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Abstract

An evidence synthesis of risk identification, assessment and
management for young people using tier 4 inpatient child
and adolescent mental health services

Ben Hannigan,'* Deborah Edwards,! Nicola Evans,’ Elizabeth Gillen,2
Mirella Longo,3 Steven Pryjmachuk# and Gemma Trainor?

1School of Healthcare Sciences, College of Biomedical and Life Sciences, Cardiff University,
Cardiff, UK

2Information Services, Cardiff University, Cardiff, UK

3College of Human and Health Sciences, Swansea University, Swansea, UK

4School of Nursing, Midwifery and Social Work, University of Manchester, Manchester, UK
5Greater Manchester West Mental Health NHS Foundation Trust, Prestwich, UK

*Corresponding author hanniganb@cardiff.ac.uk

Background: Inpatient child and adolescent mental health services are one part of a complex system,
and exist to meet the needs of young people with the greatest mental health difficulties.

Objectives: The research question was "What is known about the identification, assessment and
management of risk (where “risk” is broadly conceived) in young people (aged 11-18 years) with complex
mental health needs entering, using and exiting inpatient child and adolescent mental health services in
the UK?’

Data sources: The two-phase Evidence for Policy and Practice Information and Co-ordinating Centre
approach was used. In phase 1, scoping searches were made using two databases with an end date of
March 2013. Phase 2 centred on the search for citations relating to the risks to young people of
‘dislocation’ and ‘contagion’. Searches were made using 17 databases, with time limits from 1995 to
September 2013. Websites were searched, a call for evidence circulated and references of included
citations reviewed.

Review methods: Priority risk areas for phase 2 were decided in collaboration with stakeholders including
through consultations with young people and the mother of a child who had been in hospital. All types of
evidence relating to outcomes, views and experiences, costs and cost-effectiveness, policies, and service
and practice responses in the areas of ‘dislocation’ and ‘contagion’ for young people (11-18 years) using
inpatient mental health services were considered. A staged approach to screening was used. Data were
extracted into tables following guidance from the Centre for Reviews and Dissemination or tables
developed for the review. Quality was assessed using appraisal checklists from the Effective Public Health
Practice Project or the Critical Skills Appraisal Programme or devised by previous reviewers. No papers were
excluded on the grounds of quality, and all materials identified were narratively synthesised.

© Queen'’s Printer and Controller of HMSO 2015. This work was produced by Hannigan et al. under the terms of a commissioning contract issued by the Secretary of State for
Health. This issue may be freely reproduced for the purposes of private research and study and extracts (or indeed, the full report) may be included in professional journals
provided that suitable acknowledgement is made and the reproduction is not associated with any form of advertising. Applications for commercial reproduction should be
addressed to: NIHR Journals Library, National Institute for Health Research, Evaluation, Trials and Studies Coordinating Centre, Alpha House, University of Southampton Science
Park, Southampton SO16 7NS, UK.



Vi

ABSTRACT

Results: In phase 1, 4539 citations were found and 124 included. Most were concerned with clinical risks.
In phase 2, 15,662 citations were found and 40 addressing the less obvious risks of ‘dislocation’ and
‘contagion’ were included, supplemented by 20 policy and guidance documents. These were synthesised
using these categories: Dislocation: Normal Life; Dislocation: Identity; Dislocation: Friends; Dislocation:
Stigma; Dislocation: Education; Dislocation: Families; and Contagion. No studies included an economic
analysis or economic evaluation. The importance to stakeholders of these less obvious risks contrasted with
the limited quantity and quality of research capable of informing policy, services and practice in

these areas.

Limitations: Included studies were of variable quality. Data derived could not be used to inform an
economic modelling of NHS costs or to analyse cost-effectiveness. Other limitations were the search for
only English-language materials and the use of umbrella concepts (‘dislocation’ and ‘contagion’).

Conclusions: The less obvious risks are important, but little evidence exists to support their identification,
assessment and management. This has implications for services, and a programme of research is
recommended to generate new knowledge.

Funding: The National Institute for Health Research Health Services and Delivery Research programme.

NIHR Journals Library www. journalslibrary.nihr.ac.uk



DOI: 10.3310/hsdr03220 HEALTH SERVICES AND DELIVERY RESEARCH 2015 VOL. 3 NO. 22

Contents

List of tables

List of figures

List of boxes

Glossary

List of abbreviations
Plain English summary
Scientific summary

Chapter 1 Introduction
Mental health in children and young people

Inpatient child and adolescent mental health services: a component within a complex system

Identifying, assessing and managing risk: the case for an evidence synthesis
Overarching research question and objectives

A two-stage framework to evidence synthesis: the Evidence for Policy and Practice
Information and Co-ordinating Centre approach

Structure of this report

Chapter 2 Scoping exercise

Using the EPPI-Centre framework to map risk in inpatient child and adolescent mental

health settings

Inclusion and exclusion criteria

Describing relevant papers

Evidence map

Country where research was undertaken

Research design

Age of study participants

Size of study populations

Year of publication

Mapping exercise
Risk of harm to self (65 papers)
Suicide (53 papers)
Harm to others (20 papers)
Longer-term risks found at follow-up (15 papers)
Early disengagement from services (five papers)
Risk factors influencing admission and length of stay (five papers)
Risk of harm from the system (five papers)
Responding to and managing risk (three papers)
Predlictors of restraint or seclusion (three papers)
Other

Summary of phase 1 findings

© Queen’s Printer and Controller of HMSO 2015. This work was produced by Hannigan et al. under the terms of a commissioning contract issued by the Secretary of State for
Health. This issue may be freely reproduced for the purposes of private research and study and extracts (or indeed, the full report) may be included in professional journals
provided that suitable acknowledgement is made and the reproduction is not associated with any form of advertising. Applications for commercial reproduction should be
addressed to: NIHR Journals Library, National Institute for Health Research, Evaluation, Trials and Studies Coordinating Centre, Alpha House, University of Southampton Science

Park, Southampton SO16 7NS, UK.

Xi

xiii

XV

Xvii

Xix

xXi

xxiii

WN = — -

[)JE N

~N

Vii



CONTENTS

Chapter 3 Consulting with stakeholders and determining priorities for

in-depth review

Using the Evidence for Policy and Practice Information and Co-ordinating Centre

framework to consult with stakeholders
Young people
Carers

Stakeholder advisory group meeting: agreeing risk priorities for phase 2

Summary of consultation with stakeholders

Chapter 4 Phase 2 in-depth evidence synthesis: concepts and methods

Introduction and conceptual framework
Phase 2 research question and objectives
Review design
Review methods
Types of participants
Types of intervention and phenomena of interest
Context
Types of evidence
Exclusion criteria
Search strategy
Searching for policy and guidance
Call for evidence
Screening citations: a staged approach
Data extraction
Quality assessment
Economic analysis
Data synthesis
Results
Characteristics of included studies
Quality assessment
Study characteristics
Study design
Intervention/programme details of experimental studies
Country of research
Year of publication
Setting
Length of stay
Participant characteristics
Summary of phase 2 concepts and methods

Chapter 5 Synthesising phase 2 findings
Introduction
Dislocation: Normal Life
Everyday life and interactions in hospital
Missing out on life outside and transition home
Dislocation: Identity
Mental health problems as identity-changing
Responding to threats to identity
Dislocation: Friends
Relationships with young people outside hospital
Relationships with young people in hospital

NIHR Journals Library www.journalslibrary.nihr.ac.uk

19

19
19
21
22
25

27
27
27
28
28
29
29
29
29
29
30
31
32
32
34
34
35
35
36
36
36
45
45
45
46
46
46
46
46
47

49
49
50
50
51
51
51
52
53
53
54



DOI: 10.3310/hsdr03220 HEALTH SERVICES AND DELIVERY RESEARCH 2015 VOL. 3 NO. 22

Dislocation: Stigma 55
Young people’s experiences during admission 55
Young people’s experiences after discharge 56

Dislocation: Education 56
Education provision and facilities 56
Quality of inpatient education 58
Academic progress 59
Reintegrating with school after discharge 59

Dislocation: Families 61
Impact on family relationships 61
Family involvement 62
Maintaining contact with families 63

Contagion 64
Experiences of contagion 64
Evidence of contagion 65

Economic analysis 65

Conclusion 65

Chapter 6 Discussion and conclusions 67

Introduction 67

Summary: what has been learned? 67

Systems and theory 70

Reviewing the overarching research question and project objectives 71

Promoting knowledge mobilisation 71

Strengths and limitations 71

Implications for health care and recommendations for research 72

Acknowledgements 75

References 77

Appendix 1 Phase 1 search strategy and results using MEDLINE (via Ovid) 101

Appendix 2 Phase 1 search strategy and results using PsycINFO (via Ovid) 103

Appendix 3 Phase 1 screening tool 105

Appendix 4 Included papers in phase 1 scoping exercise 107

Appendix 5 YoungMinds consultation report 139

Appendix 6 Accessible overview of the project 143

Appendix 7 Stakeholder advisory group terms of reference 147

Appendix 8 Agenda for first stakeholder advisory group meeting 149

Appendix 9 Candidate areas for phase 2 review 151

Appendix 10 Priority areas for phase 2 155

Appendix 11 Phase 2 summary document 157

© Queen’s Printer and Controller of HMSO 2015. This work was produced by Hannigan et al. under the terms of a commissioning contract issued by the Secretary of State for
Health. This issue may be freely reproduced for the purposes of private research and study and extracts (or indeed, the full report) may be included in professional journals
provided that suitable acknowledgement is made and the reproduction is not associated with any form of advertising. Applications for commercial reproduction should be
addressed to: NIHR Journals Library, National Institute for Health Research, Evaluation, Trials and Studies Coordinating Centre, Alpha House, University of Southampton Science
Park, Southampton SO16 7NS, UK.



CONTENTS

Appendix 12 Phase 2 database searches

Appendix 13 Call for evidence for phase 2

Appendix 14 Phase 2 screening tool

Appendix 15 Phase 2 excluded studies

Appendix 16 Phase 2 data extraction research papers (qualitative studies) (n =8)

Appendix 17 Phase 2 data extraction research papers (experimental studies)
(n=4)

Appendix 18 Phase 2 data extraction research papers (non-experimental studies)
(n=15)

Appendix 19 Phase 2 data extraction grey literature report (n=4)

Appendix 20 Phase 2 data extraction (clinical case reports and practice initiatives)
(n=7)

Appendix 21 Phase 2 policy and guidance documents

NIHR Journals Library www.journalslibrary.nihr.ac.uk

163

171

173

175

181

187

191

205

215

217



DOI: 10.3310/hsdr03220 HEALTH SERVICES AND DELIVERY RESEARCH 2015 VOL. 3 NO. 22

List of tables

TABLE 1 Age range of participants in phase 1 included studies 11
TABLE 2 Priorities for phase 2 review 23

TABLE 3 Candidate keywords to search for evidence in the areas of ‘dislocation’
and ‘contagion’ 30

TABLE 4 Characteristics of phase 2 included studies 37

TABLE 5 Categories and subcategories of less obvious risk for which evidence has
been synthesised 49

© Queen'’s Printer and Controller of HMSO 2015. This work was produced by Hannigan et al. under the terms of a commissioning contract issued by the Secretary of State for
Health. This issue may be freely reproduced for the purposes of private research and study and extracts (or indeed, the full report) may be included in professional journals
provided that suitable acknowledgement is made and the reproduction is not associated with any form of advertising. Applications for commercial reproduction should be
addressed to: NIHR Journals Library, National Institute for Health Research, Evaluation, Trials and Studies Coordinating Centre, Alpha House, University of Southampton Science
Park, Southampton SO16 7NS, UK.






DOI: 10.3310/hsdr03220 HEALTH SERVICES AND DELIVERY RESEARCH 2015 VOL. 3 NO. 22

List of figures

FIGURE 1 Describing the EPPI-Centre framework 5
FIGURE 2 Phase 1 of the EPPI-Centre framework in action 7
FIGURE 3 Phase 1 search 8
FIGURE 4 Flow of citations through phases of the scoping review 9
FIGURE 5 Country of origin of the 118 studies included in the scoping review 10

FIGURE 6 Research design used in the 118 research studies included in the
scoping review 11

FIGURE 7 Size of the populations participating in phase 1 included research studies 12

FIGURE 8 Year of publication of phase 1 included papers 13
FIGURE 9 Descriptive map of 'harm to self’ 14
FIGURE 10 Descriptive map of ‘suicide’ 14
FIGURE 11 Descriptive map of 'harm to others’ 15
FIGURE 12 Descriptive map of ‘longer-term risks found at follow-up’ 16
FIGURE 13 Descriptive map of ‘early dissngagement from services’ 16

FIGURE 14 Descriptive map of ‘risk factors influencing admission and length of stay’ 16

FIGURE 15 Descriptive map of ‘risk of harm from the system’ 17
FIGURE 16 Descriptive map of ‘responding to and managing risk’ 17
FIGURE 17 Descriptive map of ‘predictors of restraint or seclusion’ 18

FIGURE 18 Using the EPPI-Centre framework to consult and determine

phase 2 priorities 19
FIGURE 19 Phase 2 of the EPPI-Centre framework in action 28
FIGURE 20 Flow of citations through the phase 2 in-depth review 33

FIGURE 21 Using the EPPI-Centre framework to summarise and synthesise
all findings 68

© Queen'’s Printer and Controller of HMSO 2015. This work was produced by Hannigan et al. under the terms of a commissioning contract issued by the Secretary of State for

Health. This issue may be freely reproduced for the purposes of private research and study and extracts (or indeed, the full report) may be included in professional journals X|||
provided that suitable acknowledgement is made and the reproduction is not associated with any form of advertising. Applications for commercial reproduction should be

addressed to: NIHR Journals Library, National Institute for Health Research, Evaluation, Trials and Studies Coordinating Centre, Alpha House, University of Southampton Science

Park, Southampton SO16 7NS, UK.






DOI: 10.3310/hsdr03220 HEALTH SERVICES AND DELIVERY RESEARCH 2015 VOL. 3 NO. 22

List of boxes

BOX 1 The tiered approach in CAMHS 1

BOX 2 Policy and guidance documents and relevant extracted information

included in phase 2 42

© Queen'’s Printer and Controller of HMSO 2015. This work was produced by Hannigan et al. under the terms of a commissioning contract issued by the Secretary of State for
Health. This issue may be freely reproduced for the purposes of private research and study and extracts (or indeed, the full report) may be included in professional journals
provided that suitable acknowledgement is made and the reproduction is not associated with any form of advertising. Applications for commercial reproduction should be

addressed to: NIHR Journals Library, National Institute for Health Research, Evaluation, Trials and Studies Coordinating Centre, Alpha House, University of Southampton Science
Park, Southampton SO16 7NS, UK.

XV






DOI: 10.3310/hsdr03220 HEALTH SERVICES AND DELIVERY RESEARCH 2015 VOL. 3 NO. 22

Glossary

Contagion This is the term used by the project team to describe the second priority guiding the second
phase of this evidence synthesis. It is used to refer to the risks to young people admitted to mental
health hospital of being exposed to abnormal behaviour, of learning it and of developing new

and unhealthy friendships.

Dislocation This is the term used by the project team to describe the top priority guiding the second
phase of this evidence synthesis. It is used to refer to the risks to young people admitted to mental health
hospital of being removed from normal life, of being different and of experiencing a sense of fragmentation.
It captures the ideas of being stigmatised and discriminated against, and of young people losing their
previous identities, social contacts and friendship groups. It includes isolation from, and within, families and
the risks presented to young people’s educational, psychological and social development.

Less obvious risks This is the umbrella term used by the project team to bring together the risks of dislocation
and contagion, distinguishing them from clinical risks such as suicide, harm to others or physical deterioration.
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Plain English summary

n our two-part study we brought together evidence in the area of risk for young people admitted to

mental health hospital. First, we searched two electronic databases, finding 124 articles. Most were
concerned with clinical risks, such as the risks of suicide. Using diagrams we grouped these articles
together under a number of themes.

Young people who had been inpatients in mental health hospital, carers, managers and professionals
helped us prioritise the types of risk we should concentrate on in the second part of our study. Our top
two priorities were the risks of dislocation and contagion. We used the word ‘dislocation’ to refer to the
risks of being removed from normal life, of experiencing challenges to identity and of being stigmatised.
We used it to refer to the risks to friendships and families, and to education. We used ‘contagion’ to refer
to the risks of learning unhelpful behaviour and making unhelpful friendships.

We searched 17 databases and a large number of websites for evidence in these areas. We asked hospital
staff to send us information on how they managed these risks and we searched journals and reference

lists. We identified 40 items to include in our review and 20 policy and guidance documents. The quality of

the studies varied. We grouped the evidence together under seven categories.

We found little evidence to guide practice. The risks of dislocation and contagion are important, but
research is needed to inform how staff might identify, assess and manage them.
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Scientific summary

Title

An evidence synthesis of risk identification, assessment and management for young people using tier 4
inpatient child and adolescent mental health services.

Background

Inpatient child and adolescent mental health services (CAMHS) are one part of a complex system, and exist

to meet the needs of young people with the greatest difficulties.

Objectives

The overarching research question was "What is known about the identification, assessment and

management of risk (where “risk” is broadly conceived) in young people (aged 11-18 years) with complex

mental health needs entering, using and exiting inpatient child and adolescent mental health services in
the UK?’

Objectives for the overall project were:

1. to summarise and appraise the evidence for the identification, assessment and management of risk for

young people: as they make the transition into inpatient CAMHS; as they are cared for in inpatient

CAMHS; as they make the transition from inpatient CAMHS to the community; and as they make the

transition from inpatient CAMHS to adult mental health services

2. to identify and describe any underlying theoretical explanations for approaches used in the
identification, assessment and management of risk

3. to understand the views and experiences of risk of young people (aged 11-18 years) with complex

mental health needs using inpatient mental health services, and of those involved in the identification,

assessment and management of risk in these settings

4. to synthesise the evidence for the identification, assessment and management of risk in young people

(aged 11-18 years) with complex mental health needs entering, using and exiting inpatient services
5. to synthesise the evidence on the costs and cost-effectiveness to the NHS of different approaches to
identifying, assessing and managing these risks
6. to identify the future priorities for commissioning, service development and research for young
people (aged 11-18 years) with complex mental health needs entering, using and exiting tier 4
inpatient services.

Methods

The two-phase Evidence for Policy and Practice Information and Co-ordinating Centre (EPPI-Centre)

approach to evidence synthesis was used. This stresses the importance of transparency and rigour, as well
as effective engagement with concerned people typically through work with a stakeholder advisory group.
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In phase 1, searches were made using MEDLINE and PsycINFO to scope English-language citations at the
intersection of young people, mental health, inpatients and risk. No attempts were made to assess the
quality of materials. An end date for these searches was March 2013. A series of descriptive maps were
produced summarising this phase.

A collaborator working for the national charity YoungMinds conducted five consultative conversations with
young people previously admitted to inpatient CAMHS. Conversations were recorded, and young people
were asked to identify risks which the project team should focus on in the in-depth phase of the project.
A summary of these conversations was written up. A similar consultative conversation took place with the
mother of a child who had been in hospital.

Participants at a project team/stakeholder meeting, independently chaired and held in April 2013, included
project team members; the collaborating representative from YoungMinds (who had previously completed
the series of consultation conversations); young people with experiences of using child and adolescent
mental health services; practitioners; and a senior manager. Phase 1 descriptive maps were presented,

and a presentation given drawing on the consultations with young people. Informed by the principles of
nominal group technique, participants generated independent lists of the risks for young people making
the transition into, through and out of inpatient mental health care. These were collated and displayed.
Participants then ranked, in writing, their personal priorities for the categories of risk to take forward into
the second, in-depth, phase of the project.

Individually generated, ranked, phase 2 priority categories of risk were put alongside the carer priorities
previously identified and a composite list of priorities from the YoungMinds consultation. Items were coded
and themed, and a list of ranked priority risk categories created. A summary document was produced and
circulated for a final round of comments.

The concept of ‘dislocation’ was introduced by the project team to describe the first priority risk category for
phase 2. The second priority risk category was ‘contagion’. Phase 2 centred on the search, appraisal and
synthesis of English-language citations relating to the risks to young people in these areas. A final search
strategy was highly sensitive and comprised three arms: (1) young people; (2) mental health; and (3) inpatient.
Searches were made using the following databases, with time limits from 1995 to September 2013: EconlLit
(American Economic Association'’s electronic bibliography); Applied Social Sciences Index and Abstracts; British
Nursing Index; Cochrane Library; Cumulative Index to Nursing and Allied Health Literature; Education
Resources Information Center; EMBASE; Health Management Information Consortium; MEDLINE; PsycINFO;
Scopus; Social Care Online; Social Services Abstracts; Sociological Abstracts; OpenGrey; Turning Research into
Practice Plus; and Web of Science. Members of the team reviewed all citations retrieved and manually
identified those also addressing the risks of dislocation and contagion, from which any papers also addressing
costs and cost-effectiveness could simultaneously be located. Government and other websites were searched,
a call for evidence was circulated and references of included citations were reviewed.

All types of evidence relating to outcomes, views and experiences, costs and cost-effectiveness, policies, and
service and practice responses in the areas of ‘dislocation’ and ‘contagion’ for young people (11-18 years)
using inpatient mental health services were considered. A staged approach to screening and selection of
citations was used, involving all members of the project team. Data from included citations were extracted into
tables formatted following guidance issued by the Centre for Reviews and Dissemination or into tables
developed for the purpose of the review. Quality was assessed using one of a number of agreed appraisal
checklists from the Effective Public Health Practice Project or the Critical Skills Appraisal Programme or devised
by previous published reviewers. No papers were excluded on the grounds of quality alone, and all materials
identified were brought together in a series of narrative syntheses.
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Results

In the phase 1 scoping, an initial 4539 citations were found, from which 124 were finally included.

These were displayed in a series of maps focusing on ‘harm to self’, ‘suicide’, ‘harm to others’, ‘longer-term
risks found at follow-up’, ‘early disengagement from services’, ‘risk factors influencing admission and
length of stay’, ‘predictors of restraint or seclusion’, ‘risk of harm from the system’, ‘responding to and
managing risk’ and ‘other’.

In phase 2 an initial 15,662 citations were found, from which 40 were finally included. These were
supplemented by 20 supporting policy and guidance documents. Included materials were brought together
in a series of individual syntheses. Each focused on a priority risk category. Materials were synthesised in
narrative fashion, using a series of broad risk categories directly reflecting the project’s phase 2 priorities
and a series of subcategories derived from the material retrieved.

The categories and subcategories were:
® Dislocation: Normal Life

i. everyday life and interactions in hospital
ii. missing out on life outside and transition home

® Dislocation: Identity

i. mental health problems as identity-changing
ii. responding to threats to identity

® Dislocation: Friends

i. relationships with young people outside hospital
ii. relationships with young people in hospital

® Dislocation: Stigma

i. young people’s experiences during admission
ii. young people’s experiences post discharge

® Dislocation: Education

i. education provision and facilities

ii. quality of inpatient education

iii. academic progress

iv. reintegrating with school after discharge

® Dislocation: Families

i. impact on family relationships
ii. family involvement
iii. maintaining contact with families

® (ontagion

i. experiences of contagion
ii. evidence of contagion.
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In the areas of risks to normal life and identity, policy and guidance were sparse but did recognise that
young people undergoing treatment within inpatient settings should be able to lead as normal a life as
possible. Views and experiences were reported in rich detail, and young people and health-care
professionals described boredom, stringent ward rules and routines, and a lack of opportunity for everyday
interactions. Feeling separated from life outside and the subsequent difficulties experienced on returning
home were identified as pressing issues by some young people and health-care professionals. Young
people with eating disorders talked about mental health problems eroding their identities, along with the
experience of not being treated as individuals. For other young people it was a struggle to manage threats
to the sense of self during admission and treatment. There were no intervention studies found that
focused on the testing of actions to mitigate the risks to normal life or to identity.

In the case of risks associated with friendships and peer relations, policy and guidance are limited to making
recommendations on inpatient units having space for visitors. The evidence included in this segment of the
project pointed to the difficulties (and ambivalence) young people can experience in maintaining home
friendships at a distance and in reconnecting with their friends after discharge. In some cases, connections
with friends were significantly associated with levels of postdischarge depression and suicidal ideation.

No intervention studies were found investigating actions to help young people in hospital maintain good
relations with their peers at home. Evidence was found pointing to young people’s positive views of being
with others in a similar position during hospital care and treatment, in terms of mutual support and
companionship. Young people also spoke of the negative aspects of living with other young people with
mental health difficulties. Some parents were found to be concerned about their children’s sharing of living
space with other vulnerable people, and at least some young people expressed ambivalence (and even fear)
in their relationships with other inpatients. No studies were found investigating actions to promote positive
peer relations among young people who were inpatients.

Managing the risks of stigma and discrimination are high priorities for policy-makers. Young people felt that
stigmatising experiences can occur as a result of being admitted, as well as during their inpatient stay and
at discharge. Being with similar young people can also lead to feelings of acceptance, in contrast with the
experience of being rejected in the community. No intervention studies were found evaluating actions to
mitigate the risks of stigma or discrimination to young people admitted to mental health hospital.

Hospital admission poses risks to young people’s schooling. Health-care professionals, parents and young
people all recognise the importance of educational provision with appropriate facilities for young people
in inpatient CAMHS, which is also identified as a policy and guidance priority. Smaller class sizes utilising

a multiclass format with specialist teaching have been shown in a study involving young people in a
residential treatment centre in the USA to be effective in increasing the amount of work young people are
able to produce while in hospital. In the UK, education is provided as standard across inpatient units, but
in a majority of hospitals only core National Curriculum subjects are taught. Improving quality and
maintaining good communication and co-ordination across hospitals and schools feature prominently in
policy. Within units in the UK, varying teacher/student ratios are found in NHS and non-NHS units, and
good (but not universally so) relations between parents and teachers have been reported.

One of the disadvantages of inpatient care recognised in policy and guidance is the effect of admission on
family life. Training inpatient staff working with young people and their families through the use of role
plays or mindfulness did not have a significant impact on the family-friendliness of the admission process.
While on an inpatient unit, young people often feel homesickness and experience a range of negative
feelings. Associations between family connectedness and postdischarge depression and suicidal ideation
have been reported. Some family members need additional support during their children’s admission.

Partnership with families during inpatient care is strongly recommended in policy and guidance. Young
people whose parents do get involved make significant improvements across a range of treatment and
postdischarge outcomes but health professionals report that a number of obstacles exist to enable this to
take place.
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Whether or not families are fully involved in a young person’s care, the evidence suggests that units should
have procedures on visiting and that flexible arrangements should be made for family contact. A particular
risk of family dislocation is reported in instances where young people are admitted to hospitals located far
from home, in terms of keeping in touch and cost. For some, the quality of care at inpatient units is
considered to be more important than the distance from the hospital to the family home. Some young
people also appreciate being away from the home environment.

The risks of young people in hospital learning harmful behaviours was a priority area for phase 2 of this
project, but no policy or guidance was found addressing this. Health professionals and parents have
concerns about young people acquiring unhelpful, destructive behaviours while they are inpatients.
Young people with eating disorders very quickly copy the behaviour of those around them with the same
condition. There is mixed evidence of recorded contagion in inpatient mental health facilities for

young people, with no fixed definition of what constitutes ‘contagion’. No evidence was located
investigating actions to mitigate the risks of contagion in inpatient settings.

None of the studies reported above included an economic analysis or an economic evaluation of alternative
ways of identifying, assessing and managing less obvious risks for young people using inpatient CAMHS.
The data derived from these studies could not be used to inform an economic modelling exercise of likely
NHS costs and cost-effectiveness analysis.

Limitations

Included studies were of variable quality. Limitations of the review were the search for only
English-language materials, and a further potential limitation related to the use of umbrella terms and
concepts ('dislocation’ and ‘contagion’). Degrees of interpretation were needed in the identification of
evidence judged to make a contribution to knowledge in these broad, constructed areas.

Conclusions

This review has focused on a series of ‘less obvious’ risks which are important to people with stakes in the
child and adolescent mental health system, but about which little evidence exists. Service providers need to
pay close attention to the identification, assessment and management of these less obvious risks, but a
programme of research is needed to generate new knowledge underpinning the best ways of doing this.
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Chapter 1 Introduction

Mental health in children and young people

One in 10 children and young people between the ages of 5 and 16 years living in Britain has a diagnosable
mental health problem." In England the total number affected is projected to increase by over 13% in the
period to 2026.2 In this context a priority for the NHS and its partner agencies is to make sure that the
needs of each child are met in a tailored and timely way. To this end, child and adolescent mental health
services (CAMHS) in England and Wales continue to be organised using a tiered approach.?* This is
represented in Box 1.

Inpatient child and adolescent mental health services:
a component within a complex system

With multiple groups of people and organisations located at different tiers, all interacting in mutual
interdependence, CAMHS are an example of a complex system.>” Within this system, as Box 1 shows, the
most specialised services are available at tier 4 to young people with the greatest need. Those who use
services at this level often have multiple disorders and difficulties, and, until relatively recently, tier 4 was
largely synonymous with hospital care.® New service developments reflect the idea that care at this highest
level should be provided in the least restrictive environment possible. Against this background a team
funded by the National Institute for Health Research (NIHR) Service Delivery and Organisation programme

BOX 1 The tiered approach in CAMHS

Tier 1: child and adolescent mental health services are provided by professionals whose main role and training
is not in mental health, such as GPs, health visitors, paediatricians, social workers, teachers, youth workers
and juvenile justice workers.

Tier 2: tier 2 CAMHS are provided by specialist trained mental health professionals, working primarily on their
own, rather than in a team. They see young people with a variety of mental health problems that have not
responded to tier 1 interventions. They usually provide consultation and training to tier 1 professionals. They
may provide specialist mental health input to multiagency teams, for example for children looked after by the
local authority. Tier 2 also consists of those practitioners and services from specialist CAMHS that provide initial
contacts and assessments of children and young people and their families.

Tier 3: tier 3 is reserved for those more specialised services provided by multidisciplinary teams (MDTs) or by
teams assembled for a specific purpose on the basis of the complexity and severity of children’s and young
people’s needs or the particular combinations of comorbidity found on specialist assessment.

Tier 4: tier 4 services are very specialised services in residential, day patient or outpatient settings for children
and adolescents with severe and/or complex problems requiring a combination or intensity of interventions that
cannot be provided by tier 3 CAMHS. Tier 4 services are usually commissioned on a subregional, regional or
supraregional basis. They also include day-care and residential facilities provided by sectors other than the NHS
such as residential schools, and very specialised residential social care settings including specialised therapeutic
foster care.

Source: information in this table has been directly extracted from the Wales Audit Office/Healthcare
Inspectorate Wales document Services for Children and Young People with Emotional and Mental Health
Needs,* and is Auditor General for Wales and Crown copyright.
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systematically reviewed alternatives to hospital admission for children and young people and the evidence
of their effectiveness, acceptability and cost.® This team described a number of alternatives to inpatient
care in a typology of evaluated models, and from its mapping exercise reported a variety of services in use
across the UK.

This evidence, plus evidence secured by the independent CAMHS review team? and by the National
CAMHS Support Service,® points to a diversification at tier 4 which includes an expanded array of highly
specialised and/or intensive community and out-of-hospital services. However, inpatient CAMHS units
continue to play a major part in overall systems of mental health care, and, reflecting the terms of the
NIHR Health Services and Delivery Research (HSDR) programme'’s call under which this project was funded
(NIHR HS&DR 11/1024: Innovations in secondary mental health services), it is hospital services that have
exclusively been focused on here. Over the lifetime of this evidence synthesis, important reminders have
appeared of the need for locally accessible, age-appropriate, hospital-based mental health care for children
and young people. New data published in February 2014 following a joint British Broadcasting Corporation
(BBC)/Community Care investigation pointed to the continuing problem of young people being admitted
to adult wards and to wards many miles from their homes, with detrimental effects on individuals and on
the maintenance of relationships with family and friends.™ This, plus the fact that highly specialised,
institutional health care also constitutes a substantial component of health service costs, makes this
evidence review in the tier 4 hospital services field particularly timely.

At the turn of the new century it was estimated that over 2000 young people are admitted to English and
Welsh CAMHS inpatient units each year, with the majority of specialist centres catering exclusively for those
over 11 years old."" Variations in the characteristics of young people admitted are believed to exist,
reflecting differences in the socioeconomic features of regions and differing levels of bed availability.
Pressure on inpatient beds is considerable, and many who are referred for inpatient treatment are not
accepted.' The admission of young people to adult mental health wards has been recognised as a problem
for some time,"® with the recent BBC/Community Care investigation including vivid first-person testimony of
the difficulties this causes. The increased use of adult wards in England has also happened in the face of
active monitoring by the Care Quality Commission, which requires services to report each occasion on which
an under-18-year-old is placed on a ward intended for adults for a continuous period of more than 48 hours.™

It is notable that, until relatively recently, little was known of the actual interventions offered to young
people admitted to mental health hospitals or the advantages of providing inpatient care. This general
situation is changing, helped by the commissioning (including by the NIHR Service Delivery and
Organisation programme, the predecessor to the body funding this current evidence synthesis) of
investigations such as Tulloch et al.’s™ into costs, outcomes and satisfaction in inpatient CAMHS. The
wider evidence base has also been strengthened by new knowledge of systems and processes supporting
young people making the transition from CAMHS to adult mental health services.'® What has not been
attempted hitherto is a synthesis of the evidence in the area of risk in the way that has been
accomplished here.

Identifying, assessing and managing risk: the case for an
evidence synthesis

Within the inter-relating CAMHS system, the identification, assessment and management of risk are key
considerations for practitioners and managers working at the interface between community and hospital
services. Work across this interface includes making decisions on the transfer of young people from one
tier to another. Decisions made at this juncture, and risk-related decisions made in the within-hospital
context, can have lasting consequences for young people, families and services. In preparing our bid for
NIHR support we were aware of individual (and sometimes small-scale) investigations being conducted in
the areas of risk identification, assessment and management in inpatient CAMHS. To the best of our
knowledge, however, no previous studies have systematically brought together research and other
evidence in the way that has been done here.

NIHR Journals Library www. journalslibrary.nihr.ac.uk



DOI: 10.3310/hsdr03220 HEALTH SERVICES AND DELIVERY RESEARCH 2015 VOL. 3 NO. 22

The word ‘risk” in everyday mental health services is overwhelmingly used as a shorthand referring primarily
to the possibilities of direct harm to self or others, or harm through self-neglect and physical deterioration.
Risk-management interventions, including the admission of people to hospital as places of safety in which
round-the-clock care and observation can be provided, are then introduced as means of minimising the
likelihood of harm happening. Action in response to identified risks of this type is vitally important for
young people. Beyond this, an ambition of this project has also been to search for evidence in the area of
inpatient CAMHS risk where risk is understood in the broadest of senses, with the word itself having a
number of different meanings. ‘Risky behaviour’ and ‘posing a risk’ are two, correlating closely with the
dominant ways in which risk is thought of in mental health services but contrasting with the ideas of ‘risk
factors’ and ‘being at risk’."” To this Coleman and Hagell'” add the idea of ‘risk reframing’, through which
behaviours typically seen as risky might be reinterpreted as opportunities to develop resilience. In the
mental health service context, this connects with the idea of ‘positive risk-taking’,” used as a route to the
promotion of individual responsibility and personal development.

As a project team we view risk as complex and multifaceted. Our original case for funding support
included the idea that, in addition to the risks of harm to self and others and self-neglect, attention ought
also to be given to the identification, assessment and management of other, less obvious, risks for young
people using inpatient mental health services. In a context of bed scarcity and regional variations in
patterns of provision, it is known, for example, that CAMHS clinicians describe the most significant reasons
for hospital admission as a young person'’s high risk of suicide, risk of physical deterioration owing to
mental illness, need for round-the-clock observation and the presence of serious deliberate self-harming
behaviour." Pursuing the example of self-harm is illustrative of the thinking behind this study. Although good
practice involves care and treatment in the least restrictive environment possible, for young people who
seriously self-harm, safety can be difficult to achieve in the community, making this risk a common trigger
for hospital referral. Anecdotal, practice-based evidence included in our original bid for support suggests
that managers and professionals in hospitals also find self-harm difficult to manage because of problems
of contagion. Contagion is the copying of harmful behaviours and, while important, is a risk that

may not feature highly when hospital admission decisions are made. It is also a risk that may be
underexamined in the research context, and about which little is therefore known.

Informing this project is also the idea that mental ill-health and hospital admission present risks to young
people’s achievement of developmental milestones, psychological maturity, educational attainment, social
integration with family and peers, and personal physical well-being. This overall perspective has informed
the production of an evidence synthesis which embraces a broad view of risk, along with the idea that
action to reduce the chances of one type of unwanted event happening potentially increases the chances
of another occurring. For example, admitting a young person to hospital may represent a reasoned
response to the risk of harm to self but is also an action potentially increasing the risk of other, undesired,
events happening (including contagion, but also disruption to family and friendship networks, educational
continuity and increased stigma). Just as risks are connected, so too are the people and services who might
collectively respond to them. Addressing the full range of risks for young people admitted to mental health
hospital is likely to draw on the efforts of workers located across the system: in health, social care and
education services. The intention in this report has been to bring together the available evidence in ways
that are helpful to this broad group of workers and to young people using services and their families.

Overarching research question and objectives

This project was funded under a NIHR HSDR programme call focusing on innovations in secondary mental
health services in order to answer the overarching research question:

What is known about the identification, assessment and management of risk (where ‘risk’ is broadly
conceived) in young people (aged 11-18 years) with complex mental health needs entering, using and
exiting inpatient child and adolescent mental health services in the UK?
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Objectives for the overall project were:

1. to summarise and appraise the evidence for the identification, assessment and management of risk for
young people: as they make the transition into inpatient CAMHS; as they are cared for in inpatient
CAMHS; as they make the transition from inpatient CAMHS to the community; and as they make the
transition from inpatient CAMHS to adult mental health services

2. to identify and describe any underlying theoretical explanations for approaches used in the
identification, assessment and management of risk

3. to understand the views and experiences of risk of young people (aged 11-18 years) with complex
mental health needs using inpatient mental health services, and of those involved in the identification,
assessment and management of risk in these settings

4. to synthesise the evidence for the identification, assessment and management of risk in young people
(aged 11-18 years) with complex mental health needs entering, using and exiting inpatient services

5. to synthesise the evidence on the costs and cost-effectiveness to the NHS of different approaches to
identifying, assessing and managing these risks

6. to identify the future priorities for commissioning, service development and research for young
people (aged 11-18 years) with complex mental health needs entering, using and exiting tier 4
inpatient services.

A two-stage framework to evidence synthesis: the Evidence
for Policy and Practice Information and Co-ordinating
Centre approach

The project team was commissioned to meet these objectives using a specific approach to the
identification, review and synthesis of the evidence. In recent years a variety of review approaches suitable
for the health-care field have emerged,’ of which the EPPI-Centre (Evidence for Policy and Practice
Information and Co-ordinating Centre) framework is one. This has developed over a period of two decades,
led by researchers located primarily at the Institute of Education at the University of London and their
affiliates. Documents outlining EPPI-Centre methods (and other materials) are freely available from
http://eppi.ice.ac.uk/cms/, where reviews informed by this framework are intended to have particular utility
in informing policy and practice for public services. Recent published examples modelling varying degrees of
detail and complexity completed by EPPI-Centre members and their collaborators include syntheses of the
evidence for the socioeconomic value of nursing and midwifery,?® on commissioning in health, education
and social care’” and on the effectiveness of interventions to strengthen national health service delivery in
low- and lower middle-income countries.?? Previous examples also exist of NIHR-funded projects using the
broad EPPI-Centre approach. These include an HSDR programme project addressing self-care support for
children and young people led by a member of the current research team (SP),> and a Public Health
Research Programme review into the effects of schools and school environment interventions on health.*

Our use of the EPPI-Centre approach throughout the totality of this project is summarised in Figure 1.

Like other frameworks guiding the review and synthesis of evidence, the EPPI-Centre approach stresses the
importance of transparency and rigour. It also has a number of distinct, novel features. A first is an explicit
acknowledgement that choice of research topic and specific focus (in the cases of both primary studies
and syntheses of existing evidence) reflect particular sets of values and interests.?® Research questions are
not self-evident, but are constructed by particular people for particular purposes. In the case of the child
and adolescent mental health field, the range of people with active interests in this complex system is wide
indeed, potentially yielding a large variety of candidate priority research topics. Managers, practitioners
from different backgrounds, commissioners, policy-makers, young people, families and others may have
varying ideas on what kinds of research gquestions ought to be asked and what methods should be used to
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What is known about the identification, assessment and management of risk (where
‘risk’ is broadly conceived) in young people (aged 11-18 years) with complex mental health
needs entering, using and exiting tier 4 inpatient services in the UK?

1. Scoping search on MEDLINE and PsycINFO using keywords drawn from the natural
language of the topic

2. Abstracts and/or full papers retrieved, read by two researchers and considered against
topic inclusion criteria

Categorisation of the Categorisation of the
evidence evidence

Priorities for in-depth review agreed

A 4
Priority area 1 ] ‘ Priority area 2 ] ‘ Priority area 3 }

1. Database and grey literature searches
2. Assessments of quality
3. Analyses of costs and cost-effectiveness, where possible

Describing the EPPI-Centre framework.?®

© Queen'’s Printer and Controller of HMSO 2015. This work was produced by Hannigan et al. under the terms of a commissioning contract issued by the Secretary of State for
Health. This issue may be freely reproduced for the purposes of private research and study and extracts (or indeed, the full report) may be included in professional journals
provided that suitable acknowledgement is made and the reproduction is not associated with any form of advertising. Applications for commercial reproduction should be
addressed to: NIHR Journals Library, National Institute for Health Research, Evaluation, Trials and Studies Coordinating Centre, Alpha House, University of Southampton Science
Park, Southampton SO16 7NS, UK.



answer them. Often the authority to shape priorities remains limited to a relatively powerful few. These
ideas underpin the observation that:

Involving representatives of all those who might have a vested interest in a particular systematic review
helps to ensure that it is a relevant and useful piece of research.

In any project informed by the EPPI-Centre approach a crucial task must therefore be the effective
engagement of concerned people. Involvement in an EPPI-Centre synthesis is typically secured through the
setting up of an advisory group or something similar, in which representatives of groups with clear
interests and experiences relevant to a study’s broad focus and eventual findings participate. In reviews
conducted in the health-care field, members of advisory groups are likely to be drawn from communities
of practitioners and managers as well as from those with direct experience of using services. A
representative stakeholder advisory group, in turn, assumes particular responsibilities at key moments in
the lifetime of a project. One critical moment for a group’s involvement is the point at which major
decisions need to be made on the direction of travel an evidence synthesis is about to take.

This idea that in-progress decisions have to be made on the future direction an evidence synthesis will take is
a second hallmark of the EPPI-Centre framework. This is particularly evident through the EPPI-Centre’s
commitment to the combining of an initial scoping and mapping phase with a second, more targeted, review
in one or more negotiated priority areas. In EPPI-Centre reports a detailed account is often included of how
an initial mapping of the territory (in our case, the territory relating to risk in inpatient CAMHS) has been
presented to stakeholder participants drawn from across a system, and how this has been used as the basis
for the considered selection of candidate subareas for subsequent, detailed, quality review and synthesis.

A third component of the EPPI-Centre framework relates to the sharing of information on a project’s
methods and findings in ways that are sensitive and accessible to the needs of larger stakeholder groups.
Representatives of these groups are offered opportunities to advise project members on the most suitable
ways of disseminating new knowledge, through the use of varieties of media including briefing summaries,
online materials and articles of varying lengths and complexity tailored for particular audiences. Again, in
this report we show how we worked with stakeholders to develop strategies to share what we learned.
We also include plans for further work in this area once this final report has been accepted for publication
as an NIHR journals library monograph.

This opening chapter has set the scene for this evidence synthesis in the area of risk for young people
moving into, through and out of tier 4 inpatient child and adolescent mental health services. It has
introduced the CAMHS system as a tiered one, in which hospitals fulfil important functions within a dynamic
and inter-related network of services. The existence of risks, both obvious and less so, has been introduced
and a case made for a project of this type. An overarching research question has been given, along with a
series of objectives. The project team’s commitment to the EPPI-Centre approach to evidence synthesis has
been stated, and an overview given of some of the key distinguishing characteristics of this framework. In
the chapter immediately following, methods and findings are given of the project’s phase 1 scoping and
mapping exercise. Chapter 3 describes the approach taken to working with stakeholders, and the process
through which priority categories of risk were identified and carried forward into the second, in-depth, phase
of the project. Chapter 4 addresses the concepts and methods used in the phase 2 review, beginning with a
summary of the research questions and objectives guiding this segment of the project. Chapter 5 synthesises
the evidence in the phase 2 priority risk areas. Chapter 6 discusses the study overall and its findings. It
includes a single-page matrix summarising the project overall and outlines plans for dissemination and
knowledge exchange informed by discussions with stakeholder collaborators. It also draws out the
implications of this project for policy, services and practice and makes recommendations for future research.
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Chapter 2 Scoping exercise

Using the EPPI-Centre framework to map risk in inpatient child
and adolescent mental health settings

The team'’s use of the EPPI-Centre framework commenced with a scoping exercise (see Figure 2) to identify
the broad contours of the research field relating to risk in inpatient child and adolescent mental health
settings. The aim of this first phase was to identify and categorise research and other evidence at the
intersection of the four key areas of young people, mental health, inpatients and risk (see Figure 3). During
this phase no attempts were made to assess the quality of materials retrieved, the aim being instead to
scope and map out the existing evidence at the meeting point of the areas lying at the heart of this
project. In this initial searching, scoping and mapping, no attempts were made to determine which types
of risk should be either included or excluded, and no attempts were made to identify underpinning theory
or to identify costs or cost-effectiveness.

As per the study’s commissioned protocol, searching for papers was conducted using the electronic
databases MEDLINE and PsycINFO. For these two databases, controlled vocabulary and free-text terms
which covered the four key areas above were combined. Details of the search strategies used are given in
Appendix 1 (MEDLINE) and Appendix 2 (PsycINFO). This search was guided by a set of inclusion and
exclusion criteria described immediately below and (in summary) by the four-arm strategy depicted in
Figure 3. The end date for searching was March 2013.

Review question

What is known about the identification, assessment and management of risk (where
‘risk’ is broadly conceived) in young people (aged 11-18 years) with complex mental health
needs entering, using and exiting tier 4 inpatient services in the UK?

v
Mapping exercise

1. Scoping search on MEDLINE and PsycINFO using keywords drawn from the natural language
of the topic in the areas of young people, mental health, inpatients and risk

2. Abstracts and/or full papers retrieved, read by two researchers and considered against topic
inclusion criteria

Categorisation of the
evidence

Categorisation of the

. Descriptive maps
evidence P P

FIGURE 2 Phase 1 of the EPPI-Centre framework in action.
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SCOPING EXERCISE

[ Citations of interest for phase 1 scoping ]

FIGURE 3 Phase 1 search.

Inclusion and exclusion criteria

To be included in this scoping exercise, a citation (which could be a research report, a review paper, a
discussion piece, a published opinion, an editorial or something similar) had to:

1. Be written in the English language.
2. Focus on young people aged 11 to 18 years by:

i. focusing exclusively on young people aged 11 to 18 years or
ii. focusing on a wider age group but including sufficient detail to enable the accurate identification of
data relating to young people specifically or
iii. relating to a study sample where the mean age was between 11 and 18 years.

3. Focus on moving into (admission), through and/or out (discharge) of inpatient mental health services.
As not all citations retrieved included unambiguous descriptions of service types, the decision was taken
to consider ‘inpatient mental health services’ as any inpatient hospital services (and, in the case of
US citations, residential treatment centres) staffed by mental health professionals.

4. Address risk identification and/or risk assessment and/or risk management. Reflecting the purpose of
the review, risk was viewed in broad terms, with no a priori exclusions placed on citations because of
the way risk was thought about and/or used by authors. Citations were therefore included which
addressed the risks of (for example) harm to self or harm to others, but also the risks mental ill-health
and hospital admission pose to young people’s physical, psychological, social and educational development.
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All citations retrieved were downloaded into Endnote Web™ (2013, Thomson Reuters, New York, NY, USA)
and duplicates removed. For the purpose of this scoping exercise, all citations to dissertations, theses or books
were excluded. Each remaining citation retrieved was independently assessed for relevance to the review by
two members of the study team, using the information provided in the title and abstract. Where any doubt
existed, the full text was retrieved. In all cases, the full text was retrieved for all citations that at this stage
appeared to meet the scoping review inclusion criteria.

Describing relevant papers

To achieve a high level of consistency, reviewers screened each retrieved citation for inclusion using a
purposely designed form (see Appendix 3). Disagreement was resolved by discussion with a third reviewer.
This phase 1 form included space for the extraction of key data from each citation: the country in which
the study (in the case of research reports) had been carried out; if the citation focused on moving into
(admission), through or out of (discharge) inpatient mental health services, or any combination thereof;
the characteristics of the population studied (if relevant); the type of risk focused on; and, in the case of
original research, the design used (e.g. cohort study, longitudinal study).

Evidence map

Figure 4 illustrates the flow of citations through the scoping exercise and shows how 124 individual items
were eventually identified for inclusion. Details of the included papers are given in Appendix 4. Of these,
the majority were primary research papers (115 articles describing 118 studies). The remaining papers
(n=9) described the development of guidelines (n= 1) or were a recommendation statement (n=1),
general discussions (n =4), reviews (n =2) and a letter (n=1). In the following section we describe the
characteristics of the 118 research studies according to the country in which projects were undertaken, the
age of study participants, research design, the size of study populations and the year of publication.

Database searching
MEDLINE (3606 citations)
PsycINFO (933 citations)

v

Duplicates removed
(1644 citations)

v

Screening titles and abstracts of remainder
(2895 citations)

v

Screening of full papers ]

(374 citations)

A 4
[ Included papers

(124 citations)

FIGURE 4 Flow of citations through phases of the scoping review.
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Information on the country in which each research study had been carried out was obtained from the
methods section of the retrieved full-text version of each paper, or where this information was not directly
given from the country location of the corresponding author. The distribution of research by country in
Figure 5 shows that by far the largest number of studies (over 60%) were conducted within the USA, with
only 2.5% conducted within the UK. This preponderance of studies from the USA may reflect the limiting
of the phase 1 scoping search to English-language citations only, this having a direct effect on the country
of origin of papers retrieved.

Figure 6 summarises the research design used in the 118 research studies included in the phase 1 scoping
exercise. Seventy-two of the studies used a cross-sectional design, of which 24 involved the collection of
retrospective data from young people’s inpatient medical notes or charts.

The mean age of the young people whose data were included in each of the 118 studies in the phase 1
scoping fell between 11 and 18 years. The age ranges of young people participating, or whose data were
used, in individual studies are summarised in Table 1.

The size of the populations included in each of the 118 phase 1 studies varied, with the largest number
being 27,000 included in the single study by Chabra et al.?’ Figure 7 summarises this information.

W USA
Israel
Finland
Australia

M Norway

| UK
France

O Germany

i Canada
Denmark
Sweden

Country of origin of the 118 studies included in the scoping review.
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p
B Cross-sectional survey
Scale development

B Case study

Intervention study

Longitudinal cohort study — prospective
Longitudinal cohort study - retrospective

H Case—control study — prospective

O Open-label prospective pilot trial

Research design used in the 118 research studies included in the scoping review.

Age range of participants in phase 1 included studies

11t0 18
12t0 18
13t0 18
1410 18
15t0 18
16to 18
11t0>18
12to > 18
13to>18
14 to0 > 18
16to > 18
<1110 18
<11t0>18
Age not specified but sample described as adolescents

Total number of studies included in phase 1

13
27
14

10

10
118
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(Population size of young people )
participating in included studies

H1-100
m101-200
201-300
301-1000
W 1001-3649 (single body of work
by Kjelsberg et al. 199428)
\l 27,595 (Chabra et al. 199927)

FIGURE 7 Size of the populations participating in phase 1 included research studies.

Year of publication

Data on the year of publication of the 115 papers reporting findings from the 118 studies included in
phase 1 are given in Figure 8.

Mapping exercise

As a way of presenting the evidence located and included in this phase 1 scoping, a number of broad,
descriptive maps of the different ways in which risk has been identified, assessed and managed in the
inpatient CAMHS area were produced. These are presented in this report as Figures 9-17. To group
included papers thematically, an initial typology of risks was used, drawing on the work of Subotsky.?
Subotsky uses four categories of risk: harm to self; harm to others; harm from others; and harm from the
health-care system and its staff. In order to capture the full range of risks addressed across all 124 included
papers, further categories were added by the project team as necessary, each reflecting the content of
papers retrieved. Examples included the category of longer-term risks found at follow-up of young people
previously admitted to inpatient CAMHS units, and risks of early disengagement from services. This full
range of risks identified is reproduced in the figures immediately below, where the content of each map
thematically summarises the main areas addressed by the papers included in each category.

Risk of harm to self (65 papers)?43°93

Given what is known about the general usage of the term ‘risk’ in mental health services and the types of
risk that attract most attention in policy and practice, it was not surprising to the project team to find

that the category with the largest number of included phase 1 papers addressed the risks of harm to self
(see Figure 9 for the associated descriptive map). Of the 65 papers included here, overwhelmingly most
(n=53)?3%%" were concerned with the identification and/or the assessment and/or the management of
suicide risk, followed by the risks to self which are associated with alcohol and drug abuse (n =7).82%¢
Smaller numbers of included papers focused on general self-harm (n = 3)®°" and the risks associated with
human immunodeficiency virus (HIV) infection and acquired immunodeficiency syndrome (AIDS) (n = 2).92%
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Substance

i )
misuse

Fictitious
Self-neglect

illness
~
R
Self-mutilation Harm to Alcohol
or self-injury self misuse
-

Eating
disorder

Completing

HIV
infection

Descriptive map of ‘harm to self’.

Noting the high volume of papers addressing risks associated with suicide, a decision was made to
produce a separate descriptive map for this area alone (see Figure 10).

As noted above, the volume of papers addressing the identification, assessment and management of
suicide risk in young people moving into, through and out of inpatient mental health services warranted a
separate thematic map. This is reproduced in Figure 10. Papers included in the correlation studies category
investigated the associations between suicide and a variety of personal and clinical characteristics

(e.g. depression, delinquency).

Rates of suicide
in different
populations

Correlation
studies

For example,
comparing

Suicide
rates in high

school students

and inpatients
Risk factors for

suicide

Scale
development

Predictors of

suicide
attempts

Suicidality as a
predictor of
rehospitalisation

Identifying
inpatients
who are
suicidal

Descriptive map of ‘suicide’.
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Harm to others (20 papers)** '3
This category included a large number of papers addressing the risk of harm to others, with papers
focusing on both aggression and violence (n = 18)**""" and bullying (n =2)"*""3 (see Figure 117).

Longer-term risks found at follow-up (15 papers)'’+ %8

This category was independently created by the project team to group together a series of papers focusing
on the longer-term risks of being admitted to inpatient CAMHS units (see Figure 12). Included papers
variously addressed the risks of readmission (n=9),""*"? early death (n = 2),'>'?® disrupted schooling
(n=2),"?"128 homelessness (n = 1)'* and delinquency (n=1)."*

Early disengagement from services (five papers)'?*'33

This category is depicted in Figure 13 and was developed by the project team to bring together papers
concentrating on the risk of young people running away (n = 3),'"*" being discharged against medical
advice (n=1)"? and dropping out from treatment (n=1)."*

Risk factors influencing admission and length of stay (five papers)?”: 34137

This category is depicted in Figure 14 and was created to bring together papers addressing factors
influencing admission to, and length of stay in, inpatient CAMHS care. Factors identified included gender,
ethnicity, general predisposing factors, and young people being adopted and living in disrupted

family homes.

Risk of harm from the system (five papers)'3¢ 4

Directly drawn from Subotsky’s?® typology, this category includes the negative effects of treatment along
with the risks of other adverse consequences of inpatient admission, such as loss of educational continuity,
or exposure to risks, such as abuse by staff. Included in the mapping (see Figure 15) were papers dealing
with the side effects of medication (n = 3),'*7%° sexual abuse by staff (n=1)"" and contagion (n=1)."*

Sexually abusive Fire setting
behaviour, Gang

including to staff activities

—@
Disruptive or

hyperactive
behaviour

Bullyin
Cruelty to
animals

Physical

aggression

Sexual

victimisation
Homicidal acts
Verbal
aggression

FIGURE 11 Descriptive map of ‘harm to others’.
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FIGURE 12 Descriptive map of ‘longer-term risks found at follow-up'.

=

FIGURE 13 Descriptive map of ‘early disengagement from services'.

==

FIGURE 14 Descriptive map of ‘risk factors influencing admission and length of stay’.
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[ Contagion ] [ Medication ]

g N

Drugs developed for use with

adults used with young people
(. J

g N
Selective serotonin reuptake
—— inhibitors for major depressive
disorder increasing suicide risk

A J
s M
[ Risk of sexual abuse by staff ] | Atypical antipsychotics causing
weight gain
& J

FIGURE 15 Descriptive map of ‘risk of harm from the system’.

Responding to and managing risk (three papers)'*-'4

A small number of papers were brought together in this category, created by the team for the purposes
of this mapping because they specifically addressed actions designed to manage or reduce risk

(see Figure 16). These papers variously addressed improving educational attainment (n = 1),"* managing
the environment to keep people safe (n = 1)'** and milieu-based behavioural management to reduce
aggression (n=1)."#

Predictors of restraint or seclusion (three papers)'44

This set of three papers looked at predictors of restraint, seclusion or both (see Figure 17). Specifically, they
sought to identify the factors that place a young person at increased risk of seclusion during his or her
admission (n = 1),"% to establish whether or not a particular group of young people are at risk of restraint
(n=1)" and to examine whether or not temperament characteristics (e.g. fear, anger) are risk factors for
restraint and seclusion for young people in inpatient mental health hospital (n = 1)."#

Other

Three final papers were included, none of which could be mapped to the categories above and each of
which addressed a distinct area. One paper focused on the risk of functional impairment, reporting on
two studies which assessed the validity of a measure (the Functional Impairment Scale for Children and
Adolescents).™ The second reported from a study into the risks to, and the effects of, young people in
inpatient mental health services playing fantasy role-playing games.™® The third was a non-empirical paper
included because it scoped the challenges facing inpatient CAMHS mental health services.™’

Managing the environment
to keep people safe

Milieu-based behavioural

Improving educational attainment .
management to reduce aggression

FIGURE 16 Descriptive map of ‘responding to and managing risk'.
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Factors placing young person at

. = . Youths at risk of restraint
increased risk of seclusion

Temperament as a risk factor for
restraint or seclusion

FIGURE 17 Descriptive map of ‘predictors of restraint or seclusion’.

Summary of phase 1 findings

Each of the 124 papers included in phase 1 of this project was identified following a search of two
databases combining terms from four arms (mental health, young people, inpatients, risk). Each was
reviewed by at least two members of the study team, who agreed that it met the project’s criteria for
inclusion. Data (e.g. focus of paper, country of origin, type of study in the case of papers reporting original
research) were extracted from each and summarised.

The central purpose of this first phase of our overall evidence synthesis was to scope and map out the
territory in the area of risk for young people moving into, through and out of inpatient mental health
services. This was achieved by grouping together included papers using categories developed by Subotsky,?
and by using new categories created specifically for this study by the project team. This theming of retrieved
papers demonstrated that, overwhelmingly, it is clinical risks (particularly the risks of suicide, self-harm and
harm to others) that have featured most prominently in published papers (or, at least, in the papers
published in journals indexed in the two databases searched in this phase of the project).

This was not an unexpected finding. It suggests that the risks that dominate policy and practice in mental
health services are the risks that occupy most researchers and writers in the field. With regard to the
characteristics of the research in this area, few papers retrieved reported data from inpatient CAMHS risk
studies conducted in the UK. Most papers reported findings from prospective or retrospective
cross-sectional surveys designed to establish associations between the personal and clinical characteristics
of young people using inpatient CAMHS and the chances of certain unwanted events (e.g. self-harm,
violence, running away) happening. Very few papers were directed at establishing what might be done
to respond to or manage risk.
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Chapter 3 Consulting with stakeholders and
determining priorities for in-depth review

Using the Evidence for Policy and Practice Information and
Co-ordinating Centre framework to consult with stakeholders

The EPPI-Centre approach obliges researchers to pause at the point where the territory has been scoped
and mapped out, and to consult with people with interests in the field. The purpose of this consultation is
to share knowledge of what has been found and to invite views to be given on the priority areas to be
taken forward into the in-depth phase of the review which follows. In this project, key groups to involve in
the consultation process included young people with personal experience of using inpatient mental health
services; family members; service managers; practitioners drawn from different occupational groups;

and workers from non-statutory organisations campaigning for young people’s mental health and the
development of services. Figure 18 illustrates the use of the EPPI-Centre framework in this phase of

the project.

Young people

In order to engage with young people with experience of using inpatient mental health services, members
of the project team formed an early collaboration with representatives of the leading mental health charity
YoungMinds. To inform our involvement strategy more generally, project members also consulted with
two Cardiff University colleagues otherwise unconnected to the study but with expertise in involving young
people in the research context (Professor Lesley Lowes in the School of Healthcare Sciences and Professor
Sally Holland in the School of Social Sciences). From the project’s initial meetings onwards, members

of the team were determined that the approach to working with young people should be sensitive to
experiences, informed by an awareness of relative power relations and (during face-to-face project-related
meetings) interactive in style.™?

Categorisation of the . Categorisation of the
. Descriptive maps .
evidence evidence
v
Consultation with stakeholder advisory group
Priorities for in-depth review agreed
Priority risk Priority risk Priority risk
category 1 category 2 category 3

FIGURE 18 Using the EPPI-Centre framework to consult and determine phase 2 priorities.
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The earliest approach to YoungMinds was made during the preparation of the project’s outline proposal
for funding. It was set in the context of an existing collaboration between this organisation and a member
of the project team (SP) in another, then-current, NIHR HSDR programme study involving young people
with mental health needs.” YoungMinds was approached because it is the UK's leading charity in its field,
describing itself as:

committed to improving the emotional wellbeing and mental health of children and young people.
Driven by their experiences we campaign, research and influence policy and practice.’>

Following confirmation of this project’s funding award, a key meeting was held in Cardiff at the beginning
of March 2013 involving team members (BH, DE and NE) and YoungMinds' then national Training and
Development Coordinator (Matthew Daniel). This was convened with a view to mapping the fine detail of
how young people might most effectively be engaged in the work of determining phase 2 priorities.
Project team members were aware of the pitfalls of inviting young people to formal advisory group
meetings without support, in which other contributors were likely to be drawn from more powerful groups
such as management and the professions. An important guiding principle, therefore, was to agree an
approach to involvement that ensured that the voices and experiences of young people were properly
heard and their priorities around risk attended to.

At this key planning meeting, a number of strategies were considered and a two-part plan negotiated
drawing on YoungMinds' expertise in participation and consultation. First, the document specifying
YoungMinds' contribution emphasised the plan to involve experienced staff from the organisation’s
national young people’s participation project and from its training and development team. It also
emphasised YoungMinds' then-current Very Important Kids (VIK) project, funded by the National Lottery
and established with one aim of increasing young people’s involvement in service design and delivery.

The VIK project enabled regionally based workers to support and engage with groups of young people
affected by mental health difficulties, to both hear and represent their views and experiences. With staff
already skilled in involvement work, and with networks of young people already engaged with
YoungMinds, it was agreed that the part of the project budget devoted to involvement would first be used
to support YoungMinds to conduct a series of independent priority-setting consultations with young
people on the project team'’s behalf. With our project classified as an evidence synthesis, rather than as a
primary research study, we were clear to distinguish this consultative activity from the activity of directly
participating in research. NHS or university research ethics committee approval is always needed for
primary, data-generating, studies where people are recruited as research participants. Active involvement
in projects to help identify and prioritise research topics and/or to join advisory groups is a different type of
participation, a distinction made clear in national guidance.”™* Second, it was agreed that YoungMinds’
Training and Development Coordinator would participate in the project’s formal priority-setting event and,
through his organisation’s networks, invite a number of young people to join him.

Following this planning meeting and throughout the remainder of March 2013, YoungMinds conducted a
series of five separate consultative conversations with young people who had previously been admitted

to inpatient CAMHS. Identification of people was made using YoungMinds’ existing networks. Broad
questions guiding these discussions were agreed in advance by project team members (BH, DE and NE)
collaborating with our YoungMinds colleague Matthew Daniel, and were explicitly designed to inform the
process of research priority setting as opposed to eliciting research data. These focused on understanding
young people’s perceptions of risks and what is done about them, including (reflecting current concerns
in the CAMHS field) risk for young people admitted to adult wards. Noting the purpose of these
consultations in the context of this as a two-phase evidence synthesis, a clear request was also put to
young people taking part to identify those risks that the project team should focus on in the second
phase of the overall study.
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The five consultation questions put to five young people are reproduced here:

What do you think the risks to children and young people in inpatient settings are?

How do you think those risks are assessed?

What do you think is done about those risks?

Do you think there are a different set of risks for young people who are inpatients in adult wards?
What risks do you think the research team should focus on in its in-depth review?

To facilitate a record and to inform the study’s priority setting, each consultative conversation was
audiorecorded and segments transcribed, so that young people’s ideas could be drawn on to stimulate
debate and discussion among members of the project team and stakeholder advisory group. A formal
report on this consultation was also delivered to the project team (see Appendix 5), in preparation

for tabling at the subsequent priority-setting meeting of the combined project team and stakeholders
for phase 2. The summary from this report included this extended section:

Though we spoke to a relatively small number of young people there were some clear themes that
emerged from all of the conversations and those themes came out of the direct experiences of the
young people. They told us that there were a number of risks that were not adequately being assessed
or addressed and that this might be because of a lack of resources or training. All of the types of risks
that we discussed were seen as equally important and the assessment of risk was highlighted as an
area that needed to be carefully considered, as a poorly done risk assessment could feel extremely
punitive and could therefore have a negative effect on the individual’s emotional wellbeing. Most of
the young people talked extensively about the risk of emotional harm caused through exposure to
distressing experiences as well as negative peer group influences. The young people also mentioned
the risk of having their social lives put on hold indefinitely and the lack of opportunity to get any high
quality educational provision. One young person used the term ‘fragmented’ to describe how what
had happened to their life felt and the result of this fragmentation was their self-identification as ‘ill’.
This new identity was seen as damaging as it prevented recovery and made it more difficult for the
young people to move back into a ‘normal’ life off the ward. The young people said that they were
put on wards to get better but that in many cases there were reasons why being placed in an
inpatient setting was in fact detrimental to them. However they also recognised that leaving too early
was equally damaging. The risks are present in the immediacy of the inpatient setting but the failure
to address those risks has severe implications on both the young people and services as not addressing
them leads to increased emotional distress as well as the increased likelihood of a readmission.

Along with involving young people to help shape this project, the team was also concerned to involve
parents or other carers. One member of the project team combines identities as a mental health professional,
academic and carer of a young person with mental health difficulties. An invitation to participate in our
planned priority-setting stakeholder advisory group meeting was also extended to a mother whose child had
recently been admitted to mental health hospital. This carer was identified as someone interested in
participating in broader consultative and influencing activities by the project team’s senior practitioner
member (GT). In the event, this person’s preference was to discuss risk in inpatient CAMHS settings and
priorities for our in-depth evidence synthesis in a private, one-to-one conversation. This conversation took
place in April 2013, involving one team member (BH), and focused on this carer’s views of the risks to young
people entering, using and leaving hospital and on identifying phase 2 priorities.

Notes taken during this consultative conversation were prepared for tabling via oral presentation at the
planned face-to-face stakeholder meeting. Key carer messages included that admission to inpatient
CAMHS can be damaging, with planned short admissions turning into longer spells in which risks of harm
to self can increase through the learning of abnormal, dangerous behaviours and the forming of new,
unhelpful friendships (i.e. contagion). A further risk identified by this mother was at the transition from
hospital to home, where concerns focused on the risks of young people remaining in touch with people
met in hospital and thus extending unhelpful relationships.
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CONSULTING WITH STAKEHOLDERS AND DETERMINING PRIORITIES FOR IN-DEPTH REVIEW

Stakeholder advisory group meeting: agreeing risk priorities
for phase 2

In preparation for a first combined project team and stakeholder advisory group (SAG) meeting,

a set of documents was prepared for invited members and posted out in advance. Included were an
accessible overview of the project (see Appendix 6), a proposed set of terms of reference for SAG members
(see Appendix 7) and an agenda (see Appendix 8). The meeting itself was convened in Cardiff on

24 April 2013, organised for the express purpose of generating candidate categories of risk to serve as
priorities for the second, in-depth, phase of this review. The event was chaired by Dr Michael Coffey
(Associate Professor, Swansea University), an academic with expertise in mental health services but not
associated with the study in any other way.

Decisions on the full range of stakeholders to include in the SAG, and the identification of actual
representative individuals to invite, were taken collectively by the project team, drawing on our
understanding of the CAMHS system, our knowledge of specific inpatient units and our working
relationships with managers, practitioners and others. In addition to members of the project team,
participants (drawn from South Wales and Greater Manchester, reflecting the locations of project
members) included Matthew Daniel, collaborating representative from YoungMinds (who had already
completed the consultation exercise reproduced in Appendix 5); two young people with experiences of
using CAMHS; a senior NHS CAMHS manager; a senior child and adolescent psychiatrist; a senior CAMHS
therapist; and a senior nurse with inpatient CAMHS responsibilities. Invitations were also extended to
individuals with backgrounds in child and adolescent mental health social work, clinical psychology and
teaching in inpatient CAMHS settings.

The principles of nominal group technique were drawn on in planning the process designed to lead

to the identification of priority risk categories for phase 2 of the project. This is an approach to group
decision-making introduced in the early 1970s by Delbecq and Van de Ven,'*® which places weight on all
participants having an equal opportunity to express a view. Since its emergence it has been successfully
used in the research context, including in a study funded by the NIHR Health Technology Assessment
(HTA) programme involving a member of this current project team (ML) as a co-investigator.® In this
current project, the use of an approach explicitly designed to avoid letting group decision-making become
dominated by one or more vocal individuals appealed to the team, given our concern that young people,
in particular, might find it difficult to contribute in the presence of professionals, managers and academics.

The SAG meeting opened with an overview of the project, along with a presentation of the broad themes
arising from the phase 1 scoping and mapping exercise. To facilitate later discussion and priority setting,
our maps remained on display throughout the duration of the event, each depicted on an individual sheet
of A1 flipchart paper. A presentation from YoungMinds followed, centring on a summary of the outcomes
of the consultation exercise previously conducted with young people.

Following a natural break in the meeting, participants were invited to record independently written
responses to the question "What do you think the risks for young people are as they make the transition
into, through and out of inpatient CAMHS?’

The idea of inviting written responses, without conferring, was used as a nominal group strategy to ensure
that as a project team we had access to the full range of views available in the room in enduring form
once the meeting had ended. With a member of the team (NE) acting as facilitator, all SAG and project
team members were then invited to share their written responses individually. These were recorded on
flipcharts using the words directly spoken by the participants, and, during this round, the views of the
carer who had previously been consulted were also reported and recorded. In the facilitated discussion

NIHR Journals Library www. journalslibrary.nihr.ac.uk



DOI: 10.3310/hsdr03220 HEALTH SERVICES AND DELIVERY RESEARCH 2015 VOL. 3 NO. 22

following, opportunities were taken to seek explanations or further details about any of the ideas that
participants had produced that were not clear to all. In this segment of the meeting our aim was to
generate as comprehensive a list as possible of the full range of risks associated with inpatient CAMHS,
including (but not limited to) the risks which our phase 1 scoping and mapping had identified as
occupying the interests of researchers.

By the end of this process, meeting participants had access to a range of materials and ideas presented
and discussed in the earlier part of the day. These included the pre-prepared series of maps displaying the
themed overview of existing research; the account of the YoungMinds pre-meeting consultation with
young people; and a series of flipcharts carrying the words of individual stakeholders (and a carer,
previously consulted) in response to the invitation for people to identify the risks facing young people

as they make the transition into, through and out of inpatient CAMHS. In a second round of activity
informed by nominal group principles, project team and stakeholder group members were then asked to
rank, in writing, their personal priorities for the categories of risk to take forward into the second, in-depth,
phase of the project. The preamble to this exercise invited people to draw as widely as they wished on the
full range of risks as previously described and discussed.

This first combined project team/stakeholder meeting closed with the collection of lists of individually
generated, ranked phase 2 priority categories of risk produced by each person taking part. To this
collection of lists were added carer priorities previously identified and a composite list of priorities extracted
from the YoungMinds consultation report. This exercise gave project team members a long list of
candidate categories of risk for the in-depth segment of the project ordered by individual researcher and
SAG member, and from the young people collectively consulted (see Appendix 9). From this collated list
the top three ranked priorities were taken from each individual (and from the YoungMinds consultation
collectively) to produce a new, shorter, list of 45 individual items. In order to group these items under
broader categories, this list was independently coded by two members of the project team (DE and NE),
who then met to discuss and agree on their categorisation. This joint categorisation was then checked and
agreed on with the involvement of a third member of the team (BH).

This process led to the identification of eight ranked priority categories of risk, each having a count of the
number of items from the total of 45 subsumed within it (see Appendix 10). This information was included
in a summary document for SAG members, which was circulated for final responses before the initiation of
phase 2 of the review, and is also summarised in Table 2. Further details are given in Appendix 77.

TABLE 2 Priorities for phase 2 review

Dislocation 16
Contagion 6
Harm from organisation 6
Institutionalisation 5
Self-harm 4
Decision-making 3
Suicide 2
Aggression 1

Other: managing dissonance/ambivalence (n= 1) and psychological risks (n=1) 2
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The document for SAG members noted that the top risk category priorities for the in-depth segment

of the review were all examples of ‘less obvious’ risks, and, as such, were unlike many of the more ‘clinical’
risks identified in the phase 1 mapping of the literature. The project team’s categorisation of these less
obvious risks included a version of this summary information, along with plans for the initiation of the next
phase of the synthesis overall:

Dislocation is the word the project team has used to describe the top priority emerging for the second
phase of this review. This category of risk includes the ideas of young people being removed from
‘normal’ life, of being ‘different’ and of experiencing ‘fragmentation’.

Dislocation as a category of less obvious risk also captures the ideas of being stigmatised and
discriminated against, and of young people losing their previous identities, social contacts and
friendship groups. It includes isolation from, and within, families.

Dislocation also includes the risks presented to young people’s educational, psychological and

social development.

Dislocation implies unhelpful /oss, and contagion (the second category of risk prioritised for the next
phase of the review) implies unhelpful gaining: the risk of being exposed to and of learning abnormal
behaviour, and of new and unhealthy friendships.

The project team’s plan presented to SAG collaborators indicated the aim of taking both dislocation and
contagion forward as the two, linked, priority risk categories for the second phase of this evidence
synthesis. Team members were aware of an equal number of items having been brought together under
the categories of ‘contagion’ and ‘harm from organisation’, but noted that, in consulting with a carer, the
risks from contagion (learning new and harmful behaviours) were a particular priority. This informed

the plan, also included in the report to collaborators, to take this area forward into the next study phase. The
report also drew attention to the fact that the proposed phase 2 plans implied a move away from the more
‘clinical’ risks identified in the phase 1 mapping towards a consideration of some of the ‘less obvious' risks,
and in this context invited feedback on three questions:

Have we reflected stakeholders’ priorities accurately?

If we have reflected the priorities for the in-depth part of our review accurately, then we welcome
ideas on where we need to go for evidence in these areas. If we are gathering information on how the
risks of ‘dislocation” and ‘contagion’ are identified, assessed and managed as young people move into,
through and out of inpatient CAMHS, then where should we look and whom should we approach?
What other words can you think of that reflect the ideas of ‘dislocation’ and ‘contagion’, which we
might use to continue to search for evidence?

One stakeholder participant from our April 2013 meeting responded to the summary and phase 2
initiation document by advising the team to be mindful of the dangers of ‘demonising tier 4 admissions’,
noting that hospitals are a crucial and very scarce resource playing an important part in overall systems of
care. Our response as a team, then and now, is that we concur: inpatient admission for young people with
mental health difficulties is indeed sometimes necessary, as it is here that round-the-clock specialist care is
provided to people with the greatest need. What the consultation exercise indicated, however, was an
appetite among project members and collaborating stakeholders for a phase 2 review of some of the risks
less often considered for young people passing into, through and out of inpatient care.
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Summary of consultation with stakeholders

Following EPPI-Centre principles, a series of broad, phase 1 maps of the literature on risks for young
people admitted to mental health hospitals were taken to a stakeholder advisory group with a view to
determining the focus for the second, in-depth, phase of this study. Project team members engaged with
the charity YoungMinds, which conducted a consultation on the team’s behalf. A series of maps arising
from the phase 1 scoping exercise were devised and presented to people taking part in a key stakeholder
advisory group meeting convened in April 2013. Collaborators were then asked to identify what they
thought the risks to young people moving into, through and out of mental health hospital were.
Responses were displayed alongside the risks occupying earlier teams of researchers identified from the
scoping exercise. Informed by nominal group techniques, all team members and collaborators were invited
individually to rank the categories of risk they saw as priorities for the in-depth phase of the project.
These priorities were grouped together under a series of broader categories, with a large number of risks
brought together under the umbrella category ‘dislocation’. The team determined to make this a first
priority risk category for phase 2 alongside a second category, ‘contagion’.
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Chapter 4 Phase 2 in-depth evidence synthesis:
concepts and methods

Introduction and conceptual framework

During the phase 1 scoping of the literature using two databases, a preponderance of research and other
outputs was found that concentrated on the clinical risks to young people admitted to mental health
hospitals, and particularly in relation to the risks of suicide and self-harm. Typically, it is in response to these
risks that young people are admitted to tier 4 inpatient settings, as it is in hospitals that round-the-clock
specialist care and treatment in conditions of safety can be provided. The risks of suicide, self-harm,
physical deterioration and harm to others are vitally important ones: for young people, their families,
friends, practitioners, managers and the wider society. Nonetheless, the steer from young people
contributing to the YoungMinds consultation exercise conducted on the project team'’s behalf, and from
stakeholders participating in the end-of-scoping priority-setting meeting, was to conduct a search and
synthesis of the evidence across a series of other, less obvious, risks.

This part of the project was again informed by the idea that inpatient CAMHS units exist within a larger,
complex and inter-related system of people and organisations. Young people themselves are part of this
system, as are their families and friends, the schools they attend and the community-based health services
they may use. Decisions to admit young people to mental health inpatient units are often made in the
context of high levels of clinical risk, and have important consequences: for the individuals admitted, for
families and friends and others immediately surrounding, and for those providing direct services. Hospital
admission also has consequences at the system level, at which services are organised and delivered: where
teams and workers in inpatient and community health and social care services, in schools and elsewhere
have responsibilities to manage young people’s transitions into, through and out of hospital in as seamless
and integrated a manner as possible. In this context a consideration of the broader, less obvious, risks of
‘dislocation’ and ‘contagion’ for young people and those around them is consistent with a systems
perspective and it is these largely non-clinical risks that form the focus of this part of the project.

Having identified dislocation and contagion as the categories of risk to prioritise, the task of searching
comprehensively for research and other evidence in these areas in the context of young people passing
into, through and out of inpatient mental health hospital proved challenging. This segment of the report
sets out the research questions guiding phase 2. It also addresses the approach used in the interrogation
of databases, and the sequential strategy developed for sifting through citations and making decisions on
including and excluding materials identified. Reflecting EPPI-Centre commitments to seeking out evidence
of the widest variety (rather than research outputs alone), a description is also given of the steps taken to
locate and secure grey literature, clinical case reports and reports of local practice initiatives on how
inpatient CAMHS units identify, assess and manage the categories of ‘less obvious' risk focused on in
phase 2. A detailed account is then given of the materials included in this in-depth component of the
project and how decisions were made on the quality of these.

Phase 2 research question and objectives
The research question for phase 2 was:

What is known about the identification, assessment and management of dislocation and contagion in
young people (aged 11-18 years) with complex mental health needs entering, using and exiting tier 4
inpatient services in the UK?
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Obijectives for the in-depth evidence synthesis were:

1. to identify and appraise the evidence for the identification, assessment and management of the risks of
dislocation and contagion for young people using inpatient CAMHS

2. to identify and describe any underlying theoretical explanations for approaches used in the
identification, assessment and management of the risks of dislocation and contagion

3. to understand the views and experiences of dislocation and contagion of young people (aged 11-18 years)
with complex mental health needs using inpatient mental health services, and of those involved in the
identification, assessment and management of these risks in these settings

4. to synthesise the evidence for the identification, assessment and management of dislocation and
contagion in young people (aged 11-18 years) with complex mental health needs moving through
inpatient services

5. where possible, to synthesise the evidence on the costs and cost-effectiveness to the NHS of different
approaches to identifying, assessing and managing the risks of dislocation and contagion for young
people using inpatient mental health services.

Review design

As with the first phase of the project, the design of this second segment was informed by the approach
developed by the EPPI-Centre, as Figure 19 illustrates.

Review methods

As per the approach described in the project protocol, once we had agreed the focus for this second
phase of the project, work commenced with electronic searches of specified databases. In the case of
citations finally included, reference lists were searched to identify additional materials for possible inclusion
(back-chaining). Searches were conducted for UK-only grey literature, and the project team published

(and widely circulated) a call for evidence. This requested examples of local service responses to the less
obvious risks and was sent to all NHS and non-NHS inpatient CAMHS units in the UK and was additionally
distributed via online discussion and mailing lists.

Priority risk category 1: Priority risk category 2:
dislocation contagion

1. Database and grey literature searches

2. Assessments of quality

3. Analyses of costs and cost-effectiveness, where possible
4. Production of individual priority area syntheses

. ‘
[ J

FIGURE 19 Phase 2 of the EPPI-Centre framework in action.
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Types of participants

To be included, research and other materials needed to be written in the English language and to focus on
young people aged 11-18 years by:

(a) focusing exclusively on young people aged 11-18 years or

(b) focusing on a wider age group but including sufficient detail to enable the accurate identification of
data relating to young people specifically or

(c) relating to a study sample where the mean age was between 11 years and 18 years.

Types of intervention and phenomena of interest

All citations were considered which addressed ‘dislocation’ and ‘contagion’ for young people moving into,
through and out of inpatient mental health services.

Context

All citations were considered where care was provided in inpatient mental health services. Following the
decision made in phase 1, ‘inpatient mental health services’ was defined in this phase of the study as any
hospital setting staffed by mental health professionals. In the case of US studies retrieved, the decision was
again taken to include citations centring on residential treatment centres (RTCs) or residential treatment
programmes. These facilities are comparable to hospitals, with the American Academy of Child and
Adolescent Psychiatry defining them as providing:

intensive help for youth with serious emotional and behaviour problems. While receiving residential
treatment, children temporarily live outside of their homes and in a facility where they can be
supervised and monitored by trained staff.

(p 7)3},/

Types of evidence

This part of the review considered a variety of types of evidence: published and grey literature original
research; review, discussion and opinion papers; reports of local practice initiatives or service developments;
clinical case studies; and policy and guidance documents. All evidence relating to outcomes, views and
experiences, costs and cost-effectiveness, policies, and service and practice responses in the areas of
‘dislocation’ and ‘contagion’ for young people (11-18 years) with complex mental health needs using
inpatient mental health services was sought. Materials published in the English language since the
introduction of the tiered system in CAMHS in 1995 were sought.

Exclusion criteria

Excluded materials were those not in the English language; addressing inpatient mental health services for
adults over 18 years; centring on inpatient mental health services for children under the age of 11 years;
relating to any community-based mental health services (e.g. outpatient, day care or wraparound);
addressing juvenile justice services.
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Search strategy

Preliminary scoping searches of MEDLINE and PsycINFO performed for phase 1 of the project (see Chapter 2
and Appendices 1 and 2) highlighted a number of potential challenges to be considered when developing
the in-depth searches required for phase 2, principally surrounding the use of the term ‘risk’. The outputs
from phase 1 had predominantly focused on the clinical risks to young people in inpatient mental health
settings, such as the risk of suicide and self-harm. Comparatively little evidence was found focusing on the
less obvious risks such as the risk to young people admitted to mental health hospital of negative peer group
influences or the loss of educational opportunities. The priority risk categories, to be taken forward to the
second, in-depth, phase of the study and decided in consultation with the stakeholder advisory group,

were all examples of these less obvious risks. An examination of the papers known to the investigators from
phase 1 discussing these less obvious risks confirmed the challenge ahead, with very few using the term 'risk’
and the language used within each varying considerably.

Led by one member of the project team (EG), an initial attempt was made to try to define and describe the
two priority areas of ‘dislocation’ and ‘contagion’, with the intention of directly including these in one arm

of the phase 2 search strategy. Potential keywords reflecting these areas were generated, drawing on
contributions from the project team and from members of the stakeholder advisory group. Examples of
candidate keywords connected to the priority risk areas are given in Table 3.

However, testing these terms in pilot searches produced an unmanageable volume of citations. Following
consultation with colleagues, including Mala Mann [an information specialist associated with the
Systematic Review Network (SysNet) at Cardiff University], the decision was made to remove this arm of
the search entirely. This decision produced a highly sensitive final search strategy for phase 2 comprising
three arms: (1) young people, (2) mental health and (3) inpatient. This was recognised as the best
approach to capturing all relevant material, leaving project investigators the task of reviewing all search
results and manually identifying citations that also addressed the priority risks of dislocation and contagion,

TABLE 3 Candidate keywords to search for evidence in the areas of ‘dislocation’ and ‘contagion’

Dislocation
Dislocation (loss or gain)
Removal from ‘normal life’

Losing out educationally

Falling behind in psychological
and social development

Being stigmatised/discriminated
against

Loss of previous identity

Isolated within families

Contagion
Contagion

Developing new and unhealthy
friendships

Dislocation, disrupt*, disconnect*, fragmentation
Life in proximity to normal, abnormal. ‘Fitting in’, marginali?ation

Education or school in proximity to achievement, attendance, performance, progress,
continuity, interruption*, attainment

Social in proximity to network, support, development, relations, influences, isolation,
media. Development* in proximity to milestone*, psychological, social, education*, risk

Stigma*, discrimination

Identity, social contact*. Friend* or peer* in proximity to missing, loss, separation

Family or parent* in proximity to breakdown, relationship*, dislocation, missing,
separation, problem*, support, change, isolation

Contagion, copy, mimic, imitate

Friend* or peer* in proximity to loss, separation, bad, manipulative, abnormal,
detrimental, harmful, disruptive, negative, damaging, pressure

The asterisk (*) was used as a wildcard to denote any group of characters (e.g. ‘friend*’ searches for ‘friend’, ‘friends’ and
“friendships’). The question mark (?) was used as a wildcard to denote any single character (e.g. ‘marginali?ation’ searches
for ‘marginalisation” and ‘marginalization’).
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from which any papers addressing costs and cost-effectiveness could also be located. Searches were
developed using a combination of controlled vocabulary [e.g. medical subject headings (MeSHs) in
MEDLINE] and text words, and, before proceeding, this strategy was thoroughly tested to ensure that
it retrieved all of the core papers identified as relevant during the phase 1 scoping. Information on
search strategies used across all databases is provided in Appendix 12. The 17 individual databases
searched were:

American Economic Association Database (EconlLit)
Applied Social Sciences Index and Abstracts (ASSIA)
British Nursing Index (BNI)
Cochrane Library (including the Cochrane Database of Systematic Reviews, Database of Abstracts of
Reviews of Effects, Cochrane Methodology Register, HTA and NHS Economic Evaluation Database)
Cumulative Index to Nursing & Allied Health Literature
Education Resources Information Center (ERIC)
Excerpta Medica (EMBASE)
Health Management Information Consortium (HMIC)
9. Medical Literature Analysis and Retrieval System Online (MEDLINE)
10. PsycINFO
11. Scopus
12. Social Care Online
13. Social Services Abstracts
14. Sociological Abstracts
15. System for Information on Grey Literature in Europe (OpenGrey)
16. Turning Research into Practice (TRIP) Plus
17. Web of Science.

HwnN =

© N o wu

To ensure that the project remained manageable in the time frame given, a number of limits were also
applied to contain the number of results. Text word searching was used for titles and abstracts only, and,
as per the inclusion criteria given in Types of evidence above, the search was limited to English-language
publications from 1995 to September 2013. When numbers of results were particularly large, the option of
restricting the search to "human’ was also utilised.

As described in our Review methods section above and in Call for evidence below, a range of snowballing
techniques were also used to increase the sensitivity of the search. References from citations located and
included in phase 2 were searched for additional studies (back-chaining), and the Journal of Child and
Adolescent Psychiatric Nursing, European Child and Adolescent Psychiatry and Psychiatric Services were
hand-searched for the previous 2 years to ensure that any relevant papers that may not have been indexed in
the major databases were located. Searches for relevant grey literature were conducted using directories of
conference proceedings, HMIC, OpenGrey and Index to Theses. A search was also made using the website of
the NIHR, including for information on studies funded by the HSDR programme and its predecessors.

Searching for policy and guidance

As per the study protocol, searches were made of organisational websites to locate and include important
contextual material (such as policy drivers, standards and cross-UK priorities for inpatient CAMHS), along
with new material to include as direct evidence. Lists of current and archived websites to search were
generated by project team members drawing on their understanding of the field. Those searched were:

CAMHS Outcomes Research Consortium
Care Services Improvement Partnership
Centre for Mental Health

Child and Maternal Health Observatory
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Children and Young People’s Mental Health Coalition
Department of Health, England

Joint Commissioning Panel for Mental Health
Mental Health Foundation

Mental Welfare Commission

National CAMHS Support Service

National Institute for Health and Care Excellence
National Mental Health Development Unit
Northern Ireland Executive

Quality Network for Inpatient CAMHS

Royal College of Psychiatrists

Scottish Executive

Social Care Institute for Excellence

Solutions for Public Health

Welsh Government

YoungMinds.

Call for evidence

A single-side call for evidence was produced (see Appendix 13). This introduced the study and invited
recipients to forward evidence relating to the identification, assessment and management of the categories
of less obvious risks focused on in this phase of the review. This call was sent in the second half of 2013 to
all NHS and non-NHS inpatient CAMHS units identified within the UK. In January 2014 the same call for
evidence was electronically circulated via the Child and Adolescent Mental Health Service National
Academic Mailing List Service discussion list (see www.jiscmail.ac.uk/cgi-bin/webadmin? AO=CAMHS).
Contact was made with the Royal College of Psychiatrists’ Quality Network for Inpatient CAMHS (QNIC),
and through the group’s Deputy Programme Manager the call for evidence was forwarded to all members.
The team was unable to also circulate this call to members of the Royal College of Nursing’s Children and
Young People forums (as had initially been intended and written into the study protocol) as no online
forum was found to exist. Instead, snowball sampling was used to continue the circulation of the study
among members of the nursing profession. Contact was made with the Royal College of Nursing’s Mental
Health Advisor (who has UK-wide responsibilities), and then with a former National Nursing Officer in
England with mental health responsibilities, for onward distribution via their lists. The call was also
circulated to all members of Mental Health Nurse Academics UK (MHNAUK, an organisation with
representatives of over 60 universities; see http://mhnauk.swan.ac.uk/main.htm), and to members of the
All Wales Senior Nurse Advisory Group for Mental Health.

Screening citations: a staged approach

The reference management software package EndNote (Version X7.1, Thomson Reuters, New York, NY,
USA) was used to manage all citations found through the team’s database searching. First, duplicates were
removed. Because of the large volume of retrieved citations remaining, a staged approach to screening
was then conducted. In an initial round, the title of each citation was read by two members of the review
team to determine whether or not the item fell at the intersection of ‘young people’, ‘mental health’

and ‘inpatient services'. For citations included at this stage, abstracts where available were read by two
members of the team to determine whether or not items fell at the intersection of ‘young people’, ‘mental
health’, ‘inpatient services’ and, now, the additional category of ‘risk’, broadly defined. Abstracts were
then screened a final time to determine whether or not citations were concerned with the ‘less obvious
risks’ forming the focus of this phase of the overall review. Where any doubt existed, full texts of articles
were retrieved.
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The full texts of all citations included at this stage were screened independently by two reviewers using a
screening tool to aid this process (see Appendix 14). Multiple articles by the same authors reporting
findings from the same study were linked together to help inform decisions on which studies to include.
At all stages of this screening process, any citations that reviewers were unsure of were taken through
to the next stage to allow a further round of consideration. Disagreement on the inclusion of citations at
any of the stages based on topic relevance was resolved by discussion with a third member of the review
team. Studies identified from the back-chaining of reference lists were assessed for relevance based on
publication titles, and then on the retrieval of full texts. Following the retrieval of back-chained full

text publications, citations were managed in the same way as citations retrieved via database searching.

Policies and guidance, reports of practice initiatives, clinical case studies and other non-research materials
found in the grey literature were also read by two members of the project team and considered against
the topic inclusion criteria, with disagreements resolved as above. Initial judgements, using the criteria
developed by the National Institute for Health and Clinical Excellence (now the National Institute for Health
and Care Excellence) in 2006, were:

® category A (accepted): material judged to be of sufficient quality to be included in the next stage of the
selection process
category B (background): material judged to provide background or contextual information
category R (rejected): material judged to be of no use for the purposes of this review.

Figure 20 shows the flow of citations through each stage of this overall process. Despite interest being
shown in the project from individual respondents (some of whom forwarded published papers to the
team), no local policies, practice initiatives or service developments were secured in response to our call for
evidence (see Appendix 13). Searching of websites for policy and guidance found a total number of

20 documents assessed as relevant to the review.

[ Database searching ]
\
}[ Duplicates removed
A 4 y,
[ screened for 'risk’ ]
( N\
P> Excluded: not "risk’
v L )
screened for
'less obvious risk’

Excluded: not ‘less obvious risk’ ]
A\ 4

[ Screening of full papers ]

Excluded see Appendix 15) ]
A

[ Critical appraisal of full papers ]

Included papers
( /38 individual studies, local
service or practice initiatives or case studies)

MHNAUK

Grey literature
Hand-searching journal
Reference lists

FIGURE 20 Flow of citations through the phase 2 in-depth review.
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Data extraction

Each of the 40 citations and 20 policy and guidance documents was allocated to a member of the
research team. Data from each were extracted and entered into a series of electronic tables. Table format
followed guidance issued by the Centre for Reviews and Dissemination,™? with choice of table reflecting
the type of material considered (see Appendices 16-21). Data extraction was independently checked for
accuracy and completeness by a second researcher (DE), with any disagreements noted and resolved by
consensus. A record of corrections was kept. Where multiple publications from the same study were
identified, data were extracted and reported as a single study.

Quality assessment

As per the study protocol, each included study that passed the initial topic inclusion screening process was
read and assessed independently for quality by two team members using one of a number of agreed
appraisal checklists. For studies using an experimental design, the Effective Public Health Practice Project
(EPHPP) tool was used.'® This is a generic instrument which has been used to evaluate a variety of studies
using an intervention design and has been deemed acceptable for use within systematic reviews.'®" Study
quality is assessed using six criteria:

selection bias: the extent to which study participants were representative of the target population
study design

control of confounders

blinding: whether or not outcome assessors, intervention providers and participants were aware of the
research question

data collection methods

6. withdrawals and dropouts.

HwnN =

v

An overall assessment of the quality of each study is also calculated, based on ratings of ‘weak’ through
‘moderate’ to ‘strong’ across each of the six criteria. Further study quality criteria are also included in this
tool (including intervention integrity and statistical analysis), but these do not affect the overall assessment.

For studies using a survey design we used the checklist designed by Rees et al.,"®* and for qualitative
studies the appropriate checklist available from the Critical Appraisal Skills Programme (CASP)."® In order
to calculate an overall assessment for both surveys and qualitative studies, appraisals were then considered
alongside these criteria adapted from Kirk et al.:'®*

(a) clear statement of the aims of the study
(b) adequate description of the context for the study
(0) clear specification of research design and its appropriateness for the research aims
(d) reporting of clear details of the sample and method of recruitment/sampling
(e) clear description of data collection
(f) clear description data analysis provided
) attempts made to establish rigour of data analysis
) discussion of ethical issues/approval details
i) inclusion of sufficient original data to support interpretations and conclusions.

(¢
(h

Based on the assessments of studies across all of these nine criteria, reviewers judged each study in terms of
overall quality as ‘low’ (achieving quality ratings of 1-5), ‘medium’ (achieving quality ratings of 6-7) and
‘high’ (achieving quality ratings of 8-9). Resolution of discrepancies in the independent assessments of
quality within each pair of reviewers was resolved through discussion, and, in a small number of cases, a third
member of the team was invited to help achieve consensus and to arbitrate. No studies were excluded based
on quality assessment ratings alone, although quality was used to inform the interpretation of findings.
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Economic analysis

The plan for the economic analysis was sensitive to the type and quantity of evidence found. Where
evidence of effectiveness in retrieved papers was accompanied by robust costing and/or cost-effectiveness
analyses, our intention was, led by the health economist member of the project team (ML), to use the
Drummond checklist'®® to assess the quality of this. If little or no such economic evidence was found,
attempts were to be made to estimate the cost of the most effective alternative approaches using resource
data from the published/grey sources together with the most appropriate unit costs (e.g. Curtis;'®® NHS
Reference Costs, available at www.gov.uk/government/collections/nhs-reference-costs). Initial plans to add
costs and economic terms to the search strategy to identify documents including an economic component
were modified in light of the development of the three-arm search strategy already described above.

Data synthesis

Following the searching, sifting and appraising of the evidence, included materials (see Appendices 16-21)
were brought together in a series of individual syntheses. Each of these focused on a priority risk category:
a type of dislocation or contagion. Researchers informed by the EPPI-Centre approach recognise that a
number of different synthesis strategies exist, with decisions on which to adopt reflecting the types of
evidence located, theoretical orientations and overall review purpose.?® Here, a configurative synthesis
approach®’” was used, a style suited to projects in which research and other materials from different
contexts need to be meaningfully and coherently combined in narrative form.

Findings extracted from included citations (see Appendices 16-21) were inspected by members of the
project team, and codes were applied to denote the category (or categories) of less obvious risk that each
addressed. Available codes were created deductively, to reflect the categories and concepts arising from
the joint project team and stakeholder consultation:

Dislocation: Normal Life

Dislocation: Identity

Dislocation: Stigma

Dislocation: Friends

Dislocation: Families

Dislocation: Education

Dislocation: Psychological Development
Dislocation: Social Development
Contagion.

The contents of policy and guidance documents (see Appendix 21) were inspected by members of the
project team working individually, and information was coded as above. For each category of risk for
which materials had been found, findings and extracts from relevant policies and guidance documents
were grouped together. This grouping resulted in the identification of six types of dislocation risk (Normal
Life; Identity; Stigma; Friends; Families; Education) and the risk of contagion. No material was coded as
either Dislocation: Psychological Development or Dislocation: Social.

Led by the project manager (DE), as per the study protocol, packages of category-specific materials were
distributed to review team members. Initially working independently, each reviewer inspected the detailed
findings of each included study, clinical case report or practice initiative (see Appendices 16-20) and the
relevant contents of policy and guidance (see Appendix 21). Subcategories were created in inductive
fashion as reviewers developed familiarity with the materials assembled, an EPPI-Centre approach
described by Gough et al."® This is consistent with the configurative synthesis approach used here, is
recommended for reviews including mixtures of research evidence and policy,’ and is suited where a
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wide variety of study designs are being considered within tight time frames.'”® Each category-specific
narrative synthesis summarising findings from included studies, juxtaposed with the relevant policies and
guidelines, was then forwarded to two project members (DE and BH) for review and editing.

The strength of synthesised findings for stream 1 (intervention studies) was assessed using the Grading

of Recommendations Assessment, Development, and Evaluation (GRADE) approach,’" where certainty of
evidence is reported as being high, moderate or low/very low. Confidence in synthesised qualitative and
survey findings was assessed using the Confidence in the Evidence from Reviews of Qualitative research
(CERQual) tool, which uses a similar approach to GRADE."”? The original CerQual approach was designed
for qualitative findings and we used the same process but included findings from surveys in the assessment
of confidence. Confidence in findings is described as high, moderate or low.

Results

Characteristics of included studies
Information on the characteristics of included studies, including assessments of quality, is given in Table 4.

Box 2 summarises the policies and guidance documents included in phase 2, for which no quality
assessment was undertaken.

Quality assessment

The methodological quality of the four experimental studies was judged against the six quality criteria,
and is summarised in Table 4 below. All four studies'” 73174 were included in the narrative synthesis
(see Chapter 5), although the quality of the studies varied as is summarised below:

Best et al.’?” — strong

Singh et al.'”? (study 1) — weak
Singh et al.'”® (study 2) — weak
Simmerman'’* — weak.

No studies employed a randomised trial design. One was a prospective cohort study,'” and two were
before-and-after studies with no control groups completed by the same researchers and reported in a
single publication.'”® The final included study used a retrospective quasi-experimental multiple time series
design study."* None of the studies reported any data on cost-effectiveness.

The paper by Singh et al."” reported two studies (study 1 and study 2) that rated the family-friendliness of the
admissions treatment team process prior to and following different types of training intended to enhance
family-friendliness. The sample sizes of the first before-and-after study (study 1) were small, with

only 18 participants before and 18 after. For the second before-and-after study (study 2) the number of
participants was not specified. The sample in one study was assumed to be representative of the RTC
population, although no randomisation took place." Three studies did not describe any characteristics

(i.e. age, gender) of the young people in the sample.'”*'”* The characteristics of the young people and their
families taking place in the observed mindfulness sessions for study 2 were not described. There were very
few original data presented to verify the statistical analysis. No ethical approval data were reported for

either study.

The quality of the single prospective cohort study'® was judged to be strong, having a 20-year follow-up
period. Data were first collected between 1978 and 1981 (during a period when inpatient care was
different from that which exists today), and follow-up data collected 20 years later in 2001. The sample in
this study was from psychiatric inpatient units in one metropolitan area of north-west USA, matched with
one high school in the same area.
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PHASE 2 IN-DEPTH EVIDENCE SYNTHESIS: CONCEPTS AND METHODS

BOX 2 Policy and guidance documents and relevant extracted information included in phase 2

Dislocation: Normal Life

Treatment that enables them [children and young people] to lead as normal a life as possible.
(p 32)207

Links with home and the community should be maintained.?*
Ensure that children and young people in hospital continue to have access to a wide range of meaningful
and culturally appropriate occupations and activities 7 days per week, and not restricted to 9am to 5pm.
These should include creative and leisure activities, exercise, self-care and community access activities
(where appropriate).
(p 33 203
There may be a loss of potential, and hopes and gains may be unrealised.*’
Dislocation: Identity

None.

Dislocation: Friends
Relationships with young people outside hospital

A suitable location/designated private space should be provided for friends to visit.?*
There are unit policies and procedures on visiting.?**

Treatment should enable improved peer relationships.®®

Relationships with young people in hospital

None.

Dislocation: Stigma

Stigma should be recognised as an issue for uses of mental health services. 20206212

Services should be provided in a non-stigmatising manner/environment®2%42'3

to health care and social care professionals.?'?

and education should be provided

Dislocation: Education

Education provision and facilities
The educational staff maintain communication with the young people’s parents/carers.?%

Inpatient services should provide access to education.?%3205213
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BOX 2 Policy and guidance documents and relevant extracted information included in phase 2 (continued)

Education should be an integral part of the service provision and be provided during normal academic term.?®

Units should provide appropriate education facilities/classroom space?®*?'* and young people should have the

educational materials they need for continuing their education for key stages 1-4*** and for those over 16 years
to have access to educational materials they need.?*

Adolescents with eating disorders should have age-appropriate facilities which have the capacity to provide
appropriate educational and related activities.?'®

All young people have an individual education plan® and education which is tailored to the individual’s need,
age and stage of development.?®>*'®

Inpatient services will provide educational sessions?®?2% which provide the full National Curriculum (or local

equivalent) at the appropriate key stages,?®** and, for those with psychosis and schizophrenia, should take
account of their iliness and degree of impairment.?®®

Where the unit caters for young people over the age of 16 years, young people are able to continue with
postcompulsory education.?®

The unit provides the core educational subjects: maths, English and science.®*

Treatment for adolescents with eating disorders should be balanced alongside the educational and social needs
of the young person.?™

During admission following self-harm, consultation should take place with education staff as appropriate.?'2"’

Treatment should enable improved family relationships.?®

Quality of inpatient education

Education is provided by trained teachers who have additional training in all aspects of child and adolescent
psychiatry.?°%2%

For every eight places within a psychiatric inpatient unit, there should be at least one full-time teacher with at
least one other whole-time-equivalent post comprising subject specialists at secondary stage.?*

Academic progress

The unit is a registered examination centre.”*

Reintegrating with school after discharge

Education or training providers should support students to remain on the course or hold their place open for
them whenever possible.?"®

tZOI,202,206,207,209,2177219 in Ol’der to maintain

204,205,216

Working in partnership with education services/systems is importan
continuity of education provision at admission?**?** and to enable reintegration at discharge.

There is a key worker/named nurse to undertake this role especially at discharge and admission.?®
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PHASE 2 IN-DEPTH EVIDENCE SYNTHESIS: CONCEPTS AND METHODS

BOX 2 Policy and guidance documents and relevant extracted information included in phase 2 (continued)

Dislocation: Families

Impact on family relationships
It is recognised that one of the disadvantages of inpatient care is the effects of admission on family life.®
A parent/carer support group should be available.?®*

Consider alternatives to inpatient care when the inpatient unit is a long way from where they live.?®
Family involvement

Work in partnership/collaboration with families®®>*'®

and in development of the young person'’s care plan.?®
Involve parents/carers in decisions about care after discharge.”®*

Families should be involved.®

217

During admission following self-harm, consultation should take place with the family as appropriate.

Ask the person who self-harms whether or not they would like their family to be involved in their care and,
subject to consent, encourage the family to be involved where appropriate.?'

Maintaining contact with families
Offer provision of family meetings within one week of admission and continuing thereafter as needed.?*
Flexible arrangements should be made for family contact.?

Services are offered as near to home as possible, enabling frequent family visits/contact*®*?'® and appropriate
family interventions.?'®

There are unit policies and procedures on visiting.?*

Provide a suitable location/designated private space for family contact to take place.?**%
Provide accommodation for families who have to travel a significant distance.?®
Parents/carers have access to refreshments at the unit.?®

Contagion

None.
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The methodological quality of each of the eight qualitative studies was judged against nine quality criteria,
and each was then further classified as being of high, medium or low quality (see Table 4). The majority of
qualitative studies included in this review were considered to be of high quality'*'®* and one of medium
quality'* because it was not clear how the family had been recruited and the study lacked rigour.

The methodological quality of each of the 15 non-experimental studies was judged against nine quality
criteria and each was then further classified as being of high, medium or low quality (see Table 4).

Of the non-experimental studies, six were considered to be of high quality, '#7188190193-1%5 seven of medium
qua|ity128,142,185,186,192,196,197 and T.WO Of |OW quality.189,19W

For the large mixed-methods studies, the individual components were quality-assessed based on study
design. The National In-Patient Child And Adolescent Psychiatry Study (NICAPS)" had two components
that were relevant to this project and included two surveys administered using questionnaires, both of
which were considered to be high quality. The Costs, Outcomes and Satisfaction for Inpatient Child and
Adolescent Psychiatric Services (COSI-CAPS)'™ study had a survey administered using questionnaires

and interviews, both of which were considered to be of high quality. The YoungMinds study also used
questionnaires and interviews and was considered high quality.’®'%° However, the qualitative study
undertaken by the Mental Welfare Commission Study?® did not detail the study methods and so the
quality could not be graded.

No methodological quality assessments were conducted for the reports of local service or practice
developments, or the case reports.

Study characteristics

Study design

Thirty-eight studies, reports of local initiatives or clinical case reports were included in the review,

where the word ‘study’ or ‘studies’ is used here to refer to all as a shorthand. Eight studies (reported in

10 items) used a qualitative approach,’>"® four used an experimental design''”*'74 and 15 a non-experimental
design. 128142185197 Eqyr (reported in five items) were reports of large-scale projects that used a variety of
methods,"">1%2% two were published journal articles describing local initiatives and practice’2?° and five were
clinical case reports?*'2%* of young people’s journeys into, through and out of the system where the less obvious
risks were considered.

Of the 15 non-experimental studies, nine were prospective longitudinal descriptive surveys, 4187191197 foyr
were retrospective descriptive surveys'?#'91%* and two were cross-sectional surveys.'#>1%

Intervention/programme details of experimental studies

Two of the studies contained findings that were extracted into the category Dislocation: Education.”'7
The prospective cohort study'®” included data on high-school completion and educational attainment over
a 20-year period, whereas the single retrospective quasi-experimental multiple time series study'”*
compared a (previous) self-contained classroom format with the current rotating multiclass format for
young people in a RTC in the USA. With the previous format, the young people remained in one
classroom for the entirety of the school day and were confined in a single space for several hours.
Teachers were expected to provide materials and instruction for all subject areas across grades 7-12.
The current programme, however, consisted of four classrooms and separate teachers, making classes
smaller and more specialised. Data from records over the 10 months before and 10 months after the
programme change were collected.

One paper by Singh et al."”* contained findings from two studies that were extracted into the category
Dislocation: Families. These rated the family-friendliness of hospital admissions prior to and following
different types of training intended to enhance family-friendliness. In study 1 the intervention was
structured role-play training and in study 2 the intervention was mindfulness training.
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PHASE 2 IN-DEPTH EVIDENCE SYNTHESIS: CONCEPTS AND METHODS

Country of research

Of the 38 included S-tudieS 22 were Conducted in the USA.127,‘\42,143,173,174,177,‘\78,182,185—191,193—196,220,223,224
Ten studies reported in 12 items were conducted in the UK. '15175176.175-181.183.198-200.221 Ty studies were
conducted in Finland®>'® and two in Canada.'*?*? One study each was conducted in Norway**

and France.'®

Year of publication

Three studies were reported on two occasions.'’”178180.181198.199 Thare were three studies reported in
1995, 18142191 gne in 1997,'% one in 1998, three in 2001,'"'8225 three in 2002,'3'7° one in 2003,%
five in 2004,127:179.184186193 {\yq in 2005, 7622 three in 2006, 4183224 three in 2007,'9522022! three in
2008,>18>1%3 gne in 2009,2% one in 2010,%% two in 2011,'8% two in 201218 and one in 2014.™°

Setting
The majority of studies (n = 34) were conducted in inpatient settings'’'>127:128.142:143.173,175-188,190-192,195-200.220-225
and four were conducted within RTCs in the USA,'74189193.194

Length of stay

There were 20 studies where the length of stay was not reported.'#3173176.183-185,188,190.191,198-200.220-225. (f the
remaining studies, short inpatient stays (< 1 month) were recorded in six (and reported in seven) studies:
median 6 days;'®® mean 5.9 days;'® 5-7 days;"”"7® 24.9 + 10.7 days;'* 3-31 days;'® 3-31 days.'*®

There were inpatient stays exceeding 1 month in 12 studies reported in 13 items: 37-921 days;'”

1-337 days;™® 5-20 weeks;'”® mean 10 months and 10 days;'*® 4 weeks to 36 months;'®'8" 7-243 days;'**
18-505 days;'® mean 115 days;"" mean 90.6 days;'® 7-200 days;"” 4-174 days;'*® median 79 days."

Participant characteristics

The largest group of studies (n =24, reported in 25 items) involved only young people as the
participants.127,W28,142,143,174,175,1797182,185,1887190,192,W93,195,197,200,2207225 FOUr Of these StUdieS I’eported on the care Of
one young person only, the ages of the young people participating being 13,*' 15,222 15%2* and 16 years.'®
One reported on three young people (two 16-year-olds and a 17-year-old).?** Apart from the case studies,
14 studies (reported in 15 items) included only participants who were within the precise range specified in
th|5 projectls indusion Criteria (1 1—1 8 years).15,127,142,176,179,182,185,‘I87,188,190,192,196—199

Six studies (reported in seven items) included participants older than 18 years in their samples'?817>180181.183,193195
and four studies included participants under 11 years old.'81911%4 These studies were included because the
mean age of participants fell within the 11-18 years range or because separate results could be extracted for
the young people only. Four studies also included the views of parents of young people'*'8191% and seven
studies (reported in eight items) included the views of health-care professionals who work alongside young
people in inpatient units,!"15173176-178.198,199

The exact ages of participants were not reported for a further six studies (reported in eight items).'#* 174177
178.200,220225 These studies were included because the participants were described as adolescents.
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Summary of phase 2 concepts and methods

A research question and associated objectives were devised to guide phase 2 of the project, centring on
the search for evidence relating to the identification, assessment and management of the risks of
dislocation and contagion for young people using inpatient mental health services. A comprehensive
search strategy was devised to secure evidence of a variety of types. Multiple databases were searched for
published and grey material, using combinations of words. The reference lists of included papers were
scrutinised for possible additional citations and key journals were hand-searched. Government websites
and the websites of relevant organisations were searched, and a call for evidence was prepared and sent
to all NHS and non-NHS inpatient CAMHS units identified in the UK. This same call for evidence was
circulated via discussion lists and directly to members of organisations with interests in the CAMHS field,
and to targeted individuals for onwards distribution via their networks.

Evidence identified was screened through a number of sequential filters. Forty citations (reporting on

38 research studies, reports of local initiatives or clinical case reports) were finally included, alongside

20 policy and guidance documents. Data from the 40 citations were extracted, and quality was assessed
using appropriately selected appraisal checklists. The characteristics of included studies were summarised,
in preparation for the production of a series of individual syntheses, each focusing on a priority risk
category: a type of dislocation, or contagion. These syntheses are reproduced in Chapter 5.
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Chapter 5 Synthesising phase 2 findings

Introduction

This chapter brings together findings from the series of separate syntheses of the evidence, each
addressing one category of less obvious risk. Where findings were reported across two publications, data
were extracted as follows: the study by Haynes'®° is reported in greater detail in the thesis by Painter,'
and all data are extracted from the longer document; the YoungMinds report authored by Svanberg and
Street is published across two outputs, the first reporting methods'® and the second reporting findings.™®
All data are extracted from the second document only. In the case of the study by Clemens, two
publications'”'”® reporting different findings from the larger study are included, and data have been
extracted from each separately. In reporting statistical information from the included studies, as much
detail has been included (e.g. p-values and effect sizes) as was given by authors of the original papers.

Table 5 summarises the categories and subcategories of less obvious risk for which evidence has been
brought together in this chapter.

TABLE 5 Categories and subcategories of less obvious risk for which evidence has been synthesised

Dislocation: Normal Life (1) Everyday life and interactions in hospital
(2) Missing out on life outside and transition home
Dislocation: Identity (1) Mental health problems as identity-changing
(2) Responding to threats to identity
Dislocation: Friends (1) Relationships with young people outside hospital
(2) Relationships with young people in hospital
Dislocation: Stigma (1) Young people’s experiences during admission
(2) Young people’s experiences after discharge
Dislocation: Education (1) Education provision and facilities
(2) Quality of inpatient education
(3) Academic progress
(4) Reintegrating with school after discharge
Dislocation: Families (1) Impact on family relationships
(2) Family involvement
(3) Maintaining contact with families
Contagion (1) Experiences of contagion

(2) Evidence of contagion
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SYNTHESISING PHASE 2 FINDINGS

Dislocation: Normal Life

Five of the included studies report findings related to the risk to young people in inpatient mental health
hospital of dislocation from normal life.'76'8'-183199 Three of the policy and guidance documents address
this area.?'%

Two subcategories were created within Dislocation: Normal Life. These were (1) everyday life and
interactions in hospital and (2) missing out on life outside and transition home.

Everyday life and interactions in hospital

It is recommended that children and young people in inpatient settings should lead lives as normal as
possible, with admission representing a potential risk to the hopes and gains associated with everyday
life.?”" Emphasis is placed on the importance of hospitals providing access to creative, leisure, exercise and
self-care activities.?®® Three studies reported findings on everyday life and interactions.''81% |n one,®®
young people talked at length about what daily life was like in hospital, and many expressed the need for
normalisation within inpatient units. Young people and staff spoke of the problems of there not always
being enough to do, of boredom and of staff shortages affecting the activities that could be offered.

For example, one 17-year-old is quoted as saying ‘There’s lots of time where there’s nothing to do.
Boredom is a huge factor ..." (p. 27)."% An 18-year-old said ‘There’s quite a lot of the time | think where
you just spend it doing nothing ... It makes me focus on my negative feelings and that. It's not very good
for me’ (p. 27).'*° Staff saw it as their responsibility to provide activities that provided a sense of normality.
For example, one staff member commented:

I think it’s our responsibility not to make it a boring environment. It has to be an exciting, therapeutic,
hospitable, understanding, creative, age appropriate environment, so we are working on that.
(p. 27)'%

In the same study another said ‘We are not ignoring that we provide therapy here ... but if we can put
this therapy under the umbrella of normality for them it would be great’ (p. 27)."*

Young people valued everyday interactions, with younger staff in particular, where talk could be about
‘normal’ things (pp. 379-80)."® For some young people the sustained attention that staff members gave
to talking about mental health issues was unhelpful, with some preferring opportunities to engage in
normal chats. A 17-year-old said ‘It can be bad if all you are doing is focusing on your illness — you can
focus too much and make it too serious. It's important to keep hold of your real life’ (p. 27)."° Many
young people felt that they were actively discouraged from engaging in real-world activities such as their
hobbies and school work, which, in the case of young people with eating disorders, included activities not
linked to exercise or their particular mental health difficulties.'3

One-third of the young people in one study'®? complained about periods of being confined in their rooms
and missing everyday interactions, with one-fifth describing being prevented from being able to access
valued, everyday objects such as mobile phones and painting equipment. The terms ‘rigidity and
confinement’ (pp. 129-30)" are used to refer to those aspects of the inpatient experience found by
young people to be ‘unnecessary, unreasonable or aggravating’ (p. 129). Some young people described as
unhelpful the existence of institutional rules, which made for patterns of interaction unlike those found in
everyday life.”®'8 Young people talked of staff often failing to offer adequate explanations for doing
certain things, creating upset and confusion.” They were also expected to take part in organised group
activities but were not able to participate in normal interactions with other young people, reflecting rules
on restricted physical contact.’™ In some instances young people describing being too medicated or feeling
too unwell to join in with activities and then losing privileges as a result.'®
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Missing out on life outside and transition home

It is important that links be maintained with home and the community while the young person is in an
inpatient unit.?® Missing out on life outside the unit and the subsequent difficulties experienced on
returning home were explored across three studies.'®'8"'8 Young people identified feeling that their
normal lives had been suspended,' and that they had missed out on the rhythms, routines and
relationships of life including birthdays, hobbies and just ordinary everyday activities.’' For example, one
young person (Cameron) said:

I mean not that long ago | went out into the community for the first time, and | was surprised all the
stuff I'd forgotten, people doing their daily stuff . .. just seeing people gardening, walking the dog,
waiting for the bus, driving about.

(p. 87)'*

Several people felt that encouraging some form of ‘normal’ activity outside the unit would have helped
their transition following discharge and served as an incentive to get well.’® The dislike of the inpatient
treatment regime could also act as a spur for young people to co-operate in order to be discharged.'’

One young person said how:

I want to be with my family and friends and have a more normal life than sitting in a hospital to
get told when to sit down and what to eat and how long | can go out for. Sometimes it's not much
of a life . ..

(p. 114)'7°

Some young people described the difficulties of reintegrating into normal life after discharge and
commented on the extreme differences between the high level of structure and support found in the unit
and the outside world.”™ Transitions that were planned in a gradual and collaborative manner were more
positively experienced; for example, Kate said:

everything, was slowly introduced, so we decided that in x amount of weeks | was going to leave
and ... it was sort of ... slowly done, instead of saying, this weekend you're going home, next
weekend you’re going to school, week after you're gonna leave, it was done slowly.

(0. 380)'¢3

Dislocation: Identity

Three of the included studies report findings related to the risk to young people in inpatient mental health
hospital of experiencing identity dislocation.’®8"'8 No policy documents were found addressing this area.

Two subcategories were created within Dislocation: Identity. These were (1) mental health problems as
identity-changing and (2) responding to threats to identity.

Mental health problems as identity-changing

Two studies report findings on mental health problems as identity-changing for young people with eating
disorders."*'® Young people with eating disorders described themselves as being confused about anorexia
and not understanding it while also recognising that it had come to exert considerable control. One person
said ‘it does control you and you don't, even though | didn’t see it, looking back now after being in here |
have seen that it did control my life and that's how | ended up here’ (pp. 310-11)."”°

Anorexia was described as identity-changing in that it functioned both as a ‘friend’ and as something to hide
behind and to take confidence from, as well as simultaneously being an ‘enemy’. One person said ‘I think
for me it numbs a lot of my emotions, it protects me from feeling all that' (p. 130).'”° For one young person,
‘It's like @ monster like this big thing with claws wrapped around you . .. and it's like you can’t get out and
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you can't breathe because you're trapped there’ (p. 310-11)."” Eating-related difficulties for this group
could be an identity-changing struggle, with good and bad elements co-existing. As one person put it:

the bad bits and the good bits just contradict each other all the time and | don’t know what to do. And
when | do something good the bad bit feels guilty and when | do something bad the good bit gets angry.

Young people talked of the risks of being treated in conveyor belt fashion rather than as an individual.”
One said, it’s just like everything’s anorexic and everything you do’s anorexic everyone always says you
can't trust an anorexic’ (p. 311-12)." The idea of individual identity being eroded during admission was
an issue for some,® with the process of getting well during inpatient treatment for others being bound up
with identity-related conflicts and ambivalence.” For example, a young person said:

I don’t want to get better so, that’s a bit hard, ‘cause | have to want to do it. | have to wait 'till | am
ready, but I'm not at the moment, so | don’t think they are going to be able to help me.

Many young people talked about aspects that they felt were unhelpful, which included staff making
unhelpful assumptions about young people with anorexia and the lack of individualised care, leaving
people sometimes feeling punished for the behaviour of others within their diagnostic group. In contrast,
helpful aspects of inpatient treatment were those which conveyed to young people that they were unique
and in need.’™ One young person, Chloe, described an incident when she was in acute distress and was
being restrained, but which she saw as being a supportive action valuing her as an individual fighting
against eating-related difficulties:

| felt so sort of safe that, cos | just felt like the anorexia is just getting so much, and they were just like,
‘It's ok’, you know, ‘we’re here’, and it felt like they were helping you try and get the anorexia away . . .

One study reports findings on young people’s responses to the threats to their identity.”' Young people
described themselves as protecting their identities in the face of admission and/or receiving a diagnosis by
categorising other patients, but not themselves, as ‘mentally ill’ (p. 97)."®' For example, one young person
(Mags) said ‘I don’t think I'm mentally ill, I've just got behaviour problems’ (p. 97),'®" and another (Mike)
(in response to the question ‘So would you say you've made friends here or?’) said ‘No they're all mental.
They're all mentally ill people’ (p. 167)."

Young people described engaging in identity-protecting strategies involving qualifying their diagnoses or
externalising their symptoms. For example, one young person (Chris) said ‘I have borderline personality,
but | don’t have what most people have with it, | just have the attention part’ (p. 97),'®" while another
(Holly) said ‘The panic attacks like aren’t who | am, they're just like a part of me’ (p. 98).'®" Strategies used
by young people to adjust to identity challenges are also identified," with examples including young
people extricating themselves from previous friendship groups (see section on Dislocation: Friends) allowing
the ‘wrong friends’ (p. 98) to become linked to hospital admission in the first place. For others, the
management of identity was helped through accepting that problems existed and that help was
available.”®' For example, one young person (Keira) said:

At first | thought | was kind of just attention-seeking and | was doing things just for no reason, but
being here has made me think that | actually am ill. So | know it's not an excuse or anything but it’s
made me not feel as bad.

In some young people, accepting difficulties and diagnoses was associated with feelings of negativity.
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Dislocation: Friends

Ten of the included studies report findings related to the risks around Dislocation: Friends,'’>"1771791817184.188:199
One of the included clinical case reports addressed this category, giving an account of a 13-year-old boy’s
journey through hospital, including a consideration of peer group identity.?'

Two subcategories were created within Dislocation: Friends. These were (1) relationships with young
people outside hospital and (2) relationships with young people in hospital. Policy and guidance
documents addressing these subcategories are included in each relevant section below.

Relationships with young people outside hospital

The importance of maintaining relationships with outside friends is noted in two policy and guidance
documents,?*4+2% which argue for the provision of private spaces for friends to visit, the creation of
unit-level policies and procedures on visiting,?®* and treatment that enables improved peer relationships.?®®

Seven studies report findings regarding pre-existing friendships with other young people outside the
inpatient setting.'77.181-184.188,199

Young people in hospital valued pre-existing relationships with friends at home, which they wanted to
maintain through phone calls and letter writing. For example, Natalia commented:

I've been away from them for so long now | don’t speak to them really, but they write to me and they
phone me up and it's nice to know they still care.

(0. 162

However, contact of this type did not always happen, and, as a result, relationships were often difficult to
sustain during longer-term admissions, leaving the young person feeling distressed when these
disintegrated.'®' For example, one young person said:

I had this group of friends . .. | said ‘right you all have to write to me ‘cause I’'m gonna have a month
(in hospital)’ . .. and then none of them wrote to me, and | was just like ‘oh ok great’ . .. | felt really
quite betrayed and stuff.

(p. 162)'¢

In some cases young people described a distancing from their peers prior to their admission and related
this to being entrenched in their iliness, as well as to a general lack of understanding by peers about how
to relate to people with mental health difficulties.'® For example, one young person (Chloe) commented
"’Cos you isolate yourself from your friends when you're getting ill' (p. 380).'®

Being admitted to a mental health unit appeared to contribute in particular to the deterioration of
friendships."”” 8118 For example, Holly commented:

| don’t think many people are quite open-minded about people going to a psychiatric hospital. | think
they probably thought | was going crazy or something . .. | think maybe they just wanted to distance
themselves from me because of it.

(p 86)3;73

Others expressed discomfort that visiting friends saw them in a mental health facility.’ For example, one
young man (age 14 years) said 'l didn't really like that when my friends come to visit they see this giant
sign “Psychia, psycha, Psychology” thing right in the front where you're walking in’ (p. 132).'82 Other
young people experienced rejection by their former friends from outside hospital. For example, a
practitioner said that ‘They don’t need them as a friend any more because they’ve gotten a new friend
since they've been gone’ (p. 255)."”7 In one study'®* it was noted that friendships had been broken off
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when it was discovered the young person was in a mental health unit. The young person here was
described as having ‘prayed to find a friend'.

In contrast, some young people described deliberately disconnecting from their relationships with friends
outside the unit. This was part of their recovery process because of the perceived role those friends held in
causing and maintaining their individual difficulties prior to admission. For example, one young person
(Phoenix) commented:

I was involved with a group that basically they were going down and they were trying to drag me
down with them, a lot of drugs and alcohol and stuff, so | just come down here, and I've just cut off
all contact with them, | didn’t want that . ..

In the sixth edition of the QNIC standards®®* it is acknowledged that there are benefits for young people in
hospital in maintaining relationships with friends, but that, despite recommendations that both inpatient
facilities and their procedures should support this, a number of obstacles exist. These include rules within
units about friends being allowed to visit,'®' the conflicting priorities of young people’s hospital and home
lives™' and the geographical distance between inpatient units and young people’s homes.’®"'¥° |t was also
clear from some young people that it could be helpful to be away from home, to have some time out from
the pressures or difficulties in their lives,'® and that it was a young person’s parents who ended up having
to provide lifts so that friends could visit."®’

Concern around reconnecting with their friends after being discharged from hospital was important for
some young people."””'®17183 They were worried about explaining where they had been'” and that friends
would treat them differently'®''®* or even reject them.”” Some did not want their friends to know where
they had been and were worried that they would find out.'™ A school counsellor described young people
facing the same social problems that existed prior to their hospitalisation, difficulties in being able to
explain absences to peers and concerns over the impact on their friendships.'”’

Other young people talked about the ways in which relationships with peers outside the hospital
environment change following discharge.’ For example, Katie, a young person with an eating
disorder, commented:

They seemed to act differently around me . .. | don’t know whether that was them, cos I'd been away
for so long, ‘cos it was weird seeing me and seeing me at a different weight and not being like a stick.

Young people’s ‘connectedness’ with both friends and families, described as the way in which young
people perceived their relationships with their friends as close, confiding, satisfying and supportive, was
found to change after being on an inpatient unit, and affected levels of depression and suicide attempts.'®®
An increase in connectedness with peers was significantly associated with less severe depressive symptoms
at 3 months after hospitalisation (p = 0.003) as well as a lower likelihood of attempting suicide during the
entire follow-up period [odds ratio = 0.55, 95% confidence interval (Cl) =0.32 to 0.94]. However, the effect
of increases in connectedness with peers being associated with less severe depressive symptoms was
short-lived (6 months, p=0.652, and 12 months, p =0.763) after hospitalisation.

Seven studies report findings on young people’s relationships with other inpatients. The influence of living
with other young people who have the same/similar conditions within the inpatient unit was described as
being positive,7>176179.18118319 Yo ng people enjoyed the support of inpatient peers,'791811821%9 thejr
companionship' and the advice others offered'’*'®? and felt a sense of genuine acceptance.'®® Developing
supportive relationships with other inpatients appeared to help young people cope with the negative
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emotions associated with hospitalisation, often through the simple process of listening and talking.™"'#
For example, one 16-year-old said:

| think it’s good to share experiences, because there’s people here that have had the same experiences
as me and | find it easier to talk to people that have shared the same rather than people like my mum
and dad because they don’t understand fully.

(p 78) 199

Support could also take a more active form. For example, Britney described how a group of residents
helped one individual with the experience of feeling disconnected:

On her birthday as well nobody phoned her ... none of her family sent her cards or anything ... we
threw a little party, and like we joined, all us girls went into Kirsty’s dorm ‘cause it was the biggest,
then we pushed the beds against the wall and put some music.

(0. 93)'¢

Sometimes young people felt that staff actively discouraged friendships with other inpatients, for
reasons that were unclear. Some young people reported that having anorexia nervosa meant staff
treated them very differently from other patients, leading some to feel that they were not part of the
inpatient community.'®

Living with other young people with mental health difficulties also had negative aspects.'’>179181182.199 Thjg
could result in increasing distress,'”®'8"82 especially when dealing with violent or bizarre behaviour which
was not understood.'® For example, one 16-year-old girl said, ‘It's quite scary — I'm not used to being
round people like that and | don’t understand their problems. It would be useful to know about [other
people’s] problems’ (p. 18)."° In another study, Holly said ‘It was just really scary, to see someone act like
and just be completely like zoned out kind of thing .. ." (p. 164)."®" Further worries over the benefits of
having a group of young people with different difficulties, but all vulnerable, in one place emerged from
parents' and some young people.””>'* For example, one young person commented ‘I would like to be in
a place where's there's nothing the matter with nobody. Do you know what | mean? ... there were some
right odd bods in there’ (p. 238)."”

Dislocation: Stigma

Six of the included studies report findings related to the risk of stigma for young people admitted to
inpatient mental health hospitals, 7681183190195 and 11 policy and guidance documents address

this area 8201204206213 These documents recognise stigma as an issue for users of mental health
services??203:206211 and that services should be provided in a non-stigmatising environment 299213

Three of the included papers provided descriptions of the term ‘stigma’. Terminology used and reported
included ‘general devaluation’,”*'% ‘disrespect’, ‘emotional insult’, ‘underestimation by others’,’®
‘rejection’, ‘exclusion’, ‘people looking down on you when they find you are in treatment’'®> and ‘being
treated differently to other patients’.’® Studies included also address both the apprehension of stigma
among young people recently discharged'®> and experiences of actual or enacted stigma.'®°

Two sub-categories were created within Dislocation: Stigma. These were (1) young people’s experiences
during admission and (2) young people’s experiences after discharge.

Young people’s experiences during admission

Four papers detailed specific stigmatising experiences felt to be a result of, or occurring during, inpatient
admission.'7®18718 Only a small fraction of young people (3.8%) reported stigma associated with being in
hospital.’® For those who did feel stigmatised while in hospital, their perception was that they were being
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stigmatised by a variety of different people, including the ‘outside world’,7'8 family members'®'
and staff."s

One young person (Natalia) explained her experience of stigma from a family member and how her
parents had decided to keep her admission a secret from her extended family, as they felt ‘embarrassed’,
which caused Natalia herself to feel ‘upset’ (p. 86)."' In contrast, one young person with an eating
disorder detailed special practices, particularly around mealtimes, which often led to a sense of
stigmatisation. These led some to feel that their problems were exposed, unlike those of other patients.
The young person (Anna) highlighted that this sense of segregation and exposure of her problems

was one of the most unhelpful aspects of her experience in a general adolescent unit: ‘it was really
demoralising. | felt like | wasn’t human. Like | was some kind of, |, like I'd got leprosy or something

and nobody would come near me’ (p. 384).'®

Some young people in two studies highlighted the stigmatisation often felt from the outside world/wider
community, comparing this with the ‘strong sense of community’ (p. 384)'®* and ‘companionable quality
of unit life’ (p. 272)"® felt within the inpatient setting. Friendships with other patients/peers was seen as
important, with several young people in one study stating that it offered them a sense of genuine
acceptance' (see discussion on Dislocation: Friends).

Young people’s experiences after discharge

Two linked studies looked at young people’s experiences of stigma after discharge.’®'*> Young people
generally did not report a great deal of ‘stigma apprehension’.’® The most common experiences were the
feeling of being looked down on during treatment, and young people were least concerned with their
friends rejecting them. A number of significant links were found between a young person’s personal
circumstances and attributes and his or her feelings of ‘stigma apprehension’. Factors that were found to
significantly predict (R2=0.46, p < 0.001) stigma apprehension were sex (female), age at first mental
health treatment (being younger at initiation of treatment), need for others’ approval for self-worth
(greater), discrimination against youth with mental health problems, and quality of friendship support.™>
Six months later, following their discharge from psychiatric hospitalisation, 70% of the same young people
reported experiencing one or more aspects of enacted mental illness stigma (general devaluation,
disrespect, emotional insult and being underestimated by others). Significant predictors of enacted stigma
at follow-up were number of friends with psychological problems, affiliation with popular peers and school
disciplinary problems (R?2=0.36, p < 0.001).'%°

Dislocation: Education

Seventeen of the included studies report findings related to the risk to young people in inpatient mental
health hospital of dislocation from education,'’1>127:128.174-178.181.183.185.186.189,193,199.200 55 did 15 of the policy
and guidance documents,201-207.210.213218 Qne of the included clinical case reports addressed this category,
giving an account of a 13-year-old boy's journey through hospital including a consideration of school
provision,??? and one of the included practice initiatives addressed this category.?'

Four subcategories were created within Dislocation: Education. These were (1) education provision and
facilities, (2) the quality of inpatient education, (3) academic progress and (4) reintegrating with school
after discharge. Policy and guidance documents addressing these subcategories are included in each
relevant section below, along with the single practice initiative.

Education provision and facilities

Seven studies investigated education provision'1>174176:193.199.200 and this is also an area addressed by
five policy and guidance documents.?*22%52'2 Policy is clear that inpatient units working in partnership
with education services/systems is important,?0"202:204206.212.2162218 inc|yding in the case of providing
age-appropriate facilities for young people with eating disorders specifically.?'?
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The nationwide UK study known as COSI-CAPS™ obtained information about education provision from

29 units and found that these described two types of principal education delivery model. The first was a
school integrated into the inpatient unit (72%); the second was provision outside the unit but within

the bounds of the hospital site (28%). In the Mental Welfare Commission report it was found that all units
in Scotland had specialist inpatient education provision on site.?®® One US study described full or partial
attendance at a mainstream school for young people with conduct disorder hospitalised in a RTC,

and found no significant change in either their school performance or attendance during the admission
period (p > 0.05)."

In some UK units a mainstream school ethos was explicit (to normalise the young people’s school days as
much as possible), even to the point of having a full rather than part day at school."® Health professionals
emphasised the importance of teachers having expertise in both teaching and in mental health: ‘Our ethos
would mirror mainstream school ethos ... We try and make them feel that no matter what is wrong

at the moment they have got a future’ (p. 239)."7¢ In another study, a 14-year-old said ‘[It's] a lot more
comfortable here when I'm doing lessons, because I've got more support’ (p. 30)."° In the NICAPS study"’
two-thirds of teachers reported that young people who were inpatients had access to local school facilities
as required; a member of unit staff in another study said that ‘It offers the possibility for young people

to experience a normalisation of their lives’ (p. 30)." A member of staff also said ‘The content of the
curriculum is not as important as the process’ (p. 30)," while a 16-year-old said 'l think we should have
study sessions a few times throughout the day because 1 hour a day is not enough to keep up with

the 6 hours that | would be doing at school’ (p. 30)."*

Where a hospital unit caters for young people over the age of 16 years, policy and guidance state that
inpatients should be able to continue with postcompulsory education while hospitalised®** and that
education and training providers should support students to remain on their course or hold their place
open for them whenever possible.?'® The situation regarding those over 16 years may have become more
pressing recently, however, because the raising of the school-leaving age to 17 years in 2013 and to

18 years in 2015 under the terms of the Education and Skills Act (2008) means that there will be a legal
obligation to provide education and training for those under 18. In the UK, education provision appears to
be less developed for those older than 16 years. One study found, for example, reported that educational
support for hospitalised young people over 16 years was very limited,' although the NICAPS study,"
which looked at inpatient units across the UK, found that most patients over 16 years were receiving some
kind of educational input if they were well enough to attend.

In policy and guidance it is clear that inpatient units should provide access to education, including
appropriate education facilities/classroom space.?03204206213214 However, no UK studies were found that
looked at this area. One US RTC study'” found that smaller, multiclass, specialist teaching was effective in
increasing the amount of work young people were able to produce while in hospital (p =0.01), an
outcome explained by increased opportunities for one-to-one consultation and teacher subject expertise.
The value of having explicit staff-student ratios was questioned in another study, however, because it can
lead to education authorities making staffing decisions on the basis of numbers rather than need.'*

Policy and guidance make clear that appropriate resources should be available to meet the demands of
national curricula at the appropriate key stages?®>2'® and should provide the core educational subjects of
maths, English and science.?®* In the NICAPS study,"" more than one-half of schools (35 of 62; 56%) did
not have the educational resources to cover anything more than the core aspects of the National
Curriculum, although they all met the key stage demands for the age groups being treated in the units.
The number of specialist subjects the teachers in each unit were trained to teach at secondary school level
ranged from 2 to 16 with a mean of 8.6.

Policy is also clear that inpatient units working in partnership with education services/systems is
important,201-202:204206216-218 in |y ding in the case of age-appropriate facilities for young people with eating
disorders specifically.?' Partnership is specifically in order to maintain continuity of education provision at
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admission,?°22% with a key worker/named nurse to undertake this role,?®? as well as to maintain
communication with the young people’s parents/carers.?** The COSI-CAPS study'® reported that most
inpatient units had good relationships with their respective education authorities [mean score 2.2 on a
scale from O (no contact) to 3 (excellent access)].

Quality of inpatient education

The quality of inpatient education provided to young people in inpatient mental health hospital compared
with conventional schooling was investigated in two studies,”'*® and four studies explored issues around
teaching staff.!"1>176.199

The quality of schooling for young people while hospitalised is considered important and addressed by two
policy and guidance documents.?*>%% Young people seem to enjoy and appreciate the supportive aspect of
education,'® with only small numbers expressing concerns about the quality of schooling while being on
an inpatient unit."”

The training needs of the teacher within the unit as the one who provides the education is seen as
important and highlighted across two policy and guidance documents which recommend that, as in
conventional schools, teaching staff should have formal teaching qualifications. Additional training in child
and adolescent mental health is seen to be beneficial.?*>?% Teachers who had worked at the units for a
long time said that they kept up with training through study days and conferences, both in education and
in mental health, with the result that they felt that they understood young people’s needs and problems.'”®

The number of teachers employed in relation to the number of young people on the unit (staff/student
ratios)'"'* and teacher shortages in inpatient units'® have been a focus of investigation. Current policy
recommends not less than a 1: 8 staff-student ratio.”® Within England and Wales, the majority of units
(n=31) reported have a 1: 3 staff-student ratio and a small number of units (n =9) report ratios between
1:4 and 1:10.%2 In England alone, ratios are reported to be significantly lower (p < 0.05) in NHS units
[mean 4.8, standard deviation (SD) 2.6] than in independently managed units (mean 8.7, SD 4.7)."' Some
unit staff felt that they needed more staff than they had access to on certain occasions, as a staff
member said:

We can have seven kids ... and be unable to take more because of the severity of those cases, even
though there are beds free. The consequence is that the numbers are seen to drop — so the education
authority says the numbers don't justify two teachers, so removed one.

(p. 30)"*°

A 17-year-old in this study said:

There’s only two teachers, you need more support staff for the school. They try and find you work to
your ability but it gets difficult for the teachers, especially with the older patients.
(p. 30)"*°

Most teachers reported that they had a good working relationship with young people’s parents,'" although
parents themselves reported:

[school liaison] is often very poor in that teachers do not send work regularly. This makes it harder for
the young person to re-integrate. It would be nice if the odd teacher might consider writing to her, or
even visiting her!

(b. 30)™

A 17-year-old said ‘It would have been good if there had been more contact with school and college to
prevent losing touch with them — they didn’t understand the seriousness of the problems’ (p. 30)."*
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Academic progress
Nine studies explored issues regarding the academic progress of young people,’-127:128.176.177.180.185.186.189
and two explored how hospitalisation can have a significant effect on young people’s achievements and
long-term goals.””®'®' Young people commented in the following way:

I: Is there anything else you've missed, or feel like you’ve missed out on while you’ve been here?

P: A chance to get my education.
And:

P: I've missed exams (.) so I've fallen behind on school.

|: Is that worrying you or?

P: Yeah ‘cause I’'m gonna have to re-sit the whole year.

(p. 163)'¢'

The sixth edition of the QNIC service standards states that inpatient units should be registered as
examination centres.?* The nationwide NICAPS study' explored this issue, finding that the majority of
teachers reported that there were opportunities for young people who were inpatients to take exams, with
only one unit reporting that this was not possible. Hospitalised young people on entering treatment often
have pre-existing academic issues.””'® They typically receive below-average grades,'®® and, in one study,
79% reported on discharge that they were doing the same or better in school than they had been prior to
admission.'® When young people have been followed up a number of years later to see what has
happened to their educational attainment it has been reported that they have been significantly less likely
than non-hospitalised young people to complete high school (p < 0.001), to get a bachelor’s degree

(p <0.001) or graduate degree (p < 0.001),'% less likely to take up a career after discharge'?® and more
likely to be expelled from school.'®® Exposure to substances in the year after treatment and younger age at
treatment were significant predictors (R2=0.07, p =0.00) of academic functioning (composite of school
attendance 1 year after treatment, grades in school and attitudes towards school).'®

Reintegrating with school after discharge

Perhaps the most significant barrier to the academic progress of hospitalised young people is the difficulty
encountered in re-entry and reintegration into school following discharge, and this is an issue that has
been explored across five studies." 77178183199 |t is of extra concern when the young person has been
placed in an inpatient unit far from home.™® In policy and guidance it is recognised that education or
training providers should support students to remain on the course or hold their place open for them
whenever possible.?™

It is suggested that successful re-entry and reintegration into school requires partnership between schools
(both in-unit and mainstream schools), the hospitalised young person, their parents and carers, and the
mental health services involved."”® Indeed, a partnership approach is endorsed by much of the policy
literature reviewed (see also discussion under Education provision and facilities above). Commissioning
policy®® covers reintegrating back into school after discharge and highlights effective liaison with schools
on discharge to ensure successful reintegration, and documents emphasise the importance of working in
partnership with education services/systems?01:202204.206209.216.218219 in order to maintain continuity of
education, including with the help of a key worker/named nurse*? and specifically to enable reintegration
at discharge.?**2'¢

A particular emphasis in one study is that there should be a focus on re-entry and reintegration into
school at the point of admission.’”® Often, the focus of admission is on allowing the young person time
to recover, but hospitalised young people seem to enjoy and appreciate the supportive aspect of
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education,'®' and a lack of education support has been associated with discharge delays in a sizeable
minority of young people."" Jointly agreed plans for re-entry into school should be made and followed
through, but should also be flexible, because discharge from hospital does not necessarily mean that the
young person is ready for re-entry into school.’”’

Health-care professionals'” and young people' described the experience of school re-entry from an
academic viewpoint, describing how school absences result in getting behind and young people as a result
getting stressed about the amount of work that they would need to catch up on. A health-care
professional said:

they are stressing out about being here, trying to take care of themselves, but they’re also stressing
out about the amount of work they’re got to make up whenever they get out of here.

For some young people, this was also linked to their friends moving on with their lives and going on to
university without them. For example, a young person said:

they were getting on with their lives . .. they were doing their ‘A’ levels, they were gonna be going
off to university at the end of the year, and that was really hard for me cos | had fears of everybody
going ... and Id never catch up.

Health-care professionals indicated that, when there is co-ordination among education personnel, students
are more able to reintegrate into school successfully. Clarifying roles was seen as helpful by a school
counsellor who indicated that ‘sometimes roles get muddied in terms of who should be doing what'

(p. 206),"”® as was keeping teachers informed when a young person is ready to go back to school. For
example, an outpatient psychologist said:

If teachers were informed that there are some special circumstances and they could diminish the
consequences of late work, if they could provide additional emotional support or energy and
understanding in terms of allowing the student to catch up.

Health-care professionals also suggested that students benefit from an identified, adult support person in
the school. For example, a school counsellor said:

Just knowing that there’s an adult that's supporting them. Most of the times | think it helps kids with
their confidence. | really think it’s just a sense of relief that they don’t have to go it alone.

For a number of reasons, open and honest communication is identified as a key element in partnership.'’®
It allows the voices of young people to be heard; it enables school staff and parents to understand what
it is like to be hospitalised (and to have to follow specific lines of treatment that may require taking
medication with unpleasant side effects); it creates space for unrealistic expectations from all parties to be
tackled (especially when resources are limited); and it promotes continuity of care. Effective liaison with the
young person’s mainstream school is identified as a vital element in continuity of care, although some
parents reported that mainstream teachers did not always send work for the young person on a regular
basis and that, where the young person’s school was a distance away from the inpatient unit, maintaining
links could be difficult.’ However, the majority of teachers working within inpatient units in the UK were
found to liaise with the young person’s own school.” Parents, in particular, see liaison with mainstream
education as a route for reintegration into the wider community and not just into education.'?
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A variety of different approaches to managing school reintegration have been described.'**'”® Those
involved with this process have suggested school-based re-entry programmes and/or step-down
programmes and re-entry options, with an emphasis placed on the importance of following through on
interventions and asking students what is important.'”® For example, a middle school counsellor said ‘I'd
like it to be student driven — for them to say that they can identify their needs because | think that's really
important’ (p. 207)."”® Step-down programmes and re-entry options differ from re-entry interventions in
that they make available alternatives to immediate reintegration into the school setting in which the young
person was placed before hospitalisation. Although not all young people may need to access such services,
health professionals recognised the benefits of having the flexibility to meet the needs of those who were
students. For example, one said:

| feel like it would be really cool if a kid could ease back into the situation instead of going back to
[his or her] old life as it was. So that’s not the easiest thing to have happen in a traditional high school.

(p. 208)'7®

In a report of a local initiative, a programme in which young people are provided with intensive support in
school and care co-ordination for a period of between 6 weeks and 10 weeks following hospital discharge
is described.'? Routine data indicating the use of this programme by 99 young people are given, and
success in resuming their studies is described for all 67 students for whom educational status data

were available.

Dislocation: Families

Seventeen of the included studies report findings related to the risk to young people in inpatient mental
health hospital of dislocation from families.*173:175:176.179.183.184,186-188,191.193,194.196.199.200 Fiye of the included
clinical case reports??'?> and one of the included practice initiatives addressed this category.??® Jones?'
gives an account of a 13-year-old boy’s journey through hospital, including a consideration of family
functioning; Wilkinson??® describes the principles and practice of involving family members in an inpatient
unit; and LePage?? describes the impact of early family participation in inpatient assessment and treatment
of youth diagnosed with a first episode psychosis and includes the case of a 15-year-old boy. Nejtek et al.???
present a case study of a 15-year-old boy and focus on issues around maternal non-compliance, and
Olson??* discusses engagement using a parent/adolescent activity group and provides a case description of
two 16-year-old boys and a 17-year-old girl.

Three subcategories were created within Dislocation: Families. These were (1) impact on family
relationships, (2) family involvement and (3) maintaining contact with families. Policy and guidance
documents addressing these subcategories are included in each relevant section below, along with the
single practice initiative.

Impact on family relationships

One of the disadvantages of inpatient care recognised in policy and guidance is the effects of admission
on family life.® The goal of treatment should be that it enables improved family relationships,?* with
the sixth edition of the QNIC service standards recommending the availability of parent/carer support
groups.?® Six studies explored this issue from the perspective of the young person'76:179.183.184196139 gnd
two also from the perspective of their parents.'’6184

Young people who are in hospital for extended periods of time experience homesickness.'’61961% For
example, one young person commented that ‘I hate being so far away from home, | feel homesick every
day, | just want to be with my family’ (p. 9)."* Other young people felt that being placed on an inpatient
unit made it seem as if their families no longer cared for them; they often felt a sense of rejection'”®
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or isolation' and they felt as if their families had a negative attitude towards them. For one young
person, Anna, this isolation from her family also affected her sense of self and belonging:

I had quite a low self-esteem ... and | felt, | didn’t, that’s it, | didn’t feel like | belonged anywhere.
Because hospital’s hospital and I'd go home at weekends, but because | was only with my family at
weekends | didn’t really feel like | belonged in the family either.

The way in which young people perceive their ‘connectedness’ with their families was found to change
after being on an inpatient unit and affected levels of depression and ideas about suicide.' A significant
increase in family connectedness following hospitalisation was associated with lower levels of depressive
symptoms (p=0.004), and a greater increase in connectedness with families 3 months after hospitalisation
predicted less severe suicidal ideation for follow-up after 1 year but only for young people without multiple
attempt histories (3 =—4.10, p=0.0005). More severe depressive symptoms at baseline were associated
with more severe symptoms of depression at follow-up (=10.19, p <0.0001), and greater family
connectedness at baseline was related to less severe depressive symptoms at follow-up (=-2.01, p=0.021).

Parents’ perspectives of their need for support from within the inpatient unit'”® and from extended friends
and family'* have been explored. Some parents described getting support while others felt that they did
not get it in the unit."® In some instances, relationship also broke down with wider family members and
parental friends. For example, one young person said:

It used to be fun to go visiting, and we had family acquaintances . . . but there is nothing now, nothing
left of that . .. | mean he does not want to go. and then we had this quarrel with my relatives.

Current policy and guidance urge family involvement,?' and that working in partnership with families is
the way forward,?*?'® including during the development of the young person’s care plan and in making
decisions on care after discharge.?® In particular, policy and guidance refer to the importance of
consultation with families, particularly following episodes of self-harm.?'>2'" It is suggested particularly for
people with psychosis and schizophrenia that alternatives to inpatient care be considered when the
inpatient unit is a long way from home.?%

Two intervention studies, both reported in one paper,'”® explored the family-friendliness of the admission
process and investigated the effectiveness of training staff in this area through role plays and mindfulness.
Role plays had no significant impact on the family-friendliness of the treatment teams, but mindfulness did
and appeared to have been sustained and maintained during a 6-month follow up period, although this
was not tested for significance.

Five studies explored family involvement. 7618187191194 Family involvement has been conceptualised across
studies as parents having visited their child during the hospitalisation period;'®'%* the frequency with
which parents visited the unit;'® participation in inpatient activities;'®” going on planned therapeutic
absences;'* participation in treatment planning;'®”'®" discussing treatment progress and challenges;'#'8’
taking part in family sessions;' 87194 discharge planning;'®” and an absence of parent hostility towards
unit staff.'®®

Health-care professionals report that obstacles to family involvement include confidentiality (including
young people’s requests for treatment to be kept from family); parents’ own varying ability to get involved,;
lack of resources (including not having the time to be available); no formal structures in place to enable
family involvement; and distances.'’®
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Young people whose parents got involved had a significantly better prognosis of maintaining their
therapeutic gains in the community,’* and were significantly more likely to use aftercare services.™"
Psychiatric rehospitalisation for young people was associated with poorer family engagement in treatment
(b > 0.05)."® With parents who felt more empowered during the young person’s psychiatric treatment,
rehospitalisation increased (odds 42%, p < 0.006)."’

In the single report of a local practice initiative included in this subcategory, the use of films to promote
family engagement during young people’s stay in hospital was described.??° This concluded with the idea
that films can help engagement, and, if chosen carefully, empower families during periods of crisis.

Maintaining contact with families

Policy and guidance indicate that there should be unit policies and procedures on visiting,?** and that
flexible arrangements should be made for family contact.?? The provision of family meetings offered
within 1 week of admission and continuing thereafter is recommended,?® as is the idea that services
should be offered as near to home as possible, enabling frequent family visits and contact?*¢2'® and
appropriate family interventions.?'® Young people, when asked, said they would like to keep in touch with
their families'™32% and that, although some units offer a flexible approach to visiting and family contact,*®
this was not the same for all.'®?

It is known that some young people are placed in inpatient units located at a distance from their homes,
making it difficult to have regular contact with families.'>17>176.199.200 |n policy and guidance it is recognised
that alternatives to inpatient care should be considered particularly when hospital is a long way from where
a young person lives.?®> One young person stated that ‘They visit on visiting days, but it's hard — they live
one and a half hours away. We talk on the phone’ (p. 85)." Telephone was identified as an important way
of staying in touch in other studies.’”®2?% However, for some young people the break away from their
environment and circumstances was also beneficial. One 18-year-old said 'l don't like it, it makes me feel
quite bad sometimes, but sometimes it does the opposite, I'm glad to be away from the place’ (p. 9).'%°
For others, the quality of care at the inpatient unit was considered to be more important than the distance
from the hospital to their family home, ™% and for some parents distance did not significantly affect the
level of parent engagement or satisfaction (p > 0.05)."

Providing facilities for families when visiting inpatient units is identified as important in policy and guidance.
Recommended facilities include making available private space for family contact to take place;?%+2%
accommodating families who have to travel a significant distance;*** and allowing parents and other carers
access to refreshments at the unit.?® Parents' and young people'’>'92% talk about the financial costs
involved in being placed in inaccessible locations. One young person (Mark) said ‘my mum drove up most of
the time. She eventually stopped it, ‘cause of the petrol money, and then she only came up at weekends
and things’ (p. 239)."”> A 14-year-old said ‘My mum couldn’t really afford petrol to come and see me much’
(p. 9).° In some instances, inpatient units had access to financial support to help families receiving welfare
benefits to visit, especially if they had to travel a distance.?® Some provided overnight facilities for parents
visiting from distant parts of the catchment area'"?® and provided the opportunity for parents to make
refreshments when needed and to use a family room for privacy."

Location was also an issue for staff engaged in working with local partners. In one study, a worker drew
attention to the consequences of distance for interagency working:

| don’t know if it's a good idea withdrawing a patient from their own home area, it's very difficult to
get them back, very difficult for Health Authorities to [take them] again . .. that is one of the
big difficulties.

(p. 9™
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Seven of the included studies report findings related to the risk of contagion for young people in inpatient
mental health hospital.'#2176179.183.192197.199 N policy or guidance documents addressed this area.

Within the literature examined, two aspects of unhelpful behaviour acquired through the process of
contagion were identified: deliberate self-harming behaviour in the forms of ‘self-mutilation by skin
cutting’ or ‘blood-letting’, and suicidal behaviour.'” Deliberate self-harming contagion was defined as two
or more acts of deliberate self-harming behaviour that involved two or more young people and occurred
on the same day or consecutive days. Suicide contagion was described by King et al.’* as when one
completed suicide triggers a cluster of subsequent suicidal behaviours among the contacts of the person
who has died. One study' set out to examine the spontaneous occurrence of self-harm among inpatients
without a history of self-harm, but did not define the concept of behavioural contagion. Two studies
addressed, briefly, the sharing of unhelpful eating behaviours.'*'8

Two subcategories were created within Contagion. These were (1) experiences of contagion and
(2) evidence of contagion.

Four studies touched on young people’s, carers’ and professionals’ experiences of contagion.'7®79183:1%9

Health professionals and parents were found to have concerns about young people acquiring unhelpful,
destructive behaviours while they were inpatients, particularly in the areas of suicide and self-harm'’®

or even just ‘picking up problems from others in the units’ (p. 18)."° Health-care professionals suggest
that the failure of treatment for some young people is when they learn bad habits and witness disturbing
events.”® Young people themselves described their experiences in this area, with one saying how "You see
other people doing something, and you think maybe | should do that to myself as well’ (p. 19).'%°

Young people with eating disorders are described in two studies as very quickly copying the behaviour of
those around them with the same condition,’'®? including making comparisons with others and
competing to be thin."”® One young person said:

I questioned myself and | decided that | hadn’t been doing this eating disorder thing right at all, and | got
worse. | started things like walking the longest way round things . .. things | hadn’t even thought of.

Some young people with eating disorders described themselves as becoming iller, not only in relation to
eating behaviour but in relation to engaging in self-harm behaviours which they had not engaged in
previously.'”® For example, one young person said, ‘I didnt really know ... about self-harm, um, about
pacing to stop your weight going up, you know, walking around, exercise. | soon cottoned on’ (p. 311).'”°
For some, living in the same location as other people with difficulties was followed by unhelpful thoughts,
comparisons and competition. Sarah, one young person, said:

When | was there | was the ‘best anorexic’ because | wasn't gaining as much weight as the others,

I was, which was feeding my illness and letting it win, which now [ see didn’t help me at all.

However, the experience of being in the same location as others with similar difficulties was positive for
some young people (see Dislocation: Friends) in terms of support and identification.?® Katie, a young
person, commented that:

I think it was helpful, because it’s ... you learn about, from other people, you learn how different
people cope with things . .. so then you can take what they use and see if it works for you.
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Evidence of contagion

The evidence from included studies for contagion in inpatient mental health facilities for young people is
mixed. Taiminen et al."®’ identified the possibility of deliberate self-harm (DSH) contagion and that one
type of self-harming behaviour could trigger another. A decrease in self-harming behaviour was noted
among young people who were inpatients who had previously engaged in this behaviour,'** whereas for
those on a short-stay unit no evidence of contagion was found.'* The risk ratio among males representing
the occurrence of inpatient self-harm behaviour, given no past self-harm behaviour, was 0.03 [standard
error (SE)=0.02, 95% C1 0.01 to 0.12]. The risk ratio among females representing the occurrence of
inpatient self-harm behaviour, given no past self-harm behaviour, was 0.13 (SE=0.09, 95% CI 0.03

to 0.48). Males and females with no prior history of DSH were significantly less likely to exhibit self-harm
behaviour as inpatients, suggesting that the ‘spontaneous occurrence of self-harm’ among inpatients
without a history of self-harm is low.'*?

The incentives for young people who have been involved in contagion episodes of DSH vary, but are
identified in one study as relieving anxiety or anger and feeling part of a group.™” For some young people
in this study, self-cutting and bloodletting became part of an initiation process promoting group cohesion
based on the shared experience of relief following instances of self-harm.™’

Economic analysis

None of the studies reported above included an economic analysis or an economic evaluation of
alternative ways of identifying, assessing and managing less obvious risks for young people using tier 4
inpatient CAMHS. This is not surprising considering that many studies used qualitative designs and focused
mainly on the identification phase of the less obvious risks prioritised by the SAG. The data derived from
these studies could not be used to inform an economic modelling exercise of likely NHS costs and analysis
of cost-effectiveness. The health economist member of the project team (ML) contacted internationally
leading health economists with expertise in the mental health field for specialist advice, and from Professor
Martin Knapp (The London School of Economics and Political Science) two additional papers reporting on
the economic impact of childhood mental disorder on public services were identified.?2¢2?7 In the study
reported in the first,?” of the 445 children with psychiatric disorder included, only three had been
admitted to an inpatient psychiatric unit, meaning this paper could not be used to inform our economic
analysis. The second?”’ used data from the same epidemiological survey and could not be used either.

The documents included in this review and summarised in Appendix 21 suggest, however, that the less
obvious risks identified in this report exist and are recognised by the Department of Health. This additional
economics paper includes the observation that health services in the UK (as in many other countries) are
under tremendous financial constraint, dictating that NHS resources be allocated efficiently.??® In the
context of mental health care and services, study designs traditionally thought of as gold standard

(i.e. randomised controlled studies) are not always possible and the use of alternative designs should be
considered.??® Modelling exercises are one way of generating evidence in these circumstances, but they
rely on good-quality primary data of a type not available to the project team in this synthesis.

Conclusion

This chapter has presented seven individual, contextualised, syntheses of the evidence in the series of
priority risk areas focused on in phase 2 of the review. In the chapter following, these are brought
together in a metasynthesis, and, in the light of discussions held at a second SAG meeting, plans are
outlined for the sharing of this project’s findings and promoting knowledge exchange. Strengths and
weaknesses of this project are identified, and implications for future services, practice and research
drawn out.
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Chapter 6 Discussion and conclusions

Introduction

Findings from phases 1 and 2 are first brought together in this closing chapter in a matrix, which
summarises what has been learned in accessible, single-page style. Key findings are then reviewed and set
in a systems context. The project’s original overarching research question and objectives are returned to
and reviewed, and, in the light of discussions held at a second SAG meeting, plans are outlined for the
sharing of the project’s findings and the promotion of knowledge exchange. Strengths and limitations of
the project are considered, implications for services and practice drawn out and recommendations for
future research made.

Summary: what has been learned?

This project has been completed at a time when promoting the health and well-being of children and
young people is an absolute priority.??® The matrix in Figure 21 summarises findings from both the phase 1
scoping review and the phase 2 priority area syntheses. A headline is that, although this review has
focused on a series of ‘less obvious' risks which are important to people with stakes in the child and
adolescent mental health system, little evidence to guide services and practice in these areas exists.

A first, and obvious, observation is to draw a contrast between the types of risk identified in the phase 1
scoping and the types of risk addressed in the in-depth phase 2 review and synthesis. It is clinical risks,
relatively narrowly defined, which occupied the majority of researchers whose outputs were located in the
initial segment of this project. As a project team we recognise the importance of research that improves
the identification, assessment and management of clinical risks (including the risks of self-harm, suicide
and harm to others) in the case of young people with mental health difficulties. As we acknowledged in
our original proposal for funding using the NICAPS study' in support, these are also precisely the types
of risk that most often bring young people to the attention of hospital services. Inpatient child and
adolescent mental health hospitals exist because it is here that high levels of skilled, continuous care can
be provided to young people with the greatest need whose difficulties challenge the capacity of
community-based workers.?*° Noting all of this, we are nonetheless also struck by the appetite of the
stakeholder representatives we worked with for the prioritisation of a largely different set of risks to take
forward into phase 2. Inpatient CAMHS play a vital, but changing, part in complex systems of care (for a
discussion, see McDougall et a/.?*") and the identification of a series of ‘less obvious' risks for this project’s
in-depth review points to an awareness that inpatient admission can have wider, and long-lasting,
consequences about which more needs to be known.

In the areas of risks to normal life and identity policy and guidance was sparse but did recognise that young
people undergoing treatment within inpatient settings should be able to lead as normal a life as possible.
Views and experiences were reported in rich detail and young people and health-care professionals
described boredom, stringent ward rules and routines, and a lack of opportunity for everyday interactions
(CerQual — high). Feeling separated from life outside and the subsequent difficulties experienced on
returning home were identified as pressing issues by some young people and health-care professionals
(CerQual — high). Young people with eating disorders talked about mental health problems eroding their

identities (CerQual — moderate), along with the experience of not being treated as individuals (CerQual — low).

For other young people it was a struggle to manage threats to the sense of self during admission and
treatment (CerQual — low). There were no intervention studies found that focused on the testing of actions to
mitigate the risks to normal life or to identity.
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In the case of risks associated with friendships and peer relations, policy and guidance are limited to
making recommendations on inpatient units having space for visitors. The evidence included in this
segment of the project pointed to the difficulties (and ambivalence) young people can experience in
maintaining home friendships at a distance (CerQual — high) and in reconnecting with their friends after
discharge (CerQual — high). In some cases, connections with friends were significantly associated with levels
of postdischarge depression and suicidal ideation (CerQual — low). No intervention studies were found
investigating actions to help young people in hospital maintain good relations with their peers at home.
Evidence was found pointing to young people’s positive views of being with others in a similar position
during hospital care and treatment, in terms of mutual support and companionship (CerQual — high).
Young people also spoke of the negative aspects of living with other young people with mental health
difficulties (CerQual — high). Some parents were found to be concerned about their children’s sharing of
living space with other vulnerable people and at least some young people expressed ambivalence (and even
fear) in their relationships with other inpatients (CerQual — low). No intervention studies were found
investigating actions to promote positive peer relations among young people who were inpatients.

Managing the risks of stigma and discrimination is a high priority for policy-makers. Young people felt that
stigmatising experiences can occur as a result of being admitted, as well as during their inpatient stay
(CerQual — moderate) and at discharge (CerQual — low). Being with similar young people can also lead to
feelings of acceptance, in contrast with the experience of being rejected in the community (CerQual — low).
No intervention studies were found evaluating actions to mitigate the risks of stigma or discrimination

to young people admitted to mental health hospital.

Hospital admission poses risks to young people’s schooling. Health-care professionals, parents and young
people all recognise the importance of educational provision with appropriate facilities for young people in
inpatient CAMHS (CerQual — high), which is also identified as a policy and guidance priority. Smaller class
sizes utilising a multiclass format with specialist teaching have been shown in a study involving young
people in a RTC in the USA (GRADE — low) to be effective in increasing the amount of work young people
are able to produce while in hospital. In the UK, education is provided as standard across inpatient units,
but in a majority of hospitals only core National Curriculum subjects are taught (CerQual — high).
Improving quality and maintaining good communication and co-ordination across hospitals and schools
feature prominently in policy. Within units in the UK, varying teacher/student ratios are found in NHS and
non-NHS units (CerQual — high), and good (but not universally so) relations between parents and teachers
have been reported (CerQual — low).

One of the disadvantages of inpatient care recognised in policy and guidance is the effects of admission
on family life. Training inpatient staff working with young people and their families through the use of role
plays or mindfulness did not have a significant impact on the family-friendliness of the admission process
(GRADE - low). While on an inpatient unit, young people often feel homesickness (CerQual — high) and
experience a range of negative feelings (CerQual — moderate). Associations between family connectedness
and postdischarge depression and suicidal ideation have been reported (CerQual — low). Some family
members need additional support during their children’s admission (CerQual — low).

Partnership with families during inpatient care is strongly recommended in policy and guidance. Young
people whose parents do get involved make significant improvements across a range of treatment and
postdischarge outcomes (CerQual — low) but health professionals report that a number of obstacles exist to
enable this to take place (CerQual — low).

Whether or not families are fully involved in a young person’s care, the evidence suggests that units should
have procedures on visiting and that flexible arrangements should be made for family contact. A particular
risk of family dislocation is reported in instances where young people are admitted to hospitals located far

from home, in terms of keeping in touch and cost (CerQual - high). For some, the quality of care at

© Queen'’s Printer and Controller of HMSO 2015. This work was produced by Hannigan et al. under the terms of a commissioning contract issued by the Secretary of State for
Health. This issue may be freely reproduced for the purposes of private research and study and extracts (or indeed, the full report) may be included in professional journals
provided that suitable acknowledgement is made and the reproduction is not associated with any form of advertising. Applications for commercial reproduction should be
addressed to: NIHR Journals Library, National Institute for Health Research, Evaluation, Trials and Studies Coordinating Centre, Alpha House, University of Southampton Science
Park, Southampton SO16 7NS, UK.



inpatient units is considered to be more important than the distance from the hospital to the family
home (CerQual — moderate). Some young people also appreciated being away from the home
environment (CerQual — low).

The risks of young people in hospital learning harmful behaviours was a priority area for phase 2 of this
project, but no policy or guidance was found addressing this. Health professionals and parents have
concerns about young people acquiring unhelpful, destructive behaviours while they are inpatients
(CerQual — moderate). Young people with eating disorders very quickly copy the behaviour of those
around them with the same condition (CerQual — moderate). There is mixed evidence of recorded
contagion in inpatient mental health facilities for young people (CerQual — low), with no fixed definition
of what constitutes ‘contagion’. No evidence was located investigating actions to mitigate the risks of
contagion in inpatient settings.

None of the studies reported above included an economic analysis or an economic evaluation of
alternative ways of identifying, assessing and managing less obvious risks for young people using inpatient
CAMHS. This body of evidence suggests that this area of research is still in its embryonic stage, where
hypothesis generating and exploratory work needs to be carried out to inform the design of large
longitudinal studies. Economic analyses would not normally be carried out at this stage, as the size of the
problem still needs to be quantified and alternative models of addressing the problem have to

be formulated.

Across the materials brought together in this report, the limited evidence of approaches explicitly used to
identify, assess and manage the less obvious risks of dislocation and contagion challenged any attempt to
locate and describe any underlying theory informing action in these areas. More generally, underpinning
this project has been a recurring concern to set findings in a complex systems framework,>” and where
possible to develop new theory associated with our narrative synthesis. Our contribution to theory
particularly lies in our development and deployment of ‘dislocation’ as a broad class of risk, within which
we identified a number of identifiable subdivisions. This concept building guided our phase 2 searches and
our subsequent narrative syntheses. It allowed us to organise meaningfully our assembled reports of
participant views and experiences, descriptions of services at national or local levels, descriptions and/or
evaluations of local initiatives, and quantitative investigations (prospective, retrospective or cross-sectional)
into aspects of young people and their care and/or outcomes.

Our commitment to existing theory extends to a reiteration of the idea that inpatient mental health units
for children and young people must be thought of as being just one part of a larger, interacting network
of services.?' This system includes community CAMHS, but also, for example, schools. It was in
synthesising the evidence surrounding the risks hospital admission poses to education that the clearest
appreciation was found (by researchers, policy-makers and standard-setters) of the importance of working
across health and education organisational boundaries during young people’s journeys through the
system. This kind of thinking also draws attention to the highly specialised, geographically dispersed
character of inpatient CAMHS units within the larger systems of which they are a part. Admission to
hospital may be clinically necessary and helpful, but the distances units may be located from young
people’s homes risk dislocation from family and friends, as well as from school.

A systems approach of this type can also be applied to the more microscopic understanding of young
people’s experiences, and of those surrounding them. The evidence synthesised across all the phase 2
priority risk areas reveals the extent to which hospital admission can be disruptive and have major
consequences for young people viewed in the context of family and friendship networks, and implications
for identity and peer and community acceptance.
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Reviewing the overarching research question and
project objectives

This project was commissioned to summarise and appraise the evidence in the area of risk for young
people moving into, through and out of inpatient mental health care. This has been achieved using a
two-phase approach, beginning with a scoping of the literature using selected databases followed by a
comprehensive search and in-depth review for evidence in a number of priority areas determined in
collaboration with stakeholder representatives.

Specific objectives for the project are stated in Chapter 7 above, and these are reviewed here against the
progress made in meeting each. The first objective, relating to summarising the evidence, has been
addressed across both phases of the study, but the objective of appraising the evidence has been confined
to the second (in-depth) phase. The attempt to identify underlying theory (objective 2) was also confined
to phase 2 and was challenged by the limited evidence of approaches explicitly used to identify, assess and
manage the risks of dislocation and contagion. Objective 3, relating to views and experiences, has been
addressed in the appraisal and synthesis of evidence contained in phase 2 (and particularly the qualitative
evidence located and included). Objective 4 has been comprehensively met in phase 2, and in Chapter 5
specifically. The synthesis of costs and cost-effectiveness (objective 5), where the evidence located supports
this, has been confined to phase 2, where the limited literature located meant that no economic analysis
proved possible. Implications and future priorities (objective 6) have been identified in the concluding
section of this chapter, below.

Promoting knowledge mobilisation

As per this project’s commissioned protocol, a second stakeholder advisory group was held with the
explicit purpose of sharing progress and discussing strategies for the dissemination of the review's
findings. This was convened in Cardiff on 31 March 2014, and all members of the SAG were again invited.
Dr Michael Coffey, from Swansea University, once more acted as independent chair.

A key message arising from this meeting was the value of using a range of available media, both
traditional and non-traditional, to promote the reading and uptake of summary and detailed findings. The
project protocol refers to the production of accessible summaries, and the team'’s intention is that these be
produced (drawing on, for example, the single-page matrix reproduced as Figure 21) following peer review
and acceptance of this report for the NIHR Journals Library. Care will be exercised to avoid duplicate or
redundant publication, and advice will be taken where necessary, but the plan remains to prepare findings
and process papers for high-impact journals (with at least one paper published in gold open access format)
and in print and online publications targeting practitioners, managers, and young people and their parents.
Abstracts have been submitted to conferences, and the first presentation at a national-level event has
been made.

Strengths and limitations

This project has succeeded in bringing together and narratively synthesising the evidence in an area

which has been largely overlooked in everyday practice and services: the identification, assessment and
management of the less obvious risks for young people moving into, through and out of the inpatient
component of the inter-relating CAMHS system. Our findings in no way undermine the importance of
attending to the more obvious, clinical, risks: but they do alert people with interests in the CAMHS field to
the importance of a broader constellation of risks associated with hospital admission. Recognising the
importance of these less obvious risks as priorities for the second phase of the review was made possible
only because of a close collaboration (in EPPI-Centre style) between members of the project team and
stakeholders at a key decision-making event following an initial scoping of the literature. The CAMHS
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DISCUSSION AND CONCLUSIONS

arena is populated by people with a variety of backgrounds and expertise, not all of whom have routine
opportunities to shape the direction of policy, services or research. In this context we consider it a strength
that this study was informed to the degree it was by the views, experiences and recommendations of
people using and working in the system.

The importance to stakeholders of the identification, assessment and management of the less obvious risks
to young people moving into, through and out of mental health hospital contrasts with the limited
guantity and quality of completed research capable of informing policy, services and practice in these
areas. Having first found an under-recognised area for our evidence synthesis, we now find ourselves
unable to make comprehensive suggestions for improvement. This recognises, in particular, that very little
evidence was found to support actions designed to mitigate the less obvious risks to young people
admitted. We return to this theme in our section Implications for health care and recommendations for
research below.

This project also has limitations. The limiting of all searches to English-language publications is one, with
obvious implications for the non-retrieval of potentially relevant materials from teams possibly working

in the non-English-speaking parts of the world. Another relates specifically to phase 1, where the search
strategy used included the term 'risk’. As we later found in phase 2, papers reporting on the less obvious
risks do not necessarily use the language of ‘risk” at all, and a different search strategy (across different or
additional databases) might have yielded a series of phase 1 maps of a different character. This leads to a
further potential limitation, which relates to our use of umbrella terms and concepts for phase 2. We
developed the idea of ‘dislocation’ as an overarching construct to bring together a variety of risks. This
helped us to connect different types of evidence across a number of distinct but relatable areas and gave
us a robust framework for both searching and synthesising. However, we recognise that the idea of
‘dislocation’ is not a self-evident one. Our processes for searching and sifting materials were scrupulous,
but we recognise that degrees of interpretation were used in the identification of evidence judged to make
a contribution to knowledge in this broad, constructed, area.

Two final limitations remain. The first relates to the disappointing lack of information retrieved from NHS
and non-NHS inpatient CAMHS units, and from others with interests and expertise in the field, in response
to our widely circulated call for evidence. Enthusiastic responses to the focus of the study were received,
and published papers were sometimes sent to us, but no written local service responses about the less
obvious risks were sent. We return to this in Implications for health care and recommendations for
research below. Second, the paucity of evidence on alternative approaches to identifying, assessing and
managing the less obvious risks of dislocation and contagion challenged our aspiration of conducting a
robust health economics analysis.

Implications for health care and recommendations for research

At the risk of overstating, we reiterate that nothing in this evidence synthesis should be interpreted as
undermining the value of hospital services for young people with the greatest level of mental health need.
However, the trend observed in Chapter 1 towards the diversification of tier 4 services to include specialist,

intensive care provided in the community is one that we applaud. We therefore suggest that:

® One way of mitigating the less obvious risks associated with hospital admission is to admit only when
all other options have been exhausted, for periods as short as possible and close to home.

The evidence synthesised in this review has implications at the point that judgements are being made on
admitting young people to the inpatient component of the CAMHS system. It suggests that:

® As routine, explicit attention be paid to the assessment of the risks of dislocation and to the proactive
planning of care which mitigates these.
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The evidence suggests that, for young people in hospital:
® Services should balance structured therapeutic activity with space for normalising, everyday interactions.
This review also suggests that:

® Services should be able to help young people in hospital keep in touch with both family and friends,
including in the case of admission to units located a long way from home.

The evidence found and included also underlines that:

® Itis important to help young people continue with their education during periods spent in hospital, and
proactive care planning includes preparation for school reintegration.

Other evidence found suggests that:

® Behaviour by staff (e.g. at mealtimes) can reveal the character of young people’s specific mental health
difficulties and this can be experienced as stigmatising.

From the evidence located and synthesised in this review:

® There is no clear support for the implementation of any specific menu of interventions to manage the
less obvious risks (as many studies were isolated and of variable quality, sometimes conducted in
different parts of the world, where health systems are different from those in the UK, limiting their
direct applicability, and knowledge has not accumulated).

What this review therefore does is lay bare areas of real importance for young people’s health-care
experiences, and for their longer-term flourishing, about which little evidence to guide services and
practice exists. We therefore recommend that:

® Research is needed into the risk of inpatient contagion, where the current evidence on the existence of
this is equivocal.

® High-quality studies are also needed to inform action to identify, and mitigate, the risks of dislocation
associated with hospital admission; to assess the costs to the NHS of different approaches; and to place
service commissioning and provision on a more evidence-based footing.

To this we add the suggestion that:

® Studies should equally address the assessment, identification and management of the less obvious risks
across all tiers and components of the CAMHS system (including newer, specialised community services
such as those for young people with eating disorders or with challenging behaviours), reflecting the
extent to which services are entirely interlinked.

We therefore see that:

® There is a place for a programme of research which begins with the careful exploration of current
services and practice with a view to identifying those features found locally to be helpful.

We do not interpret the absence of written policies and service specifications from local CAMHS units in
response to our call for evidence as signifying an absence of actions routinely taken to offset the less
obvious risks. Describing what happens and what helps to mitigate these, including actions which are not
committed to paper in the form of formal policy or standards, would represent a reasoned first step
towards isolating and potentially testing specific interventions.
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Appendix 1 Phase 1 search strategy and results
using MEDLINE (via Ovid)

U RL: www.ncbi.nlm.nih.gov/pubmed

Date range searched: 1995 to September 2013.
Date search: 12 September 2013.

Records retrieved: 3933.

exp Adolescen/ (1,505,077)

exp Young Adult/ (260,419)
young person.mp (523)

young people.mp (13,422)

young adult.mp (273,560)
teen*.mp (18,861)

juvenil*.mp (60,114)
adolescen*.mp (1,525,896)
AYA.mp (110)

. young patient.mp (364)

. young wom#n.mp (18,910)

. young mi#n.mp (12,987)

. youngster.mp (158)

. youth.mp (32,711)
.lor2or3ordor50r60or7or8or9or10or11or12or13or14(247,271)
. exp Mental Health/ (19,337)

. mental health services/ (69,938)

. exp mental disorders/ (878,770)

. mental* ill*.mp (26,830)

. mental health.mp (98,794)

. CAMHS.mp (305)

. psychiatr*.mp (214,304)

. 160or170or18or 19 or 20 or 21 or 22 or 23 (603,230)
. exp Risk/ (747,208)

. exp Risk Assessment (157,275)

. exp Risk Management (184,033)

. risk*mp (216,990)

.24 o0r250r260r27(1,372,225)

. exp inpatients/ (11,000)

. in-patient*.mp (973,174)

. in-patient* (59,908)

. exp Hospitals. Psychiatric/ (21,716)
. exp Patient Admission/ (17,161)

. exp Patient Discharge/ (17,105)

. 29 0r30o0r31or32or33or34(1,068,105)
. 15 and 23 and 28 and 34 (3606)
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Appendix 2 Phase 1 search strategy and results
using PsycINFO (via Ovid)

U RL: www.ovid.com/site/catalog/databases/139.jsp
Date range searched: 1995 to September 2013.

Date of search: 12 September 2013.

Records retrieved: 1875.

Adolescen*.mp (179,468)
young people.mp (15,519)
young adult.mp (7971)

young person.mp (735)
teen*.mp (15,245)

juvenil*.mp (27,387)

AYA.mp (50)

young patient.mp (217)

young womi#n.mp (5868)

. young m#n.mp (4462)

. youngster.mp (297)

. youth.mp (51,581)
.Tor2or3ord4or50r6o0or7or8or9or10or11or12(247,271)
. exp Mental Health/ (35,835)

. mental health services/ (30,246)
. exp mental disorders/ (403,143)
. mental* illness (38,046)

. mental health (129,429)

. CAMHS.mp (305)

. psychiatr*.mp (214,304)

.14 or150r160r 17 or 18 or 19 or 20 (603,230)
. exp risk assessment (7970)

. exp risk management (3085)

. risk*mp (216,990)

. 22 or 23 or 24 or 25 (216,990)
. exp hospitalize patients/ (9988)
. inpatient*.mp (36,905)

. in-patient*.mp (65,851)

. admission*.mp (27,054)

. admit*.mp (22,754)

. discharge*.mp (25,454)

. 26 0r 27 or 28 or 29 or 30 or 31 (154,419)
. 13 and 21 and 25 and 32 (933)
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Appendix 3 Phase 1 screening tool

Screening Tool: RiSC Scoping Review

Identification, assessment and management of risk in young people (aged 11-18)
with complex mental health needs using inpatient mental health services

Author’s | | Yer[ | Cowntry[ |
1" Reviewer: | | Decision: | | 2" Reviewer| | Decision| |

Yes Unclear No
1. Hospital (Inpatient) | | | \ |:| Exclude (do not proceed)
If yes: Please specify
2. Type of inpatient
Admission (In)
Inpatients (Through) I:l
Discharge (Out)
Post Discharge (e.g Days/Months/ Years
Readmission, self-harm at post discharge
later date)
3. Adolescents Yes No

ANY Adolescents (11-18 years) in sample Exclude (do not proceed)

If yes then
ALL Adolescents (11-18 years) in sample

If no then

Disaggregated results for 11-18 years (mean age within 11-18 yrs proceed)

Mean age of sample

Age range of sample

Notes
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Author/s | | Yer[ | Cowntry[ ]

4. Risk Yes No

Risk l:l |:| Exclude (do not proceed)

Identification

Assessment

Management

After Care(self-harm/ suicide
rates, readmission)

5.Type of Risk (Subotsky 2003)

Harm to self Please specify

(i.e suicide, refusal to eat, use of solvents, drugs or alcohol)

Harm to others I:l Please specify |

(i.e aggression, fire setting)

Harm from others |:| Please specify |

(i.e parents (directly through failure to protect), or other family members, foster case, other young adults, other agency staff),
Physical, emotional abuse and neglect

Harm from the health care Please specify
system and its staff

(Side effects of medication or adverse effects of in-patient admission such as loss of educational continuity)

6.Type of Papers
Research Study design
Single Centre Multi Centre
Aim
Review |:|
Other |:| Please Specify |
Notes
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Appendix 4 Included papers in phase 1 scoping
exercise
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Appendix 5 YoungMinds consultation report

RiSC

An evidence synthesis of risk identification, assessment and management for young
people using tier 4 inpatient child and adolescent mental health services (CAMHS)

Young people’s consultation

YoungMinds

April 2013

What we did

Over the course of a week we held five separate recorded conversations with young
people who had been previously been in CAMHSs inpatient settings to ask them about
their perceptions of risk. The young people were extremely insightful and had a
number of interesting points and common ideas about a variety of risks to young
people existing in both CAMHs in patient settings as well as on adult wards.

The conversations with young people were recorded and partially transcribed so that
the ideas, quotes and themes could be used to stimulate debate amongst members
of the project team and stakeholder group.

The young people were asked five specific questions:

e What do you think the risks to children and young people in inpatient settings
are?

e How do you think those risks are assessed?

e What do you think is done about those risks?

e Do you think there are a different set of risks for young people who are
inpatients in adult wards?

e What risks do you think the research team should focus on in its in depth
review?

What the young people said

What do you think the risks to children and young people in inpatient settings
are?

The young people talked about a wide range of risks and some risks were seen to be
more obvious whilst others were more obscure. The young people we spoke to felt
that all of the risks should be taken seriously and that just because a risk might be
less obvious it didn’t make it any less important, in fact quite the reverse. Risk was
seen as a very broad term covering lots of areas including; physical harm to one’s
self, or from others as well as the risk of emotional harm resulting from social
isolation, negative peer pressure and the lack of quality education, young people
becoming ‘institutionalised’ and poor planning on discharge.

“l think that they can be volatile places, several people all in together and the
atmosphere can be quite fraught there is a risk of violence from other patients.”
“...Injury from being restrained.”

“...Risk to emotional wellbeing of seeing and experiencing really distressing scenes.”
“People who have been in units for years some risk of getting institutionalised and
not being able to cope when getting out.”

“...Missing out on education you can’t get qualifications. There was a school attached
to the unit | was in but it wasn’t good enough. The quality wasn’t good enough.”
“Facebook is not allowed and where that’s the main form of communication the risk
of becoming detached and isolated increases.”
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“From my experience the risks are becoming identified as someone who is “ill” so
you use your normal identity in friendships groups, families, and professionals. You
begin to see yourself as “ill” and don’t know where you fit outside of that category.”
“It isolates the family as well: They are seen as not suitable to look after their child. It
has an impact on the emotional wellbeing of family.”

“Hospital was a safe place and so it was hard to go home.”

“My life was fragmented.”

“The risk of you to yourself and the other one will be the cliques that form in an
inpatient setting aren’t healthy and unhealthy habits are picked up and are taken on
from the hospital.”

“You go into prison and you are good at cannabis and go to prison and you come out
with a PhD in Cocaine. Self-harm, eating, medication abuse. CAMHS units expose
you to things that you are not ready for that are not part of your life and you are not
ready for.”

“The obvious one is the risk to yourself of self-harming, but there are risks that are
thought about less; the emotional needs of people, being around other people who
are not in a good place can be emotionally damaging.”

“Falling behind with education or work: The impact of this was this | was missing out
on a lot of school work — | was behind with work and with friendships and | was not
fitting in with people.”

“It's not sensible to send people out from an inpatient unit into a highly stressful
situation again without the slow integration.”

How do you think those risks are assessed?

This question also generated some really common answers in that the young people
we spoke to felt that some risks, like self-harm, were assessed thoroughly, though
not necessarily positively, whilst others such as the lack of educational continuity was
ignored.

“There was a lot of care taken over things and it was gone over and evaluated in
meeting. There are some things are more difficult to assess. It's much harder assess
the emotional impact that being restrained has on someone.”

“Education wasn’t part of the priority at all. It might not be a priority at the time but
you won'’t be in there forever.”

“People don’t really acknowledge that it becomes an identity until you are
recovering.”

“The risk of being out of a friendship group was not noticed or acknowledged and
friendship groups were not nurtured.”

“Assessing risk should be about having individual conversations with young people
that are inclusive and done with the young person. It needs to be informal. Risk
needs to be seen as a very personal thing and is not a black and white issue.”

“l think the risks of self-harm and suicide are thought about extensively with the
whole team in ward rounds and risk assessments will be done before people leave.
The other types of risks are not being thought of at all. | can’t remember ever being
asked about education at all. In terms of relationships on the ward but it was not
necessarily done in a sensitive way. Also, risk assessment procedures aren’t
followed through because of people’s workloads. Emotional and educational risks are
not taken into account.”

What do you think is done about those risks?

As with the young people’s perceptions of assessment, what was being done to
mitigate the risks that were identified was split between the ‘obvious’ risks and the
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‘less obvious’. The young people were aware of some actions being taken but felt
there were significant gaps that need to be addressed. The young people also
highlighted practice in relation to the assessment of physical risks which the young
people felt were very unhelpful, in particular around restraint and threats to send
young people to an adult ward. The young people talked about planning for
discharge in response to this question but again highlighted this as inconsistent and
often poor.

“There is training on how they restrain you and I’'m sure they are gone over but
training is hard because the reality is different.”

“If someone becomes very volatile and violent they were told they were discharged
or were sent to an adult unit.”

“They do try and plan for leaving and it is staggered. They have to talk to you about
what happens next but it feels rushed and to pressured because of the strain on
money. It was more about getting people ‘well enough’ but that’s not really making
enough progress.”

“The risk of isolation was not addressed at all, nothing was done.”

“Family wise we had family therapy which could have been a space to address but
there wasn’t a space for them to go which was just for them. Though | might have
taken this badly at the time and might not have understood their needs and the risk
to them.”

“The action can be very tick box based and a lot of the time things aren’t explained
well enough to the young people and not enough is done about it. Sometimes even if
there is a care plan the young person might not know about it of feel like they were
given the opportunity to take part in it.”

“Having discussions with nursing staff and meetings with the doctor about physical
safety; the typical risks being managed; windows are closed, sharp things are taken
away. There was a discussion around college work which was focussed on do you
need to drop out not how could you carry on.”

“We have to be seen to be giving you an education because you are under 16 but it
was lip service and not of a high quality at all.”

Are there a different set of risks for young people who are inpatients in adult
wards?

All of the young people we spoke to felt that there were some different risks
associated with being in on an adult ward but they were described as similar but
exaggerated. The young people felt it was more likely you would be physically or
emotionally damaged because there is far less support available. Therefore the risks
escalate and this means and increased likelihood of readmission.

“Yes | do, young people are more vulnerable and will be treated like an adult when
you are not. Nurses even say that they are not nice places. You will be put in a room,
medicated and left to it.”

“It was scarier and | didn’t fell as safe. The behaviour from the other patients was
more extreme and so you could see it more. The behaviour from other patients and
the staff from the adult teams were not as able to engage me or willing to look after
me.”

“When you are under 18 you don’t necessarily have an idea of what your rights are
and might have come straight from the family into hospital and this presents new
risks. Discharge is a particular problem as people are sent out without enough
support. How are the friendships managed, people might become institutionalised
and want to get back in.”

“Yes | think there are. There is more risk of self-harm and suicide because there is
less supervision. There is far less emotional support; if you are quiet people leave
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you alone. There is no education, no contact with peer group inside of less of a
change to get a peer group. It was also really, really scary.”

What risks do you think the research team should focus on in it’s in depth
review?

There were a range of ideas that the young people felt the research team should
focus on but there was certainly an interest in the emotional consequences of having
your life ‘fragmented’. They young people certainly perceived the practice of the
CAMHS workers on the wards as aimed far more at the assessment and mitigation
immediate risks to the physical harm of young people. This was seen as coming from
a lack of research in this area.

“‘Restraint; it's done in the same way as the police, it's done in an aggressive way
and it’s used as a deterrent.”

“Institutionalisation: People like the routine of being in a unit; it's safe.”

“They should be looking at the identity issue; you become to see yourself as not well
and not normal or part of normal society and friendship groups. It’s easier to hang on
to that identity. The more you are in institution that says you have to be ill the more
the increase in risks. Detaching from that label is the most difficult thing.”

“The idea that risk assessing people high risk makes it more likely that they will be at
risk — it’s a self-fulfilling prophesy!”

“l think it should be the emotional and educational risks as they are less thought
about but do need thinking about. Those are the things that allow the people to get
back to a normal life.”

Conclusion

Though we spoke to a relatively small number of young people there were some
clear themes that emerged from all of the conversations and those themes came out
of the direct experiences the young people. They told us that there were a number of
risks that were not adequately being assessed or addressed and that this might be
because of a lack of resources or training. All of the types of risks that we discussed
were seen as equally important and the assessment of risk was highlighted as an
area that needed to be carefully considered as a poorly done risk assessment could
feel extremely punitive and could therefore have a negative effect on the individual’s
emotional wellbeing. Most of the young people talked extensively about the risk of
emotional harm caused through exposure to distressing experiences as well as
negative peer group influences. The young people also mentioned the risk of having
their social lives put on hold indefinitely and the lack of opportunity to get any high
quality educational provision. One young person used the term ‘fragmented’ to
describe how what had happened to their life felt and the result of this fragmentation
was their self-identification as ‘illI’. This new identity was seen as damaging as it
prevented recovery and made it more difficult for the young people to move back into
a ‘normal’ life off the ward. The young people said that they were put on wards to get
better but that in many cases there were reasons why being placed in an inpatient
setting was in fact detrimental to them. However they also recognised that leaving
too early was equally damaging. The risks are present in the immediacy of the
inpatient setting but the failure to address those risks has severe implications on both
the young people and services as not addressing them leads to increased emotional
distress as well as the increased likelihood of a readmission.
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Appendix 6 Accessible overview of the project
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Background

Most children and young people experiencing mental health problems are safely cared for in the
community. For those with the greatest need very specialised child and adolescent mental health
services (CAMHSY) are available at what is sometimes referred to as ‘tier 4’. Many, but not all, tier 4
services are provided in hospitals, and it is hospital care that we are particularly interested in in this
study.

What do we know already, and what is missing?

Researchers in the past have studied the care and treatment that young people get when they are in
mental health hospitals. They have also studied the advantages of hospital care, and how young
people are supported when they move from CAMHS to adult mental health services.

In this study we are interested in ‘risk’. ‘Risk’ in mental health services is often used as a shorthand
to refer to the possibility of someone directly harming themselves or others, or coming to harm
through not looking after themselves (self-neglect). People working in mental health services will
often take action to reduce the chances of these things happening.

We know that the risks of suicide, physical deterioration due to mental illness and serious deliberate
self-harm are leading reasons for young people being admitted to hospital. Recognising, assessing
and managing risk in these areas is important for young people. However, other risks also exist,
even though these receive far less attention. One example is the risk that mental ill-health and
hospital admission pose to the psychological and social development of young people. Other
examples are the risks that going into hospital represent to young people’s education, and to their
relationships with family and friends.

Very little is known about how ‘risks’ are identified, assessed and managed as young people go into
mental health hospital, as they are cared for there, and as they make the journey out of hospital. In
this study we are bringing together the evidence in these areas, in a way which no-one has done
before.
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The project

The project is funded by the National Institute for Health Research (NIHR) Health
Services and Delivery Research Programme [project reference: 11/1024/08]. It is
bringing together what is known about the identification, assessment and management
of ‘risk’ for young people (aged 11-18) using hospital mental health services, and
finding out what is known about the costs and cost effectiveness to the NHS of
different approaches.

Specifically the project is identifying and bringing together the evidence for, and the
costs to the NHS of, approaches to risk used as young people (1) go into hospital
CAMHS, (2) are cared for in hospital CAMHS, (3) make the journey from hospital
CAMHS to the community, and (4) make the journey from hospital CAMHS to adult
mental health services. The project will also make recommendations for future
services and research.

The study is following the EPPI-Centre framework for reviewing evidence (Evidence
for Policy and Practice Information and Co-ordinating Centre, 2007). This is an
approach recommended for reviews where the findings need to be of practical use to
people whose work involves making decisions about policy and future services. The
EPPI-Centre framework has two stages, and includes opportunities for people outside
of research teams to advise on the direction reviews should take.

Stage 1

In the first, ‘mapping’, stage a search for evidence is taking place using two academic
databases. These databases include details of published research and other types of
information. No attempts are being made to define the meaning/s of the word ‘risk’,
in order that this initial scoping is as comprehensive as possible. From this search a
broad, descriptive, map is being produced of the different ways in which ‘risk’ in
hospital CAMHS has been thought of, studied and written about.

The project team will present this descriptive map to representatives of groups
(including young people) who have interests in the area of young people and mental
health. Working together, priorities will be identified to take forward to the second
(in-depth) stage of the study.

Stage 2

For each identified priority area, research and other evidence will be obtained through
further searches of academic databases, websites and published journals. Calls for
evidence (for example, to organisations known to have interests in the CAMHS field)
will be made.
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Each individual research report identified and included in this stage of the study will
be assessed using a quality checklist. Other types of knowledge included (for
example, reports of local service developments) will be assessed using a separate,
non-research, checklist. Where reports include information on effectiveness and the
costs of different approaches, the quality of the economic evidence will be assessed
using a health economics checklist. If little or no economic evidence is found,
attempts will be made to estimate costs. Findings from each of the agreed topic
priorities will be summarised.

Final summary

Findings from the mapping in stage 1, and from each separate review and economic
analysis in stage 2, will be brought together in a single report. Findings will be set
alongside each other, so that (for example) what is known about ways of identifying,
assessing or managing ‘risk’ and their costs can be looked at alongside what is known
about young people’s and staff members’ views and experiences. The importance of
what has been learned for the NHS will be highlighted, and the gaps in what is
currently known identified.

The team

We are a team of mental health nurse researchers, a senior mental health nurse
practitioner, a health services researcher, a health economist and an information
services expert:

Dr Ben Hannigan (Chief Investigator), Cardiff School of Nursing and Midwifery
Studies, Cardiff University.

Email: hanniganb@cardiff.ac.uk

Deborah Edwards (Project Manager), Cardiff School of Nursing and Midwifery
Studies, Cardiff University.

Email: edwardsdj@cardiff.ac.uk

Nicola Evans, Cardiff School of Nursing and Midwifery Studies, Cardiff University.

Email: evansng@cardiff.ac.uk

Elizabeth Gillen, Information Services, Cardiff University.

Email: gillene@cardifff.ac.uk
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Professor Steven Pryjmachuk, School of Nursing, Midwifery and Social Work,
University of Manchester.

Email: steven.pryjmachuk@manchester.ac.uk

Dr Gemma Trainor, Greater Manchester West Mental Health NHS Foundation Trust.
Email: gemma.trainor@gmw.nhs.uk

Dr Mirella Longo, Faculty of Health, Sport and Science, University of South Wales.
Email: mflongo@glam.ac.uk
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Appendix 7 Stakeholder advisory group terms
of reference
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Background

RiSC is a study taking place over two stages. In the first stage, members of the project
team map the evidence found through a search of academic databases in the area of
risk for young people using hospital mental health services.

This map is presented to members of the RiSC stakeholder advisory group, who are
invited to help agree the priorities for the second stage of the study. In the second
stage, members of the project team conduct a detailed search for research and other
evidence in the agreed priority areas. In this stage members of the project team also
assess the quality of the evidence found, and the costs of different approaches.

Membership

Members of the RiSC stakeholder advisory group are people drawn from
communities with interests in the study and its findings, including health, social care
and education professionals, managers, the charitable sector and young people with
experience of using services.

Terms of reference
1. To receive information on the RiSC project team’s initial (stage 1) mapping,
and help decide the priority areas for the second, in-depth, evidence review
stage of the study.

2. To advise the project team on the types of information which should be
included in the in-depth stage of the study (for example, reports from local
service developments).

3. To receive information on the progress of the second stage of the study, and
advise the project team (face-to-face, and/or via other means such as email) on
any additions or amendments which are thought to be necessary.

4. To advise the project team on where, and in what formats, findings from the

study should be shared.

5. To advise on the future research priorities which should be contained within

the project’s final report.
Working together

Members of the RiSC project team and the stakeholder advisory group will meet on a
maximum of three occasions in Cardiff. Collaborators from the charity YoungMinds
will also consult with young people in order to find out about their experiences and
their views on priority areas. This information will be included at the larger project
team/stakeholder advisory group meetings
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Appendix 8 Agenda for first stakeholder advisory
group meeting
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Stakeholder Advisory Group: Priority Setting Meeting

Venue: Room 704, Eastgate House
35-43 Newport Road, Cardiff, CF24 0AB

Date: Wednesday April 24th 2013

Time: 11.00-2.00

11.00 Welcome and introductions, with refreshments.
11.20 Presentations:

- overview of the project.

- summarising themes from stage 1 mapping review.

- summarising themes from consultations with young people.
12.00 Lunch arrives. Comfort break.

12.10 Working lunch, leading to:

- stakeholder consultation and agreement of priorities for stage 2 of the
study.
1.50  Arranging further stakeholder consultations.
2.00 Close.
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Appendix 9 Candidate areas for phase 2 review

Ranked priorities extracted from meeting participants, the YoungMinds consultation document and the
carer consultation (each list from one participant at the stakeholder meeting):

Bad influences, unhelpful friendships, new peer norms.

Imitating other patients.

Attitudes of staff/therapists, dysfunctional systems, lack of staff training to deal with such behaviour.
Early discharge/making decisions about discharge without consulting patient.

Not acknowledging risk factors that are important to the young person’s well-being.

Transition back into community/adult services. Not enough planning or coping strategies in place to
help patient.

7. Unable to engage with staff members/being isolated increases bad feelings, disempowerment of
family members.

ou kA wWN =

1. Self-injury.

2. Suicide.

3. Disempowerment/distress/no responsibility towards self, no motivation to recover.
4. Violence from patients.

5. Unhelpful friendship with other young people on the unit.

6. Having a new network of friends that all have mental health problems.
7. Contagion: learning and emulating behaviours witnessed in other patients.
8. Risk to education.

9. Stigma on return to mainstream education.
10. Unmonitored visitors taking advantage of young people’s vulnerability (abuse).
1. Losing 'normal’ identity.

2. Not having the chance to achieve educationally.

3. Risk adverse culture leads to lack of progress and increased readmission.
4. Risk of losing connection to social group leads to a longer recovery time.
1. Risk of family breakdown/friends lost.

2. Emotional harm from being in hospital.

3. Increased symptoms severity and breadth.

4. Not feeling safe while an inpatient.

1. Institutionalisation.

2. ldentification with mental disorder.

3. Loss of social contacts/context.

4. Parental disempowerment.

5. Gaining unhealthy friendships.

6. Learning unhealthy behaviour.

7. Traumatisation from admission.

8. Use of compulsory treatment and experience of coercion.

9. Escalation of risky behaviours.

1. Risks to educational progress.

2. Risks associated with discharge planning.

3. Risks to ‘being normal’/stigmatisation.

4. Lack of support/resilience.

5. Risks associated with ‘too much risk aversion’.
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Environmental risk.
Psychological risks.
Self-harm.

Harm to others.
Transition.

kW =

Stigma/discrimination.
Self-harm.

Suicide.

Treatment risks: iatrogenesis.
Social support risks.
Educational risks.

Identity.

NouhkwnN =

Self-mutilation/self-injury: overdose, cutting.
Aggression, violence.

Contagion.

Discharge planning.

Disruption to education.

Rehospitalisation.

Risk assessment triggering admission.

Risk assessment in discharge planning.

NV A WN =

. Risk of harm from the system.

. Emulating self in others’ symptoms whereby risk-taking behaviours increase.

. Families who cannot support the recovery process.

. Inpatient environment feels more secure than home, hence risk-taking behaviour increases at point of
discharge transition.

. Lack of joint working.

. Transitional difficulties into the community/education/lower tiers of CAMHS.

7. Identity.

A wWN -

o Un

1. Institutionalisation.

. Stigmatisation.

. Family/parent re-education, parental change (young people originally coming from a family
background where the likelihood of problems have arisen).

Competition from peers (i.e. self-harm, eating disorders).

Socialisation.

Education.

Disempowerment of young people and families.

w N

No A

Contagion/imitation/'copycat’.

Staff culture, dysfunctional systems.

Managing dissonance/ambivalence.

Displacement.

Disempowerment of parents/carers.

New peer norms.

Stunted developmental trajectory.

Aftercare management.

Transitions.

Not acknowledging the importance of protective factors.

CLXNOUAWN=

—_
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1. Dislocation from peers and family.
2. Parents not involved in decision-making.
3. Contagion.

1. Risks to development trajectories in terms of identity formation, educational achievement, social
development, maturity and decisional capacity.
2. Flipside of risk is management of anxiety: of young person, their parents, their schools, social services,

mental health professionals. Very high ‘objective’ markers of risk need not lead to admission or prevent
discharge. If anxieties can be contained, this reflects resources, training, therapeutic relationships, level

of experience and ‘normality’ of risk to professionals.

3. Risk of exposure to highly abnormal behaviours, etc. Normalisation of abnormality/pathology (including

to professionals/parents).
4. Risk of inpatient admission disempowering parents and parental authority. May be helpful in some
cases but often not.

1. Harm from organisation: restraint, risk assessment.
2. Dislocation from ‘normal’ life: friendship groups and education.
3. Institutionalisation: unit a safe place.
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Appendix 10 Priority areas for phase 2

Appendix 10 groups together the items given by stakeholders and listed in Appendix 9.

Dislocation (n=16)

Contagion (n=6)

Harm from organisation (n=6)

Institutionalisation (n=5)

Self-harm (n=4)

Decision making (n=3)

QLW ~NOOUTS, WN —

ubh wN o UhWN-= OUuThWN—=

A WN =

N —

. Losing ‘normal’ identity

. Not having the chance to achieve educationally

. Risk of family breakdown/friends lost

. ldentification with mental disorder

. Loss of social contacts/context

. Risks to educational progress

. Risks to ‘being normal’/stigmatisation

. Stigma/discrimination

. Families who cannot support the recovery process

. Family/parent re-education, parental change (young people originally coming

from a family background where the likelihood of problems have arisen)

. Stigmatisation
. Dislocation from peers and family
. Risks to development trajectories in terms of identity formation, educational

achievement, social development, maturity and decisional capacity

. Dislocation from ‘normal’ life: friendship groups and education
. Bad influences, unhelpful friendships, new peer norms
. Risk of exposure to highly abnormal behaviours, etc. Normalisation of

abnormality/pathology (including to professionals/parents)

. Imitating other patients

. Increased symptoms severity and breadth

. Contagion

. Contagion

. Emulating self in others’ symptoms whereby risk-taking behaviours increase
. Contagion/imitation/'copycat’

. Environmental risk

. Risk of harm from the system

. Staff culture, dysfunctional systems

. Harm from organisation: restraint, risk assessment

. Attitudes of staff/therapists, dysfunctional systems, lack of staff training to deal

with such behaviour

. Risk adverse culture leads to lack of progress and increased readmission

. Disempowerment/distress/no responsibility towards self, no motivation

to recover

. Emotional harm from being in hospital
. Institutionalisation

. Institutionalisation

. Institutionalisation: unit a safe place

. Self-injury
. Self-harm
. Self-harm
. Self-mutilation/self-injury: overdose, cutting

. Risks associated with discharge planning
. Parents not involved in decision-making
. Flipside of risk, management of anxiety: of young person, their parents, their

schools, social services, mental health professionals. Very high ‘objective’
markers of risk need not lead to admission or prevent discharge. If anxieties
can be contained, this reflects resources, training, therapeutic relationships,
level of experience and ‘normality’ of risk to professionals
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APPENDIX 10

Coding Item

Suicide (n=2) 1. Suicide
2. Suicide
Aggression (n=1) 1. Aggression, violence

Managing dissonance/ambivalence 1. Managing dissonance/ambivalence
(n="1)

Psychological risks (n=1) 1. Psychological risks
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Appendix 11 Phase 2 summary document

Project aim

The overall aim of this project is to synthesise the international research evidence and the UK grey
literature relating to the identification, assessment and management of ‘risk’ in young people (aged
11-18) with complex mental health needs using inpatient mental health services, and to establish what is
known about the costs and cost-effectiveness to the NHS of different approaches.

Objectives

Specifically, the project is examining and synthesising the evidence for, and the costs to the NHS of,
approaches to risk used as young people:

make the transition into inpatient CAMHS;

are cared for in inpatient CAMHS;

make the transition from inpatient CAMHS to the community;

make the transition from inpatient CAMHS to adult mental health services.

Acknowledgement and disclaimer

This project is funded by the National Institute for Health Research Health Services and Delivery Research
Programme (project number 11/1024/08).

The views and opinions expressed therein are those of the authors and do not necessarily reflect those of
the HS&DR Programme, NIHR, NHS or the Department of Health.

Background to the project

One in 10 children and young people between the ages of 5 years and 16 years has a diagnosable mental
health problem.

NHS services are provided using a tiered approach.

The most specialised child and adolescent mental health services (CAMHS) are available at tier 4 to young
people with complex and/or severe needs.

Tier 4 services have diversified, but inpatient CAMHS units continue to have an important place.

Often 'risk’ is used as a shorthand to refer to the possibilities of direct harm to self or others, or harm
through self-neglect.

These are important areas but, in this study, we are also interested in other, less-recognised, risks
(e.g. to the achievement of developmental milestones, psychological maturity, educational attainment,
social integration with family and peers, and personal physical well-being).
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We are conducting an evidence synthesis guided by the Evidence for Policy and Practice Information and
Co-ordinating Centre (EPPI-Centre) framework.

This approach is particularly recommended for reviews where the findings are destined for practical use by
policy-makers, managers and other decision-makers.

The EPPI-Centre approach is two-stage, transparent, rigorous and sensitive to stakeholders.

We have conducted an initial scoping search using two databases: MEDLINE and PsycINFO.

We made no attempts to define the word 'risk’.

Abstracts for each paper were read (and, where not available, full papers were retrieved) by two members
of the team and considered against the inclusion criteria: the publication must address risk identification
and/or risk assessment and/or risk management in the case of young people moving into, through and/or
out of mental health hospital/inpatient mental health services.

An initial map was produced of the different ways in which ‘risk’ has been conceptualised, investigated
and otherwise written about in the international literature, and what is currently known in the risk
identification, assessment and management field in the inpatient CAMHS area.

We have grouped the 124 journal papers included in this part of the study under these themes:

Risk of harm to self (n = 65): Suicide (n=53), Alcohol and drug abuse (n=7), General self-harm (n = 3),
HIV/Aids (n=2)

Risk of harm to others (n = 20): Aggression (n = 18), Bullying (n=2)

Longer-term risks found at follow-up (n = 15): Readmission (n =9), Early death (n =2), Disrupted
schooling (n =2), Homelessness (n = 1), Delinquency (n=1)

Early disengagement from services (n = 5): Running away (n = 3), Discharge against medical advice
(n=1), Treatment dropout (n=1)

Risk factors influencing admission and length of stay (n =5)

Risk of harm from the system (n =5): Side effects of medication (n = 3), Sexual abuse by staff (n=1),
Contagion (n=1)

Responding to and managing risk (n = 3): Improving educational attainment (n = 1), Managing the
environment to keep people safe (n= 1), Milieu-based behavioural management to reduce

aggression (n=1)

Predictors of restraint and seclusion (n=3)

Functional impairment (n=1)

Impact of playing fantasy and role-playing games (n= 1)

Current challenges overview (n=1)
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Consultation with young people, conducted through YoungMinds

[March 2013]

In preparation for our first project team/stakeholder meeting, over the course of a week collaborators
working for the charity YoungMinds conducted a series of consultations with young people with
experience of inpatient services.

Young people were asked to say what they saw as the ‘risks’ to children and young people in inpatient
settings, how these were assessed, what was done about them, and what the research team should focus
on in its in-depth review.

A report was delivered to the project team, which included this as a summary:

Though we spoke to a relatively small number of young people there were some clear themes that
emerged from all of the conversations and those themes came out of the direct experiences of the
young people. They told us that there were a number of risks that were not adequately being assessed
or addressed and that this might be because of a lack of resources or training. All of the types of risks
that we discussed were seen as equally important and the assessment of risk was highlighted as an
area that needed to be carefully considered, as a poorly done risk assessment could feel extremely
punitive and could therefore have a negative effect on the individual’s emotional wellbeing. Most of
the young people talked extensively about the risk of emotional harm caused through exposure to
distressing experiences as well as negative peer group influences. The young people also mentioned
the risk of having their social lives put on hold indefinitely and the lack of opportunity to get any high
quality educational provision. One young person used the term ‘fragmented’ to describe how what
had happened to their life felt and the result of this fragmentation was their self-identification as “ill’.
This new identity was seen as damaging as it prevented recovery and made it more difficult for the
young people to move back into a ‘normal’ life off the ward. The young people said that they were
put on wards to get better but that in many cases there were reasons why being placed in an
inpatient setting was in fact detrimental to them. However they also recognised that leaving too early
was equally damaging. The risks are present in the immediacy of the inpatient setting but the failure
to address those risks has severe implications on both the young people and services as not addressing
them leads to increased emotional distress as well as the increased likelihood of a readmission.

Carer consultation [March 2013]
A member of the project team consulted with a parent whose child has used inpatient CAMHS to hear this
person’s views of the risks to young people entering, using and leaving hospital.

Key messages from this consultation included the idea that admission to inpatient CAMHS can increase risk
through the learning of abnormal, dangerous, behaviours and the forming of new, unhelpful, friendships.

Stakeholder meeting [April 2013]
An independently chaired project team/stakeholder meeting was convened in Cardiff.

In addition to the project team participants included: a collaborating representative from YoungMinds,
young people with experiences of CAMHS, a senior NHS CAMHS manager, a senior child and adolescent
psychiatrist, a senior CAMHS therapist, and a senior nurse with inpatient CAMHS responsibilities.

An overview of the project along with the broad themes arising from the stage 1 mapping exercise was
presented. Themes were displayed visually around the room on flip charts in the form of individual
descriptive maps.

A presentation from YoungMinds was given drawing on the consultation exercise conducted with
young people.
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Participants were invited to record independently written responses to the question, ‘What do you think
the risks for young people are as they make the transition into, through and out of inpatient CAMHS?"
before sharing their ideas, and a facilitator recorded these on a flip chart using the words spoken by
the participants.

The views of the carer, previously consulted, were reported.

A facilitated group discussion followed, to seek explanations or further details about any of the ideas that
participants had produced that were not clear to all.

Participants were then asked to write their personal priorities (where 1 was the most important) for the
in-depth, second, stage of the project: drawing on both the descriptive maps capturing existing research
and on the risks independently identified by individual participants and by people previously consulted.

Stage 2: Identifying priorities [ongoing]
Following the April meeting the project team collated all the responses from this priority-setting activity
and took the first three priority areas from each participant (n = 14).

The project team took the top three priorities as identified by YoungMinds during their pre-meeting
consultation with young people (n=3).

These 45 top priority responses were coded independently by two members of the project team, and
verified by a third.

Priority areas were identified and the number of times an area was identified was counted:

dislocation (n=16)

contagion (n=6)

harm from organisation (n = 6)

institutionalisation (n = 5)

self-harm (n=4)

decision-making (n=3)

suicide (n=2)

aggression (n=1)

other [managing dissonance/ambivalence (n = 1) and psychological risks (n = 1)].

The top priorities are all examples of ‘less obvious' risks, and, as such, are unlike many of the more
‘clinical’ risks identified in our stage 1 mapping of the literature.

Dislocation is the word the project team is using to describe the top priority emerging for the second
stage of this review. This includes the ideas of young people being removed from ‘normal’ life, of being
‘different’ and of experiencing ‘fragmentation’.

Dislocation also captures the ideas of being stigmatised and discriminated against, and of young people
losing their previous identities, social contacts and friendships groups. It includes isolation from, and
within, families.

Dislocation also includes the risks presented to young people’s educational, psychological and
social development.

Dislocation implies unhelpful /oss, and Contagion (the second emerging priority for the next stage of the

review) implies unhelpful gaining: the risk of being exposed to and of learning abnormal behaviour, and of
new and unhealthy friendships.
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Stage 2: Mapping priorities to keywords

Dislocation and Contagion are broad terms, and the project team has been identifying other, related,
keywords that will allow us to search for research papers, policy documents, reports of service
developments (etc.) in these linked areas.

We have been testing out combinations of these keywords in databases to see what evidence we can find.

Stage 2: Requesting feedback from the stakeholder group
At this stage the project team plans to take both Dislocation and Contagion forward as the two, linked,
top priorities for the second phase of this evidence synthesis.

This implies a move away from the more ‘clinical’ risks identified in our stage 1 mapping to a set of ‘less
obvious' risks.

We welcome your feedback on these three questions:
Have we reflected stakeholders’ priorities accurately?

If we have reflected the priorities for the in-depth part of our review accurately, then we welcome ideas on
where we need to go for evidence in these areas. If we are gathering information on how the risks of
‘dislocation’ and ‘contagion’ are identified, assessed and managed as young people move into, through
and out of inpatient CAMHS, then where should we look and who should we approach?

What other words can you think of that reflect the ideas of ‘dislocation’ and ‘contagion’, which we might
use to continue our search for evidence?
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Appendix 12 Phase 2 database searches

Applied Social Sciences Index and Abstracts (via Proquest)
URL: http://search.proquest.com/assia/advanced
Date range searched: 1995 to September 2013.
Date search: 12 September 2013.
Records retrieved: 663.
1. su.Exact("adolescents”)
. su.Exact(depressed adolescents”)

3. (adolescen* or teen* or “young adult*” or “young people” or “young person” or youth* or
juvenile®).ti, ab.

N

4. 1or2or3

5. su.Exact("mental health”)

6. su.Exact(“mental health care”)

7. (mental* or psychiatr* or “tier 4").ti, ab.

8 5or6or7

9. 4and 8
10. (CAMHS or “child and adolescent mental health service*).i, ab.
11. 9or 10

12. su.Exact("inpatients”)

13. su.Exact("hospital discharge”)

14. su.Exact(”admission”)

15. (inpatient* or admission* or admitt* or discharge* or transition* or transfer*).ti, ab.
16. 12 or 13 or 14 or 15

17. 11 and 16

18. 17 Limited to 1995-2013

* The BNI and ERIC were also searched using Proquest using a very similar/slightly adapted search to the
one above.

Cochrane Library: to include Cochrane Database of Systematic
Reviews, Database of Abstracts of Reviews of Effects, Cochrane
Methodology Register, Health Technology Assessment and
Economic Evaluation Database

URL: www.cochranelibrary.com/

Date range searched: 1995 to September 2013.
Date of search: 16 September 2013.

Records retrieved: 949.

1. MeSH descriptor: adolescent
2. MeSH descriptor: young adult
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w

11.
12.
13.
14.
15.
16.
17.
18.
19.
20.
21.
22.
23.
24.

© N oA

(adolescen* or teen* or “young adult*” or “young person” or “young people” or youth* or
juvenile®).ti, ab, kw.

lor2or3

MeSH descriptor: mental health

MeSH descriptor: mental health services

MeSH descriptor: mental disorders

(mental* or psychiatr*or “tier 4”).ti, ab, kw.

S5or6or7or8

4and 9

MeSH descriptor: Adolescent Psychiatry

(CAMHS or “child and adolescent mental health services”).ti, ab, kw.
11 0r12

10 0or 13

MeSH descriptor: inpatients

MeSH descriptor: patient admission

MeSH descriptor: patient discharge

MeSH descriptor: transition to adult care

(inpatient* or admission* or admitt* or discharge* or transition* or transfer*).ti, ab.kw.
15o0r16o0or 17 or 18 or 19

14 and 20

MeSH descriptor: hospitals, psychiatric

4 and 22

21 0r23

Cumulative Index to Nursing & Allied Health Literature (via EBSCOhost)

URL: www.ebscohost.com/nursing/products/cinahl-databases/cinahl-complete

Da

Da

te range searched: 1995 to September 2013.

te of search: 13 September 2013.

Records retrieved: 1148.

w N -

11.
12.

NIH

© N o U A

. (MH “Adolescence”)

. (MH “Young Adult"”)

. (adolescen™* or teen* or “young adult*” or “young people” or “young person” or youth* or
juvenile*).ti, ab.

Tor2or3

(MH “mental health”)

(MH “mental health services”)

(MH “psychiatric patients”)

(mental* or psychiatr* or “tier 4").ti, ab.

5or6or7or8

4 and 9

(MH “Adolescent Psychiatry”)

(CAMHS or “child and adolescent mental health service*").ti, ab.
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13. 11 or12

14. 10 0or 13

15. (MH “inpatients”)

16. (MH “patient admission”)

17. (MH "patient discharge”)

18. (MH "transfer, discharge”)

19. (transition* or transfer*) N5 “adult care” ti, ab.
20. 150r160r170r 18 0or 19

21. 14 and 20

22. (MH "Hospitals, Psychiatric”)

23. 4 and 22

24. 21 or 23

25. 24 limited to English language 1995-2013

EMBASE (via Ovid)

URL: www.ovid.com/site/catalog/databases/903.jsp
Date range searched: 1995 to September 2013.
Date of search: 13 September 2013.

Records retrieved: 3617.

exp Adolescent/

(adolescen* or teen* or young adult* or young people or young person or youth* or juvenile*).tw.
1or2

exp Mental Health/

exp Mental Health Service/

(mental* or psychiatr* or tier 4).tw.

4or5o0r6

3and 7

(CAMHS or “child and adolescent health service*”).tw.
8or9

. exp Hospital Patient/

. exp Hospital Admission/

. exp Hospital Discharge

. exp Transition to adult care/

. inpatient* .tw.

.1Tlor12o0r13o0r 14 0or 15

. 10and 16

. exp Mental Hospital

. 3and 18

. 17 0r19

. Limit 20 to (human and English Language and yr=1995-current)

O Nk wWwN =

NN —m — v v 8 ey v oy oy
0O LVLXONOUAWN—=0 L
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Health Management Information Consortium
URL: www.ovid.com/site/catalog/databases/99.jsp

Date range searched: 1995 to September 2013.

Date of search: 16 September 2013.

Records retrieved: 1053.

exp Young People/

(adolescen* or teen* or young adult* or young people or young person or youth* or juvenile*).tw.
1or2

exp Mental Health/

exp Mental Health Services/

(mental* or psychiatr* or tier 4).tw.

S5or6or7

3and 7

(CAMHS or “child and adolescent health service*").tw.
8or9

. exp In Patients/

. exp Patient Admission/

. exp Patient Discharge/

. (transition* or transfer*) adj5 “adult care” .tw.
.1or12o0r130r 14

. 10and 15

. exp Mental Health Hospitals/

. exp Mental Health Units/

. exp Psychiatric Units/

. 17 o0r18o0r 19

. 3and 20

. 16 0or 21

. Limit 22 to (English language and yr="1995-Current”)

NV A WN =

N NN N D
WN =00 ~NOUlAWN-=0 0

MEDLINE (via Ovid)

URL: http://ovidsp.uk.ovid.com/sp-3.14.0b/ovidweb.cgi?&S=DPHPPDC GALHFHANKFNLKADEGBMNOAAO0&
New+Database=Single%7c7

Date range searched: 1995 to September 2013.

Date of search: 12 September 2013.

Records retrieved: 3830.

exp Adolescent/

exp Young Adult/

(adolescen* or teen* or young adult* or young people or young person or youth* or juvenile*).tw.

lTor2or3
exp Mental Health/

RAREEEC I
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exp Mental Health Services/
exp Psychiatric Nursing/
(mental* or psychiatr* or tier 4).tw.
9. 5o0r6o0r70r8
10. 4and 9
11. exp Adolescent Psychiatry/
12. (CAMHS or “child and adolescent health service*").tw.
13. 11 or12
14. 10 or 13
15. exp Inpatients/
16. inpatient*.tw.
17. exp Patient Admission/
18. exp Patient Discharge/
19. exp Transition to Adult Care/
20. 150r160or 17 0or 18 0r 19
21. 14 and 20
22. exp Hospitals, Psychiatric/
23. 4 and 22
24. 21 or 23
25. Limit 24 to (English language and humans and yr="1995-Current”)

© N

PsycINFO (via Ovid)

URL: www.ovid.com/site/catalog/databases/139.jsp
Date range searched: 1995 to September 2013.
Date of search: 12 September 2013.

Records retrieved: 1875.

(adolescen* or teen* or young adult* or young people or young person or youth* or juvenile*).tw.
exp Mental Health/

exp Mental Health Services/

exp Psychiatric Patients/

(mental* or psychiatr* or tier 4).tw.

2or3ordor5

1and 6

exp Adolescent Psychiatry/

(CAMHS or “child and adolescent health service*").tw
.8o0r9

. 7or10

. exp Hospital Admission/

. exp Hospital Discharge

. inpatient* .tw

. (transition* or transfer*) adj5 “adult care” .tw.

. 12or13or 14 or 15

. 11and 16

. exp Psychiatric Hospitals/

. exp Psychiatric Hospitalization/

0Nk WwN =

N
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20. exp Psychiatric Hospital Admission/

21. exp Psychiatric Hospital Discharge/

22. 18 or 19 or 20 or 21

23. 1and 22

24. 17 or 23

25. Limit 24 to (human and English Language and yr="1995 to Current”)
Keyword searches performed in the remaining databases

To include Scopus, Social Care Online, Social Services Abstracts, Sociological Abstracts, Turning Research
into Practice Plus and Web of Science.

British Nursing Index
URL: www.proquest.com/products-services/bni.htmi

Date range searched: 1995 to September 2013.
Date of search: 16 September 2013.
Records retrieved: 120.

Turning Research into Practice
URL: www.tripdatabase.com/

Date range searched: 1995 to September 2013.
Date of search: 16 September 2013.
Records retrieved: 15.

Web of Science
URL: http://wok.mimas.ac.uk/

Date range searched: 1995 to September 2013.
Date of search: 16 September 2013.
Records retrieved: 437.

Scopus
URL: www.scopus.com/

Date range searched: 1995 to September 2013.
Date of search: 13 September 2013.

Records retrieved: 525.
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Health Management Information Consortium
URL: www.ovid.com/site/catalog/databases/99.jsp

Date range searched: 1995 to September 2013.
Date of search: 16 September 2013.
Records retrieved: 75.

Social Care online
URL: www.scie-socialcareonline.org.uk/

Date range searched: 1995 to September 2013.
Date of search: 16 September 2013.
Records retrieved: 497.

Social Services Abstracts
URL: www.proquest.com/products-services/ssa-set-c.html

Date range searched: 1995 to September 2013.
Date of search: 13 September 2013.
Records retrieved: 364.

Sociological Abstracts
URL: www.proquest.com/products-services/socioabs-set-c.html

Date range searched: 1995 to September 2013.
Date of search: 13 September 2013.
Records retrieved: 364.

EconlLit
URL: www.ebscohost.com/ACADEMIC/econlit

Date range searched: 1995 to September 2013.
Date of search: 13 September 2013.
Records retrieved: 15.

1. (adolescen™ or teen* or “young adult”* or “young people” or “young person” or youth*
or juvenile*).kw.
2. (mental* or psychiatr* or “tier 4").kw.
3. (inpatient™ or admission* or admitt* or discharge* or transfer* or transition* or hospital*).kw
4. Tand 2 and 3
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Appendix 13 Call for evidence for phase 2

South Wales Mental Health NHS Foundation Trust

Working in tier 4 CAMHS?

Can you help us with our evidence synthesis?
In this two-phase project we are bringing evidence together on
the identification, assessment and management of ‘risk’ for
young people (aged 11-18) moving through tier 4 in-patient
CAMHS, and establishing what is known about the cost
effectiveness to the NHS of different approaches. From scoping
the literature in phase 1 we have found that much of the existing
research is concerned with clinical risks, particularly self-harm
and suicide.
To determine a focus for the second, in-depth, phase of our
project we have conducted a consultation exercise involving
young people, carers, NHS managers, practitioners and
voluntary sector workers. Some of the things young people have
told us are: ‘people who have been in units for years risk [...] not
being able to cope when getting out’; ‘missing out on education
you can’t get qualifications’; ‘it isolates the family [...]. They are
seen as not suitable to look after their child’.
Guided by this consultation we are now searching for evidence
relating to the less obvious risks for young people moving into,
through and out of inpatient mental health services. Examples of
these less obvious risks are:

e being removed from ‘normal’ life

e losing out educationally

e falling behind in psychological and social development

e being exposed to, and learning, unhealthy behaviour

e being stigmatised and discriminated against

e losing previous identities, social contacts and friendships

e being isolated within families
In addition to searching for published research and related
materials we are also requesting copies of policies, service
specifications and other local documents which CAMHS inpatient
units across the UK (both in, and out of, the NHS) are currently
using to inform the identification, assessment and management
of less obvious risks of this type.
Are you able to help? If you or your colleagues have any
information which you think may be relevant then we want to
hear from you. Documents, and general enquiries about this
project, can be sent to:
Deborah Edwards (RiSC Project Manager):

School of Healthcare Sciences, College of Biomedical & Life
Sciences, Cardiff University, Eastgate House, 35-43 Newport
Road, Cardiff, CF24 0AB.,

Tel: 029 20917810,

Email:edwardsdj@cardiff.ac.u

University of Greater Manchester West m

Thank you for your interest.

We look forward to
hearing from you.
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Appendix 14 Phase 2 screening tool

Screening Tool: RiSC Phase 2 Review

Identification, assessment and management of ‘risk’ in young people (aged 11-18)
with complex mental health needs using inpatient mental health services

Author/s | | Year |:| Country |:|
1% Decision: nd Decision
Reviewer: Reviewer
Yes

1. Hospital (Inpatient)

2. Mental Illness

[ 1]
[ 1]

3. Adolescents Yes
ANY Adolescents (11-18 years) in sample
If yes then
ALL Adolescents (11-18 years) in sample
If no then
Disaggregated results for 11-18 years (mean age within 11-
18 yrs proceed)
Mean age of sample
Age range of sample
4. Risk Yes No
Risk |:| |:| Exclude (do not proceed)
Describe
Notes
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Abeles et al. (2008)*°
Adrian et al. (2009)*’
Adrian et al. (2011)*®
Allen (2009)*

Allen et al. (1996)*%°
Anderson et al. (2008)**'
Anderson et al. (2012)**
Ayton and Meads (2012)**
Bean et al. (2005)**
Bechberger (2012)**

15

Bettmann and Jasperson (2009)**¢

Bickerton et al. (2007)*
Cahalane (1997)®

Carek and Hand (1995)**°
Chesson (1997)**°

Chung et al. (2008)**'

Clarke and Winsor (2010)%?2
Cook-Darzens et al. (2001)*>
Curran et al. 2011)***

Daniel et al. (2004)**

Delaney and Engels-Scianna (1996

den Dunnen et al. 2012)*’
Dicker et al. (1997)*®
Drell (2006)**°

Duffy and Skeldon (2013)**°

Duthie (2001)%"

Fishman and Lewis (1998)**
Fontanella (2003)*?
Fontanella (2008)'"

Foster (1998)*%*

Foster (1999)%%°

Galasso (2008)?%°

Garrison and Daigler (2006)**’

)256
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Phase 2 excluded studies

Psychometric assessment: CAMHS dependency scoring

Correlation study: emotion regulation and family and peer influences
Correlational study: non-suicidal self-injury and family and peer influences
Not inpatient: news article reporting on a policy document already sourced
Not less obvious risks: follow-up study

Not adolescents: 25-51 + years

Not risk: development of a patient classification system

Not risk: concerned with care programme approach

Not risk: effectiveness of residential care

Not inpatient: partial hospitalisation programme

Review: relevant references extracted

Not inpatients: outpatients

Not risk: family satisfaction

Not risk: change over time in one unit

Not adolescents: mean age 9.3 years

No disaggregated findings for adolescents in sample: rehospitalisation and
parental influence

Not adolescents: 18-25 years

Not risk: family therapy for eating disorders

Not less obvious risk: adult wards

Not risk: review of aftercare services

Not risk: parents’ perceptions of child’s emotional illness and treatment needs
Not risk: factors influencing long-term follow-up

Not less obvious risk: family support and admission

Unable to determine age of adolescents: text refers to sample throughout
as adolescents

Not risk: development of child and adolescent mental health intensive
treatment service

Not less obvious risk: adult wards

Not risk: medication compliance

Not less obvious risks: predictors of readmission
Not less obvious risk: predictors of readmission
Not less obvious risks: timing of follow-up services
Not risk: readmission and aftercare services

Not risk: resilience

Not risk: discussion of treatment settings
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Geraghty et al. (2011)*®

Ghaziuddin et al. (1999)*°
Gorske et al. (2003)*"°

Gowers and Rowlands (2005)*”"
Gowers et al. (2001)*"

Green et al. (2001)*7®

Green et al. (2007)*%®

Gross and Goldin (2008)7

Gullick et al. (2005)*”

Gunter et al. (1999)*¢
Harpaz-Rotem and Blatt (2005)*”’
Hawkridge (2002)*"®

Heinberg et al. (2003)*”°

Hodges et al. (1999)%°

Hofstra et al. (2011)%®'
Jacobson et al. (1996)%2

Johnson (1996)%3

Joiner et al. (1997)%
Joiner (2001)**

Jonikas et al. (2003)*%
Kaplan and Racussen (2013)**’
Kashani et al. (2000)*#
Kavanaugh and Holler (2012)**°
Kennedy (1999)**°

Kerr et al. (2006)*"

King et al. (1997)**

King et al. (1997)**

Kiser et al. (1996)***

Kjelsberg et al. (1999)'*
Kjelsberg (1998)**

Kolakoski (2000)*%

Kroll and Green (1997)7®

Kurtz (2009)®
Lamb et al. (2008)**’

No disaggregated findings for adolescents in sample: peer support service

(consumer consultants); children and youth of an inpatient unit aged 0-17 years

Not risk: predictors of medication non-compliance

Not inpatients: no disaggregation of community from RTC patients
Not less obvious risk: general description of inpatient services

Not risk: general data on inpatient admissions

Not less obvious risk: health gain and costs/therapeutic alliance
Not less obvious risk: health gain and costs/therapeutic alliance

No disaggregated findings for adolescents in sample: working in families of
children and adolescents in an inpatient child and adolescent mental health
facility; single case study of girl aged 13 years but no data relevant to the
evidence synthesis

No less obvious risk: seclusion

No less obvious risk: reasons for admission
Not risk: psychopathology

Not risk: availability of beds

Not less obvious risk: adult wards

Psychometric assessment: utility of the Child and Adolescent Functional
Assessment Scale in assessing functional status in youth with serious
emotional disturbance

Not risk: psychopathology and family factors

Not risk: comparison of children and adolescents funded by Medicaid and
commercial insurance

Not inpatient: outpatient service

Correlational study: self verification and depression
Correlational study: defensiveness and peer rejection
Not risk: general transition into adulthood

Not risk: crisis recovery model

Not less obvious risk: aggression

Not risk: executive functioning

Not risk: treatment approaches

Correlation study: suicide and family and peer support before admission
Not less obvious risk: suicide

Not less obvious risk: suicide

Not inpatient: partial hospitalisation programme

Not less obvious risk: long-term risks at follow-up
Not less obvious risks: long-term risks at follow-up

Not available: US thesis

Psychometric assessment: development and initial validation of an instrument to

measure family alliance
Not risk: service provision

Not less obvious risk: adult wards
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Lambe (2012)*%®

Landers and Zhou (2011)**°
Laws (1998)*®

Leal (2005)*""

Leavey and Davidson (2006)**
Lee (2007)**

Leon (2000)***

Lepper (2007)**

Lewis (1998)

Lintsi et al. (1998)*”

Lopez (2000)**

Lukonis et al. (2001)*’
Lundberg et al. (2007)**
Mackrell and Lavender (2004)*™
Mattejat et al. (2001)*"
McDougall and Scott (2008)*'?
McDougall et al. (2008)*'
McDougall et al. (2009)*"
McGilloway et al. (2000)"**
McNamara (2002)*™

Mears and Worrall (2001)*"

Mental Welfare Commission for
Scotland (2006)*'®

Miller et al. (2004)*"
Moses (2010)%®

Myers et al. (2008)*'
Niedermeier et al. (1995)**
O'Brien (2002)*'
O'Herlihy et al. (2003)**
Oleniuk et al. (2013)*%
Ornstein et al. (2012)***
Park et al. 2011)*%
Parry-Jones (1997)3°
Petit-Zeman (2001)**’
Phillips (1996)*%®

Pogge et al. (2008)"*
Pridgen (2010)**
Prinstein et al. (2000)**°
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Review: relevant references extracted
Not adolescents
Review: relevant references extracted

Not risk: stigma of mental illness in Hispanic children aged 2—17 years as it relates
to primary payer, admission source and length of stay; secondary analysis of
inpatient data linking to concept of stigma in discussion

Not adolescents: 0-16 years
Unavailable: US thesis
Not less obvious risk: harm to self/aggression

Not risk: report on two examples of early intervention services in the light of new
policy/quidance

Not risk: views of mental health services in general

Not risk: weight and height of school boys

Not available: US thesis

Not inpatient: suicide risks in the community setting

Not adolescents: 18-84 years

Not risk: peer relationships in general

Unavailable: insufficient information and reference to German-language thesis
Not less obvious risk: adult wards

Not risk: overview of tier 4 services

Not less obvious risk: adult wards

Not less obvious risk: adult wards

Not risk: discussion of working within the law

Not less obvious risk: Children Act and Mental Health Act

Not less obvious risk: adult wards

Not risk: patterns of comorbidity

Not in-patient: wraparound programme — community-based intervention
Not available: unable to locate via interlibrary loan

Psychometric assessment: validity of Family-of-Origin Scale

Not risk: parent support group — facilitator’s perspective

Not adolescents: children and adolescents

Not adolescents: children and adolescents

Not inpatient: partial hospitalisation

Not less obvious risk: adult wards

Not risk: treatment

Not mental health: cancer patients

Not less obvious risk: behaviour ratings by teachers and therapists
No less obvious risks: 6-year outcomes after treatment

Not risk: skills-based internet curriculum

Correlational study: peer functioning and suicidal ideation in an inpatient sample
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Prinstein et al. (2010)**'

Puasiri et al. (2011)**

Pugh (2008)**

Puotiniemi et al. (2002)**
Reilly (2006)**

Rice et al. (2002)"
Rutkowski (2011)%%®
Sawyer and Kosky (1995)*”

Schnell (2008)*®

Scott et al. (2001)**
Sheftall et al. (2013)*%
Shulman et al. (2000)**'

Simon and Savina (2005)**

Simon and Savina (2010)**

Slowik et al. (2004)**
Smith (2010)**
Sourander and Piha (1996)**

Stage (1999)*
Steel and Ofield (1998)**
Street and Svanberg (2003)**

Street (2004)*°

Sutherland and Harkness (2007)**
Tan et al. (2004)**

The Children’s Commissioner for
England (2007)"

Thompson et al. (2010)*3
Tonin (2007)**

van Bokhoven et al. (2006)**°
Walter and Petr (2004)*°
Welsh (1998)*7

Correlational study: peer influence as a potential risk factor for adolescent
non-suicidal self-injury; study 1, community sample; study 2, inpatient sample;
not related to actual inpatient experience; authors wanted a clinical sample to
study longitudinally

Not risk: family adaption to their child with a mental illness

Not risk: broad-based discussion of impending legislation

Not adolescents: mean age of sample 10.7 years

Not risk: views and experiences of the inpatient admission process
Not less obvious risk: factors influencing admission

Not available: US thesis

Not risk: broad-based discussion on South Australian experience of
CAMHS effectiveness

Not risk: occupational performance
Not less obvious risk: adult wards
Not risk: attachment theory

Correlational study: how hospitalised and non-hospitalised adolescents perceived
their relationships with a close friend

Unable to determine age of children: mental health therapists working with
children in inpatient settings; age of children not specified — author contacted
and such data not collected

Unable to determine age of children: hospital-to-school transitions of children
with mental health disorders; focused on perspectives of special education
teachers; age of children not specified — author contacted and such data

not collected

Unable to determine age of children: open group for parents and carers of
children on two inpatient units

Not risk: discussion article on age-appropriate care environments — points to
policy documents

No disaggregated findings for adolescents in sample: family-orientated treatment
programme for inpatients aged 7-14 years

Not risk: family therapy
Unavailable: unable to locate via interlibrary loan

Discussion of findings from previously published study report that was not
relevant: YoungMinds, Meeting the Needs of Children and Young People with
Serious Mental lliness

Discussion of findings from previously published study reports that were not
relevant: YoungMinds, Whose Crisis Report; YoungMinds, Where Next Report

Not risk: description of daily life in a mental health unit
Not risk: description of service provision

Not less obvious risk: adult wards

Not less obvious risk: adult wards

Not risk: opinion article on young people and the mental health-care system
Not adolescents: mean age of sample 10.1 years

Not risk: transition to standard schools from special school

Not less obvious risk: adult wards
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Study Reason for exclusion

Wood et al. (2008)*® Not inpatient: young offenders

Worrall et al. (2004)**° Not less obvious risk: adult wards

Yonge (2007)°%° Unable to determine age of adolescents: text refers to sample throughout
as adolescents

YoungMinds (2008)*' Not less obvious risk: adult wards

Zaitsoff et al. (2009)% Not risk: social competence in eating disorders

Zilikis et al. (2011)% Not risk: admission parameters
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Appendix 16 Phase 2 data extraction research
papers (qualitative studies) (n = 8)
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Appendix 20 Phase 2 data extraction
(clinical case reports and practice initiatives) (n = 7)

Author (year of publication)

Country

Focus

Jones (2007)%'

UK

Dislocation: Families; Dislocation:
Friends; Dislocation: Education

Wilkinson (2001)**
Norway

Dislocation: Families

LePage (2005)**
Canada

Dislocation: Families

Nejtek et al. (2010)*?
USA

Dislocation: Families

Olson (2006)%%*
USA

Dislocation: Families

White et al. (2006)'*
USA

Dislocation: Education

Garrison (2007)?%°
USA

Dislocation: Families

Description and key findings relevant to the review

Clinical case report. Looks at the patient’s journey through a tier 4 NHS
children’s psychiatric inpatient unit for 7- to 14-year-olds. Presents a case
illustration of a 13-year-old boy and considers, in brief, family functioning,
suitable school provision and identity of child within a peer group

Clinical case report. Describes the therapeutic principles and practice on a
psychiatric inpatient unit for young people, which include the involvement of
family members

Clinical case report. Describes the impact of early family participation within
inpatient assessment and treatment of youths diagnosed with a first episode
psychosis at a regional children’s psychiatric centre for young people aged
0-18 years. A case of a 15-year-old male is presented

Clinical case report. Presents a case study of a 15-year-old male and pulls out
issues of maternal non-compliance

Clinical case report. Discusses engaging adolescents with their parents through
a parent/adolescent activity group and provides a case description of two
16-year-old males and a 17-year-old female

Local practice initiative. Report on a ‘program [which] provides intensive
school-based support and care coordination during the first six to ten weeks
after discharge’. Refers to preparatory work before discharge involving care
co-ordinator liaison with students, families, the school and the hospital. Return
to the classroom is followed by ongoing support. Cites routine data indicating
the use of this programme by 99 young people between October 2003 and
November 2005, and success in resuming their studies for all 67 students for
whom educational status data was available

Local practice initiative. Described the development of an exercise that involved
the use of movies to facilitate family engagement in hospitalised adolescents.
Concluded that 'movies can engage adolescents and families in treatment
quickly” and ‘with thoughtful movie selection and targeted discussions to
address communication and the family’s own crises, the movie intervention can
help empower a family to navigate its way through a crisis together’
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Appendix 21 Phase 2 policy and guidance

documents

NHS Commissioning Board (2013)**

NHS Standard Contract for Tier 4 Child
and Adolescent Mental Health Services
(CAMHS): Children’s Services

Focus: Dislocation: Families; Dislocation:
Friends; Dislocation: Education

Aims and objectives of service:

Providing treatment in a safe, age appropriate, child friendly environment
where risks are managed proactively and in the least restrictive way
ensuring the safety of the child and others

p. 3

Providing treatment that will result in improved function and safe and
sustainable recovery and improved resilience as shown by improved
mental well-being, increased social inclusion, increased access to
education and improved peer/family relationships

p. 3

Working collaboratively with parents/carers to provide family centred care
p. 3

Treatment and care programme approach:

All families will be offered Family meetings which will start within one
week of admission and should continue at a frequency determined by
the child’s needs

p. 8
Service environment:
Facilities which include a room which is suitable for contact between
children and their families and is available at weekends and evenings
p. 11

Education:

All day/in-patient services will provide educational sessions during normal
academic term. Education should be an integral part of the service
provision. The Provider educational provision should be The Office for
Standards in Education (OFSTED) registered. The Provider educational
provision will be funded by re-charge of the patient’s home-base

Local Authority

p. 11
Discharge planning and discharge:
The service will ensure high levels of liaison with schools to ensure
educational reintegration is successful
p. 11

Treatment and interventions:

Whilst day/in-patients the child/young person shall receive education
specifically tailored to individual need and provided by teachers skilled in
special needs teaching. There should also be a programme of
suitable activities

p. 32

ANNEX 1 TO SERVICE SPECIFICATION: PROVISION OF SERVICES TO CHILDREN

Aims and objectives of service

Families with children have easy access to hospital facilities for children
without needing to travel significantly further than to other similar amenities
p. 36
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APPENDIX 21

Department of Health (2003)*®

National Service Framework for Children,
Young People and Maternity Services:
The Mental Health and Psychological
Well-Being of Children and Young People
[now archived]

Focus: Dislocation: Stigma; Dislocation;
Family; Dislocation: Education

1. Introduction

1.1 The National Service Framework for Children, Young People and
Maternity Services establishes clear standards for promoting the health
and well-being of children and young people and for providing high
quality services which meet their needs

p. 3

1.2 There are eleven standards of which this is the ninth. They cover the
following areas:

Standard 9 The Mental Health and Psychological Well-being of Children
and Young People

6.2 Many children, young people and their families who could benefit
from mental health services for assessment and treatment are not
accessing services. There are a variety of reasons for this: a lack of trust in
statutory services; a wish to solve problems themselves; a lack of
recognition and agreement that a problem exists; a fear of being teased
and stigmatised; a fear of confidentiality being broken and a belief that
nothing can be done. These can all affect the take-up of help

p. 15

6.3 It is often the children and young people about whom there is most
concern, and who are likely to experience the poorest outcomes, who are
most reluctant to seek help. Services therefore need to respond flexibly
and creatively in order to be able to meet their needs. The setting in
which the first contact is made may make a difference e.g. in school
which may be seen as less stigmatising for some or, where confidentiality
is of particular concern, away from school for a young person who fears
being teased

p. 15

Services are offered as near to home as possible and in a number of
settings to take account of the different needs and choices of children,
young people and their parents or carers. They should include locations
such as schools, homes and family centres, which may be perceived as
less stigmatising, as well as traditional clinic settings

p. 16

Standard:

All children and young people, from birth to their eighteenth birthday,
who have mental health problems and disorders have access to timely,
integrated, high quality, multi-disciplinary mental health services to
ensure effective assessment, treatment and support, for them and
their families

Mental health problems in children are associated with educational
failure, family disruption, disability, offending and antisocial behaviour,
placing demands on social services, schools and the youth justice system.
Untreated mental health problems create distress not only in the children
and young people, but also for their families and carers, continuing into
adult life and affecting the next generation

p. 6

Where a child or young person needs to be placed in an in-patient unit,
every effort is made to find a place that is close to home, so that contact
with the family can be maintained

p. 19
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Department of Health (2011)*"'

No Health without Mental Health:

A Cross-Government Mental Health
Outcomes Strategy for People of All Ages
(current MH policy for England)

Focus: Dislocation: Education;
Dislocation: Families; Dislocation: Stigma;
Dislocation: Normal Life

HEALTH SERVICES AND DELIVERY RESEARCH 2015 VOL. 3 NO. 22

Tier 4 CAMHS refers to the highly specialised provision that may be
required by these children and young people. The different range and
prevalence of serious disorders in childhood compared with adolescence
means that services for these two broad age groups have to cater for a
different range of needs, which need to be reflected in the specific skills
of the staff working with them. The Department of Health has defined
highly specialised services (www.dh.gov.uk) for the minority of children
and young people who may need them. The needs of the young people
and their families may be met by these services in a variety of ways
through intensive outpatient services, assertive outreach, inpatient
psychiatric provision, residential and secure provision or other highly
specialised assessment consultation and intervention services. Amongst
the highly specialist services, inpatient psychiatric units for both children
and adolescents, but separately provided to ensure that the
developmental needs of different age ranges are met, are essential
resources, representing ‘the intensive care of child mental health’. 9.9
Due to the insufficient numbers of adolescent beds, some young people
are being cared for inappropriately in adult psychiatric beds. In addition,
children and young people who are psychotic or who have complex,
persistent and severe behaviour disorders and who first present in
accident and emergency departments may then be admitted to paediatric
wards. A children’s ward is not usually the best place for such patients,
who may need to be in a children’s or adolescent psychiatric unit or other
appropriate, jointly agreed, alternative facilities as soon as possible

p. 31

It is important to recognise that supporting children and young people
with mental health problems is not just the responsibility of specialist
CAMHS. In many cases, the intervention that makes a difference will
come from another service. For example, a child presenting with
behavioural problems may make better progress if his/her literacy
problems are also addressed, in which case an input is required from
education. The lack of provision in one service may impact on the ability
of other services to be effective. Partnership working is an essential
requirement of high quality service provision

p. 7

Complex system: 1.26 Such cross-cutting strategies recognise that the
Government can achieve more in partnership with others than it can
alone, and that services can achieve more through integrated, pathway
working than they can from working in isolation from one another

p. 11

We all need to take responsibility for caring for our own mental health and
that of others, and to challenge the blight of stigma and dliscrimination
p. 5

Sixth agreed objective:
(vi) Fewer people will experience stigma and discrimination

Public understanding of mental health will improve and, as a result,
negative attitudes and behaviours to people with mental health problems
will decrease

p. 6

3.58 Tackling stigma and discrimination and promoting human rights are
at the heart of this strategy. A number of mental health trusts currently
undertake local anti-stigma and discrimination activities, gaining
additional benefit by encouraging service user involvement, thereby
aiding their recovery

p. 29
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3.59 However, to shift public attitudes substantially requires a major and
sustained social movement. Recognising that children and young people
can suffer greatly from the effects of mental health stigma, YoungMinds
has prioritised combating stigma in their Children and young
People’s Manifesto

p. 29

3.12 young people’s ideas about body image and what looks good are
strongly influenced by fashion and friends; and body image is linked to
self-esteem. Eating disorders have a peak age of onset in adolescence.
For more information see No Health Without Mental Health: Delivering
better mental health outcomes for people of all ages

p. 19

4.16 Choice is fundamentally about the objectives and circumstances of
treatment and care. It is just as relevant for children and young people as
for adults. It includes treatment in age- and developmentally-appropriate
settings, care designed to enable children and young people to be at
home with their families as much as possible, and treatment that enables
them to lead as normal a life as possible, at school or college and with
their friends

p. 32

1.1 Mental health is everyone’s business — individuals, families,
employers, educators and communities all need to play their part
p. 5

1.15 Mental health problems can also contribute to perpetuating cycles
of inequality through generations.* However, early interventions,
particularly with vulnerable children and young people, can improve
lifetime health and wellbeing, prevent mental illness and reduce costs
incurred by ill health, unemployment and crime.** Such interventions not
only benefit the individual during their childhood and into adulthood, but
also improve their capacity to parent, so their children in turn have a
reduced risk of mental health problems and their consequences

p. 9

(i) More people with mental health problems will recover

More people who develop mental health problems will have a good
quality of life — greater ability to manage their own lives, stronger social
relationships, a greater sense of purpose, the skills they need for living
and working, improved chances in education, better employment rates
and a suitable and stable place to live

p. 21

1.19 There are also the further, incalculable costs to the individual, their
family and their community of lost potential and unrealised hopes and
goals. The majority of mental health problems affect people early,
interrupting their education and limiting their life chances

p. 10

5.11 For adolescents, multi-systemic interventions that involve young
people, parents, schools and the community have been shown to reduce
conduct disorder, improve family relationships and reduce costs to the
social care, youth justice, education and health systems. Families often
experience multiple problems, such as substance misuse or mental health
problems, parenting problems, child neglect and behaviour problems in
school, or involvement in offending. Evaluation of family intervention has
shown reductions in mental health problems, drug or substance misuse
and domestic violence.72 More details are given in No Health Without
Mental Health: Delivering better mental health outcomes for people of
all ages

p. 40
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5.44 The development of meaningful, high-level outcomes for children
and young people is still at an early stage. The Department of Health is
very aware of the need to develop a considered way forward — working
with its partners in the Department for Education and elsewhere —
building on the learning from, for example, the proposed Adult Social
Care Outcomes Framework

p. 47

5.45 It will be a priority to agree key outcome measures with service
users, including children, young people and their families, and with the
sector as a whole

p. 47

5.60 These arrangements will promote further integration of health with
adult social care, children’s services (including education) and wider
services, including disability services, housing, employment support and
the criminal justice system. This has the potential to meet people’s needs
more effectively and promote the best use of public resources

p. 50

2.3 Different approaches are required for children, young people and
adults, although some interventions are effective in reducing distress and
improving functioning across all age groups. Stigma and discrimination
create barriers for people with mental health problems of all ages and
their families and carers. The principles of the recovery approach, which
emphasises the equal importance of good relationships, education,
employment and purpose alongside reduction in clinical symptoms, apply
equally to children and young people

p. 30

6.10 A number of mental health trusts currently undertake local
anti-stigma and discrimination activities with the active involvement of
service users. This can have the added benefit of supporting
their recovery

p. 84

6.11 While stigma can affect people of any age, the impact on children
and young people at a time when their brains, identities and social skills
are still developing can be considerable

p. 84

Body image and eating disorders

Children and young people learn about what is considered normal
behaviour and what society values from the people close to them, their
surroundings and the media messages to which they are exposed. In the
same way, young people’s ideas about body image and what looks good
are strongly influenced by fashion and friends, and body image is linked
to self-esteem. Young peoples’ diet and appetite can be affected by
stress, worry or tiredness. Worries about weight, shape and eating are
common, especially among young girls. Nearly 1% of women in the UK
between the ages of 15 and 30 suffer from anorexia nervosa, and
between 1% and 2% have bulimia nervosa. Eating disorders start most
commonly in adolescence and are associated with high levels of
mortality, physical health problems and psychological distress, as well as
impaired quality of life

Access to high-quality mental health care, based on the best available
evidence and delivered by staff with an appropriate range of skills and
competencies, is critical to meeting the specific needs of this group of
young people. The Government is bringing together a group of experts
to identify non-legislative ways of tackling low levels of body confidence
p. 18
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Department of Health (Kurtz) (2009)®

The Evidence Base to Guide Development
of Tier 4 CAMHS

Focus: Dislocation: Stigma

1) In order to be accessible, acceptable and effective, services for

child and adolescent mental health may need to be delivered in a
non-stigmatising environment often through the voluntary sector or
universal provision such as schools. It may be necessary to visit families at
home, to offer outreach facilities, and to provide active support to a
young person or their family in using other services with which they may
be unfamiliar

p. 11

1) The effectiveness of interventions to meet the complex and often
entrenched mental health needs of children and young people depends
upon these young people taking up the appropriate service, engaging
with the therapeutic activity and staying with it. Therefore whatever

is needed has to be delivered in a style that promotes take-up:
non-stigmatising venue (outreach in community settings or home,
voluntary sector front; prefer to be regarded as ‘bad’ not mad),
convenient time and place; involving young person in deciding on the
type of intervention and in monitoring his or her progress, building a
trusted relationship with the young person

p. 12
Disadvantages of inpatient care include:
e [oss of support from the child’s local environment
® Presence of adverse effects within the inpatient environment
o Effects of admission on family life
p.7

Effectiveness of Inpatient and Day patient treatment

The overall efficacy of Inpatient care across a range of disorders has been
shown in rigorous research studies which have also shown the following
predictors of outcome:

e High levels of aggressive antisocial behaviour and organic symptoms, as
in schizophrenia predict poor outcome. Emotional disorders do better

e Intelligence measured as IQ shows a moderate positive effect but
functional achievement may be more critical

e Pretreatment family functioning is a key predictor of outcome

e [onger treatment stays are, in general, associated with
improved outcome

e For eating disorders, there are widely differing results

* For depression, suicidality and psychosis little beneficial effects of
inpatient psychiatric care have been shown

e for conduct disorder, multimodal day treatment for children with
disruptive disorders has produced significantly greater improvement in
behaviour than in a control group

e In substance misuse, research shows additional benefits from
community treatment

e For obsessive, compulsive disorder, poorer outcomes are found among
those needing admission compared with those treated as outpatients
p. 87
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Inpatient admission allows detailed assessment in a controlled
environment and away from the family. The individualised assessment
and intensive educational input possible within the inpatient unit can
make a major impact with young people, often whose social adaptation
within their community has broken down and who have a history of
school failure

p. 7

Service Principles

p. 7

Adolescence is a time of rapid developmental change. In addition to
physical, intellectual, emotional and social development, adolescents are
also managing the transition from the world of the child and family to
that of the independence of adulthood. All these factors mean that a
specialist adolescent mental health service should have expertise in:

e the assessment, management and treatment of severe mental illness
e adolescent development

® working in partnership with family, educational and social
welfare systems

Provision for those young people who require in-patient care
should include:

® prompt admission

* a suitably safe and appropriately staffed ward environment which
conforms to agreed quality standards (http://www.rcpsych.ac.uk/cru/
gnic.htm)

¢ geographical proximity to family allowing frequent contact and
appropriate family interventions

* minimisation of health and safety

Young people aged under 16 years should not be admitted to adult
psychiatric wards

p. 8

Executive summary

The report notes that the principles of specialist provision for adolescents
with serious mental illness should include: prompt admission, a suitably
safe and appropriately staffed ward environment (which conforms to the
agreed standards);, geographical proximity to the family home (enabling
frequent visits and appropriate family interventions); and minimisation of
health and safety risks from other patients and availability of drugs

and alcohol

p. 5
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Royal College of Psychiatrists (2003)*"

Bridging the Gaps: Health Care for
Adolescents

Focus: Dislocation: Education

Scottish Executive (2005)**

Child Health Support Group: Inpatient
Working Group — Psychiatric Inpatient
Services for Children and Young People
in Scotland: A Way Forward

Focus: Dislocation: Education;

Dislocation: Families; Dislocation:
Normal Life

YoungMinds (Street and Herts) (2005)*
Putting Participation into Practice

Focus: Dislocation: Stigma

Recommendations for inpatient care

— All such units should be provided with appropriate education facilities
and access to transition to employment schemes
p. 44

7.2 Because a child or young person is not independent, and usually lives
with a family or carers, it is imperative that, when planning services,
account is taken of the need for regular family work — an evidence-based
therapeutic intervention which requires resources. It is also important
to provide accommodation for families who have to travel a
significant distance

p. 21

Recognise the significance of home, family and other carers: Flexible
arrangements must be made for family contact and links with home and
the community should be maintained

p. 32

In an inpatient setting, a key worker/named nurse also has the task of
liaising effectively with wider systems such as schools, colleges, social
work and other health and nonhealth agencies. These nurses will often
be the people who undertake preparatory work prior to admission and
carry out rehabilitation and preparation for discharge

p. 50

Teaching

Like Social Workers, teaching staff are not employed by the health
service, but are vital for the safe and efficient running of the unit.
Teachers in Hospital Education Services all hold graduate and post
graduate Diplomas in Education. They are employed by local authority
education departments. In addition to their primary education or
specialist secondary subject skills, teachers receive continuous
professional development in their own academic area, and in aspects
of child and adolescent psychiatry. Teaching staff should be dedicated to
child and adolescent mental health teams. For every 8 places within a
psychiatric inpatient unit, there should be at least one full-time teacher
with at least one other whole time equivalent post comprising subject
specialists at secondary stage

p. 52

In addition to providing the curriculum education for patients in liaison
with the pupil’s mainstream school, teaching staff advise clinical staff on
the educational elements of treatment, liaise with schools, further
education establishments and other child and adolescent mental health
outpatient staff and teachers. They are involved in inter-disciplinary work
in assessment and planning for an individual’s treatment programme.
They should be involved in admission planning and are pivotal in the
discharge process

p. 53

The stigma that still accompanies discussions of ‘mental health’, ‘mental
illness” or poor emotional health which can make it hard to engage
children, young people and their families directly — and can result in
many wanting to detach themselves from services as quickly as they can,
once their needs have been addressed

p. 5

The evaluation findings highlight the following as the key elements in a
service that ‘works’ — services need to be acceptable, to be provided in
a non-stigmatising environment, to be welcoming, respectful and
empowering, they need to seek to engage children, young people and
their parents/carers, with professionals in services being committed to
consulting with and acting on children’s and families’ views

p. 8
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QNIC (Solomon et al.) (2011)*** The detailed service standards produced by the Quality Network for Inpatient
CAMHS (QNIC), and published by the Royal College of Psychiatrists, address
risks to Dislocation: Education, Dislocation: Families, Dislocation: Friends and

Dislocation: Stigma

Service Standards (sixth edition)

Focus: Dislocation: Education;
Dislocation: Families; Dislocation: Friends;
Dislocation: Stigma

Welsh Government (2013)*"

Specialist NHS Child and Adolescent
Mental Health Services: Professional
Advice for Service Planners. CAMHS
National Expert Reference Group

Focus: Dislocation: Education;
Dislocation: Stigma

Welsh Government (2012)?™

Together for Mental Health: A Strategy
for Mental Health and Wellbeing in
Wales

Focus: Dislocation: Stigma;
Dislocation: Education

Promote positive health and avoid unnecessary stigmatisation or labelling
p. 8

Inpatient services are a necessary environment for assessing and treating
young people with the most complex needs. Current evidence suggests
that the adolescent inpatient unit has a particular ability to provide
stabilisation and rapid reduction of symptoms and risk

In patient services should provide ... Access to education
p. 24

The transition from childhood, through adolescence to adulthood is a
crucial stage of social, personal and emotional development. Many severe
mental health disorders present in this time and the traditional models of
Adult Mental Health and CAMHS Services mean that gaps in provision
exist. (p28) but no mention of anything further about education,

family etc.

Youth Mental Health Service (16-25 years). ..

Key principles for a successful youth mental health service: ... An
emphasis on supporting young people towards getting on with
their lives’

pp. 29-30

Outcomes and monitoring framework
Service user involvement framework

A framework, agreed with the appropriate planning board across all
service elements, should ensure that service users, young people and/or
their families and carers are involved in all aspects of service
development; that delivery is consistent; and of an acceptable standard

Information to support this may include:

Child/survey perceptions before entering the service and after contact to
encourage feedback on service
p. 30

Reducing stigma and discrimination

People with other health problems do not usually face the same stigma
and discrimination as those with a mental illness. In children and young
people, this can often lead to bullying. Stigma and discrimination can
further lead to secrecy and unwillingness to discuss mental health
problems or to seek help when mental health problems and early signs of
dementia arise. They can also give rise to self-stigma, loss of hope and
reduced self-esteem in people with a mental illness
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Welsh Government (2005)*'

National Service Framework for Children,
Young People and Maternity Services in
Wales

Focus: Dislocation: Education

The media: Negative portrayals of people with mental health problems
and dementia in both print and broadcast media can lead to an
ungrounded fear, misunderstanding and mistrust. Too often media
coverage fails to cover those incidents when people with mental illness
are victims of crime, focussing instead on the far rarer occasions when
they are perpetrators. This in turn leads to discrimination towards people
experiencing mental health problems, resulting in reduced access to
work, education, housing and leisure opportunities. Inappropriate or
irresponsible media reporting of suicides can also risk copycat behaviour

Within services: Any stigma or discrimination by staff supporting people
who have mental health problems must be identified and addressed, and
the staff involved given appropriate training. Staff working within mental
health services may also face stigma from their peers in other disciplines
and action should be taken to address this

The population more widely: We have demonstrated our commitment to
ending mental health discrimination in Wales through support of Time to
Change Wales (TTCW) supported by BIG Lottery and Comic Relief. TTCW
aims to transform public attitudes and behaviour towards mental health
and reduce the stigma and discrimination experienced by people with
mental health problems. Annual surveys will measure progress and TTCW
Champions will be identified in each Health Board

pp. 31-2

In-patient care: For children and young people: Age-appropriate
environments should be provided, and children and young people should
not be admitted to adult wards except in the most exceptional
circumstances. Where such an admission is unavoidable, it should be
treated as a serious incident, in line with the Welsh Government
guidance. The approach should be to work with the child and their family
to manage and address distress and issues of attachment appropriately

p. 39

Not specifically on in-patient care but ‘Our Programme for Government
describes how we will ‘help everyone reach their potential, reduce
inequality and improve economic and social wellbeing’. We have
published an Implementation Plan setting out the course of reform
through to 2015 to achieve improvements in educational standards

Evidence has demonstrated poorer educational outcomes for those with
mental health problems and an increased potential for not being in
education, employment or training at a young age. The initial onset of
severe mental illness is particularly prevalent at school age or when
people are first engaged in higher or further education. This can interrupt
people’s schooling or education causing permanent disadvantage.
Education or training providers should support students to remain on the
course or hold their place open for them whenever possible

p. 52

Welsh Government:

Standard that ‘Service providers work together to ensure the successful
reintegration of children and young people who have been absent from
school due to hospital episodes or other long term illness, pregnancy,
care or custodial placements away from their family and community,
mental health problems, personal difficulties or a period of exclusion’

p. 37

An appropriate amount of on-going education, in a suitable environment,
is provided to all children and young people who are well enough to
receive it, including those in hospital. Education is provided in liaison with
each child’s school, and is appropriate to their age and stage of
development. (Section 19 of the Education Act 1996)

p. 65
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Welsh Government (2012)***

Code of Practice to Parts 2 and 3 of the
Mental Health (Wales) Measure 2010

Focus: Dislocation: Education

NICE (2013)*"

Antisocial Behaviour and Conduct

Disorders in Children and Young People:

Recognition, Intervention and
Management

Focus: Dislocation: Stigma

NICE (2004)°"

Eating disorders: Core Interventions in
the Treatment and Management of
Anorexia Nervosa, Bulimia Nervosa and
Related Eating Disorders

Focus: Dislocation: Education

NICE (2004)*"

Self-Harm: The Short-Term Physical and
Psychological Management and
Secondary Prevention of Self-Harm in
Primary and Secondary Care

Focus: Dislocation: Education;
Dislocation: Families

NICE (2012)°"

Self-Harm: The NICE Guideline on
Longer-Term Management

Focus: Dislocation: Stigma;
Dislocation: Families
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2.17 In relation to the assessment of children and young people (within
the context of Part 2 of the Measure), practitioners undertaking
assessments should consider the child in the context of their
developmental level and seek to view problems and issues in the ways in
which children experience them. In addition, they should ideally empower
good parenting, include a focus on prevention and health promotion and
aim to develop relationships that aid children in tackling their problems.
Consideration needs to be given to establishing:—

a) who has parental responsibility for the child and the needs of the
carers to enable them to provide care;

b) the ability of the child to make their own decisions in terms of
emotional maturity, intellectual capacity, mental state and
their competence;

¢) The involvement and role of other statutory services in the support of
the child such as education or local authority children’s social services

NICE:

Be aware that parents and carers of children and young people with a
conduct disorder might feel blamed for their child’s problems or
stigmatised by their contact with services. When offering or providing
interventions such as parent training programmes, directly address any
concerns they have and set out the reasons for and purpose of

the intervention

When working with children and young people with a conduct disorder
and their parents or carers: take into account that stigma and
discrimination are often associated with using mental health service

p. 16

In children and adolescents with anorexia nervosa, the need for inpatient
treatment and the need for urgent weight restoration should be balanced
alongside the educational and social needs of the young person

p. 11

Admission of children and adolescents with anorexia nervosa should be
to age-appropriate facilities (with the potential for separate children and
adolescent services), which have the capacity to provide appropriate
educational and related activities

p. 14

During admission to a paediatric ward following self-harm, the Child and
Adolescent Mental Health Team should undertake assessment and
provide consultation for the young person, his or her family, the
paediatric team and social services and education staff as appropriate

p. 30

Health and social care professionals working with people who self-harm
should be aware of the stigma and discrimination sometimes associated
with self-harm, both in the wider society and the health service, and
adopt a non-judgemental approach

p. 106

Health and social care professionals who work with people who
self-harm (including children and young people) should be: educated
about the stigma and discrimination usually associated with self-harm
and the need to avoid judgemental attitudes

p. 108
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NICE (2013)*®

Psychosis and Schizophrenia in Children
and Young People: The NICE Guideline
on Recognition and Management

Focus: Dislocation: Education; Dislocation
Family; Dislocation: Normal Life

National CAMHS Support Service
(no date)™®

Tackling Stigma: A Practical Toolkit

Focus: Dislocation: Stigma

Families, carers and significant others:

10.1.22 Ask the person who self-harms whether they would like their
family, carers or significant others to be involved in their care. Subject to
the person’s consent and right to confidentiality, encourage the family,
carers or significant others to be involved where appropriate

p. 283

Recommendations:

4.7.10.1 If a child or young person needs hospital care, this should be in
a setting appropriate to their age
p. 31

4.7.10.2 Before referral for hospital care, think about the impact on the
child or young person and their parents, carers and other family
members, especially when the inpatient unit is a long way from where
they live. Consider alternative care within the community wherever
possible. If hospital admission is unavoidable, provide support for parents
or carers when the child or young person is admitted

p. 32

4.7.10.4 Undertake shared decision-making routinely with children or
young people in hospital who are of an appropriate developmental level,
emotional maturity and cognitive capacity, including, whenever possible,
those who are subject to the Mental Health Act (1983, amended 1995
and 2007). Include their parents or carers if appropriate

p. 32

4.7.10.5 Ensure that children and young people of compulsory school
age have access to a full educational programme while in hospital. The
programme should meet the National Curriculum, be matched to the
child or young person’s developmental level and educational attainment,
and should take account of their illness and degree of impairment

p. 32

4.7.10.6 Ensure that children and young people in hospital continue to
have access to a wide range of meaningful and culturally appropriate
occupations and activities 7 days per week, and not restricted to 9am to
5pm. These should include creative and leisure activities, exercise,
self-care and community access activities (where appropriate). Activities
should be facilitated by appropriately trained educational, health or social
care professionals

p. 32

A practical toolkit for tackling stigma with examples of use within a variety of
inpatient settings

NICE, National Institute for Health and Care Excellence.
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