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Executive Summary

Following the NHS London self-assessment exercise, all London localities were invited to express their interest in joining a work stream focussed on the development and improvement of high quality services for people with learning disabilities and challenging behaviour. 

An Action Learning Set was established to provide a supportive environment for those leading services for people with learning disabilities and challenging behaviour in London to come together and share good practice, as well as devise solutions to current concerns about the delivery of high quality support.

Six localities met and discussed their service models and later convened local workshops inviting key stakeholders to discuss issues pertinent to service improvement. A self-assessment tool was used to help structure discussion and enable future action planning.

Participants met for a final feedback day to share outcomes from their workshops and agree on an agenda for future work together. It was acknowledged that solid partnership working is at the heart of the next steps and a list of concluding concerns for the future as well as recommendations for developing positive practice will be shared with colleagues in other London localities. 
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Introduction

Defining ‘Challenging’ Behaviour

An estimated 24 people per 100,000 population are described as having learning disabilities and ‘challenging’ behaviour (Department of Health, 2007). The definition of challenging behaviour most often used is that provided by Emerson  (1995), who suggests it refers to:
‘…behaviour of such an intensity, frequency or duration that the physical safety of the person or others is likely to be placed in serious jeopardy, or behaviour which is likely to seriously limit or delay access to and use of ordinary community facilities’.

All behaviour serves a function to the individual and there are likely to be a number of underlying causes of behaviour that are experienced as a challenge to others (see Box 1). 

Box 1: Underlying causes of challenging behaviour

As well as functional determinants, precipitants and maintaining factors, aetiologies may include:
 - physical: discomfort, pain, malaise, physiological disturbance (e.g. thyroid disorders) 

 - mental illness: mood disorders, psychosis, anxiety, obsessive–compulsive disorders
 - neuropsychiatric disorders: epilepsy, Gilles de la Tourette syndrome, attention-deficit hyperactivity disorder (ADHD), dementia
 - pervasive developmental disorders: autism
 - phenotype-related behaviours: Prader-Willi syndrome, Lesch-Nyhan syndrome, Williams syndrome
 - psychological trauma: reaction to abuse or loss
 - communication difficulties: hearing loss, unclear communication, insufficient vocabulary or means of expression, difficulties understanding communication of others.
Taken from: 
RCP/BPS/RCSLT (2007). Challenging Behaviour: A Unified Approach. Clinical and service guidelines for supporting people with learning disabilities who are at risk of receiving abusive or restrictive practices.

However, in the introduction to his Department of Health (2007:6) report, Professor Jim Mansell stresses the importance of carefully considering the ways in which the term is used:
‘When the term “challenging behaviour” was introduced, it was intended to emphasise that problems were often caused as much by the way in which a person was supported as by their own characteristics. In the ensuing years, there has been a drift towards using it as a label for people. This is not appropriate…’
In this way, ‘challenging’ behaviour can be seen as being co-created by the individual and their environment in its widest sense, occurring during interactions between people and between people and their support structures. This theme is evident in clinical guidelines developed by the Royal College of Psychiatrists, British Psychological Society and Royal College of Speech and Language Therapists (2007:14), which state:
‘One of the reasons for the adoption of the term challenging behaviour

was to provide a reminder that severely problematic or socially unacceptable

behaviour should be seen as a challenge to services rather than a

manifestation of psychopathological processes. In order to respond to this

challenge, services need to promote positive behavioural development,

reduce the occurrence of damaging behaviour and maintain people’s access

to a decent quality of life despite continuing behavioural difficulties.

It is our belief that there needs to be a firm reaffirmation of the term in

its original context and a clear shift of emphasis back to the responsibilities

for change being with the systems around the individual. We believe that

‘challenging behaviour’ is a socially constructed and dynamic concept.’
The phrase ‘capable environments’, used both by the clinical guidelines and  Department of Health report cited above, vividly captures the need to ensure that the support systems around an individual are adequately equipped to meet complex needs in ways that minimise inappropriate pathologization of behaviour that challenges others. The clinical guidelines (RCP et al, opcit:14) continue in this vein to ultimately state:
‘It is our belief that there needs to be a firm reaffirmation of the term in

its original context and a clear shift of emphasis back to the responsibilities

for change being with the systems around the individual’. 
This report describes a project underpinned by these key ideas and their extension, namely that the ways in which individuals with learning disabilities behave is most helpfully understood as functional communication, and that in situations where an individual’s behaviour ‘challenges’ others it is a clear communication that the support in place is not effectively meeting that individual’s needs.
The NHS London Learning Disabilities Self-Assessment Framework
Following the Healthcare Commission’s report ‘Healthcare for all’ (2008) and

the Ombudsman report ‘Six Lives, Six Deaths’ 2009, which illustrated how

people with learning disabilities had received a poor service from various NHS

providers nationally, each Strategic Health Authority requires that each of the PCTs within their area carry out a self-assessment of local NHS provision and commissioning priorities. The aim here is to assess whether reasonable adjustments are being made to ensure people with learning disabilities have equal access to services. The recommendation was that this would be an annual assessment and this is stated within this year’s Operating Framework for the NHS 2011/12.

The criteria against which each NHS must assess themselves is laid out in the

NHS Learning Disabilities Self-Assessment Framework for challenging behaviour services are that there are a range of local services available to individuals who are described as having challenging behaviour.  These services need to take account of key standards from policy and best practice reports.  
18 PCTs were scored as level one, which means that though there has been some local mapping been undertaken there remain high rates of referrals to services outside the localities.

10 PCTs were scored as level two as they could demonstrate that local gaps in services have been identified and the Partnership Boards have started to formulise future plans to develop individual services.

 3 PCTs reached level three because they could demonstrate that their local workforce plan sufficiently addressed challenging behaviour.  
This action learning set will feed into this year’s annual assessment.  

Policy Guidance on providing services for People with Learning Disabilities and Challenging behaviour

The White Paper Valuing People (Department of Health, 2001), appearing in its ‘refreshed’ form as Valuing People Now (Department of Health, 2009), is clear in its central message that all people with learning disabilities should have the same rights and choices as other citizens, including those with the most complex needs whose behaviour can significantly challenge services: 

‘The vision for people with more complex needs is the same as for everyone: inclusion and participation in all areas of community life, including living independently and having paid work. To assume that some people cannot, and will never, achieve these is to set a ceiling on what progress can be made, both by an individual and by a society’

(Department of Health, 2009:36)
This vision mirrors that previously set out in guidance specifically aimed at those leading services for people with learning disabilities and challenging behaviour, also in its second version (Department of Health, 2007:7), which similarly states:
‘People whose behaviour challenges have the same needs as anyone else, in addition to special needs for help to overcome the problems their behaviour presents. They do not surrender their needs for personal relationships, for growth and development or for anything else because their behaviour presents a challenge to services. They have the same human and civil rights as anyone else.’
The national picture, however, is one of failing to live up to this vision of social inclusion for all. An important study published by the Tizard Centre in collaboration with the Challenging Behaviour Foundation (McGill et al, 2010) found that families are not able to place their trust in the competence of local provision and feel inadequately supported to keep themselves and their loved ones safe.
NHS London commissioned an Action Learning Set as a way of supporting services to reflect on these challenges and create a space to share and develop principles of good practice that aim to address some of these shortcomings.

Action Learning Set Methodology 

NHS London invited expressions of interest from all 32 London local authorities via commissioners of services for people with learning disabilities. While many made contact, a total of 6 met the deadline for registration for the programme. 

Each participating locality was requested to identify a maximum of 3 individuals to carry out the work on its behalf, ensuring that those selected would be able to both present issues from an informed perspective and be able to implement change and development on completion of the work.

It was decided that it would be helpful to use a form of benchmarking self-assessment to facilitate discussion between Action Learning Set members and to provide each locality with a framework for local review and resultant goal setting. The clinical guidelines developed by the partnership of the Royal College of Psychiatrists, British Psychological Society and Royal College of Speech and Language Therapists (2007) provided an ideal tool for this purpose.
The Action Learning Set: Aims 
The two main aims of this work were:

· To support organisations seeking to improve their local approach to challenging needs, bringing key individuals from those organisations together into an Action Learning Set in order to facilitate sharing of experiences, examples of good practice and apparent obstacles to the effective development of services.
· To enable project participants to evaluate their local services against the standards set within the RCP/BPS/RCSLT Unified Approach (2007), and to action plan for their improvement.

The key activities of the Action Learning Set were to:

· Affirm the agenda for those commissioning, developing and delivering services for people with learning disabilities and challenging behaviour 

· Review a benchmarking tool to support general principles of service consolidation and improvement

· Explore local issues and developing action plans with clear and achievable targets

· Review progress and draft further plans for development

It was agreed that the Action Learning Set would carry out these activities 3 main elements:
1. An introductory day, setting the scene and agreeing the programme for the rest of the Action Learning Set

2. Local workshops, with agenda to be set by participants

3. A follow-up day to review outcomes and decide on future activities
Action Learning Set: Day 1

The first day served as in introduction for participants, to each other and to the nature of Action Learning. 
Participants were encouraged to share the ‘landscape’ of their services, identifying key strengths and areas for development.  This first day also included a very brief overview of current policy concerning services for people with learning disabilities and challenging behaviour in the form of the following:
a. Headlines from the updated ‘Mansell Report’ (Department of Health, 2007)

This focused on the observation made in the report that there are continuing problems faced by people with learning disabilities whose behaviour presents a challenge, namely:

· Breakdown of community placements

· Increasing use of out-of-area placements

· Persistence of poor quality institutional solutions

b. Summaries from commissioners and families of people with learning disabilities and challenging behaviour as stated in a scoping exercise (McGill et al, 2010). 
This report firstly outlines views from families of people with learning disabilities and challenging behaviour interviewed as part of the scoping exercise, who stated that:
· There is a perceived lack of expertise and capability in understanding and responding to challenging behaviour in local services – hence use of out-of-area placements 

· Access to services can be difficult other than at times of crisis. As a result opportunities for crisis prevention are missed

· There is a lack of support and training for themselves in their roles as carers, with often detrimental effects on their physical and mental health; 

· There is also a lack of information and training hampered the extent to which families could plan for the future 

· Families do not feel that they are being included as essential partners in planning for their relatives with learning disabilities and challenging behaviour. 
The views of commissioners were as follows:

· No evidence of significant, ongoing local work to implement the revised Mansell Report (2007) recommendations 

· Continuing difficulties around the development of local services for people labelled as challenging 

· A range of barriers to local service development identified

· Lack of coordination between adult and child services 

· Lack of a systematic commissioning framework based on good quality information about the quantity and nature of local need

· Lack of confidence in the ability of locally available providers to deliver high quality supports

· Wide variation in the application of NHS continuing care criteria and associated inter-agency perverse incentives 

· (With exceptions) continuing difficulties between local authorities and NHS in coordinated and integrated working 

· Lack of specification of the commissioner role - wide variation in the nature and quality of commissioning practice 

· Family preferences (sometimes) for specialist, out-of-area placements perhaps within the context of earlier, local placement failures

· Lack of collaboration and understanding (in some areas) between commissioners and clinical support

The report also acknowledges that all of the experiences reported by families have been commonly reported in the past and are well-documented in the professional and academic literature.
c. The Unified Approach clinical guidelines and standards (Royal College of Psychiatrists/British Psychological Society/Royal College of Speech and Language Therapists, 2007).

This document was proposed as a useful starting point for localities to review their own services and to form action plans for future service development. The standards found at the back of the document were described in some detail (see Appendix 1). 

It was agreed that each locality would attempt to convene a local workshop and the remainder of this first day was spent setting agendas and identifying key players to be invited.  
Action Learning Set: Locality Workshops 

Many localities across London were experiencing service reorganisation during the course of this work, with many unsure about future commissioning arrangements.  The timing of the clarity workshops meant therefore that some convenors were not always able to invite key stakeholders, or were indeed uncertain about who would need to be invited given a lack of clarity about who held responsibilities for the future. 

In this difficult context, five of the six participating localities felt able to convene a meaningful workshop, with sessions taking place over a 3 month period.
Attendance and focus of discussion varied for each locality, but the workshops took broadly a similar structure:

· A review of the history of local services – the ‘journey’ taken by service users, families and professionals towards the services in place today

· The ‘landscape’ of services currently operating

· The factors maintaining and/or influencing this current landscape

· A review of current guidance around policy and best practice relevant to services for people with learning disabilities and challenging behaviour (see Day 1 materials). 

· Self-assessment using the Unified Approach standards. 

For the larger locality workshops, discussions about the history of services and the range of services current in operation proved invaluable, as opportunities for meeting in this way are rare. In some cases, it was the first time that partners across agency and/or formal-informal care boundaries had met at all to reflect on and improve services. 

The attendance and outcomes from these workshops is described in Table 1.

	
	Stakeholders invited
	Attendees
	Outcomes

	Locality 1
	Commissioners, mangers and service providers
	Nursing, day services, psychology, speech and language therapy. Reduced attendance due to change of date and resulting diary clashes
	· Clearer about different disciplines input to challenging behaviour
· Completion of self-assessment using standards
. 

· Review of first draft of a challenging behaviour strategy

· Agreement to carry out a challenging behaviour audit

· Agreement on need to involve commissioners

· ‘Focused time to think about challenging behaviour in a London context’

	Locality 2
	Service manager; commissioner; clinical psychologist lead for challenging behaviour; challenging needs specialist
	Service manager; commissioner; clinical psychologist lead for challenging behaviour; challenging needs specialist
	· Completion of self-assessment using standards
· Agreement on trialling multidisciplinary approach to assessment and report writing

· Commissioning to look at range of current services in terms of training and ‘expertise’

· Planning for a ‘Big Behaviour Day’ to enhance service user and carer involvement in service planning and delivery

	Locality 3
	Commissioners;  representatives from health and social services; clinical leads
	Clinical leads
	· ‘Useful first steps’ and ‘useful forum for discussion’
· Agreement to develop cross-discipline pathways and approaches to assessment and report writing by the multidisciplinary team
· Plan to institute challenging behaviour ‘champions’ in each service where appropriate (cf. communication ‘champions)

· Meeting to be convened with commissioner for social services who will then meet with social services

· Completion of self-assessment using the standards. 

	Locality 4
	Commissioner; service manager; service provider representatives; family carer representative; service users; clinical leads; care management representatives; PCP co-ordinator
	All except representatives from psychiatry, commissioning and care management
	· ‘Huge interest to improve services…good turnout’
· Working group established -  psychology and nursing colleagues identified to lead on the project

· Themed Partnership Board meeting agreed to focus on challenging behaviour

	Locality 5
	Community team managers;  representatives from commissioning; clinicians and care management leads;  leads from service providers; senior managers. 
	All those invited except senior mangers due to date change and resulting dairy clashes. 
	· ‘Welcomed the opportunity to focus on challenging behaviour’ – realisation that this has been lost in recent years
· First attempts at self-assessment using the standards

· Clearer understanding of service expectations and standards

· Sense of more ‘joined up’ thinking


Table 1: Content and outcomes from locality workshops

Facilitator’s reflections and observations about locality workshops

Participants in the workshops are to be commended for their obvious commitment to people with learning disabilities and a real enthusiasm about wanting to make improvements in service provision. 
The nature and impact of local politics obviously varied across the localities. In some cases, a great deal of knowledge about the history of services is held by longstanding members of staff, who have clear ideas about how services need to be based on what has been before, what has worked, what has been tried and what stopped things from happening. In other localities, the configuration and reconfiguration of services seems to have come at such a pace as to leave people reeling and at times bewildered as to how and when  to move forward. 

What is consistently apparently across all localities though is that it is the very nature of relationships between key people or agencies that really matters when it comes to developing services that truly work and that are person-centred in practice as well as in name. 

The key relationships and some suggestions for making progress are listed in Table2. 

Partnership working
The relationships outlined in Table 2 rely heavily on an agreed understanding of ‘partnership’ working. Policy guidance talks about the importance of working in partnership, but does not elaborate on what this means or how it can be created (see Modernising Social Services 1998; Valuing People 2001; Our Health, Our Care, Our Say 2006; Valuing People Now 2009).
Attempts at providing definitions include:

· The Audit Commission (1998) defined partnership working as two or more organisations working together to achieve a common goal, creating new structures and process independent from those of their own respective agency, requiring a pooling of resources and information. 
· Orelove & Sobsey (1991) explore the ‘transdisciplinary model’ – the sharing and transferring  of information and skills across traditional boundaries, with 1 or 2 staff working as primary key workers and others working in a more consultative manner.
The so-called ‘drivers’ for partnership working in this literature can be summarised as follows:
· Culture of shared ownership

· Genuine co –operation

· Shared working practices/language

· Clarification of roles and responsibilities

· Agreed goals and outcomes

· Time for planning and meeting

· Understanding of person–centred approaches (i.e. person-centred action, not just person-centred planning)
· Effective communication skills
· Mutual respect
· Willingness to work in partnership fro the outset
· Clarification of tasks and expectations

· Flexibility

· An agreed way of measuring outcomes for service users

· Consultative decision -making

	Relationship between…
	Comment

	Health and Social Services
	Some teams describe themselves as ’integrated’, but in practice this can range being co-located to carrying out joint assessments. Greater integration of the health and social care agenda is required.

	Learning disability services and mental health services
	The Greenlight Toolkit has not yet created effective partnership working that reliably meets the needs of people with a dual diagnosis of learning disabilities and mental health problems. The interface between services can still be highly problematic in some areas.

	‘Services’ and families
	Localities are to be commended where they have engaged families in meaningful discussion about service planning. Families continue to voice their concerns about services available to them (see McGill et al 2010)

	Clinicians and service providers
	Clinicians may express concern about the quality of service providers currently available  but do not always make suggestions for improving this situation. The reality is that providers are now tendering for contracts offered at a lower price whilst being expected to support individuals with needs of an increasing complexity. Meaningful partnership between clinicians and service providers – moving away perhaps from only offering a more traditional ‘consulting to’ model - is desperately needed.

	Clinicians and commissioners
	Clinicians and commissioners have a responsibility to form partnerships that co-create service models for people with the most complex needs. Maximising skills in both cases would lead to the best possible solutions rather than clinicians ‘waiting to be asked’. 

	Commissioners and service providers
	Commissioners need to work closely with providers in order to develop imaginative proposals for supporting individuals with challenging behaviour. Clinicians and families with service users then complete an interdependent ‘square’ of parties required to provide high quality support in times of significant economic pressure. 

	‘Services’ and service users
	Service need to find more creative ways of ensuring that the voice of service users remains central to the planning and delivery of support.


Table 2: Key influential relationships identified during Locality workshops

Self-assessment using the ‘Unified Approach’ Standards

Three localities were able to self-assessment their challenging behaviour services using the standards, mainly because the number of people attending in each case was relatively small and enabled more succinct discussion.  Localities with wider attendance clearly benefited from this in others ways, such as a great sense of ownership across a range of formal and informal stakeholders, or the development of a committed ‘culture’ to service users that moves beyond commissioning issues and direct clinical input. 
The 23 standards are divided into 4 main areas:

1. Clinical standards

2. Availability of long-term supports

3. Access to specialist help

4. Individualisation

Objectively, the standards are high and might be described as aspirational in some aspects  but nevertheless clearly fit with the literature describing the features of high quality services for people with learning disabilities and challenging behaviour - and specifically, reflect key recommendations made by the Department of Health (2007).

See Appendix 1 for the full list of standards and the criteria at each level for ratings of ‘Green’, ‘Amber’ or ‘Red’. 

Ratings of performance across all standards
A summary of all standards for the sample of 3 localities is shown in Figure 1.
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Unified Approach Self-assessment - All Standards 
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Ratings of performance by locality
Ratings achieved overall are presented by locality in Figure 2. The trend for most standards being rated as ‘Amber’ with the minority being rated as ‘Green’ is consistent. 
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Standards Area 1: Clinical Standards 
A summary of ratings for the first 11 standards for the 3 localities is represented in Figure 3. 
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Unified Approach Standards: CLINICAL STANDARDS (1-11)
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Key themes here were:
· A tendency towards a multidisciplinary – or unidisciplinary - approach vs. transdisciplinary working i.e. separate assessments, formulations and interventions

· Multi-faceted formulations and interventions tend to be ‘virtual’ rather than written down

· Acknowledgement of poorly co-ordinated care within a clear system

· The pathway into mental health services can be tentative or unclear

Standards Area 2: Availability of Long-Term Supports

The ratings for standards covered by this area are summarised in Figure 4. Localities here were able to rate themselves as ‘Amber’ of ‘Green’.
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Key themes here were:

· Concerns about on-going support into housing and healthcare being available to all

· Inconsistent approach to bringing people back into local services (not everyone offered the choice to do so)

· Local providers not always thought to be achieving the level of competence required

· Absence of equitable ‘co-created’ partnership working (very little of clinicians ‘working alongside’ commissioned services)

Standards Area 3: Access to Specialist Help
The ratings for these standards are presented in Figure 5. For this area, a fourth locality was able to provide self-assessment ratings for comparison.
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Key themes here were:

· Interface with mental health services often patchy

· Competencies and CPD needs of community team professionals not usually established 

· Debate over use of a ‘specialist’ Challenging Behaviour Team vs. needs of people with challenging behaviour met within the wider community learning disability team

· Some inappropriate use of assessment and treatment units

Standards Area 4: Individualisation
The final area of ratings is presented in Figure 6. 
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Key themes here were:

· Person-centred planning (and action?) not always clearly in place 

· Partnership Boards tend not to have a Challenging Behaviour Strategy or any means of agreeing service standards

Action Learning Set: Follow-up Day

The follow-up day consisted of participants sharing the nature of their locality workshops and the main outcomes. Comparative data from the self-assessment exercise using the Unified Approach standards as produced for this report were also shared. 
Wider discussion led to the generation of a number of ‘concerns’ – issues that the group feel are likely to be pertinent to other localities and wanted to register as current potential influences upon or obstacles to the development of high quality services for people with learning disabilities and challenging behaviour. 
Concluding Concerns

1. Lack of multidisciplinary pathways and/or poor transdisciplinary working

This was highlighted by the self-assessment using the Unified Approach standards. Suggestions for addressing this issue include work to address the issue of partnership working (see above) and exploration of the key relationships that are felt to underpin high quality services. 
2. Local authority efficiency savings

The pressures of the current economic climate can not be ignored and it was acknowledged that service improvement is likely to demand ever increasing creativity rather than the use of additional resources. 
3. Role of clinical advocacy
The voice of clinicians working directly with service users and their families needs to be heard, and the development of effective working partnerships with commissioners of services was emphasised. 

4. Lack of evidence base around preventative work

It is often difficult to measure the significant work that goes into proactive support, making it difficult to factor into service costs. 
5. Evidence base for commissioning

Group members voiced concern that the commissioning of services is not always carried out on the basis of sound evidence as to effectiveness and value for money. 
6. Lack of clear direction

Some localities observed that ‘good’ models of support had been in place some years ago, and that the can be a circular nature to the development of approaches to people with complex needs. A clearly articulated direction of travel would provide clarity in times of confusion. 
7. Lack of clear benchmarking

Services tend not to routinely carry out audits of their work; the Unified Approach standards – or something similar - might be a solution to this. 
8. Commissioning of ‘good enough’ services

See point 5 above. Providers are likely to struggle to meet the needs of a growing group of individuals whose needs are perceived to be increasing in complexity
9. Poor implementation of evidence-based practice
Despite a significant body of literature and training available, the ‘implementation gap’ remains.
10.  Quality of relationships that dominate services (partnership working)

See section on ‘partnership working’ above. Some localities are concerned that the models in place rely too heavily on particular personalities rather than then the effectiveness of the model itself. 
11.  Fragility of integrated teams

The level and nature of integration between health and social care varies significantly between localities. Concern was expressed that the current economic climate places further integration at risk.
12.  Poor leadership

Services for people with challenging behaviour require strong leadership which is felt to be lacking in some cases. 
13. Efficacy of Partnership Boards

Participants expressed concern that Partnership Boards might not always prioritise the needs of people with challenging behaviour and that more focus would be appreciated. 
14. Increase in purchasing of out of area placements

It was recognised that the perceived inability of local services to meet the needs of individuals with the most significantly challenging behaviour leads to the use of out of area placements. At the same time, local providers need investment in order to develop what they are able to offer if they are to prevent commissioning looking further a field for solutions.
15. Misuse of Assessment and treatment units
Concern was expressed about the sometime use of assessment and treatment units as places to contain people until solutions are found, without either adequate assessment or treatment taking place. 
16. Inadequate transition planning

Despite widespread recognition of the crucial role played by good interagency pathways, people are still experiencing poor transition into adult services. 
17.  Inadequate short breaks or respite services

Families and their relatives with learning disabilities require more short breaks from services that are adequately equipped to provide the appropriate level of support. 
18. Difficulties with accessing specific therapeutic input

Some localities are under resourced to provide appropriately qualified clinical support (e.g. clinicians trained in sensory integration).
19. Staff training

Service providers are often struggling to provide their staff with adequate training to meet the demands of the people they are supporting. 
20. Poor contingency planning

Services find themselves too often in crisis mode, having failed to establish adequate contingency plans when situations escalate.
Participants proposed a number of suggestions that might go some way in addressing these concerns (see Box 2)
Box 2: 

Recommendations for positive practice in designing and delivering services for people with learning disabilities who have behaviours that cause concern

Recommendations:

1. Draft a ‘Challenging Behaviour’ strategy

2. Ensure the Strategy translates into a delivery plan

3. Strive to make any proposals ‘cost neutral

4. Highlight examples of difficulties and poor performance with commissioners

5. Establish contracts between clinicians and service providers when setting up development plans

6. Develop joint formulations for understanding challenging behaviours which ALL involved stakeholders

7. Make formulations and intervention plans as accessible as possible

8. Devise exemplars of ‘good’ care plans, assessments, formulations and interventions plans and use these as suggested templates

9. Identify standardised practice to build the evidence base

10. Carry out an audit of people who are ‘settled’ i.e. no longer deemed to be ‘challenging’

11. Carry out projections of people likely to be coming into the service to enable planning

12. Cross-reference challenging behaviour work with other drivers e.g. ASC strategy, to share resources

13. Develop inter-agency training

14. Identify a representative to advocate for people with challenging behaviour at Partnership Board meetings

15. Identify ‘Challenging Behaviour Champions’ in every agency across the service

16. Use outcomes measures more effectively e.g. keep quality of life as a primary focus rather than only looking at reductions in incidents or behaviours

17. Value the maintenance of the support model as well as an early reduction in the level of challenging behaviour

18. Clincal staff need to acquire a greater awareness of the language and principles underpinning the funding of care packages and the financial impact of their interventions

19. Carry out regular audits of services e.g. using the Unified Approach standards.

Next steps
Group members have expressed a wish to continue this work and have agreed a date to meet in June to review progress on their individual Action Plans. 
For some localities, it is hoped that by this stage there will be greater clarification as to the direction of travel for learning disability services in the current economic climate in London, which will enable longer term planning for service improvement.
Other localities who have not yet participated in the Action Learning will also be invited to this next stage. 
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Appendix 1:

Standards for service provision
: CLINICAL STANDARDS (Standards 1-11)
	Standard
	Green
	Amber
	Red
	Evidence/Comments

	1. Assessments and interventions are delivered within the current legal framework, by taking full account of the care programme approach, Mental Capacity Act, Mental Health Act, Bournewood ruling, Health and Safety at Work Act. CSCI guidelines etc.
	There are clear written processes in place to ensure that all practices meet current legal requirements. These will include:

· People who require assessment or treatment under the MHA have access to appropriate local facilities

· Clear health and social care pathways incorporate assessment of capacity, in line with the MCA

· A local advisory group with clear terms of reference, to consider issues of best interest for people who lack capacity

· Explicit multidisciplinary processes using standard national policies (e.g. care programme approach) is used

· There is a published local adult protection policy that service users, clinicians, carers can access

· Where people have out-of-area placements purchased for them, the purchasing authority regularly checks that the provider also achieves these standards


	Progress has been made to fully achieve 4-6 of these criteria
	Only 1-3 of these criteria have been achieved
	

	Standard
	Green
	Amber
	Red
	Evidence/Comments

	2. A detailed risk assessment is carried out with individuals who present severely challenging behaviour to ensure that interventions are appropriately and systematically targeted.
	There is an agreed written process for carrying out individualised risk assessments. It includes at least the following criteria:

· A multidisciplinary process

· A statement of philosophy that addresses the ‘least restrictive alternative’

· Clarity about what triggers an assessment

· Risk assessment informs a written management plan that identifies:

· Individuals’ level of risk and risk factors

· Clarity about individual professionals’ responsibilities and actions

· A clear process for reviewing plans

· Where people move between services, up-to-date risk assessment are shared between purchasers and providers
	Systematic risk assessments and management plans are  in place, with 3-5 of the criteria being met
	There are no formal processes in place to ensure a systematic approach to risk management 
	

	Standard
	Green
	Amber
	Red
	Evidence/Comments

	3. For each person who presents severely challenging behaviour, there is a written assessment that takes account of relevant factors about the person, their environment and the behaviour. 
	There is an agreed multidisciplinary assessment care pathway in place for all people who behaviour presents severe challenges. It will include sufficient information to:

· Exclude/treat biological factors that contribute to the person’s behaviour

· Lead to a coherent formulation and, where appropriate, a psychiatric diagnosis

· Provide a baseline so that the effectiveness of any intervention can be subsequently measured


	Multidisciplinary assessments are in place for most people, but there are no agreed care pathways or standards in place to ensure that these are systematically carried out.


	There is limited multidisciplinary approach to assessments, with most assessments being uni-professional.
	

	Standard
	Green
	Amber
	Red
	Evidence/Comments

	4. There is a multifaceted written formulation that takes account of possible diagnosis, psychological and relationship factors
	For each person who presents severe challenges, there is an agreed written multidisciplinary formulation that includes each of the following components:

· Hypotheses about how/why the behaviour has developed

· Rationale for any psychiatric diagnosis

· Psychological and relationship factors

· Integration of behavioural, biological, communication and environmental factors

· Hypotheses about how the behaviour is being maintained

· Clear links between the formulation and intervention


	For some people who present severe challenges the written formulation meets these standards, but this is not the norm for all people. 
	Generally, professionals who assess an individual will develop their own uni-professional assessments, formulations or diagnoses, and this will not be coordinated into an agreed multidisciplinary formulation.
	

	Standard
	Green
	Amber
	Red
	Evidence/Comments

	5. There is clear evidence that the intervention has person-centred approaches at its core.
	In addition to any pharmacological, psychological, and/or behavioural interventions, each person has a written person-centred plan that describes how the person will be supported in ways that address their rights, inclusion, choice and independence. It will address the factors that contribute to the person’s challenging behaviour. There is evidence that the plans are implemented by support teams. 


	Most people have a person-centred plan in addition to any ‘treatment’ but evidence of implementation is limited. 
	There is little evidence of a person-centred plan at the core of the person’s care. 
	

	Standard
	Green
	Amber
	Red
	Evidence/Comments

	6. Interventions are written down, are derived from the formulation and include:

· Primary preventative strategies, and

· Early crisis intervention strategies
	Each person has a written multidisciplinary care plan that details strategies that include:

· Clarity about how the interventions are derived form the formulation

· Ways to enhance the person’s quality of life

· Promotion of the ‘least restrictive alternative’

· Appropriate ‘talking treatments’ can be accessed when so indicated by the formulation

· Potential triggers for the behaviour are identified and addressed

· Clarity about how staff/carers should respond to the target behaviour

· A clear rationale for any psychoactive medication, and the circumstances under which p.r.n. medication is to be used

· Evidence of a skills-based, psychoeducational or other positive strategy aimed to help the person to manage their own behaviour

· Clarity about how any physical intervention or restrictive practice should be used how and when they will be reviewed

· Clarity that the interventions are informed by the evidence-base of effectiveness


	Many intervention plans meet this standard but there is not a systematic approach to the development of multidisciplinary written care plans that address preventative and crisis intervention strategies. 
	There is no process to ensure that all interventions plans meet this standard, and few do.
	

	Standard
	Green
	Amber
	Red
	Evidence/Comments

	7. There is a clarity about how ‘crises’ will be managed, with clear links to mental health and other services when required
	There are clear written protocols for managing crises, including those that might occur ‘out-of-hours’ in the person’s usual place of residence or work. These include:

· Processes for providing additional support to carers in the person’s usual place of residence

· Access to a responsive emergency and out-of-hours on-call assessment service

· Access to mental health services, including in-patient beds, if admission is required

· Register or database of people most at risk of requiring out-of-hours support

· Written risk management plans (possibly as part of care programme approach process), identifying proactive actions to be taken to support people identified as being at significant risk of crises

· A process to ensure effective communication of crisis management plan to all appropriate people


	Generally staff/carers can access some out-of-hours crisis service, but responses are not comprehensive, and there are few clear protocols across different services.
	Responses to out-of-hours crises are patchy, with regular disagreements between services about issues of responsibility.
	

	Standard
	Green
	Amber
	Red
	Evidence/Comments

	8. Each person whose behaviour challenges services will have their care coordinated within a clear system.
	There is a clear inter-agency care coordination system that ensures that all people who present severe challenges have:

· A named care coordinator

· A written multidisciplinary care plan

· A system that ensures regular care reviews 

· Care programme approach process in place for those with additional mental health needs

Where out-of-area placements are purchased, the purchasing authority ensures that multidisciplinary care is coordinated in the placement, and that there is a named person in the purchasing authority who is responsible for ensuring quality of the care received. 


	Elements of a multidisciplinary care coordination process are in place, but it is not systematically available to everyone who presents severe challenges
	Care planning is generally uni-professional, with few multidisciplinary coordinated processes.
	

	Standard
	Green
	Amber
	Red
	Evidence/Comments

	9. Effective processes will be used to ensure that everyone supporting the person has the necessary skills and knowledge to carry out the intervention. 
	Within an authority there is a multi-agency training strategy that provides systematic competency-based training for care staff. This is based on a clear values-base that promotes positive strategies and ensures that care staff who are required to implement any physical interventions or restrictive practices are appropriately trained. 

There are processes to ensure that staff have the required skills.


	Individual service providers have their own challenging behaviour training plans, but these are not systematic in the way they are delivered or evaluated. 
	Training for care staff is generally uncoordinated, with many untrained staff supporting people who present severe challenges. 
	

	Standard
	Green
	Amber
	Red
	Evidence/Comments

	10. The interventions will be fully evaluated in terms of the behaviour and the impact of the behaviour on the person’s quality of life and on others.
	There are processes in place to ensure that care plans for people who present severe challenges are systematically evaluated across the authority by managers or appropriate professionals. This will include monitoring of:

· The impact of the intervention on the targeted behaviour

· The impact on the person’s quality of life

· The use of physical interventions, restrictive practices and psychotropic medications


	Most service providers systematically evaluate the quality and effectiveness of their interventions, but this is not a universal process within the authority. 
	There are no systematic evaluation processes across the authority. Less than half of the service providers evaluate the quality or effectiveness of their interventions, and even these are generally unsystematic. 
	

	Standard
	Green
	Amber
	Red
	Evidence/Comments

	11. There is a system in place across an authority for auditing the standards for service provision that are described in these guidelines. 
	The partnership/management board has a clear process across the services that it has responsibility for commissioning or purchasing, to ensure that al these standards are being met. 


	There are processes to ensure that at least some of these standards are being met across all services in an authority. 
	There is no mechanism within an authority to ensure the service standards are being met. 
	


Standards for service provision: AVAILABILITY OF LONG-TERM SUPPORTS (Standards 12-16)
	Standard
	Green
	Amber
	Red
	Evidence/Comments

	12. People who present  severely challenging behaviour have equality of access to a comprehensive range of local social and health service provision
	People presenting challenges have access to:

· Housing

· Support at home

· Meaningful day-time activity, education or work

· Advocacy

· Generic and specialist healthcare
	Some people presenting challenges have all these service elements in place but others do not. 
	Arrangements typically exclude at least one of these elements. 
	

	Standard
	Green
	Amber
	Red
	Evidence/Comments

	13. The full range of service options is available to everyone, including those who present challenges
	All levels of support are available to people challenging services within different housing and service configurations, for example family home, direct payments or personalised budgets as well as residential homes. 
	Some people have high levels of support while living in their own home, but this is not available to everyone. 
	There is only token availability of high levels of support to people living in their own home. 
	

	Standard
	Green
	Amber
	Red
	Evidence/Comments

	14. The competence of local services within the statutory, private and voluntary sectors, matches the needs of the people being supported 
	Commissioners purchase local support and housing in which staff support is sufficiently skilled to (a) provide activity and personal growth and development for the individual and (b) prevent or minimise challenging behaviour. This is for people:

· With minimal, latent or emerging challenging behaviour

· Presenting moderate levels of challenge

· With the most complex or enduring problems


	Up to 10% of housing and support placements for people fail each year because of problems responding to challenging behaviour. 
	More than 10% of housing and support placements fail each year because of problems responding to challenging behaviour. 
	

	Standard
	Green
	Amber
	Red
	Evidence/Comments

	15. Mechanisms are in place to ensure that out-of-area placements reflect individual choices
	People placed out-of-area (or their advocates, where appropriate) can choose to move back to local services which are at least as good as the ones they are coming from. 
	Some people placed out-of-area (or their advocates, where appropriate) can choose to move back to local services but others cannot (whether due to cost or quality). 
	People placed out-of-area (or their advocates, where appropriate) have no choice whether to move back to their local area or not. 
	

	Standard
	Green
	Amber
	Red
	Evidence/Comments

	16. Services are commissioned that ensure that family carers are supported locally
	Local services are available to all families that support members who present challenges (including the most serious challenges) such as

· Respite

· Day activity, work or education


	Local services exclude people who present challenges but fund alternatives out-of-area.
	Local services exclude people who present challenges without alternatives. 
	


Standards for service provision: ACCESS TO SPECIALIST HELP (Standards 17 – 20)
	Standard
	Green
	Amber
	Red
	Evidence/Comments

	17. Specialised multidisciplinary professional advice is readily available locally for everyone presenting a challenge.
	Every person presenting a challenge has access to a specialist assessment of their situation and their behaviour which is multidisciplinary and which :

· Checks for psychiatric or other biomedical causes

· Identifies possible functions of learned behaviour

· Takes account of weaknesses or problems in placement organisation

· Provides initial assessment within X weeks and completed within Y weeks. 


	More than 25% of assessments are incomplete or late.
	More than 50% of assessments are incomplete or late. 
	

	Standard
	Green
	Amber
	Red
	Evidence/Comments

	18. Highly specialised professional advice is available for people who present the most complex challenges. 
	People presenting the most complex challenges have access to assessment by highly specialised experts in challenging behaviour (e.g. special behaviour support teams), within a multidisciplinary team.
	Highly specialised advice available but only by purchase from out-of-area, or uni-professionally. 
	No highly specialised professional advice available locally. 
	

	Standard
	Green
	Amber
	Red
	Evidence/Comments

	19. Assessment and treatments units are used properly. 
	Assessment and treatment units are only used for this purpose. They use contracts that specify the specific purpose of the stay, its maximum length, a binding undertaking that the referring agency will provide local services at the end of this period and a specification of how the gains made in the unit will be transferred to and maintained in the local placement. 


	More than10% of residents in assessment and treatment units have completed treatment (such as crisis management or emergency placement) but have not returned to the community. 
	More than 25% of residents in assessment and treatment unites have completed treatment, or are there for other reasons  (such as crisis management or emergency placement), but have not returned to the community. 
	

	Standard
	Green
	Amber
	Red
	Evidence/Comments

	20. Mental health services are available to all. 
	Local mental health services have taken the lead in reviewing their provision to people with learning disabilities, using the NIMHE greenlight toolkit. Local mental health services are readily available to people with learning disabilities who have mental health problems.

Psychiatric care of people with learning disabilities is an integrated part of local mental health services. 


	Local mental health services only serve some people with learning disabilities who have mental health problems. Psychiatric care of people with learning disabilities has some links with local mental health services. 
	Local mental health services routinely exclude people with learning disabilities who have mental health problems. Psychiatric care of people with learning disabilities is separate from local mental health services. 
	


Standards for service provision: INDIVIDUALISATION (Standards 21 – 23)
	Standard
	Green
	Amber
	Red
	Evidence/Comments

	21. People presenting challenges have person-centred plans.
	Each person presenting challenges has an effective person-centred plan including a ‘circle of support’ beyond service personnel. 
	Only people presenting moderate levels of challenge have an effective person-centred plan including a ‘circle of support’ beyond service personnel. 
	Only people presenting the most complex challenges have an effective person-centred plan including a ‘circle of support’ beyond service personnel. 
	

	Standard
	Green
	Amber
	Red
	Evidence/Comments

	22. Commissioners and professionals have effective systems to review everyone who is out-of-area or is likely to be at risk of their local service breaking down. 
	There is a process agreed between commissioners and professionals that ensures:

· Knowledge about the needs of, and plans for, everyone who is placed out-of-area

· Review system for the ongoing appropriateness of out-of-area placements for each person

· Knowledge about people who live locally but are most at risk of placement breaking down

· Contingency plans available for those most at risk of local placement breaking down.


	There is some knowledge about the ongoing appropriateness of out-of-area placements, and some planning to address inadequacies of placements. Local ‘placement breakdown’ planning is in place for a few people 
	There is only limited knowledge about people who are placed out-of-area, and few active systems are in place to prevent local service breakdown. 
	

	Standard
	Green
	Amber
	Red
	Evidence/Comments

	23. There is an agreed Partnership Board (or other commissioning body) strategy to promote local services for people who present severe challenges. 
	Partnership Board has an agreed strategy that addresses all the standards outlined in this document. 
	Multi-agency strategies are in place to meet most standards outlined in this document. There is an agreed process to address the others. 
	Agreement has been reached on how to achieve some of these standards. 
	


Team members who might be involved in reviewing different standards

	Standard
	Specialist challenging behaviour team
	Practitioners in CLDTs
	Specialist residential providers
	Hospitals including ATUs
	Social Services Care Managers
	Commissioners
	Inspection teams
	Users/carers
	Other

	1. Legal framework


	(
	(
	(
	(
	(
	(
	(
	(
	

	2. Risk assessment


	(
	(
	(
	(
	(
	(
	(
	(
	

	3. Written assessment


	(
	(
	(
	(
	(
	?
	(
	(
	

	4. Written formulation


	(
	(
	(
	(
	(
	?
	(
	(
	

	5. Person-centred approaches
	(
	(
	(
	(
	(
	?
	(
	(
	

	6. Written intervention plan


	(
	(
	(
	(
	(
	?
	(
	(
	

	7. Crisis management


	(
	(
	(
	(
	(
	(
	(
	(
	

	8. Care coordination


	(
	(
	(
	(
	(
	(
	(
	(
	

	9. Trained support staff


	(
	(
	(
	(
	(
	(
	(
	(
	

	10. Evaluate outcomes


	(
	(
	(
	(
	(
	(
	(
	(
	

	11. Auditing of standards


	(
	(
	(
	(
	(
	(
	(
	(
	

	Standard
	Specialist challenging behaviour team
	Practitioners in CLDTs
	Specialist residential providers
	Hospitals including ATUs
	Social Services Care Managers
	Commissioners
	Inspection teams
	Users/carers
	Other

	12. Equality of access to local provision
	(
	(
	(
	(
	(
	(
	(
	(
	

	13. Full range of services
	(
	(
	(
	(
	(
	(
	(
	(
	

	14. Competence of services matches people’s need
	(
	(
	(
	(
	(
	(
	(
	(
	

	15. Out-of-area placements reflect individual choice
	(
	(
	(
	(
	(
	(
	(
	(
	

	16. Commission-ed services support people locally
	(
	(
	(
	(
	(
	(
	(
	(
	

	17. Access to local MD specialised advice
	(
	(
	(
	(
	(
	(
	
	(
	

	18. Access to highly specialised advice
	(
	(
	(
	(
	(
	(
	
	(
	

	19. Appropriate use of ATUs


	(
	(
	(
	(
	(
	(
	(
	(
	


	Standard
	Specialist challenging behaviour team
	Practitioners in CLDTs
	Specialist residential providers
	Hospitals including ATUs
	Social Services Care Managers
	Commissioners
	Inspection teams
	Users/carers
	Other

	20. Availability of mental health services


	(
	(
	(
	(
	(
	(
	(
	(
	

	21. Person-centred plans


	(
	(
	(
	(
	(
	(
	(
	(
	

	22. Review of people out-of-area


	(
	(
	(
	(
	(
	(
	(
	(
	

	23. Agreed commissioning strategy


	(
	(
	(
	(
	(
	(
	(
	(
	


� Taken from Royal College of Psychiatrists/British Psychological Society (2007). Challenging behaviour: a unified approach. Clinical and service guidelines for supporting people with learning disabilities who are at risk of receiving abusive or restrictive practices


� Taken from Royal College of Psychiatrists/British Psychological Society (2007). Challenging behaviour: a unified approach. Clinical and service guidelines for supporting people with learning disabilities who are at risk of receiving abusive or restrictive practices
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