All of this is much along the lines that Koenig urged in his
editorial,'® which leaves the simple question that King &
Leavey pose, ‘Why all the fuss?’

Andrew Sims, in his address to the College in 1993,
suggested that psychiatrists ignore the spiritual because
they consider it unimportant or irrelevant, because they
know little about it, or are embarrassed by it, or else because
they consider it too personally challenging. The growing
literature gives increasingly little excuse for ignorance and
belies imputations of unimportance or irrelevance. Inter-
estingly, this leaves us with a matter of importance and
relevance that patients wish to discuss but which
psychiatrists apparently find too embarrassing or too
challenging. Perhaps this is the kind of thing that might be
expected when the unacknowledged closed world structures
of a secular age are challenged. What would seem clear is that
it is not a good basis for clinical practice in such an age.
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Summary This paper reports on the last 8 years in the development of a child
mental health learning disability service. The growth, challenges and pitfalls faced by
the service are charted here. The paper also shows how a service can cope with rising
demand without the development of waiting lists and how a specialist service can be
embedded within a generic child and adolescent mental health service (CAMHS) as a
tier 3 team, thus creating synergies and commonalities of purpose, while avoiding
service gaps that inevitably arise from separate services with specific referral criteria.
This is a healthy service model that meets the needs of local children with moderate
to severe intellectual disabilities and concomitant child mental health problems.

None.

Existing mental health services for children
with intellectual disabilities

For 18 years the government has highlighted the need to
improve health services for people with intellectual
disabilities' and this has been clearly stated in the National
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Service Framework for children.>® Specific advice about
commissioning these services goes back 12 years.*®
Children with intellectual disabilities are more likely to
have mental health problems than children without
intellectual disabilities.** The impact on families is
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considerable and general practitioners (GPs) believe that
they are not equipped to deal with the problems that
present to them." Prevention is not well prioritised.’*
Specialist mental health in-patient provision' is patchy
across the country and often relies on private units'® and
Social Services accommodation'” to fill the gaps. Many
children are sent out of area a long way from their families,
either for in-patient mental healthcare, or more commonly
for residential education.

One review estimated that in a health district such as
ours (Selby and York) with a population of 300000 one
would expect about 120 young people with intellectual
disabilities who have ‘substantial’ mental health problems
and considerably more if a wider group, with less serious
problems, are included.’® This fits well with our experiences
setting up a new service, where after 1 year we had 119 new
referrals into the service and were able to discharge only 19
of them in that same period, because of the high levels of
need."

Selby and York service

Within this context, we, like many other children and
adolescent mental health services (CAMHS) have striven to
develop a comprehensive service for children with intellec-
tual disabilities. York CAMHS developed the tier 3
intellectual disabilities team within its structure in January
1999. Funding did not come in any planned commissioned
way but was opportunistic. A community nurse and 1-day-
a-week clinical psychology time was initially transferred
from an all-age service for people with intellectual
disabilities when it wished to stop providing for 0- to 18-
year-olds. This service quickly ran up a waiting list because
of high levels of need. A bid for waiting list reduction money
added 5 days of psychology time, 2.5 days ‘other’ therapist
and 1-day-a-week psychiatry time. Since then, 2.8 whole
time equivalents (WTE) have been moved within the wider
CAMHS because local clinicians and managers recognised
that this group of children and young people have an equal
right to services. We understand that many localities have
not shared out resources in this way when CAMHS and
modernisation grant monies were made available, leaving
large gaps in some services throughout the country for this
group.

Standard 8 of the National Service Framework for
children states that local authorities, primary care trusts
and CAMHS must work together to ‘ensure that disabled
children have equal access to CAMHS’.%° The Public Service
Agreement targets introduced three proxy indicators for
improvement in CAMHS, one of which was that a full range
of CAMHS be available or accessible for children and young
people with intellectual disabilities. An update in April 2007
reported that only 41% of CAMHS had met this target by
March 2005, but 88% had met it by December 2006.2! Given
that no new targeted money has been available and no new
staff or training has been commissioned across the country,
this apparent increase is puzzling. It seems that the
managerial imperative to improve government statistics
has triumphed over any new resourcing of services.

This paper describes how one service has grappled with
a desire to improve services for children and adolescents
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with mental health problems and how it has grown as a
result. It describes what the service now provides. The
process of setting up our team is described by Green and
colleagues;'® we focus on its growth, challenges and
developments.

Staffing changes since the intellectual disabilities team
was established

We now have 4.6 WTE staff: 0.8 WTE consultant child
clinical psychologist, 1.0 WTE child clinical psychologists,
2.0 WTE community nurses, 0.6 WTE therapist (speech and
language therapist and teaching experience) and 0.2 WTE
consultant child psychiatrist. Department of Health guide-
lines® suggest ‘staffing levels for tier 2/3 intellectual
disability specialist CAMHS will need to be in the order of
5—6 specialist staff per 100 000 population provided by staff
with necessary competencies to address mental health
difficulties in children and adolescents with intellectual
disabilities.” This would be four times the numbers of staff
we have.

Referrals

After the initial influx of referrals in the first year, the
number of new referrals has settled at around 75 per year.
In 2007, the majority of new referrals (71%) came through
primary mental health workers, who act as a crucial link
with tier 1 professionals and also offer short-term
interventions. They signpost appropriate referrals to
education services, Social Services, voluntary agencies and
the CAMHS intellectual disability team. These referrals in
turn came from a variety of sources including GPs, a regular
paediatric liaison meeting,22 health visitors, social workers,
school nurses and special school teachers, educational
psychologists, specialist teaching advisors and special
educational needs coordinators. About 15% came from
paediatricians for the more complex autism assessments
and parent intervention groups.

Around 57% of referrals are for assessments and
interventions for children and young people with autism-
spectrum conditions and 43% for children with intellectual
disabilities. Approximately five cases a year are for young
people with serious mental illness such as bipolar disorder.
The team rapidly found that unlike CAMHS for people
without intellectual disabilities many children had ongoing
problems. In the wider CAMHS much work was short-term,
but the intellectual disability team was finding that most
work was long-term. As a consequence of the growing
numbers of children on our case-loads, the team has had to
find creative ways of managing the service without holding a
waiting list.

What does the team now offer?

The team now offers a range of services to children, young
people and families.

Support and consultation to tier 1

The amount of time spent in consultation has grown but has
been extremely fruitful and cost-effective. The number of
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new referrals for individual work has dropped as a
consequence, with tier 1 workers feeling better able to
support families as a result of consultation meetings. The
meetings include the following:

a. Multi-agency information sharing days: twice yearly,
organised with the local authority; presentations are
given by the wide variety of agencies offering services
for young people with disabilities and provide the
opportunity for professions, parents and carers to share
information with each other.

b. Paediatric liaison meetings: weekly for an hour, act as a
forum for discussion about the interface between the
physical and psychological components of children’s
difficulties, joint intervention plans and general sharing
of expertise.

c. Multi-agency forum about sexuality issues: developed
out of a growing number of referrals for young people
struggling with understanding about appropriate sexual
behaviour, touch, social engagement and hygiene; the
team works alongside teachers and school nurses in
special schools to develop teaching sessions and discuss
complex issues as they arise.

d. Social Services and respite consultation: one per term
meeting with respite services provides consultation,
with additional contacts on request; this has resulted in
joint work at times within the respite premises.

e. Consultation to special school: twice a term consulta-
tion meetings with individual special schools, with a
named team link person for each school.

In addition, the team provides weekly consultation with
primary mental health workers who assess all children
referred to CAMHS. Teaching and training to schools and
special educational needs coordinators is provided on
request, as well as co-working with social workers and
other professionals and regular multi-agency meetings
around specific children or issues. There is a large gap in
provision of CAMHS into the child development centre,
which still awaits commissioning.

Tier 2

The main function of the team is the provision of
assessment and treatment of mental health problems in
children with intellectual disabilities. This includes behav-
iour management advice to families, weekly consultation
and liaison with tier 2 CAMHS where there is concern about
possible intellectual disability or ASC, co-working with
other professionals on particular cases and training at all
tiers in CAMHS.

Tier 3

Within the team we have a range of more specialist
functions.

Autism-spectrum conditions

The prevalence of autism-spectrum conditions in the team’s
current case-load is around 50%. The team works closely
with a local multi-agency, multidisciplinary autism forum for
diagnosis and intervention planning. The forum is structured
to include a rigorous procedure using ICD-10 criteria in
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which clinicians present cases in great detail. Various
clinicians are trained in specialist assessment schedules: the
Autism Diagnostic Interview-Revised (ADI-R),>® the
Autism Diagnostic Observation Schedule (ADOS)** and
the Developmental, Dimensional and Diagnostic Interview
(3Di).>® The CAMHS intellectual disability team is well
integrated into this forum. This has improved the skills of a
range of other professionals and led to better understanding
of the assessment process. Referrals to our service for
assessment have decreased as a result — the team now tends
to assess only the more complex cases of possible autism.
However, the number of referrals for interventions for
autism-spectrum conditions has risen. The team has found
one of the most successful ways of supporting parents of
children with autism is through group intervention
programmes. It offers input into the EarlyBird
programme®® for parents with children under 5 and runs
two programmes a year for parents of children and young
people between 5 and 19 years old (the ASCEND
programme, see below).

Group work for children

The team runs groups for siblings of children with
intellectual disabilities and groups for siblings with
autism, therapeutic groups for young people with Asperger
syndrome, and more recently a one-off animation group
exploring Asperger syndrome through the eyes of the young
person, working with clinicians and professional animators.
This was sponsored by the Wellcome Foundation and won
an award at the 2008 International Mental Health and Arts
festival in Edinburgh.

Group work for parents and carers
Parent support is an important team role and includes a
support and intervention group for parents of children with
intellectual disabilities, a Social Stories®” drop-in group for
parents and carers. We also co-run the EarlyBird
programme,>® licensed by the National Autistic Society,
and the locally developed Autism Spectrum Conditions:
Enhancing Nurture and Development (ASCEND)
programme.?®?° The latter, an 11-week course, is an
intervention and support programme for parents of children
with autism-spectrum conditions. For 2h per session
parents gain a better understanding of autism, how to
analyse and better understand specific problems and how to
develop strategies for improving both the situation and the
child’s development. The course has been very positively
evaluated with good parent/carer satisfaction ratings and
positive outcomes in terms of both the acquisition of new
skills by parents and statistically significant improvements
in child behaviour.?®

The team also provides informal family therapy and
transition planning alongside parents and professionals
from other agencies. This includes regular meetings with
adult intellectual disabilities team, meetings with a multi-
agency transitions team and a multi-agency planning
forum for process issues in transitional care. Medication is
used in rare situations for symptoms of severe obsessive—
compulsive disorder, extreme anxiety or aggression in
autism, severe sleep disorders not amenable to behaviour
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strategies, depression, bipolar disorder, catatonic symptoms
and psychosis.

Tier 4

There is no commissioned in-patient provision in our
locality. Young people attend a unit 80 miles away. The
funding for our service did not include in-patient provision.
Where families decline offer of admission to a distant unit,
we have supported ad hoc arrangements including commu-
nity mental health nursing intellectual disability support to
either our local generic in-patient unit or the local Social
Service respite facility. Although labour-intensive and not
formally commissioned, families have always been very
positive about these alternatives.

Discussion
Waiting lists

In order to minimise waiting list development, the team
works in a goal-directed manner with families rather than
attempting to provide ongoing support in the long term.
High-quality consultation and liaison services also help in
this regard. Additionally, improved staffing levels have
allowed us to develop a number of early intervention
initiatives to support parents before difficulties become
entrenched, such as siblings groups, parent training
programmes and parent support groups. The majority of
newly referred users are now seen within 1 month. The
current active case-load is 157. This is growing steadily by
approximately 10 cases per year which reflect the numbers
of more complex cases. A small number of children with
very complex cases remain on our case-loads for longer
periods of time due to their high level of need. A recent
audit showed that the majority of these were related to
various combinations of factors: dual diagnosis (e.g.
attention-deficit hyperactivity disorder and autism), the
need for medication, severe autism, severe aggression, and
ongoing child protection or parenting issues.

Equal access

One of the elements of a comprehensive CAMHS is that
young people with intellectual disabilities and mental
health problems should access a full CAMHS.*® We offer
the same service to all children and young people entering
CAMHS.

By working alongside the primary mental health
workers and the generic CAMHS team there has been an
increase in the confidence and skills of the whole team in
working with this group of children.

There remains an issue about in-patient services for
young people with intellectual disabilities and mental
health needs. This is an area where this group’s needs are
not adequately met, and commissioners are currently
exploring the best way to deal with this issue.

Out-of-area placements

There have been three out-of-county residential placements
for children with intellectual disabilities over the past 7
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years. These were for children with difficulties at the severe
end of the autism spectrum. As in many areas, respite care
continues to be under-resourced. We continue to liaise with
our local Social Services departments co-working on several
cases. We are currently exploring the possibility of
developing a more robust outreach service to support
families in more practical ways in their own homes.

Planning for future services

There are local guidelines and ongoing multi-agency
discussions about best practice in transition. These
discussions have resulted in the formation of a multi-
agency co-located transitions team which began in October
2009. We would like increased resourcing for CAMHS work
into the child development centre and paediatric neuro-
developmental and epilepsy clinics. More clinical time to
enable a dedicated family therapy team would also be of
benefit.

Research

Various team members are involved in research projects,
including evaluation of innovative services, work exploring
deficits in facial emotion recognition in autism-spectrum
conditions, urine metabolites in autism and brain activation
using magnetoencephalography.

Training

The CAMHS intellectual disability team are involved in a
range of professional training courses at local universities
(e.g. paediatrics, clinical psychology, psychiatry, CAMHS
intellectual disability professionals).

Summary

In summary, the CAMHS intellectual disability team has
come a long way in 8 years. A number of new strands to the
team have developed and new staff have been trained. We
remain integrated within the wider CAMHS and are within
the same building, but have a distinct identity, with our own
away-days for future planning and training events.

Models of intellectual disability CAMHS proposed in
the literature vary.*"** They include stand-alone intellectual
disability specialist CAMHS, which may be useful as supra-
regional services (tier 4). The intellectual disability CAMHS
described here exists within a generic CAMHS team.'®%2
This has the advantage of allowing easy networking, joint
training, joint working and secondments. It also avoids
unnecessary service access issues where different services
may not have complimentary referral criteria, leading to
service gaps; it therefore provides equity of access within
local services, and integrates the team within discussions
about new developments and commissioning.

We believe strongly that this model, with cross-
fertilisation of ideas between different parts of CAMHS is
effective. It also allows for more flexible use of staff with
secondments and trainees spending time in the team. We
have had to be strategic in managing small resources. One of
the strengths of the group is its close links to community
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groups and other agencies. In particular, joint working with
other agencies allows sharing of good practice, but also
allows a range of activities to take place that would
otherwise be too difficult to resource by any one agency.
This includes group work, a thriving autism forum that
coordinates diagnosis and intervention planning, and a
range of other services.

We hope that in a further 8 years the team will be
stronger still, with more resources. And what of the country
as a whole? There has been a long wait for improved
services and improved commissioning. Hopes of an
accessible service from publications such as Signposts for
Success* have had little impact. Another government report,
Aiming High for Disabled Children,®® rightly declared that
‘disabled children should be considered both a local and a
national priority’. We would welcome this, particularly if it
came with active commissioning of new resources into
services.
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