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Public policy supports early intervention as a strategy for resolving problems quickly and
preventing long-term poor outcomes. Early intervention (primarily through parent training) for
childhood behaviour problems (where child does not have a learning disability) is a well-known
example.

Children with learning disabilities (LD) are at greatly increased risk of behaviour problems but
less likely to receive early intervention. Instead, responses from services are limited (if not
non-existent), reactive, lacking in expertise, and include residential care and/or problematically
restrictive approaches. As a result it is not surprising that children with LD who present
behaviour problems have poor outcomes, both as children and later as adults who continue to
display (often much more serious) challenging behaviour.

This is to the detriment not only of children and their families, but also wider society, due to
the financial costs; negative health outcomes, and foreshortened, lower quality lives that
result.

There is an urgent need to identify risk factors and provide evidence-based intervention as
early as possible in the lives of children with LD, in partnership with families/carers.

This paper sets out the evidence currently available around early intervention approaches for
children with learning disabilities whose behaviours challenge, and identifies key areas of
action to help commissioners proactively target resources to deliver good outcomes.
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Early Intervention

“Early intervention... is about getting extra, effective and timely interventions to all babies, children
and young people who need them, allowing them to flourish and preventing harmful and costly long-
term consequences.” Early Intervention Foundation, 2013

1. Identifying difficulties early in childhood and using evidence-based approaches to address those

difficulties has the potential to deliver significant social and economic benefits. This is particularly

true where problems are likely to escalate over time; limit the life chances of the individual, and

result in significant costs to society. The rationale for evidence-based early intervention (both early

in life and early in the onset of
problems) is now widely accepted as
part of public policy in the UK and
beyond across health, education and
social care.

2. This briefing note summarises the key
messages from available evidence®
about early intervention for children
with learning disabilities whose
behaviours challenge, and calls on
policy makers and commissioners to
act on that evidence.

Children with learning
disabilities whose
behaviours challenge

Key message: Children with learning
disabilities are at greater risk of
developing behaviour described as
challenging.

Learning disability” (LD) refers to a
significant impairment of general
intellectual and adaptive functioning

BOX 1: Relevant early intervention policy

World Health Organization (2008) ‘Closing the gap in a
generation: Health equity through action on the social
determinants of health’

Department of Health (2010) ‘Fair Society — Healthy Lives: A
Strategic Review of Health Inequalities in England’

World Health Organization and World Bank (2011) ‘World
Report on Disability’

Graham Allen MP (2011) ‘Early Intervention: The Next Steps.
An Independent Report to Her Majesty’s Government’
Department for Education (2012) ‘Statutory Framework for
the Early Years Foundation Stage: Setting the standards for
learning, development and care for children from birth to
five.”

Department for Education (2012) ‘Support and aspiration: a
new approach to special educational needs and disability —
progress and next steps’

European Regional Office of the World Health Organization
(2013) ‘Review of social determinants and the health divide
in the WHO European Region: Final report’

Chief Medical Officer’s annual report (2013) ‘Our Children
Deserve Better: Prevention Pays’

Department for Work and Pensions (2013) ‘Fulfilling
Potential — Making it Happen’

Department of Health (2014) ‘Closing the gap: Priorities for
Essential Change in Mental Health’

® This briefing paper draws on the following sources of evidence:

1) Systematic reviews/meta analyses;

2) Narrative reviews which the authors of this paper view as robust summaries of evidence;
3) Primary research which can be generalised to England (i.e. is based on nationally representative samples)

4) National data collections

b Learning disability as used in this document is equivalent to the SEN classifications of moderate or more
severe learning difficulties used by the Department for Education. It is also synonymous with the term
‘intellectual disability’ as used in the US, Australia and by many international organisations.
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that originates in childhood. Public Health England estimates that 1,043,449 people in England have
a learning disability." Schools in England reported in 2013 that 179,320 pupils had a learning
difficulty as their main special educational need.“? Having a learning disability affects the way a
person understands information and how they communicate. Children with more severe LD may
have no, or extremely limited, verbal communication and may require support with all everyday
tasks such as dressing and toileting. Many will experience complex physical health, sensory, and
mobility difficulties.

3. Behaviours that challenge can include aggression, destruction, self-injury, and other behaviours (e.g.
running away) associated with personal or social risks. Children with LD are much more likely to
show behaviours that challenge. For example, the prevalence of diagnosable conduct disorders is
21% among British children with LD, compared to only 4% among British children without LD.? These
stark differences in risk for the development of behaviours that challenge emerge in early
childhood,” > and can be highly persistent over time.°

4. We estimate that in 2014 just over 40,000 English children are likely to have LD and to also show
behaviours that challenge.” It is probable that this is a conservative estimate, as population surveys
capture information about aggression but not about other forms of behaviour that are more specific
to (and not uncommon among) children with LD (e.g. severe self-injury). Figure 1 shows estimates
of the number of children with and without learning disabilities whose behaviours challenge at ages
3,5, 7 and 11. As can be seen, at all ages children with LD were markedly more likely to show
behaviours that challenge than their non-learning disabled peers.
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Figure 1: Prevalence of behaviours that challenge at ages 3, 5, 7, and 11 years

¢ Children with MLD, SLD or PMLD, with a Statement or at School Action Plus, in schools in England, January
2013

4 The methodology used to determine this estimate can be found at
www.challengingbehaviour.org.uk/learning-disability-files/Estimating-the-Number-of-Children-with-LD-and-
CB-in-England.pdf
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10.

Expensive services delivering poor outcomes

Key message: Too many children with learning disabilities whose behaviour challenges are in costly,
residential placements.

Children displaying challenging behaviours are at greater risk of social exclusion, institutionalisation,
deprivation, physical harm, abuse, misdiagnosis, exposure to ineffective interventions, and failure to
access evidence-based interventions.” Poor outcomes are experienced not just by children
themselves but by their families too. Carers face an increased risk of physical and mental-ill health,
physical injury, increased financial burdens, and reduced quality of life.?

The Department of Health review, Transforming Care, published following the discovery of abuse of
people with learning disabilities at Winterbourne View states that “the norm should always be that
children, young people and adults live in their own homes with the support they need for
independent living within a safe environment. People with challenging behaviour benefit from

personalised care, not large congregate settings.”®

Research demonstrates that residential placements for children with LD reduce family contact;
increase young people’s vulnerability, and accentuate the difficulties of transition to local adult
provision.10

2013 data from the Department for Education records 1,360 children and young people with LD or
autistic spectrum disorder attending residential schools, 480 of them outside of their local authority
area.™ This figure does not include those attending independent schools, representing a significant
gap in the data. The most recent robust cost estimates, uprated to reflect current prices, put the
average annual cost of an out of authority placement at £99,798 for a boarding place,* rising to
£171,176 for a 52 week residential placement.”® Return to the local area is very difficult to achieve.
Instead young people often move to adult placements in residential care homes or colleges™ out of
area. Annual individual service costs of between £89,335 and £358,415 have been identified for
adults with severely challenging behaviour.

The 2013 Learning Disability Census found 236 in-patients aged 18 or under in hospital units,
including 31 children aged 10 or less. 29% of these children and young people were in hospitals

100km or more from home.t *°

Nearly two thirds of those under 18 had been given anti-psychotic medication on a regular basis.
Young people were also the most likely in-patients to suffer certain types of incident in the three
months leading up to the Census, notably self-harm, hands-on restraint, and seclusion.™ Overall, the
185 inpatients aged 17 or under cost over £46 million per annum with an average annual cost of
almost £250,000." Young people were the most likely of any age group of inpatients with LD to be in

€ Some caution must be attached to these figures as data quality checks raised concerns about the reporting of
date of birth information, particularly for this younger age group.

" Estimate reached as follows: (no. of service users for each cost band) x (mid-point in weekly charges) x 52
weeks. For placements >£6499, a charge of £7000 was assumed. For placements <£1500, a charge of £1000
was assumed.
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placements costing in excess of £230,000 per annum.’ (See data supplement for a more
comprehensive overview of national data.)’

Early intervention for children with learning disabilities
whose behaviours challenge

Key message: It is generally accepted that early intervention is a sensible approach for children
without learning disabilities. There is no reason to believe that this should not be the case for children
with learning disabilities. In fact, it is even more likely to be relevant.

Population based samples show an increased risk for behaviour problems in children with learning
disabilities, compared to other children, by the time they are 3 years of age.*

While challenging behaviour is the product of a complex interaction between biological,
developmental and environmental factors, there is strong evidence that some of the key factors
causing and/or maintaining challenging behaviour are amenable to change, and that change in these
factors can be associated with marked reductions in challenging behaviour. *®

Early behavioural interventions

Approaches that work well with children generally are also likely to be effective for children with LD.
Knowledge drawn from behavioural research clearly indicates the potential benefits of providing
evidence-based behavioural interventions and of doing so early. There is robust evidence that early
behavioural interventions can have positive effects on both parent and child outcomes and NICE
recommends parental training." The Government has acted on this evidence through the roll out of
CANPARENT parenting classes. Systematic reviews of evidence-based parenting programmes (in
particular the Triple P and Incredible Years interventions) have shown the effects to be improved
parenting skills, improved parental well-being and reduced behavioural problems among children.”

The Triple P Parenting Programme is a well-used example with a specific programme called
“Stepping Stones” designed for parents of children aged 2-8 with LD. RCTs have found strong
evidence that Stepping Stones improves child and parent outcomes.”* Triple P is a multilevel system
of family intervention that aims to prevent severe emotional and behavioural disturbances in
children by promoting positive and nurturing relationships between parents and children.? It is also
designed to address parental problems such as stress and/or depression.” The Triple P programme
has been independently estimated to have a benefit cost ratio of 5.05.* That is, every £1 spent on
implementing the programme produces £5.05 in benefits to society from such outcomes as reducing
healthcare utilisation and incarceration, and increasing employment.

Training and support for families

Support for families is well accepted as a key component of effective support for children.
Population data demonstrates that this is the case for the families of children with learning
disabilities.”® Emotional difficulties amongst parents and siblings of children who display behavioural

'See www.challengingbehaviour.org.uk/learning-disability-files/EIP-Data-Supplement.pdf
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difficulties are high?® and develop early (often by the time the child is 5 years old).* Families often
face unusual and distressing challenges. Longitudinal studies show that children’s behaviour and
wellbeing has an impact on the emotional functioning and behaviour of parents/carers %’ and family
functioning in return has a direct impact on the wellbeing and behaviour of the child.?®

Systematic early identification and rapid response

In the general population a number of factors are known to increase the likelihood that a child will
develop emotional and/or behavioural difficulties, this includes exposure to social-economic
disadvantage and other adversities in childhood including parental stress or mental health problems.
Evidence suggests that these factors also predict the likelihood of behaviour difficulties within the LD
population and are even more likely to reflect the early life experiences of children with LD relative
to their typically developing peers.”

Within the LD population there are further risk factors for the development of behaviour that
challenges. Factors associated with greater risk include severity of disability, communication

3931 This evidence suggests that screening the

impairment, autism, and certain genetic conditions.
target population of children with LD for risk indicators is likely to be an effective way of identifying

children who are at heightened risk of developing behaviour that challenges.

Identification of risk factors by professionals at an early stage could make a significant difference by
identifying which children are most likely to develop later difficulties, and what can be done to
reduce this likelihood by supporting children’s individual needs.** See Box 2 for suggested
characteristics of an effective rapid response.

BOX 2: Characteristics of effective rapid response to identified challenging
behaviour/risk of challenging behaviour in children with learning disabilities:

e Integrated care approach recognising the causes of challenging behaviour (challenging
behaviour is related to factors including physical/mental health issues, social
circumstances, communication)

e Continued input rather than requirement for referral and re-referral (although input will
vary over time)

e Positive Behavioural Support (PBS) as the framework

e Family centred (focus on whole family needs including parent training, short breaks,
support for siblings)

e Systematic (regular health/sensory screening for those at risk of challenging behaviour)

Positive behavioural support

Positive behavioural support (PBS) represents the most effective evidence-based approach to
supporting people with LD and behaviours that challenge. PBS interventions are informed by a
functional assessment to determine the cause of an individual’s behaviour.*® Once the causes of an
individual’s behaviour are established, factors can be altered to reduce the challenging behaviour.
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For example, elements of the individual’s environment can be changed or the individual taught new
skills, resulting in more effective and more acceptable behaviour.

PBS was developed from the science of Applied Behavioural Analysis (ABA)** and is fully consistent

with the model underlying parenting programmes such as Triple P and Incredible Years. Itis nota

single intervention or therapy, rather a multi-component framework for delivering a range of

evidence-based supports (as well as behavioural support these may include communication and

sensory support and/or access to mental health services where necessary) to increase quality of life

and reduce the occurrence, severity, or impact of behaviours that challenge.* Studies demonstrate

that as well as reducing the frequency and intensity of challenging behaviour, PBS can produce

intervention effects across the age span and improve quality of life.*

Positive behavioural support approaches have been documented widely as the preferred approach

when working with people with learning disabilities who exhibit behaviours described as challenging.

Despite this, the use of PBS in England is limited.?’

Research currently underway demonstrates that PBS intervention by local behaviour support teams

can lead to potential savings by improving local support and reducing out of area residential

placements.*®

Recommendations for policy makers and commissioners

Key message: Invest to save through provision of

evidence-based interventions to children with LD and

their families.

The evidence summarised in this paper demonstrates

an urgent case for change. We recommend adopting

joint commissioning strategies (including, from 2015,

the LA led 0-5 commissioning strategies) in local areas

which:

Ensure that children with learning disabilities
and their families are able to access existing
early intervention programmes, making
reasonable adjustments/adaptations as
necessary. All parents of children with LD
should be given the opportunity and be
supported to participate in local early
intervention activities such as parenting
programmes. Barriers to access should be
removed and children with LD identified as one
of the priority groups for inclusion.

Develop more specific capacity to identify and
respond rapidly to challenging behaviour
Health Visitors, GPs, Early Years Practitioners,

BOX 3: Guidance advocating use of
Positive Behavioural Support (PBS)

British Psychological Society’s Guidelines
(2004)

Joint Guidelines of the Royal College of
Psychiatrists, the British Psychological
Society and the Royal College of Speech
and Language Therapists (2007)
‘Challenging Behaviour: A unified
approach’

Department of Health (2014) ‘Positive
and Proactive Care: Reducing the need
for restrictive interventions’

Local Government Association/NHS
England (2014) ‘Ensuring Quality Services:
Core principles for the commissioning of
services for children, young people,
adults and older people with learning
disabilities and/or autism who display or
are at risk of displaying behaviour that
challenges’
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and teachers, as well as specialists, need to be able to recognise the risk factors in order to
access further help for families. LD should be flagged as one of the risk factors for
challenging behaviour and local Disabled Children teams, LD teams and CAMHs teams
should develop multi-disciplinary rapid response approaches (as set out in Box 2 above), in
conjunction with schools and in partnership with families. This should be included within
the “local offer” required under the Children and Families Act 2014.

e Provide local specialist behavioural support to children. For those children who need it, the
local offer should include intensive behavioural support alongside training in PBS for families
and staff. This should be reflected in section F of the Education, Health and Care plans of
those children for whom PBS is required in order to access education. As the evidence in
this paper demonstrates, such provision has the potential to deliver considerable savings in
the long term care costs for an individual.

A

. Including functional assessment and
evelopment o plan by Clinica
Specialist \,  gevel f PBS plan by Clinical
vidence-based\ Psychologist/behaviour support team

ehaviour

Response may include teaching functional
communication skills, addressing specific physical

rly identification of challengi or mental health needs, sensory needs or other

ehaviour and rapid respons needs as identified
i Support access to parenting programmes such as
Mainstream early years programmes Incredible Years and Triple P for all parents/carers

for behavioural difficulties of children with learning disabilities

Figure 2: Recommended services to include within the local offer for children with LD at risk of or
exhibiting behaviours that challenge

With relatively small numbers of children in each Local Authority area and in the context of huge
change within the SEND and NHS systems, we recommend some national support to initiate
improved local commissioning practice for children with LD whose behaviour challenges. This
should include:
o Demonstration projects to develop good practice and evaluate the impact
o An “invest to save” fund to encourage local areas to develop their own solutions, supported
by a learning set or network, to monitor results and disseminate findings.
e Improvements to national data collection to include information on residential placements,
provision by Independent schools and expenditure (see attached data supplement for more
details).
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25. Successive reforms over the past ten years (including Valuing People, Aiming High, and the current
SEND reforms) have aimed to change the system of support for disabled children and young people,
with a focus on better integrated local support. Despite this, Transforming Care found “a widespread
failure to design, commission, and provide services which give people the support they need close to
home, and which are in line with well-established best practice.”

26. We have an opportunity now to put this right for the next generation. As well as improving the
quality of children’s lives, early intervention is likely to reduce the level of public spending over a
lifetime on residential care for people with LD whose behaviours challenge. In the current economic
climate, it is difficult to see how national Government and local commissioners can afford not to
invest in the future of children with LD whose behaviours challenge.
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