-treatment, but at six months
follow-up these were not maintained at the same level (although continued to remain
significant in comparison to pre-treatment outcomes). The study’s strength lay in its
inclusion of treatment fidelity measures; however, its high levels of attrition reduced

the quality of the findings.
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Overall the findings of this review are comparable to previous reviews
(Shepperd et al., 2008, 2009). MST continues to receive the strongest evidence,
scoring highest in terms of methodological rigour (Cahill et al., 2010). Positive
outcomes were found across treatment models; however, mixed results were found in
terms of follow-up measures. Since Shepperd et al.’s review (2009), no new RCTs
evaluating alternatives to inpatient care interventions have been published. The
majority of the evidence in the current review came from uncontrolled pretest-
posttest designs, which poses important questions about the quality of the evidence

that has recently been published. This issue is discussed in more detail below.

Methodological considerations

Given the variability in study quality and heterogeneity of target populations it
is difficult to draw any firm conclusions about the interventions. Most of the
interventions offered a flexible, individually tailored treatment package, making it
difficult to ascertain what aspects of the intervention led to positive changes.
Although several specific differences between the interventions can be identified, it
is not possible to define the active ingredients within these interventions as each
comprises a number of elements. Reporting of service delivery was variable, with
many studies failing to report key features of the intervention, such as the duration or
intensity of treatment, the staff involved or specific training requirements. Although
flexibility in treatment delivery scored points on Cahill et al.’s (2010) quality criteria
in terms of clinical representativeness, the high levels of heterogeneity within a
given intervention has important implications for replication in future research and
assessing treatment fidelity across studies. Similarly, little is known about the key
components of inpatient care, with no clear definitions of what inpatient care offers

in comparison to alternative treatment models. This appears crucial in determining
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whether all services, including inpatient care, for young people with serious mental
health problems offer similar therapeutic gains, or whether each treatment model
offers something unique. Arguably research in this area is at the preliminary stages,
with more research needed in teasing apart active treatment components.

Another central issue in the study set was the high level of heterogeneity in
participants, with many treatments including young people being vaguely defined as
‘high-risk’ or ‘at risk’. This prevents conclusions being made in relation to how we
match treatments to problems in a ‘what works for whom’ fashion (Fonagy, Target,
Cotterell, Phillips & Kurtz, 2002). Furthermore, given most of the treatments are
systemic, both in terms of the impact of problems and the systems involved, sample
characteristics and measurements in relation to family and school problems were
scarce amongst the studies. It poses the question of whether the measurement
strategies used in capturing outcomes from the interventions under study were
adequate.

Moreover, the majority of the findings came from uncontrolled trials, which
makes it difficult to interpret with any certainty whether the outcomes recorded can
be explained by the intervention, or whether other extraneous variables are
accountable for the changes. It is important to consider, however, that the nature of
this clinical population, particularly the severity and nature of difficulties
experienced, makes control groups practically and ethically difficult. Another
important limitation amongst the study set was the lack of reported effect sizes. Most
studies did, however, provide sufficient data (i.e. means and standard deviations) to
enable the calculation of the magnitude of treatment effects. Related to this, few
studies assessed clinical significance, making it difficult to determine the

meaningfulness of change for the participants.
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A promising finding regarding the quality of the studies was the almost
unanimous use of multiple raters on the outcome measures (e.g. child, parent,
clinician). This arguably provides a stronger basis on which to evaluate the impact of
the intervention. It also reduces the risk of demand characteristics influencing the
findings. Unfortunately, none of the studies produced any qualitative data, which
would strengthen the overall findings of the interventions, and provide a perspective
on the participants’ experiences that cannot be easily captured by psychometric

measures.

Limitations of the review

This review aimed to identify the range of interventions available to young
people with complex mental health problems. Broad inclusion criteria were
employed in relation to the target population (i.e. those with a serious mental health
problem) in order to capture the spread of services in the literature. However, this
may have led to the failure to identify specialist services that target specific
populations or to the exclusion of such services in the review. For example,
interventions for young people whose primary problem was delinquency and anti-
social behaviour were excluded from the review. Given that MST was originally
developed to support young people with serious anti-social behaviour (Henggeler et
al., 1998) there is a substantial evidence base for MST with this population, which
was not included (e.g. Curtis, Ronan & Borduin, 2004). Moreover, given the aim of
the review was to evaluate interventions for children and adolescents, the target
population age was limited to five to 18 years (or mean age falling within this range).
This may have resulted in the failure to identify services for older adolescents who
fall into the upper-age bracket. For example, Early Intervention for Psychosis

Services (EIP) support young people aged 16 to 35 with prodromal and/or first
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episode psychosis. Although EIPs are classified as preventative services, they could
arguably be viewed as alternatives to inpatient care, as they provide intensive
community support to young adults with severe mental health problems.
Furthermore, although Cahill et al.’s (2010) quality checklist provides an
overall picture of a study’s methodological strengths and weaknesses and offers a
means to compare the quality of evidence across studies, it also has several
limitations. The broad criteria arguably do not address several key factors relevant to
the body of research in this review. For example, there is no consideration of
multiple-perspectives in terms of outcome measures, which is particularly important
in the current review given the nature of the interventions and the variety of potential
informants involved (e.g. child, parent, school, clinician). Also, there is no criterion
assessing whether studies have measured clinical significance, which is a crucial
factor in understanding the extent to which identified change is meaningful for the
participants. A further limitation of the checklist is the lack of attention to the length
of follow-up measurement. In the study set of the current review some studies
included 24 months follow-up assessments (e.g. Painter, 2012) while others
presented follow-up data at only three months (e.g. Thatte et al., 2013). It could be

argued that longer follow-up time frames yield stronger evidence.

Research implications

Arguably there remains a large amount of research to be done on assessing
alternatives to inpatient care for children and young people. Unfortunately the issues
raised in the previous review by Shepperd et al. (2009) remain: the evidence
available in the literature offers limited guidance for the further development of these
types of services. It is therefore crucial that improvements are made to the quality of

the evidence base. Although established measures were used to evaluate the
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interventions’ effectiveness, it was rare that studies utilised the same measures. In
order to allow for comparisons to be made of the differential effect of interventions,
further research should focus on measuring outcomes using a few standardised
instruments that have both clinician and user rated versions (e.g. HONOSCA).

More research is needed to examine the longer-term outcomes of the
interventions in order to assess whether the promising findings post-treatment are
maintained. None of the studies in the review assessed cost-effectiveness, in order to
establish whether the typically high levels of resource required in order to offer high
intensity support outweigh the costs of out-of-home placements (including admission
to psychiatric inpatient settings) which the services are aiming to prevent.

Further research could compare different models of alternative services in
terms of effectiveness and cost, focusing on those services that are most prevalent,
for example comparing assertive community treatment with intensive day treatment
or wraparound services. In order to increase the ease of such comparisons, it may be
that the development of services for specific disorders or problems is needed.
Moreover, the use of qualitative research would allow us to understand the
therapeutic mechanisms of change from the service users’ perspective, as well as

provide insights into the acceptability of the available interventions.

Clinical implications

Children and young people exist within systems that can both facilitate and
hinder positive development and wellbeing. A key commonality amongst the
interventions was the focus on targeting several of these systems (e.g. family,
school). The high rates of attrition seen across the studies may be understood in the
context of the target population, with engagement difficulties in adolescent groups

being particularly prominent. Assertive community treatment is built on the premise

46



of therapeutic engagement as the key aim of the intervention. It is unsurprising,
therefore, that those studies evaluating this intervention suffered fewer incidences of
dropouts. There is some evidence within the current review to suggest that a strong
therapeutic alliance early in treatment leads to better outcomes (Schley et al., 2012).

In recent years MST has received substantial high quality research attention in
the form of RCTs. Unfortunately, however, other interventions covered in this
review have not been afforded the same level of interest. It is likely that this is at
least partly due to the strong theoretical underpinnings of MST compared to the
other interventions, in addition to the focused targets for intervention which can be
more readily captured (e.g. out-of-home-placements).

The lack of existing research has far reaching implications, particularly as
service providers and commissioners require evidence-based information to inform
the development of specialised services for children and young people with the most
complex, severe or persistent mental health problems (McDougall et al., 2008). This
is extremely pertinent given the current climate in the UK with ongoing cuts to the
NHS as a cost-saving measure. The majority of the services evaluated in this review
have a key objective of preventing admission to inpatient units and other out-of-
home placements, which have huge cost-saving implications. Given the current state
of the literature, however, such benefits may not be readily observable, further

highlighting the fundamental need for better quality evidence.
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Anticipating the transition from adolescent inpatient care back to the
community: Young people’s perspectives
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Abstract
Objective: A small number of qualitative studies highlight both positive and
negative service-user accounts of inpatient care. Little is known, however, about how
the young person adjusts and reintegrates back home following discharge from an
inpatient unit. Drawing on Self Determination Theory (Deci & Ryan, 1980), the
present study aimed to explore adolescent inpatients’ perspectives of the benefits and
drawbacks of inpatient care, and specifically their expectations about their transition
back into the community.
Method: Semi-structured interviews were conducted with 12 adolescent inpatients.
Transcripts were analysed using thematic analysis in order to identify themes within
the data.
Results: The young people described their experience of inpatient care as offering a
mix of benefits (e.g. containment, supportive relationships) and drawbacks (e.g.
living in a ‘fake” world, lack of autonomy). The adolescents saw the transition back
home as providing both opportunities and challenges: opportunities for personal
growth and consolidation of the skills they had learnt to cope with their difficulties,
while feeling unprepared to re-enter the “real world” after the experience of being
“wrapped in cotton wool” on the unit, as well as concerned about how they would be
perceived by others.
Conclusions: The inpatient environment has the potential to provide young people
with person-centered care that addresses the key emotional vulnerabilities
responsible for their admission to such specialised and intensive mental health
intervention. Community teams should work closely with inpatient units to develop
interventions that address the issues identified by young people as relevant to their
transition home while promoting further development of the young person’s newly

acquired coping skills.
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Introduction

Whilst the majority of adolescents receive support from mental health
services in community settings, some have problems that reach a level of severity
and complexity that requires admission to hospital. Adolescent inpatient units
typically offer specialised assessment and intervention for young people
experiencing severe mental health or behavioural and emotional difficulties,
including psychosis, serious self-harm behaviours and anorexia nervosa (e.g.
McDougall, Worrall-Davies, Hewson, Richardson & Cotgrove, 2008). The clinical
aims are to reduce risk, or severity, of long-term psychopathology through the
provision of an intensive therapeutic environment that has the potential to
significantly impact on personality development (Cotgrove & Gowers, 1999).

There is an ongoing debate about the advantages and disadvantages of
inpatient care across the lifespan. Key benefits proposed include the provision of
intensive 24 hour assessment and support, the positive effects of a group milieu and
the provision of safety to high risk patients (e.g. Green, 2002, 2006a). The
disadvantages include high care costs, loss of contact and support from family and
local community, and institutionalisation effects (e.g. Green & Jones, 1998;
Sharfstein, 1985). Arguably this is further complicated for the adolescent population
by a number of factors. Firstly, adolescence is a transitional stage characterised by
the negotiation of key tasks such as an increase in autonomy and relationship
development (Coleman, 1990); it is the interplay of these components that makes a
significant contribution to the success or failure of the transition from childhood to
adulthood (Carr, 1999). Crucially, significant or negative life events threaten this
developmental stage, and can therefore influence an adolescent’s identity (Erikson,
1968). An example of this is hospitalisation, which can disrupt normative

development and impact on psychological wellbeing (Green & Jones, 1998;
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McClowry & McLeod, 1990; Sharfstein, 1985). Secondly, stigma surrounding
mental health issues is common in this age group. For example, in a recent UK study
of a community sample of young people, 47% felt it was easier to tell someone if
they felt physically unwell compared with feeling distressed or emotionally unwell
(YoungMinds, 2010a). Stigma has also been reported as particularly prominent
within the adolescent inpatient population (e.g. Martin, Pescosolido, Olafsdottir &
McLeod, 2007; Wahl, 1999).

Intensive inpatient care is also costly and has high readmission rates (e.g.
Larsen, 1991; Pedersen & Aarkrog, 2001). For example, a Danish study found that
just under half of a sample of adolescent inpatients had been readmitted to hospital
following their first admission (Pedersen & Aarkrog, 2001). Little is known about
what happens after adolescents leave hospital, particularly from a service-user
perspective, which could provide valuable information in understanding why

readmission rates are high.

Effectiveness of adolescent inpatient care

There is strong evidence from a number of efficacy studies indicating that
child and adolescent inpatient services are effective in terms of reducing clinical
symptoms and increasing family functioning (Blantz & Schmidt, 2000; Green et al.,
2007; Pfeiffer & Strzelecki, 1990). Reviews of these studies have concluded that
inpatient care is beneficial, particularly if a specialised treatment programme and
aftercare are available. Key aspects of treatment that predict good outcome include a
good therapeutic alliance, problem-solving skills training and planned discharges
(Blantz & Schmidt, 2000), and outcomes are generally better for adolescent
inpatients with less severe clinical symptoms (Pfeiffer & Strzelecki, 1990).

However, research evaluating adolescent inpatient care has mainly focused on
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outcome data that relies on clinician-rated symptom levels, and most follow-up
studies have focused on symptom outcomes as opposed to social functioning or

quality of life.

Service-user perspectives

The importance of listening to service-users’ accounts of their experience has
been demonstrated in several areas of clinical research (e.g. Kitwood, 1997) and is a
central aspect of many government initiatives (e.g. Every Child Matters, DfES,
2004). A recent consultation initiative by the Department of Health, “Liberating the
NHS: No decision about me, without me” (DoH, 2012) promotes the importance of
increasing service-user involvement and treatment choice.

To date, minimal research has investigated adolescent inpatient care from a
service-user perspective. The limited number of studies surveying adolescents’
experiences of psychiatric hospitalisation has found mixed results. Several surveys
have shown that young people and their parents value the unit staff’s availability and
helpfulness, as well as the young people’s relationships with fellow inpatients
(Grossoehme & Gerbetz, 2004; Jones, Allen, Wells & Morris, 1978; Pyne, Morrison
& Ainsworth, 1986; Tas, Guvenir & Cevrim, 2010). This contrasts with findings
from a large-scale study produced by YoungMinds, a leading mental health charity
for children and adolescents, that found that although 43% of young people found
some features of inpatient stay helpful (e.g. daily activity programme, group therapy,
and talking to staff), a large majority (70%) found many aspects of the experience
unhelpful (e.g. boredom, emphasis on “problems” and “mental health”, and length of
stay) (Street & Svanberg, 2003).

Similarly, a small number of qualitative studies highlight both positive and

negative service-user accounts of adolescent inpatient care. The experience of
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‘containment’ provided by the inpatient unit, and the development of specific coping
strategies have been reported as beneficial (Hepper, Weaver & Rose, 2005).
However, two recent qualitative studies reported mostly negative service-user
experiences, for example feelings of restriction from the ward rules, witnessing
aggression and restraint, and feeling disconnected from friends and family (Haynes,
Eivors & Crossley, 2011; Polvere, 2011).

Qualitative research to date has primarily focused on exploring young
people’s general experience of staying on an inpatient unit and what aspects of their
experience were helpful. However, an important area that has not been addressed is
the transition out of inpatient care following discharge and back into the community.
The extent to which the adolescent successfully reintegrates back into their home
environment following intensive therapeutic treatment is likely to have far-reaching
implications in terms of their normative development and recovery (Green & Jones,
1998; McClowry & McLeod, 1990; Sharfstein, 1985). Understanding this process is
particularly crucial given findings from a large-scale UK follow-up study that
showed that a quarter of adolescent inpatients had not received any of the services
recommended at discharge (Green et al., 2007). Service-user accounts about what
they anticipate will facilitate and hinder their transition back home are needed in

order to inform services how they can support this transitional stage.

Self Determination Theory

Self Determination Theory (Deci & Ryan, 1980) provides a framework for
considering how the transition from inpatient care back into the community is
experienced and negotiated by adolescents. The theory proposes three key
mechanisms for the development of psychological well-being and motivation for

positive self-initiated behaviour: competence (i.e. mastery and achievement),
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relatedness (i.e. interaction and connection with others) and autonomy (i.e. sense of
control over one’s life). One of the main assumptions of the theory is that although
optimal development and actions are inherent in humans, they do not happen
automatically (Deci & Vansteenkiste, 2004); instead the individual’s potential is
actualised through nurturance of the social environment.

In light of the existing research on adolescents’ experiences of inpatient care,
it could be hypothesised that the inpatient environment offers both facilitating and
compromising factors in the promotion of positive future behaviours. The sense of
competence is likely to be facilitated by the development of coping strategies and
skills to manage day to day situations (Grossoehme & Gerbetz, 2004; Hepper et al.,
2005), yet reduced by limited opportunities to achieve, particularly in relation to
educational goals (Haynes et al., 2011). Relatedness is likely to be compromised by
the limited contact with family and friends, and feelings of isolation (Haynes et al.,
2011; Street & Svanberg, 2003); however, it may be increased by the adolescents’
relationships with fellow inpatients and the availability of the unit staff (Jones et al.,
1978; Pyne et al., 1986; Tas et al., 2010). Finally, autonomy may be both promoted
and compromised by inpatient care: adolescent inpatients have reported increased
agency in their recovery (Hepper et al., 2005), yet have also described feeling
restricted, living according to ward rules and routines (Haynes et al., 2011) and

wanting more choice and involvement in their care (Street & Svanberg, 2003).

Rationale and aims of the current study

Adolescent inpatients are at significant risk of on-going mental health
problems, difficulties in social functioning and unemployment into adulthood (e.g.
Bobier & Warrick, 2005). Whilst admission to an inpatient setting reduces short-

term risks (e.qg. risk to self and others), little is known about post-hospitalisation
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adjustment in the community. Understanding the experience of this transitional
period from a service-user perspective has the potential to inform clinical practice in
adolescent units and promote effective provision of care during the transition from
the unit to the home environment.

The present study aimed to explore adolescent inpatients’ expectations about
their transition from inpatient care back into home and school. It focused on service-
users’ perspectives of the benefits and drawbacks of inpatient stay, and how these
might help or hinder their return home following discharge.

A qualitative approach was chosen because it enables more complex aspects
of human experience to be studied, including idiosyncratic beliefs and interpretations
of events (Barker, Pistrang & Elliott, 2002). Semi-structured interviews were
conducted in order to capture the potential complexity and variability of participants’
experiences. Self Determination Theory (Deci & Ryan, 1980) was used as a
framework to inform the interview schedule as well as the analysis of the data
(Sandelowski, 1993).

The study addressed the following research questions:

1) What are adolescent inpatients’ expectations about their transition from inpatient
care back into the community?
2) What experiences of inpatient care do they anticipate will help or hinder this
transition?
Method
Setting

The research took place at three adolescent psychiatric inpatient units in
London. The units provided between 10-15 inpatient beds for adolescents aged 12-18
years old with acute and serious mental health problems, including major mood

disorders, psychosis, eating disorders and emerging personality disorders.



Psychiatric assessment and treatment, both on an individual- and family-level, was
provided by a multidisciplinary team, in addition to on-site education facilities. This
is typical of treatment offered across adolescent inpatient units in the UK (O’Herlihy
et al., 2001). The units differed in their treatment approach, with unit ‘A’ offering
more of a therapeutic environment and longer treatment admissions (e.g. three
months average stay) compared to units ‘B’ and ‘C’, which offered more crisis-led

services with shorter admissions (e.g. one month average stay).

Ethical approval

Ethical approval for the research project was obtained from an NHS Research
Ethics Committee via the Proportionate Review sub-committee (see Appendix B)
and locally from the three inpatient units’ research and development departments

(see Appendix C).

Recruitment

Participants were recruited from all three inpatient units. The target

population was current inpatients who met the following inclusion criteria:

1. Aged 13-18 years, although the upper range of adolescence (i.e. 15-18
years) was targeted given the study’s focus on future aspirations.

2. A length of inpatient admission of a minimum of two months, in order to
ensure that the young person had gained sufficient experience of inpatient
stay.

3. Able to speak fluent English

4. Deemed well enough to participate by a member of the clinical care team
(e.g. no symptoms of active psychosis) and without the presence of a

significant learning disability or developmental disorder.
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Eligible participants were identified by members of the care team at the
respective inpatient unit. All eligible participants who met the inclusion criteria were
invited to participate in the order in which they were identified. Where possible a
purposive sampling strategy was employed in order to recruit a heterogeneous
sample (e.g. mix of gender, age, and range of mental health problems). Recruitment
ceased when little new information was emerging from the interviews, and a rich
data set capturing the young people’s experiences had been obtained (Strauss &
Corbin, 1998).

Eligible participants were initially approached by a member of the inpatient
unit’s care team and informed about the study. Those who expressed an interest in
the study were then approached by the researcher, who provided written information
about the study for the young person and a separate information sheet for their
parents/carers (see Appendices D and E). This information provided details about the
nature and purpose of the study, as well as highlighting that it was part of an
independent research project and would have no bearing on their care at the inpatient
unit. Interviews were arranged at a time that was convenient for the participant once
signed parental consent had been obtained. Signed consent from the participant was
obtained on the day of the interview (see Appendices F and G for copies of

participant and parental consent forms).

Participant characteristics

Of the 19 eligible participants, 12 consented to take part in the study, three
were discharged before interviews were undertaken, and four declined. The main
reason given for declining to take part was not feeling sufficiently emotionally stable

to talk about their experiences.
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The characteristics of the participants are shown in Table 1. Ten girls and two
boys took part. The mean age was 16 years 3 months (range: 14 years 3 months to 17
years 6 months). There was a spread of mental health diagnoses amongst the
participants, with eight having more than one diagnosis. Seven participants were
recruited from unit ‘A’, four from unit ‘B’ and one from unit ‘C’. The mean length
of stay was just under three and a half months (range: 2 months to 8 months), but the

modal length of stay on a unit was two months.

Interview

A semi-structured interview schedule (see Appendix H) was developed based
on published guidelines on qualitative methodology (e.g. Smith, 1995). During the
development stage of the interview schedule, consultation was sought from
YoungMinds, a leading charity for child and adolescent mental health. Given
YoungMinds’ position in generating influential qualitative research about young
people, it was thought this guidance would strengthen the quality of the study by
ensuring that the interview schedule was deemed appropriately and adequately able
to capture useful information. The semi-structured format of the schedule was
chosen in order to allow the interviewer to remain flexible and follow-up on
potential themes that were emerging during the conversation with the participant.

The interviews explored the young person’s journey of staying on an
inpatient unit, with a focus on the transition between the inpatient unit and returning
back into the community following discharge. The three key mechanisms proposed
by the Self Determination Theory (Deci & Ryan, 1980) required for positive future-
orientated behaviour were used as a framework to guide the question domains (i.e.
competence, relatedness and autonomy). These were applied loosely and adapted to

fit the study setting and target population’s language and understanding. To begin
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with the context surrounding their admission to the inpatient unit was explored,
followed by their experience of staying on the unit and how this compared to home
life, with a particular focus on relationships, education and independent living skills.
Following this, issues relating to stigma were explored, before finally focusing on
their perceptions of leaving the unit and views of how things would be for them in
the future.

The interview schedule was used flexibly, with the interviewer initially
focused on building a rapport with the participant. Open and non-directive questions
were asked as much as possible in order to limit the influence the interviewer had on
the answers given by the participants. At times more directive questions and follow-
up probes were required in order to clarify themes that were emerging and ensure
that rich descriptions were obtained.

Each interview lasted approximately one hour. All of the interviews took
place at the respective inpatient unit in a quiet interview room, and took place, where
possible, towards the end of the participant’s inpatient admission when a discharge
date had been set. This was in order to capture the participant’s perceptions about
discharge and their ideas about what it would be like to return to the community.

At the end of the interview participants were given a £10 gift voucher to
thank them for their time. They were also encouraged to speak to an allocated
inpatient unit staff member if any upsetting issues had arisen during the interview.
Prior to taking part the participants had given consent that if the interviewer felt
concerned about issues relating to risk raised by the participant they would
communicate this with their care team. No specific issues related to risk were

identified, however, during the interviews.

66



Table 1: Characteristics of participants

Participant Gender Age (years, Mental health diagnosis Length of Inpatient
number months) stay unit
(months)

1 Male 17,11 Paranoid Schizophrenia 3 A

2 Male 15,7 Bipolar Disorder 4 A

3 Female 16,5 Anorexia Nervosa 8 A

4 Female 15,7 Attachment Disorder, 6 C
emotion dysregulation

5 Female 16,7 Psychosis, Asperger’s 3 A
Syndrome

6 Female 17,6 Emotion dysregulation, 2 Y B
Depression

7 Female 17,5 PTSD, OCD, Emerging 4 B
Borderline Personality
Disorder

8 Female 14,3 Depression, Anxiety, PTSD 2

9 Female 16,3 Anorexia Nervosa 2

10 Female 14,11 PTSD, emotion 2%
dysregulation

11 Female 16,6 Anxiety, emotion 2 A
dysregulation

12 Female 17,6 Emerging Borderline 2 B

Personality Disorder
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Analysis

All interviews were audio-recorded and transcribed verbatim (eight by the
researcher and four by volunteer research assistants). Braun and Clarke’s (2006)
method of thematic analysis was used to identify pertinent ideas and patterns of
responses that emerged from the data set. Thematic analysis is considered a flexible
approach that is largely independent of epistemology and theory (e.g. Howitt &
Cramer, 2007). It is a popular method of analysis that offers a coherent and rigorous
set of procedures for qualitative data analysis. The stages of thematic analysis
outlined by Braun and Clarke (2006) were adhered to. This involved the following
process: (1) the familiarisation of the data set by the researcher, who transcribed and
then re-read the transcripts, (2) the development of codes that described features of
the data relevant to the research questions, (3) the grouping of codes to generate
initial themes, which produced an initial thematic map, (4) the checking and
verifying of themes across the data set, (5) further analysis and synthesising of the
data in order to refine, review and name the themes, and (6) the selection of
quotations from the transcripts to illustrate the themes and provide a rich description
of the data. Appendix | shows examples of the stages of analysis.

The process of developing the final set of themes was informed by the
frequency of relevant material both across the data set and within individual
transcripts. Although most themes were supported by data from all participants,
some applied to only a subset of participants; in the latter case, a theme was included

if it captured a central aspect of those participants’ experiences.

Credibility checks
The study was guided by established criteria for qualitative research in order

to ensure that it was conducted in a systematic and rigorous way (e.g. Barker &
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Pistrang, 2005; Mays & Pope, 2000). All of the interpretations and generated themes
were grounded in the data, which was achieved by the researcher sticking closely to
the transcripts during the coding and development of initial themes. Credibility
checks were carried out in order to verify the themes identified (Barker & Pistrang,
2005). This involved the thesis supervisors (one an expert in qualitative research and
the other in child and adolescent research) reading the transcripts and reviewing

themes so that a consensus on coding was reached.

Researcher perspective

Given the subjective nature of qualitative research, the validity of the analysis
is enhanced by the disclosure of the researcher’s perspective (Caelli & Mill, 2003).
My interest in adolescent mental health arose from my Assistant Psychologist post
prior to training where | worked in an adolescent outreach team that worked closely
with an adolescent inpatient unit. The development of my research question came
from working in a team whose main remit was to prevent inpatient admission and
maintain the young person in the community. It is likely that this, at least initially,
influenced my approach to the interviews and reading of the data (Harper, 2008), for
example anticipating that the participants would view their inpatient experience in a
primarily negative way. However, I attempted to reflect on and “bracket” my own
beliefs and assumptions, which was facilitated by working closely with my thesis
supervisors during all stages of the research process (Ahern, 1999; Fischer, 2009). It
was important, however, to acknowledge my prior clinical experience rather than to
discount it completely, as it enabled some interpretive insights that added to the

clinical discussion and implications (e.g. Fischer, 2009).
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Results
The analysis generated 16 themes which were grouped into five
superordinate themes (Table 2). A brief contextual overview is first provided in
order to orient the reader to the data, followed by a detailed summary of each of the
themes along with supporting quotations. Participant numbers are given with each

quotation (e.g. P1) to denote speakers (see Table 1).

Overview and context

For nine of the 12 participants this was their first admission to an inpatient
unit, whereas for three (P1, P6 and P12) it was their second. Although the specific
circumstances surrounding the participants’ admissions varied in detail, there were
several key factors shared by all of them. Participants reported that their problems
had been “spiralling out of control” and that they had lacked the appropriate
strategies (if any at all) to cope. Many had felt isolated and alone with their
problems, often as a consequence of family breakdowns following high levels of
concern and stress. Over half of the participants had been deemed a significant risk
to themselves, with many engaging in serious self-harming or risk-taking behaviours
and experiencing active suicidal ideation.

Overall, the majority of the young people felt that their stay at an inpatient
unit had been beneficial. Most said that early on in their stay they had been against it,
but over time had begun to value their experience and benefit from the unit. All of
the participants felt that their lives would have turned out very differently if they had
not come to hospital, with the majority predicting that they would not have been

alive.
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Themes from the interviews

The five superordinate themes, each with their constituent themes, are

presented in turn. The first two superordinate themes focus on the perceived benefits

(and some drawbacks) of participants’ stay on the inpatient unit, and a third captures

the personal changes that the young people identified through their experience. The

final two superordinate themes concern the transition from the unit to “normal life”.

Table 2: Summary of themes

Superordinate themes

Themes

1. Feeling understood by others

2. “A fake world”

3. Feeling stronger

4. Road to recovery

5. Getting back to normal life

1.1:
1.2:
1.3:

2.1:
2.2:
2.3:

3.1:
3.2:
3.3:

4.1:
4.2:
4.3:
4.4:

5.1:
5.2:
5.3:

A shared experience
“I can always talk to someone”
“A special person”

“A substitute family”
Structure and routine
“Wrapped in cotton wool”

“A new me”’
The bigger picture
Can I do it for myself?

| still have problems
“One step at a time”

| need others to help me
“Back to square one”

“Culture shock”
Will | be seen as normal?
Using my experience in a positive way
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1: Feeling understood by others
A central experience reported by all of the participants was the importance of

feeling understood by the other young people and staff in the inpatient unit.

Theme 1.1. A shared experience

All participants talked about how important it felt to have finally met other
young people who really knew what it was like to have mental health problems, and
who “got it”. Many sought comfort in sharing their experiences with the other young

people on the unit:

When | talk to [a fellow inpatient] about my experiences | feel that they know
what I’'m taking about and that they 've been through a similar sort of
situation. (P8)

Knowing that they were not alone and that others were going through similar
difficulties enabled the young people to develop strong connections with their fellow

inpatients and experience a sense of validation and acceptance:

Most young people have had similar experiences as I have had...They know
what you are going to be feeling about it and how to get over it if they have
got over it themselves. (P10)

Some talked about the unit staff having little shared experience in terms of
mental health problems, yet this wasn’t seen as a problem as they felt that staff made
an effort to understand them:

| share [my experiences] with the psychiatrist. And even though she doesn’t

relate to me, she’s never been through what I’ve been through, she still kind
of tries to understand. (P8)

The participants’ experience of feeling understood and having common

ground at the inpatient unit was strikingly different to their experience of home and
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in the community, where the majority had felt judged and criticised for having

difficulties. They believed this important contrast between the inpatient unit and
home related to a lack of understanding of mental health problems outside of the
inpatient unit, which many suggested derived from an absence of experience and

knowledge:

If people don't understand what we ve been going through they will judge it.
(P9)

1t’s difficult for people to help you if they have no idea what’s going on.
(P12)

Although living with other young people with similar difficulties was seen as
an important and positive aspect of their experience, some commented on the
challenges that could also arise, for example being around others when they were
distressed, particularly those whom the participant had developed a close
relationship with. Several participants felt that they wanted to help others when they

were struggling, sometimes at the expense of their own wellbeing:

1t’s kind of hard to concentrate on yourself when you see other people
struggling and you want to help them, but you can’t do anything about it.
(P2)

A number of participants from inpatient unit B talked about how witnessing

others distress could “trigger” their own distress, and how this could sometimes lead

to a snowballing effect ending with several inpatients struggling at the same time:

That’s the only problem, you put a load of people with problems together
you 're going to trigger each other off. (P6)
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Theme 1.2. “I can always talk to someone”

A key experience of the inpatient environment was that there were people
around “twenty four seven” (P4) to talk to. Whether it was another young person or a
staff member, there was a sense that “I can always talk to someone” (P10), which
provided the young people with a crucial source of containment.

The participants valued talking to the staff at the unit. Many spoke about the
staff’s persistent approach in supporting them: they would keep encouraging and
“not give up on me” (P1), even when the young person was really struggling. The
young people also valued the staff’s expertise and advice, with many feeling that the
staff really knew what would help them. Several young people valued their
relationship with staff on both a professional (i.e. providing expertise and advice)
and a personal level (i.e. informal chats).

This contrasted greatly with the majority of the young people’s experience
prior to admission, where they felt there was a lack of people to talk to. This often
resulted in feeling isolated and alone with their problems:

1 think most of the time, I felt worthless and like I didn’t really have anyone
to talk to. I couldn’t even talk to my mum. I couldn’t even talk to my friends.

(P5)

However, for some of the participants the “twenty four seven” support felt too

much, particularly at times when they wanted to be on their own:

No one has time to spend alone, because as you can see all these doors are
locked. You can’t go into your bedroom... the only place you could possibly
have all by yourself is the loo. (P6)
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Theme 1.3. “A special person”

Most of the young people talked about developing a significant relationship
with either a fellow inpatient or staff member during their time on the unit. This
relationship played a crucial role in the young person’s experience, with several
referring to it as being a “life saver” (P3). This “special person” (P4) served to create
a sense of unconditional support, regardless of how unwell the young person was or
had been. The young people talked about a deep connection with their significant
other that had helped them to feel fully understood and cared for.

I became friends with [fellow inpatient] and things have been on an upward

cycle since then. She has saved my life and | feel like everybody needs
someone like that when they come to an environment like this. (P3)

For most of the participants, the significant relationship they developed was
with a fellow inpatient. The key factor that tended to bring two people together was
their shared experience, which increased the empathy they felt towards one another.
Some participants’ significant relationship was with a staff member:

The [staff member] | was attached to... | just particularly felt like I could talk
to her... I think she just stood out for me and | found someone special in her.
(P4)

2: “A fake world”

All of the young people felt that the inpatient environment was completely
different from their home life or “the outside world” (P4, P9). For several
participants it was like “a fake world” (P3, P4, P7, P10, P11), which had its

advantages and disadvantages.

Theme 2.1. “A substitute family”
The intensity of the inpatient environment meant that the participants felt

they had developed strong bonds with several fellow inpatients and staff members on
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the unit. Most compared the close relationships they had made with the other young
people and staff on the inpatient unit to be like “a substitute family” (P3, P6):
Staff almost become your parents in the sense that they nag you sometimes

and you 've got to ask permission for things... And the patients almost
become like brothers and sisters because you are so close. (P4)

For several participants this sense of closeness and cohesiveness with people
on the unit contrasted with how things were with their real family at the time. They
talked about how their real families were finding it difficult to cope, particularly in
the lead up to their admission, and that this was having a negative impact on family
relationships:

You don’t want to talk to your parents about [your problems] because you

don’t want to upset them whereas with staff it’s their job and they try to talk

to you. (P11)

Although many valued having a close relationship with the other young
people and staff members, several spoke about feeling uncomfortable that they had
become “too attached”. They worried that this would make it harder for them to

leave the inpatient unit and return home to their families:

| don't want to get comfortable because one day | will have to leave, and |
want to be prepared when this day comes. | don't want to be really attached
with this place because I will just get disappointed in the end... (P9)

One participant commented on how the comparison between their real
parents and their “substitute parents” (i.e. staff members) was having a detrimental

impact on their perception of and relationship with their real family:

P: I think that the staff, because you are spending so much time with them,
especially when I was isolating myself from my family, a few of them
became my substitute parents and I found it quite hard to disconnect...
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I:  And what impact do you think that had on your relationship with your
parents?

P: Ithink it drove me further away from my parents and it made me feel like
my parents were a bit inadequate in comparison. (P3)

Theme 2.2. Structure and routine

All of the young people talked about the high level of structure and routine
on the unit. They were expected to adhere to a routine that involved attending
education and therapeutic groups, with fixed meal times and bedtimes. This was a
novel experience for many of the participants, who were used to doing “what |
wanted when | wanted” (P5). At the time they had not realised how poor their
routine was; it was only on coming to the unit and experiencing the significant
contrast to home that brought about this realisation:

I think this place has made me realise how little structure | had cause you

don’t really notice, it’s only when stuff changes you realise how bad it was
before. (P6)

The majority of the young people valued the impact that having a clear and
consistent routine had on their psychological wellbeing and management of
difficulties. This helped them to keep busy and distract themselves from difficult

thoughts and feelings:

Routine s important, it is necessary for managing yourself... the devil makes
work for idle minds, but here you're always two minutes away from
something else to keep you busy. (P1)

Half of the young people also talked about some downsides to the units’
routine. Some spoke about how frustrating the lack of flexibility could be and how
they weren’t always able to do what they wanted to do. For example, several

participants talked about having days where all they wanted to do was to lie in bed
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and do nothing, but were “forced to” (P11) get up by staff and attend groups and

other activities on the unit:

I know you have to do psychology and things like that but sometimes you just
really don’t want to...like being forced to do things that you don’t want to do.

(P11)
A minority spoke about how the strict regime of the inpatient environment
felt as though they were being “controlled” by the unit staff. This left a few of

participants feeling somewhat powerless and confined:

[Staff are] telling me what to do and [they re] in charge of my medication
and [they 're] literally in charge of... they re like in control of your life. (P6)

Theme 2.3. “Wrapped in cotton wool”

Feelings of safety and security on the inpatient unit were common amongst
the young people, with one participant describing the experience as if she were
“wrapped in cotton wool” (P4). All of the young people felt that the experience of
safety and security was completely different to life outside of the unit, and offered
both positive and negative aspects.

An important feature of the environment reported by all of the participants
was the physical safety of the unit. Young people talked about feeling safe knowing
that there was always someone around to manage situations as and when they arose,
for example “someone kicking off or getting really angry” (P4). Many also talked
about the ‘panic alarms’ which were used by staff to alert other staff members to an
emergency or when assistance was required.

Over half of the young people had a history of self-harming behaviours or
suicidal ideation. Common amongst them was the sense of safety they felt for

themselves as a consequence of being on the unit:
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We 're being watched quite a lot of the time...I think it’s quite good because 1
don’t have a chance to hurt myself and I know I'm safe. (P11)

Another aspect of being “wrapped in cotton wool” reported by several young
people was how the inpatient unit was a non-judgemental environment in which to
practice skills that had been too difficult or frightening to do in the “outside world”,
for example speaking out about their point of view, or socialising with others. This
had enabled some of them to test out different ways of approaching situations with

the reassurance that they would not be judged:

| feel like this is my safe zone where I can talk and I won 't sound silly...when
I say something people won't laugh at me. (P8)

Whilst on the whole the young people were pleased by the level of safety that
the inpatient unit offered, some (particularly those with a history of self-harming

behaviours) felt that their rights to harm themselves had been taken away:

Inside here everything is about your safety and risk management...
sometimes it’s enough to drive you insane, because obviously a lot of the
time you don’t want to be safe. (P12)

Similarly, several young people talked about how being in an environment
that was safe and secure provided limited opportunities to deal with “real life”

situations and to be able to cope on their own:

When you re out in the community you re exposed 10 everything whereas

here you 're not exposed to that. And it’s frustrating because I wish I was.
(P4)
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3: Feeling stronger
All of the young people felt that from their experience of staying on an
inpatient unit they had developed more confidence in themselves and their abilities

to cope with their difficulties.

Theme 3.1. “A new me”

Participants described noticing positive changes in themselves, with many
“feeling stronger” as a consequence of their experiences, particularly in comparison
to how difficult things had been for them when they were first admitted. Participants
also spoke about how they had developed a better understanding of their difficulties,

and how this had helped them build a more positive self-concept:

[The experience] makes you a stronger person and you know a lot more
about yourself, you know a lot more of what you re capable of, what your
body is capable of. (P3)

One participant highlighted the enormity of change she had witnessed in
herself, referring to feeling as though she had been “upgraded” gradually during her

stay on the unit:

All these little things all kind of add up to one big change that’s been like... |
feel like I've been transformed in a way, like upgraded to a new me. (P8)

None of the participants felt that their experience of staying on an inpatient
unit had altered their perception of themselves in a negative way. Some commented
on how they had developed a more balanced perspective of themselves, that
incorporated both their strengths and weaknesses. A common view was that the
young people had begun to recognise their vulnerabilities, and how these might be

more obvious to others given the fact that they were in an inpatient unit:
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I think people have realised that 1 am a lot more vulnerable than they
previously thought | was. (P3)

Theme 3.2. The bigger picture

The young people spoke about developing a new perspective or shift in
perspective as a consequence of their inpatient experience. Many indicated that they
had developed a sense of hope about the future as an outcome of their experience.
For example, several young people had previously felt that they would not be able to
cope and that things would continue to get worse for them, but since their stay at the
inpatient unit had realised that “no matter how hard things will get it does eventually
get better” (P3). Related to this, many of the participants felt a sense of achievement
in “getting through” their time on the unit, and that if they could “survive it” and
continue to function during such a difficult time in their lives they would be able to
“get through anything”:

If I can still make friends in here, at my lowest point... then that’s surely a
good sign that I can be able to make friends [when I leave]. (P7)

Another change in perspective reported by several participants was that the
things that would have bothered them before coming to the unit now appeared
insignificant (e.g. whether they were wearing fashionable clothes). Going through
the experience of inpatient stay had given some of the young people a “wake up call”
about what was truly important in life:

[The inpatient experience] makes things in the outside world seem a lot more

insignificant. So like, ‘Oh my gosh, what am I going to wear to that party?...
1It’s like, does it really matter?! (P3)
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Furthermore, some of the young people talked about experiencing far-
reaching changes in terms of their values and life goals as a consequence of coming

to the unit, particularly in the area of education and academic success:

The thing is I've found out that there’s more to life than just a degree, there
is more to life than just a job. (P8)

Theme 3.3. Can | do it for myself?

Over half of the participants felt that they had begun to develop confidence in
coping with difficulties on their own. During their time on the unit many had learnt
strategies to manage their difficulties, with one participant referring to their newly
acquired coping strategies as “survival skills” (P8). Several young people said they
were confident that they would be able to use their skills to manage difficulties that
would arise when they were no longer at the inpatient unit. Two participants talked
about having a therapeutic skills “toolbox” that they would be able to make use of in
the face of future difficulties:

I have the right tools and the right skills [that] I think will help me, like

mindfulness and breathing exercises. (P1)

This contrasted with several participants who felt they had become
increasingly dependent on others as a consequence of their inpatient experience.
These participants suggested that the inpatient environment had reinforced their
dependence on others, for example, the fact that even basic everyday activities such
as going to the toilet required permission and facilitation by staff members:

| was quite an independent person... but here you got to rely on people

because everything you do has got to be checked with staff members. (P4)

Several young people had begun to prepare for looking after themselves;

recognising that although in this “fake world” there were staff around to do it for
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them, they would soon be back in the “outside world” where they would need to do
it for themselves:
There are times when you 're pushing yourself...not just leave all of the

looking after to other people... other people may be able to look after you for
a bit, but you can’t go on in life like that (P12)

This increased reliance of others left several of the young people feeling
unconfident about how they would manage on their own when they did not have the
support of the staff at the inpatient unit:

Doing things for myself... simple things like making food or doing your own

washing...it’s going to be difficult to get back into when you are so used to
everything being done for you here. (P4)

4: Road to recovery
Most of the participants had been given their discharge date, and therefore
had begun to imagine what it would be like to leave the inpatient unit and be back at

home and at school.

Theme 4.1. I still have problems

Although the majority of the participants described significant improvements
in their emotional wellbeing, all believed they would be leaving the unit with some
ongoing difficulties. However, most suggested that their difficulties would be more

manageable and have less of a detrimental impact on their lives:

I'll struggle in some areas [of emotional wellbeing] but I think they’ll be a
lot easier to get out of. (P10)

[1 hope to] be able to live without some of the difficulties but even if they re
not completely gone... just not as bad, not as hard [as before]. (P11)
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Some of the young people reflected upon the “unpredictable” nature of their
mental health problems and the impact this had in terms of making plans for the
future:

You don’t know whether you re going to be having a good day or a bad day,
or even if you re going t0 have a good minute or a bad minute. (P6)

One participant felt that their mental health problems had actually become
worse since their admission:

I know that when I get out of here, I'm not going to be mentally
better...there’s some things that 've gotten worse since I’ve been in here. (PT)

Theme 4.2. “One step at a time”

In light of feeling that they would continue to have difficulties when they left
the unit, a common aim in thinking about discharge was to take things slowly, “one
step at a time” (P1, P3, P8). Several of the young people suggested that they were
planning to focus initially on maintaining their own wellbeing and establishing a
structured routine similar to the one at the unit and then reconnecting with their
friends:

I’'m just going to focus on doing stuff that will get my routine right first... And

then, when I'm stable I will think about meeting up with my friends and stuff.

(P1)

Most of the young people talked about a conflict between knowing it would
be a better option to take things “one step at a time” yet also wanting to “pick up
where | left off” (P3) and get back to how things were before their admission. This
was a dilemma faced by several of the participants:

Before | was the sort of person that would jump straight into something...

Now I'm thinking maybe I should take baby steps...it would be much easier

than taking a big long jump and then breaking down again. (P8)
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Theme 4.3. | need others to help me

Young people identified the need for others to continue to support them when
they were discharged from the inpatient unit, including their family, friends, and
community mental health teams. Although many felt more confident in their own
abilities to cope with difficulties, they all acknowledged that they would not be able
to do it on their own.

All of the participants reported feeling more confident in their family’s
understanding of their difficulties as a consequence of the support they had received
at the unit. They felt that their families were now better equipped to support them
appropriately and pick up on signs that things weren’t going well:

Your family can pick up on difficulties quicker because they now know you
better. (P3)

It was important for the participants to feel that when they were back at home
they had a support network that knew them and understood their difficulties. This
was particularly key for those young people who had felt isolated and alone with
their difficulties prior to admission. Knowing that there would be people to support
them gave them the reassurance that if difficulties emerged others would be there for
them:

1 now have people to support me, so... if something like this happens again

there are people that I can talk to. (P5)

Participants talked about feeling comforted and reassured by the fact that
they would continue to receive support from their community mental health teams
following discharge, particularly given the “twenty four seven” support that they had

become used to receiving at the unit:

85



[What helps is] knowing that I’ve got a good support network out there

waiting for me. (P4)

Several participants talked about wanting to replicate the support they had
received in the inpatient unit when they left. One participant was planning to find
youth-based groups to attend in order to ensure that they continued experiencing
support from a group setting. Another talked about hoping to find key people in their
community who could replace the staff members and young people from the unit
who had been significant in helping them:

1t’s going to be weird not having two special people there just for you... but
then you have to find other people [in the community] that do care enough to
be able to sit there and listen... (P10)

Theme 4.4. “Back to square one”

A key fear for all of the young people about leaving the inpatient unit was
becoming unwell, being readmitted to the ward and therefore going “back to square
one” (P1, P5, P7). They spoke about how this would be “devastating” and would
indicate that they had not been able to cope with their difficulties. The prospect of
returning to the inpatient unit symbolised a personal failure for the young people,
with several suggesting that such an event would significantly impact on their
confidence in their ability to cope:

I: What’s your biggest fear?
P: That things will deteriorate and I'll end up back here. 1'd see that as such

defeat because you 've battled for such a long time to get out and then you
Jjust end up back it’s like you 're starting back from square one. (P3)

Some of the young people went on further to say that they wanted to
completely forget about their inpatient experience and almost “pretend as if it never

happened” (P5):
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This [hospital] kind of symbolizes everything that went wrong. Everything
that went wrong that led to me coming here... So | kind of want to forget
about it. (P5)

A small number of young people reported contrasting views about the
prospect of being readmitted to the unit. Some worried that they would miss their
experience of the unit so much that they would engage in behaviours that would
result in them returning to the unit (e.g. suicide attempt). One young person had
already pre-empted this concern and had established a plan for keeping in touch with

staff members on the unit who had been significant during their experience:

I What then are your biggest fears about leaving here?

P:  Missing it! And wanting to come back! But I've already made a deal with my
therapist in the community, that if | ever felt like coming back to see [staff
member] that she would use her nursing powers to get me to speak to her. So
that I didn’t need to hurt myself to get back in. (P4)

5: Getting back to normal life

An important goal for all of the young people when they were discharged
from the unit was to get back to “normality” and “do things that normal teenagers
do” (P3). This was of central importance to all of the young people, who felt that
their ability to be “normal” had been compromised to an extent whilst staying on the

unit.

Theme 5.1. “Culture shock”

All of the participants expressed their concern about leaving the unit,
predicting that it wasn’t going to be an easy transition. Many talked about how it
would be hard to adjust to the significant differences between the unit and their
homes, with several participants anticipating that it was going to be a real “culture

shock” (P3, P4, P6). Given that all of the young people viewed the unit as
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completely different from their home life, many felt that they were not prepared for
what they would have to face in the “real world”, particularly in cases where the
young people had been staying on the unit for a substantial amount of time:
[The inpatient experience] doesn’t prepare you for going back to normality...
1t’s like we almost need tester trips, doing stuff where you 're put back into
normality but in a controlled way. (P6)
Some talked about the safety of the unit as a double edged sword; it provided
a high level of security whilst they were on the unit, yet gave a “false sense of
security” (P6) about the “real world” where they would be exposed to difficulties

that they would not be prepared for:

I think you realise how much of not reality this is because you are so used to
being so safe and everything, whereas when [I went on leave] | was petrified!
And I think that’s going to be really hard to get back into. (P4)

A small number of the young people expressed concerns about how they
would cope without some of the key benefits to the inpatient experience, for example
having people around “twenty four seven” to talk to, and how this would have a
negative impact on their wellbeing:

[When] I go back I've got no one who's really close to me... You go from

here where you see young people every single day, to back home and it’s just
you basically...then you're gonna start feeling a bit crap. (P7)

Theme 5.2. Will | be seen as normal?

All of the participants desperately wanted to be seen as “normal” by their
friends and people in their community when they were discharged from the unit. The
level of desperation was highlighted by one participant’s bargaining to be “normal”,

who suggested that she would “chop off my right arm to be normal” (P6). The
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young people worried about whether their experience of being on a psychiatric
inpatient unit had negatively changed others’ perceptions of them, and whether
others would now think they were a “different person”:

People might get worried in the sense that I'm not the same person anymore,

that I'm different. But I don’t want to be perceived as that. I just want to be
normal. (P1)

Although there was a strong sense of wanting to reconnect with home
friends, participants also expressed concern about how their friends might react to
them when they were back home, for example, not knowing what to say or worrying
about saying something that would offend them. Some worried that their friends
might even avoid them as a consequence:

They wouldn’t want to be close to me... they would want to stay away as far
as possible from me. (P9)

Most of the young people also said they expected they would have to answer
a lot of difficult questions when they returned to school, and worried about how they
would be able to answer them. Again there was a concern that others would treat
them differently and that they would be “talked about behind my back” (P9).
Furthermore, all of the young people worried about the stigma attached to mental
health problems and the lack of understanding amongst their peers, particularly those
from school. A lot of them expected they would be labelled as “mental” or “psycho”
if people found out that they had been on an inpatient unit. As a result, the
participants had not told many people about their admission, instead keeping it quiet

amongst a select few whom they felt would be more understanding:
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[1 haven’t told many people I'm here] because people get this stereotype
about people in mental health and I just don’t want to be treated differently.
(P11)

[My friend] told another person who she wasn’t meant to tell and that person
was like ‘Oh, my God! She’s gone psycho!... dadedada!’ They don’t
understand. (P7)

Another important concern amongst several of the participants was the
impact staying in an inpatient unit would have on their future career and employment
opportunities. The majority said they would not want potential employers to know
about their admission and mental health problems as they felt this would put them at

a disadvantage over other candidates:

If you [and another candidate] were exactly the same apart from you having
a mental disorder it’s likely that [the employer] would choose the one
without the mental disorder. Just so that they can have the peace of mind that
they'll stay relatively sane for their job. (PT)

There was an underlying anxiety for many of the young people that they
would be “found out” about their mental health problems and in particular their stay

at a psychiatric inpatient unit.

Theme 5.3. Using my experience in a positive way

Although some of the young people wanted to forget all about their stay on
an inpatient unit, the majority talked about wanting to use their experience in a
positive way. Over half of the young people had decided to pursue a career in the
helping professions and for most of them this decision was a direct consequence of
their inpatient experience:

[When] I came here | sort of realised this is what | want to do and | can use

my experience in a more positive way... I now want to be a psychiatric nurse
in an inpatient setting. (P4)
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Several of these participants talked about wanting to give something back to
the mental health world, and felt that they would be able to offer other young people
the sense of understanding and support that they benefited from and found to be a
crucial aspect of their own inpatient experience.

Most of the young people talked about how their views of mental health and
inpatient units had changed for the better as a consequence of their experience. Prior
to their admission many identified with the stereotypes of “madness”, expecting to
arrive at a hospital and be put in a “straight jacket and fed lots of pills” (P6) whilst
lots of “crazy people run around screaming” (P5). Through their experiences the
participants had learnt that people with mental health problems are “like everybody
else”, which had not only impacted on their overall view of mental health, but also
helped them to re-evaluate their beliefs about their own problems:

You come here and realise [a mental health problem] is not a bad thing, it

can happen to anybody. And that makes it feel less harsh on yourself... it

doesn’t make me a freak, it doesn’t make me any less of a person than
anyone else who doesn’t have a mental health disorder. (P3)

Discussion

This study explored young people’s experience of staying on an inpatient
unit, with a focus on their anticipations of the transition from inpatient care back to
“normal life”. They described their experience of inpatient care as offering a mix of
benefits (e.g. containment, supportive relationships) and drawbacks (e.g. living in a
‘fake’ world, lack of autonomy). The young people saw the transition back home as
providing both opportunities and challenges. They saw it as an opportunity for
personal growth and consolidation of the skills they had learnt to cope with their

difficulties. The challenges of the transition included feeling unprepared to re-enter
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the “real world” after the experience of being “wrapped in cotton wool” whilst on the

unit, and concerns about how they would be perceived by others.

The experience of the inpatient environment

The young people’s accounts are consistent with the clinical aims of
intensive person-centred care (Brunstetter, 1969; Cotgrove & Gowers, 1999). All of
the participants highlighted how the intensive therapeutic nature of the inpatient
environment provided a crucial source of safety and containment. A central aspect of
this was the experience that there was always someone around to talk to. Participants
valued the closeness of the relationships they had developed with their fellow
inpatients and staff members, likening them to a “substitute family”. This suggests
that a well-functioning inpatient environment encompasses similar nurturing
properties of a well-functioning family (Dalton, Muller & Forman, 1989). Feeling
understood by others, particularly fellow inpatients who had shared similar
experiences, was a highly valued experience, and is consistent with previous studies
of adolescent inpatient care (e.g. Grossoehme & Gerbetz, 2004; Tas et al., 2010).
Participants also described good relationships with staff members, whom they felt
were willing to listen and help. Research has shown that staff qualities such as being
interested, understanding and devoting time to patients, correlate with high
satisfaction levels reported by adolescent inpatients (e.g. Chung et al., 1995; Freed,
Ellen, Irwin, & Millstein, 1998). This positive experience of feeling understood by
others is particularly important given the link between patient satisfaction and
positive outcome at follow-up (e.g. Elbeck & Fecteau, 1990).

The high level of routine and structure in the inpatient unit was experienced
as having both benefits and drawbacks. Some participants found it confining and

restrictive, whilst others felt it had supported their emotional wellbeing and coping
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abilities. It has been proposed that a consistent routine in an inpatient unit establishes
a system of predictable interactional patterns (e.g. mealtimes, community meetings,
school, chores) that facilitates a sense of emotional equilibrium and enables the
young person’s entire day to be a therapeutic experience (Dalton et al., 1989). A key
issue raised by the adolescents in the current study was the simultaneous struggle of
needing others to support them whilst striving for autonomy and independence.
Although this struggle is characteristic of the developmental challenge adolescents
face (Coleman, 1990), it is possible that the highly structured nature of the unit may
exacerbate the tensions between the need for adolescents to feel secure in their
primary emotional relationships while establishing their own sense of identity and
self-efficacy. On the other hand, it has been argued that adolescents need to establish
a sense of dependency before being able to develop a more active role in their

treatment (Hepper et al., 2005).

The transition: from inpatient care to the community

The participants viewed their upcoming discharge from the unit as both an
opportunity for personal growth and a period of challenges. As a consequence of
inpatient care the young people had begun to develop positive images of themselves
and their abilities to cope. They therefore viewed the transition as an opportunity for
further personal growth and consolidation of the coping strategies they had learnt.
The perception of “personal growth” following inpatient admission has been
reported in other studies (e.g. Hepper et al., 2005; Jones et al., 1978). Further follow-
up research is needed, however, to establish whether adolescent inpatients maintain a
sense of personal development post-discharge.

A key challenge identified by the young people was how the experience of

being “wrapped in cotton wool” whist on the unit might make it difficult to manage
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‘real life’ situations after discharge. This has been raised by several authors, who
suggest that the relatively controlled and dissimilar nature of inpatient environments
compared to the inpatient’s home renders the young person unprepared to re-enter
the community (e.g. Pottick, Warner, & Yoder, 2005; Pumariega, 2007). The
adolescents also talked about the strong attachments they had formed to ‘unit life’
and how this would make their transition back home difficult. Again, this is
consistent with previous research; for example, a qualitative follow-up study that
interviewed young adults who had received treatment for eating disorders reported a
dependence and attachment to inpatient care that evoked painful emotions on
discharge (Offord et al., 2006). Such issues could be likened to the concept of
‘institutionalisation’, which was a major concern about inpatient care decades ago
(e.g. Goffman, 1961). Whilst this view is typically perceived as outdated, the young
people in the current study raised important issues about their ability to reintegrate
back into the community following the intensive therapeutic experience offered by
inpatient care.

Another challenge was the striking contrast between the relationships the
young people had formed with their fellow inpatients, whom they described as being
understanding and empathic, compared to the anticipated reaction from their peers in
the community. Participants raised concerns about whether their ‘non-inpatient’
peers would view them as “normal”, or whether they would be seen as a “psycho” or
a “mental” person as a consequence of their inpatient stay. Although it is possible
that the participants were affected by elevated anxiety in the context of being
discharged back into the community, there is also a reality to their concern, with
research continuing to highlight the stigma surrounding mental health issues within
the adolescent population (YoungMinds, 2010a). This is particularly important given

that research that has shown that perceived peer rejection is a significant risk factor
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for emotional maladjustment (Bowker & Spencer, 2010; Graham, Bellmore &
Juvonen, 2003).

Self Determination Theory (Deci & Ryan, 1908) offers a theoretical
framework to understand the accounts of the young people. The adolescents talked
about issues that connected with each of the three mechanisms proposed for
psychological wellbeing and positive future-orientated behaviours: relatedness,
autonomy and competence. It could be argued that inpatient care presents an
autonomy paradox for adolescents: it takes control away from the young person in
order to provide safety and structure; however, the developmental process of the
inpatient experience facilitates the young person’s autonomy and transition into the
community at discharge. Similarly with relatedness, the young people are taken
away from their friends and family at home, yet have the opportunity to develop
valued relationships with fellow inpatients and staff members on the inpatient unit.
Furthermore, the adolescents develop a sense of competence through learning new
ways to manage situations, which enables them to feel “stronger” in coping with
their difficulties. In light of the findings of the study, and given the theory that
optimal development is actualised through nurturance of the social environment
(Deci & Ryan, 1980), it could therefore be suggested that the inpatient environment
can foster several key mechanisms for adaptive development and thus create a

platform from which the adolescent can develop positive future behaviours.

Limitations of the study

Several methodological issues need to be considered when interpreting the
findings. It is likely that the young people who took part were a sub-group of
adolescents who were willing to talk about and reflect on their experience, compared

to the four young people who declined to participate due to their emotional
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instability. Also, the process of inpatient staff identifying potential participants may
have influenced the findings, for example, adolescents with more positive
experiences may have been chosen compared to those with less positive experiences.
Linked to this, the participants were predominately female, who presented with
largely internalised problems (e.g. anxiety, depression). It is well established that
individuals with internalising problems tend to be more reflective and introspective
(e.g. Angold & Rutter, 1992); arguably the findings may have been different if more
boys, who characteristically present with externalising problems (e.g. Lewinsohn,
Hops, Roberts, Seeley, & Andrews, 1993; Zahn-Waxler, 1993), had taken part.
However, the uneven balance of girls and boys also reflects the gender ratio reported
in adolescent units nationally: a large scale project investigating the characteristics
and use of child and adolescent psychiatric inpatient units in England and Wales
found that female adolescents substantially outnumbered male adolescents
(O’Herlihy et al., 2001). It could be suggested that inpatient units have developed
care that is better suited to internalising problems given the higher proportion of
females admitted. This is supported by the accounts of the young people in the
current study, who imply that there is a good match between their vulnerabilities and
the characteristics of the inpatient person-centered care.

Furthermore, given that the interviews required a certain level of verbal
ability and comprehension, young people with poor verbal skills and impaired
intellectual functioning were excluded. This may have impacted on the findings, as it
has been shown that higher intelligence is associated with positive outcomes of
inpatient care (Pfeifer & Strzelecki, 1990).

Another important consideration is the time at which the interviews took
place. Interviewing young people at the end of their inpatient stay was deliberately

chosen in order to capture their thoughts about their upcoming discharge and
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transition back to the community. It is likely that the timing of the interviews
influenced the participants’ responses and abilities to stand back and reflect on their
experiences (Luckstead & Coursey, 1995). Indeed, participants commented during
the interviews that if they had taken part at the start of their admission they would
have provided a more negative picture of their stay as they were still coming to terms
with being admitted onto a unit and were struggling to cope. This suggests that
where the young people are in terms of their inpatient stay (e.g. admission, middle,
ending) will affect what we can learn. Arguably a strength of this study was
interviewing the adolescent’s towards the end of their stay, when they had a more
comprehensive perspective on their treatment and were also able to comment on
their upcoming discharge.

Other issues that relate to the generalizability of the findings are the small
sample size and the recruitment of participants from London-based inpatient units. It
should be noted, however, that the number of participants recruited was within the
acceptable sample size range for qualitative studies (Creswell, 1999), and the
representativeness of the findings is arguably strengthened by the recruitment from

three adolescent units as opposed to a single unit.

Research implications

Both qualitative and quantitative longitudinal studies that follow up young
people after discharge are needed to establish whether the perceptions reported near
discharge remain the same when the young person is back at home and readjusting to
“normal life”. This could help answer some of the questions and concerns posed by
the participants in the current study, about how they will cope with living back in the

“real world” and renegotiating their friendships and day to day living.
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Future research might also explore the perspectives of parents and other
family members. In a qualitative study of parents’ experience of their child being
admitted to an adolescent unit, parents gave largely negative accounts, reporting that
they felt unsupported by unit staff and excluded during their child’s discharge
process (Clarke & Winsor, 2010). Further research might focus on parents’ and
family members’ experience of their child’s discharge back home and what helps or
hinders this process. This is particularly important given that families have a crucial
role in facilitating recovery from mental health problems (e.g. Karp &
Tanarugsachock, 2000; Sin, Moone, & Harris, 2008).

To date, limited attention has been paid to the social-developmental context
of adolescent inpatient units, for example staff attitudes, the mix of patients and
interpersonal dynamics on the unit, and the quality of staff-family-community
interactions (Pfeiffer & Strzelecki, 1990). There is a need for further research to
examine how environmental factors characteristic of adolescent units foster or inhibit
psychological development during adolescence (Bronfenbrenner, 1979; Pfeiffer,
1989).

Moreover, Self Determination Theory (Deci & Ryan, 1980) could provide a
theoretical framework for future research. The current study provides an example of
how theoretical ideas can enhance qualitative research by informing the development

of the interview schedule, as well as making sense of the data collected.

Clinical implications

A number of clinical implications are raised by the accounts of the young
people in this study. Firstly, the young people showed a confident ability to reflect
on their experiences and demonstrated a high level of self-reflection. This

corresponds with other studies that demonstrate that young people are fully capable
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of reflecting critically and astutely upon their experience of their care (e.g. Biering,
2009). Listening to adolescents’ accounts enables them to have a voice in the
planning of their treatment. Importantly it recognises their rights and acknowledges
their developmental need to separate from their family and develop autonomy. It
may be beneficial for inpatient units to foster and encourage adolescents’ self-
reflective capacity and ability to think of themselves as active agents within the
overall therapeutic model (Hepper et al., 2005), particularly in relation to their
discharge and making sense of their inpatient experience.

Secondly, a key aspect of the transition between the inpatient unit and home
reported by the majority of the young people was their hope for continued support by
community mental health teams after discharge. Follow-up provision of care is
associated with positive outcomes of inpatient care (Pfeifer & Strzelecki, 1990), and
the positive effects of inpatient treatment can easily be undone when aftercare
services are not available (Durkin & Durkin, 1975). Given the intensive therapeutic
nature of the inpatient environment, and the significant negative contrasts that the
young people reported experiencing at home, it is paramount that adolescents are
supported during the transition and long after their discharge. Crucially, community
teams should work closely with inpatient units to support the generalisation of the
young person’s newly acquired coping skills when they return home.

Thirdly, the adolescent’s feared being stigmatised and viewed negatively as a
result of receiving such an intensive mental health service. They were particularly
concerned about how their school peers would react to them, and what they might be
saying about them whilst they were staying on the inpatient unit. Providing
psychoeducation about mental health problems and available treatment options for
young people in school settings would help to encourage open discussions and

reduce the stigma surrounding mental health issues. This is particularly relevant in
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education settings supporting the adolescent age group (e.g. sixth forms), given that
the peak age of onset for developing a mental health disorder is 14 years (Kessler et
al., 2005).

Concerns about inpatient care are well documented in the literature and have
been highlighted as far back as the early 1980’s (e.g. Knitzer, 1982). The findings
from the current study, however, suggest that the inpatient environment has the
potential to offer young people some of the fundamental psychological drivers for
adaptive emotional development, for example containment of emotional distress,
development of supportive relationships with others and feeling understood.
Through this experience the adolescent may be able to develop more positive beliefs
about themselves and their agency, which in turn may facilitate their transition from
inpatient care and their ability to adjust to life in the community as a well-

functioning member of society.
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Introduction

In this section | reflect on the process of developing and carrying out the
research presented in Part 2 of this thesis. | highlight the importance of self-
reflexivity in conducting research, particularly when the researcher has specific
preconceived ideas about the subject matter being explored. I then reflect on the
process of interviewing adolescent inpatients and factors that may have facilitated
the process as well as some challenges that arose. Finally, | consider some of the
tensions in balancing a phenomenological approach whilst being informed by a
theoretical framework.

Self-reflexivity

Qualitative research aims to study people’s perceptions and experiences in
depth and detail (Barker, Pistrang & Elliott, 2002). It has been proposed that the
researcher is the instrument for analysis across all phases of a qualitative research
project (Starks & Trinidad, 2007). The subjective nature of qualitative research leads
to the inevitable transmission of assumptions, values, interests, emotions and
theories, which can influence how data is gathered, interpreted and presented
(Tufford & Newman, 2012).

“Bracketing” is a technique that involves identifying and attempting to step
aside from one’s preconceptions in order to limit their influence on the research
(Fischer, 2009). The extent to which bracketing is truly possible has been contested
(Fischer, 2009; Tufford & Newman, 2010); it has been argued that the researcher’s
own ideas encourage thoughtful and reflective engagement with the data (Tufford &
Newman, 2010). Self-reflexivity is a process that involves reflecting upon the ways
in which ones’ values, experiences, interests, beliefs, social identities and so on have

shaped our research (Malterud, 2001; Willig, 2001).
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Prior to clinical training | worked as an Assistant Psychologist for an
adolescent outreach team. The service offered intensive community-based
interventions to young people with severe mental health problems, with a key
objective of preventing admission to hospital and maintaining the care of the young
person at home and in their community. | came from a systemic and ecological
perspective (e.g. Bronfenbrenner, 1992; Cecchin, 1987), viewing young people’s
difficulties as multi-determined and embedded within the systems around them (e.g.
family, school, peers, community) which served to maintain their difficulties. | held
the position that it is best to intervene within the contexts where the problems exist,
for example the young person’s home and school environments, as opposed to a new
environment (e.g. an inpatient unit) in order for the young person and family to
generalise their newly learnt skills. My experience of ‘keeping young people out of
hospital’ inevitably shaped my views, and meant that | approached the research
project with a number of negative presuppositions about the benefits and utility of
adolescent units. For example, my presumptions were that inpatient care posed a
significant and negative disruption to the young person’s social and educational
environment, and that the influence of contagion effects would exacerbate the
adolescent’s difficulties (Rhule, 2005).

I was mindful of the tensions that can arise between bracketing
preconceptions and using them as insights (Finlay, 2008). Early on in the data
collection process, on inspection of initial transcriptions, | realised that I was
approaching the interviews intent on exploring the drawbacks to the adolescents’
experiences of inpatient care, and often found myself pushing the young people to
talk about negative aspects of their stay, even when this was not an issue that was
being raised. Discussing my experiences and biases with my research supervisors

enhanced my reflexivity and enabled me to consider how my preconceptions were
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influencing the interviews and subsegeunt data set (Tufford & Newman, 2010).
Through this process | adapted my approach to the interviews, taking more of a
neutral and curious stance which allowed me to be more open to the adolescents’
accounts.

Data analysis also posed a challenge, particularly as my presuppositions
about inpatient care did not fit easily with the young people’s accounts on the whole.
At times during the analysis stage | noticed myself being drawn to aspects of the
young person’s accounts that highlighted the drawbacks of inpatient care. Whilst it
was important to capture this within the analysis, it was also important to be aware
of the risk of placing undue emphasis on certain views. Re-reading the transcripts
helped me to ensure that | stayed close to what the young people had said, and
discussing tentative themes with my research supervisors enabled me to form higher
level conceptual ideas that remained embedded in the data set.

Self-reflexivity can be used not only to consider our position and prior
experience during the development and implementation of a research project, but
also to consider how the research may have affected and possibly changed us, as
people and as researchers (Malterud, 2001; Willig, 2001). Through the process of
hearing young people’s experiences my views on inpatient care were significantly
modified: having started out with preconceived ideas about inpatient care being
largely negative and disruptive to the young person, | began to consider the benefits
of such an intervention. I was struck by young people’s accounts of the all-
consuming nature of the inpatient experience, and how this offered the adolescents
several fundamental psychological mechanisms for positive growth and recovery.
Whilst | had been aware of the intensive therapeutic environment offered by
inpatient settings, only on hearing young people’s accounts was I able to fully

appreciate what this meant to them and their recovery, leading me to re-evaluate my
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position on the utility of adolescent inpatient care. This process showed me the
impact that research can have on a clinician, and how being open to and ‘immersed’

in the data can allow you to substantially re-evaluate your views.

Interviewing adolescent inpatients

Many clinicians believe that adolescents are more difficult to interview than
patients in other age groups (e.g. Coupey, 1997). It could be argued that adolescents
with serious mental health problems pose an even bigger challenge. Whilst this may
well be the case, the interviews with the adolescent inpatients in this study yielded a
rich data set. There were several factors that may have facilitated this. Firstly, the
semi-structured nature of the interview schedule offered flexibility that enabled key
areas to be explored, but also allowed discussions to diverge in order to pursue an
idea or response in more detail (Britten, 1999). During the development of the
schedule I was mindful of my audience and tried to incorporate salient aspects of
their experience that I anticipated they would engage with (e.g. education and
friends). The interview deliberately began with questions that the young people
could answer easily and then proceeded to more difficult and sensitive topics, such
as issues relating to stigma, as the interview progressed (Britten, 1999). This helped
put the young person at ease, build up their confidence in answering the questions,
and establish a rapport with me as the interviewer (Gill et al., 2008).

Related to this, a second factor that may have facilitated the interviews was
being able to draw on my clinical skills in working with ‘hard to engage’ young
people. Maintaining a flexible, relaxed and interested approach during the interviews
encouraged the young person to relax and in turn reflect on their experiences. It has
been suggested that there are many similarities between clinical encounters and

research interviews, in that both employ similar interpersonal skills, such as
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questioning, conversing and listening (Gill et al., 2008). However, there are also
some fundamental differences between the two, including the purpose of the
encounter, reasons for participating and the roles of the people involved (Pontin,
2000). A challenge that any clinician will inevitably face when conducting research
with clinical populations is the balance between their role as a researcher and their
role as a clinician trained in therapeutic techniques (Orb, Eisenhaur, & Wynaden,
2000). There were times during the interviews that I felt drawn into ‘therapist mode’
and was tempted to respond based on my experience of working with high risk and
vulnerable adolescents. At such times it was helpful to think about the use of
bracketing in a clinical context, and that an important component of empathy is
letting go of one’s own presuppositions, in order to understand what the client is
trying to say (Barker et al., 2002). Moreover, drawing on my experience of working
in a systemic and narrative model, which privileges a “not knowing” and radically
curious stance to interpersonal interactions (e.g. Ekdawi, Gibbons, Bennett &
Hughes, 2000; White & Epston, 1990) helped me maintain an engaging stance whilst
supporting the participants in exploring a greater depth of feelings and meanings of
their experiences.

Other factors that helped during the interview process included my age:
research has shown that young service-users find it easier to talk to professionals
who are closer in age to them (YoungMinds, 2011). Being in my mid-twenties may
therefore have helped me to engage the young people, as they may have felt able to
relate to me given my relatively youthful appearance and attitude. Similarly, their
willingness to talk with me may have been facilitated by my deliberate attempt to
spend additional time on the inpatient units during the data collection stage. | did this
so that the young people could become familiar with my presence; when the

occasion arose to invite the young person to take part in the study, they already knew
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who | was and what | was doing. Furthermore, | found that being independent from
the clinical setting offered the participants an opportunity to speak more freely and
provide comments about issues they may have felt unable to make in the presence of
staff members from the inpatient unit. It is possible that the young people’s accounts
would have differed in content if the interviews had been conducted by a member of
the clinical team.

There is little research in the literature that addresses methodological issues
of conducting research with clinical populations, in particular young people with
severe mental health problems. During the research process | encountered several
challenges when interviewing adolescents. One of the biggest challenges | faced was
striking the balance between keeping within the overall aims of the study, whilst also
exploring the nuances and idiosyncratic aspects of each young person’s experience.
At times | found myself becoming really interested and curious about a particular
issue raised by a young person, even though it was outside of the focus of the
research questions (e.g. the intergenerational experience of mental health problems).
This highlighted the endless avenues that a researcher can take during the interview
process, and the importance of having clear research questions to re-focus the
discussion and exploration.

Related to the tension of knowing when (and when not) to explore a young
person’s utterances further, I noticed a developmental process in my interviewing
skills. During initial interviews | had a tendency to stick rather rigidly to the
interview schedule and ask limited follow-up questions, which arguably provided the
young people with few opportunities to offer in-depth accounts of their experiences.
This was reflected in the somewhat thin descriptions evident in early transcripts. As
my confidence in interviewing grew, however, | began to be much more flexible in

my approach, and stuck closer to what the young person was saying, inviting them to
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expand on issues they were raising. This significantly benefited the data | was
collecting, which was rich and vivid in description whilst still within the study’s area
of focus. | expect it was also more enjoyable for the young people being interviewed,
who were given the opportunity to explore their experiences at a deeper level.

Another challenge during the interviews was paying close attention to the
young people’s language, and ensuring that I checked out their meaning of words,
rather than being guided by my own assumptions. This was particularly important
given the age of the participants, who often used slang or words that are not used in a
conventional way (e.g. “sick” can refer to something that is ‘really good”).

An interesting and unforeseen aspect of the interview process was the
discourse used by adolescent inpatients in relation to health care. For example, many
of the young people referred to medical and psychological terms, such as
“diagnosis”, “in the community” and “triggers”. In retrospect, this is not surprising
given that they had been immersed in a medical/psychological environment for
several months. However, this use of language contrasts to research presented by
YoungMinds who found that young people prefer professionals to use jargon-free
communication (YoungMinds, 2011). Given my own clinical experience and
tendency to use jargon, it was important that | continually checked out that |

understood the participants’ meanings, instead of relying on my own assumptions

and knowledge of clinical terms (Britten, 1995).

Qualitative data analysis and the incorporation of theory
The overarching aim of the current study was to explore young people’s
experiences and interpretations of inpatient care, and their anticipations and
perceptions about their transition back home. | took a phenomenological approach,

which privileges understanding individuals’ lived experiences and world views
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(Banister et al., 2011). I also drew on Self Determination Theory (Deci & Ryan,
1980) to provide a theoretical framework to make sense of the young people’s
accounts. Through the research process | became aware of several tensions in
working phenomenologically whilst also incorporating a theoretical model.

Some argue that in phenomenology, “no preconceived notions, expectations
or frameworks guide researchers” (Creswell, 1994, p. 94) and that researchers should
be naive to what has come before in order to be guided as much as possible by the
data (e.g. Glaser & Strauss, 1967). Yet historically, qualitative research has been
criticised for not being guided by theory in its development and conduct. The use of
theory in qualitative research has been hotly debated (e.g. Creswell, 1994; Glaser &
Strauss, 1967; Sandleowski, 1993), however, one strong argument is that drawing on
theoretical frameworks is unavoidable and can help to guide and enhance the
research process (Sandelowski 1993).

It has been proposed that a theory is ‘a set of theoretical statements that
provides an understanding and explanation about a class or classes of phenomena’
(Kim 1997, p.31). The current study drew on Self Determination Theory (Deci &
Ryan, 1980) as a framework to guide it, particularly in relation to the interview
schedule and analysis of the data. My reason for choosing this theory was based on
its relevance to the research questions: it focused on positive future behaviours and
therefore offered a framework from which to examine the young people’s accounts
in relation to their anticipations in the transition back home. By incorporating a
theoretical framework, | aimed to carry out a richer analysis, and one which provided
illuminating insights into participants’ accounts.

I was mindful of balancing a theoretical framework with the complex and
rich descriptions provided by the young people, which | wanted to accurately

represent first and foremost. Sandelowski and Barroso (2002) suggest that a common
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problem in researchers’ use of existing concepts and theories is that during data
analysis the interpretations do not always fit well with the data. | was conscious not
to be wedded to the theoretical framework | had chosen, but rather to use it to offer a
deeper level of meaning to, and understanding of, the young people’s accounts. I was
aware of the risk that the adolescents’ views could be distorted or concealed if I
stuck too rigidly to the theory (Lugg, 2006); having regular discussions with my
research supervisors during the analysis phase helped to make this tension explicit.

Qualitative research can be a laborious and time-consuming venture (Anfara
& Mertz, 2006). The rich and vast amount of unstructured data posed a challenge
that often left me feeling overwhelmed as | attempted to identify the central ideas
being expressed. The use of theory helped to clarify my ideas, particularly as the
young people were raising issues that connected with the key mechanisms proposed
in the theory (i.e. relatedness, autonomy, competence). It could be argued that
drawing on Self Determination Theory enabled the study to gain theoretical rigour,
and for the study’s findings to become more useful and comprehensible to those in
other disciplines (Anfara & Mertz 2006). In this way, incorporating theory into

qualitative research has benefits to both the researcher and the profession.

Conclusions
Qualitative research enables an in-depth exploration of complex human
experiences (Barker et al., 2002). Listening to service-user views about their
experience of treatment can have important clinical implications and can facilitate
our understanding of key mechanisms of change (e.g. Kitwood, 1997). During the
research process | was struck by the adolescents’ abilities to reflect on their
experiences and provide critical perspectives about inpatient care. Engaging in

qualitative research has taught me the important contribution that service-user
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accounts can make in our understanding of several psychological processes relevant
to adolescent inpatients. The young peoples’ accounts also illuminated several key
aspects of inpatient care that may facilitate the transition back to the community.
Gaining an understanding from a service-user perspective can therefore offer helpful

insights that have the potential to lead to better person-centered care.
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Downs and Black rating sheet: Adapted version

1Ly

Reparting Yes = | Ma = 0 Unable to determine = O

2

Iz the ypothesisbimiobjec tives of the
study chardy deseribed

Are the main cutcomes to be measmred
clearly deseribedin the introduction or
methads saian

Are the ¢loracteristios of the cients
included in the study clearly deseribed

Are the interventionsi reatments of
interest cleardy deseriboed!

Are the distributions of principal
confounders in each growp of clients 1o
b compared (or within 2 Sngle group)
clearly deseribed

Are the main findings of the study elerly
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]

]
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apefasnderimarbidity

Treatments and placeba [when relevant)
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e bl

A list of principal confounders is provided.
Marbidity, co-marbidity, 2358 7ender,
previous history, Good qual will
include adjustment regresion ar
it ehiing

Simple autcame data (including denominators
and mumerators) shoud be reported for all
major findings so that the reader can check
the major analyies and conclusions. This
question does not €over St sl et e
which are considered below

Innon normally distributed das the
inter-quartile range of resuhs should be
reparted. In normally distributed data the
standyrd amror, standard devistian, or
confidence intervals should be resorted.

i the distribtution of the duvta i nat
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estimates used were appropriate and the
question should be answend po

This should be answered yes if the study
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events (A st of adverse events is provided).
Eg. erly discontinuation of theramsy
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ta fallow-up were sa small dat fndings
oot be urmffected by their incluson.
Thiz should be answered no where a study
does not repart the number of patients last
ta fallow-up.

Fallaw = up = post — theragy, ar kas from
study at bnseline
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exdets. Where a study does not regort
the progortion of the source papultian
from which the mtients are derived the
question should be answered as unable
ta detemmine
13 ‘e those clients who were prepared O The progorton of tho s asked who agreed
1o participate resresentytive of the should be stated Yalidation that the
entire popultion from which they sample Wit representative woud
were recruited! included demonstrating that the
distribution of the main eonfounding
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presenting problems
15 (2} Wviere the saf, plees Beilities where O For the quesdion to be answered pes the

the mtients were treted representative
af the trestment the mojority of patients
receivel

(b} ¥ the treamment conducted ina non
univerdty stting

(£} ¥Was implementation of treatment
maonitored (R}

study should demonstrate that the
intervention was regpresentative of that
in uze in the source populbition

O The question shoud be answered no i, for
example, the intervention was
undertaken in a srecilist centre
unregresentative of the hospitals most
af the sounce popultion would attend
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Esctemal valitity/clinical representativenes Tes = 0 Mo = 0 Umble to determine =0

| & Were theragists experienced profesionals [
with repular cxssdaads

Iy Were theragists free to use awide variesty [
af procedurss in treatment and not just
limited ta one treatment pro cedure

I8 (R} ‘Were therapists trained immedintely m|
befare the sody and in the specific
treatment being studied

Internal rediability Yes = | Ma = 0 Unable to determine = O

1% Hany of the resubs O Any amlysis that had net
of the study were nsed been planned at the outset
an data dredging’ was this mads elear af the study should be

clearly indicated. H no retmpective

unplanned sbgroup analysis were reported,

then answer yes

20 Were the statistical tests used O The statistical technigues used must be
to asses the main outcomes anproprivte to the dat For example,
anprophate non parametdc methods should be used

for srall mmple sizes . Where litte statistical
analysis has bean undertaken, but where
thers it no evidence of bias the question
should be answered yes. i the distribution

af the daps (normal or not) s not deseribed
it Mt be assumed that the esfirotes used
wiere ammroprivte and the question should be

answered ypes
21 W the compliance with the O ‘Where thers was non complianes with the
interventionfs/tres tments reliable! allocated the question should be answered no
22 Were the main ouoom e measunes O For sudies where the outcome meatunes an
used securate [valid and rediabis) clearly deseribed, the question should be

answered yes For studies which refer to
ather work or that demonstrates the outcome

measures are accurate, the question should be

answered yes
23 Do the amlyses adjust for O ‘Where no comparison group seare (L Where
different lengtles of fllow-up of lengths of follow-up the sume seare |

patients in different trestment groups?
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Intemal relability confounding [=mlecion) bizs Yes = | Mo = 0 Unable to determine = O

2 Were the clisnts in different
intervention/tret ment groups recrited
fram the swne popubdian

25 Were the dients in different
intervention/tret ment groups recruted
aver the sume period of Gme?

2 Whe thern adequate adjusment far
confounding in the analysis from which

the main findings werne drawn

I Wiere losse of clients o fallow-up tken
inta secount!

B Did the study have sufficient power to
detecta clinically imgortant effect where
the probability value for a difference
being due to chance is les then 5%

O  For examgle, cients for all comprisan
grows should be selected from the same
syuree population. The question should be
armwened mable le to determine when
there i no information concerning the
murce of patients incheded in the study
Where no comparison group seore §

O  Pora study which does not specily the time
period over which clients were recrted,
the questianshould be answered unable to

determine. Where no comparison groug
ware O

O This question should be ansvwered no i the
mrain conclusions of the study wer sed
on am lyses of treatment rather than
intention to treat; the distribution of
known confounders was not deseribed
or the distribution of confounders differed
between the trestment grougs but was
not trken into secount in the ambyses i
the effect of the rain confounders was not
imvestigated or confounding was
demonstrated but no adutment was
made in the fnal analyses, the quetion
hould be answered no

O H the numbers of elients last to fallow-ap
are not reported, the question should be
ammwerned a unable to determine. i the
progortion of loit ta follow-up was too
anall to affect the main fndings, the
question should be answered ye

O  Sample sizes have been cleusted to detect
a difference of ¥ and y5 Has power
ara lysis been paarformed

Size of smallst intervention grow
<
NI-N2
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NHS

Health Research Authority

03 June 2013

Study title: How does staying in an adolescent unit impact on how
adolescents view their future?

REC reference: 1X5CH0181

IRAS project ID: 119313

Thank you for your letter of 31 May 2013, responding fo the Proportionate Review
Sub-Committee’s request for changes fo the documentation for the above study.

The revised documeantation has bean reviewsd and approved by the sub-commities.

We plan to publish your research summary wording for the above study on the MRES website,
together with your contact details, unless you expressly withhold permission to do so.
FPublication will ba no earlier than three months from the date of this favourable opinion latter.
Should you wish fo provide a substitute contact point, reguire further infoarmation, or wish to
withhold parmission to publish, please contact the Co-ordinator Mrs Siobhan Bawn,
MREESCommities. SouthCentral-Oufordbi@nbs.mat .

Confirmation of ethical opinion

On behalf of the Commities, | am pleased o confirm a favourable ethical opinion for the above
rasearch on the basis desoibed in the application form, protocol and supporting documentation
as revised.

Ethical review of research sites

The favourable opinion applies to all NHS sites taking part in the study, subject to managemeant
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permission being obtained from the NH5/HSC RE&D office prior to the start of the study (ses
“Conditions of the favourable opinion” below].

Conditions of the favourable opinion

The favourable opinion is subject fo the following conditions being met prior to the start of the
shudy.

Management permission or approval musi be obigined from each host organisation prior o the
start of the study at the site concerned.

Management permizsion ("RE&D approvaln) should be sought from all NHS arganisations
involved in the sfudy in accordance with NHS research governance arramgemeanis.

Guwidance an applying for NHS permizsion for research is avalable in the Integrafed Ressarch
Application System or &t hitpfwww. rdforum. nibs. wh.

Where & NHS organizalion s rode in the study is imited o iderdifying and refeming poterdial
parficipants fo research sifes (Cparficipant idenfification centre”’), guidance showld be soughd
from the R&D office on the information it requires to give permission for this actividy.

For mon-NHS sites, site management parmission showld be oblained in accordance with the
procedures af the relevant host arganisation.

Sparnsars are not required fo nolify the Commilies of approvals from hosl organisations.

It is the responsibility of the sponsor to ensure that all the conditions are complied with
before the start of the study or its initiation at a particular site (as applicable).

You should notify the REC in writing once all conditions have been met (except for site
approvals from host organisations) and provide copies of any revised documentation
with updated version numbers. The REC will acknowledge receipt and provide a final
list of the approved documentation for the study, which can be made available to host
organisations to facilitate their permission for the study. Failure to provide the final
versions to the REC may cause delay in obtaining permissions.

Approved documents
The documeanis reviewsad and approved by the Committas ara:

Dipcumeant WVarsion Date

Covering Letier 18 March 2013
Interview Schedules/Tops: Guldes 1.0 06 Febasary 2013
Investigatar CW 06 Febaeary 2013
Other: CV for Supervisor - Mancy Platrang 06 Febaeary 2013
Oiher: CV for Student - Freya Gl 06 Febneary 2013
Participant Consent Foom 1.0, Parent |06 Febouwary 2013
|F'E|rt-:l|:|an1 Consent Form: Parent! Carer 20 17 May 2013
|Part.:|pan1 Consant Form: Assent Fomm 210 17 May 2013
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Participant Consent Form: Young Person 2.0 1T May 2013
Participant Infornation Shaeat; ParentiCanes 2.0 T May 2013
Participant information Sheet: Young Peopbs 210 1T hay 2013
Protocol 2.0 T May 2013
REC application 34 06 Febreary 2013
[Referees or other scientific critique report 0& Oclober 2012
Response to Request for Further Information

Summand'Synopais 1.0 06 Febreany 2013

Statement of compliance

The Committes is constifuted in sccordance with the Govarnance Arrangemeants for Ressarch
Ethics Commitiees and complies fully with the Standard Ciperating Procedures for Resaarch
Ethics Committeas in the LK.

After ethical review

Raporting reguirements

The attached documeant “After athical review — guidance for researchers™ gives datailed
guidance on reporiing requiremenis for studies with a favourable opinion, including:

Maotifying substantial amendmeanits
Adding new sites and investigators
Maotification of serious breaches of the protocol

Progress and safaty reports
Matifying tha end of tha study

® & & & #

The MRES website also provides guidance on thesa topics, which is updated in the light of
changes in reporting requirements or proceduras.

Feedback

You are invited fo give your view of the service that you have received from the National
Rasearch Ethics Service and the application procedure.  If you wish fo make your views known
please use the feedback form availabla on the wabsite.

Further information is availabla at Mational Research Ethics Sarvice website = Aftar Review

| 135CH0181 Please quote this number on all correspondence

We are pleased to welcome researchers and R & D staff at our MNRES committes mambers’
training days — see details at hittp:ifwww hira.nhs.ukfhra-fraining’
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With the Committee’s bast wishes for the success of this project.

Y¥ours sincerely

Email: N RESCommitiee_SouthCentral-Cedfordbiminhs. nat

Enclosures: "After ethical raview — guidance for resaarchers” [Emailed]

Copry fo:
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Fdarimal Heqahh BHE Trigs)

05 July 2013

Diear Freya,

Rassarch Tile: How does staying im an adolescent unit impact on how

alalescants view their fulure?

Principal investigator:  Miss Fraya Gill
Prajeci reference: PFESE
Spansar University College London

Follsing varigus Sacusaons your shedy has now besn awarded research approval. Please

remasmber o quots the abowe propes rlemens mamber of any fulune carespondence relating
to this study.

Flessa male that, in addition io ensuring that the dignity, safety and well-baing of participants
@ given prcrily &l &l limes by the research feam, hosi sile approval s subject o tha
fallowang conditions:

I addilion to ermring that the dignity, safety and well-being of parficipenis ara given pricsdiy
all limess by the research team, you need fo ensure the follcwing:

L

Thie Principal InesSgator (F1) masl ensurs compliance with the ressarch protocal and
achise the host of any change(s) (eg. pabent recrument or Turding) by following the
ageed procedures for nolification of amendments, Failure o comply may resull in
immadiale withdrawal of host siie approval.

Lindar the teims of the Resssrch Gavemanss Framework, the P is obliged o report any
acherse evenls o the Reseanch Office, a6 well 82 the REC, in line with the protosal and
BRpOrTE regurements. Adverse events must also b reported in eccordance with the Tius
ftidenbincdent Reporing Procedunss.

Thie Plimist ensurg appfopiate procedunes are in place i action urgent safety measures.

The Pl misst ansure the mainierance of & Trial Master File (TMFL

Tedire wid condimms of Appnnal, verson 11 #0THINE
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& The Pl must ensure that all named staff ane complant with the Data Protecion Act. Human
Tigdied Acl 2005, Merdal Capacty Aol 2006 and all oéher statutory guidanos and legslation

[aheara applicabla ).

* The Pl must comply with the Tnsts research audting ard maoniloring processes. All
invesligatoes involved in ongaing research may be subjact ta 8 Trust sudil and may bs sent
#r iflenm praject reveess form o faciizie maoniloring of reseanch actidly,

= The Pl must mepor any cases of suspecied research miscondust and fraud 1o the
Research Cifice,

#  The Fl musi provide an armual report 1o the Reseanch Office tor all resaandh ineglvirsg NHS
pealienls, Toss! and resources. The Pl must also noify the Research Office of eny
pragarialions of sich fessanch at sdentific or professonal meetings, or on the everd of
papars bRing puabkshad arsl any Erecl o indires] mpacts an patiend care. This s wilal o
enmine thie quality and aulpit of the resaarch for yiur graject &l B Trus] as & whiols,

= Patenl comtacl: Only trained or supervised researchiers holding & TrustNHES corinac
thorarary of subalaniive) will be allpwed fo make conlact with patienls.

® infomned consent; is obipinesd By e lead o irsned researcher socording to the
requirements of the Research Ethics Committea, The original sagned corsant Torm should
be kept on fie. Informed consent will be monitoned by the Toast 68 intervals Bred you will be
reguired 8 pravice relesant information.

= Closune Farm: On complefion of your projecd a clasure form will be s=nt 1o you {accoeding
fo the end date specfed on the R & D database), which needs o be retumed 1o the
Research Office.

& Al ressanch cared oul wilthin Souwth West Londan & 5t George’s Mendal Heatih BHS Trusi
must Be in sccordancs wilh e prindiples sel cal m he Depariment of Heallth's Ressarch
Gowermants Framewor for Haalth and Soctal Cans 2005 (2™ edtion )

Failure o comply with the condiiors and megulations outlingd abowe consiges resaarch
migcorsducl and the Ressanch Cffioce will aioe appropriaie action immedsataly,

Pleasa note, howaver, that this list is by mo means exshawstive and remains subject fo change

I respanse o mnerd relevant siadal i Al giddance, H'p'l!l.l Fraws 1] o
the above poings please contact RAD Co-ordinatar, mullmw_\
| e-rmasil: | |

Torwes and poned hvkves of Appeoval, v 1.1 G507 0113
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MHS Foundateon Thust

FIMNAL R&D APPROVAL
23 Seplesnber 2013
Tek
Faiz
Esmail: |

Do oe[ |
Prodoool: Mow does staying in an adolescent unit impact on how adolesoents view
their fubure?
ReDA Ret: CBMaoT
REC Ret: 1345500181
’@ﬂnmm voul that the J _ |

|has approved e above referenced saudy and in 5o coing has
ensured thal there i appropnale indemnily cover agains any negligence that may ooowr during e
course of your project, on behall of § Fnesl. Approved shudy documents. ane
as lolkows:
[ Type Version Dale
Prosooaol 2.0 by By 2013
Interview Schedule 1.0 0& Eobruary 20132
Flow Chart 1.0 0E Fobnuary 20132
fszent Form 2.0 17 May 2013
Conser Form ParentACarer 2.0 17 May 2013
Consent Fomm Young Person 2.0 17 Mary 2013
Information Sheet for Young people 2.0 I My 2013
Information Sheet for Parens'Carer 2.0 17 May 2013

Plzase noie that all research within the MHS s subject io the Aesearch Gosemance Framework. for
Heaith and Sodal Care, 2005. If you are uniamilar with the standards contained in this documens, or

the B4 and OMUL policies that reinforoe Them, you can obtain detaids fnom the Joint Besearch
Managemeni Otfice or go 1oc

¥ ou mist stay in fouch with $he Joint Research Management Ofice during the course of the
resaarch project, in parioular:

+ If there is a change ol Principal invesagator

# ‘Whin T project timishes

# | amendments ane made, whethes subsiantial or nom-subsianhal
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This is necessary 1o ensure $hat your RAD Approval and indemniy cover remain valid. Should any
Senous Adverse Evenis (SAEs) or umiowand events occur if ks essenbial thal you infomn e Sponsor
within 24 hows. I patieris or stall are ineobed in an incident, you should also foliow the Trust
Aoverse incident reporting procediure o comact the Risk Management Unit on DED 7480 4718,

W wish you all the best with your research, and f you need any help or assistance during s
course, please do nof hesitale o contact the Otfice.

¥ ours sinoerely

Copy io: Sponsor Organisaton
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NHS

16 Augusi 2013

I am pleased to confirm that the following study has now recelved R&D approval, and you may now
starl your research in the trust identified below:

" Study Title: How does staying in an adolescent unit impact on how adolescents view their future 7

R&D roference: IRAS ID 119313
REC reference: 13/5C0181

This NHS Pernision s based on the REC favourabie opn

If any information on this document is altered after the date of issue, this document will be deemed INVALID

Yours sincerely,
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Local headed paper

Information sheet for young people

How does staying in an adolescent unit impact on how adolescents view their
future?
(Student research project)
Part 1
We are asking if you would like to take part in a research project that hopes to find out about
your experience of staying in an adolescent unit, and in what ways this experience may have
changed different areas of your life.

Before you decide if you want to take part in the study, it is important that you understand
why the research is being done and what it will involve for you. So please read this leaflet
carefully, and if it would be helpful talk to your family, friends, doctor or nurse about the
study and whether you want to take part.

Why are we doing this research?

We would like to find out from you how staying in the unit has helped, or not helped, with
your confidence in different areas of your life, for example your relationships with others
and your ability to look after yourself. We are interested to know how staying on a unit may
have influenced how you think things will be for you in the future, and whether this has
changed since coming to the unit.

Why have | been invited to take part?

You have been invited to join our study because you are staying at an adolescent unit. The
study aims to involve about 20 young people who are currently staying at an adolescent unit
in London.

Do | have to take part?

No. Taking part is completely voluntary. You are free to stop taking part at any time during
the study without giving a reason. If you decide to stop, this will not affect the care you
receive now or in the future.

What will I have to do if | take part?

If you agree to take part in the study, we will invite you to meet with a researcher, Freya
Gill, who will answer any questions you have about the study. If you are still interested,
Freya will ask you to sign a consent form. You will be given a copy of this information sheet
and your signed form to keep.

Freya would then talk with you about your experiences of staying in an adolescent unit, and
your thoughts about different areas of your life (for example, family and friends, school,
abilities, future plans). The discussion should last about 1 hour. It will take place in a quiet
room in the adolescent unit. The conversation will be audio-recorded to make sure that we
get an accurate picture of your experience. The discussion will be carefully written down by
the researchers, and then the recording will be deleted.

Are there any risks in taking part in the study?

There are no major risks in taking part in the study. It is possible that you might find some of
the guestions a bit difficult to answer, for example, about your relationship with your family.
If you become upset or feel uncomfortable at any point during the study we will stop the
discussion. We have arranged that one of your care team would be available for you to talk
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to if this happens. However we think it is unlikely that you will become upset whilst taking
part in the study.

What are the possible benefits of taking part?

We hope that what we learn from this study may be used to help other young people staying
in adolescent units, and help adolescent units think carefully about how they provide support
to young people. You will be given a £10 gift voucher (for Amazon) for taking part in the
study.

Thank you for reading so far — if you are still interested, please see Part 2 below.

Part 2
Further information you need to know if you want to take part in the study.

Who is organising the research?

This study is part of Freya Gill’s doctoral clinical psychology studies. Your adolescent unit
(along with other units in London) has agreed to take part in the study and suggest young
people who they think might take part. This is the only involvement that your unit has in the
research.

What other information about me would you collect?

We would also like to keep a record of your age, gender, mental health diagnosis and length
of stay at the unit. This is to help us get background information about the young people
who take part in the study. This information will be made anonymous, as it will be just
attached to a number, and therefore no one will be able to identify you from the details we
keep.

What happens with what I say during the study?

All the information you give is confidential. The written notes from your discussion and the
other information we collect (see section “What other information about me would you
collect?”) will be carefully stored on a computer (password-protected). Our copy of the
consent form will be stored in a locked office in the Research Department of Clinical,
Educational and Health Psychology at University College London. Only the researchers
involved in this study will have access to any of your information. We will not tell anyone
(including your care team at the adolescent unit) what you talked about. We would however
need to tell your care team (and other services if appropriate, for example emergency
services) if you tell Freya that either you or someone else is at serious risk of harm.

We will keep your information (written notes from discussion, other information and signed
consent form) for up to 5 years after the study is finished. After this time everything will be
permanently destroyed. If you decide during the study that you want to stop, your details can
be destroyed if requested.

Reporting the study findings

We will write a report about the study that will describe what all the young people involved
in the study have said. We might use quotes of what you tell us during the discussion, but we
will not include your name or any other information about you and your family that can
identify you. Nobody else will know that you took part in the study.

If you would like to see a copy of this report when it is published, please speak to our Freya,
who will give you details on how to do this.

Thank you for reading this.
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Contact details

We would be very happy to answer any questions you have, so please contact us if you have
any queries:

We can also be contacted at the following address:
Research Department of Clinical, Educational and Health Psychology, Gower Street, WC1E
6BT

If you would like to make a complaint about the study, please contact your local independent
Patient Advice and Liaison Service (PALS) on (telephone number) or (email address).
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Local headed paper

Information sheet for parent/carer

How does staying in an adolescent unit impact on how adolescents view their
future?
(Student research project)
Part 1

We are asking if your son/daughter would like to take part in a research project that hopes to
find out about their experience of staying in an adolescent unit, and in what ways this
experience may have changed different areas of their life.

Before you decide if you agree to your son/daughter taking part in the study, it is important
that you understand why the research is being done and what it will involve for them. So
please read this leaflet carefully.

Why are we doing this research?

We would like to find out from young people how staying in the unit has helped, or not
helped, with their confidence in different areas of their life, for example their relationships
with others and ability to look after themself. We are interested to know how staying on a
unit may have influenced how young people think things will be for them in the future, and
whether this has changed since coming to the unit.

Why has my son/daughter been invited to take part?

Your son/daughter has been invited to join our study because they are staying at an
adolescent unit. The study aims to involve about 20 young people who are currently staying
at an adolescent unit in London.

Does my son/daughter have to take part?

No. Taking part is completely voluntary. They are free to stop taking part at any time during
the study without giving a reason. As their parent/carer, you are also free to decide whether
or not they should take part in the study. If either you or your son/daughter decided to stop,
this will not affect the care they receive now or in the future.

What will my son/daughter have to do if they take part?

If you and your son/daughter agree to take part in the study, we will invite your son/daughter
to meet with a researcher, Freya Gill, who will answer any questions they have about the
study. You will also be given the opportunity to speak to Freya if you required further
information (please see contact details below). If you and your son/daughter are still
interested, Freya will ask you both to sign a consent form. You will both be given a copy of
this information sheet and your signed form to keep.

Freya would then talk with your son/daughter about their experiences of staying in an
adolescent unit, and their thoughts about different areas of their life (for example, family and
friends, school, abilities, future plans). The discussion should last about 1 hour. It will take
place in a quiet room in the adolescent unit. The conversation will be audio-recorded to
make sure that we get an accurate record of what was said. Afterwards, the recordings will
be transcribed by the researchers, and then the recording will be deleted.

Are there any risks in taking part in the study?
There are no major risks in taking part in the study. It is possible that your son/daughter
might find some of the questions a bit difficult to answer, for example, about their
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relationship with their family and friends. If they become upset or feel uncomfortable at any
point during the study we will stop the discussion. We have arranged that one of their care
team would be available for them to talk to if this happens. However we think it is unlikely
that they will become upset whilst taking part in the study.

What are the possible benefits of taking part?

We hope that what we learn from this study may be used to help other young people staying
in adolescent units, and help adolescent units think carefully about how they provide support
to young people. To thank your son/daughter for taking part, we will give them a £10 gift
voucher (for Amazon).

Thank you for reading so far — if you are still interested, please see Part 2 below.
Part 2

Further information you need to know before you can decide whether your son/daughter
should take part in the study.

Who is organising the research?

This study is part of Freya Gill’s doctoral clinical psychology studies. Your son/daughter’s
adolescent unit (along with other units in London) has agreed to take part in the study and
suggest young people who they think might take part. This is the only involvement that the
unit has in the research.

What other information about my son/daughter would you collect?

We would also like to keep a record of their age, gender, mental health diagnosis and length
of stay at the unit. This is to help us get background information about the young people
who take part in the study. This information will be made anonymous, as it will be just
attached to a number, and therefore no one will be able to identify your son/daughter from
the details we keep.

What happens with what my son/daughter says during the study?

All the information they give is confidential. The written notes from the discussion and the
other information we collect (see section “What other information about my son/daughter
would you collect?”) will be carefully stored on a computer (password-protected). Our copy
of the consent form will be stored in a locked office in the Research Department of Clinical,
Educational and Health Psychology at University College London. Only the researchers
involved in this study will have access to any of your son/daughter’s information. We will
not tell anyone (including their care team at the adolescent unit) what they talked about. We
would however need to tell their care team (and other services if appropriate, for example
emergency services) if your son/daughter tells Freya that either they or someone else is at
serious risk of harm.

We will keep your son/daughter’s information (written notes from discussion, other
information and signed consent form) for up to 5 years after the study is finished. After this
time everything will be permanently destroyed. If you or your son/daughter decides to stop
participating details can be destroyed if requested.

Reporting the study findings

We will write a report about the study that will describe what all the young people involved
in the study have said. We might use quotes of what your son/daughter tells us during the
discussion, but we will not include their name or any other information about them and their
family that can identify them. Nobody else will know that they took part in the study.
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If you would like to see a copy of this report when it is published, please speak to Freya,
who will give you details on how to do this.

Want to make a complaint?
If you would like to make a complaint about the study, please contact your local complaints
service on (telephone number) or (email).

Thank you for reading this.

Contact details
We would be very happy to answer any guestions you have, so please contact us if you have
any queries:

We can also be contacted at the following address:
Research Department of Clinical, Educational and Health Psychology, Gower Street, WC1E
6BT
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Patient Identification Number:

CONSENT FORM

Young Person

Title of Project: How does staying in an adolescent unit impact on how adolescents view

their future?

Name of Researchers:

Please initial all boxes

1. | confirm that | have read and understand the information sheet dated
25/01/13 (version 1.0) for the above study.

2. | have had the opportunity to consider the information, ask questions and
have had these answered satisfactorily.

3. | understand that my participation is voluntary and that | am free to

withdraw at any time without giving any reason, without my care being

affected.

4. | understand that my participation in the study will be audio-taped and

that what | say might be used as quotes in the write up of the study. | am
aware that any quotes used will be anonymised. | give permission for this to

happen.

5. | understand that other information will be collected during the study

(age, gender, diagnosis, length of stay). | am aware that this information will
remain confidential. | give permission for the researchers to have access to

my information stated above.
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6. | agree to take part in the above study.

Name of Participant Date Signature

Name of Person Date Signature

taking consent
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Appendix G

Parental Consent Form
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Patient Identification Number:

CONSENT FORM

Parent/Carer

Title of Project: How does staying in an adolescent unit impact on how adolescents view

their future?

Name of Researchers

7.

10.

11.

12.

Please initial all boxes

| confirm that | have read and understand the information sheet dated
06/02/13 (version 1.0) for the above study.

| have had the opportunity to consider the information, ask questions and
have had these answered satisfactorily.

| understand that my son/daughter’s participation is voluntary and that |
am free to withdraw my son/daughter at any time without giving any reason,

without their care being affected.

| understand that my son/daughter’s participation in the study will be
audio-taped and that what they say might be used as quotes in the write up
of the study. | am aware that any quotes used will be anonymised. | give

permission for this to happen.

| understand that other information about my son/daughter will be
collected during the study (age, gender, diagnosis, length of stay). | am aware
that this information will remain confidential. | give permission for the

researchers to have access to my son/daughter’s information stated above.

| give permission for my son/daughter to take part in the above study.
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Name of Parent/Carer Date Signature

Name of Person Date Signature

taking consent
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Appendix H

Semi-Structured Interview Schedule
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Interview Schedule

General experience

What has it been like staying here?

o Prompt: The good/bad bits

How is it different to your life at home?

Prior to admission

What was going on in your life before coming here?

o Prompt: How did you end up coming here?

Relationships
(Current relationships)

What is it like living with lots of other young people?

Is there anyone here you feel close to?
How confident do you feel about meeting new people and making friends?

(Home friends)

How are things with your home friends?
o Prompt: Have you stayed in touch?
How do you imagine things will be when you leave here?

(Family)

School

How is your relationship with your family?
Has this changed since being here?
How do you imagine things will be when you leave here?

What is the school like here?
How is it different to your school at home?
Have your ideas about education/study changed at all?

Independent living

What is it like to look after yourself and do day to day tasks here?

Have you been coping differently here to how you were coping at home?
Has your confident changed in how well you can cope with daily struggles in
your life?

How do you imagine you will cope with struggles when you leave here?
Who else do you get/need support from? Has that changed?

Are there certain things that you can’t do on your own? Or need support
with?

Stigma

How do you feel about staying in a place for young people with emotional
problems and difficulties with daily living?
How would you feel about other people knowing you are/were here?
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o Prompt: What do you imagine people would think if they knew?
o Prompt: Does it change how you see yourself in anyway?

¢ Do you think it has changed how things will be for you in the future? (e.g.

your opportunities/chances)

Changes in self
e Do you see yourself any differently now? (before/after)
e Do you think others will see you differently?

Leaving hospital
e What are your biggest hopes/fears about leaving here?

e What do you imagine you will be doing shortly after leaving here? (e.g.
weeks/months)? How about later down the line (e.g. years)?

e What will it be like living back at home? (e.g. without the things you have

here)
e What support do you think you will need when you are discharged?

e How will you manage with the things that brought you here? (e.g. emotional

problems)

e How do you imagine your life would be if you hadn’t come here? What
would you be doing instead?
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Appendix I

Thematic Analysis Example
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Extract

Initial notes

Coding

Theme (category)

Ok guess kind of related to that, justte move
on slightly becanse you've talked sbout the
yvoung people here, but do vou feel . 135 there
anyone here who you feel pmﬁmﬂaﬂ}' cloze
to, whether that's staff or young people?

I mean pretty much all of the voung people
have 2 connection to i one way or another.
Umm like I'm really close to (voung person) 1
mezan we 're practically the same person
{lzughs). We've been through really smular
stuff, physical and smotionzl [I: I‘lEl"lt ok] and
s0 you automatically connect to that (Fellow
mpaueut} Igeton ra]lm really well with.
(fellow mpatient) she’ s like my sister, like
she’s only 14 bless her. I do kind of fit mto
that big sister and look out for her quite a bit,
like when she’s been naughty and stuff
(lzughs). But you do form a family, defmitely
form 2 family m this place

ezh you said that towards the begimning,
what_ .. why do you use that word? What do
vou thnk it 13 zbout this place that makes 1t
fes] like 2 family?

The fact that you live with each other day m
and day out 24/7 [I: mm] that defmitely makes
ita famﬂm The fact vou sortof, I don’ t kmow,
v-heu}c-u chuck 2 load of people together it
either goes one way or another [I: vezh] you
got to bond m order to make it work and
evervone's really comfortme coming i, and

Have a connection fo all the
Jellow inpatients

Been through similar
experiences, makes you
automatically connect

Form a family

Live with young people 24/7

You have fo bond in order fo
ke if work
Everyone & really comforting

Strong connection with fellow

inpatients due fo shared
experiences

Fellow inpatients are like siblings

— like a family

Intens ive nature of the unit —
people around 247

Everyone iz caring and supporitive |

A shared experience

“A substitute family”

—"Ican always talk o
someone”
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a3 S00H 25 30mMecne new comes i your like
“hey how are you?” like...

And what do you thimk helps you to bond with
other people, what do vou think it 13 about
bemg here that makes you bond?

It’s similarities, like [I: m whatway?]. well m
the cutside world how many people do you
mest who kmows what 1t's like to have a
flashback [I: mm] and like, I mean really
knows what it's like to have a flashback_ [
mean you can describe it untl the cows have
gone home but you don’t get it unless you've
had one. How many people really know what
it’s like to be abusad like, |_'.[ n:u:u] you don’t
fmd that and like unless vou've had
depression, personality disorders stufflike
that vou don’t kmow what it’s like until
vou've had that [I: mm]. kmowmg that there’s
some. .. kmowing that vou're not the only one
and kmowmng that there’s other people who are
gomg through the same thing automatically
makes you bond [I: mm], because you tend to
attach yourself to someons who kmows what
vou're gomg through especially if 1t's 2
difficult thmg. If 1t’s a difficult thing and 1t°s a
thing that not many people go through when
vou do fmd these people who do get 1t you
automatically attach. And vou autematically
havwe a lot more empathy and you feel for
them becanse yvoukmow what 1t's like becanse
vou've been throught [I: night ok]. Sowhen
they go through 1t vou rezlly, really feel for
them. Like you kmow, if someone else 13

People in the outside world
haven't had the same experiences
— don't know what it's like

You don 't now about mental
health problems until you ve had
thewm

Enowing that there's other
people going through the same
thing makes you bond

Automatically feel a lot more
empathy towards fellow
inpatients

People on the outside world don’t —
unders tand me

Shared experiences leads to betfter
unders tanding

— A shared experience

Shared experiences leads fo —
sironger connection
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havmg a flashback, ] mean staff will have
thetr professional head and deal with it how
they deal with 1t, vou kmow if any random
PErson you saw it on the strest 1:1:1-=1cr d thimk

‘ch ok’ and then vou fmd out that 1:1:1=“jr re
hzving flashback zbout a past event znd then
vou're like “oh that can™t be good” [I: mm].
but when vou've had 1t vourself you really,
really feel for them and vou 11;5]11:r get upset,
vou know what Imezn? That starts the
emotionzl bond [I: right ok, so 1t’'s that
collection of things that help you bond] vezh
absolutely, you don’t end up feelmp like
you're the only one.

And 1z that how you felt prior to commg here?

I did feel that no one really understood, like,
[I: mm]. I mean I just felt, I dofell erazy. Of
course deep down you do kmow that there
must be other people out there, but when
you've never met them [I: vezh] 1t gets harder
and harder to convinee yourself and like, 1
don’t kmow, it's like. .. yvou kmow seemg
things, seeing demons and stuff like that. T
mean I kmow it's not normal, 1know ev eryone
doesn’t gomg zround seemg it sol don’t =l
people but vou Imow what I mean? But 1t does
make me feel crazy. Then to come m here and
Imow that “hold on 2 mmute, we’re etther both
crazy together or we'renot that crazy”.

Stff will have their professzional

head and deal with disfress

When fellow npatient is
distressed makes you upset

You don rm:z’upﬁema [ike

o re the ﬂ‘.?‘iﬁ one

Before felt like no one undersiood

e

Meeting fellow inpatients makes
me not feel as crazy

Siaff deal with problems as a
professional— different support
compared to fellow npatients

Negative impact of seeing others —
distressed

Not alone — other people with
probiems

Before people didn't understand
me

—A shared experience

Comfor in meeting fellow
inpatients — not alone -
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