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The data challenge: how can we plan to meet people’s needs if we don’t know what they are?

There are growing numbers of disabled children and young people with complex needs and/or  

life-limiting conditions in the UK. These children, and their families, need support from statutory 

services in health, education and social care: but there is a data challenge. Local authorities and 

providers do not have the data that allows them to adequately plan and commission services for  

these children and young people.

The national data set on disabled children is inadequate: it has gaps, anomalies and inconsistencies.  

It is unfit for purpose. There is growing acceptance of the need to integrate and plan holistically for 

children and young people’s needs. But there is a lack of coherence across services on terminology 

and what data to collect. Even when data is collected it is not always as helpful for other agencies  

and services as it could be, as data is collected on children separately by different agencies using 

different systems making it difficult for services to be commissioned and planned in an intelligent  

and efficient way.

There have been a number of useful and significant recent initiatives to improve the health data on 

children which are highlighted in this report, however, there is still much to be done.

We commissioned this piece of research because we wanted a definitive picture of the type of data that 

is available; to understand what this data tells us about the population and whether it shows us anything 

useful in terms of developments and/or changes in the population; to identify gaps in current data 

collection; and to develop an action plan with key stakeholders to drive forward improvements.

We would like to thank Anne Pinney for her work and commitment to this piece of work; all those 

who assisted Anne; and all the participants at the Expert Workshop (listed in Annex F) who helped 

identify solutions to the challenges we currently face and who have made personal and institutional 

commitments to meet the data challenge.

We believe that disabled children and young people with complex needs and/or life-limiting conditions 

deserve better support than they currently receive. The Council for Disabled Children and the True 

Colours Trust are committed to improving the national data on these children because, without robust 

and accurate data, it is impossible to commission and provide services which meet their needs and 

enable them to live full lives. This report is a first, important step, in meeting the data challenge.
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There are rising numbers of disabled 
children with complex needs and/or life-
limiting conditions, who, with their families, 
are likely to need support from health, 
education and social care continuously or at 
times throughout their life.

More than a decade ago, the National 
Service Framework (Standard 8: Disabled 
Children and Young People and those with 
Complex Health Needs) noted:

Three years later, Aiming High for Disabled 
Children: Better Support for Families (DfES, 
2007) estimated that around 100,000 
disabled children had complex care needs.2

Similarly, Better Care, Better Lives (DH, 
2008), informed by the Independent Review 
of Children’s Palliative Care Services, noted 
the challenge faced by service providers and 
commissioners due to: 'the change in the 
profile of children with life-limiting or life-
threatening conditions over the last 20 years 
due to technological advances and increased 
survival rates of low-birthweight babies.'3

These seminal policy documents are still 
highly relevant today, but over the past 
decade, policy attention has shifted to other 
vulnerable groups (e.g. looked after children, 
troubled families) while budget cuts have 
eroded local services.

Our analysis suggests that there is an urgent 
need to sharpen the focus on disabled 
children and young people, in particular, 
the rising number of children with complex 
needs and life-limiting conditions. We need 
to know more about the numbers and 
needs of this cohort, how this is changing 
over time and what this may mean in terms 
of future demand for specialist services. 

Executive summary of key messages 
from this analysis
 

In the past ten years, the 
prevalence of severe disability 
and complex needs has risen. 
This is due to a number of 
factors, including increased 
survival of preterm babies 
and increased survival of 
children after severe trauma 
or illness. There are up to 
6,000 children living at 
home who are dependent on 
assistive technology. Children 
and young people with life-
limiting conditions, such as 
cystic fibrosis, have better life 
expectancy.1
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What can we learn from national 
data (education, social care and 
health) about these trends?
School Census data shine some light on 
these trends. The School Census collects 
detailed data on the great majority of school 
children in England, including information 
on their special educational needs (SEN) 
using a standard list of terms (Annex G). 
Usually only a child’s ‘primary need’ is 
reported.4

Some primary needs are associated with 
complexity: on average, children with these 
needs are most likely to attend special 
schools and most likely to receive specialist 
support provided through an Education, 
Health and Care (EHC) plan or a statement.5 
Based on this approach, a narrow estimate 
of the number of school children (broadly, 
aged 5-16 years) with complex needs is 
73,000, made up of:6

•  10,900 children with profound and 
multiple learning difficulties

•    32,300 children with severe learning 
difficulties

•    27,500 children with autistic spectrum 
disorders in special schools7

•    2,300 children with multi-sensory 
impairments.8

The equivalent figure in 2004 was 49,300. 
This suggests that the number of school 
children with complex needs in schools in 
England may have risen by nearly 50 per 
cent in just over a decade.

The actual number is higher, as children 
with other primary needs may have complex 

needs and because there are some important 
gaps in School Census data. Notably:

•  13,500 children with statements/EHC 
plans placed in independent schools, 
which provide some of the most specialist 
placements9

•  23,100 more young people aged 16-25 
years with statements or EHC plans who 
are not included in School Census data, 
including over 1,000 aged 20-25 years.10

Another way of estimating the number of 
children and young people with complex 
needs is to look at the size of the special 
school population (acknowledging the great 
variation in placements at local level11). 
Nearly 118,000 children and young people 
with statements or EHC plans are placed 
in specialist schools and colleges.12 Special 
schools now cater for many more children 
with complex needs than in 2004 (Chart 1). 
The number of children with complex needs 
in mainstream schools has also risen over 
the same period.13

 
These trends are not evident in the social 
care data, partly because so few disabled 
children are assessed as children in need 
(0.4 per cent of 0-17 year olds) or looked 
after under the Children Act 1989 (with 
only 2,250 children nationally whose main 
reason for being looked after is disability).14 

It is clear from the data analysed that 
thresholds for support from social services 
for disabled children and their families are 
high and vary widely from area to area. This 
may reflect tight local authority budgets 
and more positively, the roll-out of Early 
Support.15
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Major efforts are being made to improve 
health data on children, with the introduction 
of a standard approach to recording 
childhood disabling conditions and the 
support needs of children, young people and 
families, as part of the mandated Children 
and Young People’s Health Services data set 
(CYPHS).16 Work is also underway to develop a 
small national data set on children and young 
people with life-limiting or life-threatening 
conditions.17 However, at present there 
appears to be no routinely published national 
health data on disabled children.18

In the search for health data on disabled 
children with complex needs or life-limiting 
conditions, we spoke to senior officials and 
data experts in the Department of Health, 
NHS England and Public Health England, as 

well as several academics. Two key trends were 
highlighted repeatedly, both contributing 
to rising numbers of disabled children with 
complex needs or life-limiting conditions:

•  improved survival rates of preterm babies 
and babies with congenital conditions

•  increased life expectancy for children with 
complex disabilities, including children with 
severe cerebral palsy, cystic fibrosis and 
Duchenne muscular dystrophy.

These perceptions are consistent with 
academic evidence,19 but hard to discern 
from national data. This contributes to a 
widespread lack of awareness and policy 
attention, locally and nationally, on the rising 
numbers of disabled children with complex 
needs and life-limiting conditions.

Source/notes: SFR 29-2016 national tables (table 8) compared to SFR 44-2004 (table 9). School Census data, excludes 
children in independent schools. Figures rounded to nearest 5. Categories 'other difficulty/disability' and 'no specialist 
assessment' excluded. Hearing impairment, visual impairment and multi-sensory impairments aggregated into 'sensory' 
category. See Annex G for glossary of acronyms.

Chart 1: Change in the primary needs of children in special schools between 

2004 and 2016 (increases on right, decreases on left)
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This matters, because many local authorities 
and clinical commissioning groups (CCGs) 
have an incomplete and out-of-date picture of 
disabled children and young people in their 
area, undermining the potential for forward 
planning and intelligent commissioning 
of specialist provision. Poor data has been 
highlighted as a challenge for local areas in 
inspection reports.20

Yet disabled children with complex needs 
and life-limiting conditions may be known to 
health services from birth. They are known 
to the education service throughout their 
school years and increasingly into early 
adulthood. They and their families are also 
likely to be known to social care, although 
it is clear from the data that thresholds for 
formal assessment are very high. Over the 
last decade, there has been a drive to improve 
our knowledge of looked after children and 
accountability for improving their outcomes. 
This has included developing integrated 
statistical bulletins which include social care 
data and key health and education indicators, 
and using data-matching to provide a fuller 

picture of looked after children’s experiences 
of services and outcomes.21

Disabled children with complex needs and 
life-limiting conditions are a larger, more 
costly and equally vulnerable group. We 
know very little about their outcomes, but 
successive studies involving research with 
their families give cause for concern.22

As a nation, we urgently need a much 
clearer picture of the number and needs of 
this growing cohort. We need to work with 
them and their families to understand the 
services they require to achieve the best 
outcomes possible. We need to plan ahead 
to meet their needs, supporting children and 
families before they reach crisis point, where 
a residential placement or admission to a 
mental health inpatient unit becomes the 
only option or they are denied a dignified 
death in the place of their choosing.

This requires vision and leadership at national 
and local level, underpinned by robust data to 
drive improvements in policy and practice.
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Purpose of this research 
This paper shares the findings of a data 
analysis carried out between August and 
October 2016. The main aim of the project 
was to explore what national data reported 
by health, education and social services 
tell us about disabled children and young 
people with complex needs or life-limiting 
conditions. We wanted to put together as 
full a picture as possible of this cohort using 
national data, to inform improvements 
in planning, commissioning and policy 
development, both locally and nationally.

This was a short, exploratory project, 
perhaps best characterised as a big, messy 
jigsaw with some of the most important 
pieces missing! We knew from the outset 
that the analysis would raise more questions 
than it could answer, indeed, understanding 
the gaps in the data picture and the 
barriers to making use of the available 
data was integral to the project’s aims. 
Equally, we wanted to identify how to make 
progress and to identify some practical 
recommendations to that end.

We did not know if we would publish 
a report. However we believe that the 
messages emerging from this analysis, 
summarised in this paper and the 
accompanying data bulletins, have some 
important implications which need to  
be grasped by policy makers and  
service commissioners at the local and 
national level.

This paper was initially prepared for 
discussion at an expert workshop in 
November 2016, involving senior officials 
from the Department for Education, 
Department of Health, Public Health 
England, NHS Digital and voluntary sector 
partners (a list of attendees can be found 
in Appendix F). The conclusions and 
recommendations reflect the suggestions 
and commitments made at that workshop.

Grateful thanks are due to the many people 
who contributed their time and ideas, not 
least to DfE and NHS Digital analysts for 
their patience and support in meeting our 
data requests; colleagues at CDC and the 
True Colours Trust for their support and 
encouragement throughout; and to a wide 
range of people who shared their expert 
knowledge and insights.

Section One: Introduction
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Project scope and definitions
This analysis focussed on disabled children 
and young people aged 0-19 years in 
England, who have complex needs and/or 
life-limiting conditions.

Definitions are a challenge. The project 
specification offered the following 
definition of this cohort: Around 2% (rough 
estimate) of children and young people 
whose disabilities have a significant and 
enduring impact on their life and who 
are likely to need specialist support from 
education, health and/or social care at 
times or throughout their childhood and 
adolescence. In service delivery terms, it is 
likely that these children:

•  are known to Child Development Teams 
(health-led)

•  are known to Disabled Children Teams 
(social services)

•  have an EHC plan (or statement or 
Learning Difficulty Assessment).

Each sector uses a different set of 
definitions for disability, tailored to reflect 
their own priorities. So for example, some 
health data is based on medical diagnoses; 
education data focusses on children’s 
primary ‘special educational needs’ as 
reported by school special educational 
needs coordinators (SENCOs); social care 
uses another list of definitions, which 
include terms such as ‘hand function’ and 
‘consciousness’ (for epilepsy). Education 
data use the term learning difficulties, while 
health and social care use the broader term 
learning disabilities. Annex G provides a list 
of terms used to describe children’s needs 
and disabilities, descriptions and a glossary 
of the many acronyms used in this report.

We tried to take a pragmatic approach to 
definitions, looking at data on disabled 
children broadly and drilling down in more 
detailed analyses where definitions (such as 
profound and multiple learning difficulties 
and severe learning difficulties) could be 
associated with complexity.
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Data sources
The data sources interrogated for this 
analysis included national data reported 
by education, health and social services on 
disabled children and young people:

•  Education data on children and young 
people with special educational needs 
(SEN)

•  Social care data on disabled looked after 
children and children in need with a 
disability

•  Mental health data on inpatients and 
referrals for children and young people 
with learning disabilities and/or autistic 
spectrum disorders.

Published data tables were supplemented 
by requests to DfE and NHS Digital to 
provide different breakdowns (e.g. a wider 
age range) and because some data collected 
on disabled children and young people 
are not published; DfE data on residential 
placements of children with SEN is a good 
example. So there are potentially some ‘easy 
wins’ for Government departments, if they 
want to improve the evidence base on this 
cohort, simply by making fuller use of data 
already collected.

Surprisingly no national health data on 
disabled children and young people are 
currently published, although major  
efforts are underway to remedy this, 
including the introduction of a standard 
approach to recording childhood disabling 
conditions, issues and the support needs 
of children and families, as part of the 
mandated Children and Young People’s 
Health Services data set (CYPHS23). If 
successful (there are significant cultural 
and technological challenges), it has the 
potential to yield rich insights on the 
numbers and needs of this cohort and  
their families in future.
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The main audiences for this analysis are 
those responsible for planning and providing 
services for disabled children and young 
people and their families, at local and 
national level – in health, education and 
social care. Accordingly, the key data sets 
we focussed on were those collected at the 
national level by these services:

1. Education data on children and  
young people with special educational 
needs (SEN)

2. Social care data on disabled children 
who are looked after and on children in 
need with a disability

3. Mental health data on children  
and young people with learning 
disabilities and/or autistic spectrum 
disorders in inpatient care and  
referrals for this cohort.

This section shares headline findings from 
our analyses of the data. The full data 
analysis is available in the annexes at the 
end of this report.

Children and young people with 
special educational needs (SEN)24

The number of children with SEN in schools 
in England has fallen by one fifth in the 
last decade, to 1.23 million in January 2016 
(driven by recent reforms and criticism 
by Ofsted that schools were identifying 
too many children as having SEN25). Over 
the same period, the proportion of school 
children with more significant SEN, requiring 
specialist support provided through a 
statement or an Education, Health and Care 
(EHC) plan remained steady at 2.8 per cent, 
or 237,000 children in 2016.

Across all children with statements/EHC 
plans, 73% are boys and 27% are girls (a 
more pronounced gender gap than in the 
UK Census, social care or mental health 
data). The number of school children with 
statements or EHC plans increases with age, 
peaking at 15 years.

Autistic spectrum disorder (ASD) is the most 
common primary need amongst children 
with statements or EHC plans. 57,200 
children have a statement/EHC plan for ASD, 
just over one quarter (26%) of all children 
with statements/EHC plans. The great 

Section Two: What do national data  
tell us about disabled children and 
young people with complex needs or 
life-limiting conditions? Headline  
findings from the data analysis 
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increase in the number of children with ASD 
is the clearest trend in the education data, 
across both mainstream and special schools. 
This trend is also evident in our analysis of 
disabled children in need.

Children with statements or EHC plans are 
now more likely to attend a special school 
than a mainstream school. Our analysis 
suggests that this mainly reflects rising 
numbers of children with complex needs 
over the past decade, rather than a drift 
away from inclusion, as:

•  Special schools are working with a cohort 
of children whose needs are more complex 
than a decade ago

•  The number of children with complex 
needs in mainstream schools has also risen.

The opportunity for children with complex 
needs to choose to attend a special or 
mainstream school varies greatly depending 
on where they live. Many more are included 
in primary schools than secondary schools. 
The great majority of those in mainstream 
schools are learning alongside their peers, 
rather than in separate units or specially 
resourced provision.

A very narrow estimate of the number of 
children with complex needs in schools in 
England in 2016 is 73,000, made up of:

•  10,900 children with profound and 
multiple learning difficulties (PMLD)

•  32,300 children with severe learning 
difficulties (SLD)

•  27,500 children with autistic spectrum 
disorder (ASD) attending special schools

•  2,300 children with multi-sensory 
impairments.

The equivalent figure in 2004 was 49,300. 
This suggests that the number of school 
children with complex needs (narrowly 
defined, as above) in England has risen by 
nearly 50 per cent since then.

The actual number is certainly higher, as 
children with other primary needs may have 
complex needs and because there are some 
important gaps in School Census data (the 
fullest data set available on children with 
SEN). Notably:

•  13,500 children with statements/EHC 
plans in independent schools, many with 
complex needs as this sector provides 
some of the most specialist placements

•  23,100 more young people aged 16-25 
years with statements or EHC plans who 
are not included in School Census data, 
including over 1000 aged 20-25 years. It is 
likely that most of these young adults have 
complex needs.26
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Another way of estimating the number of 
disabled children and young people with 
complex needs is to look at the number of 
children and young people with statements/
EHC plans in specialist placements. In 2016, 
a total of 117,900 children and young people 
with statements or EHC plans were placed in 
special schools or specialist colleges, with a 
small number in hospital schools.27

Over 5,200 children with the most complex 
needs live away from home in residential 
special schools.28 A recent survey suggests 
that this includes over 1,100 in full-time ‘52-
week’ placements.29

Children in need (CiN) with a 
disability30

There were 50,800 children in need (CiN) 
with a disability or illness in March 2015, 
13% of all children in need. The proportion 
of children in need with a disability has 
fallen in each of the past five years (since 
2011) while the number of children in 
need has risen overall. This suggests that 
thresholds for assessing disabled children 
have been rising.

Children in need with a disability represent 
0.4% of the 0-17 year old population in 
England.

Disabled children in need are most likely to 
be boys and of secondary school age.
Disability/illness was the main social care 
need for the majority (63%) of children in 
need who had a disability recorded. The other 
main reasons for needing support were:

•  Abuse or neglect, for nearly one in five (18%, 
9,190) children in need with a disability

•  Family difficulties for 13%, because of acute 
family stress or family dysfunction.

There is great variation at local authority 
level in the number of children in need with 
a disability and in the disabilities recorded. 
Six of the largest authorities have over 1,000 
CiN with a disability, while seven authorities 
have less than 100 (with a median of 260). It 
is likely that these wide variations reflect local 
eligibility criteria and the way services are 
organised (e.g. availability of Early Support) 
rather than variations in the number and 
needs of disabled children in each area.
 
Learning (broadly defined as having SEN) is 
the most common disability recorded, for 
46% of children in need with a disability. 
Autism/Asperger syndrome is the second 
most common, for 31% of this cohort. 
The next most common disabilities are 
communication (24%), behaviour (23%) and 
mobility (22%).

The proportion of children in need with a 
disability with autism/Asperger syndrome has 
risen most over the last five years (from 26% 
of the cohort to 31%), echoing the clearest 
trend in the SEN data.

For over half (56%) of disabled children in 
need, only one disability is recorded and 
for almost three quarters (73%) only one or 
two disabilities are recorded. This suggests 
that relatively few children with complex 
disabilities and their families are supported 
as children in need, perhaps because they 
are supported by other services – local 
research is required to understand this.



Children who are looked after under 
the Children Act 1989 due to their 
disability31

2,250 children and young people were looked 
after due to their disability at March 2015 
or 3 per cent of looked after children, the 
same proportion in each of the last 5 years. 
The actual number of disabled looked after 
children is higher, but if abuse or neglect 
is involved, that would almost always be 
recorded as a child’s primary need, instead  
of disability. 

At local authority level, numbers are low, 
typically between just 1-24 disabled looked 
after children. Most children looked after 
due to their disability are boys and most are 
secondary school age.

Over two-thirds (68%) are looked after on a 
voluntary basis (section 20 of the Children 
Act), often used for children in full-time 
residential placements.

Disabled looked after children are nearly 
five times as likely to be in a residential 
placement, compared to all looked after 
children (59% vs 12%), the great majority of 
them in children’s homes and residential 
special schools. They are also more likely to 
be placed ‘out of area’ than others.

Disabled care leavers are more likely to be  
in education, employment or training at age 
19 years than all care leavers (60% vs 53%) but 
slightly less likely by 21 years (40% vs 42%).

At age 19, 40% of care leavers whose main 
need was disability were living in community 
homes, ten times the proportion across all 

care leavers (4%). Just over one in ten (11%) 
were living independently, compared to one 
third (32%) of care leavers overall. By age 21, 
the proportion of disabled care leavers living 
independently has fallen to 10%, compared to 
45% of care leavers overall. This suggests that 
this cohort includes many young people with 
complex needs.

Children and young people with 
learning disabilities and autistic 
spectrum disorders in mental  
health inpatient facilities and 
specialist referrals32

In 2011, the Panorama programme  
uncovered horrific abuse of patients with 
learning disabilities at the Winterbourne View 
Hospital. This prompted an ambitious cross-
Government programme of action known as 
Transforming Care33 to reduce to a minimum 
people with learning disabilities and autistic 
spectrum disorders (ASD) living in mental 
health inpatient units for assessment and 
treatment. Improving national data on this 
cohort has been central to this reform agenda, 
to inform and drive progress in all areas.
At the end of February 2016, there were 
170 mental health inpatients with learning 
disabilities and/or autistic spectrum disorders 
aged under 18 years and 635 aged 18-25 
years. The number of under-18s who received 
inpatient care at some point in the year (to 
February 2016) was much higher, at 430. 
(Equivalent figure not available for young 
adults.)

The gender split was fairly even among 
under-18 inpatients with 49% girls: 51% boys. 
Among young adults aged 18-25 years, 76% 
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were male, 24% were female, consistent with 
the wider inpatient population.

Children are more likely to be treated further 
away from home than other inpatients. 
Under 18s were admitted to inpatient units 
on average 79km from home, with roughly 
one quarter placed between 50-100km away 
and one quarter more than 100km away.

Nearly one third (31%) of under-18s were 
admitted to inpatient care informally, 
compared to 9% of young adults and 11%  
of the inpatient population overall. Nearly 
two-thirds (62%) of under-18s were admitted 
for assessment and treatment (part 2 
admissions34). 

For young adults aged 18-25 years, 59%  
were subject to part 2 while 17% were 
detained under part 3 (no restrictions) and 
14% with restrictions. Young inpatients (<18 
years) at the end of February 2016 had on 
average been in hospital for 285 days or 
around 9 months - ten times longer than 
the 28 day limit for section 2 admissions 
for assessment. Around one third stayed for 
a year or more, with 10 children who were 
inpatients for 2-5 years.

Care and Treatment Reviews (CTRs35) were 
developed to avoid unnecessary admissions 
and to plan towards discharge (or transfer) 
as soon as possible. CTRs should take 
place soon after admission, then every six 
months. 100 (60%) of the 170 inpatients 
under 18 years had not had a CTR and 105 
(61%) children still had no scheduled CTR, 
worse than for other age groups. Only 35 
(21%) of the 170 children in inpatient care 

had a planned transfer date, a much lower 
proportion than across all inpatients (32%) or 
18-25 year olds (30%).

The Learning Disability Census collected 
information on inpatients’ experience of care 
(there are concerns that these data  
on children and young people may no longer 
be regularly collected). ‘Adverse experiences’ 
include self-harm, accidents or physical 
assault; ‘restrictive measures’ include use 
of hands-on restraint and seclusion. The 
last Census showed that under-18s were 
by far the most likely age group to have 
experienced both adverse experiences and 
restrictive measures during the last three 
months. Among under-18s:

•  70 (41%) experienced both adverse 
experiences and restrictive measures

•  20 (12%) had adverse experiences only
•  25 (15%) experienced restrictive  

measures only
•  55 (33%) experienced neither.
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Nearly two-thirds of children and young 
people (105) had been given anti-psychotic 
medication regularly in the last 28 days. 
45 children and young people (27%) had 
rapid tranquilisation medication given to 
them, more than twice the proportion for all 
inpatients. There are serious concerns about 
the appropriate use of such medication.36

The average weekly charge across all 
inpatients was just over £3,500, ranging 
from up to £1,500 to over £6,500. Most 
children are in higher cost placements of 
more than £4,500 per week.37

In June 2016 (latest monthly data at time of 
writing), 41,500 children and young people 
with a learning disability or autism were 
waiting to see a mental health specialist 
(open referrals). This included:

•  15,015 children aged under-18 years
•  26,550 young adults aged 18-25 years 

inclusive.

This is indicative of high levels of unmet 
need, consistent with recent research38 and 
widespread anecdotal evidence from other 
services and families of disabled children 
and young people.
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This section reflects on gaps in the data on 
this cohort and challenges in using the data. 
This is summarised under five themes:

i. Lack of evidence on some of the most 
important trends
The headline message from this analysis is 
that there are rising numbers of disabled 
children and young people with complex 
needs and life-limiting conditions, who 
will, with their families, need support from 
health, social care and education at times 
throughout their lives. This trend is driven 
primarily by advances in healthcare, notably 
improved survival rates of preterm babies 
and increased life expectancy for children 
and young people with congenital conditions.

This is a hugely important trend which is 
hard to discern from national data, readily 
accessible to local commissioners. The 
clearest evidence emerged from our analysis 
of SEN data, but locating, compiling and 
analysing the data is not a quick or easy task 
and national data bulletins have not, as far as 
we are aware, drawn attention to this trend.

Although health experts (in government 
and academia) repeatedly referred to the 
rising number of children with complex 
healthcare needs, including children who rely 
on technology to help them breathe, eat or 
communicate, we struggled to find national 
data to substantiate their perceptions.

Key policy documents are remarkably data-
free when it comes to quantifying the size 
and needs of this cohort. For example, the 
National Framework for Children and Young 
People’s Continuing Care (DH, 2010, updated 
201639) sets out a process for agreeing 
continuing care packages for children whose 
needs cannot be met by existing universal 
and specialist services, needs which ‘generally 
arise from congenital conditions, long-term 
deteriorating conditions, accidents or the 
after effects of serious illness or injury’. 

Although this guidance makes reference to 
a pilot study which included estimates of 
‘5,000-6,000 assessments nationally per year’, 

Section Three: Key gaps in the data  
picture and challenges in using national 
data on disabled children 

i  Lack of evidence on some of 
the most important trends

ii  Using one dimensional data 
to understand children with 
complex needs 

iii  Missing pieces in the jigsaw 

iv  Difficulties in accessing and 
interpreting the data

v  Lack of policy focus and 
accountability: policy levers 
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there is no attempt to project demand for 
continuing care packages or reference to  
data which might help local commissioners 
in this task.

Evidence and awareness of the rising 
number of children and young people with 
life-limiting conditions is somewhat better, 
but again, not visible in routinely published 
national data. The Department of Health 
published a detailed analysis of this cohort in 
200740 which estimated that approximately 
20,100 children and young people aged 0-19 
were likely to require palliative care services 
annually in England, or 16 in every 10,000 
children and young people.

Since then, academic studies in partnership 
with charities working in this field suggest a 
doubling in the prevalence of children with 

life-limiting conditions, from 16 to 32 in 
10,000 or over 40,000 children and young 
people likely to require specialist paediatric 
palliative care, with important variations 
associated with ethnicity and deprivation.41

National data, accessible to local 
commissioners and policy makers, tell us little 
about these important trends. Many pieces 
of the jigsaw are available from research (Text 
box 1) but this is often not readily accessible 
to commissioners and policy makers and it 
can be difficult to make robust projections of 
future demands on specialist services, on the 
basis of such evidence. 

ii. Using one-dimensional data to 
understand children with complex needs
Part of the challenge in using national 
data to understand the number and needs 

The EPIcure Study – major cohort study of outcomes for very preterm babies 
http://www.epicure.ac.uk/epicure-1995/epicure-at-eleven-years/findings/ 

Fraser L., Miller M. et al (2012) Rising National Prevalence of Life-Limiting Conditions in 
Children in England, PEDIATRICS Volume 129, Number 4, April 2012 
http://pediatrics.aappublications.org/content/129/4/e923 

Emerson E., (2008) Estimating future numbers of adults with PMLD in England, CeDR 
http://eprints.lancs.ac.uk/21049/1/CeDR_2008-6_Estimating_Future_Needs_for_Adult_

Social_Care_Services_for_People_with_Learning_Disabilities_in_England.pdf 

Cochrane H., Liyange S., Nantambi R. (2007) Palliative Care Statistics for Children and 
Young Adults, DH (rich in data and includes an overview of studies at the time showing 
increased life expectancy for key congenital conditions, p.10-11) 
http://webarchive.nationalarchives.gov.uk/20130107105354/http:/www.dh.gov.uk/prod_

consum_dh/groups/dh_digitalassets/@dh/@en/documents/digitalasset/dh_074699.pdf

Text box 1: Selected studies which provide evidence of the rising number of disabled children 

and young people with complex needs and/or life-limiting conditions
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of disabled children with complex needs, 
is that national data sets tend to be one-
dimensional.

SEN data are currently the most useful for 
understanding this cohort, but they focus 
on children’s primary needs. Secondary 
needs may be reported but these data are 
very incomplete42 so may not present a valid 
picture. Some primary needs are associated 
with complexity – notably profound and 
multiple learning difficulties, severe learning 
difficulties and multi-sensory impairment. 
But for most types of SEN, there is no way 
of gauging severity or complexity. Given 
great variations in the use of statements 
and EHC plans across local areas, and in 
the use of specialist placements, these too 
have their limitations as a proxy for severity/
complexity.43

The Children in Need Census allows for many 
disabilities to be reported for individual 
children, but these data are not analysed 
in a way which sheds light on complexity 
(i.e. several needs occurring together) and 
in most cases (56%) only one disability is 
reported, similar to the SEN data.

National data sets tend also to be one-
dimensional in their service focus. For 
example, the Looked After Children data 
set allows for one category of need to be 
recorded. If a disabled child experiences 
abuse or neglect, this will almost certainly 
be reported as their primary need, so they 
would not be counted in the data on disabled 
looked after children. Yet children in need 
data suggest that around one fifth of disabled 
children are abused or neglected.44

This point is well illustrated by the challenges 
of finding out how many disabled children 
are in full-time residential placements. 
Settings which provide 52-week residential 
placements are dual-registered as schools 
and as children’s homes. When a looked 
after child is placed in a dual-registered 
setting, this is reported in the looked 
after children data set as a placement in 
a children's home45. However, as some 
children in such placements are not looked 
after, they will not be included in this data 
set. In the School Census, children in full-
time residential placements are reported 
as boarding in residential special schools. 
However, as the majority of dual registered 
settings are in the private sector, they are not 
included in the pupil level School Census, 
meaning it is currently impossible to collate 
comprehensive data on disabled children 
and young people in full-time residential 
placements.

Data-matching or unique identifying 
numbers can help to shed light on disabled 
children’s pathways through local services 
and their outcomes. For example, the  
Narey Review of Children’s Residential  
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Care46 reported (based on matched looked 
after children outcomes data) that 53% 
of children in children’s homes have a 
statement of SEN or EHC plan at March  
2015, an important statistic that is not 
available from SEN data or looked after 
children data alone.

Government departments could generate a 
much richer and more robust data picture 
of this cohort by using data-matching more 
extensively and by introducing a unique 
identifying number for each child, across 
education, health and social care (and data 
sets). Lessons may be learnt from experience 
in Scotland, where unique Community 
Health Index (CHI) numbers have enabled 
integrated data to be developed.47

iii. Missing pieces in the jigsaw
As noted, national data do not tell us a great 
deal about the rising number of disabled 
children with complex needs and life-limiting 
conditions. Academic research provides some 
of the missing pieces in this jigsaw, but is not 
always easy to access or translate into local 
service implications.

There are also important gaps in the 
available data, in relation to key stages in 
these children’s development and key sectors 
catering for their needs. These include:

•  The early years, a critical stage for early 

intervention and family support. Education 
and social care data on disabled children 
indicate low service involvement in the early 
years and/or low reporting. Disabled children 
with complex needs are most in contact 
with health services in the early years, but at 

present, national data are not available.
•  Post-16 in the education data, when the 

numbers in School Census data fall steeply, 
despite this being the fastest growing age 
group for EHC plans.48

•  Post-19 in all the data sets, except outcomes 
for looked after children data.49 This is a 
critical stage of transition for young people 
with complex needs but data to inform 
much needed improvements in planning 
(e.g. to project demand for adult social care 
and specialist services) are currently lacking.

•  Residential placements. Thousands of 
disabled children and young people are in 
residential placements, often far from the 
family home. This includes placements 
in residential special schools, children’s 
homes, specialist colleges, care homes 
and mental health inpatient units. These 
are high cost placements which may be 
maintained for years. Robust data on the 
number of children in such placements, 
costs and outcomes is lacking.50

•  Independent sector provision. 13,500 
children with statements or EHC plans are 
placed in independent schools approved 
for SEN, funded by local authorities. 
Independent schools do not report pupil 
level data, so we have no information on, for 
example, their needs, outcomes, exclusions, 
attendance or looked after status. This 
is a growing sector, providing specialist 
placements for children with the most 
complex needs, including a majority of 
those in 52-week residential placements.51

iv. Difficulties in accessing and 
interpreting the data
This analysis endeavoured to locate and 
analyse all relevant national data published 
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by education, health and social care on 
disabled children with complex needs and 
life-limiting conditions. Much of the data 
on disabled children and young people that 
is collected, is not routinely analysed and 
published. For example, much of the social 
care data used in this analysis needed to be 
requested from DfE; and SEN data bulletins 
say nothing about residential placements.

Equally, much of the data requires a degree 
of expert knowledge to interpret it. For 
example, social care data at present suggest 
that very few looked after children are in 
residential special schools, but this is because 
placements in dual-registered institutions 
(i.e. special schools and children’s homes) 
tend to be recorded as children’s home 
placements. Recent changes should provide 
a clearer picture of the breakdown of these 
placements in future.52

This matters, because it can lead to 
misleading conclusions. For example, a recent 
draft report shared with the author from an 
influential health body commented on falling 
numbers of disabled children in England, 
due to a decrease in the number of children 
on SEN support.53 Our analysis of SEN data 
leads us to a very different conclusion: there 
are rising numbers of disabled children in 
England, especially those with the most 
complex needs.

There are some valuable data portals (see 
Annex A) which bring together data on 
disabled children and those with SEN (SEND), 
with in some cases, insights from research to 
help local commissioners and policy makers 
to interpret the data. However, we found no 

examples of a focus on disabled children with 
complex needs or life-limiting conditions 
or commentary on the rising number of 
children and young people with such needs. 

v. Good intentions but a lack of progress
A succession of reports and policy 
documents have highlighted local areas’ 
inability to map the number and needs of 
disabled children and young people in their 
area, reflecting shortcomings in both local 
and national data. To cite a few examples:

•  Academics at the Thomas Coram Research 
Unit were commissioned by DfES in 
2007/08 to conduct a survey of Directors 
of Children’s Services in England, to collect 
data on the number and characteristics of 
disabled children in their area. Despite a 
high response rate 'the survey information 
did not provide a reliable figure for the 
number of disabled children for each 
local authority… due to the difficulties 
local authorities had in identifying and 
counting disabled children and the different 
definitions of disability applied.' Disabled 
Children Registers did not yield adequate 
data on this cohort, often reflecting high 
service thresholds. In the end, the study 
estimated the number of disabled children 
using SEN data and data on disability 
benefits recipients, providing a range 
for each local area. These ranges are still 
widely used, as they provide the basis for 
estimating the number of disabled children 
in the local area profiles developed by 
ChiMat.54 55

•  Better Care, Better Lives (DH, 2008) 
which set out the Government strategy 
for improving children’s palliative care 
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services noted that: 'One of the biggest 
challenges facing children’s palliative care 
commissioners, providers and service users 
is a lack of uniform, regular and accurate 
information about the nature of life-limiting 
conditions and the services available to 
support them. This means that it is difficult 
to effectively plan, commission and deliver 
services to children and families where they 
are most needed...it is impossible to predict 
need, track prevalence or spot trends.'56

•  Professor Sir Ian Kennedy’s review of health 
services for children and young people in 
2010 found: 'Data in many areas of health 
and healthcare for children and young 
people is poor or non-existent… there 
appears to be only limited recognition that 
one of the consequences of extraordinary 
advances in care is the growing number of 
disabled children and young people who 
have very complex needs... Their needs 
must be factored into the calculation of 
priorities, as must the fact that they will 
now progress to adulthood.'57

•  A recent review (2016) of Local Safeguarding 
Children Boards' (LSCB) role in protecting 
disabled children found that 'many 
LSCBs are not systematically gathering 
and evaluating information on disabled 
children.'58

Yet there are clear requirements on local 
authorities and health commissioners to 
collect information on disabled children 
in their area, including the statutory 
requirement in the Children Act 1989 to 
maintain a Disabled Children’s Register and 
guidance expecting that information on 
disabled children should be included in Joint 
Strategic Needs Assessments.59

Local area inspections, following the 
recent SEND reforms,60 are providing some 
momentum to improve practice on this 
front, looking at amongst other things, 
how effectively local areas identify children 
and young people who have SEN and/or 
disabilities and how far identification and 
assessment information is used to inform 
joint commissioning.

A decade ago (2007), Aiming High for 
Disabled Children: Better support for 
families61 made clear commitments to 
improve data on disabled children and young 
people, through action at the local and 
national levels:

'To allow Local Authorities and PCTs to 
plan and provide for their population, 
Government will look to all Local Authorities 
and PCTs to collect data on:

•  the number of disabled children in their 
area, where possible classified by type of 
disability; and

•  the percentage of this disabled children 
population accessing both universal and 
specialist services, such as short breaks or 
therapy services.'

'The Government will…take forward  
further work to develop more consistent, 
compatible and comparable data on 
disability on which to base service planning, 
commissioning and provision at both a local 
and national level.'

The policy intention was absolutely right  
and the imperative remains, but there is still 
far to go in meeting these commitments.
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Section four: Conclusions and  
recommendations 

As a nation, we urgently need to develop a 
clearer picture of the number of disabled 
children and young people with complex 
needs and life-limiting illnesses, and how 
this is changing over time. We need to raise 
awareness of these important trends and 
ensure that local areas have access to robust 
data to help project future demand for 
specialist services.

Our 12 recommendations are grouped 
into four themes arising from this analysis, 
consultation, feedback and discussion at  
the expert workshop in November 2016.  
A list of workshop attendees can be found  
in Appendix F.

Filling the gaps

Department of Health
1.  Actively support and incentivise the 

reporting of data on childhood disabling 
conditions and associated support needs, 
within the Children and Young People’s 
Health Data Set. This should include:

    a.  Introducing incentives and penalties 
to strongly encourage data returns, 
for example, requiring data returns 
as an integral part of contractual 
arrangements and linking data returns 
to payments.

    b.  Developing a web-based interface to 
facilitate data collection.

Department for Education
2.  Require independent schools to report 

School Census pupil level data on children 
with statements/EHC plans, in line with 
requirements on non-maintained special 
schools. This has the support of the sector 
organisation, The National Association of 
Independent Schools & Non-Maintained 
Special Schools, and the Council for 
Disabled Children.

3. Improve disability social care data by:
     a.  Introducing a code for disability in the 

Looked After Children data set so that 
disability is recorded, even if it is not the 
main reason for being looked after.

    b.  Include all children with a disability in 
children in need census analyses on 
this cohort, not just children who have 
disability as their primary need.

     c.  Introduce a national data set for children 
and young people receiving support 
through early help, linked to children in 
need census data.

NHS Digital
4.  Ensure the continued collection of key data 

on young inpatients’ experiences of care, 
formerly gathered in the Learning Disability 
Census, including: adverse experiences, 
incidents, use of rapid tranquilisation and 
anti-psychotic medication, distance from 
home and length of stay.

5.  Break down mental health inpatient data 
to focus on young adults (aged 18-25 
years) as a key phase of transition when 
inpatient episodes rise. 
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Making better use of data already 
collected

Department for Education
6.  Ensure available data has a clearer focus 

on disabled children and young people 
in routine national data bulletins and 
statistical first releases, highlighting key 
trends, for example:

    a.  Analyses of children in need and looked 
after children data should include tables 
and commentary focussed on disabled 
children and young people

    b.  SEN data bulletins should include a 
section on children and young people 
with complex needs, including those in 
residential placements and those placed 
out of authority in independent and 
non-maintained special schools.

NHS Digital
7.  Develop an accessible, integrated data set/

portal (or ‘data cube’) drawing together 
relevant health data on disabled children 
and young people.

Towards an integrated data picture

Department of Health, Department for 
Education and NHS Digital
8.  As an early priority, develop an integrated 

data picture on disabled children and 
young people in residential placements 
(including residential special schools, 
specialist colleges, children’s homes, care 
homes and assessment and treatment 
units). This should be accelerated to 
inform the Lenehan Review of specialist 
residential placements.

9.  Building on this initial work, further 
develop an integrated data set on disabled 
children and young people, similar to 
data currently published on outcomes for 
looked after children. This should involve:

a.  Using data-matching to explore numbers, 
needs, pathways and outcomes

b.   Piloting unique identifying numbers, 
learning from the experience of Scotland, 
where Community Health Index numbers 
are used.

Raise awareness of these trends 
and generate robust local data

Ofsted and Care Quality Commission
10.  Reinforce the importance of robust, 

integrated data on disabled children and 
young people in local area inspections, 
identify and promote best practice on 
this front, in particular demonstrating 
the link between data and excellence in 
commissioning.

Department of Education, Public Health 
England with ChiMat and the Local 
Government Association
11.  Sharpen the focus on disabled children 

with complex needs and life-limiting 
conditions in local area reports generated 
by data portals (LAIT, LG Inform and 
ChiMat, see Annex A), drawing attention 
to key trends in national data, together 
with accessible research summaries.

12.  Identify local areas that have developed 
robust local data on disabled children 
and young people and disseminate their 
learning and experience to help other 
areas to make progress and support 
improved commissioning processes. 
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This annex briefly describes and provides 
links to a variety of accessible data sources 
on disabled children and young people, 
including several which provide local area 
breakdowns (listed first).

UK Census
The most widely cited estimates on disabled 
children come from the UK Census, a survey 
of all households in the United Kingdom, 
last carried out in 2011. This included the 
question:

Are your day-to-day activities limited 
because of a health problem or disability 
which has lasted, or is expected to last,  
at least 12 months? Respondents were 
able to reply:  
Yes, limited a lot / Yes, limited a little / No.

Census 2011 data indicate that overall 4% 
(511,600) children and young people aged 
0-19 years in England are disabled:

•  1.6% whose day to day activities are 
limited a lot (206,400 children and 
young people)

•  2.4% whose activities are limited a little 
(305,100) children and young people).62

Although now rather out of date, the 
Census 2011 figure, which can be 
broken down to the local level (and 
cross-tabulated with other Census data) 

provides a useful starting point for areas 
to explore their population of children 
and young people with complex needs 
and life-limiting conditions.  
https://www.nomisweb.co.uk/
census/2011

SEN & disability data portals
There are several data portals designed to 
help local authorities and CCGs to map out 
the number and needs of children with 
special educational needs and disabilities in 
their area. The key ones are:

•  ChiMat online tools and resources on 
children with disabilities, published by 
the National Child and Maternal Health 
Intelligence Network (ChiMat).  
http://www.chimat.org.uk/resource/
view.aspx?QN=DISABILITY_
CHIMATTOOLS

•  Local Authority Interactive Tool 
(LAIT) published online by DfE, 
enabling local authorities to make 
comparisons across a range of 
education and children’s services’ data. 
https://www.gov.uk/government/
publications/local-authority-
interactive-tool-lait

•  LG Inform hosted by the Local 
Government Association with support 

Annex A: Data sources on the number and needs  
of disabled children in England 

Section five: Annexes
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from DfE, which includes a local area 
SEND comparison tool.  
http://lginform.local.gov.uk/reports/
view/send-research/local-area-send-
report?mod-area=E92000001&mod-
group=AllLaInCountry_England

Department of Work and Pensions 
data on disability benefits
Another source which can be broken down 
to the local level and downloaded, are the 
data collected by the Department of Work 
and Pensions (DWP) on disability benefits 
recipients.

The Disability Living Allowance (DLA) for 
children may help with the extra costs of 
looking after a child who is under 16 and has 
difficulty walking or needs more care than 
a child of the same age who doesn’t have a 
disability. There are two components: care 
and mobility, each with two to three different 
rates reflecting the level of support required 
day-to-day.63

Data on the number of children receiving 
DLA at different rates, broken down by  
age, type of impairment and other variables 
is easy to select and download using the 
DWP data portal, NOMIS.64  
https://www.nomisweb.co.uk/

Family Resources Survey (national 
and regional statistics)
A national (and regional) source of disability 
statistics is the Family Resources Survey 
(FRS), a major annual survey commissioned 
by DWP to provide evidence on the incomes 
and circumstances of UK households. Like 
the UK Census, this uses the Equality Act 

2010 definition of disability.65 The latest 
FRS (2014/15) indicates that 7% of children 
in the UK have a disability, a much higher 
figure than Census 2011. The FRS also 
provides a breakdown by type of impairment 
against a list of definitions, with individuals 
self-reporting as many impairments as 
relevant, as well as information on household 
composition and benefits received.
https://www.gov.uk/government/
statistics/family-resources-survey-
financial-year-201415 (See main report. 
Scroll down for disability data tables, 
although these are only broken down to the 
regional level. More detailed data for research 
may be accessed via the UK Data Service.)

Health Survey for England
Another major household survey which 
includes data on disability and ill-health 
among children and young people is the 
Health Survey for England. This aims to 
provide information on changes in health 
and lifestyles. Around 8,000 adults and 2,000 
children take part in the survey each year, 
through an interview and if participants 
agree, a visit from a nurse. It includes data on 
children aged 2-15 years. Young people aged 
16 and above are counted as adults, in line 
with most health data.

The latest survey (2015) found that just 
under 8% of children (9% of boys and  
6.5% of girls) have a ‘limiting longstanding 
illness’, reducing their ability to carry out 
day-to-day activities. http://www.content.
digital.nhs.uk/catalogue/PUB22616 (Scroll 
down for trend data etc. More detailed data 
may be accessed via the UK Data Service,  
via the webpage.)
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Annex B: What can we learn from national data on 
children and young people with special educational 
needs (SEN)? 
 

The number of children with SEN in schools 
in England has fallen by one fifth in the 
last decade to 1.23 million in January 2016 
(driven by recent reforms and criticism 
by Ofsted that schools were identifying 
too many children as having SEN).67 Over 
the same period, the proportion of school 
children with more significant SEN, requiring 
specialist support provided through a 
statement or an education, health and care 
(EHC) plan remained steady at 2.8% or 
237,000 children in 2016. 

Across all children with statements/EHC 
plans, 73% are boys and 27% are girls (a more 
pronounced gender gap than in the social 
care or mental health data). The number of 
school children with statements/EHC plans 
increases with age, peaking at 15 years. 

Autistic spectrum disorder (ASD) is the most 
common primary need amongst children 
with statements/EHC plans. 57,200 children 
have a statement/EHC plan for ASD, just 
over one quarter (26%) of all children with 
statements/EHC plans. The great increase 
in the number of children with ASD is the 
clearest trend in the education data, across 
both mainstream and special schools. 
This trend is also evident in our analysis of 
disabled children in need. 

Children with statements or EHC plans are 
now more likely to attend a special school 
than a mainstream school. Our analysis 
suggests that this mainly reflects rising 
numbers of children with complex needs 
over the past decade, rather than a drift  
away from inclusion, as: 

•  Special schools are working with a cohort 
of children whose needs are more complex 
than a decade ago 

•  The number of children with complex 
needs in mainstream schools has also risen. 

The opportunity for children with complex 
needs to choose to attend a special or 
mainstream school varies greatly depending 
on where they live. Many more are included 
in primary schools than secondary schools. 
The great majority of those in mainstream 
schools are learning alongside their peers, 
rather than in separate units or specially 
resourced provision. 

A very narrow estimate of the number of 
children with complex needs in schools in 
England in 2016 is 73,000, made up of: 

•  10,900 children with profound and multiple 
learning difficulties (PMLD) 

•  32,300 children with severe learning 
difficulties (SLD) 

Key facts and stats66
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•  27,500 children with autistic spectrum 
disorder (ASD) attending special schools

•  2,300 children with multi-sensory 
impairments. 

The equivalent figure in 2004 was 49,300. 
This suggests that the number of school 
children with complex needs (narrowly 
defined, as above) in England has risen by 
nearly 50% since then. 

The actual number is certainly higher, as 
children with other primary needs may have 
complex needs and because there are some 
important gaps in School Census data (the 
fullest data set available on children with 
SEN). Notably: 

•  13,500 children with statements/EHC 
plans in independent schools, many with 
complex needs as this sector provides some 
of the most specialist placements

•  23,100 more young people aged 16-25 
years with statements/EHC plans who 
are not included in School Census data, 
including over 1,000 aged 20-25 years.68 
It is likely that most of these young adults 
have complex needs. 

Another way of estimating the number of 
children and young people with complex 
needs is to look at the number of children 
and young people with statements/EHC 
plans in specialist placements. In 2016, a 
total of 117,900 children and young people 
with statements or EHC plans were placed in 
special schools or specialist colleges, with a 
small number in hospital schools.69 

Over 5,200 children with the most complex 
needs live away from home in residential 
special schools. A recent survey suggests that 
this includes over 1,100 in full-time 52-week 
placements.
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Sources 
1.  School Census data for January 2016 

from SFR 29-2016, including national, 
local authority and additional tables, and 
national tables from previous years.70 
Breakdown of needs profile of children in 
mainstream resourced provision/specialist 
units and on residential placements by 
special request to DfE. The data requested 
from DfE is published online at https://
councilfordisabledchildren.org.uk/help-
resources/resources/data-report 

2.  SEN2 data for January 2016 reported by 
local authorities on all children for whom 
they maintained a statement/EHC plan, 
published in SFR 17-2016.71 

3.  Data on looked after children with SEN in 
2015, published in SFR11-2016.7 

Data limitations 

1.  Schools record children’s primary needs, 
against a standard list of codes and 
descriptions (see Annex G). Secondary 
needs are reported for a minority of 
children and do not feature in most of the 
published data tables. 

2.  The School Census is a rich source of 
information on children aged 5-16, but 
less complete for younger and older age 
groups, as some are not in education and 
some are in settings which do not report 
data on individual children. 

3.  Independent schools are not required 
to report pupil level information, so the 
growing number of children with complex 
SEN placed in these schools are omitted 
from most published data.

4.  Local authority data provides a fuller 
picture across the whole age range (0-
25 years) and all sectors, but cannot be 
broken down by type of need. 

5.  Data on children in residential placements 
are collected in the School Census but are 
not published routinely. 

Rounding conventions 
National headline figures (e.g. in executive 
summary) are rounded to the nearest 100. 
Most other data are rounded to the nearest 
5, with some to the nearest 10 (if published 
on that basis). Percentages are rounded 
to nearest whole percentage point, except 
for figures under 10, which are rounded 
to one decimal place. Analysis of rounded 
data can give rise to small differences 
(usually not more than 1 percentage point 
or <10 children) which would be avoided if 
unrounded data were available. 

We have not tested the significance of 
these data, but where there are doubts 
about robustness or potentially misleading 
conclusions (e.g. data on secondary needs 
and ethnicity), these are made clear to  
the reader.

Data notes
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1. How many children have SEN?  

How many have statements or EHC plans? 

Does this vary at local level?72

Just over 14% of the school population  
have special educational needs (SEN),  
around 1.23 million children.

This includes 2.8% of school children 
(237,000 children) who need more support 
than schools can reasonably be expected to 
provide, who have a statement or EHC plan.73 

Local authorities and health commissioning 
bodies must ensure that the special 
provision set out in a child’s statement or 
EHC plan is made.74

The proportion of school children with 
statements or EHC plans has remained 
steady throughout the last decade at 2.8%. 
Demographic trends mean that the actual 
number of children with statements or  
EHC plans has increased by just over 4,000 
since 2007.

Meanwhile the overall number of school 
children with SEN has fallen by around one-
fifth (22%). This apparent decline in SEN 
prevalence is driven by a sharp decrease in 
the number of children on SEN Support75 in 
school, who do not have a statement or EHC 
plan. This reflects recent reforms and criticism 
by Ofsted that schools were identifying too 
many children as having SEN.76

How does this vary at local authority level?77

In interpreting SEN data, it is important to 
understand that SEN is a relative concept. 
SEN is defined as having ‘a learning 
difficulty or disability which calls for special 
educational provision to be made’. SEN 
provision is defined as ‘additional to or 
different from that generally made for others 
the same age’ in mainstream settings.78

This means that where schools have the 
skills and resources to respond to children 
with higher levels of need without needing 
to seek advice and support from local 

Chart 1: Percentage of pupils with statements or EHC plans in each local 

authority, based on where children attend school
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Source: SFR 29-2016 local authority table 12 (School Census data). 
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specialist services, fewer children ‘have’ SEN. 
In some areas, local authorities have actively 
invested in developing the capacity of local 
schools to respond to SEN, which over time 
has resulted in lower numbers of pupils with 
statements or EHC plans (and in some areas, 
fewer attending special schools).

The proportion of school age children 
with statements or EHC plans varies more 
than five-fold, from 0.8% of children in the 
London Borough of Newham to 4.5% in West 
Berkshire with a mean of 2.8%.79 This wide 
variation reflects local policy more strongly 
than factors such as area deprivation.80

2. What do we know about the needs and 

personal characteristics of children with 

statements or EHC plans?  

Which needs are associated with complexity?

Primary needs of children with  

statements/EHC plans81

The proportion of children with statements/

EHC plans varies greatly depending on  
their primary need. Nine out of ten  
children with severe learning difficulties  
(SLD, 90%) and profound and multiple 
learning difficulties (PMLD, 91%) have 
statements or EHC plans, indicative of the 
complexity of their needs. 57% of children 
with autistic spectrum disorder (ASD)  
have statements or EHC plans, a large and  
growing cohort. Taken together, these 
children with these three needs, make up 
58% of the special school population  
(see section 3).

Given the greater likelihood of having 
a statement or EHC plan and attending 
special school, these primary needs can 
be associated with complexity.82 For the 
purposes of this analysis, we focus most 
closely on these three needs, to shed light 
on trends in prevalence and provision for 
children with complex disabilities.
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Chart 2: Children at SEN support or with a 
statement/EHCP, by type of primary need 
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Chart 2: Children on SEN support or with a statement/ EHCP, by type  

of primary need

Source: SFR 29-2016 (analysis of table 8), School Census data. Note: excludes ‘other difficulty/disability’ and ‘SEN 
support, no specialist assessment’ categories of need. 
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ASD is now the most common primary  
need amongst children with statements  
or EHC plans. 57,210 children have a 
statement/EHC plan for ASD, just over  
one quarter (26%) of all children with 
statements/EHC plans.

The next most common primary needs 
amongst children with statements or 
EHC plans are speech, language and 
communication needs (SLCN), moderate 
learning disabilities (MLD), severe learning 
difficulties (SLD) and social, emotional and 
mental health difficulties (SEMH) respectively. 
However, with the exception of SLD, the great 
majority of children with these primary needs 
are on SEN support (table 1).

Secondary needs83

Schools are able to report a secondary need 
for children with SEN in the School Census, 
but they generally do not. Among pupils with 
statements/EHC plans, many of whom have 

complex needs, the majority (57%) only have 
a primary need reported. So in interpreting 
secondary needs data, it is important to bear 
in mind that fuller data might reveal different 
trends. Nonetheless, secondary data throws 
some light on which needs are commonly 
associated. This short section looks at the 
secondary needs reported for children with 
statements or EHC plans with a primary need 
of PMLD, SLD or ASD.

Profound and multiple learning difficulties: 
54% have no secondary need identified,  
even though PMLD is closely associated  
with complexity. Physical disability is the  
most common secondary need, for 13%, 
followed by visual impairment, 11%. The 
next most common secondary needs are 
SLCN (6%) and ASD (6%). In addition, 785 
children are reported to have PMLD as a 
secondary need; their primary needs are 
most commonly physical disability (33%), 
ASD (19%) and SLD (15%).

1. How many children have SEN? How many have statements or EHC plans? How does this 
vary at local level? 
 

P.3 

2. What do we know about the needs and personal characteristics of children with 
statements or EHC plans? Which needs are associated with complexity? 
 

P. 

3. Which type of school do children with complex needs attend? Has this changed over 
time? Does this vary at local level? What do we know about residential placements? 
 

p. 

 

Primary SEN  
Children with a 
statement/EHCP 

% with 
statement/ 
EHCP 

No. on SEN 
support 

% on SEN 
support Total no.  

ASD 57,210 57% 42,800 43% 100010 
SLCN 30,940 14% 190,515 86% 221455 
MLD 29,650 11% 243,975 89% 273625 
SLD 29,000 90% 3,305 10% 32305 

SEMH 27,260 15% 157,670 85% 184930 
PD 12,875 39% 20,025 61% 32895 

PMLD 9,955 91% 960 9% 10915 
SpLD 8,940 6% 142,215 94% 151155 

HI 5,935 29% 14,560 71% 20500 
VI 3,330 29% 8,260 71% 11590 

MSI 630 27% 1,670 73% 2300 
Total  221,225 20% 911,685 80% 1132905 

 

Type of SEN Most commonly occurring with (in order of frequency): 
Profound and multiple 
learning difficulties 

Physical disability  
Visual impairment 
Speech, language & communication needs  
Autistic spectrum disorder 

Severe learning 
difficulties 

Autistic spectrum disorder  
Speech, language & communication needs  
Physical disability 

Autistic spectrum 
disorder  

Speech, language & communication needs  
Severe learning difficulties 
Social, emotional and mental health  
Moderate learning difficulties 

 

Ethnic group  Number % 
White 160,115 3.1 
Mixed 11,215 3.1 
Asian 19,040 2.6 
Black 13,980 3.6 
Chinese 655 2.3 
Other 3,090 2.6 
All pupils  210,850 3.0 
 

 

Table 1: Which types of need are met through a statement/EHC plan and  

which through SEN support in school? 

Source: SFR 29-2016, analysis of table 8 (School Census data, rounded to nearest 5). Note: excludes children on ‘SEN 
support, no specialist assessment’ and those with ‘other’ difficulties/disabilities, so total does not equal sum of rows. 
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Severe learning difficulties: 49% have no 
secondary need identified, even though SLD 
is strongly associated with complexity. 18% 
have a secondary need of ASD. The next most 
common secondary needs are SLCN (15%) 
and physical disability (7%).

There are also 6,345 children for whom SLD 
is identified as a secondary need, 65% with 
a primary need of ASD, 11% SLCN and 10% 
physical disability.

Autistic spectrum disorder: 61% have 
no secondary need identified. The most 
common secondary needs identified are 
SLCN (13%), SLD (7%, 4100 children) and 
SEMH (7%). 

ASD is also reported as the secondary need 
for just over 12,000 children, most commonly 
those whose primary need is SLD (44%), MLD 
(17%), SLCN or SEMH (each at 13%).

These data appear broadly consistent with 
academic research84 in suggesting that 

learning disabilities and ASD often occur 
together; at the severe and complex end 
of the spectrum, often associated with 
significant communication difficulties.85

Personal characteristics

Gender86

Across all children with statements or  
EHC plans, 73% are boys and 27% are  
girls (a slightly higher percentage of males 
than for the other data sets analysed). There 
are more boys than girls across all types of 
primary need (Chart 3).

The gender difference is greatest among 
children with the most common primary 
needs – social, emotional and mental  
health difficulties, autistic spectrum disorder 
and speech, language and communication 
needs; and narrowest among children  
with sensory impairments, profound and 
multiple learning disabilities and physical 
disabilities.

Table 2: Which primary and secondary needs commonly occur together in 

children with statements or EHC plans? 

1. How many children have SEN? How many have statements or EHC plans? How does this 
vary at local level? 
 

P.3 

2. What do we know about the needs and personal characteristics of children with 
statements or EHC plans? Which needs are associated with complexity? 
 

P. 

3. Which type of school do children with complex needs attend? Has this changed over 
time? Does this vary at local level? What do we know about residential placements? 
 

p. 

 

Primary SEN  
Children with a 
statement/EHCP 

% with 
statement/ 
EHCP 

No. on SEN 
support 

% on SEN 
support Total no.  

ASD 57,210 57% 42,800 43% 100010 
SLCN 30,940 14% 190,515 86% 221455 
MLD 29,650 11% 243,975 89% 273625 
SLD 29,000 90% 3,305 10% 32305 

SEMH 27,260 15% 157,670 85% 184930 
PD 12,875 39% 20,025 61% 32895 

PMLD 9,955 91% 960 9% 10915 
SpLD 8,940 6% 142,215 94% 151155 

HI 5,935 29% 14,560 71% 20500 
VI 3,330 29% 8,260 71% 11590 

MSI 630 27% 1,670 73% 2300 
Total  221,225 20% 911,685 80% 1132905 

 

Type of SEN Most commonly occurring with (in order of frequency): 
Profound and multiple 
learning difficulties 

Physical disability  
Visual impairment 
Speech, language & communication needs  
Autistic spectrum disorder 

Severe learning 
difficulties 

Autistic spectrum disorder  
Speech, language & communication needs  
Physical disability 

Autistic spectrum 
disorder  

Speech, language & communication needs  
Severe learning difficulties 
Social, emotional and mental health  
Moderate learning difficulties 

 

Ethnic group  Number % 
White 160,115 3.1 
Mixed 11,215 3.1 
Asian 19,040 2.6 
Black 13,980 3.6 
Chinese 655 2.3 
Other 3,090 2.6 
All pupils  210,850 3.0 
 

 

Source: SFR 29-2016 additional tables (table G). Caution: 57% of children with statements/EHC plans did not have a 
secondary need recorded, these data may be unrepresentative.
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Age87

The number of children with statements or 
EHC plans rises with age, peaking at 15 years. 
The greatest increases in the number of 
children with statements or EHC plans occur 
around the time of transition between phases 
of schooling – at ages four and five, when 
children start primary school; and to a lesser 
extent, at ages 10 and 11, around transition to 
secondary school.

The age distribution of children with 
statements/EHC plans varies significantly by 
type of primary need (Chart 4).

The age distribution of MLD and SEMH (two 
of the most numerically important primary 
needs) stands out, with relatively fewer 
children in the primary phase and a fairly 
steady, gradual growth in numbers continuing 
into secondary education, peaking at 14-15 
years. This probably reflects school factors (i.e. 
the more demanding secondary curriculum, 
larger schools and many different teachers) 

and the onset of adolescence, as much as any 
underlying ‘impairments’.

By comparison, the proportion of children 
with SLD, PMLD, SLCN and MSI is highest in 
the primary phase:

•  For SLCN, this may reflect child 
development: as difficulties often become 
obvious during primary education and this 
tends to be a key phase for intervention

•  For SLD, PMLD and MSI, this may reflect the 
fact that these children have complex needs 
which are often evident from an early age.

Meanwhile the proportion of children with 
statements/EHC plans for ASD peaks at 11 
years. This may reflect the transfer of children 
on the severe/complex end of the autistic 
spectrum to special schools at this age (so a 
statement/EHC plan is produced then88); and 
for those at the mild end of the spectrum, 
perhaps a widening learning gap and more 
social and behavioural challenges, similar to 

Source: SFR29-2016 Additional tables (table A), School Census data. Note: Excludes children with ‘no specialist 
assessment’ and those with ‘other disability/difficulty’.

Chart 3: Gender profile of children with statements or EHC plans, Jan 2016
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Chart 4: Age distribution of children with statements/EHC plans, by type of primary need

Source: SFR 29-2016 additional tables (analysis of table B), selected needs. Note: School Census data is most complete for 
children of school age, those outside this age range are under-represented in this graph.
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the trend observed for children with MLD and 
SEMH. In terms of sheer numbers, this graph 
also illustrates how significant ASD  
has become throughout primary and 
secondary education.

Data collected from local authorities on 
children for whom they maintain statements/
EHC plans across all types of provision gives 
a fuller picture of the age breakdown of 
children and young people with statements/
EHC plans and how that is changing. In the 
seven years from 2010 to 2016, the number 
of statements/EHC plans maintained by local 
authorities rose by 12%, including:

•  Under-fives: up 11% to 10,515
•  5-10 year olds: up 14% to 92,215
•  11-15 year olds: down 6% to 111,225
•  16-19 year olds: up 104% to 41,300
•  20-25 year olds: up to 1065 in 2016, from 

only 10 in 2015 and none before that.89

So the biggest growth areas for local 
authorities at present are in the 16-19 sector 
(with the transfer of many young people from 
learning disability assessments to EHC plans) 
with new demands for the 20-25 year age 
group, reflecting major reforms introduced 
under the Children and Families Act 2014.90 

It is likely that many of these young adults 
have complex needs and require local 
authority funding to continue in education, 
for example, by attending a specialist college91.

Ethnicity92

The relationship between ethnicity and SEN 
is complex, with many other variables such as 
socio-economic status, language and cultural 
barriers influencing children’s outcomes.93  
At an aggregate level, the School Census 
shows the following figures (table 3).

This suggests that black pupils are slightly 
more likely to have statements or EHC plans 
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Source: SFR 29-2016 national tables (table 6), School Census data rounded to nearest five. Given small 
values and small differences, % figures in this table are shown to one decimal place. Note: Omits ‘other’ 
and ‘unclassified’ categories. 

and Asian pupils are slightly less likely, on 
average. However, there is more variation 
within some of these ethnic groups than 
between them (see paragraphs below), so we 
cannot draw meaningful conclusions at this 
aggregate level.

There is even greater variation when these 
data are broken down by type of primary 
need, but again, much caution should be 
attached to any conclusions.94

SLD

The incidence of SLD across all pupils with 
statements/EHC plans is 13%. This ranges 
from 12% of children of ‘mixed’ origin to  
17% of Asian children with statements/EHC 
plans, and within the Asian grouping, 18%  
of Pakistani children – the highest 
incidence of SLD. Amongst black pupils 
with statements/EHC plans, the incidence of 
SLD ranges from 9% of those of Caribbean 
heritage compared to 15% of those of Black 
African heritage, illustrating wide variation 
within ethnic groupings.

PMLD

The incidence of PMLD across all pupils with 
statements/EHC plans is 4%. The greatest 
variation from this is seen in the Asian 
population, with an incidence of 8%, rising 
to 10% among pupils with statements/EHC 
plans of Pakistani origin.

ASD

The incidence of ASD is 26% across all pupils 
with statements/EHC plans. Asian children 
with a statement/EHC plan are the ethnic 
group least likely to have ASD, largely because 
of the lower level of ASD amongst children of 
Pakistani origin (17%), the largest of the Asian 
communities. Indian, Bangladeshi and other 
Asian background children all have a slightly 
higher incidence of ASD (26%-28%).

A higher incidence of ASD is seen among 
Black children with statements/EHC plans 
(35% overall), in particular, those of Black 
African origin (38%); with, as for SLD, a 
significantly lower incidence amongst those 
of Caribbean heritage (29%).

1. How many children have SEN? How many have statements or EHC plans? How does this 
vary at local level? 
 

P.3 

2. What do we know about the needs and personal characteristics of children with 
statements or EHC plans? Which needs are associated with complexity? 
 

P. 

3. Which type of school do children with complex needs attend? Has this changed over 
time? Does this vary at local level? What do we know about residential placements? 
 

p. 

 

Primary SEN  
Children with a 
statement/EHCP 

% with 
statement/ 
EHCP 

No. on SEN 
support 

% on SEN 
support Total no.  

ASD 57,210 57% 42,800 43% 100010 
SLCN 30,940 14% 190,515 86% 221455 
MLD 29,650 11% 243,975 89% 273625 
SLD 29,000 90% 3,305 10% 32305 

SEMH 27,260 15% 157,670 85% 184930 
PD 12,875 39% 20,025 61% 32895 

PMLD 9,955 91% 960 9% 10915 
SpLD 8,940 6% 142,215 94% 151155 

HI 5,935 29% 14,560 71% 20500 
VI 3,330 29% 8,260 71% 11590 

MSI 630 27% 1,670 73% 2300 
Total  221,225 20% 911,685 80% 1132905 

 

Type of SEN Most commonly occurring with (in order of frequency): 
Profound and multiple 
learning difficulties 

Physical disability  
Visual impairment 
Speech, language & communication needs  
Autistic spectrum disorder 

Severe learning 
difficulties 

Autistic spectrum disorder  
Speech, language & communication needs  
Physical disability 

Autistic spectrum 
disorder  

Speech, language & communication needs  
Severe learning difficulties 
Social, emotional and mental health  
Moderate learning difficulties 

 

Ethnic group  Number % 
White 160,115 3.1 
Mixed 11,215 3.1 
Asian 19,040 2.6 
Black 13,980 3.6 
Chinese 655 2.3 
Other 3,090 2.6 
All pupils  210,850 3.0 
 

 

Table 3: Number and % of children with statements or EHC plans, 

by ethnic group (main headings)
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Free school meals95

Children from low income households are 
eligible for free school meals96 and this is 
reported in the School Census. Although far 
from a perfect measure, take-up of free school 
meals is widely used as a proxy for exploring 
the link between poverty and educational 
outcomes.

The relationship between disability, special 
educational needs and poverty is well 
established.97 Children with statements or 
EHC plans are more than two and a half times 
more likely to be from low income homes, 
compared to children without SEN: 32% of 
those with statements or EHC plans are on 
free school meals compared to 12% of pupils 
without SEN. Meanwhile 26% of pupils on 
SEN support have free school meals. This 
varies significantly across different primary 
needs and children with SEMH, MLD or 
SLD are the most likely to be on free school 
meals (Chart 5). The chart below also shows 
that across all types of need, pupils with 

statements/EHC plans are more likely to be 
eligible for free school meals than those on 
SEN support. This suggests that children from 
poorer homes are more likely to have higher 
support needs (requiring a statement/EHC 
plan) than children with the same primary 
needs from more affluent homes.

Looked after status98

The primary needs profile of children who  
are looked after by the local authority99 
and have a statement or EHC plan differs 
significantly to that of all children with 
statements or EHC plans.

Children who are looked after are three times 
more likely to have SEMH as their primary 
need (38% compared to 13%), but less than 
half as likely to have ASD (10% vs. 25%). The 
next biggest difference is in the proportion 
with SLCN, the primary need of 8.5% of 
looked after children with statements or EHC 
plans compared to 14% of all children with 
statements or EHC plans.

Chart 5: Percentage of children with SEN taking up free school meals, 

by primary need (Jan 2016)

Source: School Census. SFR29-2016 additional tables (analysis of table D). Note: Omits children on SEN support with 
no specialist assessment of type of need and children with ‘other disability/difficulty’.
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mainstream special 

3. What type of school do children with 

complex needs attend? Has this changed 

over time? Does this vary at local level? What 

do we know about residential placements?

The majority of children with complex needs 
attend special schools. 79% of children with 
SLD and 81% of those with PMLD are in 
special schools (including a small number on 
SEN support). Children with ASD are the next 

most likely group to attend a special school 
(27% of children with ASD go to a special 
school) and at 27,470 children, represent  
the largest group in special schools today.100 

How has this changed over time?101

Looking back over the last ten years, the 
number of children with statements/ 
EHC plans:

Chart 6: Mainstream vs special school placements for children with SEN, 

by type of primary need

Source: School Census data from SFR 29-2016 national tables (table 8). Note: includes children on SEN support 
as well as those with statements/EHC plans. 

Chart 7: Children with statements/EHC plans by type of school, 2007-2016
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•  In primary schools, has fluctuated from  
year to year. In 2016, 1.3% of primary  
school children had a statement/EHC plan 
(60,445 children)

•  In secondary schools, has fallen in every year, 
down 15,450 or 22% since 2007. 1.7% of 
students in mainstream secondary schools 
have statements/EHC plans.

Meanwhile the number of children in 
maintained special schools (including those 
without a statement or EHC plan102) has risen 
every year, up 18,620 (22%) since 2007.
This trend is reinforced when one looks at the 
rising numbers of children with statements/
EHC plans placed by local authorities in 
independent schools. Such placements have 
risen by 74% in the last decade, from 7,760 
to 13,530 children. Independent schools 
approved for SEN provision cater for many 
children with the most complex needs, such 

as those in 52-week residential placements.103 
As these schools are not required to report 
data on individual pupils in the School 
Census, this represents a major gap in our 
data picture.

Meanwhile placements of children with 
statements in non-maintained special 
schools (not for profit, typically voluntary 
sector) have declined slowly, by 885 children 
over the last decade, a fall of 19%. Data on 
these children are reported, so are included 
in the School Census figures cited throughout 
this analysis. Taken together, out of authority 
placements of children with statements/EHC 
plans in non-maintained and independent 
special schools have risen by 39% in the past 
ten years, an increase of 4,885 children.
Overall, in the last decade, we can observe a 
trend away from mainstream placements, in 
favour of special school provision (Chart 7), in

Chart 8: Change in the primary needs of children in special schools  

between 2004 and 2016 (increases on right, decreases on left)

Source/notes: SFR 29-2016 national tables (table 8) compared to SFR 44-2004 (table 9). School Census data, excludes children 
in independent schools. Figures rounded to nearest 5. Categories 'other difficulty/disability' and 'no specialist assessment' 
excluded. Hearing impairment, visual impairment and multi-sensory impairments aggregated into 'sensory' category. 
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spite of long-standing policy on inclusion, 
enshrined in international and domestic 
legislation.104 As we see in the next section, 
this trend is clearest at secondary level.

In 2016, more children with statements/
EHC plans were in special schools than 
mainstream schools.

Does more children in special schools 

represent a drift away from inclusion, or a 

pragmatic response to rising numbers of 

children with complex needs?

To shed light on this question, we explored 
how the needs profile of children in  
special schools has changed, as far back  
as the data allow. We also looked at the 
changing pattern of provision for children 
with the needs most associated with 

complexity: PMLD, SLD and ASD at the 
severe/complex end of the spectrum.

Needs profile of children in special schools 

2004 to 2016

The needs profile of children in special 
schools has changed strikingly over the last 
decade and beyond. Special schools are now 
working with many more children who have 
severe and complex needs than in 2004 
(Charts 8 & 9). 

The most important change (as for 
mainstream education) is the great increase 
in the number of children with ASD. In the 
special school cohort, this probably includes 
a significant number who have SLD and 
behaviour described as challenging.105 
We know from academic research106 that 

Chart 9: Changing needs profile of children in special schools,  

2004-2016 (bi-yearly data)

Source/notes: SFR 29-2016 national tables (table 8) and equivalent data at two-year intervals, back to 2004. Latest data 
rounded to nearest 5, 2004 data was rounded to nearest 10. Excludes children in independent schools. Categories 
'other difficulty/disability' and 'no specialist assessment' excluded. Hearing impairment, visual impairment and 
multi-sensory impairments aggregated into 'sensory' category. The category BESD (behavioural, emotional & social 
difficulties) was replaced by SEMH (social, emotional and mental health) in 2015 which is similar, but not identical. 
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this cohort form an important part of the 
residential special school population, but data 
limitations mean that this is not evident in 
national statistics. 107 

There are also important increases in the 
number of children with severe or profound 
and multiple learning disabilities in special 
schools (c.6,400 more combined, since 2004) 
and a big fall in numbers with MLD. There is 
also a steady rise in the number of children 
and young people whose main need is SLCN, 
which again, may include more children on 
the autistic spectrum.108 

This analysis confirms, as anecdotal evidence 
has long suggested, that special schools are 
catering for a cohort of children with more 
complex needs than a decade ago. 

Changing pattern of provision for children 

with PMLD, SLD and ASD with a statement/

EHC plan, 2004-2016

To understand these trends further, we 
explored the changing pattern of provision 

for children with SLD, PMLD and ASD at the 
severe/complex end of the spectrum.

PMLD

Number of children with PMLD has risen 
in every year since 2004 (as far back as our 
data goes) and by 40% overall, to 10,915 
(Chart 10). This is a really important trend, 
as these children are likely to need support 
from health and social care throughout 
their lives.109  More than 90% of children 
with PMLD have a statement or EHC plan. 
Just over 1,700 attend mainstream primary 
schools, an increase of just over 50% 
since 2004. Nearly 400 attend mainstream 
secondary schools, a similar increase over 
time. In other words, many more children 
with PMLD are being included in mainstream 
education now, compared to a decade ago.

Only 11% of children with a statement or 
EHC plan and a primary need of PMLD in 
mainstream schools are in specially resourced 
provision or units, while nearly nine out of 
ten are learning alongside their peers.110

Chart 10: Children with PMLD in schools in England, 2004-2016

Source/notes: SFR 29-2016 national tables (table 8) and equivalent data at 2-year intervals, back to 2004. 
Includes all children with PMLD including those (probably young children) whose needs were met at 
School Action Plus, now replaced by SEN Support (*2016 data). Excludes children in independent schools. 
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Chart 11: Children with SLD in schools in England, 2004-2016*

Source/notes: SFR 29-2016 national tables (table 8) and equivalent data at 2-year intervals, back to 2004. 
Includes all children with SLD including those (probably young children) whose needs were met at 
School Action Plus, now replaced by SEN Support (*2016 data). Excludes children in independent schools. 

Nonetheless, the great majority are in special 

schools, nearly 8,800 in January 2016, a 

growth of 38% since 2004 (Chart 10).

SLD

The growth in the number of children  

with SLD since 2004 appears modest 

(barely 300, with decreases in some years). 

Nonetheless, the 32,305 children with a 

primary need of SLD (in 2016) represent  

a numerically important group in our  

school population. The modest growth in 

numbers over time may be explained in  

part by the rapidly-rising number of children 

with a diagnosis on the autistic spectrum,  

as these two needs often occur together.111 

 In other words, children who in the past  

may have been reported (by SENCOs filling 

in the School Census) as having SLD as their 

primary need, may now be considered to 

have ASD as their primary need.

Children with SLD, like those with PMLD, 
may require support from health and social 
services throughout their lives.112

In contrast to those with PMLD, children 
whose primary need is SLD are now less likely 
to be included in mainstream schools than in 
2004 (Chart 11): the number in mainstream 
primary schools has fallen by 2,770, and 
the number in mainstream secondary by 
935113; with a commensurate increase in 
the special school population (+3,985). This 
may be because SLD is often associated with 
behaviour described as challenging;114 or it 
may be that many children with SLD now 
have a diagnosis on the autistic spectrum 
(considered next), so primary needs data do 
not show us the full picture.

ASD

The great increase in the number of children 
whose primary need is ASD is the clearest 
trend in the education data, evident in 
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both the mainstream and special school 
cohorts. Autistic spectrum disorder ranges 
from the mild to severe and complex. The 
School Census does not include a marker 
for complexity, but it would be reasonable 
to assume that on average, children with a 
statement or EHC plan have more complex 
needs than those without (acknowledging 
local variations in practice, Section 1); and 
that those in special schools generally 
have more complex needs than those in 
mainstream education.

If we use this approach to explore the trends 
amongst children with more complex ASD, 
significant increases are evident over the  
past decade. Since 2004, the number of 
children with ASD with a statement or EHC 
plan in mainstream schools or attending a 
special school has grown (Chart 12):

• In primary schools, by 54%
• In secondary schools, by 182%
•  In special schools (including children 

without a statement/EHC plan) by 219%.

Of those in mainstream, 17% were in 
specially resourced provision or units, with 
the great majority learning alongside their 
peers in mainstream classes.115

In 2016, there were 57,615 children with 
more complex ASD (using the above 
definition) in schools in England, well more 
than twice the number (24,120) in 2004. Just 
under half (48%) of these pupils in 2016 were 
in special schools.

In conclusion, our analysis of primary needs 
data, with a particular focus on PMLD, SLD 
and ASD, shows that:

•  Special schools are catering for many  
more children with complex needs than a 
decade ago

•  Mainstream schools, particularly primary 
schools, are also catering for many more 
children with complex needs (PMLD and 
ASD with a statement/EHC plan), although 
fewer children with SLD.

Chart 12: Growth in children with ASD with higher support needs*  

in schools in England, 2004-2016

Source/notes: SFR 29-2016 national tables (table 8) and equivalent data at two-year intervals, back to 
2004. *Higher support needs: includes children with ASD with statements/EHC plans in mainstream 
primary and secondary schools; and all children with a primary need of ASD in special schools.  
Special school data includes children whose needs were met at School Action Plus to 2014 and at  
SEN Support in 2016. Excludes children in independent schools. 
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This suggests that rising numbers in special 
schools probably reflects underlying trends  
in the prevalence of childhood disabilities  
(i.e. more children with complex needs), 
rather than a drift away from inclusion.

Local variations in the pattern of  

provision

The pattern of provision for children with 
more complex needs varies greatly across 
different local authority areas.

In section one, we noted the variation in the 
proportion of children with statements or 
EHC plans, linked most strongly to different 
local policies and approaches to resourcing 
SEN provision. A similar distribution is 
evident in the proportion of children 
educated in special schools, ranging from 
0.2% in the London Borough of Newham116 
to 2.9% in Newcastle in Tyne, with a mean  
of 1.4% (Chart 13).

To explore how the pattern of provision for 
children with complex needs varies across 
different local authority areas, we analysed 
local authority data on placements for 
children with a primary need of PMLD,  
SLD or ASD.

PMLD117

Nationally, there are almost 11,000 pupils 
with PMLD. At local level, the number 
ranges from less than 10 children in three 
local authorities to 300 in the largest local 
authority, Birmingham, with a median (i.e. 
middle of the range) of 55.

Children with a primary need of PMLD are 
the most likely to attend special school: 81% 
are in special schools, 16% in primary schools 
and 4% (395 children) are in mainstream 
secondary schools.

How far children with PMLD are included in 
mainstream schools varies greatly by local 

Chart 13: Percentage of children attending special schools in each  

local authority area (England, 2016)

Source: SFR 29-2016 local authority tables (analysis of table 14). School Census data, based on where a child attends school. 
Excludes children in independent schools. 
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authority. The London Borough of Newham 
is known for its strong emphasis on inclusion, 
dating back over two decades, and this is 
reflected in their provision for children with 
PMLD. There are 135 children with PMLD in 
Newham, 75 of them in mainstream primary 
schools, 25 in mainstream secondary schools 
while only 35 (26%) attend special school.

Chart 14 shows the proportion of children 
with PMLD in special schools in each local 
authority area (excluding two local authorities 
which have almost no children with PMLD 
in local special schools118). Newham is at 
one end of the spectrum (with Richmond 
on Thames, which had fewer than 15 
children with PMLD). At the other end, 
three local authorities (North Tyneside, 
North Lincolnshire and West Berkshire) had 
no pupils with PMLD in local mainstream 
schools.

SLD

A similar picture emerges for children 
with severe learning disabilities, a far more 
numerous group. There are 32,305 children 
with SLD attending schools in England, 79% 
of them in special schools, 14% in primary 
schools and 7% in secondary schools.
At local level, the number of pupils with SLD 
ranges from 15 pupils in Rutland (a small 
unitary authority) and around 30 in two 
London Boroughs; to around 800 to 1,000 in 
three of the largest counties (Kent, Hampshire, 
Essex), with a median of 155 children.

As for PMLD, the London Borough of 
Newham stands out for including the highest 
proportion in mainstream schools: with 70 
children with SLD in local primary schools, 
55 in local secondary schools and just under 
20 in special schools (13%). Newham is an 
outlier (i.e. atypical) as the distribution in 

Chart 14: Percentage of children with PMLD in special schools in  

each local authority area (England, 2016)

Source: SFR 29-2016 local authority tables (analysis of tables 16-18). School Census data, based on where children 
attend schools, excluding independent schools. 
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Chart 15 shows, as upwards of 38% children 
with SLD attend special schools in most local 
authority areas, with a median of 82%.

ASD

Elsewhere in this analysis we have focussed 
on children at the more severe/complex 
end of the autistic spectrum, by exploring 
trends for those with statements/EHC plans 
or attending special schools. We were unable 
to use this approach here, as published local 
authority data (by type of SEN) includes 

children on SEN support, not just those 
with statements or EHC plans. As we saw in 
Section 1 (Table 1), 57% of children with ASD 
have a statement or EHC plan.

Bearing this in mind, the proportion of 
children with ASD attending special schools 
ranges from none in four of the smallest  
local authorities to nearly two-thirds  
(63-64%) in two areas (Hammersmith &  
Fulham and Trafford), with a median of just 
over one quarter (27%) (Chart 16).

Chart 15: Percentage of children with SLD attending special schools in  

each local authority area (England, 2016)

Source: SFR 29-2016 local authority tables (analysis of tables 16-18). School Census data, based on where children 
attend schools, excluding independent schools. 
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Sector  Number % 

State-funded special schools*  2,080 40% 

Non-maintained special school 1,245 24% 

Independent special school 1,895 36% 

Total 5,215 100% 

 

Table 4: Children boarding in special schools (England, 2016) 

Source: School Census and School Level Annual School Census (SLASC) data, by request to DfE; data for 2015 
was also provided. Note: *State-funded special schools include academies, community & foundation schools.
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Residential placements

Over 5,200 children with the most complex 
needs are in SEN residential placements, 
some providing year-round, full-time specialist 
care to meet children’s needs. Although the 
School Census collects data on residential 
placements this is not routinely analysed or 
published, so a request was made to DfE (see 
Table 4). This shows that the majority of SEN 
residential placements are out of authority.

Data on residential special school placements 
is seldom published, but an analysis by the 
author just over a decade ago, found that 
9,500 children with SEN were boarding 
in residential special schools in 2004 – 
suggesting a steep decline (45%) in SEN 
residential placements over the last twelve 
years.119 DfE data for January 2015 shows a 
decline of 11% (580 children) in the last year.
We also requested a breakdown of the primary 
needs of children with statements/EHC plans 
in residential placements. This omits nearly 

1,900 children boarding in independent 
special schools, which represents a really 
important hole in the picture.

These data show that half of all children 
boarding in residential special schools 
have social, emotional and mental health 
difficulties (30%), or autistic spectrum disorder 
(20%), as their primary need (Chart 17). 
However primary needs data only tell part of 
the story as the great majority of children in 
residential placements have complex needs. 
We know from academic research that a 
diagnosis on the autistic spectrum, learning 
disabilities and behaviour described as 
challenging are all common in this cohort.120

Children with complex disabilities may 
of course be in other types of residential 
placement – for example, in specialist 
colleges, children’s homes, mental health 
inpatient units or youth justice facilities. At 
present, there are no authoritative data on 

Chart 16: Proportion of children with ASD (including those on SEN support) 

in special schools in each local authority area 

Source: SFR 29-2016 local authority tables (analysis of tables 16-18). School Census data, based on where 
children attend schools, excluding independent schools. 
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Chart 17: Primary needs of children with statements/ EHC plans in residential 

placements in maintained and non-maintained schools (N=3,325) 

Source: School Census data for Jan 2016, by request to DfE. Rounded to nearest 5. Excludes children in 
independent schools (36% of SEN residential placements). Includes 10 children boarding in pupil referral units. 
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Chart 17: Primary needs of children with 
statements/EHC plans in residential placements 

in maintained and non-maintained schools  
(N=3,325)  

the full range of residential placements made 
for disabled children. It is hoped that the 
forthcoming Lenehan Review of specialist 
residential placements may be able to fill this 
gap and raise the debate about the role of 
residential placements in meeting the needs 
of disabled children.121

52-week residential placements

There is anecdotal evidence of rising demand 
for the most specialist full-time (52-week) 
residential placements, in dual-registered 
special schools and children’s homes. Around 
two-thirds of these placements are in the 
private sector.122 The School Census does not 
collect data on this basis (in any case, private 
schools do not report pupil level information), 
but from 2018, local authorities will be asked 
to report on the number of SEN residential 
placements of 38-51 weeks and 52 weeks.123

In the meantime, a survey of local  
authorities was carried out in December  
2015 under the Transforming Care 
Programme124 to identify the number of 
young people leaving 52-week residential 
placements and to ensure that appropriate 
transition plans were in place. This  
reflected concerns about the large increase  
in (mental health) inpatient numbers  
through the transition phase.

The survey found that there are currently  
over 1,100 children and young people  
with learning disabilities and/or autism in 
52-week placements in residential special 
schools, or between zero and 36 children  
and young people per local authority area. 
More than three-quarters were placed at a 
distance of more than 20 miles from their 
family home.125
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Annex C: What can we learn from data on children  
who are looked after under the Children Act 1989  
due to their disability?  
 

•  2,250 children and young people were 
looked after due to their disability at  
March 2015 or 3% of looked after children 
(LAC), the same proportion in each of the 
last five years. 

•  At local authority level, numbers are low, 
typically between just 1-24 disabled LAC. 

•  Most children looked after due to their 
disability are boys and most are of 
secondary school age. 

•  Over two-thirds (68%) are looked after on  
a voluntary basis (section 20 of the Children 
Act), which is often used for children in  
full-time residential placements. 

•  Disabled LAC are nearly five times as  
likely to be in a residential placement, 
compared to all LAC (59% vs 12%), the  
great majority of them in children’s homes 
and residential special schools. They are 
also more likely to be placed out of area 
than other LAC. 

•  Disabled care leavers are more likely to  
be in education, employment or training  
at age 19 years than all care leavers  
(60% vs 53%) but slightly less likely by 21 
years (40% vs 42%). 

•  At age 19, 40% of care leavers whose 
main need was disability were living in 
community homes, 10 times the proportion 
across all care leavers (4%). Just over one 
in 10 (11%) were living independently, 
compared to one third (32%) of care 
leavers overall. By age 21, the proportion of 
disabled care leavers living independently 
has fallen to 10%, compared to 45% of 
care leavers overall. This suggests that this 
cohort includes many young people with 
complex needs. 

Key facts and stats126
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Sources 
1. SFR34-2015 (latest at the time of  
writing, September 2016).  
https://www.gov.uk/government/collections/
statistics-looked-after-children 
2. Special request to DfE for further 
breakdowns of data on disabled LAC. 
This is available online at
https://councilfordisabledchildren.org.uk/
help-resources/resources/data-report 

Data limitations 

1.  A child is recorded as disabled only if that 
is the primary reason for being looked 
after. If abuse or neglect is involved, this 
will almost certainly constitute a child’s 
primary need. This means that the total 
number of disabled looked after children 
is higher than these figures suggest, as 
children with other primary needs are not 
recorded as disabled. 

2.  Placements in residential special schools 
are recorded as children’s homes, if 
settings are dual-registered as both a 
school and a home. Residential special 
schools offering 52-week placements must 
be dual-registered and the great majority 
of children in such placements are looked 
after. So at present, this data set under-
represents residential school placements 
in favour of children’s home placements. 
A clearer breakdown will be available in 
future, due to improvements in recording 
requirements.127 

Rounding conventions 
The number of children is rounded to the 
nearest 10, in line with DfE conventions for 
data on LAC. Percentage figures are rounded 
to the nearest percentage point and low 
values are suppressed. Analysis of rounded 
figures can give rise to small differences (up 
to one percentage point), which would be 
avoided if unrounded data were available.

We have not tested the significance of these 
data, but where there are doubts about 
robustness, they are highlighted. 

Data notes
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How many disabled children are looked 

after? What proportion of looked after 

children are disabled? Has this changed over 

time?128

2,250 children looked after had disability as 
their main category of need at March 2015. 
This represents 3% of children looked after, 
the same proportion in each of the past five 
years (2011-2015 inclusive). Numbers have 
fluctuated from year to year, while the overall 
number of looked after children has risen by 
6% during this period.

How does this vary at local authority  

level?129

At regional level, the number of looked  
after children whose main need is disability 
ranges from just 90 in the North East region 
(2% of LAC) to 400 in the South East (4% of 
LAC). The highest proportion is in the South 
West, where 5% of looked after children  
(270 children and young people) have 
disability as their main need.

At local authority level, numbers are low,  
so figures are not available for every area  
and rounding (to the nearest five) may  
distort the picture130. With that proviso, the 
number of looked after children whose 
main need is disability ranged from zero 
in the three smallest authorities (City of 
London, Rutland & Isles of Scilly) to between 
60 and 70 in four of the largest counties 
(Devon, Essex, Kent and Hampshire). The 
great majority of local authorities look after 
between 1 and 24 children whose main need 
is disability.

What do we know about disabled children 

who are looked after?131

Gender

69% of disabled looked after children are 
boys and 31% are girls, a greater gender gap 
than among the wider LAC cohort (55% 
male: 45% female). This is not surprising, as 
other national data show consistently that 
there are more disabled boys than girls.
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Age

Over half (51%) of disabled LAC are aged 
between 10-15 years and more than one 
third (35%) are aged 16 or more. A much 
lower proportion of under-10s are looked 
after – only 15% of disabled LAC are aged 
nine or less, compared to 40% of LAC as a 
whole. This age profile may reflect the fact 
that most residential placements of  
children with special educational needs 
occur during secondary education.132

Ethnicity

The ethnic profile of disabled children  
who are looked after is similar to all  
children looked after. Given low numbers  
and rounding, it was not possible to make 
valid comparisons, beyond the headline 
figures shown in the table below. These  
data suggest that disabled children who  
are looked after are slightly more likely to  
be white than other looked after children, 
and slightly less likely to be of mixed 
background.

Legal status

The legal basis for looking after a child  
is defined by the Children Act 1989  
[see box].

 Disabled LAC All LAC 
White 80% 77% 
Mixed 6% 9% 
Asian or Asian British 5% 4% 
Black or Black British 7% 7% 
Other ethnic groups 2% 2% 
Other  x 1% 
Total 100% 100% 
 

 

No. of 
disabled 

LAC 

% Disabled 
LAC 

(N=2250) 
% all LAC 

(N=69,540) 
Foster placements 860 38 75 
Placed for adoption 10 - 5 
Placement with parents 30 1 5 
Other placement in the community 30 1 3 

 
Living independently 30 1 3 

 
Residential employment 0 0 x 

Secure units, children's homes and hostels 850 38 9 

 
Secure unit inside Council boundary x x - 

 
Secure unit outside Council boundary3 x x - 

 
Homes & hostels subject to CH regs in Council boundary 450 20 4 

 
Homes & hostels subject to CH regs outside Council boundary 390 17 4 

 
Homes and hostels not subject to CH regs 10 1 2 

Other residential settings 110 5 2 

 
Residential care homes 90 4 1 

 
NHS Trust providing medical/nursing care 20 1 - 

 
Family centre or mother and baby unit 0 0 - 

 
Young offenders institution or prison 0 0 - 

Residential schools 360 16 1 
Other placement x x - 
Totals  2,250 100 100 
 

Note: X is shown where value of 1-5 was suppressed. 

Under the Children Act 1989, a care 
order is as an order made by the court on 
the application of any local authority or 
authorised person to: (a) place a child in 
the care of a designated local authority; 
or (b) put him under the supervision of a 
designated local authority. 

A voluntary agreement under 
section 20 of the Children Act 1989 
enables a local authority to provide 
accommodation for any child in need to 
safeguard or promote the child’s welfare. 
This requires the consent of (i) those 
with parental responsibility where a 
child is <16; or (ii) the child is >16 years. 
A local authority is required to provide 
accommodation for a child within their 
area under s.20 if — (a) there is no 
person who has parental responsibility for 
him; (b) he is lost or abandoned; or (c) the 
person who is caring for him is prevented 
from providing suitable accommodation 
or care. 

Placement order is a court order which 
gives a local authority the legal authority 
to place a child for adoption. The order 
continues in force until revoked, an 
adoption order is made, the child marries 
or forms a civil partnership or reaches 18.

 Source: SFR 34-2015 commentary (abbreviated).
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More than two-thirds of disabled children 
who are looked after (68%, 1,530 children) 
are under a voluntary agreement (known 
as a section 20). It is likely that many of 
these children are in full-time residential 
placements in dual-registered special schools 
and children’s homes.

Disabled looked after children are much less 
likely to be taken into care (30% are under 
a care order, compared to 60% of all LAC) or 
to be under a placement order for adoption 
(2% of disabled LAC have a placement order, 
compared to 11% of all LAC).

However, as disability is only recorded if it is 
the main reason for being looked after, and 
almost certainly not if abuse or neglect are 
involved, these statistics probably under-
represent the number of disabled LAC who 
are under a care order.

What sort of placements are made for 

disabled looked after children?133

Overall disabled LAC are nearly five times 
as likely to be in a residential placement, 
compared to all LAC (59% vs 12%), the great 
majority of them in children’s homes and 
residential special schools. 

The table below provides a breakdown  
by type of placement. This shows that 
disabled LAC are:

•  around half as likely to be in foster 
placements (38% disabled LAC vs 75% of 
all LAC). Disabled LAC are also less likely to 
be placed for adoption, with parents or in 
the community (i.e. in other non-residential 
placements).

•  more than three times as likely to be in a 
children’s home (38% disabled LAC vs 9% 
all LAC) and almost seventeen times more 

 Disabled LAC All LAC 
White 80% 77% 
Mixed 6% 9% 
Asian or Asian British 5% 4% 
Black or Black British 7% 7% 
Other ethnic groups 2% 2% 
Other  x 1% 
Total 100% 100% 
 

 

No. of 
disabled 

LAC 

% Disabled 
LAC 

(N=2250) 
% all LAC 

(N=69,540) 
Foster placements 860 38 75 
Placed for adoption 10 - 5 
Placement with parents 30 1 5 
Other placement in the community 30 1 3 

 
Living independently 30 1 3 

 
Residential employment 0 0 x 

Secure units, children's homes and hostels 850 38 9 

 
Secure unit inside Council boundary x x - 

 
Secure unit outside Council boundary3 x x - 

 
Homes & hostels subject to CH regs in Council boundary 450 20 4 

 
Homes & hostels subject to CH regs outside Council boundary 390 17 4 

 
Homes and hostels not subject to CH regs 10 1 2 

Other residential settings 110 5 2 

 
Residential care homes 90 4 1 

 
NHS Trust providing medical/nursing care 20 1 - 

 
Family centre or mother and baby unit 0 0 - 

 
Young offenders institution or prison 0 0 - 

Residential schools 360 16 1 
Other placement x x - 
Totals  2,250 100 100 
 

Notes: X is shown where figures were suppressed. ‘-‘ is shown were % figures were <0.5%. Numbers are rounded to 
nearest 10 or nearest whole percentage point, so totals may not equal sum of parts.
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likely to be in a residential school (16% 
disabled LAC vs 1% all LAC). There is some 
overlap between these two categories, 
as many residential settings are dual-
registered.134

Out of authority placements135

Disabled LAC are also more likely to be 
placed outside the council boundary, some  
at a considerable distance from home. 
Overall, 51% of children looked after whose 
principal need is disability are placed in 
another local authority area, compared to 
40% of all LAC.

The proportion out of area is higher for 
disabled LAC in residential special schools 
and children’s homes, at 59% across these 
two types of settings. It would be interesting 
to know how many placements were further 
than 20 miles away (published for LAC as a 
whole136), but this breakdown is not currently 
available for disabled LAC. A recent survey of 
children in 52-week residential placements 
showed that 76% were placed more than 20 
miles from the family home.137

Care leavers – activity and  

accommodation138

There has been a great focus over the 
last decade on improving outcomes for 
looked after children, underpinned by 
improvements in the data collected and 
published on this cohort. This sheds some 
light on outcomes for disabled children and 
young people who have been looked after, 
many of them in residential placements. 
Although the focus of this analysis is on 
children and young people aged 0-18 years, 
we requested this data as there is so little 

evidence on outcomes for this cohort.
Among 19, 20 and 21 year olds whose 
primary need was disability when they  
left care:

•  60% were in education, employment or 
training (EET) at age 19, the great majority 
of them (49%) continuing in education 
other than higher education. By age 21, 
40% were still in EET, a similar proportion  
to the wider LAC cohort.

•  27% were not in EET at age 19 years 
(including 17% owing to illness or 
disability), rising to 37% by age 21 (at 
which time, 27% were not in education, 
employment or training (NEET), owing to 
illness or disability).

•  There was no information on the rest – 
14% of 19 year olds rising to 24% of  
21 year olds.
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Comparing these data to the broader  
care leavers cohort, disabled care leavers 
were more likely to be in EET at age 19  
years (60% vs 53%) but slightly less likely  
by the time they reached 21 years (40% vs 
42%). This may in part reflect residential 
special school placements, which  
tend to be maintained to around 19  
years of age.

Data on accommodation also shows some 
important differences, indicating that these 
disabled LAC include many with complex 
disabilities.

At age 19, 40% of care leavers whose main 
need was disability were living in community 
homes, ten times the proportion of non-
disabled care leavers (4%). Just over one 
in ten (11%) were living independently, 
compared to one third (32%) of care  
leavers overall.

These differences are sustained at age 21 
years, when 37% of disabled care leavers 
are living in community homes compared 
to just 4% of care leavers overall. By age 21, 
the proportion of disabled care leavers living 
independently has fallen to 10%, compared 
to 45% of care leavers overall.
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Annex D: What can we learn from national data on 
children in need with a disability?  

 

•  There were 50,800 children in need with a 
disability or illness in March 2015, 13% of all 
children in need. The proportion of children 
in need with a disability has fallen in each 
of the past five years (since 2011) while 
the number of children in need has risen 
overall. This suggests that thresholds for 
assessing disabled children's services have 
been rising.

•  Children in need with a disability represent 
0.4% of the 0–17-year-old population in 
England. 

•  Disabled children in need are most likely to 
be boys and of secondary school age

•  Disability/illness was the main social care 
need for the majority (63%) of children in 
need who had a disability recorded. The 
other reasons for needing support were:

  •  Abuse or neglect, for nearly one in five 
(18%, 9,190 children) children in need 
with a disability

  •  Family difficulties for 13%, because of 
acute family stress or family dysfunction

•  There is great variation at local authority 
level in the number of children in need 
with a disability and in the disabilities 
recorded. Six of the largest authorities have 
over 1,000 children in need with a disability, 
while seven authorities have less than 
100 (with a median of 260). It is likely that 
these wide variations reflect local eligibility 
criteria and the way services are organised 

(e.g. availability of Early Support) rather 
than variations in the number and needs of 
disabled children in each area.

•  Learning (broadly defined as having SEN) is 
the most common disability recorded, for 
46% of children in need with a disability. 
Autism/Asperger syndrome is the second 
most common, for 31% of this cohort. 
The next most common disabilities are 
communication (24%), behaviour (23%), 
and mobility (22%).

•  The proportion of children in need with 
a disability recorded as autism/Asperger 
syndrome has risen most over the last five 
years (from 26% of the cohort to 31%), 
echoing the clearest trend in the SEN data.

•  For over half (56%) of disabled children in 
need, only one disability is recorded and 
for almost three quarters (73%) only one or 
two disabilities are recorded. This suggests 
that relatively few children with complex 
disabilities and their families are supported 
as children in need, perhaps because they 
are supported by other services – local 
research is required to understand this.

Key facts and stats139
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Sources 
1. SFR41-2015. Children in need census  
data, 31 March 2015, on children in need 
with a disability recorded aged 0-17 years 
(inclusive) in England. 
2. Time series 2011-2015 compiled from 
previous annual children in need census 
bulletins, all at:  
https://www.gov.uk/government/collections/
statistics-children-in-need 
3. Special request to DfE for data  
breakdowns on all children in need with a 
disability (N=50,800). Published at  
https://councilfordisabledchildren.org.uk/
help-resources/resources/data-report]
 
Data limitations 

Children in need census data submitted 
by local authorities are confidence rated. 
We excluded those with the lowest rating 
(1) from comparative analyses of local 
authorities, in line with data quality guidance.
 

Rounding conventions 
The number of children is rounded to the 
nearest ten and low values are suppressed,  
in line with DfE conventions. Percentage 
figures are rounded to the nearest 
percentage point (with one exception). 
Values of 0.5% or 5 are rounded up. Analysis 
of rounded data can give rise to small 
differences (usually 1 percentage point or 
10 children), which would be avoided if 
unrounded data were available. 

We have not tested the significance of these 
data, but where there are doubts about 
robustness, these are highlighted.

Data notes
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How many disabled children are assessed 

as children in need? What proportion of 

children in need do they represent? How has 

this changed over time?140

There were 50,800 children in need with a 
disability in March 2015, representing 13% 
of all children in need. Nationally, over 3% 
(391,000) of children and young people are 
assessed as children in need of support from 
social services.

Children in need with a disability represent 
just 0.4% of the 0–17-year-old population in 
England.141

Looking back over the past five years, 
the proportion of children in need with a 
disability fell from 14% in 2011 to 13% in 
2015. Numbers fluctuated from year to year, 
but between 2011 and 2015, overall the 
number of children in need with a disability 
fell, while the total number of children in 
need rose. This suggests that thresholds 
for assessing disabled children as children 
in need of support from social services are 
getting higher; more positively, it may reflect 
the roll-out of Early Support.142

How does this vary by local authority?143

There is significant variation in the  
number and proportion of children in  
need with a disability in different local 
authority areas. This reflects variations 
in local practice (service thresholds, early 
support etc.) more than variations in 
number of disabled children locally.

The number of children in need (CiN) with a 
disability in each local authority ranges from 
60 in Herefordshire (5% of CiN) to 1,620 

in Devon (28% of CiN) with a median of 
260 children (13% of CiN). Six of the largest 
authorities (Hertfordshire, Birmingham, 
Hants, Essex, Kent and Devon) have over 
1,000 children in need with a disability. 
At the other end of the spectrum, seven 
authorities have less than 100.

In percentage terms, the lowest proportion  
of children in need with a disability is 3%  
(90 children) in the London Borough of 
Lambeth, followed by Herefordshire on 5%  
(60 children). The highest proportion of 
children in need with a disability is 31% in 
Windsor and Maidenhead (260 children), 
followed by 28% (1,620 children) in Devon 
County Council.

Personal characteristics144

Gender

67% of disabled children in need are male, 
33% female, similar to other national data 
on disabled children. This is a much stronger 
gender split than among children in need 
overall, 52% of whom are male and 45% 
female (with 2% gender unknown, mostly 
unborn children).

Age

The number of children in need peaks in the 
10-15 years age band, most significantly for 
those with a disability. By contrast, children 
in need with a disability are less likely to be 
assessed as being in need in the early years 
(0 - 4), compared to children in need overall. 
These two trends echo the age distribution 
seen in the SEN and disabled looked after 
children (LAC) data.
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Ethnicity

Low numbers of disabled children in need 
meant that the data on ethnicity could not 
be broken down beyond high level headings. 
These show a similar ethnic profile of 
disabled children in need compared to all 
children in need (see table below), with:

•  Disabled children in need slightly more 
likely to be White or Asian, compared to  
all children in need

•  Slightly less likely to be of mixed origin  
or Black

What do we know about the social care 

needs of children in need with a disability?145

To help understand the overlap between 
disability and other social care needs, we 
requested a breakdown of the main reason 
why disabled children were assessed as in 
need of services i.e. their primary need at 
assessment.

50,770 children in need had a disability 
recorded, 50,750 of whom had a primary 

social care need recorded. Disability or 
illness was the main social care need for the 
majority (63%) of these children. The other 
main reasons for needing support from 
social services were:

•  Abuse or neglect, for nearly one in five 
(18%, 9,190 children) children in need with 
a disability

•  Family difficulties: 13% were children in 
need because their family was in acute 
stress (6%, 3,000 children) or due to family 
dysfunction (7%, 3,450 children).

What do we know about children in need’s 

disabilities?146

The children in need census allows one or 
more disabilities to be recorded from each 
child, from a list of twelve (see annex for 
definitions) or else ‘no disability’. Analysis of 
the national figures show that:

•  ‘Learning’ is by far the most common 
disability recorded, for 46% of children 
in need with a disability, with a broad 
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  White Mixed 
Asian/Asian 
British 

Black/Black 
British 

Other 
ethnic 
group 

Total 
(known 
ethnicity) 

All CiN 75% 8% 7% 8% 2% 100% 
Disabled CiN 78% 6% 8% 7% 2% 100% 
 

Number of 
disabilities 
recorded 

Number of 
children with 
a disability at 

31 March 
2015 

% of children with a 
disability at 31 March 2015 

with the number of 
disabilities 

1 28,290 56 
12 8,830 17 
3 4,900 10 
4 3,170 6 
5 2,160 4 
6 1,570 3 
7 940 2 
8 540 1 
9 260 <1 

10 90 <1 
11 20 <1 
12 0 0 

Total 50,770 100% 
 

 

Notes: Ethnicity was recorded for 95% of CiN and 99% of disabled CiN. This breakdown excludes those with no recorded ethnicity.

definition of ‘having special educational 
needs etc.’

•  Autism/Asperger syndrome (more tightly 
defined, requiring a medical diagnosis147)  
is the second most common, for 31% of 
this cohort.

•  The next most common disabilities are 
communication (24%), behaviour (23%)  
and mobility (22%).

Multiple disabilities can be recorded, so in 
considering the table below, it is important 
to bear in mind that children with complex 
needs may be counted several times.

Number of disabilities recorded – complex 

needs148

To help interpret children in need census 

data on children’s disabilities and in 
particular, the extent of complex disabilities, 
we requested a breakdown of the number 
of disabilities recorded for each child. This 
shows that for over half (56%) of this group, 
only one disability is recorded and for 
almost three quarters (73%) only one or two 
disabilities are recorded. 

This is surprising, given the low numbers 
of children in need with a disability: if only 
a small proportion of disabled children are 
supported by children’s services as children in 
need, one would expect them to include those 
with the most complex needs. We do not 
know if this reflects the way data are recorded 
(similar to SEN, usually only recording a 
primary need) or the actual profile of the 
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cohort being worked with; local research 
would be required to understand this.

Variations at local authority level149

Local authority data on the disabilities 
recorded for children in need indicate much 
variation in local practice.

For example, the proportion of children in 
need with a disability recorded as having 
autism/Asperger syndrome ranged from  
60% in Bury to zero in Rotherham, with a 
median of around one third (31%). Six local 
authorities reported that over 50% of the 
children in need with a disability they  
work with have autism or Asperger 
syndrome. Sixteen others reported that  
less than 20% have this disability.

Disabilities which were reported as  
affecting more than 80% of disabled  
children in need in some local authorities 
included:

•  Behaviour: for 81% of disabled children in 
need in one authority (median=20%)

•  Communication: for 90% of disabled 
children in need in one authority 
(median=23%)

•  Learning: for 89% of disabled children in 
need in one authority (median=46%)

•  Personal care: for 94% of disabled children 
in need in one authority (median=10%)

It is highly likely that these figures reflect 
local eligibility criteria and the way local 
services are organised (e.g. with early support 
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  White Mixed 
Asian/Asian 
British 

Black/Black 
British 

Other 
ethnic 
group 

Total 
(known 
ethnicity) 

All CiN 75% 8% 7% 8% 2% 100% 
Disabled CiN 78% 6% 8% 7% 2% 100% 
 

Number of 
disabilities 
recorded 

Number of 
children with 
a disability at 

31 March 
2015 

% of children with a 
disability at 31 March 2015 

with the number of 
disabilities 

1 28,290 56 
12 8,830 17 
3 4,900 10 
4 3,170 6 
5 2,160 4 
6 1,570 3 
7 940 2 
8 540 1 
9 260 <1 

10 90 <1 
11 20 <1 
12 0 0 

Total 50,770 100% 
 

 Source: Children in Need Census, special request to DfE. Figures rounded to nearest 
ten, percentage figures to nearest whole percentage point. 

targeted at certain groups) more than 
variations in the prevalence of children’s 
disabilities in local areas.

Trends in disabilities over time150

We explored how the profile of disabilities 
reported for children in need has changed 
over the past five years, from 2011 to  
2015 inclusive.

Over this period, the greatest increase in the 
proportion of children in need with a 
disability was in respect of autism/Asperger 
syndrome, up from 26% of the cohort to 31%. 
This echoes the clearest trend in the special 
educational needs (SEN) data. Meanwhile the 
greatest fall was in Learning (from 48% to 
46%), a broad category related to having SEN; 
and Personal Care, from 16% to 14%.
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Annex E: What can we learn from mental health data on 
children and young people with learning disabilities and 
autistic spectrum disorders? 
 

At end February 2016, there were 170 mental 
health inpatients with learning disabilities 
and/or ASD aged under 18 years and 635 
aged 18-25 years. The number of under-18s 
who received inpatient care at some point in 
the year (to February 2016) was much higher, 
at 430. (Equivalent figure not available for 
young adults). 

The gender split was fairly even among 
under-18 inpatients with 49% girls: 51% boys. 
Among young adults aged 18-25 years, 76% 
were male, 24% were female, consistent with 
the wider inpatient population. 

Children are more likely to be treated further 
away from home than other inpatients. 
Under-18s were admitted to inpatient units 
on average 79km from home, with roughly 
one quarter placed between 50-100km away 
and one quarter more than 100km away. 

Nearly one third (31%) of under-18s were 
admitted to inpatient care informally, 

compared to 9% of young adults and 11% 
of the inpatient population overall. Nearly 
two-thirds (62%) of under-18s were admitted 
for assessment and treatment (part 2 
admissions).153 

For young adults aged 18-25 years, 59% were 
subject to part 2, while 17% were detained 
under part 3 (no restrictions) and 14% 
with restrictions. Part 3 may be used when 
criminal proceedings are involved. 

Young inpatients (under18 years) at the end  
of February 2016 had on average been  
in hospital for 285 days or around nine 
months - ten times longer than the 28-day 
limit for section 2 admissions for assessment. 
Around one third stayed for a year or more, 
10 children who were inpatients for two to 
five years. 

Care and Treatment Reviews (CTRs154) were 
developed to avoid unnecessary admissions 
and to plan towards discharge (or transfer) as 

Key facts and stats152

Policy background

In 2011, the Panorama programme uncovered horrific abuse of patients with learning 
disabilities at the Winterbourne View Hospital. This prompted an ambitious cross-
Government programme of action known as Transforming Care151 to reduce to a minimum 
the number of people with learning disabilities and autistic spectrum disorders (ASD) living 
in mental health inpatient units for assessment and treatment. Improving national data on 
this cohort has been central to this reform agenda, to inform and drive progress in all areas.
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soon as possible. CTRs should take place  
soon after admission, then every six months. 
100 (60%) of the 170 inpatients under 18 
years had not had a CTR and 105 (61%) 
children still had no scheduled CTR, worse 
than for other age groups. Only 35 (21%) 
of the 170 children in inpatient care had 
a planned transfer date, a much lower 
proportion than across all inpatients (32%) or 
18-25 year olds (30%). 

The Learning Disability Census collected 
information on inpatients’ experience of 
care (there are concerns that these data on 
children and young people may no longer 
be regularly collected). ‘Adverse experiences’ 
include self-harm, accidents or physical 
assault; ‘restrictive measures’ include use of 
hands-on restraint and seclusion. The last 
Census showed that under-18s were by far 
the most likely age group to have experienced 
both adverse experiences and restrictive 
measures during the last three months. 
Among under-18s: 

•  70 (41%) experienced both adverse 
experiences and restrictive measures

•  20 (12%) had adverse experiences only 
•  25 (15%) experienced restrictive  

measures only
•  55 (33%) experienced neither. 

Nearly two-thirds of children and young 
people (105) had been given anti-psychotic 
medication regularly in the last 28 days. 
45 children and young people (27%) had 
rapid tranquilisation medication given to 
them, more than twice the proportion for all 
inpatients. There are serious concerns about 
the appropriate use of such medication.155 

The average weekly charge across all 
inpatients was just over £3,500, ranging from 
up to £1,500 to over £6,500. Most children 
are in higher cost placements of more than 
£4,500 per week.156 

In June 2016 (latest monthly data at time of 
writing), 41,500 children and young people 
with a learning disability or autism were 
waiting to see a mental health specialist 
(‘open referrals’). This included: 

•  15,015 children aged under 18 years 
•  26,550 young adults aged 18-25 years 

inclusive. 

This is indicative of high levels of unmet 
need, consistent with recent research157 and 
widespread anecdotal evidence from other 
services and families of disabled children and 
young people.
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Work is underway to develop a single, 
consistent mental health services data 
set (MHSDS158). This will include child 
and adolescent health services (CAMHS) 
data, mental health and learning disability 
statistics (MHLDS) and elements of the 
two data collections on inpatients with 
learning disabilities and autistic spectrum 
disorders: the Learning Disabilities Census 
and the Assuring Transformation Information 
Standard. In this analysis, we draw on: 

1.  Learning Disability Statistics Annual 

Overview 2015-16 (which uses Assuring 
Transformation data) on under-18s and 
18-25 year olds receiving mental health 
inpatient care at the end of February 
2016.159 Data on 18-25 year olds was 
provided through a special request to NHS 
Digital. 

2.  Learning Disability Census data for 

September 2015. The LD Census provided 
an annual snapshot of people with learning 
disabilities, autistic spectrum disorders 
and/or behaviour that challenges in 
mental inpatient care on 30 September 
in 2013, 2014 and 2015.160 This has been 
superseded by the Assuring Transformation 
data collection. 

3.  Mental Health Services Data Set (MHSDS) 

on referrals for patients with a learning 

disability or autistic spectrum disorder in 
June 2016, with data on young adults aged 
18-25 years provided through a special 
request to NHS digital.161 

The data requested is published online at 
http://content.digital.nhs.uk/media/22561/
LDA-data-for-Under-18s-and-18-25sxlsx/xls/
LDA_data_for_Under_18s_and_18-25s.xls. 

Rounding conventions

Inpatient data is rounded to the nearest 5, 
with values under 5 suppressed. Percentages 
are rounded to nearest whole percentage 
point. Analysis of rounded data can give rise 
to small differences (up to 1 percentage  
point or 5 in absolute numbers) which would 
be avoided if unrounded data were available 
for analysis. 

We have not tested the significance of these 
data, but where there are doubts about 
robustness, they are highlighted.

Data notes
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1. Assuring Transformation data: inpatients 

with learning disabilities or autism162

Assuring Transformation data is reported  
by clinical commissioning groups  
(and Hubs) on mental health inpatients  
with learning disabilities and/or autism.  
At end February 2016:

•  there were 170 inpatients aged under  
18 years

•  635 aged 18-25 years.

The number of under-18s who received 
inpatient care at some point in the year 
to end February 2016 was much higher, at 
430 children and young people. 59% were 
discharged or transferred during the year, but 
some were readmitted, so nearly half (48%, 
205 children) were still in hospital at  
February 2016.

So the published data rather confusingly 
gives two different figures for the number 
of children and young people in inpatient 
care at February 2016: 170 and 205, the 
latter being an updated figure.163 The data 
which follows in this section is based on the 
lower figure (N=170), used by NHS Digital in 
responding to our data request and in most 
of the published data tables. 

Gender164

Among the under-18s in inpatient care at the 
end of February 2016, the gender split was 
fairly even: 49% girls, 51% boys. This differs 
significantly from other data on disabled 
children and young people, which generally 
shows a much clearer gender bias (two-thirds 
or more male).

Among young adults aged 18-25 years, 76% 
were male, compared to 24% female, in line 
with the inpatient population overall.

Learning disabilities or autistic spectrum 

disorders (ASD)165

Among the under-18s, the most common 
diagnosis was ASD (51%), followed by  
28% with learning disabilities only and  
15% with both.

This differs from young adults (aged 18-
25 years), 50% of whom have learning 
disabilities only, 19% autistic spectrum 
disorders and 27% a diagnosis of both needs. 
Again, the breakdown for young adults is 
similar to the profile of the inpatient cohort 
overall: among inpatients of all ages, 58% 
have learning disabilities only, 16% autism 
only and 22% both needs.

Ward security166

Children are less likely to be on medium or 
high security wards than adults. Only 10%  
of under-18s were on a medium secure  
ward, with less than five on a high  
secure ward.

18-25 year olds are slightly more likely to be 
on a medium secure ward, compared to all 
inpatients. 21% of 18-25 year olds were on 
a medium secure ward and 1% on a high 
secure ward. 

Legal basis for admission167

Nearly one third (31%) of under-18s were 
admitted to inpatient care informally. This 
compares to 9% of young adults and 11% of 
the inpatient population overall.
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Under 18 (N=170) 18-25 years (N=635) All inpatients 

General 51% 39% 45% 
Low Secure 25% 36% 33% 
PICU5 13% 2% 2% 
Medium Secure 10% 21% 17% 
High Secure * 1% 3% 
 

Total length of stay in inpatient care  <18 years inpatients at 
end Feb 2016  (N=170) 

<18 years in 
inpatient care at 
some point in year 
to Feb 2016  
(N=430)  Up to three months 45 (28%) 140 (29%) 
 Three months up to six months 45 (25%) 105 (21%) 
 Six months up to one year 25 (14%) 85 (18%) 
 One year up to two years 45 (27%) 110 (22%) 
 Two years up to five years 10 (7%) 30 (7%) 
 5-10 years *  10 (2%)  
 10+ years * 10 (2%) 
 Average stay 285 days 471 days 

 

 
No. of children <18 

(N=170) 
% of <18 inpatients 

(N=170) 
 % all inpatients 

(N=2650) 
Up to 10km 35 20%  19% 
10 to 20km 10 7%  11% 
20 to 50km 30 18%  21% 
50 to 100km 40 24%  19% 
100km or more 45 27%  21% 
Unknown 10 5%  9% 
Average (km) - 79km  66km 
 

Source: Assuring Transformation (data request for <18s and 18-25 year olds, cross-referenced to all inpatients data (table 
3, Learning Disability Statistics - Annual Overview, England 2015-2016). Note: PICU=psychiatric intensive care unit. 

Of the remainder, 62% of under-18s were 
admitted for assessment and treatment 
under part 2 of the Mental Health Act 1983. 

A negligible number of children (under 5) 
were detained under part 3 of the Act, used 
for patients involved in criminal proceedings.

For young adults aged 18-25 years,

•  59% were subject to part 2, compared to 
49% of the inpatient cohort overall

•  17% were detained under part 3 (no 
restrictions) and 14% with restrictions (e.g. 
requiring them to be held in a specified 
secure unit168). The comparable figures 
for all inpatients are 15% part 3 with no 
restrictions and 24% part 3 with restrictions.

Total length of stay169

Young inpatients (under 18 years) at the end 
of February 2016 had on average been in 
hospital for 285 days or around nine months 
- ten times longer than the 28-day limit for 
section 2 admissions to inpatient care (for 
assessment170). Around one third stayed for 
a year or more, including 10 children who 
had been inpatients for two to five years.

Data on the larger number of children 
(430) who had received inpatient care at 
some point during that year, show that half 

(50%) stayed for up to six months, just over 
one fifth (22%) for between 1-2 years and 
50 children and young people for longer 
than 2 years. This includes 10 who were 
inpatients for between 5-10 years and 10 who 
were inpatients for more than 10 years.171 
The average for this larger group of young 
inpatients was 471 days.

CTRs172

Care and Treatment Reviews (CTRs) were 
developed as part of the response to 
Winterbourne View, to stop people being 
admitted to mental health inpatient care 
when there are alternatives, such as a package 
of care delivered in their home community, 
and to make sure that when people are 
admitted, it is for as little time as possible. 
CTRs should take place soon after admission 
and then every six months.173

It is concerning then that 100 (60%) of the 
170 inpatients under 18 years had not had a 
CTR; much worse than the inpatient cohort 
as a whole, 39% of whom had not had a CTR. 
105 (61%) children still had no scheduled 
CTR, again, a much higher proportion than 
amongst the inpatient population as a whole 
(39% of whom had no scheduled CTR).

Planned date of transfer174

Only 35 (21%) of the 170 children in inpatient 
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Under 18 (N=170) 18-25 years (N=635) All inpatients 

General 51% 39% 45% 
Low Secure 25% 36% 33% 
PICU5 13% 2% 2% 
Medium Secure 10% 21% 17% 
High Secure * 1% 3% 
 

Total length of stay in inpatient care  <18 years inpatients at 
end Feb 2016  (N=170) 

<18 years in 
inpatient care at 
some point in year 
to Feb 2016  
(N=430)  Up to three months 45 (28%) 140 (29%) 
 Three months up to six months 45 (25%) 105 (21%) 
 Six months up to one year 25 (14%) 85 (18%) 
 One year up to two years 45 (27%) 110 (22%) 
 Two years up to five years 10 (7%) 30 (7%) 
 5-10 years *  10 (2%)  
 10+ years * 10 (2%) 
 Average stay 285 days 471 days 

 

 
No. of children <18 

(N=170) 
% of <18 inpatients 

(N=170) 
 % all inpatients 

(N=2650) 
Up to 10km 35 20%  19% 
10 to 20km 10 7%  11% 
20 to 50km 30 18%  21% 
50 to 100km 40 24%  19% 
100km or more 45 27%  21% 
Unknown 10 5%  9% 
Average (km) - 79km  66km 
 

Note: ‘*’ denotes <5, low numbers have been suppressed. Source: LDS 2015-16 reference tables (annual) tables 10 and 11. 

care had a planned transfer date, a much 
lower proportion than across all inpatients 
(32%) or 18-25 year olds (30%).

40 children (23%) were reported not to  
need inpatient care any longer according to 
their care plan, 5 due to a delayed transfer  
of care, with the remainder ‘working towards 
discharge’. Of the 130 who were deemed still 
to ‘need inpatient care according to  
care plan’:

• 30 were ‘not dischargeable’
• 100 were under an active treatment plan.

Distance from home175

Distance from home is calculated by 
matching postcodes of the provider and 
the child’s home. It is worrying that this 
information was not available for 10 children. 
Of the remainder, under-18s were placed, 
on average, 79km from the family home, 
with roughly one quarter placed between 
50-100km away and one quarter more than 
100km away (see table).

Comparing this breakdown to the inpatient 
population as a whole, children are more 
likely to be placed further away from home: 
more than 50% of under-18s are in inpatient 
units 50km or more away compared to 40% 
of all inpatients, with an average distance of 
79km vs 66km respectively. 

Access to a care coordinator and use  

of advocacy176

Care coordinators are named individuals, 
usually one of the professionals working with 
a young person, who help to ensure that 
coordinated care plans are put in place to 
avoid or reduce to a minimum, the need for 
inpatient care. Nearly all children and young 
people have access to a care coordinator: 
98% of under-18s and 96% of 18-25 year olds, 
similar to the inpatient population overall.

Advocates help people with learning 
disabilities to have their views heard and 
make choices about their care. This role 
can be fulfilled by a family member, an 
independent person, a non-instructed 
advocate or more formally under the
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Under 18 (N=170) 18-25 years (N=635) All inpatients 

General 51% 39% 45% 
Low Secure 25% 36% 33% 
PICU5 13% 2% 2% 
Medium Secure 10% 21% 17% 
High Secure * 1% 3% 
 

Total length of stay in inpatient care  <18 years inpatients at 
end Feb 2016  (N=170) 

<18 years in 
inpatient care at 
some point in year 
to Feb 2016  
(N=430)  Up to three months 45 (28%) 140 (29%) 
 Three months up to six months 45 (25%) 105 (21%) 
 Six months up to one year 25 (14%) 85 (18%) 
 One year up to two years 45 (27%) 110 (22%) 
 Two years up to five years 10 (7%) 30 (7%) 
 5-10 years *  10 (2%)  
 10+ years * 10 (2%) 
 Average stay 285 days 471 days 

 

 
No. of children <18 

(N=170) 
% of <18 inpatients 

(N=170) 
 % all inpatients 

(N=2650) 
Up to 10km 35 20%  19% 
10 to 20km 10 7%  11% 
20 to 50km 30 18%  21% 
50 to 100km 40 24%  19% 
100km or more 45 27%  21% 
Unknown 10 5%  9% 
Average (km) - 79km  66km 
 

Source: Table 10 (<18s) compared to table 5 (all inpatients) (LDS reference tables, annual 2015-16). 

legislation, an Independent Mental Capacity 
Advocate or an Independent Mental Health 
Advocate.177 Almost all inpatients used 
advocacy: 80% of under-18s and 86% of 
young adults, a slightly lower proportion than 
the inpatient population as a whole, 89% of 
whom used advocacy.

2. Learning Disabilities Census, 2015178

The last Learning Disabilities (LD) Census 
was carried out in September 2015, providing 
an annual snapshot of people with learning 
disabilities, autistic spectrum disorders and/
or behaviour that challenges in mental health 
inpatient care. 

Although now over a year old, we report 
briefly here on two data items which raise 
serious concerns about the experience of 
children and young people in mental  
health inpatient settings. Voluntary 
organisations campaigning on behalf 
of people with learning disabilities are 
concerned that regular reporting of these 
data on children and young people may be 
discontinued.179

We also report on cost data, as this is lacking 
from most of the other national data sets on 
disabled children, drawn on for this analysis.

By way of background, at 30 September 
2015, there were 165 under-18s in inpatient 
care (similar to the Assuring Transformation 
headline figure for February 2016), 
representing 6% of all inpatients.

Adverse experiences and restrictive 

measures180

The LD Census reports on ‘adverse 
experiences’ and the use of ‘restrictive 
measures’ in three months leading up to 
Census day. Adverse experiences include  
self-harm, accidents or being physically 
assaulted; restrictive measures include use of 
hands-on restraint and seclusion. The Census 
collected information on each of these (and 
frequency) but a detailed breakdown for 
under-18s was not published in the main 
tables. At an aggregate level, among under-
18s (N=165):

•  70 (41%) experienced both adverse 
experiences and restrictive measures

• 20 (12%) had adverse experiences only 
•  25 (15%) experienced restrictive  
measures only

•  55 (33%) experienced neither.

Under-18s were by far the most likely to have 
experienced both adverse experiences and 
restrictive measures in the three months 
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leading up to the Census, compared to any 
other age group.

Rapid tranquilisation and anti-psychotic 

medication181

The Census collected information on the use 
of rapid tranquilisation and anti-psychotic 
medication. There are serious concerns about 
the efficacy and appropriateness of the use 
of such medication on people with learning 
disabilities.182

Nearly two-thirds of children and young 
people (105) had been given anti-psychotic 
medication regularly in the 28-days before 
Census day, including 20 who had also been 
given it when the need arose. Forty-five 
children and young people (27%) had also 
had rapid tranquilisation medication given to 
them. This was a higher proportion than in 
any other age band (average for all inpatients 
was just 11%).

Cost of placements183

Lastly, it is worth noting briefly that the 
Learning Disabilities Census collected 
information on the cost per week of inpatient 
care, potentially a powerful lever for changing 
commissioning practices; we are not aware 
of cost data being collected in any of the 
other data sets drawn on in this analysis. The 
average weekly charge across all inpatients 
was just over £3,500, ranging from under 
£1,500 to more than £6,500. Nearly half 
(47%) of weekly charges cost between £2,500 
- £3,500, with one quarter of placements 
costing between £3,500 - £4,500. Previous 
analyses of the LD Census showed that over 
half (53%) of children were in placements 
costing more than £4,500 per week.184

3. Referrals of children & young people with  

a learning disability and/or ASD185

The Mental Health Services Data Set (MHSDS) 
provides monthly data bulletins on patients 
identified as having learning disabilities and/
or autistic spectrum disorders.

In June 2016 (latest monthly data at time of 
writing), there were 41,565 open referrals of 
children and young people aged 0-25 years 
with a learning disability and/or ASD, in other 
words, over 41,500 children and young people 
with a learning disability or autism waiting to 
see a mental health specialist. This included:
•  15,015 children aged under-18 years
•  26,550 young adults aged 18-25 years 
inclusive.

This is indicative of high levels of unmet 
need, consistent with recent research186 and 
widespread anecdotal evidence from other 
services (e.g. special schools) and families of 
disabled children and young people.
4,090 (10%) of these referrals had been made 
in that same month and 4,465 ended that 
month, after patients were seen by a specialist 
and discharged.

70% of children and young people with open 
referrals were male and 65% of the young 
adults. We requested an ethnic breakdown 
of these data, but around one in five had no 
data on ethnicity (not stated or not known), 
undermining the validity of comparisons.



UNDERSTANDING THE NEEDS OF DISABLED CHILDREN WITH COMPLEX NEEDS OR LIFE-LIMITING CONDITIONS    71

Annex F: Expert advisors 
 
 
 
This report would not have been possible without the help and support of those listed below 
who either shared their expert knowledge and insights during the initial development of the 
report or at the Expert Workshop, held in November 2016, and in some cases did both.

Amanda Allard, Council for Disabled Children
Becky Benwell,  0-25 Special Educational Needs and Disability Unit, Department for Education
Lizzie Chambers, Together for Short Lives
Gemma Coleman, Department for Education
Dr Jacqueline Cornish, NHS England
Martin Cunnington, South East Commissioning Support Unit
Sarah Day, Personal Health Budgets & Integrated Personal Commissioning Team, NHS England
Dr Helen Duncan, Public Health England
Professor Eric Emerson, Lancaster University & University of Sydney
Jo Ecclestone Ford, The True Colours Trust
Kevin Elliot, Transforming Care Programme, NHS England
Andrew Fellowes, Council for Disabled Children
Dr Lorna Fraser, Department of Health Sciences, The University of York
Helen Harger, NHS Digital Child Health
Roz Harper, Department for Education
Dr Karen Horridge, British Academy of Childhood Disability
Christine Lenehan, Council for Disabled Children
Rory McErlean, 0-25 Special Educational Needs and Disability Unit, Department for Education
Stuart Miller, 0-25 Special Educational Needs and Disability Unit, Department for Education
Megan  Moore, NHS England
Lorraine Mulroney, NHS England
Sue North, NHS England
Nicholas Richman, NHS Digital
Lucy Sainsbury, The True Colours Trust
Kate Thurland , Public Health England



72    UNDERSTANDING THE NEEDS OF DISABLED CHILDREN WITH COMPLEX NEEDS OR LIFE-LIMITING CONDITIONS

Annex G: Glossary of terms, definitions and acronyms 
 
 
 
‘SEN type’ – Codes and descriptions used in School Census reporting187

SpLD    Specific learning difficulty (e.g. Dyslexia, dyspraxia)

MLD    Moderate learning difficulty

SLD    Severe learning difficulty

PMLD    Profound & multiple learning difficulty

SEMH    Social, emotional and mental health

SLCN    Speech, language and communication needs

HI    Hearing impairment

VI    Visual impairment

MSI    Multi-sensory impairment

PD    Physical disability

ASD    Autistic spectrum disorder (includes Aspergers syndrome).

Children in Need Census disability terms and descriptions  
(guidance 2015-16)

Mobility   Getting about the house and beyond

Hand function  Holding and touching

Personal care   Eating, washing, going to the toilet, dressing, etc.

Incontinence   Controlling the passage of urine or faeces

Communication  Speaking and/or understanding others

Learning   Having special educational needs, etc.

Hearing/Vision 

Behaviour     A condition entailing behavioural difficulties, includes attention deficit 
hyperactivity disorder (ADHD)
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Consciousness  Seizures

ASD     Diagnosed by a qualified medical practitioner as having classical autism 
or Asperger syndrome

Other DDA    One or more of the child’s disabilities under the Disability 
Discrimination Act 2005 does not fall into above categories.

Health terms and definitions for the Children and  
Young People’s Health Services data set

Glossary for reporting in the Children and Young People’s Health Services data set,  
with some detailed descriptions and helpful cross-referencing to terms used by other services, 
available at: www.bacdis.org.uk/policy/documents/ExplanatoryGlossaryofTerms.pdf

Other acronyms and possibly unfamiliar terms used in this report (a-z)

Aspergers    An autistic spectrum disorder, sometimes called 'high-functioning' ASD 
as intelligence is not impaired

ATU    Assessment and treatment unit i.e. a mental health inpatient unit

CCG    Clinical commissioning group (local area health commissioners)

ChiMat    National Child and Maternal Health Intelligence Network, Public Health 
England

CiN     Assessed as a Child in Need of support from social care, under the 
Children Act 1989

CQC     Care Quality Commission (health inspectorate)

DCSF    Department for Children, Schools and Families (now DfE)

DfE    Department for Education

DfES    Department for Education and Skills.

DH    Department of Health

DWP    Department for Work and Pensions

Early Support   Widely used model for early intervention, providing support to children 
and families without needing to go through a formal assessment process

EHC  plan    Education, Health and Care plan based on a multi-disciplinary 
assessment, replacing statements of SEN

FRS    Family Resources Survey
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HMT    Her Majesty's Treasury

JSNA      Joint strategic needs assessments to identify local areas' health and 
well-being needs and to inform service planning

LAC     Looked after child. Looked after by the local authority under the 
Children Act 1989

LAIT     Local authority interactive tool, produced by DfE, bringing together  
key data on education and children's services & enabling comparisons 
to be made.

LG Inform  Data portal from the Local Government Association.  
   Includes a local area SEND comparison tool

LLC    Life-limiting condition

LLI    Life-limiting illness

LSCB   Local Safeguarding Children Board

NSF     National Service Framework: DH guidance setting out standards and 
pathways for health services

Ofsted   Office for Standards in Education, Children's Services and Skills    
   (inspectorate)

PCT    Primary care trusts – responsible for commissioning health services 
and delivering community health services until 2013

SEN   Special educational needs

SEN support   School-based support for children with SEN, without needing a 
statement or EHC plan

SEND   Special educational needs and disabilities

SFR   Statistical first release – regular Government statistics bulletins.
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1         DH, DfES, (2004), National Service Framework for Children, Young People and Maternity Services. Standard 8: Disabled 
Children and Young People and those with Complex Health Needs 

2          DfES and HMT (2007) Aiming high for disabled children: better support for families 
3         DH (2008) Better Care, Better Lives: Improving outcomes and experiences for children, young people and their families 

living with life-limiting and life-threatening conditions
4         Secondary needs may also be reported but usually are not. See SEN data bulletin, section 2.
5          Acknowledging significant variations in local practice, see SEN data bulletin, section 1 (statements/EHCPs) and section 3 

(type of school). The Children and Families Act 2014 replaced statements of SEN with EHC plans. 
6          Includes all children with primary needs most associated with complexity (SLD, PMLD, MSI) plus those with ASD in special 

schools. Source: SFR 29-2016 (table 8) rounded to nearest 100. 
7          ASD is a broad spectrum. As there is no marker for severity or complexity in the School Census, we used being in special 

school as proxy. 
8          Although children with MSI are less likely to attend special schools, multi-sensory impairment implies complexity. 
9         Independent schools provide 36% of residential special school placements including around two-thirds of 52-week 

placements. See SEN data bulletin, end of section 3. 
10       Difference between School Census total for young people aged 16-25 years with statements / EHC plans (N=19,230) and LA 

data on statements/EHC plans for 41,300 16-19 year olds and 1,065 20-25 year olds, at Jan 2016. Source: SFR 17-2017 (table 
1) and SFR 29-2016 (table 3) rounded to nearest 100. 

11       Many children with complex needs attend mainstream schools, especially in primary education. See SEN data bulletin, 
section 3. 

12       Includes all special schools (maintained, non-maintained, academies, independent), specialist post-16 institutions, children 
with statements/EHC plans placed in independent schools and a small number of children in hospital schools. Source: SFR 
17-2016, table 1.

13       See SEN data section for full references and analysis of these trends, section 3.
14       At March 2015. See CiN and LAC data bulletins for full analysis and references. 
15       See https://councilfordisabledchildren.org.uk/our-work/whole-child/practice/early-support-integrated-and-person-centered-

approach 
16        See http://content.digital.nhs.uk/maternityandchildren/CYPHS 
17        Correspondence with the charity Together for Short Lives, which is involved in this development. 
18        Some detailed health data are available by request or online e.g. HES (hospital episode statistics) or the Secondary Uses 

Service (http://content.digital.nhs.uk/sus), but require some expert knowledge to use.
19        Examples are provided in Text box 1. 
20       e.g. CQC (2012) Healthcare for disabled children and young people (p.29) 
21        See https://www.gov.uk/government/statistics/outcomes-for-children-looked-after-by-las-31-march-2015 
22        e.g. JRF (1995) The needs of disabled children and their families; Audit Commission (2003) Services for disabled children; 

CQC (2012) Healthcare for disabled children and young people
23       See http://content.digital.nhs.uk/maternityandchildren/CYPHS
24        Statistics rounded to the nearest 100 or whole percentage point. Source: School Census data for January 2016, unless 

another reference is provided. See SEN data bulletin for further detail and full references. 
25        The SEND Code of Practice 2015 replaced ‘School Action’ and ‘School Action Plus’ with single category of ‘SEN Support’. 

Ofsted in 2010 criticised schools for inappropriately identifying so many children as having SEN (Ofsted, 2010, SEND 
Review: a statement is not enough).

26        Difference at Jan 2016 between School Census total for young people aged 16-25 years with statements/ EHC plans 
(N=19,230) and local authority data on statements/ EHC plans for 41,300 16-19 year olds and 1,065 20-25 year olds, 
published in SFR 17-2017 (table 1) and SFR 29-2016 (table 3) rounded to nearest 100. 

27        Local authority data (SEN2) on placements of children with statements/EHC plans in special schools (maintained, non-
maintained, academies, independent), hospital schools and specialist post-16 institutions. SFR 17-2016, table 1. Structural 

References 
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           changes make it impossible to produce valid time comparison. 
28       Special request to DfE, data for Jan 2016. 
29       Soon-to-be published data collected by the Transforming Care Programme (SEN bulletin, end of section 3). 
30         Data rounded to nearest 10 or whole percentage point. Source: SFR41-2015. Children in Need Census data, 31 March  2015 

on Children in Need with a disability aged 0-17 years in England and previous annual bulletins. Some data provided by 
special request to DfE. See CiN data bulletin for full references.

31        Data rounded to nearest 10 or whole percentage point. Source: SFR34-2015 supplemented by special request to DfE. Full 
references provided in LAC data bulletin. 

32        Data rounded to the nearest 10 or whole percentage point. Sources: Learning Disability Statistics annual overview 2015-16 
(end Feb 2016); Learning Disability Census data for September 2015; Mental health services data set (MHSDS) on referrals 
for patients with a learning disability or autistic spectrum disorder in June 2016. Data on young adults aged 18-25 years 
through a special request to NHS digital. Full references in the mental health data bulletin. 

33        Transforming Care: A national response to Winterbourne View Hospital: www.gov.uk/government/publications/winterbourne-
view-hospital-department-of-health-review-and-response 

34        Implications of Mental Health Act 1983 are explained in the Code of Practice 
35        https://www.england.nhs.uk/learningdisabilities/ctr/ 
36        For example, see research cited in the LD Census Sept 2013 Report: Further Analysis (p.15-16). http://content.digital.nhs.uk/

catalogue/PUB14046/ld-census-further-sep13-repv2.pdf 
37        Based on analysis of previous LD Census data. See HSCIC (April 2014), LD Census Report -Further Analysis. Table 6A of the  

accompanying data tables. 
38        For example, Office of the Children’s Commissioner (May 2016) Lightning review: Access to Child and Adolescent Mental 

Health Services
39        https://www.gov.uk/government/publications/children-and-young-peoples-continuing-care-national-framework 
40        Cochrane, Liyanage and Nantambi (2007) Palliative Care Statistics for Children and Young Adults, Department of Health
41        Fraser L., Miller M. et al (2012) Rising National Prevalence of Life-Limiting Conditions in Children in England, PEDIATRICS 

Volume 129, Number 4 http://pediatrics.aappublications.org/content/129/4/e923
42        57% of children with statements/EHC plans do not have a secondary need reported and 83% of children on SEN support. See 

SEN data bulletin, section 2. January 2016. 
43        See SEN data bulletin, sections 1 and 3 (respectively, variations in statements/EHC plans and local provision) 
44        See CiN data bulletin. 18% of CiN with a disability experienced abuse or neglect (March 2015). 
45        From 2016, unique provider reference numbers should lead to a clearer picture of type of provision (correspondence with 

DfE analysts).
46        https://www.gov.uk/government/publications/childrens-residential-care-in-england 
47        Suggested by delegates attending our workshop. 
48        Following changes introduced under the Education & Families Act 2014. See SEN data bulletin, section 2. 
49        See LAC data bulletin, section on Care Leavers. 
50        It is hoped that the forthcoming (2017) Lenehan Review of specialist residential placements will lead to improvements on 

this front. 
51        See SEN bulletin, section 3 (‘What type of school’? And ‘Residential placements’ headings) 
52        From 2016 unique provider reference numbers will enable DfE analysts to validate type of provision (source: correspondence 

with DfE analysts). 
53        This decrease reflects changes under the SEND Code of Practice 2015, replacing ‘School Action’ and ‘School Action Plus’ with 

single category of ‘SEN Support’; and by criticisms made by Ofsted that too many children were being identified by schools 
as having SEN (Ofsted, 2010, SEND Review: a statement is not enough). 

54        Mooney A, Owen C, Statham J (2008) Disabled Children: Numbers, Characteristics and Local Service Provision: Final Report 
to DCSF, Thomas Coram Research Unit (Institute of Education) young people who have left school, potentially up to the age 
of 25. See SEND Code of Practice 2015 (summary at pages 13-14) https://www.gov.uk/government/uploads/system/uploads/
attachment_data/file/398815/SEND_Code_of_Practice_January_2015.pdf 

55        http://atlas.chimat.org.uk/IAS/profiles/profile?profileId=46&geoTypeId=#iasProfileSection4 
56        DH (2008) Better Care, Better Lives: Improving outcomes and experiences for children, young people and their families living 

with life-limiting and life-threatening conditions, page 23 
57        Sir Ian Kennedy (2010) Getting it right for children and young people, COI 
58        Safeguarding Disabled Children in England. How Local Safeguarding Children Boards are delivering against Ofsted 

requirements to protect disabled children: findings from a national survey. A report of the National Working Group on 
Safeguarding Disabled Children July 2016 http://councilfordisabledchildren.org.uk/sites/default/files/field/attachemnt/
safeguarding-disabled-children-england.pdf
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59        The Children and Young People’s Health Outcomes Strategy (2012) recommended: “Directors of Public Health, through their 
health and wellbeing board, should ensure that they include comprehensive data for all children and young people within 
their Joint Strategic Needs Assessment incl. those requiring tailored provision, such as those who are looked after, those with 
disabilities and long term conditions…” 

60        Local areas (including the local authority, CCGs, public health, NHS England and local providers) are to be inspected by Ofsted 
and CQC every 5 years to assess how well they are implementing their duties under the Children and Families Act 2014 and 
the 2015 SEND Code of Practice. 

61        DfE and HMT (2007) Aiming high for disabled children: better support for families
62       Rounded to nearest 100.
63       See https://www.gov.uk/disability-living-allowance-children/overview for fuller explanation 
64        At the time of writing, this could be done by selecting the ‘query data’ link, then ‘DWP benefits’, then one of the DLA options. 

Local area breakdowns can be selected, some right down to ‘lower super output area’ level (very fine-grained). 
65        A person is disabled under the Equality Act 2010 if he or she has a ‘physical or mental impairment’ that has a ‘substantial 

and long-term adverse effect’ on their ability to do normal activities. 
66        Statistics in this summary are rounded to the nearest 100. More detailed  gures and references are provided in full text of this 

data bulletin. 
67        The SEND Code of Practice 2015 replaced School Action and School Action Plus with single category of SEN Support. 

Ofsted in 2010 criticised schools for inappropriately identifying so many children as having SEN (Ofsted, 2010, SEND 
Review: a statement is not enough).

68        Difference at January 2016 between School Census total for young people aged 16-25 years with statements/ EHC plans 
(N=19,230) and LA data on statements/ EHC plans for 41,300 16-19 year olds and 1,065 20-25 year olds, published in SFR 
17-2017 (table 1) and SFR 29-2016 (table 3). 

69        Local authority data (SEN2) on placements of children with statements/EHC plans in special schools (maintained, non-
maintained, academies, independent), hospital schools and specialist post-16 institutions. SFR 17-2016, table 1. Structural 
changes make it impossible to produce valid time comparison.

70        https://www.gov.uk/government/statistics/special-educational-needs-in-england-january-2016. Equivalent data published at 
https://www.gov.uk/government/collections/statistics-special-educational-needs-sen to 2010; earlier data from the National 
Archives http://www.nationalarchives.gov.uk/webarchive/ 

71        https://www.gov.uk/government/statistics/statements-of-sen-and-ehc-plans-england-2016 7 https://www.gov.uk/government/
statistics/outcomes-for-children-looked-after-by-las-31-march-2015

72       SFR 29-2016 (table 1)
73        The Children and Families Act 2014 replaced statements with EHC plans and made wide-ranging reforms to the statutory 

framework for SEN http://www.legislation.gov.uk/ukpga/2014/6/part/3/enacted
74       Children and Families Act 2014 (part 3, section 42). 
75        SEN support has replaced School Action and School Action Plus. The graduated approach for meeting children’s needs is set 

out in the SEND Code of Practice 2014 (para 6.44 and elsewhere). https://www.gov.uk/government/uploads/system/uploads/
attachment_data/file/398815/SEND_Code_of_Practice_January_2015.pdf 

76        The SEND Code of Practice 2015 replaced School Action and School Action Plus with single category of SEN Support. Ofsted in 
2010 criticised schools for inappropriately identifying so many children as having SEN (Ofsted, 2010, SEND Review: a statement 
is not enough). 

77       SFR 29-2016 local authority tables
78       Children and Families Act 2014, as above
79       Excluding City of London as an outlier, with only 8 pupils with statements. 
80        Lewis J, Mooney A et al (2010) Special Educational Needs and Disability: Understanding Local Variation in Prevalence, Service 

Provision and Support, DCSF-RR211 http://eprints.ioe.ac.uk/16023/1/DCSF_RR211_FinReport.pdf
81       SFR 29-2016 (table 8)
82        ASD is a spectrum. Children at the more severe and complex end are likely to have statements/EHC plans and attend special 

schools. 
83       SFR 29-2016 additional tables (table G). Data rounded to nearest whole percentage point or nearest 5.
84        For example, see Emerson, E., Baines, S. (2010). The Estimated Prevalence of Autism among Adults with Learning 

Disabilities in England. Durham: Improving Health & Lives: Learning Disability Observatory, pp.7-8. Available at http://www.
improvinghealthandlives.org.uk/uploads/doc/vid_8731_IHAL2010-05Autism.pdf

85        For example, see Challenging Behaviour Foundation factsheet (2013) http://www.challengingbehaviour.org.uk/learning-
disability-files/04---Communication-Information-sheet-web.pdf

86       SFR 29-2016 national tables (table 3) and additional tables (table A). 
87       Source: SFR 29-2016 national tables (table 3) and additional tables (table B).
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88        Children in special schools should have a statement/EHC plan, unless undergoing an assessment or in ‘exceptional 
circumstances’; see SEND Code of Practice, para 1.29. 

89       SFR 17-2016 (table 1) based on SEN2 returns. 
90        Amongst other things, extending local authorities’ duties towards young people who have left school, potentially up to the age 

of 25. See SEND Code of Practice 2015 (summary at pages 13-14) https://www.gov.uk/government/uploads/system/uploads/
attachment_data/file/398815/SEND_Code_of_Practice_January_2015.pdf 

91        Specialist colleges provide education and training for around 3,000 19-25 year olds, two-thirds of them on a residential basis. 
Source: Estimates from the sector organisation, NatSpec as national statistics do not provide a clear picture of this sector. 

92        Source: SFR 29-2016 national tables (table 6) and additional tables (table C2). Data rounded to nearest whole percentage point, 
except in summary table given low values. 

93        See research overview by Newman T. (2009) Ensuring all disabled children and young people and their families receive services 
which are sufficiently differentiated to meet their diverse needs, C4EO http://archive.c4eo.org.uk/themes/disabledchildren/
diverseneeds/files/c4eo_diverse_needs_kr_6.pdf

94        Needs breakdown from SFR 29-2016 additional tables (table C2). Given small values and small differences involved, % figures 
are presented to one decimal place. 

95       Source: SFR 29-2016 national tables (table 5) and additional tables (table D) 
96       See https://www.gov.uk/apply-free-school-meals 
97        See for example Parsons S and Platt L (Nov 3013) Disability among young children: Prevalence, heterogeneity and socio-

economic disadvantage, Centre for Longitudinal Studies, Institute of Education, University of London
98        Note: data for 2015, latest available at time of this analysis. SFR11-2016 tables 4a & 4b, compared with SFR25-2015 national 

tables (table 8). 
99       Children may be looked after by the local authority (or ‘in care’) under the Children Act 1989.
100     Please note, these figures include children on SEN support. Source: School Census data, SFR 29-2016 national tables (table 8) 
101     SFR 29-2016 national tables (table 1) 
102      Children in special schools should have a statement/EHC plan, unless undergoing an assessment or in certain ‘exceptional 

circumstances’; see SEND Code of Practice, para 1.29. 
103      In 2016, 36% of children in SEN residential placements were in the independent sector, including an estimated two-thirds of 

those in full-time 52 week placements. See end of section 3 (residential placements). 
104      The right to be included in mainstream education is enshrined in Article 24, UN Convention on the Rights of Persons 

with Disabilities; with a general presumption in Persons with Disabilities; with a general presumption in the Children and 
Families Act 2014, sections 33-35 (and other legislation).

105       See Pinney A. (Nov 2014) Children with learning disabilities whose behaviours challenge: what do we know from national data? 
CBF & CDC 

106      Gore et al (2015) NIHR School for Social Care Research Scoping Review: Residential school placements for people aged under 
25 with intellectual disabilities http://www.sscr.nihr.ac.uk/PDF/ScopingReviews/SR10.pdf 

107      Notably, primary needs data are of limited use in exploring trends in placements for children with complex needs; and 
independent schools, which cater for many children with the most complex needs, do not report pupil level data. See end of 
section 3 for more on residential placements. 

108      ASD and communication difficulties are associated. See secondary needs analysis (section 2); national autistic society website 
http://www.autism.org.uk/about/communication.aspx; and academic research

109      Emerson E. and Hatton C. (June 2009) Estimating Future Numbers of Adults with Profound Multiple Learning Disabilities in 
England, CeDR Research Report 2009:1, University of Lancaster

110     Data request to DfE. 
111      For example, see Emerson, E., Baines, S. (2010). The Estimated Prevalence of Autism among Adults with Learning 

Disabilities in England. Durham: Improving Health & Lives: Learning Disability Observatory, pp.7-8. Available at http://www.
improvinghealthandlives.org.uk/uploads/doc/vid_8731_IHAL2010-05Autism.pdf. 

112      See advice provided by a charity which supports families of children with SLD: http://www.challengingbehaviour.org.uk/about-
us/about-challenging-behaviour/severe-learning-disabilities.html 

113      Of those who are in mainstream school, the great majority (86%) are learning alongside their peers rather than in specially 
resourced provision or units (data requested from DfE, Jan 2016). 

114      See above website and research cited in Pinney A. (Nov 2014) Children with learning disabilities whose behaviours challenge: 
what do we know from national data? CBF and CDC

115      Data requested from DfE. 17% of children with a statement/EHC plan and a primary need of ASD in mainstream schools are 
in specially resourced provision or units (Jan 2016). 

116     Excluding Rutland (0.1%) as an outlier, with just 8 pupils in special schools. 
117      Source: SFR 29-2016 local authority tables (analysis of tables 16-18). Pupil numbers rounded to nearest 5, totals may not equal 
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sum of parts. School Census data, based on where children attend schools, excluding independent schools. 
118     Kensington & Chelsea and Rutland.
119     Pinney A. (2005), Disabled Children in Residential Placements, DfES 
120      Gore et al (2015) NIHR School for Social Care Research Scoping Review: Residential school placements for people aged under 

25 with intellectual disabilities http://www.sscr.nihr.ac.uk/PDF/ScopingReviews/SR10.pdf 
121      Announced in the Government’s response to the Narey Review, page 6 https://www.gov.uk/government/uploads/system/

uploads/attachment_data/file/579549/Government_response_to_Narey_review.pdf
122      Unpublished research by the author (2016). It is hoped the forthcoming Lenehan Review will lead to published data on these 

trends. 
123     In SEN2 returns. Source: correspondence with DfE analysts. 
124      See accompanying mental health bulletin. Transforming Care is an ambitious reform programme to reduce to a minimum 

the number of people with learning disabilities and/or autism in mental health living inpatient facilities. 
125     Provisional data shared with the author, expected to be published soon. 
126      Not shown in national data. Most recent data collected in 2008 by the SEN Regional Partnerships, in an ‘Analysis of out of 

authority placements’ (unpublished). Just over three-quarters of children in full-time residential placements were looked after 
at that time.

127     From 2016, local authorities should provide a unique provider reference number, so type of provision can be validated. 
128     National tables, A1. 
129     Local authority level data on LAC with a disability was not published, but was provided through a special request to DfE. 
130      Rounding conventions (to nearest five at local authority level) and suppression of values between 1-5 inclusive (for 32 LAs) 

make it difficult to show this distribution graphically. 
131     Data from a special request to DfE Comparisons with the wider LAC cohort use SFR 34-2015 data, table 1.
132     See SEN data bulletin (short section on residential placements at the end of Section 3).
133     Data from a special request to DfE. Comparisons with the wider LAC cohort use SFR 34-2015 data, table A2. 
134      See introductory data notes. At present, this data set under-represents the true extent of residential special school placements, 

in favour of children’s home placements. Type of provision is more clearly recorded from 2016 onwards. 
135      Data request to DfE, table LAC A3. Comparisons with the wider LAC cohort uses SFR 34-2015 data, table A5. 
136     SFR34-2014 table A4.
137      As yet unpublished survey data gathered by the Transforming Care Programme on children in 52-week residential placements 

in December 2015, see SEN data bulletin (end of section 3).
138      Data from a special request to DfE, ‘care leavers’ tab. Note, analysis of rounded data in this section may have led to differences 

of +/- one percentage point, compared to results if unrounded data were available. Comparisons with the wider LAC cohort use 
SFR 34-2015 data, table F1.

139     SFR 41-2015 Data Quality and Use
140      SFR41-2015. DfE rounds headline national statistics up to the nearest 100. However most of the data tables presented in this 

section are based on the headline figure of N=50,770 (rounded to nearest 10). 
141     Analysis of SFR 41-2015 data (table B2 and annex: age at mid-year 2014 projections using 2011 Census data) 
142      See https://councilfordisabledchildren.org.uk/our-work/whole-child/practice/early-support-integrated-and-person-centered-

approach 
143      National tables, B2. Please note that the ranges described in this section exclude 10 local authorities whose data had the lowest 

confidence rating. 
144      Breakdown of data on children in need with a disability (N=50,770) by special request to DfE. Compared with data from SFR 

41-2015 national tables (A3 and A4). Note: Excludes unborn children and those whose gender was unknown (as source data 
was broken down by age and gender). Analysis of rounded date may affect totals by + / - 10 children.

145     Special request to DfE 
146     These data are published annually at national and local authority level (table B2, SFR41-2015). 
147      The definition states that autism or Asperger syndrome should have been diagnosed by a qualified medical practitioner 

and not to include children ‘merely identified as having an ASD eg by their school’ which can be associated with learning or 
behaviour categories. 

148     Special request to DfE
149      Table B2, SFR41-2015. Please note that these ranges exclude the 10 local authorities whose data had the lowest confidence 

rating.
150      Analysis of national data (table B2 in SFR 41-2015 and equivalent in previous years) published at https://www.gov.uk/

government/collections/statistics-children-in-need. Older data were collected and presented on a different basis so could not 
readily be included in our analysis. 

151      Transforming Care: A national response to Winterbourne View Hospital: www.gov.uk/government/publications/winterbourne-



view-hospital-department-of-health-review-and-response 
152     Statistics cited in this summary are described more fully and referenced throughout this data bulletin. 
153      Implications of Mental Health Act 1983 are explained in the Code of Practice www.gov.uk/government/publications/code-of-

practice-mental-health-act-1983
154     https://www.england.nhs.uk/learningdisabilities/ctr/ 
155      For example, see research cited in the LD Census Sept 2013 Report: Further Analysis (p.15-16). http://content.digital.nhs.uk/

catalogue/PUB14046/ld-census-further-sep13-repv2.pdf 
156      Based on analysis of previous LD Census data. See HSCIC (April 2014), LD Census Report -Further Analysis. Table 6A of the 

accompanying data tables.
157      For example, Office of the Children’s Commissioner (May 2016) Lightning review: Access to Child and Adolescent Mental 

Health Services 8 See http://content.digital.nhs.uk/mhsds
158      See http://content.digital.nhs.uk/mhsds See Learning Disability Statistics Annual Overview England 2015-16 http://content.
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About the Council for Disabled Children

The Council for Disabled Children (CDC) is the umbrella body for the disabled children's sector  
with a membership of over 200 voluntary and community organisations and an active network  
of practitioners and policy-makers that spans education, health and social care. Their aim is to see  
a fully-inclusive society where disabled children and young people and those with special  
educational needs can lead full and happy childhoods and rewarding adult lives. They do this by 
working with the sector to find out what is and isn’t working on the ground and use what they  
earn to influence policy and improve practice.

CDC hosts the following networks and projects: 

 Independent Support

 IASS Network

 Making Ourselves Heard

 Special Educational Consortium

 Transition Information Network 

CDC is proud to be part of the National Children’s Bureau (NCB), a leading children’s charity  
working to build a better childhood for every child. 

More information about CDC can be found at www.councilfordisabledchildren.org.uk

About the True Colours Trust

The True Colours Trust is passionate about making a difference to the lives of disabled children  
and their families and supporting people with life-limiting and/or life-threatening illnesses.  
The Trust was established in 2001 and works in the UK and Africa.

True Colours has developed a framework of grant-making which enables it to effect change  
in the short, medium and long-term. This is done through small grants to local initiatives; multi-year 
grants to build sustainable organisations and sectors; commissioning research to gather information 
and identify solutions to complex issues; and, making long-term investments towards advocacy  
and policy change. The Trust’s framework enables it to make positive change today, tomorrow  
and in the future. The Trust is proud to be a long-term supporter of the work of the Council for 
Disabled Children.

More information about the True Colours Trust can be found at www.truecolourstrust.org.uk


