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Executive Summary
	Status of the Care Pathway
	In response to the National Service Framework for Children, Young People and Maternity Services (2004), this Do Once and Share (DOAS) project developed a national consensus on a care pathway for children with learning disabilities and mental health needs. It aims to guide future clinical and IT developments in the NHS and link constructively with similar developments in Education and Social Care.  

	Who does the Pathway apply to?
	The pathway is intended to meet the needs of children with a wide range of learning disabilities (mild, moderate, and severe) who are also experiencing emotional and behavioural difficulties.

	Purpose of the Pathway
	The care pathway is aimed at describing the processes involved in service delivery, for the full range of mental health services provided – at all levels of service delivery (Tiers 1-4, See Appendix 1). It will be applicable to those providing support for behavioural and emotional difficulties in a variety of non-specialist and specialist services.

	Who might find the Pathway useful?
	The care pathway will be useful to commissioners, managers, practitioners and users.


	Guiding principles of the Pathway
	The care pathway begins with 10 Guiding Principles. These are the underlying philosophies and principles which underpin the pathway and should permeate the care offered to children and families.  The principles are: (1) Holistic; (2) Child-centred; (3) Have a developmental framework; (4) Feature multi-agency commissioning and consideration of referrals; (5) Promote inclusion and equality of access; (6) Pro-active and problem-solving; (7) Collaborative, empowering practice; (8) Co-operative information sharing and communication; (9) Encompassing diversity; (10) Therapeutic and quality services.

	Pathway quality standards
	Each phase of the pathway has associated quality standards. These outline the minimum quality markers which practitioners and services should be trying to achieve in their delivery of care in each phase. These are outlined below:

	Pre-referral
	· Clear referral criteria and processes are agreed across provider services to ensure new cases get to the most appropriate service to meet their needs.

· Agreements are made within the overlapping agency network about how to deal with children who do not fit current criteria or are at risk of being bounced between services, (e.g. CAMHS / LDCAMHS / Local Authority Children’s Services departments / special schools/ challenging behaviour teams etc.) 

	Referral
	· First contact is made, ideally with both caregivers and referrer, to clarify referral expectations and what is possible (i.e. within team competencies).
· Ideally contact takes place at home or in a setting relevant to the child (e.g. school / short break care setting).

	Assessment
	· Assessments should be holistic, considering the child’s mental health needs within the context of their learning disability and their families’ needs. 

· Assessment for mental health difficulties should follow established protocols and good practice (e.g. the NICE Depression and Self Harm Guideline, Children’s NSF etc.).

	Intervention 

	· Interventions should be individually tailored to meet the mental health needs of the child and their family, taking into account their age, developmental level, and culture.

· Emotional and behavioural interventions should be available at all levels of service delivery (Tiers 1-4) from a variety of psychological models (behavioural, systemic, cognitive, psychodynamic and humanistic) in a variety of formats (direct individual, group or family therapy, and consultation). 

· Interventions targeted at mental health issues should be considered within the context of other interventions (social, educational, physical) which the child is receiving. Services should develop effective inter-agency co-ordination to achieve this.

	What next? 

Discharge & 
Re-referral 
	· Discharge from mental health input should be clearly co-ordinated between agencies using existing review procedures.

· When considering re-referrals, there should be clear definition of agency roles in relation to new concerns, and an agreed inter-agency action plan. 

	Implementation of the Care Pathway 
	· Local CAMHS partnerships (or multi-agency steering /commissioning groups) should take a significant lead role in implementing the guidance provided in this pathway, to develop local protocols for children with learning disabilities and mental health needs.


3 Background
3.1 Do Once and Share (DOAS) / Connecting for Health 

3.1.1 What is the Do Once and Share (DOAS) project?

The DOAS project aimed to develop a national consensus on a care pathway for children with learning disabilities and mental health needs, in order to guide IT developments in the NHS and link constructively with similar developments in education and social care.  The project ran from December 2005 to May 2006, at which point it delivered a report for Connecting for Health, the national programme for IT in the NHS.

3.1.2 How do Connecting for Health and the DOAS projects fit together?

Connecting for Health oversees the National Programme for Information Technology (NPfIT) and is contributing to meeting this goal by supporting 44 DOAS projects across the country and will enable practitioners and users to share their knowledge, skills and experience of best practice in service delivery and information systems. 

Over the next few years, through Connecting for Health, a commitment has been made to connect over 30,000 GPs in England to almost 300 hospitals, transforming the way the NHS delivers care.  It will mean that front line practitioners will have secure access to up-to-date, accurate information for planning appropriate interventions and care.  It will also enable children and families to have easier access to their own health and care information.

3.2 Introduction to care pathways 

The concept of integrated care pathways derives from the USA in the 1980s, when clinicians developed recovery pathways to define delivery of care that focused on the patient rather than the system.  Pathways emphasise patient-centred care and are always seeking to improve standards and consistency of care. They aim to set down specific actions planned in sequence for the delivery of care that is appropriate for the patient, based on clinical evidence and acknowledged best practice. Care pathways also provide an accepted framework against which to measure standards and stimulate continuous service improvement
. 
The development of pathways has concentrated predominately on surgical procedures and medical conditions with a predictable sequence of events. The use of care pathways in the wider context of longer-term conditions managed in a variety of settings and involving multi-agency input is more limited, but these are beginning to emerge. 
When considering children and young people with learning disabilities and mental health difficulties the concept of a care pathway becomes more complex and challenging. The evidence base is developing. Multi-agency cooperation and team working are by no means universal practice. There is diversity in service models from which these children receive their mental health care.
This document proposes a broad generic template for developing a care pathway for children and young people with learning disabilities and mental health difficulties. The pathway will be guided by quality standards, based where possible, on evidence and examples of good practice. The document will be of use to those striving to improve the provision and consistency of services and support to these children and families. Children and their families will make many different individual journeys according to their own needs and circumstances, but may find that this template will provide the means to inform more detailed local pathways. 
This document does not discuss in detail the many possible service models available and is not advocating the development of a particular service model. It puts children and families at the centre of a planning process, with the aim of delivering integrated services in response to individual needs.

3.3 Who does this Care Pathway apply to?

The pathway is intended to meet the needs of children with a wide range of learning disabilities (mild, moderate, and severe) who are also experiencing emotional and behavioural difficulties. These difficulties will be impacting significantly upon their psychological well-being, or their relationships with significant others in their context, such as family, teachers or peers. Many of these children may have been previously denied access to mainstream child and adolescent mental health services due to the presence of their learning disability.

The definition of learning disability used in the care pathway is that outlined with Valuing People.
 Learning disability includes the presence of:
· A significantly reduced ability to understand new or complex information, to learn new skills (impaired intelligence);

· A reduced ability to cope independently (impaired social functioning);

· Which started before adulthood, with a lasting effect on development.

It is recognised that many people with learning disability also have a range of sight, hearing and motor impairments, and these should be taken into account when considering this pathway. In the development of this pathway, the common issues of sight and hearing problems have been specifically considered.

The range of behavioural and emotional difficulties has been purposively left broad in the development of this care pathway, and is not confined to mental health diagnostic categories such as those outlined in DSM
 and ICD
. The rationale behind this is the difficulty of accurate and specific categorisation of mental health problems in children with a learning disability. It is recognised that due to developmental and communication difficulties it is common for children to show their emotional distress through behavioural problems rather than communicating their feelings and distress more directly. The similarity in presentation of some behaviours associated with a learning disability and those which may characterise mental health difficulties such as conduct disorders, makes it hard for families and professionals to identify and understand the underlying factors. Communication difficulties experienced by children with learning disabilities also makes accurate diagnosis difficult to achieve.

The care pathway also applies to those children who have difficulties of social communication, such as autism or Asperger’s syndrome
. This is regardless of their level of intellectual functioning. This is a departure from the Valuing People (2001) definitions, considered necessary because ;

· these difficulties have a broad impact on development and functioning which spans both social learning and emotional/behavioural domains,

· there is considerable overlap and debate in defining these social communication difficulties as learning and/or mental health difficulties,

· these children are likely to access a range of traditional learning disability services and child mental health services, and they have sometimes fallen between service provision as a consequence of not fitting strict eligibility criteria.

The care pathway is aimed at describing the processes involved at all levels of service delivery (Tiers 1-4, see Appendix 1). It will be applicable to those providing support for behavioural and emotional difficulties in a variety of non-specialist and specialist services.
3.4 Methodology for the development of the Care Pathway 
The project was completed over six months. During this period, we aimed to collect information, advice and recommendations from a range of stakeholders and users, thus achieving as wide a consensus as possible. The methods used included analysis of documents, a questionnaire survey, participatory workshops and individual interviews.  
Via an array of email networks in the statutory and voluntary sectors, at least 5000 people from a variety of backgrounds were informed about the project.  Of these, a total of 225 people from 145 different stakeholder groups actively contributed to the project, either by attending one of the 2 stakeholder events, through interviews, or through email contact with the project team.  Of these stakeholders,  107 were CAMHS staff (including 8-10 commissioners), 37 were service users, parents or carers, 28 work in policy and research, 19 from NGOs and community groups, 18 from education, 14 from social services, and 2 from Youth Offending Teams. 
The care pathway was developed by a core action team of professionals and overseen by an advisory reference group of stakeholders. A brief questionnaire was initially devised on existing care pathways, protocols and services, and was distributed through existing learning disability and related networks. This was kindly facilitated by the Foundation for People with Learning Disabilities. A total of 24 responses were received, with 18 services sharing existing pathways/protocols. The emerging data and findings were analysed and presented at the first National Stakeholder Consultation event.
To engage users, professionals and other interested parties a wide number of relevant NGOs, user groups and professional bodies were informed of the 1st National Stakeholder Consultation event.  The event was to consist of a user-focussed session in the morning and a session in the afternoon more aimed at professionals. However, childcare and travel difficulties meant that there was a poor uptake of the user session, and so a more localised strategy became the primary strategy for engaging users. 
This involved telephone consultations and face-to-face focus groups and family interviews to canvass the opinions of young people and carers.  Fifteen interviews were carried out in one specialist school with: young people (5), parents (5), heads, teachers or teaching assistants (5). In addition, two groups of 7 pupils in two specialist schools were interviewed using process mapping and focus groups methodology. 
A total of 61 people attended the first National Stakeholder Consultation event in London in February 2006, of whom 37 were CAMHS professionals, 13 from policy and research, 6 from NGOs/other agencies, 2 social services, 2 education, and 1 from a Youth Offending Team. Three workshops considered the principles, criteria, and other issues for the first draft care pathway, in relation to three (admittedly overlapping) topics:

· First request and contact with mental health services

· Intervention

· Further contact and aftercare

Methodology overview
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Stakeholders’ views were transcribed and explored by thematic analysis. This led to the development of the second draft care pathway, which was presented at the second national consultation event in Coventry. Stakeholders were invited through the same process. A total of 86 people attended (of whom 53 were CAMHS professionals, 13 from policy and research, 10 from NGOs/other agencies, 4 social services, 4 education, and 2 were parents/carers).  The draft care pathway was presented, and was discussed in two ways:

a) Participatory workshops considered the care pathway in relation to five case vignettes of children with: severe autism, no learning disability; mild learning disability, neurological and sensory impairment; moderate learning disability, attachment difficulties, depression / bereavement reaction; mild learning disability and psychosis; severe learning disability and challenging behaviour.

b) Participatory workshops considered specific issues of the care pathway in relation to carers/users, mental health practitioners, other agencies, managers, and commissioners.

Feedback was analysed and resulted in amendments and additions towards the final care pathway presented in this report.

3.4.1 Key documents used in the preparation of the Care Pathway

The care pathway draws upon the following documentation

1) National Service Framework for Children
2) Every Child Matters

3) Common Assessment Framework (CAF)
4) Valuing People
1) The National Service Framework for Children, Young People and Maternity Services set standards for health and social care to be achieved by delivering child-centred services, safeguarding and promoting welfare, promoting mental health and psychological well-being, and supporting those who are disabled or who have complex health needs (see Standard 8: Disabled Children and Young People and Those with Complex Health Needs and Standard 9: The Mental Health and Psychological Well-being of Children and Young People). 
The relevant good practice marker in the CAMHS Standard states “All children and young people with both a learning disability and a mental health disorder have access to appropriate child and adolescent mental health services.”
More details are available at www.dh.gov.uk/PolicyAndGuidance/HealthAndSocialCareTopics/ChildrenServices/ChildrenServicesInformation/fs/en  

2) Every Child Matters and Youth Matters are about improving outcomes for all children and young people, so that they can all achieve the following outcomes:

● being healthy;

● staying safe;

● enjoying and achieving;

● making a positive contribution;

● achieving economic well-being

More detail is available at www.everychildmatters.gov.uk 
All children and families may experience a range of needs at different times in their lives, thus requiring access to high quality universal services. Children and adolescents with learning disabilities are a group at particular risk of poor outcomes. They are children with additional needs and, to meet the outcomes of Every Child Matters, they are more likely to require targeted support from education, health, social services or other services that cut across professional boundaries. Children and adolescents with learning disabilities and their families will be supported most effectively when services are planned and delivered in a co-ordinated way, taking into account Common Assessment Framework (CAF), lead professional and information sharing procedures.  In this way integrated support can be offered across the continuum of needs and services, including services to meet their mental health needs.

3) The Common Assessment Framework (CAF) is one of the tools to help achieve the aims of Every Child Matters and has recently been updated (April 2006); it is already in place in some Local Authorities, and there is an expectation that it will be in place across the country by 2008. Together with lead professionals and better information-sharing procedures, the CAF is intended to change the way that services are delivered, shifting the focus from dealing with the consequences of difficulties in children’s lives to preventive strategies. 

The CAF is a shared assessment tool intended to help practitioners develop a shared understanding of a child’s needs, so that they can be met more effectively. One aim is to avoid children and families having to tell and re-tell their story. It has been designed to help practitioners assess needs at an earlier stage and then work with families to meet them alongside other practitioners and agencies. The CAF covers all needs, not just those that individual services are most interested in, and will therefore be particularly relevant to children and adolescents with learning disabilities who also have mental health problems. 

The CAF may be an effective tool for determining appropriate referrals to mental health services. Children experiencing problems with psychological well-being, and benefiting from support from CAMH Tier 2 services, may have other needs that will trigger an assessment using the CAF (see Appendix 1for an explanation of the 4 Tiers of child mental health services). Children with mental health problems significant enough to require input from specialist CAMH Tier 3 services will usually require consideration of an assessment though the CAF, either at the time of the request or at an earlier stage, in order to meet the child’s needs in a holistic way. Children and adolescents with learning disabilities and mental health problems serious enough to warrant involvement by highly specialist Tier 4 CAMH services will always require assessment through the CAF, either at the time of the service request or prior to it.  This is in order to identify other possible provision that will contribute to appropriate interventions (e.g. service provision to build resilience in the child and family after discharge).

Further details about the CAF and multi-agency working can be found at:
www.ecm.gov.uk/caf 

www.ecm.gov.uk/multiagencyworking 
4) Valuing People is the government's plan for making the lives of people with learning disabilities, their families and carers better.  Written in 2001, it was the first White Paper for people with learning disabilities for 30 years. It covers England and applies to children as well as adults. It is based on people having: their rights as citizens; inclusion in local communities; choice in daily life; real chances to be independent.  It was written with help from people with learning disabilities, family carers, and people who work in services or other organisations for people with learning disabilities. 
More information is available at:
http://www.valuingpeople.gov.uk/ValuingPeople.htm
A key proposal of Valuing People was for services to be planned in a person (child) centred manner. Person-centred planning  means finding ways of listening to people to find out what is most important to them and what they want from their lives, and then to help them achieve those things. Valuing People stated that services should use person centred approaches to planning for everyone who needs services and brought out some guidance to help Learning Disability Partnership Boards 
  make this happen. Further guidance is available at:
http://www.valuingpeople.gov.uk/pcp.htm 
3.5 How to read and use these guidelines

The care pathway will be useful to commissioners, managers, practitioners and users
.

In contrast with other care pathways which may involve services with a longstanding infrastructure, relative agreement on service models, and evidence-base, the project team acknowledge the reality of mental health service provision for children and young people with learning disability and their families. At the time of the project only 45% of child mental health services were accessible to children and young people with learning disabilities, and three Strategic Health Authorities were without any specialist LD CAMHS provision.
 The services that were available varied enormously in their model (provided by LD services, generic CAMHS, or specialist LD CAMHS teams), resources (from one practitioner to a team), professional disciplines, operational criteria, protocols, and care pathways.

For this reason, we are not recommending a specific model of service provision and delivery, but rather aim to establish care pathways and processes that could be implemented across the diversity of service models currently available. 

Although service models and resources should be taken into consideration at a later stage, particularly at a local level, these issues were beyond the remit of this report. The implementation of the care pathway and the emergence of service models should be informed by evaluation.

The Care Pathway begins with 10 Guiding Principles. These are the underlying philosophies and principles which underpin the whole pathway, and should permeate the care offered to children and families. It is then structured into 5 key phases of care, which may overlap:

· Pre-referral

· Referral

· Assessment phase

· Intervention phase

· What happens next? – end of care, re-referral and reintegration into other services

Each of these phases has associated Quality Standards. These outline the minimum quality markers which practitioners and services should be trying to achieve in their delivery of care for this phase of care.

It is essential that the care pathway recommended by this report is not interpreted narrowly or rigidly. The implementation of any care pathway will always require clinical judgement, clear communication, and balanced commissioning decisions.
4 Guiding Principles 
The philosophy and principles which guide learning disability and child mental health service provision have influenced the development of this care pathway and these principles should be considered explicitly in adapting this care pathway to develop local services and protocols. These principles will reflect the standards contained in the National Service Framework for Children, Young People and Maternity Services (2004), Valuing People (2001), and Every Child Matters (2003). They include: being open, honest and respectful; working in partnership with children and families; communicating effectively; and working proactively with other disciplines and agencies.

In addition, key theoretical documents which have historically shaped learning disability service provision have been considered in developing these guiding principles. These include Normalisation (Wolfensberger, 1972
; Flynn & Lemay, 1999
), Person Centred Planning Approaches (O'Brien & Lovett, 1992
) and Child Centred Planning approaches such as Team-Around-the-Child (Limbrick, 2005
). These models promote equality and inclusion of people with learning disabilities into the full range of community services, including the health sector. They also consider the need to identify the support required for people with disabilities to fully access such resources. The underpinning principles place the child at the centre of service planning and delivery, and the onus of responsibility upon services and society to make the necessary adaptations to facilitate equality of access.
This combination of sources makes it possible to suggest a set of principles to be applied to the mental health provision for children with a learning disability:

4.1 Ten Guiding Principles for working with children who have learning disabilities and mental health problems
4.1.1 Holistic

The needs of the child with learning disability and mental health difficulties are central to any service planning and delivery. The full range of emotional, physical, social, educational and practical needs should be considered in the context of the family, with special attention paid to parents/carers’ and siblings’ needs. 
4.1.2 Child-centred Planning
Service development and delivery should have the child’s welfare as paramount (Children Act, 1989). There should be recognition that ‘children are children first’, regardless of the level of their learning disability and mental health difficulties. The intention should be to develop intervention plans to meet the child’s needs rather than reflect service needs. In addition, as in any work with children, their welfare should be paramount, and careful attention should be paid to child protection issues.
4.1.3 Developmental framework

Throughout assessment and intervention, the difficulties presented by the child should be considered within a developmental framework. This should pay attention to both the child’s chronological age and developmental level. Children with learning disabilities may show a more variable pattern of development than those without leaning disabilities. For example, their verbal skills and emotional understanding may be above what might be expected given their cognitive developmental level.

4.1.4 Multi-agency commissioning and consideration of referrals

For care to be effective, it should be provided across health, social and educational agencies in a comprehensive and integrated manner. Avoiding duplication of service provision and ensuring effective communication between agencies is essential in offering care which is responsive to the child and families’ needs.

4.1.5 Inclusion and equality of access

Children with a learning disability and their families should have equal access to the full range of services that children without learning disabilities have in respect to their mental health and other areas of health, social and educational support. They should be offered appropriate support to access ordinary services where possible, and specialist alternatives where inclusion into ordinary services is not indicated.

4.1.6 Pro-active and problem-solving

Services and individual professionals should take a pro-active and problem-solving approach in addressing the needs of children and their families. They should seek to equip themselves with any necessary knowledge base or skills to meet the needs of the child.  Working pro-actively will require services to be flexible in several regards: 
(i) Referrals onto other services should be treated as requests for service provision. Responsibility for care, or liaison with new services, should be retained by the referring service until it is appropriate to transfer responsibility to another service; 
 (ii) It will be important to follow up with vigour those families who find it difficult to engage with services, recognising that families may be engaged with several services at once and may find attending appointments difficult. Appointments should be offered in places which are familiar and readily accessible to children and their families, for example, school or home;

(iii) Clinicians should draw upon other resources and support the co-ordination of care in circumstances where they cannot directly meet the child’s needs.
4.1.7 Collaborative practice and consent
Service development and delivery should be committed to collaborative practice which empowers children, their families and advocates to overcome their difficulties and gain the support they need from service providers. Children’s views should be actively sought throughout the care process, and information should be provided in a child-friendly manner to enable children to be informed about their care and participate in decision -making.

4.1.8 Co-operative information sharing and communication 

Issues of consent, confidentiality and information sharing require careful consideration for children with complex inter-agency involvement. Information should be shared between service providers to meet the needs of the child, but this should be done collaboratively with children and families. Particular attention will need to be paid to information which may be ‘sensitive’ which might only be shared to protect the well-being of the child. 
Further guidance is available from the Information Sharing Guidelines (2006) produced by DFES, with DH and others, as part of the Every Child Matters Programme.

http://www.everychildmatters.gov.uk/resources-and-practice/IG00065/
4.1.9 Encompassing diversity

Professionals should encompass diversity in their planning of services, and within service delivery and evaluation. Diversity relates to the child’s level of disability, as well as any cultural or gender issues. Children from ethnic minority groups who have a learning disability may be more likely to face double discrimination in relation to service access.

4.1.10 Therapeutic and quality services

The pathway should enable children to access the best available local service to meet their needs. Such services should be timely, of high quality and therapeutic for the child and family, offering both comprehensive assessments and interventions. It is recognised that services for children with learning disabilities and emotional / behavioural difficulties are currently undergoing considerable development. In developing services, one should be mindful of the above guiding principles, and should apply them in the monitoring of service quality.
4.2 Key messages from young people, families and carers
In delivering care to children and families commissioners, managers and practitioners should be mindful of the key messages from users of services.
  Primary amongst these is that effective mental and emotional health support for children with learning disabilities relies on strong relationships built on trust and consistency, undertaken by familiar people with sensitive communication skills. This kind of support is considered by families, education staff and young people to be far more important and effective than treatment undertaken solely by specialist professionals who provide appointment-based clinical interventions. 
In relation to specific aspects of service delivery, users and families commented:
· Diagnosis, assessment and referral: A one-off assessment is often not enough for severe, complex and multiple disorders. Parents are concerned that too much emphasis is placed on ‘pen pushing’ and not enough on interventions. Once referred, children and young people get frustrated at lengthy waiting times for services. 

· Type of service: Children and young people with LD prefer to have their needs met within a familiar environment (e.g. home or school), at primary care level (e.g. school), and by familiar people. 

· Specialist services: Specialist (tier 3) services for this group are limited and, even where services exist, families and primary care professionals may not be aware of them  (especially tier 2 services). 

· Involved and informed: Professionals need to listen to parents and young people. Families wish to be informed of what services are available, what professionals and services can do for them, why they are attending a service, and any decisions made, in a language they can understand.

· Communication: Children and young people with LD tend to communicate with people they know and trust, and often find it difficult to express feelings. Some can only communicate in non-verbal ways. They need speech and language therapy in addition to any intervention. 

· Key people: Consideration should be given to involve key people (e.g. teacher or teaching assistant) that children already know. There should be one key worker facilitating and coordinating assessments and interventions.

· Type of person: The type of person is paramount, with the emphasis on being someone who understands their language and their needs through constant interaction and advocacy. 

· Interventions: Children with more complex and severe LD say that they get the most effective emotional help, not through talking to someone, but through other means. 

· Planning and training: Any planning should be in collaboration with the parents and, where possible, with the child. Professionals need expertise in a range of verbal and non verbal communication methods and in specialist areas such as Asperger’s syndrome.

· Transitions and leaving: Young people want the transition to adult services to be smooth and co-ordinated, and to be followed-up by a member of staff if they suddenly disengage (from CAMHS). 

5 Service Provision

5.1 Service delivery models
It is recognised that children with a learning disability are likely to access mental health services from a variety of sources. The models of service provision will be particular to specific localities. However, surveys suggest that services for emotional and behavioural difficulties are delivered to this client group through three main service models: Learning Disability Teams (health based or integrated with social services); Child and Adolescent Mental Health Teams (health based); and, more recently, specialist Child and Adolescent Mental Health Teams for Children with Learning Disabilities (health based or integrated with social services).

Currently, no evidence base exists to suggest that a particular service model may be more effective in addressing the needs of children with learning disabilities and mental health problems. To operate effectively, the two main service models will also rely on the support and resources of services provided by the social care, education and the voluntary sectors. This care pathway is therefore not advocating one particular service model.   However, some guidance on developing a local specification is attached in Appendix 3. 
5.2 Children’s Trusts

The development of Children’s Trusts is likely to play an important role in the coherent and integrated development of services across agency boundaries. They may consequently address some of the inter-agency issues which have affected the delivery of an effective and co-ordinated mental health provision for children with a learning disability. Children’s Trusts may facilitate more ambitious inter-agency working than the present pathway suggests in relation to the joint ownership and co-ordination of mental health services. The vision for Children’s Trusts is detailed at:

http://www.everychildmatters.gov.uk/aims/childrenstrusts.
While integrated delivery can be fostered in many ways, and at many levels, making sure the system overall is meeting the right needs for the right children and young people requires effective integrated strategies: a joint needs assessment; shared decisions on priorities; identification of all available resources; joint plans to deploy them. This joint commissioning, underpinned by pooled resources, will ensure that those best able to provide the right packages of services can do so.

All of this requires governance arrangements that ensure sharing the vision and the confidence to relinquish day-to-day control of decisions and resources, while maintaining the necessary high-level accountability for meeting their statutory duties in a new way.

Across the whole system there are some unifying features which help to link the various elements: leadership at all levels,; a focus on outcomes for children at every level,; listening to the views of children and young people - on both priorities at a strategic level, and how day-to-day practice affects them personally.

5.3 A networked approach

It is likely that a child with learning disabilities and emotional/behavioural difficulties will have many practitioners and services involved in their care
. These will be drawn from health, social care and voluntary service providers. 

Mapping this network and liaising with key individuals can be a confusing process for families and practitioners alike. However, this networked approach to care is essential in supporting the delivery of effective mental health services to this client group.  Networking requires knowledge of the network, skills in networking and time to facilitate liaison. 
This networked approach will be appropriate for all children with mental health problems, but it is particularly helpful for children with learning disabilities who utilise a greater range of support services and professionals. Though the knowledge about different networks may be new to some practitioners, networking skills should be familiar, and no different from those developed in working with children without learning disabilities.

Opportunities for joint working, through individual assessments, interventions, consultation or training may be particularly helpful in developing network knowledge and skills sharing between different service providers.

To facilitate the development of a comprehensive network map for children with learning disabilities and mental health problems, families and practitioners should acquire information about the following people in their local area, and develop effective links with these service providers:

Health sector

· Health visitors

· General practitioners

· Community paediatricians

· Psychiatrists

· Clinical psychologists

· Primary mental health workers

· Learning disability community nurses

· Paediatric speech and language therapists

· Paediatric occupational therapists

· Paediatric physiotherapists

Social care sector

· Social workers in disability teams

· Short break (respite) providers

· Child protection social workers

Education sector

· Special needs schools/units
· Emotional and behavioural disorder schools

· Special educational needs co-ordinators

· Special needs teachers

· Behavioural support workers

· Educational psychologists

· Behaviour support teams (peripatetic behavioural services)

Voluntary sector

· Short break (respite) providers

· Family support services

· Advocacy services

· Social and recreational groups

· Play scheme providers

The NSF and Every Child Matters promote the development of locally managed care networks. Further guidance is available at:
http://www.dh.gov.uk/PublicationsAndStatistics/Publications/PublicationsPolicyAndGuidance/PublicationsPolicyAndGuidanceArticle/fs/en?CONTENT_ID=4114364&chk=ebDqj9 

5.4 
Key workers and lead professionals

The key worker or lead professional contributes to the delivery of integrated frontline services, across agencies.
 They have three main functions which can be carried out by a range of practitioners (and in some cases family members):
· Ensuring that services are co-ordinated, coherent and achieving intended outcomes

· Acting as a single point of contact for children being supported by more than one practitioner

· Aiming to reduce overlap and inconsistency in the services received.

A lead professional is responsible to their home agency, and cannot be held responsible or accountable for the actions of others. 
The intensity of the key working role needs to be recognised and supported by managers and commissioners. The coordination of care is likely to have an impact on the size of the individual professional’s caseload, with practitioners unlikely to be able to key work for more than a very few families
. Some services employ professionals solely in the role of key worker and others ensure that practitioners have a small number of clients to enable them to provide a more intensive and comprehensive service and play a role in co-ordination. Currently there is insufficient evidence to advocate one model of key working.

Relevant guidance on key workers and lead professionals can be found at:

www.everychildmatters.gov.uk/leadprofessional 
http://www.dh.gov.uk/assetRoot/04/11/90/10/04119010.pdf
www.york.ac.uk/inst/spru/research/summs/diffmodels.htm
5.5 
Urgent and high priority cases

The implementation of the care pathway should be underpinned by the level of mental health need. Services should have clear protocols for emergencies. For example, access to the psychiatric on-call system of the local generic CAMHS for serious mental illness, or the local protocol and care pathway for the assessment and management of self-harm. When the urgent presentation has been assessed and dealt with, the usual principles of the care pathway should be considered.
It is important to note that CAMHS emergencies are defined according to the nature and severity of psychopathology. Other kinds of risk or emergency, such as the risk of family breakdown and school exclusion, should be addressed in conjunction and across agencies. However, when this is not possible, other agency emergency mechanisms, e.g. through duty Social Services Teams, should be accessed. In addition there should be criteria for high priority cases that require a quick (but not emergency) response. This should take into account a range of inter-related presentations, risks, and circumstances; for example, the  child’s behaviour, risk of family breakdown or school exclusion.

5.6 Commissioning issues

The proposed care pathway is neither a panacea for service development nor a commissioning tool. However, this could provide an opportunity in facilitating service design, developing performance indicators and aiding performance monitoring, and ensuring consistency across different service providers. Taking into account the current state of provision in the UK, a realistic short-term objective for each region would be to determine the local framework, identify local strengths and gaps, agree a baseline of minimum acceptable but high quality service input, and formulate a medium- and long-term strategy for child learning disability mental health services. This strategy will require conceptualisation of a local service model and identification of real resources required to achieve this.

There are also intermediate measures to facilitate the commissioning process. For example, fragmented care pathways may reflect fragmented planning. Clarity of operational criteria, agency roles and protocols are essential. Pooling and rationalising inter-agency budgets as effectively as possible should minimise costly out-of-area placements, and preferably lead to local re-investment in services for children with complex needs. 
 
The national process of developing the care pathway through networks and different consultation approaches (see Section 3.4 on Methodology) was a constructive experience, components of which could be replicated at regional or local level, towards the specification and implementation of care pathways across the country. Other recommendations include the establishment and management of care networks, specialised commissioning, and commissioning guidelines.

5.7 Out of area placements

Children in out of area placements raise particular issues of  belonging, liaison, complexity, and cost.  For these reasons, the need to liaise with other involved services is of even greater importance.
Developing greater liaison can present difficulties in some cases as outlined below: 

1. Children are placed in special schools that provide 50-week placements and where children do not return home every weekend. In these cases, education and social services responsibilities will remain with the area where the child has their permanent home (e.g. for maintaining Statements of SEN and LAC reviews). However, health responsibility is likely to transfer to a GP local to the school, which means that services such as CAMHS are likely to be sought and commissioned locally. There is a need for service commissioners and local budget holders to define how such cases are managed, so that this group of children with complex needs is not excluded from services.

2. Children who are fostered out of area on a long-term basis. In these cases, health and education needs will become the responsibility of the area where the child lives, but the responsibility for care and long term planning will often remain with the SSD for the area from which the child originated. Again there will be a greater need for shared planning and better liaison between localities as, by definition, hard to place children are likely to have more complex needs.

Children with complex needs leading to specialist placements or individual packages of care being sought are likely to raise issues of funding, e.g. queries about whether the package is predominantly education or social care, and what level of health care/provision (including possible mental health needs) is required.  Such questions may become easier to resolve with the advent of Children’s Trusts and poled budgets, but will still need careful cross-agency planning (e.g. through the Care Programme Approach, or the Team Around the Child) to achieve effect use of available provision. Many areas now have complex care panels to consider such cases, involving Health, Education and Social Services. These will need to be taken into account in the strategic planning of services for children and adolescents with learning disabilities and mental health problems, particularly those who have experienced multiple life adversities. 
Where a placement is out of area, but not a 50-week placement, then questions of who should deliver CAMHS input may arise. In some cases, to do this effectively may need the sending area to fund provision in the receiving area. Such cases will again require commissioners and service managers to consider how they can ensure children are not excluded from access to provision, by establishing regional agreements or protocols. In general, it will be preferable if CAMH input can be delivered by the service best able to integrate this with liaison to the education provision, and with support services to the family and carers. 

The DfES has recently commissioned a report on disabled children in residential placements, see

http://www.everychildmatters.gov.uk/resources-and-practice/RS00014/
Further guidance regarding responsible commissioning is outlined in ‘Establishing the responsible commissioner: Guidance for PCT commissioners’ available at: 

http://www.dh.gov.uk/PublicationsAndStatistics/Publications/PublicationsPolicyAndGuidance/PublicationsPolicyAndGuidanceArticle/fs/en?CONTENT_ID=4069634&chk=WRvZIZ
6 The Care Pathway
6.1 Pre-referral


6.1.1 Referrer
 requests service involvement

Stakeholders should have access to information about available services for children with mental health problems, and an awareness of what problems might prompt a request for service to one of the CAMHS Tier levels.





6.1.2 Referrer seeks consent 

Before a request for service is made, consent should be sought from parents in order to facilitate identification of the most appropriate service.  That should include consent for:

1. Referral to an appropriate service provider at Tier 2 or 3.  [T4 referrals are invariably via T3].
2. Sharing of information about the child’s disability and its impact.
3   Making past assessments or other relevant reports (e.g. review reports) available.
Local agreements and national guidelines will also apply to information sharing when requests for service are made. Special Educational Needs legislation already has a statutory requirement to share information relevant to meeting the child’s needs in school. Safeguarding children guidance also requires information sharing. With regard to information sharing between professionals, the welfare of the child is paramount (Children Act 2004).

6.1.3 Referrer collates information

Having sought consent, identification of the most appropriate services and service provider(s) will be facilitated if the referrer collates relevant information and reports about the child. 

Children with learning disabilities are ‘children in need’ in terms of the Children Act (1989). If a request for mental health services is made for children or adolescents with learning disabilities, it is likely they will have a previous local holistic assessment of need using the Common Assessment Framework (CAF). This will nearly always be the case for children referred for Tier 3 CAMHS (see Appendix 1 on the CAMHS Tiers).
When a request for service is made the referrer should include information from any assessment using the CAF.  Local versions of the CAF may differ, but will include the collation of information on and assessment of need in relation to: 
i. The child's development (including: health, impairment and impact of disability; emotional and social development; behavioural development; identity and self-esteem; family and social relationships; self-care skills and independence; learning); 
ii. The family’s parenting capacity (including: basic care ensuring safety; emotional warmth and stability; guidance, boundaries and stimulation) 

iii. Family and environmental factors (including: history; extended family; housing and other economic factors; social and community resources).  

In completing CAF assessments include information collated from other agencies involved. For children and adolescents with learning disabilities, it is important that this includes relevant educational assessments and reports; for example, advice provided by other professionals as part of the assessment of Special Educational Needs, recent Annual Educational Reviews of Statements, and /or Individual Educational Plans. Other relevant reports would include risk assessments or Youth Justice Reports.
If a CAF assessment has not been made, similar information will need to be available in another form. The implementation of the CAF process was in progress at the time of writing this guidance. Some concerns remain about the strength of the CAF in co-ordinating multi-agency assessments and communication. In the absence of a CAF it is important that the referrer collates the available information to assist referral.
6.1.4 Which service is the best first contact?

To assist Tier 1 and other services to identify which CAMH service provider is likely to be the most appropriate first contact, there will need to be easily available information on what services provide, and clearly stated referral criteria. This information may be web-based to provide ease and openness of access, e.g. on local government websites. 
For local networks of services to be co-ordinated effectively there will need to be local agreements on referral protocols and how decisions are to be made on which services are most appropriate for individual children.

Where local Primary Mental Health Workers exist, one of their roles may be to advise on the ’best fit’ for initial contact.

6.1.4.1 ‘Referral bounce’ and ‘splatter gun’ referrals

1. Referral bounce
Where families or referrers have difficulties identifying appropriate services for children, this may lead to re-referring to different services and being bounced back. This is frustrating and confusing for families. The principles of joint working in Every Child Matters specifically state that such bouncing of referrals should be avoided. 
i. A minimum requirement is to have agreements between overlapping providers within the network.
ii. Local protocols or pathways should be developed so that inappropriate referrals can be transferred to the most appropriate service to meet their needs without being ‘bounced back’.  
iii. Possible co-ordinating roles in this process might come from lead professionals, social workers, primary mental health workers or educational psychologists.
2. ‘Splatter gun’ referrals 

Difficulties in getting a service response can lead to ‘splatter gun’ referrals to several agencies for the same presenting difficulties – this irritates service providers and is an unnecessary burden on already sparse resources. Clear referral criteria and processes, agreed across services, should ensure that children reach the appropriate service.
6.2 
Referral 

6.2.1 Referral meeting

The referral meeting:

· Considers the referral information provided.

· Seeks further appropriate and required information if this is not available, or insufficient to determine which service is most appropriate.
· If this provider appears the most appropriate then the meeting determines an appropriate allocation within the team, based on available skills and resources.
As Children’s Trusts and integrated service delivery develop services may consider a move to a single entry point for CAMH provision that includes children both with and without learning disabilities. 

In the longer term, models should develop that make a single request for service, the gateway to a range of services: a “virtual front door”.
















6.2.2 Can this service best meet the child’s mental health needs?

The outcome of the referral meeting will determine whether the request is accepted as appropriate or whether it is considered inappropriate and requiring transfer procedures to a more appropriate service provider. 

Where another service is considered more appropriate, then responsibility for initiating the transfer to that service would lie with the service receiving the initial request. 

6.2.3 Define appropriate involvement/assessments

6.2.3.1 Where are contacts/appointments to be made?
Services should be flexible in the timing and location of appointments to enhance access to services. Reference should be made to Children’s NSF Standard 9 regarding Access and Location of Services and to the Disabled Child Standard. The latter notes, for example, that wherever possible, children and young people are offered appointments at school or outside school hours, to ensure a minimum absence from school.

Services should provide local contact, and developments such as extended schools should make this more practicable in future.
Ideally, a first contact takes place at home or in a relevant setting (e.g. school / short break care).
6.2.3.2 Response to referral

Letters acknowledging acceptance of a request for service should go to the referrer, the family and their GP, and also to other agencies as appropriate (e.g. if the request has come from a multi-agency planning or review meeting).
6.2.3.3 Negotiation of referral expectations 

Ideally the first contact is made with both parents and the referrer in order to clarify expectations and what is possible (i.e. within team competencies). There may be instances where this is not appropriate for casework reasons.
6.3 Assessment
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Quality Standards
1. Assessments should be holistic, considering the child’s mental health needs within the context of their learning disability and their families’ needs. 
2. Assessment for mental health difficulties should follow established protocols and good practice (e.g. the NICE Depression and Self Harm Guideline) 

6.3.1 Complete holistic assessment of mental health needs

Assessment is a continuous process. It starts before referral (when the referrer assesses the situation and identifies relevant information to include with the request for service) and continues throughout service involvement.
There are two main reasons for taking a holistic view at this stage:

1. Making full and efficient use of existing information including relevant;
i. education information such as SEN Assessments; past Annual Educational Reviews (especially information on behaviour patterns, language progress, etc.)
ii. other assessments such as paediatric assessments, speech and language therapy and Child in Need.

iii. Building up a chronology of developmental history.

2. In order to maintain effective links with other agencies as part of the ongoing mental health assessment and intervention.

6.3.1.1 Initial CAMHS assessment
The initial phase of a mental health assessment for children and adolescents with learning disabilities will not differ significantly from a standard CAMHS Assessment. The content will be the same as any CAMHS assessment, including, for example, family demographics, support networks and a developmental and clinical history. 
For children and adolescents with moderate and severe learning disabilities, it will be especially important to supplement information from the assessment interview with;

· observations in context (especially for challenging behaviour) 

· existing knowledge and previously completed assessments (e.g. what has worked / is working and what has not / does not work).
Pre-Intervention Assessments (education, primary health, social services) and any completed CAF should therefore be reviewed and taken into account at this point. These are also likely to be a significant source of information about current impairment and disability.


6.3.1.2 Assessment of mental health status/diagnosis
Standard assessment models and guidance on identifying mental health needs are also appropriate to children and adolescents with learning disabilities 
 (e.g. NICE guidelines on depression in children). There may, however, need to be some modification to these, for example adapting for chronological age or differentiating for developmental level. 

Other diagnostic assessments may be important in putting the mental health concerns in context. Examples might be ASD, ADHD, other PDDs and Epilepsy.
Protocols for such assessments should follow appropriate national protocols and guidelines (e.g. NIASA, NICE, etc.). These may have been carried out before referral or require further clarification alongside the mental health assessment.

6.3.1.3 Modification of standard assessments

This will particularly apply to carrying out specialised assessments, e.g. for fire raisers, potential abusers, etc. Such assessments are likely to need adaptation to either wording or presentation to children and adolescents with learning disabilities. It may be necessary to ensure that assessments are either:
· developmentally appropriate, by using the age appropriate instrument but modifying wording or using more visual representation; 
or

· age appropriate, by using instruments for younger children, but adapting language and examples to make them age-appropriate.
Advice should be taken from caregivers who know the child well (e.g. family, school staff, short break carers or other professionals who have worked with the child) about how best to modify assessments to meet the child’s needs.

Such modifications will have an impact upon the standardisation of an assessment tool. Practitioners should acknowledge and take this into account when drawing conclusions from the data collected.
6.4 
Interventions













6.4.1 Intervention planning
· Should draw upon a broad and thorough assessment which draws on the full range of assessment sources available.
· Following assessment, interventions should be determined by holistically formulating the mental health needs of the child within the context of their: 

· age and developmental level. 

· significant relationships and culture.
· educational, social and physical healthcare needs.
· Interventions planning should address the needs of the whole family.
· Intervention planning should draw on the current evidence base for all children – see Wolpert et al (2002)
.
· Intervention goals should be specific but flexible.
· Intervention goals should be clearly defined at the beginning of the intervention, given the likely complexity of the child’s presenting problems.
· Intervention goals should be developed in a collaborative manner with the child and family. 
· The impact of, or need for, pharmacological interventions for mental health and other presenting difficulties will need to be considered carefully for this client group. If medication is being used or is required, this needs to be comprehensively integrated into assessment and intervention planning. The impact of medication and its interaction with other interventions offered will need to be monitored carefully and assessed alongside other aspects of outcome. For example, clients with epilepsy may be taking antiepileptic medication which has indirect impact on their behavioural control. This will affect any assessment of, or intervention for, behavioural and emotional difficulties they may be experiencing alongside their epilepsy. 

6.4.2 Intervention delivery
· Emotional and behavioural interventions should be available at all levels of service delivery (Tiers 1-4), from a variety of psychological models (behavioural, systemic, cognitive, psychodynamic and humanistic), in a variety of formats (direct individual, group or family therapy, and consultation). Interventions will need to be individually tailored to be developmentally appropriate and age appropriate for the child.
· Staff will need to develop basic competencies in tailoring interventions and communicating with children across a range of developmental levels and with a range of functional abilities.
· Staff should possess, or have access to, an appropriate level of knowledge about specific difficulties which may be associated with learning disabilities (e.g. autistic spectrum disorders, Fragile X Syndrome, epilepsy, sight, hearing and motor difficulties).
· Familiar people to the child should be used as a resource in making interventions accessible (See also, Section 3.4 Assessment). 
· Services should strive to be flexible in the timing and location of appointments to enhance access to services. Reference should be paid to Children’s NSF Standard 9 regarding Access and Location of Services and to the Disabled Child Standard, for example in relation to offering appointments at school or outside school hours, to ensure a minimum absence from school.

· Staff should recognise the difficulties many families may experience in attending appointments and engaging with services, given the multiple needs and service contacts their child is likely to require. In line with the Children’s NSF Standard 9 regarding Access and Location of Services – failure to attend clinic-based appointments should not be seen as a reason to close the case. Practitioners should pro-actively employ flexible working practices to facilitate the family’s engagement.

· A range of verbal and non-verbal communication methods will need to be drawn upon to make interventions accessible to the child.
· Advice to the wider system may be necessary in supporting the success of the emotional and behavioural intervention.
· It is recognised that some modes of service (for example, Tier 4 in-patient services) are currently severely limited for children with learning disabilities. Careful consideration needs to be made by services about how they will meet the needs of children who require such services. See Appendices 1 and 2.

6.4.3 Outcome monitoring
· The development of effective outcome monitoring for individuals, and of the evidence base for this client group as a whole, is a responsibility of all practitioners, managers and commissioners, and should be taken seriously. Effective research in this area is greatly needed to enhance the quality of services. 

· Clinicians’ judgement and a range of standardised and individualised outcome measures should be used to determine the effectiveness of mental health interventions offered.
· Outcome measures should consider the presenting symptoms in context. It will be particularly useful to monitor the outcomes for the children/young people and their parents/carers. 
· Simple, individualised measures, focussing on specific goals for interventions, will be useful in measuring change and engaging the children and young people themselves in the outcome monitoring process.
· Useful standardised outcome measures for children with mild learning disabilities may include the Strengths and Difficulties Questionnaire. 

· For those children with moderate and severe learning disabilities, a national consensus on appropriate standardised measures of mental health outcomes has not yet been determined. There is widespread recognition that existing standardised tools struggle to capture the progress gains that are made by this client group in relation to mental health interventions. This is because gains are often made in a more graded manner than for children with milder disabilities. In addition, measures of change are sometimes confounded by the significant difficulties (often associated with the learning disability) which remain, despite successful mental health interventions. Progress is therefore lost within standardised measures that capture behavioural and emotional change as a whole.
· Currently the CAMHS Outcomes Research Consortium is developing a national consensus on suitable outcome measure for this client group
. This care pathway awaits the outcome of their findings before making any further recommendations.
6.4.4 Co-ordination of interventions
· Interventions targeted at mental health issues need to be considered within the context of other interventions (social, educational, physical and pharmacological) which the child is receiving.
· A key worker or lead professional should be appointed to facilitate the co-ordination of assessments and interventions

· Services should develop effective links to professionals skilled in communication, sight, hearing and motor difficulties which may interact with mental health issues (e.g. paediatricians, occupational therapists, speech and language therapists, physiotherapists, and learning disability nurse specialists).
· Services should develop effective links to the wealth of resources provided by the voluntary sector (e.g. parent support groups and short break care) in order to support the specific interventions they are delivering.
· The range of interventions being delivered should be regularly reviewed and co-ordinated (at least once a year).

· Reviews of care should, where possible, fit within existing local systems of review and avoid duplication. Joint statutory meetings with other agencies (e.g. CAF reviews, Children in Need Reviews, Special Educational Need Reviews, Care Programme Reviews) may provide an opportunity for co-ordinating services for some children with LD.
· The resources dedicated to co-ordination of care will be related to the complexity of the child’s presenting difficulties and the range of interventions they are receiving. More complex cases will require the highest degree of co-ordination between agencies.
6.5  What happens next?
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Quality Standards
1. Discharge from mental health input should be clearly co-ordinated between agencies using existing review procedures.

2. When considering re-referrals, there should be clear definition of agency roles in relation to new concerns, and an agreed inter-agency action plan.
6.5.1 Discharge

Specialist CAMHS involvement should normally be targeted, rather than open-ended. However, there will be some exceptions where the child and family needs indicate a level of infrequent but regular contact, which should be justified. At all times it is important to distinguish between the child’s mental health needs (often episodic), and other needs related to the disability or social circumstances (often ongoing).













Discharge from mental health input should be clearly co-ordinated between agencies using existing review procedures. Following the completion of an intervention, the role of CAMHS should be clearly reviewed in conjunction with other agency involvement and the needs of the child and family. If the intervention has addressed the reasons for CAMHS involvement at this stage, the discharge should be negotiated and agreed with the family and agencies involved. There should be an indication of future CAMHS involvement and completion of Care Programme Approach 
(CPA) and CAF follow-up procedures, where appropriate.

6.5.2 Re-referral

If children and families need to re-access the mental health service, it is important to avoid replication of the first episode referral pathway and extensive re-assessments, unless they add to the existing assessment information. It is also important to avoid duplication of review meetings between agencies. Re-entry into the system should thus be as rapid as possible, without a repeat of the referral cycle. 
The following process discussions will need to take place:

· Define new concern/problem 

· Define agency roles in relation to new concern

· Define action plan and discuss appropriate joint interventions, e.g.

· Consultation

· Inter-agency review

· Joint re-assessment

· Re-assessment

· New CAMHS intervention

· New non-mental health intervention

· Emergency contact required

6.5.3 Define agency roles in relation to new concerns
If new concerns are raised by a family or agency it is important first to define these concerns, both in relation to the previous and potential role of specialist CAMHS, and other agencies. For example, this could be recurrence of a previous mental health problem dealt by CAMHS, a new mental health problem, or an ongoing or new need which is important albeit not in the CAMHS remit. If this is unclear, or there are overlapping issues between agencies, it would be useful to discuss this promptly and clarify with CAMHS staff, without the formality of a new referral cycle.
New concerns should be clearly defined in relation to:

· the child and family

· previous assessment

· previous intervention (What has changed? Why did it not work? Is there an indication that the same type of treatment will work or not again?)

· agency roles and input (Is there a genuine need for CAMHS involvement? Are related needs met by relevant agencies?)

The nature and severity of the concern will determine whether and what kind of CAMHS input is required, as well as the role of other agencies. In addition to telephone consultation, a face-to-face meeting with CAMHS may be required, with plans for further consultative arrangements. Alternatively, existing forums such as inter-agency reviews may be used effectively to avoid duplication. If a re-assessment of the child is required, this might be done jointly with the referrer, if it is likely that both CAMHS and the referrer will overlap significantly. 
Therefore, the clarification of agency roles is essential. These roles should have preferably been clarified at the end of the previous intervention, rather than at re-referral.

A local inter-agency protocol will facilitate clarity of roles in relation to re-referrals. This should include an agreement on the role and remit of a lead professional or key worker, in co-ordinating re-referrals. 

6.5.4 New mental health intervention

If a new mental health intervention is indicated, it is important to justify the reasons, specify the objective, and consider why the same or a different type of treatment modality is necessary. A new intervention should not be initiated by default, i.e. because ‘nothing else’ worked. An acute psychiatric presentation would require immediate access to CAMHS though existing arrangements (see Section 5.6 on urgent and high priority cases). 
6.5.5 Non-mental health agency input 

Family resources should be taken into consideration where longer-term service involvement may be required. Other agencies and support mechanisms should be considered, in order to maximise the impact of community resources. Specialist CAMHS have an important role in supporting these agencies, both at organisational level (e.g. through regular consultation, joint work and training), and on individual casework.

6.5.6 Transition to adult services

Transition between child and adult services is often problematic, across a wide range of services including, mental health and learning disability (Morris, 1999
). Reasons for this include: lengthy response (waiting lists); falling between child and adult services criteria; not fulfilling referral criteria for severe mental illness (particularly for young people with emotional and behavioural difficulties); and differential age cut-offs across agencies. Consequently, there should be local protocols, service agreements and planning for transition to Adult Mental Health and Learning Disability Services. A specific national care pathway to address the needs of this vulnerable group during transition to adult services would be extremely helpful.

7 Implementation of guidelines

Implementation of the care pathway should involve local networks consisting of practitioners, commissioners and users. Although the overarching principles should apply across service models, there also needs to be flexibility and adaptation of aspects of the care pathway to reflect local strengths or issues.

Networks should be effectively used to set up a local process that will inform service development and monitoring. This should include the establishment of local agreements and protocols, identification of resource gaps, mapping / contrasting local with national care pathway guidelines, and solutions on providing high quality services.
Local CAMHS partnerships (or multi-agency steering /commissioning groups) should take a significant lead role in implementing the guidance provided in this pathway to develop local protocols for children with learning disabilities and mental health needs.
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9 Appendices
Appendix 1:
The 4 Tiers of CAMHS

This section identifies the ‘Four Tiers’ within the services meeting children’s needs for psychological well-being and mental health.
It takes these definitions from Standard 9 ‘The Mental Health and Psychological Well-being of Children and Young People’ within the National Service Framework for Children, Young People and Maternity Services (2004). Other needs relating to disability can be considered in the same way, and might follow a similar progression of requests for more specialised provision (e.g. needs relating to physical disability might range from making activities accessible [Tier 1] to interventions such as the use of Botulinum to reduce muscle tightness in cerebral palsy [Tier 3] or in exceptional cases surgical interventions [Tier 4]). A second table gives some indication of what might trigger a move from one level of service to another.

N.B. It is important to understand that the Four-Tier strategic framework for CAMHS is not linear in nature (for more detail, see the original source document by the NHS Health Advisory Service Together We Stand: Thematic review of the Commissioning, Role and Management of Child and Adolescent Mental Health Services, 1995). Children and their families may be receiving support at more than one level at the same time, e.g. to support family resilience. See also sections on the Common Assessment Framework.

Reference is made below to existing clinical guidelines.

It should be noted that the guidelines for time frames e.g. the NICE depression guidelines for children, may need to be extended for children and adolescents with learning disabilities as they typically respond more slowly to intervention programmes.
Symptoms of possible difficulties related to psychological well-being or mental health can also be overshadowed by other conditions such as autism or severe learning disabilities.

The Four Tiers of  mental health provision for children and young people
A description of how children and adolescents with learning disabilities with mental health problems might move between service Tiers
NB. This is not a simple linear model






Appendix 2:
Providing access to Tier 4 provision for children and adolescents with learning disabilities with severe mental health problems

Children and adolescents with learning disabilities and mental health problems may need access to all or any of the four tiers of CAMHS provision, in addition to any services they may be receiving from social care, child health or disability services. 

As defined above, Tier 4 CAMH provides highly specialised services for children and adolescents presenting highly specific difficulties or very complex and/or long standing and difficult to treat mental health problems. Tier 4 services are not synonymous with in-patient services, and some Tier 4 provision mental health provision may be outside the National Health Service (e.g. highly specialised educational or social services provision). However, Tier 4 services are frequently based on in-patient provision, e.g. those for young people with complex, severe or resistant mental health difficulties, such as severe and chronic depression, psychosis, serious eating disorders. 

Children and young people with learning disabilities should be able to access Tier 4 services, if indicated. This should normally follow consideration by a Tier 3 team, and local protocols should enable referral from Tiers 1&2 to Tier 3 and, if necessary, to Tier 4 services. 

Only a few in-patient units that specifically cater for children and adolescents with learning disabilities currently exist.  It is often (but not always) inappropriate to treat young people with learning disabilities  in mainstream CAMHS in-patient units, due to the risks of  victimisation, exploitation and/or bullying to which young people with learning disabilities  may be vulnerable. 

If Tier 4 specialist treatment/ assessment is indicated (e.g. in line with the NICE guideline for depression
), and there are no locally available services for children and adolescents with learning disabilities, then before referral enquiries should be made to identify the most appropriate way to provide such a Tier 4 service. If protocols do not already exist for this process they should be developed as part of the local strategic planning and development of a comprehensive CAMHS, so appropriate access to specialist Tier 4 services can be facilitated. (As indicated above protocols would need to refer to a variety of possible Tier 4 services – e.g. adolescent offenders, in-patient treatment for adolescent depression, specialist intensive treatment for sexual abuse, or extremely challenging behaviour combined with severe learning disability).

Protocols should take into account the possibility that advice, consultation, or joint working between the referring Tier 3 service and one or more specialist Tier 4 services may be the most appropriate way to access Tier 4 specialisms. This may be particularly relevant where referral would be to a Tier 4 service that has limited experience or resources to meet the needs of children with learning disabilities.

Stages for accessing CAMH Provision at Tier 4 for children and adolescents with learning disabilities

1) Tier 3 service identifies a possible appropriate Tier 4 referral, following National Protocols and Standards (e.g. NICE Guidelines). (NB Children and adolescents with learning disabilities are likely to respond more slowly to psycho-social interventions than indicated by standard guidelines).

2) The Local Referral protocols for access to Tier 4 provisions are consulted. Informal enquiries with Tier 4 provision are made, particularly where local guidelines are not specific, or if the problem appears outside local protocols.


3) Stages 1 & 2 are reviewed at a multi-disciplinary meeting to identify the most appropriate way forward. That might be:


i) Referral to a local intensive community Tier 4 service (e.g. a sexual abuse counselling & treatment team; or a local specialist community forensic adolescent service). Planned liaison would need to be maintained by local Tier 1, 2&3 community services (as appropriate) so that the specialist CAMH service can draw on their experience of working with children and adolescents with learning disabilities.


ii) Referral to a local mainstream CAMHS in-patient Tier 4 service. Again, planned liaison will need to be maintained with local community disability services.


iii) Referral to a specialist in-patient Tier 4 mental health service for children and adolescents with learning disabilities. The current lack of services nationally implies that significant geographical separation from the locality is likely. Planned contacts and agreed care plans between local disability services and the specialist service will be essential, so that there is effective liaison with the local service at admission and discharge. This needs to be part of the planned service specification for any specialist Tier 4 service, especially in-patient units.


iv) Case-specific arrangements to allow local Tier 3 services to supplement the specialist skills/resources they may lack through consultation with one (or more) Tier 4 services. 
Such arrangements might include:
a) more formal joint co-working; or 

b) flexible arrangements, such as seconding staff for specified periods.  

Some young people with learning disabilities present highly challenging behaviours, or have unusually complex histories and presentations. Appropriate intervention in these cases may require individually commissioned packages of care under an existing protocol, rather than straightforward referral to a Tier 4 service.

Appendix 3: Developing a Local Service Specification

This document describes the processes that define a model care pathway. It does not, however, indicate preferred service models to provide for the mental health needs of children and adolescents with learning disabilities.

As services develop locally the following questions are important in planning and monitoring quality of service.  These are in addition to the guiding principles of services discussed above.

· Are services based on a local assessment of need for this client group?

· Has a local audit been carried out to identify what services may already be available, and where these are located? (These may be outside identified “mental health” settings e.g. by a life span Learning Disability team located within adult service as in Newcastle upon Tyne)

· Have users and practitioners from learning disability and mental health networks been actively involved in involved in service development, monitoring and delivery?

· Is the service offered flexible enough to meet the individual needs of the child (so that the child does not need to ‘fit’ the service)?

· Are there opportunities for joint working (assessments and interventions) between different services with specific pockets of expertise that together meet the needs of an individual child?

· Are there tight transfer protocols in place to ensure that children are not moved between services in a repetitive manner because they don’t ‘fit’ local service delivery models?
· Is there sufficient networking between services to ensure children can access a range of professionals to meet their needs and information can be shared between key professionals? See map of networks
. 
· Are local service networks clearly mapped so that professionals and families are aware of the key services and practitioners who have the ability to work with a child with learning disabilities and emotional and behavioural difficulties?

· Are data systems effective? Do they allow for judgements on the effectiveness/outcomes of interventions and on the cost effectiveness of the system?
· Where particular services are not available locally (for example, Tier 4, inpatient services), have services considered consultation models to existing services in order to develop services, share skills and aid liaison?
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�Quality Standards





Clear referral criteria and processes are agreed across provider services to ensure new cases get to the most appropriate service to meet their needs.


Agreements are made within the overlapping agency network (e.g. CAMHS / LD-CAMHS / Challenging Behaviour Teams etc.) about how to deal with children who do not fit current criteria or are at risk of being bounced between services. 





1. PRE-REFERRAL:


Stakeholder requests service involvement




















REFERRAL MADE
































Family/Caregivers





Health





Education





Social Services








�Quality Standards


1. Interventions should be individually tailored to meet the mental health needs of the child and their family, taking into account their age, developmental level, and culture.


2. Emotional and behavioural interventions should be available at all levels of service delivery (Tiers 1-4), from a variety of psychological models (behavioural, systemic, cognitive, psychodynamic and humanistic), in a variety of formats (direct individual, group or family therapy, and consultation). 


3. Interventions targeted at mental health issues need to be considered within the context of other interventions (social, educational, physical) which the child is receiving. Services should develop effective inter-agency co-ordination to achieve this.






































Child, family and other caregivers





Tier 4 mental health providers – able to offer essential tertiary level services such as day units, highly specialised out-patient teams and in-patient units, including:


Highly Specialised Assessment and Treatment


Contributions to the services, consultation and training at T1, 2 and 3





(Multi-disciplinary mental health team members as for Tier 3)











Tier 3 mental health providers – able to offer a specialised service for more severe, complex or persistent disorders, including: 


Assessment and treatment 


Assessment for referrals to T4 


Contributions to the services, consultation and training at T1 and T2





(A level of service provided by a multi-disciplinary mental health team that may include Child & Adolescent Psychiatrists, Clinical Child Psychologists, Nurses, Social Workers, Child Psychotherapists, Occupational Therapists, Speech and Language Therapists, Art, Music and Drama Therapists)











Tier 1 mental health providers - working in universal services that are in a position to:


Identify mental health problems early in their development


Offer general advice


Pursue opportunities for mental health promotion and prevention


�(Professionals providing such input include GPs, Health Visitors, School Nurses, Social Workers, Teachers, Juvenile Justice Workers, Voluntary agencies, other Social services- most of these professionals will not see themselves as ‘mental health providers’ but provide the first line of response to potential difficulties. )


 











Tier 2 mental health providers - able to offer:


Training and consultation to other professionals (who might be within Tier 1)


Consultation to professionals and families


Outreach


Assessment





(A level of service usually provided by uni-professional groups that relate to each other through a network rather than a mental health team, e.g. Community Paediatricians, Social Workers, Educational Psychologists, Primary Mental Health Workers, Clinical Child Psychologists, Child & Adolescent Psychiatrists, Community Nurses/Nurse Specialists)











Child, family and other caregivers





Contact when concerns arise





Tier 4 mental health providers – able to offer highly specialised tertiary level services such as day units, out-patient teams and in-patient units and including specialised  assessment and intervention and consultation and training at T1, 2 and 3.


Interventions: Highly specialist and/or intensive assessments and interventions, that may also be longer term or require in-patient admission.


Problems: Highly specialised e.g. forensic, neuro-psychiatric, degenerative or highly complex cases not responding to normal interventions and particularly where there may be significant risks to the young person or to others.  


Interactions across Tiers: Consultation with Tier 3, particularly re: requests for service, and with Tiers 1&2 e.g. Community Paediatricians, Primary mental health workers, educational psychologists etc., particularly in relation to building resilience following discharge. Consultation with Tier 3, e.g. as part of watchful waiting, against clinical guidelines, or supporting current interventions.  In cases of concern, or low incidence cases, consultation with all Tiers possibly in relation to planning more specialised co-ordinated responses e.g. where multi-systemic interventions are required..


Requests for Service: When problems are likely to persist following intervention and/or available responses on discharge need to be considered in relation to building resilience, or to manage long term problems. Cases of serious concern due to risk factors.





Individual consultation re cases of concern





Regular direct contact, levels dependent on role of professional





Planned consultation e.g. multi-agency panels etc.


Individual consultation re cases of concern





Tier 3 mental health providers – able to offer a specialised service for more severe, complex or persistent disorders including assessment and intervention, consultation and training at T1 & 2.


Interventions: specialist mental health assessment, extended episodic interventions e.g. CBT, psycho-educational interventions, psychotherapy, creative arts therapy, play therapy. Intensive support to Tier 1&2 e.g. to review and develop existing strategies for autism.


Problems: Requests for specialist assessment (e.g. complex ASD or learning disabilities), significant and continuing concerns about behaviours not responding to normally available interventions at Tier 1&2. Responses to severe or extended trauma or abuse. Possible placement breakdown etc., self harm and eating disorders.


Interactions across Tiers: Consultation with Tier 2 e.g. Primary mental health workers, educational psychologists etc., either through regularly available multi-agency meetings or planned contacts. Consultation with Tier 1, usually mediated by Tier 2, e.g. as part of watchful waiting, against clinical guidelines, or supporting current interventions.


In cases of concern, or low incidence cases, consultation with Tier 4 possibly in relation to requesting more specialised services.


Requests for Service: When problems persist or worsen following watchful waiting and/or normally available responses fail to lead to improvement in line with clinical guidelines. Incidents of serious concern








Planned consultation e.g. multi-agency panels etc.


Individual consultation re cases of concern





Tier 2 mental health providers - able to offer consultation to professionals and families at Tier 1, Outreach, Assessment


Interventions: Individual practitioner led, but more complex problems may lead to intervention within a multi-agency care plan following CAF and multi-agency reviews (including statutory reviews). Consultation to Tier 1 and families, support to planning and short term systemic interventions (e.g. 2+1), time limited direct interventions (psycho-educational, SFBT, CBT etc). Assessment of psychological well-being. Building and maintaining resilience.


Problems: Persistent mood disturbance, anxiety or depression that persists and/or interferes with daily life, behaviour that interferes with access to normally available activities, low level self harm. Behaviours giving rise to serious concern.


Interaction across Tiers: Consultation with direct carers and Tier 1, either through regularly available (e.g. drop in) or planned contacts. Consultation with Tier 3 e.g. as part of watchful waiting, against clinical guidelines.


Requests for Service: When problems persist or worsen following watchful waiting and/or normally available responses and interventions fail to lead to improvement in line with clinical guidelines. Incidents of serious concern not satisfactorily resolved.





Tier 1 mental health providers - working in universal services 


Interventions: “Front line” staff provide counselling, advice and consultation to carers and delivery of systemic interventions e.g. changes to curriculum delivery in school, anti-bullying packages, parenting skills training, emotional intelligence etc.


Problems: temporary mood disturbances, everyday anxieties, normal grief and bereavement, friendship problems, inappropriate behaviour etc.


.





Tier 1 mental health providers - working in universal services 


Interventions: “Front line” staff provide counselling, advice and consultation to carers and also delivery of systemic interventions e.g. changes to curriculum delivery in school, anti-bullying packages, parenting skills training, emotional intelligence etc. RECORDING and MONITORING. CAF assessments.


Problems: temporary mood disturbances, everyday anxieties, normal grief and bereavement, friendship problems, inappropriate behaviour etc. 


Interactions across Tiers: Regular contact with direct carers dependent on the role of professional, consultation with Tier 2 through multi-agency groups. Occasional consultation with Tier 3.


Requests for Service: When problems persist or worsen following watchful waiting and/or normally available responses fail to lead to improvement. Incidents of serious concern e.g. sexually inappropriate behaviour, unusually intense reactions to events.








�Quality Standards





Once the referral is made, it should be dealt with within the local network of services who will assume responsibility for finding the appropriate help.


First contact is made, ideally with both caregivers and referrer, to clarify what the expectations from the referral were and what is possible (i.e. within team competencies)


Ideally that contact takes place at home or in a setting relevant to the child (e.g. school / short break care)





Data, Protocols, Models





Questionnaire survey





LD Networks





First National Stakeholder Consultation








Interviews





Themes identified





Users 


involved








Draft Care Pathways





Second National Stakeholder 


Consultation





Final Care Pathways





Which service is the best first contact?





REFERRAL MADE








Continuing networked action 


by stakeholders 








Referrer seeks consent





1. PRE-REFERRAL:


Stakeholder requests service involvement





Referrer collates information (CAF)





2. REFERRAL RECEIVED








Can service best meet the child’s mental health needs?





No: transfer





Yes: accept





Define appropriate involvement/assessments 








3. ASSESSMENT 


Complete holistic 


assessment of mental health in the context of other needs





INTERVENTION








Continuing networked action 


by stakeholders 











Continuing networked action 


by stakeholders 








Outcome monitoring








Intervention delivery





Intervention planning





4. INTERVENTION





DISCHARGE








5. WHAT HAPPENS NEXT?








RE-REFERRAL








Define new concern/problem in relation to CAMHS








Define agency roles in relation to new concern








New mental health intervention








Non-MH agency input 


re. ongoing/


new concern











Continuing networked action 


by stakeholders 











� The summary of care pathways is taken from the Integrated Multi-agency Care Pathway for Children with Life-threatening and Life-limiting Conditions (2004). ACT.


� Valuing People Support Team (2001) Transition for young people- a pack for ‘Transition champions’, � HYPERLINK "http://www.valuingpeople.gov.uk/TransitionPack.htm" ��www.valuingpeople.gov.uk/TransitionPack.htm�


� Diagnostic and Statistical Manual of Mental Disorders


� International Classification of Diseases


� It may be useful to refer to the Autism Exemplar: Autistic Spectrum Disorders (2004) which provides additional guidance to the Children’s NSF. � HYPERLINK "http://www.dh.gov.uk/PublicationsAndStatistics/Publications/PublicationsPolicyAndGuidance/PublicationsPolicyAndGuidanceArticle" ��http://www.dh.gov.uk/PublicationsAndStatistics/Publications/PublicationsPolicyAndGuidance/PublicationsPolicyAndGuidanceArticle�





� Learning Disability Partnership Boards were set up throughout the country following the publication of Valuing People


� A separate, user friendly document is being prepared which is more accessible to children who have a learning disability and their families.


� National CAMHS Mapping Figures, (2004) available at:  � HYPERLINK "http://www.camhsmapping.org.uk/" ��http://www.camhsmapping.org.uk/�


� Wolfensberger, W. (1972). The principle of normalization in human services. Downsview, ON: National Institute on Mental Retardation.
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� Limbrick, P. (2005). Principles and Practice that Define the Team-Around-the-Child (TAC) Approach and their Relationship to Accepted Good Practice. Available at : � HYPERLINK "http://www.icwhatsnew.com/bulletin/articles/TAC.pdf" ��http://www.icwhatsnew.com/bulletin/articles/TAC.pdf�  


� These messages were collated from a review of the existing research literature and a series of user and carer interviews undertaken specifically for the purposes of developing the care pathway.


� The Disabled Child Standard states “Families of disabled children have contact with an average of 10 different professionals and over 20 visits per year to hospitals and clinics.” P.39 Sect. 8.1





� References used in preparation of this section: 


Department for Education and Skills, (2002) The Lead Professional: Managers’ and Practitioners’ Guides � HYPERLINK "http://www.dfes.gov.uk/commoncore/docs/CAFGuide.doc" ��http://www.dfes.gov.uk/commoncore/docs/CAFGuide.doc�
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� I decided to change “Stakeholder” to referrer, as we were using both terms. Any thoughts on which is preferable?


�Helen, Panos Do you agree with this, and were there any comments on this during the consultations?


�A quick look at Google suggests that  “Care Programme Approach” is more usual


�It would help to refer to something other than the depression pathway. Not sure if any similar guidelines for children are available , however?


� Not sure what this refers to?
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