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Executive summary and Recommendations

Children and young people with learning disability have
disproportionately high rates of mental health issues and behavioural
difficulties, physical co-morbidities, adverse life events and poverty. Itis
estimated that between 4,121 and 12,362 children and young people
with learning disability living in Scotland have mental ill-health, between
3,091 and 9,272 of who have persistent mental ill-health. They have
been recognised to require improved access to community and inpatient

mental health services.

There are no dedicated NHS mental health inpatient units in Scotland for
children and young people with learning disability and/or autism

spectrum disorder. While some are admitted to the 3 regional adolescent
mental health inpatient units or the national unit for under 12s, this is not

appropriate or possible for all.

The Scottish Government, NHS Scotland, Mental Welfare Commission
and Kindred worked together to assess the need for specialist inpatient

mental health beds in Scotland for this group.



Findings

Between 2010 and 2014 at least 45 children and young people with
learning disability required specialist inpatient mental health care not

available in Scotland. Instead they went to:
Scotland:
o Adult Learning Disability wards (including secure units) 30%

o Adult Mental Health units (including intensive care and

secure units) 28%
o Child and Adolescent Mental Health Units 16%
o Not admitted 8%
o Pediatric wards 5%
e Specialist units in England: 13%
Impacts
Average costs were upwards of £300,000 per patient per year.

Children and young people remained distressed and under-treated at
home or in unsuitable units, sometimes with high use of sedative

medication and restraint.

Families were highly stressed, managing severe self-injury, aggression

and destructive behaviours in their children.

Some creative individual local solutions were found, but at a cost to the
care of other patients.

Better clinical outcomes resulted from admission to specialist units in

England, but distance led to dislocation from family and local services.



Recommendations

1. A bespoke national learning disability child and adolescent mental
health inpatient unit, with 9 beds, located in Scotland. A more detailed

specification is later in this Report.

e This will provide quicker, better planned, safer, more specialist holistic
treatment closer to home, not a return to institutionalised care of the

past.

e It is anticipated that average cost per admission per year will be less

than for current unsatisfactory ad-hoc arrangements

e It will be for children and young people with more severe levels of
learning disability, complexity and challenging behavior whose needs
cannot be met on the existing Scottish child and adolescent inpatient

mental health units

e The number of recommended beds assumes that adolescents with
mild learning disability and/or autism spectrum disorder who need
secure inpatient mental health care will be accommodated within the
proposed Scottish secure/forensic adolescent mental health inpatient

unit.

2. A national clinical network to support development of the unit and

community services, linking with multiagency partners across Scotland.

3. Improvements in access to the four existing Scottish child and
adolescent mental health inpatient units for children and young people
with autism spectrum disorder and those with milder degrees of learning

disability and less complex needs.



4. Additional training and support for staff at the four existing Scottish
child and adolescent mental health inpatient units in order to improve
outcomes for children and young people with autism spectrum disorder
and those with milder degrees of learning disability who receive

treatment in those units.

5. Development of the full range of community child and adolescent
mental health services for children and young people with learning

disability across Scotland.

6. Health and Social Care Partnerships to review community provision
for children and young people with a learning disability and/or autism
spectrum disorder in order to maximise appropriate use of a bespoke
mental health inpatient unit and work with any new unit to ensure

appropriate referral pathways and discharge planning.

7. Health and Social Care Partnerships and NHS Scotland must create
clear pathways and commissioning arrangements to existing facilities,

including those outwith Scotland.

8. NHS National Specialist Services Division should continue to ensure
that pathways to specialist services in England are available for the
occasions where an admission to a unit outwith Scotland would be more

clinically appropriate.
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ABBREVIATIONS

ALD Adult Learning Disability

AMH Adult Mental Health

ASD Autism spectrum disorder

CAMH Child and Adolescent Mental Health

CAMHS  Child and Adolescent Mental Health Services

HB Health Board

IP Inpatient

IPCU Intensive Psychiatric Care Unit

LD Learning disability

MH Mental health

NCPIPU National Child Psychiatry Inpatient Unit

NES NHS Education Scotland

NPF National Planning Forum

NSD National Specialist and Screening Services Directorate of
NHS National Services Scotland

NSAG National Services Advisory Group

NSSC National Specialist Services Committee

YPU Young People’s Unit (adolescent mental health inpatient

ward)

Note: ‘intellectual disability’ has been recently introduced as a diagnostic
term to replace ‘learning disability’. However, as most Scottish services
over the time period of the survey used the term ‘learning disability’, that

term has been retained for the purposes of this report.
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1. INTRODUCTION

Children and young people with Learning Disability have
disproportionately high rates of mental health and behavioural difficulties,
physical co-morbidities, adverse life events and poverty. The need to
improve their access to mental health services has been recognised over
the last decade in Scotland. This inpatient needs assessment work forms
part of the response to that need, alongside the ‘LD CAMHS Models and
Outcomes Study’ which aimed to identify promising models of community

service delivery (forthcoming).

There are no specialist mental health inpatient services for children and
young people with learning disability in Scotland, many of whom are
unable to access child and adolescent mental health inpatient units, of
which there are 3 regional units for 12 to 18 year olds and one national
unit for under-12s, in Scotland. Concerns have been raised about the
impact of this situation on children and young people with learning
disability, their families and the services which support them. Some
children and young people with autism spectrum disorder but without
learning disability have also reportedly had difficulties accessing
appropriate mental health inpatient care. As the needs of these groups

overlap, they were also included in the survey that underpins this work.

This report summarises and draws conclusions from data collected
through survey and research work conducted over the period February to
June 2015 with clinicians, families, carers, and NHS NSD in Scotland. It
includes financial information and analysis. The work was led by Dr
Susie Gibbs. The detail of the data and the methodology of the research

are in the Appendices.
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In order to give a contextualised picture of this assessment of mental
health inpatient needs for children and young people in Scotland, this
report begins by giving information on learning disability impact and
prevalence in Scotland, mental health facilities for children and young
people, problems of access to appropriate mental health facilities for
children and young people with a learning disability, and an overview of

policy developments.

1.1 Mental health of children and younqg people with learning

disability

A learning disability is a significant, life-long condition with 3 components
(Scottish Executive 2000):

1. A reduced ability to understand new or complex information or to

learn new skills
2. A reduced ability to cope independently

3. Starts before adulthood with a lasting effect on the individual’s

development.

Estimates of prevalence of learning disability in the population vary.
This population experiences high rates of physical and mental health
co-morbidities, adverse life events and poverty (LD CAMHS Framework
Document, Appendix A2.2), and a wide range of factors contribute to
health inequalities experienced by this vulnerable group, who are at
increased risk of exposure to all of the major categories of social
determinants of poorer physical and mental health (Public Health
England, 2015).

A recent international review (Munir, 2016) concluded that the

prevalence of learning disability in children and young people is around
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1-3%, with prevalence of co-occurring mental ill-health being around
40%, and persistent mental ill-health around 30%. Based on the
National Records of Scotland mid-2014 population estimate
(www.nrscotland.gov.uk) that there were 1,030,183 children and young
people aged 0-17 in Scotland, there are likely to be between 10,302 and
30,905 children and young people aged under 18 years who have a
learning disability. Therefore, it can be estimated that between 4,121 and
12,362 children and young people in Scotland have learning disability
and mental ill-health, between 3,091 and 9,272 of whom have persistent

mental ill-health.

It has also been estimated that these high rates of mental ill-health in
children and young people with learning disability mean that this group
accounts for 14% of the total child and adolescent psychiatric morbidity

in Britain (Emerson et al, 2007).

1.2 Current access to mental health inpatient care

It is important to be clear that hospital admission for mental health
problems can be required by any child or young person, with or without
learning disability and/or autism spectrum disorder. In this context,
admission is for mental health assessment and treatment, followed by

discharge, not for long-term institutional care.

There are 3 regional Young People’s Units (YPUs) in Scotland, providing
mental health inpatient assessment and treatment for adolescents aged
12 and over. These are in Glasgow, Edinburgh and Dundee and
collectively serve the whole of Scotland. Caledonia Ward at the Royal
Hospital for Sick Children in Glasgow was the National Child Psychiatry
Inpatient Unit (NCPIPU) (predominantly for under 12s) at the time of the

survey. This has since moved to become Ward 4 at the Royal Hospital
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for Children at Queen Elizabeth Hospital. While these four units will
admit some children or young people with learning disability and/or
autism spectrum disorder, specialist learning disability and autism
spectrum disorder children and young people’s mental health inpatient
units do not exist in Scotland. Children and young people with learning
disability and/or autism spectrum disorder have been admitted to NHS
and private mental health units in England, most commonly to those run
by Northumberland, Tyne and Wear NHS Foundation Trust, and St
Andrew’s Healthcare in Northampton. An overview of inpatient provision
in the UK for children and young people with learning disability is

available (Lovell, 2011, currently being updated).

A ‘snapshot’ of numbers of children and young people aged under 18
with learning disability and/or autism spectrum disorder in mental health
or learning disability inpatient beds in Scotland was available from the
Scottish Government’s Mental Health and Learning Disability Inpatient
Bed Census carried out on 29 October 2014 (Scottish Government,
2015). Out of 50 children and young people aged under 18 in hospital on
the day of the census, 12 had diagnoses of learning disability and/or
autism spectrum disorder. Due to restrictions on data about small
numbers of patients, further breakdown of which kinds of wards these
children and young people were on is not available for publication. In
England, a census of inpatients with learning disability found 165 (6%)

were aged under 18 (Health and Social Care Information Centre 2015).

Clinicians working in the field face considerable difficulties in finding
appropriate mental health inpatient facilities for children and young
people with learning disability when required. Anecdotally, this has been
particularly for those with co-morbid autism spectrum disorder and

challenging behaviour and for those with more severe levels of learning
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disability. Numbers for individual clinicians have been relatively small,
but the complexity/severity of the child or young person’s difficulties and
lack of appropriate services have led to some extremely time-consuming
and expensive outcomes. Concern has been raised about negative
experiences for patients and their families and also the impact on local
services as clinicians attempt to ‘cobble together’ arrangements for

individuals.

A number of children and young people have been admitted, often for
long periods, to adult learning disability hospitals in Scotland or to NHS
or private LD CAMH inpatient units in England. Regular funding of NHS
admissions in England by NHS National Services Scotland and the
linking of clinicians in the LD CAMHS Scotland Network has allowed the
recognition that these situations are not ‘one-off’ but have been
happening regularly to children and young people with learning disability
from across Scotland. The present work resulted from this growing
recognition of need, precipitated by a situation in 2014 when changes in
NHS England commissioning arrangements further reduced access to

specialist beds in England.

1.3 Background to policy development for specialist mental health

inpatient provision for children and younqg people with learning

disability

Children with learning disability used to be routinely admitted to
institutional care in ‘mental handicap’ hospitals. Numbers reduced during
the 1970s and 1980s and continued during the hospital closure
programme to de-institutionalise care for people of all ages with learning
disability that began in the early 1990s (Scottish Consortium for Learning
Disability, 2014). However, specific plans were not made for children and
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young people requiring hospital assessment and treatment of mental

health/behavioural problems after hospital closure programmes.

Problems of access to in-patient mental health provision in Scotland for
children and young people with more severe levels of learning disability
and the most complex difficulties has been recognised for some time.
The last published policy document relating to mental health inpatient
services for children and young people (Scottish Executive, 2004)
specifically excluded those with learning disability from its remit, despite
recognition that the specific expertise and environment required to meet
their needs was generally unavailable in Scottish mental health inpatient
units. A paper was later produced by the LD CAMHS Scotland Network
and the National Inpatient Forum giving guidance to staff in young
people’s mental health inpatient units on the management of young

people with learning disability (Appendix A2.1).

There was recognition by the Scottish Government in the mid-2000s of a
lack of access to appropriate mental health services in general for
children and young people with learning disability. Very different
commitment and service responses were noted across the country, with
a patchy and often isolated workforce. A Government-funded conference
in Perth in 2008 — ‘Better Health — Better Care: Delivering Better Mental
Health Services for Children with a Learning Disability’ brought together
clinicians from across Scotland to look at epidemiology, begin mapping
services, share clinical experience and network. This led to the
development of the LD CAMHS Scotland Network, a multidisciplinary
network of now over 190 clinicians from all Health Boards and relevant
disciplines. This network collaborated with the Scottish Government
Mental Health Division to produce the LD CAMHS Framework Document

(Appendix A2.2), which gives guidance on how to implement the CAMHS
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Framework (Scottish Executive 2005) to improve the mental health of
children and young people with learning disability. This document gives
further relevant background information on the needs of this patient
group, with reference to UK-wide reports, guidance and standards as

well as initial mapping of Scottish services.

An action plan was then developed to support the development of
appropriate services. This was overseen by the Government CAMHS
Implementation Monitoring and Support Group, in collaboration with the
LD CAMHS Network, Health Boards, National In-patient Forum, and
NES (NHS Education Scotland). Key points in the action plan included

the need to:
1. Gather more information
a. via service and workforce mapping
b. on access to mental health services
c. on which service models work effectively

2. Develop the workforce via training, an LD CAMHS Network website

and by further developing Network meetings

3. Develop links/embed in wider multiagency work-streams

(regionally/nationally)

Full detail can be found in the document ‘Improving Access to Mental
Health Services for Children and Young People with Learning Disability
in Scotland — June 21, 2011 — Action Plan and Report’ at:

http://www.gov.scot/Topics/Health/Services/Mental-

Health/Strateqy/Child-Adolescent-Services
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http://www.gov.scot/Topics/Health/Services/Mental-Health/Strategy/Child-Adolescent-Services
http://www.gov.scot/Topics/Health/Services/Mental-Health/Strategy/Child-Adolescent-Services

Through this work there was recognition of the need to improve access
for children and young people with learning disability to mental health
provision across all the ‘tiers’ of CAMHS service, i.e. universal services,
uni-professional targeted services, multidisciplinary specialist community
teams, intensive community treatment, and inpatient services. The initial
focus was on community services and a commitment was made in the
Scottish Government Mental Health Strategy 2012-2015: ‘We will work
with clinicians in Scotland to identify good models of Learning Disability
(LD) Child and Adolescent Mental Health Services (CAMHS) service
delivery in use in different areas of Scotland or other parts of the UK
which could become, or lead to, prototypes for future testing and

evaluation’.

http://www.gov.scot/Topics/Health/Services/Mental-
Health/Strateqy/Child-Adolescent-Services/C10

As a result, the Scottish Government Mental Health Division funded
Glasgow University, in collaboration with the LD CAMHS Scotland
Network, to carry out the ‘LD CAMHS Models and Outcomes Study’ in
order to deliver on this commitment. An initial paper reviewed research
on the experiences of service users and providers (Jacobs et al, 2015).
Reports from the Models and Outcomes study, which focused on
community LD CAMHS are being finalised. They will complement this

report, which focuses on specialist mental health inpatient services.

As this needs assessment goes to press, a report commissioned by the
English Department of Health has been published by the Council for
Disabled Children — “These are our children’ (Lenehan, 2017). Lenehan’s
report is highly relevant to the children and young people described in
this needs assessment, setting inpatient provision in the context of wider

multiagency services and strategy.
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1.4 Focus of this work

The focus of this work is on the need for inpatient mental health services
for children and young people with learning disability (who also often
have autism spectrum disorder) in Scotland. However, there is also
recognition that some children who have autism spectrum disorder but
no Learning Disability have difficulty accessing inpatient services. As

there appears be an overlap, information on this group was also sought.

1.5 Potential impact of this work

Along with the LD CAMHS Models and Outcomes Study, this study will
provide an important evidence-base for developing appropriate services
across community and inpatient settings. As well as information from
clinicians and NHS managers, it was equally important to establish the
views of parents in order to inform proposals for changing services.
Families have expressed many concerns about the current provision, but
the short and long-term impact on them and their children is not fully

understood.

The themes uncovered during this work also link to national concerns
about people with learning disability having long admissions to out-of-
area health and social care placements; these concerns are heightened
by reports of poor or abusive care (DOH, 2013). The findings from this
work can helpfully inform recommendation 51 of “The Keys to Life:
Improving quality of life for people with learning disabilities’ (Scottish
Government, 2013), which is establishing data on out of area placements
and making recommendations on how people with learning disability can

be supported to live nearer their family in Scotland.
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2. AIMS AND OBJECTIVES

The primary aim of the survey was to ascertain the need for specialist
mental health inpatient provision for children and young people under
age 18 with learning disability and/or autism spectrum disorder in
Scotland. To do this, the survey aimed to gather comprehensive
information over a 5 year period (2010-2014 inclusive) on service usage

and parent and clinician experience and opinion. This included:

a) Demographic and clinical characteristics of children and young
people with learning disability and/or autism spectrum disorder in
Scotland who have either had a mental health admission in the 5
year period, or who have required one but have not been able to

access it.

b) The nature of inpatient or alternative arrangements that have been

made for these patients.

c) The outcomes and impacts of the various arrangements that have
been made on children, young people, their families and local

services.

d) The financial cost of the inpatient admissions or alternative

arrangements.

The survey results were intended to inform recommendations for future
mental health inpatient provision for this group of children and young
people. This report summarises the analysis and findings from the

survey, and makes recommendations.
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3. METHOD

Information was sought on patients meeting the following inclusion

criteria:
1. Aged under 18 years
2. Diagnosis of learning disability and/or autism spectrum disorder

3. During years 2010 — 2014 (inclusive) had one or more of the

following:

(@) An admission to a hospital facility of any kind for mental

health/behavioural reasons.

(b)  An admission to a non-hospital facility of any kind for mental
health/behavioural reasons, where ideally a mental health

inpatient admission was required.

(c) Remained at home/usual place of residence, where ideally a

mental health inpatient admission was required.

Questionnaires were distributed to clinicians across Scotland and
followed up with interviews (mostly by telephone) to fill in any gaps and
gather qualitative information and opinion. Clinicians were asked to send
on questionnaires to families of the children and young people affected.
Families who responded were also offered interviews regarding their
experiences by an independent family support service. Further details on
methodology, including the questionnaire and interview crib sheets, are

in the appendices (section A3).
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4. RESULTS AND DISCUSSION

The results and discussion sections are combined in this report, to aid
the flow for the reader in following the complex quantitative and
gualitative data and issues. Response rates are presented and explored
first, including possible reasons for variation between Health Boards.
Demographic and clinical information is presented next. Then the report
weaves a route through the need for a mental health inpatient admission,
pathways into the admission, where the patient was actually admitted to
(if at all), issues during an admission and pathways out of hospital. The
impact of the current situation on children, young people, families and
services is reported and discussed. The numbers and profiles are given
of patients requiring specialist mental health inpatient care not presently
available in Scotland. Finally, other findings from the study, such as

information on community LD CAMH services, are noted.

More detail on the quantitative results are included in the appendices
(section A4), which contain much rich qualitative data, illustrating the
experiences of children and young people, their families and
professionals. Graphs and tables contained in the appendices also
present more detail on the quantitative results reported in the main part

of the report.

4.1 Responses from clinicians

153 questionnaires were returned by 43 clinicians from 13 out of the 14
territorial Health Boards in Scotland, relating to 84 individual patients
who were admitted to hospital on 1 or more occasions. This represented
106 overall periods of inpatient care, 32 transfers within admissions, 8
situations where patients requiring hospital admission stayed at

home/usual place of residence and 7 where they went to a non-hospital

24



placement. Steady numbers of admissions were reported on from 2012-
2014, but less for 2010-2011. Interviews with 37 of the 43 clinicians from
a range of professional backgrounds and from all Health Boards that

submitted questionnaires took place between March and May 2015.

The high number of responses to this survey from senior clinicians from
a variety of child and adult services across Scotland (see appendices,
section A4.1.2 (i) for detail) pointed to the research addressing an
important issue for their patients. Clinicians reported lack of access to
inpatient services for children and young people with learning disability
(and for some with autism spectrum disorder but no learning disability)
as being a longstanding issue, well before the study period. Excepting for
the limited number of LD CAMHS specialist psychiatrists, numbers
affected on individual clinician’s caseload were small. However, the
impact of the lack of inpatient care on children and young people, their
families and local services was considered highly significant. The vast
majority of those submitting questionnaires also gave considerable time
to telephone interviews which added depth and insight into the situations
outlined in the questionnaires. They were keen to see services develop
to better meet the need of this patient group and their families and

contributed valuable opinions and ideas as to how this could be done.

It was clear that the considerable difficulties experienced by many of the
children and families described by clinicians had made a big impression
on clinicians themselves. For example, one Consultant CAMHS
Psychiatrist commented that these are the kind of patients and situations
that Psychiatrists wake up in the night thinking about, even years later.
Others said that their patient’s situation was the most difficult and

stressful they had ever had to manage.
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4.2 Possible under-reporting

4.2.1 Practical difficulties in identifying historical admissions

Despite the apparent high number of responses received, participating
clinicians were concerned that the study would not uncover the full extent
of need. Under-developed IT recording systems and a lack of
management and strategic oversight of services for this patient group
were common issues. Clinicians mostly had to identify patients for
inclusion from memory and manually ‘trawling’ through diaries. Where
there are no learning disability CAMHS or autism spectrum disorder
teams or teams are small, movement of 1 or 2 clinicians away from
services severely affected ability to identify cases. Even having 1 key
clinician on leave at the time of the survey may have meant that
important cases were not highlighted. It is therefore not surprising that
greater numbers were included from the last 3 years of the time period

covered by the survey compared with the first 2 years.

4.2.2 Children and young people with autism but without learning

disability

Only a small minority of clinicians submitted questionnaires for all of their
patients with autism spectrum disorder but no learning disability meeting
study criteria. Most only reported on these where they considered that
more specialist care was required (usually due to forensic concerns/need
for security). This impression was backed up by additional statistical
data provided by 2 of the Scottish CAMH inpatient units on the
diagnoses of children and young people admitted over the study period.
For example, the National Child Psychiatry Inpatient Unit had a total of
37 patients with diagnoses of learning disability and/or autism spectrum
disorder over the 5 year period, and Skye House (West of Scotland YPU)
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36, many more than picked up by the study. Less than 5 of these in each
case had learning disability diagnoses and this is more consistent with

study figures.

4.2.3 Difficulties in identifying mental health issues and need for

admission

Clinicians get used to having an exceedingly high threshold for admitting
patients when there is no suitable unit and try to avoid admission by
trying to manage in the community. Most clinicians have not themselves
been to or experienced the outcomes of specialist LD CAMH units so
may not be aware of when a patient would benefit from admission.
Where there are no specialist LD CAMH community services, mental
health elements to behavioural presentations may not be recognized at
all. Children and young people can therefore move up increasing levels
of restrictive and secure care and school settings with their mental health

needs unaddressed.

In this study Health Boards without an LD CAMH service tended to report
relatively more admissions for those with autism spectrum disorder but
no learning disability, who often did not require specialist inpatient
services. They were less likely to report admissions/need for admission
for those with learning disability. A lack of community LD CAMH
expertise may mean they were not working with and identifying the need

amongst those with learning disability, particularly of more severe levels.
4.2.4 Other evidence of under-reporting

A number of clinicians identified patients for the survey but were not able
to gather information and submit forms in the timescale required. Forms
were received too late for inclusion in the analysis for 7 admissions

relating to 4 individual patients. These were all looked after and
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accommodated children, with mild or moderate learning disability, aged
14-15, one of whom also had autism spectrum disorder. They all had
additional major mental iliness, severe behavioural problems, significant
background issues of deprivation and/or neglect and had been charged
with serious crimes. 3 had been admitted to adult IPCUs (Intensive
Psychiatric Care Units) or adult low secure wards. All ideally required low
or medium security on LD CAMH or ‘mainstream’ secure adolescent
wards and required 2:1 or 3:1 nursing care. Only 1 received such care in
a hospital in England. They were all in hospital for lengthy periods, up to
6 years, and 3 remained in hospital, including in adult forensic wards at
the end of the study period. This indicates that there may be significant
cases missed from the study and this needs to be taken into account
when estimating the level of need for specialist beds and the interface

with the proposed forensic CAMH unit.

Information on admissions to pediatric wards for mental
health/behavioural reasons was submitted from very few Health Boards;

therefore this number is also likely to be an underestimate.

4.3 Responses from families and carers

17 questionnaires were received from families/carers, describing 18
admissions/ parts of admission for 10 children and young people.
Despite relatively small numbers, demographic and diagnostic
characteristics broadly matched those of the patients described by
clinician questionnaires and the children and young people were
admitted to a similar range of units and usually had long waits for
admission. Themes from parent/carer interviews were strikingly similar to
those from clinician interviews and these experiences were incorporated

into the relevant qualitative results sections. Important additional
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perspectives were gained and are given in section A4.17 of the

appendices.

Overall, staff understanding of children and young people’s needs was
reported as being variable, and with clear room for improvement. Some
good outcomes were described, but also significant difficulties and
negative impact on children and young people’s emotional well-being.
Distance from home was a major issue for families who had to travel

significant distances to visit their child (up to 8 hours).

Recruitment from families was more limited compared to that from
clinicians. Recruitment relied on clinicians passing on questionnaires to
families and this may have been thought to be inappropriate in some
cases. For example, where they had lost contact with the family and
were not sure of their circumstances, or where the children and young
people were looked after by the Local Authority. It was clear from the
information provided by those who did complete and return
guestionnaires that many parents remained in the midst of
circumstances relating to their child's mental health. A number had been
deeply affected by their child’s difficulties and their journey through
services. Therefore participating in the study may have been too difficult

emotionally or time-wise for a number of other families.

Good service is what is expected and by virtue of things working well
people move on. Generally speaking, people give feedback because
they are unhappy or particularly pleased with some aspect of a service.
Not surprisingly therefore, approximately 90% of those who selected
themselves to be interviewed wished to do so to report on their "negative
and difficult experiences". However, when talking about mental health
services the importance of emotion must be acknowledged as a

particular factor in people's understanding and perception of their
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experiences. When considering parental experience of their child's health
the impact of this factor is further amplified. Parental understanding of
their role as protector, care-giver, provider and problem-solver is hugely
compromised by what is happening to their child and by the need for the
involvement of professionals and agencies (Beresford B, Rabiee N &
Sloper P, 2007).

The emotional impact on families of caring for a child with disability
should not be underestimated. Added to that, the onset and diagnosis of
mental ill health can be, as one parent reported it, "both devastating and
frightening, we were thrown into the unknown and remain there even
now". All the parents interviewed were in varying states of ‘rawness'.
They reported the experiences they had as "traumatic”, some were able
to describe particular aspects of the process quite clearly but others were
hazier in their descriptions and timelines. Most parents described a
strong sense of "isolation and separation, including from other parents of
kids with autism”. All of this was likely to have impacted on their

experience of services and their reporting of it.

In addition to the evidence gained directly from the survey questionnaires
and interviews, Kindred has provided advocacy support to four families
over the past two years with children and young people with a diagnosis
of autism spectrum disorder who have had long term experiences of
inpatient care. They have also supported a further six families of
children and young people with very challenging behaviour. The
perspective gained over time of the impact on families who may have
benefitted from a specialist inpatient facility in Scotland is included in the

appendices (section A5).
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4.4 Views of children and young people

Whilst incorporating the experiences and views of families and carers, it
Is important to acknowledge that this survey was not able to seek such
information directly from children and young people themselves. In any
development and design of the recommended unit, views and
experiences of children and young people should be sought, supported
by the use of appropriate communication techniques. For example, links
with LD CAMH units in England could be used to seek views from
children and young people who are inpatients there, with help from

independent advocacy organisations.

4.5 Variation between Health Boards

Differences in overall submission rates to the study from different Health
Boards (see section A4.1.2 (i) of appendices) were likely to be due to a
range of factors, including participation rates of individual clinicians,
focus or otherwise of local services on this issue, and presence or
absence of specialist LD CAMH services. It also depended on whether
clinicians chose to submit data on patients with autism spectrum disorder
but no learning disability who did not require specialist autism spectrum
disorder services. This was highly variable. The information in this
section is based on submission rates relative to the population size of the
Health Boards. Numbers submitted from each Health Board were not
sufficient to report statistically significant analysis; however, some

interesting trends emerged.

Health Boards with the most established LD CAMH community services
generally had:
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Lowest overall submission rates to the study - which may be due in
part to a focus on those more complex children and young people
requiring specialist inpatient units not currently available.

A higher total number of admissions for children and young people
with learning disability to units within their Health Board, particularly
for those with moderate and severe learning disability — may be due
to their ability to support their patients within local adult LD, adult

mental health or YPU wards.

There were 2 notable exceptions:

In one Health Board with an LD CAMH service, there were fewer
admissions for those with learning disability, but the psychiatrist
supported a number of patients with moderate learning disability at
home or in local residential special schools who should have been in
hospital.

The Health Board with the highest rate of admissions of those with
learning disability was one with no LD CAMH psychiatrist, but which
had a large residential special school in its area from which a number

of children and young people were admitted to the adult LD unit.

The Health Board of residence (i.e. origin) of patients requiring

admission to hospital also appeared to vary in relation to the community
LD CAMH services in that Health Board:

e Where there was no specialist community LD CAMH service, rates of

reported admissions tended to be lowest - this may indicate hidden
need, with community services not identifying and treating mental

health problems in this group.

e Where services were partially developed, admission rates were

highest - perhaps indicating that more problems were identified, but
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services were inadequate to treat children and young people with
more severe/complex problems in the community.

e Where community services were most well developed, admission
rates were in between - this may mean that mental health problems
were being identified and that some admissions were prevented due
to more comprehensive and, in one Health Board, intensive work

being done in the community.

4.6 Demoqgraphics, diagnoses, presenting issues and admission

characteristics

More detail can be found on these results in sections A4.2 to A4.4 of the

appendices.

4.6.1 Ethnic group
>95% white British.
4.6.2 Gender

63% male. As the severity level of the learning disability increased,
males were more likely to be over-represented: 55% were male where
there was no learning disability, up to 80% male where there was
severe/profound learning disability. This is consistent with higher rates of
learning disability diagnosis in males in general, and increased % of
males with increasingly severe levels of learning disability. This contrasts
with admissions for children and young people under age 18 in general,
as illustrated by 32 out of 50 patients in the 2014 census on people in
mental health and learning disability inpatient beds being female
(Scottish Government 2015).
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4.6.3 Age

Range 8-17 years; mean 14.9, mode 16. Those with moderate, severe
and profound learning disability were more likely to have admission at a
younger age. The relatively younger age of admission for those with
these more severe levels of learning disability may be due to the

increased severity and complexity of their co-morbid conditions.
4.6.4 Looked after and accommodated children

30% of submissions were for looked after and accommodated children,
with highest rates for those with moderate learning disability. High rates
of submissions for looked after and accommodated children were likely
to be due in part to a significant proportion being accommodated with
family agreement in residential schools and care settings (particularly
those with moderate learning disability and challenging behaviour). In
addition, children with learning disability are known to be exposed to high
rates of abuse (Taylor et al, 2014), and some children and young people
may have therefore been looked after and accommodated for child

protection reasons.

4.6.5 Level of learning disability and rates of autism spectrum

disorder

The patients described in clinicians’ questionnaires had a range of levels
of learning disability. Due to inclusion criteria, all those without learning
disability had autism spectrum disorder. 30% of patients had no learning
disability, 30% had mild learning disability, 30% had moderate learning
disability, and 10% had severe/profound learning disability. 75% had
autism spectrum disorder, including 100% of those with no learning
disability, 52% of those with mild learning disability, 73% of those with
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moderate learning disability and 90% of those with severe/profound

learning disability.
4.6.6 Diagnoses

Multiple co-morbidities were common. Additional psychiatric diagnoses
included:
o Affective disorder (24%)

Anxiety and trauma related disorder (23%)
Psychosis (21%)
ADHD (15%)

Other developmental disorders (6%)

e Other additional psychiatric diagnoses (13%)

50% had additional physical health diagnoses:
e 15% had multiple physical health diagnoses
e The number of additional physical health diagnoses increased with

the severity of learning disability

The high rate of autism spectrum disorder in patients with learning
disability, increasing with severity of learning disability and high rates of
comorbid mental illness and physical health diagnoses, reflects clinical

experience and extensive research evidence for this population.
4.6.7 Presenting behaviours

e 65% had self-injury (100% where severe/profound learning
disability)

e 67% had aggression (100% where severe/profound learning
disability)

e 51% had destructiveness (80% where severe/profound learning
disability)
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o 28% had sexualized behaviour (42% where mild learning disability)
4.6.8 Police involvement

41% had police involvement at some stage (52% where mild learning
disability)

4.6.9 Admission rates over time

Steady admission numbers were reported from 2012 — 2014, but less for
2010 and 2011. This is likely to be due in part to issues described above
in identifying patients for inclusion in the study. In addition, it is possible
that there was: improved identification of mental health difficulties and
the need for inpatient care over time; less capacity in some local children
and young people and adult services to pull together local alternatives to
hospital admission; an actual increase in numbers of children and young
people with complex mental health and behavioural needs requiring

admission.
4.6.10 Reasons for admission

Most common across all levels of learning disability were:
e Mental health assessment and stabilisation (58-67%)
¢ Risk management (excluding suicidality/deliberate self harm) 50%
of those with no learning disability, 70-80% of those with all levels

of learning disability.

Suicidality/deliberate self harm: 37% of those with no learning disability,

very low rates in all levels of learning disability.

Medication management: 16% of those with no or mild learning disability,
29% for moderate learning disability and 35% for severe/profound
learning disability.
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Home/care placement breakdown was a common reason for admission

only for those with moderate learning disability (23%).
4.6.11 Mental Health Act

53% of patients were noted to have been detained under the Mental

Health Act for all or part of an admission.
4.6.12 Staff: patient ratio

Limited information given, but >15% needed more than 2 nurses per

patient.

4.7 Where children and young people were admitted to

4.7.1 Admissions to hospital settings

The questionnaires returned by clinicians described episodes of care in a
range of Scottish settings: 56 in adult mental health wards, 30 in young
people’s (12-18 years old) mental health inpatient units (YPUs), 25 in
adult learning disability (adult LD) wards, 7 in pediatric wards, and 5 in
the National Child Psychiatry Inpatient Unit (NCPIPU). 17 patients were
admitted to wards in England during the study period: 9 to LD CAMH
inpatient units (including secure LD CAMH inpatient units) and 8 to other

units (including secure adolescent and ASD specific).

More detail on the profile of patients admitted to different types of ward is
given in section A4.6.2 of the appendices. Patients with increasingly
severe levels of learning disability were more likely to be admitted to
adult LD wards, but only 2/3 of those even with severe/profound learning
disability were admitted to a learning disability specific ward, with Y2 of

these being an age-appropriate facility.
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The most common age for those admitted to adult MH, adult LD, YPU
and LD CAMHS (including secure) wards was 16-17 years. Those
remaining at home or admitted to non-hospital placements tended to be

younger teenagers.

Rates of autism spectrum disorder varied according to the type of ward
admitted to. Very high rates in those admitted to adult mental health units
reflects that a significant number of patients in the survey with no
learning disability (and therefore by definition due to inclusion criteria
with autism spectrum disorder) were admitted to these wards. There
were higher rates of autism spectrum disorder in those on adult LD
wards compared with those on YPUs. This may have been due to the
greater severity of learning disability in those admitted to adult LD wards,
with high rates of comorbid learning disability and autism spectrum
disorder in this group. YPUs seemed to be able to generally manage
those with Mild LD and more straightforward mental illness
presentations. The added complexity of autism spectrum disorder with
learning disability may have made these units less likely to cope

with/accept admissions.
4.7.2 Admissions to age-appropriate facilities

The percentages of children and young people in the survey admitted to
age-appropriate mental health wards (including transfers within
admission) were 27% for those with autism spectrum disorder but not
learning disability, 36% for those with mild learning disability, 33% for
those with moderate learning disability and 43% for those with

severe/profound learning disability.

In the 2014 Mental Health and Learning Disability Inpatient Bed Census
(Scottish Government 2015), 38 out of 50 patients aged less than 18
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years were in a children or young people’s unit (76%). Methodological
differences do not allow direct comparison with admissions of the
general population of children and young people in Scotland to age
appropriate mental health inpatient wards, however these percentages
do appear to indicate likely poorer access to age appropriate care for
children and young people with learning disability and/or autism
spectrum disorder compared to their peers. It should be cautioned that
reporting of admissions for those without learning disability but with
autism spectrum disorder in this survey was biased towards those
admitted to adult wards due to many submissions coming from one
Health Board who reported difficulty accessing beds in their regional

YPU during the study period.
4.7.3 Admissions to non-hospital settings or remained at home

In addition to these admissions to hospital settings, there were 15
patients who required admission but remained at home or were admitted
to non-hospital placements. These patients tended to be younger, have
moderate learning disability, usually had major mental illness and all had
highly challenging behaviour. The main reasons for not being admitted
were lack of a suitable age-appropriate specialist ward at a manageable

distance, and cross-border issues related to the Mental Health Act.
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4.8 Pathways

This section covers routes into admissions (including waits), routes
through admissions (including transfers), lengths of stay, separate
periods of admission for the same patient, and routes out of admissions.
There was a wide variety of complex pathways for patients ideally
requiring specialist LD CAMH, adolescent mental health secure or ASD-
specific secure inpatient provision, which only a minority actually
received in specialist units in England. Section A4.14 of the appendices
gives detailed information on all aspects of patient pathways, including
examples of pathways followed by children and young people requiring

inpatient care currently unavailable in Scotland (section A4.14.4).
4.8.1 Waits for an admission

Patients often spent significant time making no or limited progress at
home, or in residential care, or on one or more inappropriate wards (or

some combination of all of these).

Finding a bed in hospital was usually difficult. Clinicians described
extremely ‘high thresholds’ for admission, meaning they did not arrange
admission for these children and young people until they were much
more unwell than peers without learning disability and/or autism (or than
adults with learning disability), due to lack of suitable facilities.
Admissions were usually undertaken only in absolute crisis, when the
risk of staying in the community exceeded the risk of an inappropriate
ward. There was a lack of community mental health services to support
the child and their family, with ‘cobbled-together’ arrangements and gaps
being filled by other services. Despite this, once admission could no
longer be avoided, children and young people often waited considerable

periods of time even for an inappropriate bed, with 27% waiting more
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than 4 weeks. The majority were not admitted directly to appropriate
wards, having to wait again for transfer (if that happened) to a specialist
bed.

4.8.2 Length of admission

Admissions were lengthy (44% over 6 months), particularly for those with
learning disability. Examples were given where patients needing
specialist admissions were kept only for brief periods on non-specialist
wards and then discharged home or to social care placements with
inadequate mental health assessment/treatment. Whilst these
admissions may have been reported in the survey, the length of them
would have been less than that really required. Conversely, there were
patients in hospital for much longer than ideally required because
treatment took much longer in non-specialist units and because of
‘delayed discharges’ where there was a lack of suitable social
care/education provision to discharge to. These factors make estimation
of the likely average required length of stay on a specialist unit difficult.
One of the English LD CAMH NHS inpatient units aims for a 3 month
length of stay for those with severe learning disability. However, this
varies considerably, those with forensic needs and those with highly
complex or treatment-resistant mental illness usually requiring
significantly longer. A reasonable overall estimated average length of
stay would be between 6 and 12 months, with significant individual

variation.
4.8.3 Transfers and multiple admissions

27% of patients had at least 1 transfer during their admission, most
commonly those with mild learning disability. 16% had more than one

separate admission. Numbers of transfers during an admission are likely
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to be an underestimate of the true picture. In some cases, information on
guestionnaires was unclear about timing of transfers so they were not
counted. There were also a number of patients with learning disability
known to have moved on to adult LD inpatient units after the age of 18.

Only transfers before age 18 were counted in the data.
4.8.4 Discharge destination

The discharge destination at the end of the last admission in the study
period varied according to the presence or absence of learning disability,
and the level of severity. The discharge destination was home for 75%
of those without learning disability, but 55% for those with more severe
levels of learning disability. 18% (14 patients) remained in hospital, some
due to lack of appropriate social care or education resources to move on
to. This was particularly distressing for children and young people and
their families, and impacted on the service provision available for other

patients.

4.9 Impact and outcomes of the current situation on children and

yound people and families

There was evidence of willingness and efforts of practitioners in
attempting to meet children's needs at a local level, in order to reduce
the impact of long-distance separation from families. This involved
creative responses and examples of cross-disciplinary working.
However, the difficulties faced in Scotland by children and young people
with learning disability (often also with autism spectrum disorder) who
required mental health admission were considerable, as was the impact
on their families and services who attempted to meet their needs. These
were explored in detail with clinicians and families and fully documented

in the appendices (sections A4.6 to A4.13). Time and resources were
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wasted on admissions to inappropriate units, which could in some cases

contribute to further deterioration.
4.9.1 Impacts of waiting for a bed

Children and young people endured long periods of inadequately treated
illness and distress at home, potentially leading to poorer long-term
prognosis. It was highly stressful for families supporting children and
young people displaying severe self-injury, aggression and destructive
behaviours at home. Families, exhausted from caring responsibilities,
had to make difficult decisions. They were fearful of admission,
especially when no appropriate unit was available and/or they had
previous negative experiences. It was difficult to hand over care,
especially to staff inexperienced in working with children and young

people and/or those with learning disability

Risks were unacceptably high in the community from aggression, self-
injury, and destructiveness, use of high levels of psychotropic medication
without the ability to safely monitor and from families having to use

unsafe physical restraint.

There were patrticular difficulties for vulnerable patients, including those
with severe learning disability and more complex needs, and looked-after

children and young people in out-of-area placements.
4.9.2 Outcomes from admissions to wards in Scotland

Some good outcomes from admissions to all types of ward were
reported, despite the lack of suitable facilities and expertise for children
and young people with learning disability. Examples were given of acute
risks being managed, behaviour stabilised, medication adjusted, care

needs identified and discharge or transfer to more specialist units
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supported. However, in general, children and young people with more
than mild learning disability admitted to wards in Scotland faced
significant difficulties, including lengthy admissions, sometimes in highly
restrictive environments, with multiple transfers and transitions for those
most in need of consistency. Lack of specialist age/developmentally-
appropriate multidisciplinary care and environment could contribute to

unnecessarily high use of medication and restraint.

Children and young people on local adult LD and mental health wards
had better family contact and continuity with services, but the lack of staff
expertise, age-appropriate physical environment, education and activities
led in some cases to an escalation in challenging behaviour, with high
use of medication and restraint. There could be a lack of progress over
months or years. Children and young people exposed to adult patients
were anxious or socially and sexually vulnerable. Some adult LD wards
took in children and young people with highly challenging behaviour with
successful outcomes, due to flexibility in adapting physical environment
and staffing, but at significant cost to services to adult patients. Other
children and young people were reported to have been discharged too

quickly and inadequately treated due to concern about the adult setting.

Children and young people with autism spectrum disorder but no
learning disability generally did well in the regional mental health YPUs,
except for those children and young people requiring inpatient mental
health care with a degree of security, including forensic. Although staff
expertise of autism spectrum disorder reportedly appeared to be
improving over recent years, it remained variable and parents had
particular concerns in this area. However, when these children and
young people were admitted to adult mental health wards, they (like

those with learning disability) were disproportionately affected compared
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with typically developing peers. This was due to the child or young
person’s poorer communication and social skills, developmental level

and need for an adapted environment and activities.

The YPUs usually managed children and young people with mild
learning disability and typical mental illness presentations well. The
success of admissions to YPUs for those with moderate learning
disability and greater complexity varied according to staff experience and
support from local LD CAMH professionals. Support was generally
unavailable for patients from outside the Health Board in which the YPU

was situated, leading potentially to unequal access and outcomes.

Young people with severe learning disability and/or highly aggressive or
destructive behaviours were rarely accepted for admission to the YPUs.
Staffs on the National Child Psychiatry Inpatient Unit were considered
more experienced in working with children with greater
neurodevelopmental complexity. However, even on the National Child
Psychiatry Inpatient Unit, some under 12s with severe/profound learning
disability were only manageable as day patients and ultimately required

LD CAMH inpatient admissions in England.

Families were often deeply upset by the experience of their child being in
hospital, describing a lack of emotional support to deal with diagnoses
and the need for improved communication. They felt that a focus on just
one aspect of a young person’s difficulties created problems in meeting
their needs and that better access to therapy, education and activities
was required. Negative experiences impacted on future relationships and

engagement of young people and families with adult services.
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4.9.3 Outcomes when a child or young person was not admitted to

hospital when required

Extremely high levels of input from community clinicians and multiagency
partners were given for some individual children and young people who
required hospital but were not able to access it. Despite this high level of
input, children and young people endured unnecessarily prolonged
periods of illness and distress and families were stressed and exhausted

caring for them.

There were high risks to children and young people and families from
self-injury, aggression and destructiveness, as well as from an inability of
community services to adequately monitor mental state and medication.
Support agencies and schools sometimes withdrew support due to an
inability to manage the severity of behaviours. In the absence of
appropriate mental health inpatient care, some children and young
people’s challenging behaviour escalated and they were moved through
increasing levels of security in expensive social care or educational
residential placements which could themselves be out of area and

without access to specialist mental healthcare.
4.9.4 Outcomes from admissions to specialist units in England

Patients who were admitted to specialist LD CAMH and ASD specific
wards in England generally received comprehensive, age-appropriate,
multidisciplinary assessment and treatment in an appropriate physical
environment with developmentally appropriate activities, education and
peer-group. There were significant improvements in mental health, sleep
and well-being for children and young people and their families. This
demonstrated what was possible to achieve for some children and young

people with highly complex problems, with recommendations and
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support plans continuing to helpfully inform local services several years

after discharge.

Most difficulties described with these admissions related to distance from
home, causing additional distress to children, young people and their
families. Dislocation from family and local services complicated
discharge planning. Accessing beds was complicated and involved
prolonged negotiations with families, local and national services, long

waits for beds, and complex cross-border Mental Health Act issues

4.10 Impact and outcomes of current situation on services,

clinicians and their other patients:

4.10.1 Summary of financial costs

Children and young people admitted to specialist LD CAMH and ASD
CAMH NHS units in England are funded via the NHS National Services
Scotland risk share scheme on behalf of Scottish Health Boards. Costs
were variable with a peak of costs at the end of the study period where
total NSD spend on Forensic LD CAMH, LD CAMH and ASD CAMH
specialist care cost £1.06 million in 2014/15.

Admissions to specialist private hospitals are funded directly by the
patient’s Health Board of residence, with costs varying from £330,000 to
£624,000 per patient per annum. Where children and young people were
nursed in Scottish mental health inpatient units (including adult LD, adult
mental health and YPU wards), additional staffing costs to Health Boards
on top of usual care were up to £300,000 - £500,000 per patient per
annum. Other additional costs to Health Boards were less easy to
quantify but these included assessments (£2000 per patient), travel and
subsistence allowances for families, and costly adaptations and repairs

to existing wards.
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Considerable time and resources were used in ‘containing’ situations,
with patients being maintained in unsuitable units pending an appropriate
bed. Costs to local councils for some patients awaiting suitable hospital
care were similarly high, between £260,000 and £360,000 per patient per

year.

4.10.2 Costs of patients admitted to specialist LD CAMH/ASD

specific wards in NHS England
4.10.2 (i) Financial risk sharing scheme

The access of patients who were admitted to specialist LD CAMH and
ASD specific wards in NHS England is covered under a financial risk
sharing scheme administered for and on behalf of the 14 territorial NHS
Scotland Health Boards by NSD (National Specialist and Screening
Services Directorate of NHS National Services Scotland). This risk share
scheme was established in 1999 following the Management Executive
letter setting out the policy on replacement of Extra Contractual Referrals
issued on 25 January 1999 (MEL1999/4).

NHS Board Chief Executives and Scottish Government colleagues
approved the former National Services Advisory Group (NSAG, now
National Specialist Services Committee, NSSC) recommendation for
funding to be top-sliced off Health Board allocations and transferred to
NSD to cover equitable Scottish access to specialised services in
England where equivalent services were not available in Scotland. The
analysis of national expenditure and referral patterns has enabled NSD
to identify opportunities to encourage service development in NHS
Scotland and reduce the need for cross-border care in other acute areas

of health care.
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The establishment of new commissioning arrangements for specialist
CAMHS services within NHS England from 1 April 2013 led to changes
in the arrangements that had been in place for Scottish patients to
access specialist services in England. This made it more difficult for
patients from Scotland to access beds due to priority being given to NHS
England patients. This restriction in access to NHS England beds was
not reflected in NSD spends. However, there is likely to have been
financial impact on Health Boards, who would have had to pay for private
LD CAMHS hospital admission instead, or (along with Councils) for

alternative arrangements whilst awaiting an NHS bed.
4.10.2 (ii) NSD spending on LD CAMH and ASD CAMH inpatient care

The cost attached to the provision of specialist LD CAMH and ASD
CAMH inpatient care in NHS units in England has risen sharply over the
last 5 years from a figure of £ 63,269 in 2010/11, to a sum £1.06 million
in 2014/15. Patient numbers are less than 5 for both of these financial
years and therefore cannot be reported. Northumberland, Tyne and
Wear NHS Foundation Trust are the main provider of care. It should be
pointed out that costs do not necessarily reflect demand. For example,
there can be limited access to beds, and costs incurred over the last 5
years will have been contained by these restrictions. Further factors are

discussed in section 5.9.4 of this report.
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It would be prudent to estimate a figure of circa £1 million per annum for
the provision of specialist LD CAMH and ASD CAMH inpatient care in
England based upon case mix and complexity of care delivered over the
past two years. However, costs to NSD are directly proportional to
access to service provision in NHS facilities in England. Costs can also
vary significantly because of the level of care package required. Some
patients require much more nursing support than others, and with
relatively long lengths of stay, it is possible for the care of individual
patients to prove very costly. As each patient will have had a package of
care tailored to their individual needs, the range of costs will have varied
considerably. However the costs for the non-forensic care tend to be
limited by the fact that Northumberland, Tyne and Wear NHS Foundation
Trust look to complete their assessment and seek a discharge plan for
their patients within a 13 week window, limiting costs for complex LD
CAMHS patients to around £120,000 per in-patient episode. It is
recognised that limited access for complex LD CAMHS patients to NSD-
funded NHS England LD CAMHS inpatient units for a variety of reasons
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has meant that costs for those requiring inpatient mental health care has

been mostly borne by Health Boards and Local Authorities.

It should be noted that pre-admission assessments generally cost an
additional £2000 per patient, and an individual patient may require more
than one assessment. This cost is usually borne by NSD via the risk
sharing scheme for patients assessed by NHS England units but paid for

directly by Health Boards for private hospitals.
4.10.3 Direct costs to Health Boards

Information received by the survey on direct costs to Health Boards was
limited and incomplete. Therefore it was difficult to estimate an overall
cost that includes all the various elements involved. However, the

following costs were identified:

Cost of private hospitals in England: Where NHS England LD
CAMH/ASD beds were unavailable or unsuitable for the children and
young people in this survey, a small number were admitted to private
hospitals in England. These admissions were paid for directly by the
home Health Board and were most commonly to St Andrews Healthcare
in Northampton. Costs varied from £330,000 to £624,000 per patient per

year. Some admissions were very lengthy, e.g. for 2 ¥z years.

Cost of adult LD hospitals in Scotland: Costs were variable when
children and young people were admitted to adult LD wards, basic costs
being approximately £3,300 per week per patient (£170,000 per annum).
However, to nurse the children and young people safely in that

environment additional cost were common, e.g.

e £8,000 — £10,000 for additional nursing staff for 2:1 or greater
levels of care (£400,000 — £520,000 per annum)
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e £6,700 per week (£345,000 per annum) for one admission where a
part of an adult ward had to be used for one young person with

high staff ratios.

Admissions could be lengthy, e.g. 3 years at £455,000 per annum for

one patient, 18 months at £520,000 per annum for another.

Cost of admissions to adult mental health wards, including IPCU:
Costs were quoted as between £1,000 and £6,000 a week (£52,000 -
£312,000 per annum), presumably due to variable levels of support

required.

Cost of admissions to YPUs: Costs for nursing children and young

people 1:1 or 2:1 on YPUs were described of up to £312,000 per annum.

Cost of care on pediatric wards: Admissions to these wards tended to
be shorter, but there was still significant cost of between £4,000 and
£8,000 a week for additional nursing staff to support individual children

and young people.

Cost of other admissions: The Lothian LD CAMH Intensive team uses
existing staff to support admissions to a dedicated individual unit when
their patients require admission. On top of the existing cost of intensive
team nurses, additional nursing care, including bank staff, can cost
£200,000 per year.

Travel and subsistence costs: The Health Board of residence is
responsible for refunding travel and subsistence costs for families visiting
their child in hospital. Limited information was received on this but an
example was given of approximately £3,000 for 1 child or young person

for 6 months.
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Costs of adaptations to wards: It was not possible to ascertain the
costs to Health Boards associated with adaptations and repairs during
admissions to existing wards. These were most commonly made when
adolescents with severely destructive, self-injurious or aggressive
behaviours were admitted to adult LD wards. Costs could be significant
over prolonged periods, e.g. building of a ‘bespoke’ robust, ASD-specific
unit within an adult LD ward to accommodate one teenager. Daily
repairs, including by out-of-hours joiners, were commonly required.
Similar costs were associated with a smaller number of patients admitted

to one of the YPUSs, but for shorter lengths of time.
4.10.4 Costs to local authorities

The survey received very limited information about costs to local
authorities associated with admissions (or lack of availability of
admissions) for this patient group. However, there were indications that
costs of looking after these children outside hospital while awaiting

hospital care were of a similar cost to inpatient care. For example:

e £360,000 per annum for a residential special school

e Estimated £130,000 for additional support locally for 6 months for a
young person while awaiting a bed in an LD CAMH NHS unit in
England.

Some local councils also contributed to the cost of admissions, mostly to
local adult LD wards, for example, by funding education and social care
professionals to work with a young person in hospital. This could be to
maintain education and community access, to keep up contact with
known care staff, or to develop relationships with care staff prior to
discharge. One council indicated that they paid £400 per week for

education to be provided to a young person on an adult LD ward.
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4.10.5 Other impacts on local services and on clinicians

Each local admission for those with more severe learning disability and
complex needs/severe challenging behavior was a time-consuming and
stressful ‘special arrangement’ for clinicians. Admissions to specialist
units in England involved lengthy negotiations around funding and
arrangements. Whilst arranging/waiting for a bed, or as an alternative to
admission, community clinicians had to manage unacceptably high levels
of risk in the community with very limited services. This was anxiety-
provoking, with clinicians feeling isolated and unsupported. Relationships
between services were strained due to a lack of management

responsibility and ‘ownership’ of these children and young people.

Community-based LD CAMH psychiatrists had to retain responsibility for
inpatients over long periods. Inpatient teams and facilities in non-
specialist wards had to be ‘cobbled together’ for individual patients,
building up working relationships from scratch each time. Inpatient
nurses were anxious due to lack of experience with this particular patient
group, and some nurses sustained some serious injuries. Adult patients
with learning disability lost access to inpatient care. Many additional
unpaid hours were worked, impacting on clinicians’ personal lives and
care of other community patients. There was a concern that recruitment
to such stressful community services will be affected. More detail on

these impacts can be found in appendices section 4.18.

4.11 Numbers and profiles of patients requiring specialist inpatient

care not presently available in Scotland

A total of 54 patients were identified by their clinicians over the 5 year
period as having required inpatient care not presently available in
Scotland. 45 of these required LD CAMH specialist inpatient provision
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and 9 required non-learning disability specific inpatient provisions (see

also section A4.19 of appendices).

4.11.1 Profile of patients requiring specialist LD CAMH inpatient

provision

Compared with patients able to access ‘mainstream’ YPUs, the 45
requiring specialist LD CAMH inpatient facilities had greater degrees of
learning disability, with all of those with severe/profound learning
disability requiring such provision. They were more likely to be male
(70%). 21 patients were aged 16-17, 15 aged 14-15 and 9 aged 13 or
under. The main reasons for requiring hospital admission were risk
management and mental health assessment/stabilisation. Children and
young people had very high levels of distress and severe challenging
behaviours, requiring high staff ratios, 40% needing 1:1 and 31%

needing 2:1 care.

These 45 children and young people had 76 periods of inpatient care,
mostly due to transfers between units during 1 admission, a minority
having more than 1 admission. 44 periods of care were in Scottish adult
LD or adult mental health wards (including secure and intensive
psychiatric care units), 12 in Scottish CAMH wards, 4 in Scottish
pediatric wards, 6 were not admitted to hospital at all, and 10 were in

specialist LD CAMH wards in England.

Of the 45 children and young people identified by this survey as requiring
LD CAMHS specialist provision:
e 29 required an LD CAMHS specialist unit without additional
security or individualised provision
e 9 (mostly with mild learning disability) required a secure LD CAMH

inpatient facility
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e 7 (with moderate/severe learning disability) required a robust,
individualised LD CAMHS inpatient environment, giving the option
of nursing children and young people away from others when

required.

Those requiring robust, individualised environments were amongst those
with the most complex and challenging difficulties. Some could not
access inpatient care at all, or had required highly expensive bespoke

provision to be built locally, with huge impact on local services.

4.11.2 Autism spectrum disorder (non- learning disability) specific

provision

9 children and young people in this survey required autism spectrum
disorder (non-learning disability) specific provision that is not available in
Scotland. The majority of these had autism spectrum disorder and no
learning disability or mild learning disability and required secure/forensic
inpatient care. There was insufficient evidence of need for a specialist
unit for children and young people with autism spectrum disorder without
learning disability. However, information on these children and young
people highlights the need for the proposed secure forensic CAMH
inpatient unit to have high levels of autism spectrum disorder and
learning disability knowledge and skills and an appropriate physical

environment to meet the needs of this group.

There is also likely to be a very small ongoing number of children and
young people with autism spectrum disorder but no learning disability
who will require specialist inpatient care not covered by the remits of the
proposed secure forensic CAMH or LD CAMH inpatient units, for
example, those requiring a higher level of autism spectrum disorder

expertise or a higher level of security than can be provided. The
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information gathered by this study indicates this is likely to be for an
average of less than one young person from Scotland each year. lItis
important that clear commissioning arrangements are in place so that

such admissions can be easily arranged elsewhere in the UK if required.

4.12 Other study findings

4.12.1 Community LD CAMH services

Results confirmed previous reports (LD CAMHS Framework Document,
Appendix A2.2) of inadequate community mental health services for
children and young people with learning disability. Where present,
community expertise could be so fragile that having one key clinician on
leave could result in an absence of LD CAMHS expertise. This meant
that services struggled to safely manage the children and young people
at home whilst awaiting admission. Section A4.16 of appendices

provides further detail.

Intensive community LD CAMHS services, along with earlier, more
robust specialist social care, education and health provisions could have
helped manage some children and young people more safely in the
community before and after admission. Given the inclusion criteria for
this survey and from information provided by clinicians, it is likely that the
vast majority of patients identified in the survey would have required
hospital admission even if intensive community treatment services had
been available locally. Indeed, thresholds were so high that numbers are
likely to underestimate true need. However, such provisions could also
have allowed for shorter admissions and a sooner return home or to a

community placement nearer home.

Intensive community treatment services capable of working in children

and young people’s homes, school and respite provisions are crucial to
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provide the full range of appropriately stepped care for children and
young people with learning disability and mental health/behavioural
difficulties. Their development nationally, alongside the development of
an LD CAMH inpatient unit, would prevent unnecessary admissions to
such a unit. Along with adequate availability of specialist educational and
social care resources, these would be essential in ensuring appropriate

admissions and aiding timely discharge out of the unit.

The ‘LD CAMHS Models and Outcomes Study’ (Glasgow University) is
specifically investigating intensive models across the UK and results will
be available soon. Clinicians in this study also noted that, while these
services could be very valuable, intensive support in patients’ homes is
not always practical or appropriate, due to family issues or physical
layout of their house. Home may not be a safe environment for workers
as well as family. Families may not want strangers in their house
overnight, particularly where there are siblings. Intensive treatment
services can only work in the context of appropriate social care support

and respite.
4.12.2 Robust individualized settings

The need for robust individualised settings was a key theme throughout
the results of the survey, in inpatient and community settings, including
social care and education. The relatively small number of children and
young people that required this were amongst those with the most
complex and challenging difficulties who were most difficult to place in
inpatient care. Some were unable to access inpatient care at all and
admissions that did take place had a huge impact on local services and
other patient care. For a minority, there was no hospital (NHS or private)

in the UK that could provide the physical environment required and major

58



adaptations and building work had to be carried out in a local adult

environment to accommodate them.

Very physically robust physical environments are required to withstand
highly destructive behavior for these children and young people to be
safely and effectively treated in hospital. Importantly, these environments
need to also take into account the sensory processing difficulties
common in children and young people with autism spectrum disorder
and aim to reduce arousal/anxiety levels. Some children and young
people need to be nursed separately from other patients for variable
periods of time. They therefore require an individual part of a unit with
their own living, sleeping and bathroom areas, with access to safe
outdoor space, activities, education and a full multidisciplinary team.
Both patient and staff safety need to be considered in the design of the
building for children and young people with very severe self-injurious and

aggressive behaviours.
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5. WHAT THIS WORK INDICATES

5.1 Service size of a Scottish LD CAMH inpatient unit

The minimum recommended bed numbers for a Scottish LD CAMH
inpatient unit based on results of this survey and other sources are 12

beds in total. These should consist of:

e 6 LD CAMH inpatient beds without additional security or
individualised provision

e 3 secure LD CAMH inpatient beds

e 3 robust, individualised LD CAMH inpatient environments

(bedroom and living space separate from other patients).

It should be noted that the 3 secure LD CAMH inpatient beds may be
provided within a Secure/Forensic CAMH unit in Scotland, assuming
appropriate environment and staff expertise. This would leave a 9 bed
unit required for those with more severe levels of learning disability and

complex needs.

The following sections show how these figures have been calculated and

cross-referenced with other relevant sources of information.
5.1.1 Estimated bed requirements from survey evidence

45 children and young people were identified by this survey as requiring

LD CAMH specialist inpatient provision. Of these:

e 29 required an LD CAMH specialist inpatient unit without additional
security or individualised provision
e 9 (mostly with mild learning disability) required a secure LD CAMH

inpatient facility
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e 7 (with moderate/severe learning disability) required a robust,
individualized LD CAMH inpatient environment, giving the option of
nursing children and young people away from others when

required.

If the lower reporting rates for the first 2 years covered by the survey are
taken into account, 25% should be added on top of the numbers
identified in the study, taking figures to 56 requiring LD CAMH specialist

inpatient provision, of whom:

e 36 required an LD CAMH specialist inpatient unit without additional
security or individualized provision
e 11 required a secure LD CAMH inpatient facility

e 9 required a robust, individualized LD CAMH inpatient environment

Based on these figures and aiming for an average length of admission of
6 months for the main part of the unit and 1 year for the

secure/individualised parts, the following would be required:

e 4 LD CAMH beds without additional security or individualised
provision
e 2 secure LD CAMH beds

e 2 robust, individualized LD CAMH environment beds

The above is based only on identified need from the survey (likely to be
less than actual need for reasons given above) and a 100% bed
occupancy rate. Taking these into account, the suggested minimum bed

numbers for a Scottish LD CAMH inpatient unit would be:

e 6 LD CAMH beds without additional security or individualized

provision
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e 3 secure LD CAMH beds (these could be provided in the
secure/forensic CAMH inpatient unit, given appropriate
environment and staff expertise)

e 3 robust, individualised LD CAMH environments (bed and living

space separate from other patients)

Some work has been done cross-referencing the secure/forensic CAMH
inpatient needs assessment results with those from this study. This
confirmed the overlapping populations of those children and young
people with mild learning disability who have mental health and forensic
issues. This highlights the need for the detailed planning of an LD
CAMH inpatient unit to be carried out in close collaboration with the
secure/forensic CAMHS inpatient developments, further described

below.

Recommended bed numbers in this report are calculated on ideal rather
than the current actual length of admissions for this patient group. In the
survey, 50% of all admissions were longer than one year, often due to a
lack of specialist community social care services to enable discharge.
These bed numbers would therefore become quickly ‘blocked’ without
additional measures being taken to provide such community provision
alongside the development of the inpatient unit. Recommended bed
numbers for a Scottish LD CAMH unit are therefore an absolute
minimum requirement as a starting point for a unit and will need to be
reviewed regularly according to bed use and development of community

services.

5.1.2 Other evidence and recommendations regarding bed number

requirements
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These figures can be compared and cross-referenced with other

evidence and recommendations:

e At the end of this 5 year survey, 14 children and young people
remained in hospital. Some of these were by that time under the care
of adult LD services and some may have been medically ready for

discharge but awaiting suitable social care support in the community.

e The Mental Health and Learning Disability Inpatient Bed Census,
2014 (http://www.gov.scot/Publications/2015/06/7555) identified 12

children and young people in Scottish beds with diagnoses of learning

disability and/or autism spectrum disorder. It is not possible to
distinguish which of these would require specialist beds not currently
available. The figure does not include Scottish children and young

people with these diagnoses who were inpatients outside of Scotland.

e The Royal College of Psychiatrists recommends the following: ‘A total
population of 1 million requires about 3—4 beds for young people with
severe intellectual disabilities, 2—3 beds for those with mild intellectual
disabilities and 1 bed for those who require low secure provision. The
last is for those who require security because of the intensity of their
disturbance or because of the risk they present to others and is
distinct from medium secure beds’. (Royal College of Psychiatry,
2016). Taking 5,347,600 as the population of Scotland

(http://news.scotland.gov.uk/News/Scotland-s-Changing-Population-

1cld.aspx), this would equate to more than 18 beds for those with
severe learning disability, 13 for those with mild learning disability and

5 for low secure beds.

e The increased spend year on year across the study period on
specialist NHS beds in England via the NHS Scotland risk share
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scheme is also striking and this may additionally have been influenced

by the following:

e A reduction in overall adult LD beds may mean that less children
and young people have been able to be accommodated in local
adult LD wards within their home Health Boards, resulting in

more referrals out of Scotland to age-appropriate wards

e Clinicians may have a greater recognition of the need for age-
appropriate inpatient care, also resulting in more referrals out of

Scotland

e Government and Mental Welfare Commission guidance
discourages admission of children and young people to adult
beds

5.2 Age range catered for

The unit would be for children and young people under the age of 18
years, although there should be some flexibility about the age range, see
below. Younger children would need to be nursed separately from older
children, with space being used flexibly according to the patient mix at
the time. Close liaison with the National Child Psychiatry Inpatient Unit
would be required to decide the best unit for individual younger children
referred. Ongoing consultation and support would be required from the
National Child Psychiatry Inpatient Unit for those admitted to the LD

CAMHS inpatient unit and vice versa.

Decisions about the most appropriate unit for older teenagers would also
need a flexible approach, in close liaison with the young person, their
family and adult LD services in the home Health Board. Adult LD

services are more closely linked in with local adult social care services
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once young people leave school. In some cases, a young person
needing admission shortly before their 18" birthday, particularly if they
have already left school, may be best served by their local adult LD
inpatient facility. This can aid discharge planning and allow care
providers to work with the young person on their local ward before
discharge. In others, young people may remain at school until aged 19
and an LD CAMHS inpatient unit may better meet their needs, even if

they are already aged 18.

5.3 Estimated average length of stay

A reasonable overall estimated average length of stay would be between
6 and 12 months, with significant individual variation. This estimated
average length of stay is significantly longer than the average lengths of
stay in the 3 regional YPUs and it will be strongly affected by care

pathways, particularly discharge arrangements.

5.4 Service specification for a specialist LD CAMH inpatient unit

While it is beyond the scope of this needs assessment to develop a
formal service specification for a Scottish specialist LD CAMH inpatient
unit, this report contains much information to usefully inform
development of the design of the physical environment, staff skill-mix,
referral criteria, care pathways and interfaces with other inpatient and
community services. The NHS England service specification for Tier 4
CAMHS inpatient LD services may also be used to inform a service

specification for a unit in Scotland (NHS Commissioning Board, 2013).
5.4.1 Physical environment

A developmentally appropriate physical environment is crucial, with

education and recreation facilities and an ability to nurse some children
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and young people in individualised robust settings as described above in
section 4.12.2.

Patients requiring access to an LD CAMH inpatient unit will have a range
of ages, gender and level of learning disability. Consideration would also
be required during the design of a unit as to how the physical space is
best subdivided to allow children and young people to have suitable peer
groups or individual space as appropriate. For example, a possible

configuration may be:

e 2 x 3 bedded subunits for those who do not need secure or robust
provision (could be allocated by age, personality/interests of
children and young people, level of learning disability, mental
health/behavioural presentation or gender, depending on patient
need at any one time)

e 1 x 3 bedded secure subunit (note this may not be required if the
needs of these patients are met by the secure/forensic CAMH unit)

e 3 x 1 bedded robust, individualised subunits

Whilst the individualized one-bedded subunits would be designed for
those with severe destructive and aggressive behavior, they may also be
used flexibly if required, for example for very young or vulnerable

children who need to be nursed separately from other patients.
5.4.2 Staff skills

It is clear that additional skills are required in working with children and
young people with learning disability due to the level, complexity and
subtlety of diagnostic and treatment issues. Professionals need to
understand learning disability, autism spectrum disorder and mental
health issues and how they interact, in the context of childhood

development and family systems. They need experience in working with
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children and young people with learning disability, their families and the
multiagency services that endeavour to support them, They also need
expertise in the physical issues associated with learning disability e.g.
epilepsy, motor function, gastrointestinal disorders, which can all present

with or complicate mental health and behavioural issues.

The following disciplines/services would be required as core members of

a specialist inpatient service:

e Psychiatry

e Nursing

e Clinical Psychology

e Occupational Therapy

e Speech and Language Therapy
e Physiotherapy

e Dietetics

e Neurodisability Pediatrics
e Pharmacy

e Education

e Social Work

e Advocacy

o Family support
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5.4.3 Patient characteristics

From this survey, it would be anticipated that children and young people

requiring the beds would be likely to have the following characteristics:

e Gender: 70% male, 30% female

o Age: 47% 16-17 years; 33% 14-15 years; 13% 12-13 years; 9% 11
or under years

e Level of learning disability: mild 27%; moderate 51%;
severe/profound 22%

e Those requiring secure LD CAMHS beds would have mild or
moderate learning disability and tend to be in the older age range

e Those requiring a robust individualised environment would have

moderate or severe learning disability

The main reasons for children and young people being admitted to a
specialist LD CAMH inpatient unit are anticipated as being for
assessment and treatment of mental health issues where it is not
possible for this to be carried out safely or effectively outside a hospital

setting or in an existing Scottish CAMH inpatient unit.
High staff ratios would be required: 40% needing 1:1 care, 32% 2:1 care

Children and young people with mild learning disability could generally
be expected to be managed on existing CAMH inpatient units, unless
there is additional complexity or need for security. Where there is a need
for security, they may be able to be managed on the proposed Scottish
secure forensic adolescent mental health inpatient unit, given sufficient
learning disability expertise and experience. However, where there is
additional complexity and co-morbidity, an LD CAMH specialist unit

would sometimes be more appropriate.
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Some children and young people with moderate learning disability can
access existing CAMH inpatient units, particularly where there is LD
CAMH support or expertise amongst staff and a more typical mental

iliness presentation, without additional co-morbidity.
5.4.4 Co-location with other units

There is an identified overlap in the needs of the LD CAMH inpatient
population and the Forensic CAMH inpatient population. Some of the
former have forensic issues or need for additional security over and
above that provided by YPUs or the National Child Psychiatry Inpatient
Unit. Many of the latter have mild learning disability, autism spectrum
disorder and other neurodevelopmental co-morbidities. There is a
separate piece of work ongoing to develop a detailed proposal for a
forensic mental health inpatient unit for young people; co-location of the
two units would be helpful. For the LD CAMH inpatient unit, co-location

on a site with existing adult LD wards is also essential.
5.4.5 Other service specification information

The NHS England service specification for Tier 4 CAMHS inpatient
Learning Disability Service (NHS Commissioning Board, 2013) can be
used to inform the development of a Scottish service. Clinicians
participating in the survey were not made aware by the 5 year survey
team of this service specification. It is striking therefore that there is a
high correlation between the NHS England service specification and the
identified unmet needs of Scottish children and young people from this

survey.

It is important to be clear that an inpatient mental health service for
children and young people with learning disability is in no way intended

to equate to the long term institutional hospital care of the past. Hospital
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admission would be for assessment and treatment of mental health and
associated behavioural difficulties, as is the case for their peers without

learning disability.

Given the complex physical co-morbidities of this patient group and their
greater risks associated with psychopharmacology, an inpatient unit
would need ready access to pediatric neurology and other acute
pediatric specialties. A service-level agreement would be required for
input, including arrangements for out-of-hours support. Out-of-hours
psychiatry support will be required. Both of these factors would need to

be taken into account when considering the location of a Scottish unit.

Clear arrangements need to be made for specialist education to be
available to children and young people from all local authority areas

admitted to a unit.

The crucial role of families and carers was clear from this survey. An
inpatient unit must be designed to work closely with children and young
people’s families and existing carers to harness their expertise and
personal knowledge of their child’s personality, interests, strengths and
needs. On-site accommodation and family support services would allow
relationships to be maintained and for families and care staff to engage
with and understand results of assessments. They can be further skilled
up to implement support plans and manage their children’s needs at

home or in a local care setting.
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5.5 Parallel developments required in services outwith an inpatient

facility

The development of a LD CAMH inpatient unit, in the context of a time of
integration of health and social care budgets and re-organisation at
Health Board/Local Authority level gives an opportunity for collaborative
planning of effective multiagency pathways and support within the
GIRFEC (Getting It Right For Every Child) framework
(http://www.gov.scot/Topics/People/Young-People/gettingitright)

The complex inter-relationships between inpatient treatment, community
treatment, education and social care provision were evident from this
study, with deficits in one leading to difficulties in others. These 9 or 12
beds would quickly become inadequate and/or stop operating effectively
as an inpatient treatment facility without parallel development of
community LD CAMHS, particularly intensive community services and
also specialist robust education and social care provision for the most

complex children and young people.

Innovative models need to be considered to avoid delayed discharges,
such as a social care/education facility located near the unit. This could
provide expert input to inpatients and an interim placement for complex
patients discharged from hospital where local services need more time
and support to develop long term provision nearer to home. Such a

facility would require health and social care to work in partnership.

71


http://www.gov.scot/Topics/People/Young-People/gettingitright

5.6 Care pathways and interface of a Scottish LD CAMH inpatient

unit with other services

The need for improved access to appropriate community mental health
services for children and young people with learning disability was
highlighted throughout this survey, including early intervention, outpatient
and intensive community treatment services. An inpatient unit needs to
be firmly linked into these services, with clear admission
criteria/guidance and pathways for safe discharge. Local, regional and
national services need to develop clear care pathways so that children
and young people with learning disability can access the full range of
health and social care services required. Work to develop an inpatient
unit needs to also include the development of such pathways, which can
be informed by the LD CAMHS Framework document (Appendix A2.2)
and the ‘Do once and share’ care pathway (Pote & Goodban, 2007). An
LD CAMH inpatient unit would need to be located on a hospital site with
existing LD inpatient units, to provide staff back up and support, because
it is clear from this survey that the patients with the most severe and
complex needs have required nursing care from trained learning

disability nurses.
5.6.1 Existing inpatient units

This study indicated that existing regional YPUs and the national under
12’s inpatient provision of the National Child Psychiatry Inpatient Unit
vary in their experience, knowledge and confidence in working with
children and young people with learning disability. This is also dependent
on physical environments and support available from specialist
community services. Children and young people with even moderate
learning disability can do well in ‘mainstream’ provision, with sufficient

expertise in staff and where the child or young person has good verbal
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skills and a more typical mental illness presentation. For example, Skye
House in Glasgow has a number of learning disability-trained staff

working as part of the staff team.

It would be important for the presence of a national specialist LD CAMH
inpatient unit not to ‘de-skill’ staff in existing units, but rather to play a
role in training and support to encourage access to these units where
appropriate. Clinicians from the existing units could be ‘seconded’ to a
specialist unit and vice versa to learn and share expertise. Links with the
National Child Psychiatry Inpatient Unit would be crucial in supporting
expertise in dealing with younger children with complex neuropsychiatric

presentation.
5.6.2 Forensic CAMHS

The need for a forensic/secure adolescent mental health inpatient unit in
Scotland has been recognized and work is underway on proposals. The
present study identifies the need for forensic/secure mental health
inpatient care for a number of young people with learning disability
and/or autism spectrum disorder. There is a clear overlap in the
populations identified by this needs assessment and that carried out for
the forensic mental health inpatient unit. The majority of children and
young people with forensic issues and mild learning disability or autism
spectrum disorder without learning disability were considered to be within
the remit of a mainstream adolescent forensic mental health inpatient
unit. The frequent neurodevelopmental co-morbidities between these
groups were recognised. However, for them to access such a unit there
would need to be sufficient expertise in learning disability, autism
spectrum disorder and other neurodevelopmental conditions amongst

the multidisciplinary staff group and an appropriate physical environment.
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People with moderate/severe/profound learning disability with a need for
security are generally not subject to formal court proceedings or
considered the remit of forensic services but rather viewed as having
‘challenging behaviour’. However, there are some common/overlapping
needs between these groups of children and young people, for example,
the need for some to be nursed in the type of robust, individualised

setting described above.

Co-location of an LD CAMH inpatient with the proposed Scottish forensic
CAMH inpatient unit would make sense to allow development of
expertise, provide support and nursing back-up. This would also allow a
range of expertise and flexible use of resources. Learning disability-
trained staff are generally very experienced in managing those with
autism spectrum disorder and other neurodevelopmental disorder and
can support and could share these skills with staff working in forensic
CAMHS. CAMH-trained staff working in a forensic CAMH inpatient
setting may be more experienced in working with patients with mental
illness and could provide support to a LD CAMH unit in working with
some patients with learning disability and co-morbid mental iliness. Both
staff groups have experience of managing severely challenging,
including aggressive and destructive, behaviours and could provide

support and back up to each other where required.

Whilst patients with more severe levels of learning disability would need
to be mostly kept separate from peers with forensic issues, both units
could share the use of a number of facilities, for example, safe outdoor
space, education and gym facilities. If a number of robust individualised
environments were built, these could be used by children and young

people with staff from either unit according to need.
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5.6.3 Referral criteria

Clear referral criteria for a LD CAMH inpatient unit need to be developed
in collaboration with community services nationally and in relation to
other CAMH inpatient units. However, flexibility needs to be maintained
so that the needs and circumstances of individual children and young
people and their families can be fully taken into account. For example,
the evidence from this study indicates that referral criteria should include

the following general rules and associated exceptions:

e Most children and young people with mild learning disability
requiring inpatient mental health care should be admitted to
existing CAMH inpatient units; although a small number of those
with more complex co-morbidities may need to access the LD
CAMH inpatient unit.

e Most children and young people with moderate learning disability
would need to be admitted to the LD CAMH inpatient unit, although
this will vary according to the environment and staff skills within
individual YPUs and the type of issues that the individual child or

young person presents with.

e All of those with severe/profound learning disability require a
specialist LD CAMH inpatient unit for assessment/treatment
purposes. However, very brief crisis admissions for these and other
children and young people may still be more appropriately

supported by community clinicians on local wards.

e The vast majority of those with autism spectrum disorder (without
learning disability) should be admitted to existing CAMH inpatient

units where inpatient mental health care is required, except for
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those requiring security provided by the proposed forensic CAMH

unit.

e A very small number of children and young people with autism
spectrum disorder (without learning disability) may rarely require
admission to specialist ASD inpatient care outside Scotland. This
requires ongoing monitoring, enabling review of the situation for

these children and young people.

e The needs of younger children should be considered on a case-by-
case basis, in collaboration with the National Child Psychiatry
Inpatient Unit. Generally, the National Child Psychiatry Inpatient
Unit can effectively manage children with more severe levels of
learning disability and complexity than the YPUs. However, in
some cases a learning disability-specific setting is required. If
younger children are admitted to the LD CAMH unit, support and
consultation from the National Child Psychiatry Inpatient Unit will

be invaluable and vice versa.
5.6.4 Outreach/support function to community LD CAMHS

Community clinicians participating in the survey were keen that any unit
had an outreach and consultancy service. They were particularly
enthusiastic as to the potential value of this where mainstream CAMHS
see all children and young people, including those with learning disability
and/or autism spectrum disorder, especially in remote/rural areas. Whilst
providing a generic service, they recognised the need for specialist
expertise in understanding and managing the complex needs of this
group. These clinicians would welcome help from an inpatient unit in
discussing complex cases and their management in the community,

whether or not admission of an individual child or young person was
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ultimately required. They would also find a crisis support service for
intensive/urgent advice helpful, although the logistics of this would need

to be considered.

The outreach/consultancy function provided by the National Child
Psychiatry Inpatient Unit was given as an example of good practice and
a similar function recommended. Types of outreach supports suggested
included telephone and video-linked consultations and team members to
travel to local areas to carry out assessments and offer advice. These
should all be multidisciplinary, including perspectives from nursing,
clinical psychology, psychiatry (including prescribing advice),
occupational therapy, speech and language therapy and neurodisability
pediatrics. Advice from social work and education professionals from a
unit could also be offered, where requested by local council or Health

and Social Care Partnership colleagues.

Such an outreach/consultancy remit would enable the unit’'s team to
often gain an understanding of individual patients’ and families’ situation
well in advance of admission. Additionally, they would build up a
knowledge of and relationship with local multiagency services. This
would allow the local situation, services and geography to be more fully
considered during assessment and treatment. The feasibility of
recommended support plans following discharge could be more
effectively taken into account. Where local services are limited, the unit
would need to offer a more active role in training and giving outreach

support to those implementing plans after discharge.
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5.6.5 Other health services

Other local community child health and pediatric services would be an
integral part of the network of an individual child’s care and there would

be appropriate liaison with these services across Scotland.

A unit would also need to have strong links with local/regional specialist
pediatric services in the area in which it was located. The pediatrician
and other medical staff from the unit team would need to be able to
access specialist opinion, most commonly from pediatricians specialising
in neurology, gastroenterology, ear, nose and throat and respiratory

medicine.

The survey shows that a significant proportion of children and young
people are older teenagers, with some moving on to adult learning
disability services after discharge from hospital. Good working links with
these services need to be made in the planning and development stages

of the unit to enable smooth transition pathways.
5.6.6 Other agencies

Consistent with the findings of the “These are our children’ report
(Lenehan, 2017), the complex inter-relationship between health, social
care and education services in the care and support of these children
and young people is evident from the survey. Deficits in one part of the
system can lead to difficulties for others. For example, a lack of local
mental health/behavioural services can lead to an escalation of
difficulties resulting in home placement breakdown and an out of area
residential school placement at high cost to the local council. These
placements themselves may not have access to mental health services
and in some cases have broken down leading to hospital admission. Or

a lack of suitably specialist robust education or respite facilities may
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mean that children and young people may be stuck in hospital for many
months or even years after their treatment there is completed. Only a
small minority of admissions in the survey may have been prevented
altogether by these types of education/care services, but their availability
may have reduced the length of hospital stays and /or given intensive LD
CAMH community treatment services an environment in which to work.
Families also need suitable reliable respite and support in order to be
able to implement the demanding strategies required to care for their

children and young people at home.

Clinicians in the survey would find it helpful if a unit held a ‘pool of
information’ available about services and placements as they can find it
difficult and time consuming to keep up to date themselves. This could
be utilised both to support discharge planning and to prevent admission

where appropriate.

5.6.6 (i) New models of proactive multiagency working

The integration of health and social care budgets and organisation at
Health Board/Local Authority and national level could be used as an
opportunity to explore and understand these interactions. Planned earlier
interventions from various agencies to manage and prevent escalation of
difficulties in high risk groups should benefit children and young people,
their families and lessen the number of high cost and out of area hospital
and care placements. Multiagency economic analysis and outcome
studies of early intervention/intensive community services are required to
evidence the need for service development and reorganisation to better
meet the needs of these children. Given the complexity and networks of
services, collaborative multiagency planning and reorganisation at a

strategic level is required to drive improvement.
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A Scottish LD CAMH inpatient unit would need to understand and be
linked in to relevant social care and educational services at local and
national levels. These can be as diverse in their structure and degree of
specialism as are mental health services for children and young people
with LD. Links would need to be established in the planning stages of the
unit to enable understanding of the unit’s role and for effective
relationships and pathways to be developed. Collaborative working
within the ‘GIRFEC’ framework
(http://www.gov.scot/Topics/People/Young-People/gettingitright) and

creative use of multiagency resources, e.g. via self-directed support,

could be used to develop individualised support packages.
5.6.6 (ii) Supporting timely and effective discharge

Clinicians in the survey recognised the difficulty for some local authorities
in developing the individualised specialist support required to discharge
complex children and young people from hospital. Discussions during
interviews led to a suggestion for an innovative development aimed at
enabling timely discharge from hospital for children and young people
and encouraging patient flow through the unit. This would involve the
commissioning of a small residential care facility, with access to suitable
education, in the community near to the hospital inpatient unit. Councils
unable to offer a permanent local care package when a children and
young people is medically fit for discharge would be able to purchase an
interim placement at the care facility pending their local package being

arranged.

The interim care facility could make shared use of education and other
facilities with the inpatient unit. Care staff could be involved in providing

outreach support and activity to the inpatients, using their skills to aid
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rehabilitation and inclusion for all inpatients. Thus the children and young
people using the interim facility would be familiar with the staff and vice
versa prior to transfer there. The inpatient multidisciplinary team would
give outreach support to the interim unit, thus maintaining continuity of
mental health care. For very complex children and young people and/or
those with very challenging behavior, the care facility would be able to
trial and demonstrate how to provide a robust and effective community
care package. Social care and education staff could play a leading role in
developing person-centred plans for future provision back in the family
home or residential care provision. Local services can lack confidence in
taking on very complex young people who have spent time in inpatient
care. The interim unit’s staff could have a specific remit to advise and
train up the local care teams who will be supporting the children and
young people on return to their local area, whether directly from the
inpatient unit or via the interim care facility. This would enable sharing of
multiagency expertise and a bridging of what can sometimes seem a
large gulf between inpatient mental health and community social care

provision.
5.6.7 Cross-border issues

Clear agreements and protocols will be required for cross-border
arrangements for both Scottish children and young people and those
from other UK jurisdictions. Issues were described around patients who
are originally from England, but in care placements in Scotland. There
appear to be increasing numbers of English (and possibly
Welsh/Northern Irish) patients in Scottish secure care units, including
some patients with learning disability and/or autism spectrum disorder.
This also appears to be a trend in remote and rural areas where risk is

managed by geographical isolation and high supervision rather than a

81



secure unit per se. If a Scottish specialist LD CAMH inpatient unit is
developed and such patients are detained into it, there will need to be
good links and clear pathways to transfer where appropriate to beds in

their home area.

With increasing pressures on LD CAMHS beds elsewhere in the UK,
there will need to be protocols to deal with requests for admission of

patients from outside Scotland to a Scottish unit.

Cross border issues are a particular concern for access to inpatient care
for patients of any age who are on remand and not yet sentenced. They
cannot be moved over the border to England for legal reasons therefore
there is currently no access at all to age-appropriate inpatient mental

health beds for CAMHS patients (including those with learning disability)

who are on remand.

5.7 The LD CAMHS Scotland Network

A new LD CAMH inpatient unit must be designed to fit in with the existing
networks of services, as well as later playing a role in supporting future
community service development. A number of participating clinicians
suggested using a clinical network approach to support the planning and
development of an inpatient unit, ensuring that it is embedded within
clear pathways of care in community services across Scotland, for
example, learning from the successful role of the Forensic Network

(http://www.forensicnetwork.scot.nhs.uk/). The North of Scotland Tier 4

CAMHS (obligate) Network was also recommended as a model, formed
to support the development of the new regional North of Scotland Young
People’s Unit in Dundee. Now the unit is open, the North of Scotland Tier
4 CAMHS Network continues to link regional community services, with

inpatient care.

82


http://www.forensicnetwork.scot.nhs.uk/

The LD CAMHS Scotland Network is a multidisciplinary, clinician-led
network of now more than 200 clinicians, formed in 2008. It aims to
improve access of Scottish children and young people to mental health
services, b