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1. Background and Context 

 

1.1 Purpose 
 

This document is the result of a programme of work commissioned by Health Education England (HEE) to 

begin to address challenges for the workforce caring for children and young people with learning disabilities 

(LD), autism (ASD) or both, displaying challenging behaviour. This is a key part of the Transforming Care 

programme focusing on improving care and support services to enable more people to live in the 

community, with the right support, and close to home
1
. This work is specifically responding to 

recommendations 5 and 10 of the review by Dame Christine Lenehan; These Are Our Children
2
. In short 

these can be taken as follows: 

 

1. Recommendation 5: To clarify the responsibilities of medical and other professionals for children and 

young people with a mental health condition, autism, challenging behaviour and/or a learning disability 

and develop jointly owned guidance. 

2. Recommendation 10: To identify skill gaps in respect of caring for children and young people with a 

mental health condition, autism, challenging behaviour and/or a learning disability. 

 

To address these recommendations, an Expert Reference Group was convened, largely but not 

exclusively, consisting of health and social care professionals
3
. To ensure the expertise, views, and 

concerns of families, parents and carers are reflected, the Challenging Behaviour Foundation
4
 (CBF) were 

tasked with the organisation of two families and carers focus groups and the development of a synthesis 

report drawing on and summarising the significant previous work they have done in this area - the full 

report can be found in Appendix XX. To inform the work of the ERG, London South Bank University (LSBU) 

were commissioned to summarise and review the available literature and information in this area - the full 

report can be seen in Appendix XXX.  

 

The ERG agreed to focus on the development of two key outputs: 

 

1. The development of a skills matrix underpinned by an agreed set of values. The skills matrix has been 

designed and conceptualised in such a way as to enable local commissioners to consider the skills 

available in their local workforce and identify any gaps. The matrix is not intended to define the 

particular staff groups who should have those skills nor to identify professional responsibility for specific 

skills or elements in a care pathway. Rather, it suggests the skills required, at what level and provides 

                                                      
1
 https://www.england.nhs.uk/learning-disabilities/care/  

2
 https://www.gov.uk/government/publications/lenehan-review-into-care-of-children-with-learning-disabilities  

3
 See Appendix XXX for a full membership list 

4
 http://www.challengingbehaviour.org.uk  
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examples of the kinds of professionals you might expect to be involved at that point. In addition, 

illustrative case examples have been developed to elucidate the application of these. It is hoped that 

families and carers will find the matrix helpful in highlighting the skills and values they should expect to 

see demonstrated when navigating this complex care and support system.  

2. The agreement of a set of recommendations for next steps. This work should be seen as iterative and 

is a first step in providing a workforce solution for these children and young people. This led the ERG to 

consider and develop a series of recommendations focussed largely on implementation and further 

work required.  

 

This document is intended for commissioners, Transforming Care Partnerships, Health Education England 

and all professionals who come in to contact with this population group.  

 

1.2 The National Workforce Skills Development Unit 
 

The National Workforce Skills Development Unit (‘The Unit’) was established in April 2017 and is hosted by 

the Tavistock and Portman NHS Foundation Trust. The unit is commissioned by HEE to support and 

facilitate the development of the mental health and learning disabilities workforce while supporting the 

mental health and wellbeing of care and support staff. The Unit provides HEE with capacity to develop 

conceptual frameworks, solutions, and facilitated discussion to identified workforce issues in a way that 

addresses individual, organisational, and systemic psychological perspectives. 

 

1.3 Definitions 
 

Learning Disability - The ERG agreed that Learning Disability (LD) is preferable to the use of Intellectual 

Disability, which is seen by some as overly medical and demeaning. It should however be noted that 

diagnostic systems, the medical profession, and psychologists are increasingly moving towards the term 

Intellectual Disability to reflect diagnosis and this is also the term generally used internationally. For the 

purposes of this document the terms should be considered interchangeable. The Lenehan review uses the 

CBF definition of learning disability - ‘Learning disability refers to a serious impairment of general 

intellectual and adaptive functioning that originates in childhood’. The LSBU report commissioned by the 

unit arrived at the following definition which was endorsed by the ERG: 

• A significantly reduced ability to understand new or complex information, to learn new skills (impaired 

intelligence)  

• A significantly reduced ability to cope independently (impaired adaptive and/or social functioning 

and 

• is apparent before adulthood is reached and has a lasting effect on development  

Challenging Behaviour - The term ‘challenging behaviour’ is similarly charged and it is helpful to describe 

what it means in this context. The Royal College of Psychiatrists adopted Emerson’s definition 
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subsequently used in the Lenehan Review - ‘Behaviour can be described as challenging when it is of such 

an intensity, frequency, or duration as to threaten the quality of life and/or the physical safety of the 

individual or others and it is likely to lead to responses that are restrictive, aversive or result in exclusion.’
5
  

People displaying challenging behaviours can often suffer stigmatisation and exclusion sometimes resulting 

in their being placed in institutions far from home where the right local support and services are not meeting 

their needs. The CBF importantly emphasise that the term challenging behaviour should refer to the 

challenge this behaviour presents to services in how to support people and not that the person is simply 

being difficult or problematic - this is sometimes termed ‘behaviour that challenges others.  

Children and Young People (CYP) - The age range covered by this work is 0-25 but the ERG agreed to 

have a particular focus on CYP up to 18. This is because of the complex developmental needs associated 

with this population and the differing service eligibility criteria for CYP. NICE guidelines for transitioning 

children to adult services and for challenging behaviour recommend that transition planning should take 

into account each young person’s individual capabilities, needs and hopes for the future, therefore point of 

transfer should not be based on a rigid age threshold, only taking place at a period of relative stability in the 

young person’s life course
6
.  

Figure 1: ‘Which Children and Young People’
7
 

 

                                                      
5
 Eric Emerson, BMJ 1996;312:320 

6
 See Appendix XXX for the full LSBU report 

7
 Adapted from NHSE 

All 

CYP with Special Educational 

Needs and Disabilities (SEND) 

CYP with LD, autism or 

both 
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or both with 

behaviours that 

challenge 
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Transforming Care - The Transforming Care programme builds on the national plan ‘Building the Right 

Support’
8
 and aims to have services in place by March 2019 based on three model service specifications

9
. 

Transforming care is predicated on enabling more people to live at home, instead in often distant hospitals, 

with the right services and support easily accessible within their community.  

To do this, 48 Transforming Care Partnerships (TCPs) have been developed across England consisting of 

clinical commissioning groups (CCGs), NHS England specialised commissioning and local authorities. 

TCPs work to agree and deliver local care plans for people with a learning disability, autism or both and this 

should be done in partnership with their families and carers. TCPs are a key audience for this document.  

 

1.4 Limitations 
 

As already noted, it is important to emphasise that this work should be seen as the first step in an iterative 

process. This is partly due to the time available for this work - running from the commissioning of the 

background research in Autumn 2017 to the ERG meetings in January, February and March 2018. It is 

hoped that the level of momentum and the establishment of an effective ERG will spur further work in this 

area as recommended later in this document.  

While many members of the ERG are members of the various professional bodies they do not formally 

represent the views or position of these bodies, so the response to Lenahan’s recommendation 5 can only 

be seen as partial. This should form a significant focus for further work in this area.  

This work is entirely focused on workforce and was not intended nor commissioned to develop service 

models or pathways - those included here are for illustrative purposes only. It is challenging to fully 

separate service models and workforce and this approach could be seen as artificially restrictive as there 

are limits on how much focus can be given to service models in a strictly workforce programme. Given the 

symbiotic nature of service delivery and workforce the group took a largely pragmatic view where 

necessary but does not comment specifically on service structure, models or pathways.  

A key issue with this population is the limited data available. This relates both to CYP themselves, being a 

highly specific and relatively small group, and to the workforce associated with them, who are necessarily 

multi-agency and multi-sector. This was particularly highlighted by the LSBU review 

As alluded to above, the multi-agency and multi-sector nature of this workforce has particular challenges, 

not only related to the difficulties in collecting, analysing and finding reliable data. Health, education, and 

social care all have different systems, processes, perspectives, values, and are often trying to achieve 

different objectives. This is challenging because it is critical that all these different systems work effectively 

together to provide the support and care that these CYP need to lead independent and full lives - the ideal 

should be that any tensions between these competing systems are entirely invisible, or at the very least do 

not actively obstruct and are transparent at the point of use. Sadly this is incredibly difficult to achieve.  

                                                      
8
 https://www.england.nhs.uk/wp-content/uploads/2015/10/ld-nat-imp-plan-oct15.pdf  

9
 https://www.england.nhs.uk/publication/transforming-care-service-model-specification-january-2017/  
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1.5 Background 
 

It is estimated that 2.5% of the UK population will have LD
10

 and there are an estimated 65,000 children 

with severe and profound learning disabilities. CYP with LD are not an homogeneous group and the term 

covers a vast range of abilities and support needs. This support is necessarily provided by a similarly vast 

range of professional and non-professional groups, including teachers, nurses, social workers, doctors, 

probation and housing officers to name but a few. Much of the support provided comes from parents, 

family, carers and unpaid volunteers and is therefore outside of what is traditionally thought of as 

workforce. Owing to this, an absolutely fundamental principle emerges through this work and others of a 

similar nature - that is that the formal workforce must work extremely closely in partnership with the 

informal support networks and structures often provided by families.  

A key problem many of these CYP and their families face is the sometimes negative reaction challenging 

behaviours can elicit from the formal workforce - families have described the de-humanisation of these 

CYP and an attitude from some staff indicating that it is the CYP themselves who are challenging rather 

than presenting with a behaviour that challenges the services. This compounds the lack of awareness from 

society on LD, ASD or both, and a lack of understanding about what is achievable in meeting the 

aspirations of CYP. In addition, parents and families are required to navigate a extremely complex care 

system, spanning multiple agencies, organisations and systems, both formal and informal.  

Person centred care has been at the heart of policy approaches for people with LD since the publication in 

2001 of the White Paper; Valuing People. The paper put forward a person centred approach and planning 

across agencies to achieve the aspirations of people with LD but there has been significant variation in how 

this has been implemented locally
11

. Transforming Care was produced in response to Winterbourne View 

Hospital in 2012, and while focussing primarily on adults, did reiterate the overarching aim of reducing the 

use of residential special schools away from home as specified by Mansell in 2007 and further emphasised 

the need for person centred care. Key principles of person centred care, are that the least restrictive option 

is used and care should be grounded in local communities wherever possible. This resulted in an ambitious 

timetable to move 3,250 children and adults in assessment and treatment units (ATUs) back to their local 

communities by June 2014. However, available data suggests that rates of secure bed occupants remain at 

best the same and at worst may have increased for those with more complex presentations
12

. 

In 2017 NHS England (NHSE) published ‘Developing support and services for children and young people 

with a learning disability, autism or both’
13

. This document provides guidance for Transforming Care 

Partnerships (TCPs) and their local partners in commissioning support and services for CYP and elegantly 

sets out a series of 9 service delivery principles, otherwise known as the ‘I’ statements. 

 

                                                      
10

 Emerson and Hatton, 2008  

11
 LSBU Report, Appendix XXX, p.13 

12
 Mencap & the Challenging Behaviour Foundation (2008) and Marshall-Tate et al 2017  

13
 https://www.england.nhs.uk/wp-content/uploads/2017/09/developing-support-services-children-young-people-with-learning-

disability-1.pdf  
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Figure 2: The 9 Principles of Service Delivery 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

These CYP have many combinations of disabilities and behaviours that can lead to them being labelled as 

‘too difficult’ for services or falling between eligibility and thresholds for different services while sometimes 

getting lost in wider populations such as Special Educational Needs and Disabilities  (SEND).  

Child, young 

person and 

family/parent 

carers 

I have an enjoyable 

and interesting life 

My care and support 

is well planned 

I have choice and 

control about my 

care and support 

My family and paid 

staff get the help 

they need to support 

me to live in the 

community 

I have a choice about 

where I live and who 

I live with 

I get good care and 

support from 

mainstream health 

services 

I get expert health 

and social care 

support in the 

community if I need it 

If I need to stay in 

hospital because of 

my mental health or 

behaviour it is good 

quality 

I get help to stay out 

of trouble with the 

law if I need it 



DRAFT   

Page 9 of 38 

 

A serious barrier to achieving the aims of Transforming Care is the lack of appropriate and effective support 

in local communities where complexity, fragmentation and insufficient resources can lead to CYP and 

families being unable to access the support they need.  

A fuller description of the background and policy can be found in the LSBU report in appendix XXX - this is 

only briefly summarised here.  

1.6 Method 
 

The ERG was convened with the primary purpose of gathering expert professional insight, guidance and 

design while in parallel families and carers have been engaged with via the CBF. The ERG met three times 

over the first three months of 2018 and was informed by a review of the available evidence, information and 

data by London South Bank University (LSBU) from September - December 2017 (see Appendix XXX). 

The review sought to analyse, collate and summarise the information available in this area. 

The ERG first agreed the definitions noted above and the description of the issues it tries to address as 

defined by the Lenehan recommendations. The group then moved on to agree a set of values that should 

underpin the work, many of these draw significantly on previous work done in this area. These values 

should be seen as essential for anyone working with children and young people in this area and it is 

intended that they be used as a basic prerequisite for health and care staff working across the various 

agencies such as the NHS, social care, education and others. The values have then been used to underpin 

and inform the development of  the skills matrix which can be used by local commissioners and TCPs for 

thinking about workforce planning. Finally, the group identified barriers to implementation, further work to 

be done, and agreed likely levers for the realisation of transforming care. These have manifested as a 

series of recommendations. 
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2. Families and Carers 
 

This section is taken from the summary of ‘Family Carer Views on Workforce Issues’ which is a synthesis 

report produced by the CBF for this work. The full report can be found in Appendix XXX. 

 
Families have developed a clear vision of how they would like their children to be supported in order to live 
an enjoyable and meaningful life in the community with their family and friends. They have some clear 
messages for the workforce and those commissioning the workforce about what they need to do to help 
achieve that. This contrasts starkly with the reality experienced by most families of children with learning 
disabilities or autism, whose behaviours challenge. There is a striking sense from many families that their 
children are simply not valued by those who should be working to improve their wellbeing and supporting 
their development.  
 
The feedback from families illustrates three kinds of skills gap within the workforce.  
 

• The skills and services families need simply don’t exist. The gaps in this category include: local 
information and family support tailored to this group; advocacy; bespoke packages of community 
support; key-working, trauma support and home based behaviour support. These are all services which 
families are clear could make a significant difference to improving the quality of life of their child and 
reducing their risk of admission.  

 

• The skills exist but families can’t access the service. Where skills are available within the community, 
this could lead commissioners and strategic leads to believe they are meeting the needs of this 
population, when, in fact, this group of children and young people may be excluded. This category 
includes: training for parents; early intervention; Positive Behaviour Support (PBS) across home and 
school; education; specialist support in the community; short breaks; CAMHs; social care; assessments 
(of behaviour as well as sensory and communication assessments) and transition expertise.  

 

• Where families can access services, the staff don’t have the right skills. This was of particular concern 
within schools and public health. Where staff do not have the skills they need to work with this group of 
children effectively, the impact on children is a denial of their rights to effective healthcare and 
education. We also heard of concerning skills gaps within short breaks and transport services. Gaps 
were commonly around an understanding of how to provide effective support for children with learning 
disabilities, autism and behaviours that challenge and around effective communication with this group 
as well as a lack of understanding of how to improve wellbeing or provide effective support for mental 
health issues.  

  
Families were clear that no one professional group currently takes overall responsibility for children with 
learning disabilities or autism and behaviours described as challenging, leaving families battling with a 
range of services, confused by the system and denied access to support. Families put forward a range of 
suggestions for strengthened responsibilities and called for HEE, the Royal Colleges, professional bodies, 
commissioners and other key stakeholders to consider these.  
 
Families want to see strong local leadership. They recommend that Directors of Children’s Services 
implement the NICE guideline recommendation to appoint a lead commissioner. Part of that role should be 
to develop clear local pathways for children and ensuring pooled budgets to enable the delivery of effective 
community services. This should include the introduction in all areas of PBS trained intensive support 
teams for children. Local leaders should monitor numbers of children and report on behaviour provision 
available to meet needs. 
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Within such local pathways families wanted to see a range of professional responsibilities in place to help 
address: timely diagnosis and early intervention; transition planning; school exclusions; inappropriate use 
of medication and admissions.  
 
This included calls for:  
 

• Health Visitors, GPs and Paediatricians to have clearer responsibilities around diagnosis and early 
intervention;  
 

• The Royal Colleges and professional bodies to work together to clarify individual responsibilities and 
multidisciplinary approaches to diagnosis, use of medication, and responses to challenging behaviour 
among children. This should include a national assessment of capacity among key professional groups 
(eg learning disability nurses and behaviour analysts) to deliver this approach;  
 

• Schools and local authorities to have a clear responsibility to deliver individualised approaches in line 
with behaviour support plans (BSPs), for BSPs to be recognised within education, health and care 
(EHC) plans and for schools to take responsibility for triggering a community care, education and 
treatment review (CETR) when children are at risk of exclusion;  
 

• Social Services and named workers to take responsibility for a whole family approach and to work with 
intensive support teams to provide safe local places where skilled staff can support children at times of 
crisis.  
 

Families themselves are a key part of the (unpaid) workforce and, as such need appropriate information, 
training and development opportunities. Families are also experts on their own child and potential trainers 
of staff. A partnership approach to working with families is recommended as the most constructive way of 
providing support for children, as well as being beneficial to both families and professionals and staff  
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3. Values
14

 
 

Dame Christine Lenehan says in her 2017 report “These children are part of our community, not external to 

it.  They are our nieces and nephews, the children of our neighbours and friends.  In a very real way they 

are our children too.  We have a responsibility as a community to do the best for these children, to support 

them in the best possible way in order to allow them to thrive.” 

It is not acceptable practice to treat children and young people whose behaviours challenge as “other,” 

“subhuman” or “too difficult for services,” however this was a common experience recounted by families 

describing their interaction with professionals, with one parent stating that “I do not think they see our 

children as human beings.”
15

 

Public policy has given consistent messages for nearly 30 years about the values expected from those 

supporting disabled children whose behaviour challenges. These have also been endorsed by reports and 

guidelines published by professional groups. (eg. Don’t forget Us (MHF 1993), the Children Act 1989, the 

Mansell reports of 1993 and 2007, Valuing People (2001), The Challenging Behaviour Charter (CB-NSG, 

2013), Challenging Behaviour: A Unified Approach (RCPsych, BPS, 2007 and 2016), relevant NICE 

guidelines plus the latest guidelines in the SEND Code of Practice (2015) and Developing support and 

services for children and young people with a learning disability, autism or both NHSE/LGA 2017).  This 

section is not therefore proposing new values.  Instead a summary of values consistent with those set out 

in previous policy documents is provided, in order for commissioners and workforce leads to consider 

specifically how these values can be: 

• adopted as part of workforce plans and strategies;  

• enhanced through training and development; 

• identified in action eg by those assessing or inspecting professional groups  

 

3.1 Summary of values 
 

1. Upholding children’s rights. Children with learning disabilities, autism or mental health issues, whose 

behaviours challenge have the same human rights, and the same needs, as all children, in addition to 

the right for additional help to overcome the problems their behaviour presents .  

2. Upholding the rights of family members, siblings and carers. The families, siblings and carers of 

children who challenge have the right to lead their own lives and achieve their own aspirations 

independently of their role as a carer.  

3. Treating children with learning disabilities, autism or mental health problems, whose behaviours 

challenge, as full and valued members of the community, whose views and preferences matter. 

                                                      
14

 With special thanks to Jacqui Shurlock and David Branford 

15
 All terms used by family carers of children with learning disabilities or autism when describing the perception they believe some 

professionals have of their children. 
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4. Respecting and investing in family carers as equals in the development and delivery of support for their 

children and young people. 

5. Recognition that all professionals and services have a responsibility to work together in a co-ordinated 

way to support children with behaviours that challenge and their families; it is not acceptable to “pass 

the buck.” 

6. High aspirations to support children and young people to achieve their potential including greater levels 

of independence and inclusion and to have a good quality of life utilising best practice guidance and 

frameworks. 

7. Commitment to using high quality treatments and approaches that minimise the use of restrictive 

practices and the use of psychotropic drugs.  

8. Commitment to individualised and flexible approaches, which are key to developing the most inclusive 

and least restrictive forms of support. 

9. Empathy, care, compassion and kindness.  Understanding of the barriers and inequalities faced by 

children and families in trying to live an ordinary life. 

 

3.2 Examples of values in action 
 

This section gives some examples of how values can be put into practice.  These are far from exhaustive 

and local areas are encouraged to identify a range of ways in which they can use workforce reform to adopt 

these values within training programmes, ongoing professional development and wider workforce reform. 

Value Examples of values in action 

The rights of children 

who challenge 
• Refusing to accept organisational barriers or complexities as a valid 

reason to deny children the support they need. 

The rights of the 

families, carers and 

siblings of children who 

challenge 

• Taking a Family centred approach, focussing on the needs of the whole 

family eg short breaks, support for siblings. 

• Proactively supporting children living away from home to keep in touch 

with their families 

Children who challenge 

matter 

• Actively seeking the views of children and young people about the 

support they receive to find out what works for them. Using augmented 

and alternative communication methods and creative approaches, so all 

children are able to share their views.  

• Putting in place reasonable adjustments, so children can access 

healthcare and community services. 
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Families invested in as 

equals 
• Enabling families to access and deliver training alongside professionals 

and staff. 

• Regular, open and honest communication between families and 

professionals to plan, review and implement consistent support.  

We are all responsible • Multi-disciplinary working and a team around the child (TAC) or 

keyworker approach. 

• Professionals taking the lead to advocate for children and families 

where other professionals are not providing the support required. 

• Following NICE guidance  

• Using reflective practice to learn and improve.  

• Taking on board feedback, dealing sensitively with concerns and 

complaints 

High aspirations • Professionals and staff support children and young people to develop 

their skills and pursue their interests and talents. 

• Planning for transitions (at any stage, but in particular from childhood to 

adulthood) begins early, in partnership with children and families, with 

clear goals based on individual needs and wishes. 

• Quality of life measures used to assess the success of a child’s support 

package. 

Reducing restrictive 

practices 
• Implementation of a strategy to reduce restrictive interventions, 

including: 

o Seclusion 

o Physical restraints 

o Medication for non-medical reasons 
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Individualisation • Investigation of the reasons behind challenging behaviour, to avoid 

assumptions or diagnostic overshadowing. This includes both specialist 

assessments, such as Functional Assessments, communication 

assessments etc; but also getting to know the child and family well. (as 

in NICE guidance) 

• Local structures and systems empower professionals to develop 

bespoke packages of community support (eg pooled budgets, 

Integrated personalised Commissioning, flexible and unusual delivery 

models).  

• Health professionals develop and implement individualised health action 

plans 

• All Professionals and staff supporting children who challenge receive 

training and professional development in: 

o The social model of disability 

o Understanding the causes of challenging behaviour 

o Person centred active support 

o Positive Behaviour Support 

o Total Communication 

o Recognising and responding to physical and mental health 

problems 

o Enabling and managing risk taking 

o Person-centred planning 

o Partnership working/ co-production with families 

Empathy, care, 

compassion and 

kindness 

• Active listening to the needs of the family leading to the provision of 

appropriate and timely support, information and training. 

• Advocacy support for families 

• Support for professionals and staff to cope with the challenges of their 

role, eg; debriefing, supervision, counselling  

Strategic commitment 

to all 9 values 

• Sign up to the Challenging Behaviour National Strategy Group Charter 

• Safeguarding policies and practices which recognise the risks this group 

of children are vulnerable to 

• Values embodied in person specifications, job descriptions and service 

contracts for trainers and providers of services 

• Professional and service success criteria linked to values 
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The values here should be held by all staff who come in to contact with this population group and there is 

an expectation that all staff groups working with CYP have awareness of these.
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4. Skills and Knowledge Matrix 
 

This section sets out the skills and knowledge matrix developed by the ERG. The matrix is intended to be 

used by local commissioners, Transforming Care Partnerships (TCPs) and Local Workforce Advisory 

Boards (LWABs) to enable the mapping of skills across local available workforce, identify gaps and to 

inform workforce planning. In essence, the matrix should allow skills and knowledge gaps to be identified 

locally as at present this information is not collected nationally. 

 It is important to note that this matrix does not focus on capacity, specific professional roles and 

responsibilities, or workforce numbers and this is something that will need to be addressed in future work. 

There are a series of case studies which are intended to illustrate how the matrix can be used and some 

examples of best practice have been provided by the ERG and other stakeholders and can be found in 

Appendix XXX.  

The matrix draws heavily on the Positive Behaviour Support (PBS): A Competence Framework
16

. 

 

4.1 Knowledge and Skill Levels 
 

Levels of knowledge and skills have been divided in to three groups although it is acknowledged that they 

are not discrete and do overlap. The emphasis is on getting the right skill, at the right time, in the the right 

place, so a combination of these levels will be required at different times, from a worker who has a brief 

interaction to a specialist clinician carrying out a complex intervention.  

The levels are intended as cumulative - that is to say those operating at Level 3 should have the skills and 

knowledge at both levels 1 and 2.  

Level 1 - people working in a face to face 

role only occasionally or in a supportive 

role 

Level 2 - people working on an individual 

basis in relation to some aspect of care 

and support 

Level 3 - people working in a more 

specialist or consultant role 

Behaviours and attitude that demonstrate 
the principles of care and value that we 
aspire to 

Basic to medium level of assessment, 
formulation and intervention for needs in: 
sensory, communication, physical, 
psychological, behavioural, cognitive, 
mental health 

Specialist/complex level of assessment, 
formulation and interventions for needs in: 
sensory, communication, physical, 
psychological, behavioural, cognitive, 
mental health, medical 

Basic and intermediate knowledge of LD 
and ASD 

Basic to intermediate level of functional 
analysis 

Diagnosis of appropriate presentations 

Able to communicate with people with LD 
and ASD 

Skills to work with families and carers Supervision and consultancy for others 

Able to follow a PBS plan Training for others Service level support and evaluation 

 Able to write a PBS plan Competent at levels 1 and 2 

                                                      
16

 http://pbsacademy.org.uk/pbs-competence-framework/  
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Level 1 - people working in a face to face 

role only occasionally or in a supportive 

role 

Level 2 - people working on an individual 

basis in relation to some aspect of care 

and support 

Level 3 - people working in a more 

specialist or consultant role 

 Competent at level 1  

Under PBS Competence Framework, be 
able to: Create a high quality care and 
support environment  

Under PBS Competence Framework, be 
able to carry out: Functional, contextual 
and skills based assessment. 
 

Under PBS Competence Framework, be 
able to carry out: Develop and implement 
a Behaviour Support Plan. Evaluate 
intervention effects and on-going 
monitoring 
 

 

Examples of workers are provided below against the different levels: 

• Level 1: Non-clinical staff – receptionists, health care assistants, care staff etc. 

• Level 2: Generalist clinicians – GP’s, general paediatricians, non-specialist nursing staff etc. 

• Level 3: Specialist clinicians – psychiatrist, psychologist, speech and language therapist etc. 

 

4.2 The Skills and Knowledge Matrix17 
 

The skills and knowledge matrix maps out skills and knowledge at the different levels against ‘need’. The 

matrix is intended to be indicative and illustrative, providing examples instead of an exhaustive and 

comprehensive list of the different skills and knowledge workers will have. The first column labelled ‘need’, 

should be taken to represent a particular point in time and suggests a series of interactions a CYP may 

have with a range of workers and professionals. 

Need 

Level 1 - people working 

in a face to face role only 

occasionally or in a 

supportive role 

Level 2 - people working 

on an individual basis in 

relation to some aspect of 

care and support 

Level 3 - people working 

in a more specialist or 

consultant role 

Child development 

Have a broad awareness 

of child development 

Have a thorough 

understanding of  

Physical development 

Intellectual development 

Language development 

Social & Emotional 

development. 

Understand complexities 

of child development. 

 

 

                                                      
17

 A copy of the skills matrix is also included in appendix XXX for convenience 
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Need 

Level 1 - people working 

in a face to face role only 

occasionally or in a 

supportive role 

Level 2 - people working 

on an individual basis in 

relation to some aspect of 

care and support 

Level 3 - people working 

in a more specialist or 

consultant role 

Understand that not all 

children follow a typical 

pattern of development, 

depending upon their 

specific difficulty/disability 

 Identify any abnormalities 

within child development 

and signpost to the 

correct skilled 

professional for correct 

diagnosis if required. 

Early intervention 

and prevention 

Be aware of services that 

can locally support 

people with learning 

disabilities, autism and 

challenging behaviour 

Knowledge of the factors 

that are likely to increase 

the risk of challenging 

behaviour. 

Produce detailed support 

plan / functional analysis / 

PBS assessment and 

intervention plan 

 Able to refer to suitable 

provisions for proactive 

and reactive support / 

interventions 

 

 Input into multi agency/ 

disciplinary e.g. EHCP / 

CETR /  

 

Communication 

Be aware that everyone 

has the right to be treated 

with dignity and respect. 

Have an understanding of 

the specific 

communication method by 

used by an individual. 

Assessment of 

communication skills and 

implementation of 

individualised 

communication plan. 

Understand that there are 

a number of methods by 

which children and young 

people with additional 

difficulties may 

communicate. 

Have the ability to 

communicate effectively in 

a meaningful way. 

 

To effectively monitor the 

impact of the 

communication plan.  
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Need 

Level 1 - people working 

in a face to face role only 

occasionally or in a 

supportive role 

Level 2 - people working 

on an individual basis in 

relation to some aspect of 

care and support 

Level 3 - people working 

in a more specialist or 

consultant role 

Understand that an 

increase in challenging 

behaviour can often be a 

way to communicate an 

unmet need 

Support the environment 

with appropriate 

communication aids 

including: 

 

• Gesture / pointing 

• Objects of reference 

• Pictures 

• Signs or symbols 

• PECS  

• BSL 

• Makaton 

• Individual 

communication aid 

Ability to communicate 

assessment and 

intervention plan to the 

appropriate people. 

 

Levels of understanding 

may vary  

Ability to follow a child or 

young person’s 

communication plan. 

Teach functionally 

equivalent 

communication strategies 

to lessen challenging 

behaviour. 

 To be able to interpret a 

change in behaviour as a 

means of communication.  

 

 Be aware that not 

everyone is able to 

understand everything that 

is said to them. 

 

 Ability to communicate and 

listen will fluctuate.  It will 

always decrease during an 

episode of challenging 
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Need 

Level 1 - people working 

in a face to face role only 

occasionally or in a 

supportive role 

Level 2 - people working 

on an individual basis in 

relation to some aspect of 

care and support 

Level 3 - people working 

in a more specialist or 

consultant role 

behaviour. 

Understanding 

challenging 

behaviour/  

Functional analysis/ 

Positive Behaviour 

Support (PBS) 

 

Understand that 

challenging behaviour 

happens for a reason. 

 

Have a basic to medium 

level of skill in relation to 

functional assessment, 

formulation and 

intervention needs. 

Have the ability to 

complete a specialist 

assessment of a complex 

case including 

formulation and 

intervention needs. 

All behaviour is 

communicating a 

message. 

Understand the PBS 

framework. 

 

Diagnosis of appropriate 

presentation. 

 

 Ability to follow a PBS plan Supervision and 

consultancy for others/ 

practice leadership 

around PBS 

 Ability to monitor and 

review a PBS plan. 

Training of others around 

PBS 

 Make appropriate changes 

as required 

Service level support and 

evaluation 

Medical/physical 

Have a basic 

understanding of signs 

and symptoms of illness 

including: 

• Fever. 

• Diarrhoea. 

• Fatigue. 

• Muscle aches. 

• Coughing. 

Refer to 111 / GP / A&E 

Skilled in life support 

 

Achieve higher level; 

professional 

competencies (profession 

specific) eg, in both 

generic learning 

outcomes and paediatric 

neuro-disability for 

RCPCH progress 

curriculum 
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Need 

Level 1 - people working 

in a face to face role only 

occasionally or in a 

supportive role 

Level 2 - people working 

on an individual basis in 

relation to some aspect of 

care and support 

Level 3 - people working 

in a more specialist or 

consultant role 

as required. 

Knowledge of basic first 

aid. 

Achieve a medium level of 

professional competencies 

eg, in the generic learning 

outcomes for RCPCH 

progress curriculum 

Lead the MDT in 

ensuring appropriate and 

timely care is available to 

the child and family 

Be aware that CYP may 

not be able to tell you 

they are unwell 

Have an understanding of 

the communication needs 

of these CYP 

Disseminate individual 

management plans 

 

Be aware of safeguarding 

issues and know who to 

refer to 

Recognise and implement 

appropriate examination 

and investigations 

Introduce new and 

updated guidelines 

 

 Recognise the impact of 

co-morbid conditions that 

arise frequently in this 

population and be aware 

of management options 

Focus on rehabilitation 

and enablement 

 

 Recognise the impact a 

physical health problem 

may have on the CYP 

behaviour 

Lead the full process of 

safeguarding if needed 

 Establish the importance 

of safe prescribing in 

complex conditions 

 

 Avoid diagnostic over 

shadowing 
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Need 

Level 1 - people working 

in a face to face role only 

occasionally or in a 

supportive role 

Level 2 - people working 

on an individual basis in 

relation to some aspect of 

care and support 

Level 3 - people working 

in a more specialist or 

consultant role 

 Contribute to multi-

disciplinary assessments 

 

Psychiatric/mental 

health 

Understand that all 

children have different 

needs.  

 

Remain vigilant to the 

increased risk of additional 

mental health problems in 

this population 

Undertake a 

comprehensive 

evaluation of the needs of 

the CYP 

 Be aware of the 

increased risk of children 

with Learning disability 

and / or Autism having a 

mental health condition. 

Understand that mental 

health difficulties can lead 

to an increase in 

challenging behaviour. 

Assess and support the 

family and carers 

 

Discuss with health 

professional eg. Nurse/ 

GP/ Psychiatrist 

Recognise the presenting 

features of mental health 

problems – particularly in 

the non-verbal population 

Assess and support the 

school and other involved 

bodies (e.g. respite 

carers) 

 Act on observations and 

suspicion with appropriate 

intervention or referral to a 

specialist 

Support the CYP to 

access psychological 

therapies in line with 

current guidelines  

  Initiate appropriate 

prescribing and monitor 

regularly 

  Achieve a higher level of 

professional 

competencies eg CCT in 

Learning Disability or 

Child and Adolescent 

Psychiatry  

  Take a lead in advocating 

for the CYP and 

promoting parity of 

esteem 
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Need 

Level 1 - people working 

in a face to face role only 

occasionally or in a 

supportive role 

Level 2 - people working 

on an individual basis in 

relation to some aspect of 

care and support 

Level 3 - people working 

in a more specialist or 

consultant role 

Partnership working 

Understand that children 

and young people will 

require care from multiple 

disciplines  

Ability to work with 

professionals from 

different disciplines, 

organisations and 

agencies 

Ability to lead an Multi-

Disciplinary Team (MDT) 

Awareness that families 

will often feel and 

express frustration about 

the complexity of 

navigating the care and 

support system 

Ability to work in 

partnership with families, 

parents and carers 

 

Skills development 

Awareness of importance 

of general, coping and 

functional skills 

development  

Competent to support 

children to develop 

general skills: 

• social  

• academic/employment 

• self-care 

• play 

Skilled in working with 

families and staff to 

train/model individualised 

approaches to skill 

development 

 Competent to support 

children to develop coping 

skills (eg coping with 

waiting, coping with not 

being able to get what you 

want, coping with triggers 

and coping with demands). 

Competent to support 

children to develop 

functional skills: 

• communication 

• choice making 

• responding to 

instructions/requests 

  Skilled in working with 

families and staff to 

train/model individualised 

approaches to functional 

skills development 
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Need 

Level 1 - people working 

in a face to face role only 

occasionally or in a 

supportive role 

Level 2 - people working 

on an individual basis in 

relation to some aspect of 

care and support 

Level 3 - people working 

in a more specialist or 

consultant role 

  Skilled in working with 

families and staff to 

train/model individualised 

approaches to coping 

skills development 

  Skilled in working with 

families and staff to 

train/model individualised 

approaches to functional 

communication 

development 

Environment/Social 

Understand that 

environments are 

complex.  They can have 

a positive or negative 

impact on a young 

person. 

Adapt a person’s 

environment to create 

needs led surroundings 

based upon assessment 

information. 

 

Assessment and 

intervention of a young 

person’s environment. 

 

Adaptations may be a 

part of a young person’s 

environment to meet their 

needs. 

Showing awareness and 

response to sensitivity or 

difficulties with: 

• Visual 

• Smell 

• Hearing 

• Touch 

• Body Awareness 

• Sensory Needs 

Ability to conduct an 

Environmental Needs 

Assessment and 

recommend 

individualised strategies 

 

Support with meaningful 

engagement and activity, 

support with dreams and 

aspirations. 

Carry out a sensory diet 

intervention as prescribed. 

 

Plan and prepare an 

active support package 
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Need 

Level 1 - people working 

in a face to face role only 

occasionally or in a 

supportive role 

Level 2 - people working 

on an individual basis in 

relation to some aspect of 

care and support 

Level 3 - people working 

in a more specialist or 

consultant role 

 Provide a safe and 

positive environment 

including the opportunity to 

take positive risks. 

Produce specific skills 

teaching programmes/ 

focused support 

strategies that will 

support to increase 

quality of life. 

 Identify where skills 

teaching may benefit and 

improve quality of life. 

Produce specific skills 

teaching programmes/ 

focused support 

strategies that will 

support to teach 

proactive and reactive 

coping strategies. 

Demonstrate commitment to the 9 values: 

 

1. Upholding children’s rights. 

2. Upholding the rights of family members, siblings and carers.  

3. Treating children with learning disabilities, autism or mental health problems, whose behaviours 

challenge, as full and valued members of the community, whose views and preferences matter. 

4. Respecting and investing in family carers as equals in the development and delivery of support for 

their children and young people. 

5. Recognition that all professionals and services have a responsibility to work together in a co-

ordinated way 

6. High aspirations to support children and young people to achieve their potential 

7. Commitment to using high quality treatments and approaches that minimise the use of restrictive 

practices and the use of psychotropic drugs.  

8. Commitment to individualised and flexible approaches 

9. Empathy, care, compassion and kindness.  
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4.3 Case Examples 
 

The following case examples were developed by the ERG and are fictional and illustrative, although they 

do reflect experiences of particular cases. The case examples follow each child through the life course or a 

particular episode highlighting the example interactions with the care and support system, pointing out 

examples of the skills and values displayed or not (in bold), and the workers likely to be involved. In an 

ideal scenario many, if not all of the values will be displayed at each point but particular examples are 

provided here to further elucidate the matrix and how it is underpinned by values. Similarly, the skills 

specifically drawn out are simply illustrative and it is not meant to suggest that other skills should not also 

be used.  

Barry 

Barry born to 

young couple 

who split up 

because Barry 

doesn’t sleep 

• GP 

Health visitor is told by mum that Barry isn’t sleeping. Mum goes 

to the GP. GP listens and refers to child development centre as 

they have an understanding of child development and the 

importance of early intervention and prevention 

Examples of Values 

Displayed: 

• Upholding the rights 

of family members 

• Commitment to using 

high quality 

treatments 

• Empathy, care, 

compassion and 

Examples of Skills 

Demonstrated: 

• Child development 

• Early Intervention and 

prevention 

• Communication 

Barry attends 

the clinic when 

he is 3 years 

old. Referred to 

sleep clinic 

• Portage 

worker 

Mum tries sleep hygiene techniques but he doesn’t sleep. Asks 

about dad all the time and gets upset when things are out of 

routine. Sleep clinic staff recommends Portage. Barry’s cognitive 

development is delayed by 8 months 

Examples of Values 

Displayed: 

• Recognition that 

services have a 

responsibility to work 

together 

• Commitment to 

individualised and 

flexible approaches 

Examples of Skills 

Demonstrated: 

• Partnership working 

• Child development 

• Skills development 
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Barry begins 

nursery with 

support 

• Teacher 

• Education

al 

Psycholog

ist 

Mum is pleased Barry is at nursery but concerned he’s not 

‘attached’ - doesn’t relate to her as other children do with their 

mums. Doesn’t express his feelings but lashes out. Early Years 

Special Educational Needs Coordinator (SENCO) starts Education 

Health and Care Plan (EHCP) process 

Examples of Values 

Displayed: 

• Respecting and 

investing in family 

carers as equals 

• Commitment to 

individualised and 

flexible approaches 

Examples of Skills 

Demonstrated: 

• Partnership working 

• Psychiatric/mental 

health 

• Environment/social 

Barry begins 

school with 

EHCP with 

support, 

including 

Speech and 

Language 

Therapist and 

teaching 

assistant 

• Teacher 

• Teaching 

Assistant 

• Speech 

and 

Language 

Therapist 

• Social 

Worker 

Mum goes back to work, Barry still not sleeping well, but is 

taught soothing techniques and is offered one weekend per month 

short breaks to support mum to continue to care well for Barry 

Examples of Values 

Displayed: 

• Upholding the rights 

of family members 

• High aspirations to 

support CYP to 

achieve their potential 

• Commitment to 

individualised 

Examples of Skills 

Demonstrated: 

• Early intervention and 

prevention 

• Understanding 

challenging behaviour 

• Partnership working 

Barry gets 

anxious about 

school but 

school makes 

reasonable 

adjustments 

• Teacher 

• GP 

• CAMHS 

Mum begins new relationship and has new baby. Barry anxious 

about baby, SATs, feels rejected and behaviour escalates. Mum 

goes to GP because Barry hits and bites child at school. School 

refer to CAMHs and for child in need assessment 

Examples of Values 

Displayed: 

• Children who 

challenge matter 

• We are all responsible 

• Commitment to high 

quality treatment 

Examples of Skills 

Demonstrated: 

• Psychiatric/mental 

health 

• Understanding 

challenging behaviour 
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Barry goes to 

mainstream 

secondary 

school with 

support. Barry 

makes friends 

for the first 

time 

• Social 

Care  

• Occupatio

nal 

Therapist 

• Builder 

Barry still not sleeping. Child assessment points to need for DFG 

(Disabled Facilities Grant) to support adaptations to house to give 

Barry space and deal with sensory need and allows him space for 

friends to play 

Examples of Values 

Displayed: 

• Children who 

challenge matter 

• High aspirations 

• Individualisation  

• Empathy, care, 

compassion and 

kindness 

Examples of Skills 

Demonstrated: 

• Environment/social 

• Partnership working 

Barry is 

diagnosed with 

ASD and 

Epilepsy - 

discharged to 

GP who knows 

family well 

and is very 

supportive 

• Service 

Manager 

• Commissioni

ng 

• Home 

support 

The local authority and health service have a section 75 budget 

and discuss a joint plan with agreed spend for a befriender to take 

him out with his friends 

Examples of Values 

Displayed: 

• Children who 

challenge matter 

• High aspirations 

• Individualisation  

• Empathy, care, 

compassion and 

kindness 

Examples of Skills 

Demonstrated: 

• Environment/social 

• Partnership working 

GP thinks 

Barry is 

depressed and 

refers to 

CAMHS. 

CAMHS 

understand 

Barry’s 

condition and 

LD and offer 

him PBS 

• Youth 

Offending 

Officer 

• MH nurse 

• LD nurse 

• Psycholog

ist 

• Police 

Barry’s behaviour escalates, starts stealing, hides in room, very 

angry. YO work very sensitively with Barry and supports him to 

more positive behaviour, working with his mum and CAMHS. 

Section 75 buys spa for the garden for Barry to soothe and de-

escalate his anxiety and anger 

Examples of Values 

Displayed: 

• The rights of children 

who challenge 

• Families invested in 

as equals 

• We are all responsible 

Examples of Skills 

Demonstrated: 

• Early intervention and 

prevention 

• Environment/social 

• Understanding 

challenging behaviour 

• Partnership working 
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Helen 

Helen’s father 

noticed that 

Helen was 

banging her 

head frequently 

• GP 

• Paediatrici

an 

• Parents 

Helen had not reached child development milestones. Her GP 

referred her to a paediatrician and receives a formal diagnosis of a 

severe learning disability and autism 

Examples of Values 

Displayed: 

• We are all responsible 

Examples of Skills 

Demonstrated: 

• Child development 

• Early Intervention and 

prevention 

• Partnership working 

• Psychiatric/mental 

health  

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Barry is 16.5 

years, 

transition 

planning has 

started with 

social care, 

education, 

health and 

housing. Barry 

gets a personal 

budget 

• College 

• Housing 

support 

• Social 

Worker 

Barry asked his choice about his aspirations and where he wants 

to live. He wants to go to college and live near mum in his own 

flat with support. College make reasonable adjustments and Barry 

does well. 

Examples of Values 

Displayed: 

• Children who 

challenge matter 

• High aspirations 

• Individualisation  

• Empathy, care, 

compassion and 

kindness 

Examples of Skills 

Demonstrated: 

• Environment/social 

• Partnership working 

• Skills development  

• Communication 
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Helen’s parents 

speak to the 

local school 

about Helen’s 

diagnosis and 

her individual 

needs 

• Parents 

• Teacher 

• Nurse 

Helen receives 1:1 support but her behaviour escalates. A 

Community nurse refers to the PBS team and school makes 

reasonable adjustments by teaching/supporting Helen in a small 

room off the classroom  

Examples of Values 

Displayed: 

• Families invested in 

as equals 

• Upholding the rights 

of children 

• Individualisation 

Examples of Skills 

Demonstrated: 

• Environment/social 

• Understanding 

challenging behaviour 

Helen meets 

the PBS team 
• PBS 

Team 

Helen receives an assessment and intervention plan from a PBS 

specialist. The assessment includes information gathered from all 

settings 

Examples of Values 

Displayed: 

• Individualisation 

• Upholding the rights 

of children 

Examples of Skills 

Demonstrated: 

• Environment/Social 

• Understanding 

challenging behaviour 

Helen’s 

behaviour 

continues to 

escalate 

• Teacher 

• Teaching 

assistant 

• Psychiatri

st 

School are only reactive and restrictive. Helen receives a 

psychiatry review to identify any mental health issues.  

Examples of Values 

Displayed: 

• Lack of responsibility 

• Lack of upholding 

rights 

Examples of Skills 

Demonstrated: 

• Lack of understanding 

challenging behaviour 

• Mental health 
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EHCP meeting 

• Psychiatri

st 

• SEND 

departme

nt 

• SENCO 

• Social 

worker 

Mental Health disorder ruled out by psychiatrist. 

recommendations made to consider multiagency response to meet 

her individual needs and EHCP organised 

Examples of Values 

Displayed: 

• Individualisation 

• Children who 

challenge matter 

Examples of Skills 

Demonstrated: 

• Mental health 

• Partnership working 

Helen's 

behaviour 

settles and she 

appears far 

happier, 

engaging in 

education, 

outings and has 

made a friend.  

• Commissioni

ng 

• SEND 

Department 

• Social 

Worker 

• Residential 

school staff 

A bespoke package of care is identified in a specialist school 

including PBS expertise. Helen moves in following a planned 

transition.  

Examples of Values 

Displayed: 

• Individualisation 

• Children who 

challenge matter 

Examples of Skills 

Demonstrated: 

• Mental health 

• Understanding 

challenging behaviour 
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5. Recommendations 
 

The Expert Reference Group (ERG) discussed and agreed a series of recommendations to build on this 

work and realise the ambitions set out by Dame Christine Lenehan. This has been further influenced by the 

synthesis report and workshops with families and carers developed by the Challenging Behaviour 

Foundation (CBF). These largely focus on issues of implementation and ‘next steps’ and many of them 

require action from multiple organisations. 

 

Recommendation 1 - Professional Responsibility 
 

It is recommended that this document is endorsed by all relevant bodies. These include the Royal Colleges 

of Psychiatrists, GPs and Paediatricians, Health Education England, NHS England, Public Health England, 

NHS Improvement, the British Association of Social Workers, The British Psychological Society, Local 

Government Association, The Association of Directors of Children's Services and other relevant bodies. 

The professional associations in particular will need to take action to agree the potential roles and 

responsibilities of the professional groups in relation to CYP displaying behaviours that challenge in direct 

response to Lenehan’s recommendation 5.  

Families are clear that they want to see a range of professional responsibilities in place within local 

pathways to address; timely diagnosis and early intervention; transition planning; school exclusions; and 

inappropriate use of medication and admissions
18

.  

 

Recommendation 2 - Central Coordination and Future Work 
 

It is recommended that all further work in this area is centrally coordinated. The ERG identified the 

Transforming Care programme as likely to be best placed to do this. It was clear through discussions that 

an enormous amount of work is currently going on in this and related areas and serious concerns were 

expressed over the likelihood of duplication or omission. This could begin to contribute towards a central 

information repository which could be used both by organisations engaged with this work but also by 

families and carers when trying to navigate the complex care and support system. It may be beneficial to 

integrate this with the existing SEND hub. It is suggested that a community or network of practice for CYP 

with challenging behaviours is established who are able to share best practice and information. This will 

also help with addressing inconsistencies between the approaches and priorities of the various agencies 

and regulators involved - a common example mentioned in discussion are the differing views of CQC and 

OFSTED. These inconsistencies, while challenging to address need to be tackled with the CYP and the 

family being placed firmly at the centre of the approach. This document should be disseminated widely to 

all stakeholders - professional groups, education, commissioners, TCPs, CCGs and social care - and 

formal endorsement requested. 

 

                                                      
18

 The CBF Synthesis Report covers the expectations and recommendations of families and carers in some 

detail and is summarised in this document in Section 2 
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Recommendation 3 - Identifying Local Skills Gaps 
 

It is recommended that commissioners (across both social care and health), CYP leads in TCPs, Local 

Workforce Advisory Boards (LWABs) and others with responsibility for workforce planning in local areas 

use the skill matrix to map the skills that are available for this population in their local areas and identify 

skills gaps and deficits. It would similarly be helpful for this to be centrally coordinated so local areas are 

able to benefit from central resources and expertise in responding to any training needs. It should be noted 

that at present the matrix does not account in any way for capacity and this will be a key next step in 

implementation. This can then feed in to a centralised training needs analysis to begin to address skills and 

knowledge gaps. Furthermore, it is recommended that audits and tools are developed centrally, in 

partnership with stakeholders, to enable national oversight and understanding of training and workforce 

needs.  

 

Recommendation 4 - Skills Gaps Identified 
 

While it is clear that local skills gaps will need to be established by local care and support systems there 

are three gaps that have been clearly identified at a national level. While the exact nature of the gap may 

differ across England the following two themes have emerged: 

• Positive Behaviour Support - There is a clear skills gap in staff ability to deliver Positive Behaviour 

Support and this needs addressing, particularly in health, education and social care. It is therefore 

recommended that HEE, DFE and the emerging Social Care England take steps to work together to 

ensure high quality training is available. The ERG further suggested that there would be benefit in 

establishing formal accreditation of training courses and practitioners. 

• Working with families - This was repeatedly identified as a major skills gap across the care and support 

system and strongly emphasised by families and carers. Examples of these include, local information 

and family support tailored to this group, advocacy, key-working, trauma support and home based 

behaviour support. It is recommended that the TC programme, HEE, DFE and Social Care England 

work together to establish the extent to which this is covered across health, education and social care 

training courses and to address any identified gaps.  

Recommendation 5 - Education and Training 
There are a number of education and training specific recommendations urged by the ERG to address a 

range of issues identified:  

• All curricula should reference this group of children and young people and work is required to guide 

and influence how this is done centrally. In addition, more general awareness training should be 

investigated. 

• Work should be undertaken to establish the training and skills needs of families and carers, delivered in 

a way that is easy to access and promotes their role in navigating the system 

• Continuing Professional Development (CPD) pathways should be better understood ensuring that 

professionals remain up to date with best practice.   
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Recommendation 6 - Training Mapping 
 

An important next step for this work will be to assess the skills gaps identified locally and map this against 

available training. Where gaps are identified, steps should be taken to address these through health, 

education and social care. The ERG recommends that this work is centrally coordinated but it is likely that 

HEE will need to take a clear leadership role in this given the variety and number of health training relevant 

in this area. 

Recommendation 7 - Training for Families and Carers 
 

It is clear that families and carers often become the de-facto care system navigators but little has been 

done to understand or define this role. It is recommended this work is undertaken to enable training for 

families and carers covered in recommendation 5 but there would also be value in defining the roles and 

responsibilities relating to care coordination so expectations are both clear and manageable. This would 

further strengthen and support the fact that families and carers are central to the effective care and support 

of these CYP.  

 

Recommendation 8 – Data 
 

It is recommended that more robust and comprehensive data is collected for these CYP and about the 

workforce who cares for them. It is suggested that Health Education England may be best placed to lead 

on the workforce part of this but a lead for establishing more robust population data needs to be identified. 

Data will need to be able to separate subgroups, e.g. Children and young people vs adults, LD +/- autism 

vs ASD - LD to allow valid conclusions to be made.  

Recommendation 9 - Widening the Scope 
 

This work has focussed on a necessarily specific population group - CYP with LD, ASD or both with 

behaviours that challenge but feedback has suggested that this approach would be helpful if applied to all 

CYP with LD, ASD or both. It is therefore recommended that the Transforming Care Programme and HEE 

consider the widening of this approach to cover this group. 

Recommendation 10 - The Impact of Other Policy Reforms 
 

There are a number of policy reforms currently underway which are likely to have an impact on this group 

of CYP and help to deliver the aims of Transforming Care. However, these CYP are not prioritised nor 

always considered, despite their disproportionately poor outcomes and the large sums of public money 

spent on residential provision where local services fail to meet their needs. It is recommended that DH, 

DfE, NHSE and HEE use the levers and next steps identified in this document to develop a specific area of 

focus on this group of CYP within wider reform agendas. Specifically, these include: 

• The Children’s Green Paper on Mental Health - there may be particular areas of focus that would be 

helpful; a focus on behaviour for new teams and mental health coordinators, links with intensive 

support functions and waiting times.  
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• The DfE review of exclusions - this is a fundamental factor for this group which often starts someone on 

the path of a lifetime of residential care. It is not clear whether the review will include a focus on this 

group. 

• The DfE review of children in need - families rarely get the support they need from the Social Care 

system. Inclusion and focus on the support needs of families would be a useful consideration 

 

 

 



 

6. List of Appendices (To be completed following consultation) 
 

Plan to include the following: 

Stand-alone matrix 

LSBU Report 

CBF report 

Membership list 

Examples of best practice 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 


