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1 Introduction

This briefing paper presents a structured overview of potential quality improvement
areas for bipolar disorder, psychosis and schizophrenia in children and young
people. It provides the Committee with a basis for discussing and prioritising quality
improvement areas for development into draft quality statements and measures for
public consultation.

1.1 Structure

This briefing paper includes a brief description of the topic, a summary of each of the
suggested quality improvement areas and supporting information.

If relevant, recommendations selected from the key development source below are
included to help the Committee in considering potential statements and measures.

1.2 Development source
The key development sources referenced in this briefing paper are:

Bipolar disorder: the assessment and management of bipolar disorder in adults,
children and young people in primary and secondary care (2014) NICE clinical
guideline 185.

This is an updated guideline that replaces NICE clinical guideline 38 (2006).

Psychosis and schizophrenia in children and young people (2013) NICE clinical
guideline 155.

Update not yet scheduled.

2 Overview

2.1 Focus of quality standard

This quality standard will cover the recognition, early intervention and management
of bipolar disorder, psychosis and schizophrenia ‘(including related psychotic
disorders such as schizoaffective disorder, schizophreniform disorder and delusional
disorder) in children and young people up to the age of 18. It will also include
children and young people considered to be at high risk or experiencing early
symptoms of bipolar disorder, psychosis or schizophrenia.


http://www.nice.org.uk/guidance/cg185
http://www.nice.org.uk/guidance/cg185
http://www.nice.org.uk/guidance/CG155

2.2 Definition

Bipolar disorder is a potentially lifelong and disabling condition characterised by
episodes of mania (abnormally elevated mood or irritability and related symptoms
with severe functional impairment or psychotic symptoms for 7 days or more) or
hypomania (abnormally elevated mood or irritability and related symptoms with
decreased or increased function for 4 days or more) and episodes of depressed
mood. It is often comorbid with other disorders such as anxiety disorders, substance
misuse, personality disorders and attention deficit hyperactivity disorder (ADHD).

Psychosis and the specific diagnosis of schizophrenia in children and young people
represent a major psychiatric disorder, or cluster of disorders that alters a person's
perception, thoughts, mood and behaviour. The symptoms of psychosis are usually
divided into 'positive symptoms', including hallucinations (perception in the absence
of any stimulus) and delusions (fixed or falsely held beliefs), and 'negative
symptoms' (such as emotional apathy, lack of drive, poverty of speech, social
withdrawal and self-neglect). Children and young people who develop psychosis will
have their own unique combination of symptoms and experiences, the precise
pattern of which will be influenced by their circumstances and stage of development.

Bipolar disorder, psychosis and schizophrenia are commonly preceded by a so-
called prodromal period, in which the child or young person's behaviour and
experience are altered. It is important to recognise children and young people at risk
of early-onset bipolar, particularly those with recurrent depression, treatment-
resistant depression and those with family histories or a hypomanic response to
antidepressant treatment. Changes associated with psychosis and schizophrenia in
the prodromal period include the emergence of transient and/or attenuated psychotic
symptoms, such as hallucinations and/or delusions with associated impaired
functioning. More subtly, the child or young person may become socially withdrawn
or suspicious, with alterations in expressed feeling. It is important to note that most
children and young people with transient or attenuated psychotic symptoms do not
go on to develop psychosis or schizophrenia, although those with such symptoms do
appear to be at higher risk than other children and young people of developing
psychosis and schizophrenia up to 10 years after onset of symptoms.

2.3 Incidence and prevalence

Bipolar disorder in children and young people can be difficult to diagnose because of
the nature of its presentation and complex comorbidities, for example, with attention
deficit hyperactivity disorder. Data is limited but one study in the USA found the
combined prevalence of bipolar | and Il disorder in 13- to 18-year- olds to be 2.9%.
The peak age of onset of bipolar disorder is 15-19 years, and there is often a
substantial delay between onset and first contact with mental health services. Bipolar
disorder in children under 12 years is very rare.



Bipolar disorder is associated with very high levels of need for mental health and
physical health services, personal social, educational and occupational impairment
and a high risk of suicide.

The prevalence of psychotic disorders in children aged between 5 and 18 years has
been estimated to be 0.4% (the figure across all ages and populations in the UK is
0.7%). Schizophrenia accounts for 24.5% of all psychiatric admissions in young
people aged 10-18 years (the overall admission rate is 0.46 per 1000 for this age
range), with an exponential rise across the adolescent years. The rise in incidence
increases most from age 15 onwards.

There is a worse prognosis for psychosis and schizophrenia when onset is in
childhood or adolescence. Although about one-fifth of children and young people
with schizophrenia have a good outcome with only mild impairment, one-third have
severe impairment that needs intensive social and psychiatric support.

Psychosis and schizophrenia are associated with disabling psychotic symptoms,
adverse effects of drug treatments, including poor physical health, and stigma.
Impairment can affect a child or young person’s psychological, social and
educational development and functioning, placing a heavy burden on them and their
parents and carers.

2.4 Management

The process of care and provision of treatment for children and young people with
bipolar disorder, psychosis and schizophrenia in England and Wales is through the
four-tier model of child and adolescent mental health services (CAMHS). Tier 1 and
2 are primarily community-based and are likely to be the first point of contact with the
child or young person presenting with a mental health problem. An important role at
this level is to detect those at high risk. Children and young people suspected of
developing, or having, bipolar disorder, psychosis or schizophrenia are usually
referred for a diagnostic evaluation and treatment in CAMHS tier 3, specialist
secondary care services. If children and young people are at risk of harm to
themselves or others they may be referred to highly specialised tier 4 CAMHS
inpatient, day patient or outpatient settings. Following tier 4 intervention, young
people are usually discharged to tier 3 CAMHS.

Early intervention in psychosis services provide people aged 14-35 years with a
more intensive therapeutic service than traditional community services. They are
designed to intervene early, and deliver support and evidence-based interventions in
a 'normalising' environment for the first 3 years after onset of psychosis.

There is geographical variation in the configuration and integration of CAMHS and
early intervention in psychosis services, and in the provision and integration of other
services for children and young people with severe mental iliness, including



education, employment and rehabilitation, and social services. In particular, provision
for the needs of 16- and 17-year-olds can be fragmented and inadequate and they
can experience difficulties in gaining access to appropriate accommodation and
vocational or occupational support and rehabilitation.

Antipsychotic medication may be used for a limited period during episodes of mania
or hypomania in young people with bipolar disorder and psychological interventions
are offered to those with bipolar depression. If the young person’s bipolar depression
is moderate or severe, a pharmacological intervention may also be used.

Although the mainstay of treatment for psychosis and schizophrenia has been
antipsychotic medication, there is limited evidence of its efficacy in children and
young people. There are also concerns that children and young people are more
sensitive than adults to the potential adverse effects of antipsychotics, including
weight gain, metabolic effects and movement disorders. A number of psychological
interventions, including family intervention, cognitive behavioural therapy (CBT) and
arts therapies, have been used but evidence of efficacy is currently unavailable in
children and young people and provision of these therapies for children and young
people and for adults is variable.

2.5 National Outcome Frameworks

Tables 1 and 2 show the outcomes, overarching indicators and improvement areas
from the frameworks that the quality standard could contribute to achieving.



Table 1 NHS Outcomes Framework 2015-16

Domain

Overarching indicators and improvement areas

1 Preventing people from
dying prematurely

Overarching indicator

la Potential Years of Life Lost (PYLL) from causes
considered amenable to healthcare

i Adults ii Children and young people
Improvement areas

Reducing premature death in people with serious
mental illness

1.5i Excess under 75 mortality rate in adults with serious
mental illness* (PHOF 4.9)

iii Suicide and mortality from injury of undetermined intent

among people with recent contact from NHS services
(PHOF 4.10**)

2 Enhancing quality of life for
people with long-term
conditions

Improvement areas

Enhancing quality of life for carers

2.4 Health-related quality of life for carers*** (ASCOF 1D)
Enhancing quality of life for people with mental iliness

2.5i Employment of people with mental illness**** (ASCOF
1F & PHOF 1.8)

ii Health-related quality of life for people with mental
illness**** (ASCOF 1A & PHOF 1.6)

3 Helping people to recover
from episodes of ill health or
following injury

Improvement area
Improving outcomes from planned treatments

3.1 Total health gain as assessed by patients for elective
procedures

il Psychological therapies
iii recovery in quality of life for patients with mental illness



https://www.gov.uk/government/publications/nhs-outcomes-framework-2015-to-2016?utm_medium=email&utm_source=The+King%27s+Fund+newsletters&utm_campaign=5115666_HMP+2014-12-12&dm_i=21A8,31N9U,FM9U5P,AYSVT,1

4 Ensuring that people have
a positive experience of care

Overarching indicators

4b Patient experience of hospital care

4c Friends and family test

4d Patient experience characterised as poor or worse

i Primary care ii Hospital care

Improvement areas

Improving people’s experience of outpatient care

4.1 Patient experience of outpatient services

Improving hospital’s responsiveness to personal needs
4.2 Responsiveness to inpatients’ personal needs

Improving experience of healthcare for people with
mental illness

4.7 Patient experience of community mental health services

Improving children and young people’s experience of
healthcare

4.8 Children and young people’s experience of inpatient
services

Improving people’s experience of integrated care
4.9 People’s experience of integrated care*** (ASCOF 3E)

Alignment across the health and social care system

* Indicator shared with Public Health Outcomes Framework (PHOF)

** Indicator complementary with Public Health Outcomes Framework (PHOF)

*** Indicator complementary with Adult Social Care Outcomes Framework (ASCOF)

****% Indicator complementary with Adult Social Care Outcomes Framework (ASCOF) and
Public Health Outcomes Framework (PHOF)

Indicators in italics are in development




Table 2 Public health outcomes framework for England, 2013-2016

Domain

Objectives and indicators

1 Improving the wider
determinant of health

Objective

Improvements against wider factors which affect health and
wellbeing and health inequalities

Indicators
1.3 Pupil absence

1.5 16-18 year olds not in education, employment or
training

2 Health improvement

Objective

People are helped to live healthy lifestyles, make healthy
choices and reduce health inequalities

Indicators
2.9 Smoking prevalence — 15 year olds (Placeholder)
2.10 Self-harm

4 Healthcare public health and
preventing premature mortality

Objective

Reduced numbers of people living with preventable ill
health and people dying prematurely, while reducing the
gap between communities

Indicators

4.3 Mortality rate from causes considered preventable**
(NHSOF 1a)

4.9 Excess under 75 mortality rate in adults with serious
mental illness* (NHSOF 1.5)

4.10 Suicide rate

Alignment across the health and social care system

* Indicator shared with NHS Outcomes Framework (NHSOF)

** Indicator complementary with NHS Outcomes Framework (NHSOF)
Indicator in italics is in development



https://www.gov.uk/government/publications/healthy-lives-healthy-people-improving-outcomes-and-supporting-transparency

3 Summary of suggestions

3.1 Responses

In total 7 stakeholders and 3 Specialist Committee Members responded to the 2-
week engagement exercise 15/12/2014 to 8/1/2015.

Stakeholders were asked to suggest up to 5 areas for quality improvement.
Specialist committee members were also invited to provide suggestions. The
responses have been merged and summarised in table 3 for further consideration by
the Committee.

NHS England’s patient safety division did not submit any data for this topic.

Full details of all the suggestions provided are given in appendix 2 for information.

Table 3 Summary of suggested quality improvement areas

Suggested area for improvement

Stakeholders

Possible bipolar disorder or psychosis

e Detection HDUHB

o Early referral HDUHB
 Children and young people with learning disabilities RCPCH
Treatment

e Psychological and psychosocial interventions SCMs

e Monitoring and review of pharmacological treatment SCMs
Hospital care

¢ Avoid hospital admissions SCM

e Appropriate hospital environment SCM, HDUHB
Physical health

e Monitoring SCMs, RCP
e Physical health programmes SCM

Promoting recovery
e Educational, training and occupational provision

RCP, HDUHB, SCM

General principles of care

e Care planning SCM

e Support for carers SCM
Additional areas

e Tests for fatty acids & Vitamin D HQT

e Reflect differences in treatment for bipolar disorder LCNFT

HDUHB - Hywel Dda University Health Board

HQT - HQT Diagnostics

LCNFT - Lancashire Care NHS Foundation Trust

RCP - Royal College of Psychiatrists

RCPCH - Royal College of Paediatrics and Child Health
SCM — Specialist Committee Member




4 Suggested improvement areas

4.1 Possible bipolar disorder or psychosis

4.1.1 Summary of suggestions

Detection

The early detection of psychosis was highlighted as a priority as early intervention
can improve a young person’s prognosis and future outcomes. It was suggested that
there needs to be a wider awareness of an At Risk Mental State (ARMS) and actions
to take if there are concerns across a wide range of organisations including primary
care, schools and the voluntary sector.

Early referral

Early referral of young people with possible bipolar disorder or psychosis to
appropriate mental health services was highlighted as a priority to reduce the
duration of untreated psychosis and improve prognosis and outcomes.

Early diagnosis of children and young people with learning disabilities

It was suggested that there should be more focus on the early diagnosis of
psychosis in children and young people with a learning disability as it can be more
difficult to recognise due to more limited communication skills.

4.1.2 Selected recommendations from development source

Table 4 below highlights recommendations that have been provisionally selected
from the development sources that may support potential statement development.
These are presented in full after table 4 to help inform the Committee’s discussion.

Table 4 Specific areas for quality improvement

Suggested quality improvement Suggested source guidance
area recommendations

Detection Not directly covered in NICE CG155 or
CG185 and no recommendations are
presented.

Early referral Possible psychosis

NICE CG155 Recommendations 1.2.1
(KPI)

First episode psychosis

NICE CG155 Recommendations 1.3.1
(KPI)

Recognising, diagnosing and managing
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bipolar disorder in children and young
people

NICE CG185 Recommendations 1.11.2,
and 1.11.3

Early diagnosis of children and young Care for adults, children and young
people with learning disabilities people across all phases of bipolar
disorder

NICE CG185 Recommendation 1.1.5

Possible psychosis

NICE CG155 — Recommendation 1.2.1 (KPI)

When a child or young person experiences transient or attenuated psychotic
symptoms or other experiences suggestive of possible psychosis, refer for
assessment without delay to a specialist mental health service such as CAMHS or
an early intervention in psychosis service (14 years or over).

First episode psychosis

NICE CG155 — Recommendation 1.3.1 (KPI)

Urgently refer all children and young people with a first presentation of sustained
psychotic symptoms (lasting 4 weeks or more) to a specialist mental health service,
either CAMHS (up to 17 years) or an early intervention in psychosis service (14
years or over), which includes a consultant psychiatrist with training in child and
adolescent mental health.

Recognising, diagnosing and managing bipolar disorder in children and young
people

NICE CG185 — Recommendation 1.11.2

If bipolar disorder is suspected in primary care in children or young people aged
under 14 years, refer them to child and adolescent mental health services (CAMHS).

NICE CG185 — Recommendation 1.11.3

If bipolar disorder is suspected in primary care in young people aged 14 years or
over, refer them to a specialist early intervention in psychosis service or a CAMHS
team with expertise in the assessment and management of bipolar disorder in line
with the recommendations in this guideline. The service should be multidisciplinary
and have:

e engagement or assertive outreach approaches

e family involvement and family intervention

e access to structured psychological interventions and psychologically informed
care

11



e vocational and educational interventions

e access to pharmacological interventions

e professionals who are trained and competent in working with young people with
bipolar disorder.

Care for adults, children and young people across all phases of bipolar
disorder

NICE CG185 — Recommendation 1.1.5

Ensure that people with bipolar disorder and a coexisting learning disability are
offered the same range of treatments and services as other people with bipolar
disorder.

4.1.3 Current UK practice

Detection

A House of Commons Health Committee report on Children’s and adolescents’
mental health and CAMHS?* concluded that despite evidence of the importance of
early intervention services in preventing mental health problems from developing or
escalating, there has been significant disinvestment in these services including those
delivered by voluntary sector organisations. Where they have been able to sustain
services, some voluntary sector organisations report very fragile funding
arrangements and great uncertainty over their future sustainability, despite evidence
of growing demand for their services.

The Health Committee report also concluded that while there are many examples of
good practice, where schools are able to act as a central ‘hub’ for the wider
community based mental health provision, as well as providing support themselves,
this is not happening universally. Young people felt that although some teachers and
schools provide excellent support, others seem less knowledgeable or well trained,
and can even seem ‘scared’ of discussing mental health issues. The need for better
support and training for teachers about mental health was raised by many of those
who gave evidence to the inquiry.

Early referral

A qualitative study of experiences of the onset of psychosis? concluded that there
are multiple barriers to prompt treatment which includes unhelpful service responses.
Participants in this study typically reported significant service delays in pathways to
care once help-seeking had been initiated. In this sample, these mostly related to the

! Children’s and adolescents’ mental health and CAMHS. House of Commons Health Committee.
Third report of session 2014-15.

2 Service user and carer experiences of seeking help for a first episode of psychosis: A UK gualitative
study. Tanskanen et al. BMC Psychiatry 2011 11:57.
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http://www.parliament.uk/business/committees/committees-a-z/commons-select/health-committee/inquiries/parliament-2010/cmh-2014/
http://www.biomedcentral.com/1471-244X/11/157
http://www.biomedcentral.com/1471-244X/11/157

response of GPs and primary care, rather than secondary mental health services. It
was acknowledged, however, that problems of recognition of psychosis can mean
that GP’s are presented with vague, or physical rather than mental symptoms which
may illustrate why it is difficult for them to identify early psychosis.

The Health Committee inquiry report® indicated that many GPs currently feel ill-
equipped and lacking in confidence in dealing with children and young people’s
mental health problems, and that their current training does not prepare them
adequately for this.

Analysis of data from a national cohort study site in Birmingham* concluded that the
greatest contribution to duration of untreated psychosis (DUP) came from delays
experienced within mental health services. Care pathways which involved generic
Community Mental Health Teams were associated with longer DUP due to
inadequate engagement of young people with psychosis within services. Care
pathways involving direct access to early intervention services led to much reduced
DUP.

The Health Committee inquiry reported increased demand for CAMHS tier 3
outpatient specialist services which has led to increased referral thresholds in order
to prioritise those with the highest level of need and long waits to access services. It
is important to note that these findings apply generally across the CAMHS tier 3
services and there was no specific evidence in this report about referrals for children
with possible bipolar disorder or psychosis.

The CAMHS benchmarking report 2013 indicated that maximum waiting time for
emergency specialist CAMHS appointments averaged 3 weeks across participating
providers with considerable variation from O to 50+ weeks. The report concluded that
the 3-week median confirms that many CAMHS services can offer rapid access to
appointments although 3 weeks waiting time for an emergency appointment is a
lengthy wait for a service user with urgent needs. This information is not specific to
children and young people with suspected bipolar disorder or psychosis.

3 Children’s and adolescents’ mental health and CAMHS. House of Commons Health Committee.
Third report of session 2014-15.

* Reducing DUP in first-episode psychosis requires a detailed understanding of care pathways in
community and mental health service settings: data from Birmingham, UK. Connor et al. Early
Intervention in Psychiatry 2012; 6 (Suppl.1): 1-19.

13


http://www.parliament.uk/business/committees/committees-a-z/commons-select/health-committee/inquiries/parliament-2010/cmh-2014/
http://onlinelibrary.wiley.com/doi/10.1111/j.1751-7893.2012.00392.x/pdf
http://onlinelibrary.wiley.com/doi/10.1111/j.1751-7893.2012.00392.x/pdf
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No published studies on current practice were highlighted for this suggested area for
quality improvement. This area is based on stakeholder's knowledge and
experience.
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4.2 Treatment

4.2.1 Summary of suggestions

Psychological and psychosocial interventions

Stakeholders suggested that psychological and psychosocial interventions including
cognitive behavioural therapy and family interventions should be offered to children
and young people with bipolar disorder or psychosis in conjunction with antipsychotic
medication as they can improve outcomes. It was suggested that these treatment
options should be available from the onset of the illness as well as in the longer term.
It was noted, however, that there is a current lack of evidence to support the use of
these treatment options in children and young people.

Monitoring and review of pharmacological treatment

It was suggested there is a need to improve monitoring of the effects of antipsychotic
medication, including both therapeutic effects and side effects. This will ensure
medication is adjusted as required and will help to minimise side effects. As
antipsychotic medication may exacerbate weight gain and metabolic disturbances, it
is particularly important that physical health is monitored in young people who are
taking medication for the first time.

4.2.2 Selected recommendations from development source

Table 5 below highlights recommendations that have been provisionally selected
from the development sources that may support potential statement development.
These are presented in full after table 5 to help inform the Committee’s discussion.

15



Table 5 Specific areas for quality improvement

Suggested quality improvement
area

Selected source guidance
recommendations

Psychological and psychosocial
interventions

Possible psychosis

NICE CG155 Recommendation 1.2.5
(KPI)

First episode psychosis

NICE CG155 Recommendations 1.3.11
and 1.3.12 (KPI)

Subsequent acute episodes of
psychosis or schizophrenia

NICE CG155 Recommendations 1.4.1,
1.4.4 (KPI), and 1.4.5

Promoting recovery and providing
possible future care in secondary care
NICE CG155 Recommendations 1.8.2,
1.8.3,and 1.8.4

Recognising, diaghosing and managing
bipolar disorder in children and young
people

NICE CG185 Recommendations 1.11.11
(KPI)

Monitoring and review of
pharmacological treatment

First episode psychosis

NICE CG155 Recommendation 1.3.15
(KPI), 1.3.16, 1.3.18 (KPI), and 1.3.25
Subsequent acute episodes of
psychosis or schizophrenia

NICE CG155 Recommendation 1.4.2
Recognising, diaghosing and managing
bipolar disorder in children and young
people

NICE CG185 Recommendations 1.11.9
(KPI) and 1.11.15

How to use medication

NICE CG185 Recommendations 1.10.6,
1.10.8,1.10.9, 1.10.10, and 1.10.11

Psychological and psychosocial interventions

First episode psychosis

NICE CG155 Recommendation 1.3.11

For children and young people with first episode psychosis offer:

e oral antipsychotic medication(see recommendations 1.3.14-1.3.25) in

conjunction with

16



e psychological interventions (family intervention with individual CBT, delivered as
set out in recommendations 1.3.26-1.3.32).

NICE CG155 Recommendation 1.3.12 (KPI)

If the child or young person and their parents or carers wish to try psychological
interventions (family intervention with individual CBT) alone without antipsychotic
medication, advise that psychological interventions are more effective when
delivered in conjunction with antipsychotic medication. If the child or young person
and their parents or carers still wish to try psychological interventions alone, then
offer family intervention with individual CBT. Agree a time limit (1 month or less) for
reviewing treatment options, including introducing antipsychotic medication.
Continue to monitor symptoms, level of distress, impairment and level of functioning,
including educational engagement and achievement, regularly.

Subsequent acute episodes of psychosis or schizophrenia

NICE CG155 Recommendation 1.4.1

For children and young people with an acute exacerbation or recurrence of
psychosis or schizophrenia offer:

e oral antipsychotic medication in conjunction with
e psychological interventions (family intervention with individual CBT).

NICE CG155 Recommendation 1.4.4 (KPI)

Offer family intervention (delivered as set out in recommendation 1.3.27) to all
families of children and young people with psychosis or schizophrenia, particularly
for preventing and reducing relapse. This can be started either during the acute
phase or later, including in inpatient settings.

NICE CG155 Recommendation 1.4.5

Offer CBT (delivered as set out in recommendation 1.3.28) to all children and young
people with psychosis or schizophrenia, particularly for symptom reduction. This can
be started either during the acute phase or later, including in inpatient settings.

Promoting recovery and providing possible future care in secondary care

NICE CG155 Recommendation 1.8.2

Offer family intervention to families of children and young people with psychosis or
schizophrenia to promote recovery. Deliver family intervention as described in
recommendation 1.3.27.

NICE CG155 Recommendation 1.8.3

17



Consider family intervention particularly for families of children and young people
with psychosis or schizophrenia who have:

e recently relapsed or are at risk of relapse
e persisting symptoms

NICE CG155 Recommendation 1.8.4

Offer CBT to assist in promoting recovery in children and young people with
persisting positive and negative symptoms and for those in remission. Deliver CBT
as described in recommendation 1.3.28.

Recognising, diaghosing and managing bipolar disorder in children and young
people

NICE CG185 Recommendation 1.11.11 (KPI)

Offer a structured psychological intervention (individual cognitive behavioural therapy
or interpersonal therapy) to young people with bipolar depression. The intervention
should be of at least 3 months' duration and have a published evidence-based
manual describing how it should be delivered.

Monitoring and review of pharmacological treatment
First episode psychosis

NICE CG155 Recommendation 1.3.15 (KPI)

Before starting antipsychotic medication, undertake and record the following baseline
investigations:

e weight and height (both plotted on a growth chart)

e waist and hip circumference

e pulse and blood pressure

e fasting blood glucose, glycosylated haemoglobin (HbAlc), blood lipid profile and
prolactin levels

e assessment of any movement disorders

e assessment of nutritional status, diet and level of physical activity.

NICE CG155 Recommendation 1.3.16

Before starting antipsychotic medication, offer the child or young person an
electrocardiogram (ECG) if:

e specified in the SPC for adults and/or children
e a physical examination has identified specific cardiovascular risk (such as
diagnosis of high blood pressure)

18



e there is a personal history of cardiovascular disease

e there is a family history of cardiovascular disease such as premature sudden
cardiac death or prolonged QT interval, or the child or young person is being
admitted as an inpatient.

NICE CG155 Recommendation 1.3.18 (KPI)

Monitor and record the following regularly and systematically throughout treatment,
but especially during titration:

e efficacy, including changes in symptoms and behaviour

e side effects of treatment, taking into account overlap between certain side effects
and clinical features of schizophrenia (for example, the overlap between akathisia
and agitation or anxiety)

e the emergence of movement disorders

e weight, weekly for the first 6 weeks, then at 12 weeks and then every 6 months
(plotted on a growth chart)

e height every 6 months (plotted on a growth chart)

e waist and hip circumference every 6 months (plotted on a percentile chart)

e pulse and blood pressure (plotted on a percentile chart) at 12 weeks and then
every 6 months

e fasting blood glucose, HbAlc, blood lipid and prolactin levels at 12 weeks and
then every 6 months

e adherence

e physical health.

The secondary care team should maintain responsibility for monitoring physical
health and the effects of antipsychotic medication in children and young people for at
least the first 12 months or until their condition has stabilised. Thereafter, the
responsibility for this monitoring may be transferred to primary care under shared
care arrangements.

NICE CG155 Recommendation 1.3.25

Review antipsychotic medication annually, including observed benefits and any side
effects

Subsequent acute episodes of psychosis or schizophrenia

NICE CG155 Recommendation 1.4.2

For children or young people with an acute exacerbation or recurrence of psychosis
or schizophrenia, offer oral antipsychotic medication or review existing medication.
The choice of drug should be influenced by the same criteria recommended for
starting treatment (see recommendations 1.3.14-1.3.25). Take into account the
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clinical response to and side effects associated with current and previous
medication, and monitor as described in recommendation 1.3.18.

Recognising, diagnosing and managing bipolar disorder in children and young
people

NICE CG185 Recommendation 1.11.9 (KPI)

To treat mania or hypomania in young people see NICE's technology appraisal
guidance on aripiprazole for treating moderate to severe manic episodes in
adolescents with bipolar | disorder and also consider the recommendations for adults
in section 1.5. Refer to the BNF for children to modify drug treatments, be aware of
the increased potential for a range of side effects, and do not routinely continue
antipsychotic treatment for longer than 12 weeks.

NICE CG185 Recommendation 1.11.15

If the young person's bipolar depression is moderate to severe, consider a
pharmacological intervention in addition to a psychological intervention. Follow the
recommendations for pharmacological interventions for adults in section 1.6 but refer
to the BNF for children to modify drug treatments, and do not routinely continue
antipsychotic treatment for longer than 12 weeks. At 12 weeks, carry out a full
multidisciplinary review of mental and physical health, and consider further
management of depression or long-term management.

How to use medication

NICE CG185 Recommendation 1.10.6

Before starting antipsychotic medication, offer the person an electrocardiogram
(ECQG) if:

e itis specified in the drug's summary of product characteristics (SPC) or

e a physical examination has identified a specific cardiovascular risk (such as
hypertension) or

e there is a family history of cardiovascular disease, a history of sudden collapse,
or other cardiovascular risk factors such as cardiac arrhythmia or

e the person is being admitted as an inpatient.

NICE CG185 Recommendation 1.10.8

Monitor and record the following during dose titration and then regularly and
systematically throughout treatment:

e pulse and blood pressure after each dose change
e weight or BMI weekly for the first 6 weeks, then at 12 weeks
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e blood glucose or HbAlc and blood lipid profile at 12 weeks

e response to treatment, including changes in symptoms and behaviour
e side effects and their impact on physical health and functioning

e the emergence of movement disorders

e adherence

NICE CG185 Recommendation 1.10.9

The secondary care team should maintain responsibility for monitoring the efficacy
and tolerability of antipsychotic medication for at least the first 12 months or until the
person's condition has stabilised, whichever is longer. Thereafter, the responsibility
for this monitoring may be transferred to primary care under shared-care
arrangements.

NICE CG185 Recommendation 1.10.10

If out-of-range test results are reported at any stage of treatment, the healthcare
professional who ordered the tests should ensure that the person is offered further
investigations and treatment as needed.

NICE CG185 Recommendation 1.10.11

'As required' (p.r.n.) prescriptions of antipsychotic medication should be made as
described in recommendation 1.10.7. Review clinical indications, frequency of
administration, therapeutic benefits and side effects each week or more often if
needed. Ensure that p.r.n. prescriptions have not unintentionally led to a total
antipsychotic dosage above the maximum specified in the BNF or SPC.

4.2.3 Current UK practice

Psychological and psychosocial interventions

The Children and Young People’s Improving Access to Psychological Therapies
programme (CYP IAPT) is a service transformation programme delivered by NHS
England which began in 2011 and has a target to work with CAMHS that cover 60%
of the 0-19 population by March 2015.

A report by the We need to talk coalition® indicates that despite the progress of the
children and young people’s IAPT project, many children and young people are
waiting for long periods to receive access to psychological therapy, citing evidence
based on the escalation of calls to the Young Minds parents helpline since 2008. The
report also raises concerns about the availability of psychological therapies for
people with severe mental illness, although the evidence is based on a survey of
adults and the National Audit of Schizophrenia (adults).

® We still need to talk: a report on access to talking therapies. We need to talk coalition (2013).
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Release of the Child and Adolescent Mental Health Services data® has been delayed
and therefore national data on access to psychological therapies is not currently
available.

Monitoring and review of pharmacological treatment

An audit of physical health monitoring of young people on antipsychotic medication
in the Newcastle early interventions service’ concluded that young people receiving
antipsychotic medication were not being monitored in accordance with Trust's
recommendations. Only 55% received baseline monitoring. During the treatment
continuation phase, 82% adhered to the recommended annual blood tests, but
physical examinations, drug screens and ECGs were not done. At the annual
psychiatric reviews, only 64% of young people had physical monitoring requests sent
to primary care. It is important to note that this study is based on a small sample of
young people.

Further information is available in the confidential Prescribing Observatory for Mental
Health 2014 audit report on ‘Prescribing antipsychotics for children and adolescents’
and will be shared with the Committee.

® Child and Adolescent Mental Health Services Data Set, HSCIC
" Physical health monitoring of young people on antipsychotic medication in the newcastle early
interventions (EIP) service. George and Ward European Psychiatry vol 27, Sup 1 2012.

22


file://nice.nhs.uk/Data/Health%20&%20Social%20Care/Quality%20Standards%20&%20Indicators/Quality%20Systems/Quality%20Standards/Standards/Topics/2014_15%20topics/Psychosis%20and%20schizophrenia%20in%20CYP/5.%20QSAC%20prioritisation%20meeting/Child%20and%20Adolescent%20Mental%20Health%20Services%20Data%20Set
http://www.sciencedirect.com/science/article/pii/S0924933812744565
http://www.sciencedirect.com/science/article/pii/S0924933812744565

4.3 Hospital care

4.3.1 Summary of suggestions

Avoid hospital admissions

As hospital admissions are very traumatic for the child or young person and their
family it was suggested that hospital admissions should be avoided by providing
timely and cost-effective support.

Appropriate hospital environment

If a hospital admission is necessary it is important that care is provided in an
environment that is suitable for children and young people. There was concern that
some children and young people are being admitted to adult wards or to in-patient
units a long way from their home. This can be a very traumatic experience.

4.3.2 Selected recommendations from development source

Table 6 below highlights recommendations that have been provisionally selected
from the development sources that may support potential statement development.
These are presented in full after table 6 to help inform the Committee’s discussion.

Table 6 Specific areas for quality improvement

Suggested quality improvement Selected source guidance

area recommendations
Avoid hospital admissions Referral in crisis and challenging
behaviour

NICE CG155 Recommendations 1.5.2,
and 1.5.7 (KPI)

Appropriate hospital environment Referral in crisis and challenging
behaviour

NICE CG155 Recommendation 1.5.6

Referral in crisis and challenging behaviour

NICE CG155 Recommendation 1.5.2

To avoid admission, aim to:

e explore with the child or young person and their parents or carers what support
systems they have, including other family members and friends

e support a child or young person in crisis and their parents or carers in their home

environment
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e make early plans to help the child or young person maintain their day-to-day
activities, including education, work, voluntary work, and other occupations and
leisure activities, wherever possible.

NICE CG155 Recommendation 1.5.6

If a child or young person needs hospital care, this should be in a setting appropriate
to their age and developmental level.

NICE CG155 Recommendation 1.5.7 (KPI)

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.

4.3.3 Current UK practice

Avoid hospital admissions

The Health Committee inquiry into Children’s and adolescents’ mental health and
CAMHS? highlighted the importance of intensive services provided in the community
that act as a bridge between inpatient services and community services, with the aim
of preventing the need for an admission, or facilitating more swift discharge back to
the community. The inquiry concluded, however, that the availability of such services
is extremely variable and that the experience of care reported by young people
suffering a mental health crisis remains extremely negative due to inadequate crisis
support.

Appropriate hospital environment

The House of Commons Health Committee report concluded that it is clear that there
are major problems with access to Tier 4 inpatient services, with children and young
people’s safety being compromised while they wait, suffering from severe mental
health problems, for an inpatient bed to become available. In some cases they need
to wait at home, in other cases in a general paediatric ward, or even in some
instances in an adult psychiatric ward or a police cell. Often when beds are found
they may be in distant parts of the country, making contact with family and friends
difficult, and leading to longer stays. The Committee was particularly concerned
about the practice of taking children and young people detained under s136 of the
Mental Health Act to police cells, with very few mental health trusts providing a
dedicated place of safety for children and young people.

8 Children’s and adolescents’ mental health and CAMHS. House of Commons Health Committee.
Third report of session 2014-15.
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An NHS England report on CAMHS Tier 4° inpatient provision concluded that there
is a reasonable distribution of adolescent units around major centres of population

but units for under 13’s and sub speciality units are less evenly distributed. The map

below shows there are areas of England without any local provision, notably the
South West, as well as areas with a relative lack of capacity for example Yorkshire
and Humber.

CAMHS TIER 4 INPATIENT UNITS IN ENGLAND AS AT JANUARY 2014

Geographical Distribution
of General Units by
Age Range

Over 13 @
Under 13 ©

NHS provider unless
indicated as below:

Independent provider O

% °Child and Adolescent Mental Health Services (CAMHS) Tier 4 Report. NHS England. July 2014
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The Health Committee report™® also indicated concerns relating to quality in some
inpatient services including evidence from NHS England that over the previous year
some inpatient services were closed owing to quality concerns.

A survey of CAMHS Tier 4 inpatient providers™! asked them to identify for 2012 and
2013 the number of admissions out- of -area, defined as “admissions deemed to be
placements where young people are harmed by the distance and disconnection from
local services, family and friends”. The chart below shows an increasing and high
proportion of out of area admissions in some areas in England.

Out of Area Admissions
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Bristol, North Somerset, Somerset and South GloucestershireBNSSSG
Birmingham, Solihull and Black Country BSBC
Cumbria, Northumberland, Tyne & Wear CNTW
Cheshire, Warrington & Wirral CWW
East Anglia EA
Leicestershire and Lincolnshire LL
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South Yorkshire and Bassetlaw SYB

1% Children’s and adolescents’ mental health and CAMHS. House of Commons Health Committee.
Third report of session 2014-15.
! Child and Adolescent Mental Health Services (CAMHS) Tier 4 Report. NHS England. July 2014
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4.4 Physical health

4.4.1 Summary of suggestions

Monitoring physical health

Stakeholders suggested that physical health monitoring is important to identify and
treat at the earliest opportunity those at high cardiovascular and metabolic risk.
There was a concern that the responsibility for monitoring physical health can get
lost between primary and secondary care.

Physical health programmes

It was suggested that there should be a more proactive approach to promoting good

physical health in children and young people with bipolar disorder or psychosis
including combined healthy eating and physical activity programmes, and help to
stop smoking.

4.4.2 Selected recommendations from development source

Table 7 below highlights recommendations that have been provisionally selected
from the development sources that may support potential statement development.
These are presented in full after table 7 to help inform the Committee’s discussion.

Table 7 Specific areas for quality improvement

Suggested quality improvement
area

Selected source guidance
recommendations

Monitoring physical health

First episode psychosis

NICE CG155 Recommendation 1.3.4
Promoting recovery and providing
possible future care in primary care
NICE CG155 Recommendations 1.7.1,
1.7.2,1.7.3,and 1.7.5

Monitoring physical health in
secondary care

NICE CG185 Recommendation 1.8.4

Physical health programmes

First episode psychosis
NICE CG155 Recommendation 1.3.6

Referral in crisis and challenging
behaviour

NICE CG155 Recommendation 1.5.13

Monitoring physical health in
secondary care

NICE CG185 Recommendations 1.8.2
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First episode psychosis

NICE CG155 Recommendation 1.3.4

Ensure that children and young people with first episode psychosis receive a
comprehensive multidisciplinary assessment. The assessment should address the
following domains:

e physical health and wellbeing (including weight and height, and information about
smoking, diet and exercise, and sexual health).

NICE CG155 Recommendation 1.3.6

Develop a care plan with the parents or carers of younger children, or jointly with the
young person and their parents or carers, as soon as possible, and:

¢ include activities that promote physical health and social inclusion, especially
education, but also employment, volunteering and other occupations such as
leisure activities.

Referral in crisis and challenging behaviour

NICE CG155 Recommendation 1.5.13

Promote good physical health, including healthy eating, exercise and smoking
cessation.

Promoting recovery and providing possible future care in primary care

NICE CG155 Recommendation 1.7.1

Develop and use practice case registers to monitor the physical and mental health of
children and young people with psychosis or schizophrenia in primary care.

NICE CG155 Recommendation 1.7.2

GPs and other primary healthcare professionals should monitor the physical health
of children and young people with psychosis or schizophrenia at least once a year.
They should bear in mind that people with schizophrenia are at higher risk of
cardiovascular disease than the general population.

NICE CG155 Recommendation 1.7.3

Identify children and young people with psychosis or schizophrenia who smoke or
who have high blood pressure, raised lipid levels or increased waist measurement at
the earliest opportunity and monitor for the emergence of cardiovascular disease and
diabetes.
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NICE CG155 Recommendation 1.7.5

Healthcare professionals in secondary care should ensure, as part of the care
programme approach (CPA) in England and care and treatment plans in Wales, that
children and young people with psychosis or schizophrenia receive physical
healthcare from primary care as described in recommendations 1.7.2-1.7.4.
Healthcare professionals in secondary care should continue to maintain
responsibility for monitoring and managing any side effects of antipsychotic
medication.

Monitoring physical health in secondary care

NICE CG185 Recommendation 1.8.2

People with bipolar disorder, especially those taking antipsychotics and long-term
medication, should be offered a combined healthy eating and physical activity
programme by their mental healthcare provider.

NICE CG185 Recommendation 1.8.4

Routinely monitor weight and cardiovascular and metabolic indicators of morbidity in
people with bipolar disorder. These should be audited in the annual team report.

4.4.3 Current UK practice

Monitoring physical health

A longitudinal qualitative study of young people’s views of moving on from early
intervention services for psychosis at 5 sites across England*? found that most young
people had not then seen their GP or used primary care during the 3 years they were
in contact with the early intervention service. This appeared to be related to the
intensity of support from early intervention services, which meant that service users
felt little need to use primary care. Even though some young people in the sample
had experienced significant physical health comorbidities such as obesity, diabetes,
or heart disease there was little recognition from the majority of service users of the
potential physical health problems in store or of the need to actively address them
with their GP. Discussions about physical health were noticeably absent both during
contact with early intervention services and after discharge.

Physical health programmes

No published studies on current practice were highlighted for this suggested area for
quality improvement. This area is based on stakeholder's knowledge and
experience.

12 Service users’ views of moving on from early intervention services for psychosis: a longitudinal
gualitative study in primary care. Lester et al. British Journal of General Practice (March, 2012).
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4.5 Promoting recovery

45.1 Summary of suggestions

Educational, training and occupational provision

Stakeholders suggested that there is currently inconsistent educational /training
/occupational provision for children and young people with psychosis, schizophrenia
or bipolar disorder, with a more joined up approach across key organisations
needed. This is a priority because it will improve academic and social development
and overall life chances.

45.2 Selected recommendations from development source

Table 8 below highlights recommendations that have been provisionally selected
from the development sources that may support potential statement development.
These are presented in full after table 8 to help inform the Committee’s discussion.

Table 8 Specific areas for quality improvement

Suggested quality improvement Selected source guidance

area recommendations
Educational, training and occupational General principles of care
provision NICE CG155 Recommendation 1.1.5

First episode psychosis

NICE CG155 Recommendation 1.3.9
Referral in crisis and challenging
behaviour

NICE CG155 Recommendation 1.5.10
Promoting recovery and providing
possible future care in secondary care
NICE CG155 Recommendations 1.8.11
(KPI), 1.8.12,1.8.13,1.8.14 and 1.8.15
Promoting recovery and return to
primary care

NICE CG185 Recommendation 1.9.6

General principles of care

NICE CG155 Recommendation 1.1.5

Help the child or young person to continue their education. Contact the school or
college, subject to consent, to ask for additional educational support if their
performance has been affected by their condition.

First episode psychosis

NICE CG155 Recommendation 1.3.9

30



For children and young people with first episode psychosis who are unable to attend
mainstream school or college, facilitate alternative educational input in line with their
capacity to engage with educational activity and according to their individual needs,
with an ultimate goal of returning to mainstream education, training or employment.

Referral in crisis and challenging behaviour

NICE CG155 Recommendation 1.5.10

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 iliness and degree of
impairment.

Promoting recovery and providing possible future care in secondary care

NICE CG155 Recommendation 1.8.11 (KPI)

For children and young people of compulsory school age, liaise with the child or
young person's school and educational authority, subject to consent, to ensure that
ongoing education is provided.

NICE CG155 Recommendation 1.8.12

Liaise with the child or young person's school and with their parents or carers,
subject to consent, to determine whether a special educational needs assessment is
necessary. If it is agreed that this is needed, explain to parents or carers how to
apply for an assessment and offer support throughout the process.

NICE CG155 Recommendation 1.8.13

Provide supported employment programmes for those young people with psychosis
or schizophrenia above compulsory school age who wish to return to work or find
employment. Consider other work-related activities and programmes when
individuals are unable to work or are unsuccessful in their attempts to find
employment.

NICE CG155 Recommendation 1.8.14

Mental health services should work in partnership with local stakeholders, including
those representing black and minority ethnic groups, to enable young people with
psychosis or schizophrenia to access local employment and educational
opportunities. This should be sensitive to the young person's needs and skill level
and is likely to involve working with agencies such as Jobcentre Plus, disability
employment advisers and non-statutory providers.
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NICE CG155 Recommendation 1.8.15

Routinely record the daytime activities of children and young people with psychosis
or schizophrenia in their care plans, including educational and occupational
outcomes.

Promoting recovery and return to primary care

NICE CG185 Recommendation 1.9.6

Offer supported employment programmes to people with bipolar disorder in primary
or secondary care who wish to find or return to work. Consider other occupational or
educational activities, including pre-vocat