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Wiat is antism®

Wiat is autism®

Autism is a lifelong developmental disability that
affects how a person communicates and relates to
other people. It also affects how they make sense of
the world around them. It is a spectrum condition,
which means it affects people in different ways. But
everyone with autism shares three main areas of
difficulty.

Social interaction: children with autism can have
difficulties recognising and understanding their own
and other people’s feelings. They may sometimes
find it hard to manage stress and frustration. At
school they may not always understand the ‘social
rules’ and how to act appropriately with their peers.

This can make it hard to form friendships and many

experience bullying as a result of these difficulties.

Social communication: children with autism may
have difficulties understanding both verbal and
non-verbal language, such as people’s gestures,
facial expressions and tone of voice. They may need
support with understanding and how to express

themselves.

Social imagination: This affects children’s ability
to imagine situations outside of their normal daily
routine, to plan ahead and to cope with change

or stress. They generally like set routines, familiar
people and environments and may find unexpected
changes to the school timetable, for example, hard
to cope with. Unstructured time during the school
day — such as break times, lunch times and moving
between lessons — can be particularly difficult. They
may also struggle to understand and predict other

people’s intentions.




Children with autism may also be over- or under-
sensitive to stimuli such as sound, taste, smell, light
or colour. If children are over-sensitive this can
make busy, brightly-lit or noisy environments such
as classrooms, playgrounds and dinner halls difficult

to cope with.

Some children with autism have a learning disability
or specific learning difficulties, such as dyslexia, but
can make good progress with the right support.
Many are academically able, but will still need some
support to cope with school life and realise their

potential.

It is estimated that 1 in 100 people in Northern
Ireland has autism. It is a lifelong condition:
children with autism grow up to be adults with
autism, and a good education can equip them

with the skills and confidence they need in life.

It is imperative that, no matter were a child lives in
Northern Ireland or what type of school they go to,
our education system can identify, understand and

respond to their needs.

groups for children with autism.

The National Autistic Society Northern Ireland

The National Autistic Society’s Education Rights Service provides information,
advice and support to around 2,000 callers every year, including support for
families taking cases to tribunal. In Northern Ireland we employ family support
workers who support and help parents with a range of issues related to autism.
We have a range of parent support groups which meet monthly, as well as social
groups for adults with autism, youth groups for teenagers and various activity
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Tniroduction

An A* education

Education is a fundamental part of every child’s
life. It gives children the opportunity to learn about
the world they live in, and how they can play a part
in that world. It should be a time when children
teel safe and happy, confident about building
relationships and friendships, and able to make the
most of their abilities and talents. It should help
them to develop independence and prepare them

for a bright and happy future.

Parents of children with autism tell us that they

want an education system that:

> is ambitious and believes their children can
achieve

7 gives their children similar opportunities to other
children

> understands and supports their children’s needs

7 allows their children to develop friendships and
life skills

7 allows their children to enjoy good mental health

7 prepares their children for life.

These parents want every school in Northern
Ireland to be a good school, delivering an A*
education for their children with autism. But the
reality for many children with autism in Northern

Ireland is far from A*.

(o)
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Of the families we surveyed:

> more than one in four young people with autism
(27%) said they don’t feel happy at school

7 one in five young people with autism (20%)
don’t feel safe

> one in three children with autism (33%) have
only one friend, or no friends at all, even though
80% say they want to have friends

7 a quarter of young people with autism say that
one of the worst things about school is being
picked on, with almost one third saying that one
of the worst things about school is teachers not
understanding them

7 just half of parents (51%) feel their child with
autism is making good educational progress

> almost one in three parents feels that the
education their child receives is not adequate
to their needs

7 less than half of parents (48%) are satisfied with

the support their child receives at school.

This report highlights how children with autism in
Northern Ireland are not getting a good enough
education, and identifies the solutions that are

needed to fix the problem.

The proposed reforms to the Special Educational
Needs (SEN) system in Northern Ireland will shape
the future of a generation of children with SEN.
This could be the Northern Ireland Assembly’s
chance to make every school a good school for

children with autism.
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Children need an A* Education
that sets them up for life.
Without the right support from school, the
educational progress, social skills, self-esteem and
health of children with autism will suffer. With

support, they can achieve their full potential, paving
the way for a happy, fulfilled adult life.

Parents need an A* system that
works with them, not against
them.

Parents will always want what is right for their

children. But too many parents of children with

autism have had to fight to get the right support

for their child. Parents’ voices need to be heard and

they need to be at the heart of any reform to the
SEN system.

We need the Northern Ireland
Assembly to listen and to act.

The Assembly must listen and act on what parents
and children have to say. This report is based on
the real views of parents and children with autism
in Northern Ireland. We need the Assembly to pass
this test and to ensure they do not fail children with

autism.

We are ambitious for children with autism and their

families. Let’s get it right.



Methodology

The research for this report was carried out between October 2011 and March 2012.
We carried out the research using a survey methodology.

A Workstop witl, parents

A one-off workshop took place with parents of children and young people with autism
aged nineteen or younger to highlight the main areas of concern with the education
placement of their children. These areas of concern were the mainstay of the surveys.

B: vavey of pavents of young people witl, autism

The National Autistic Society Northern Ireland (NASNI) designed a survey, which elicited
largely quantitative responses and offered the opportunity for lengthier qualitative
responses to selected questions. The aim was to find out more about the experiences
of parents and carers relating to their children’s education.

The questionnaire was advertised on The National Autistic Society (NAS) website,
through NASNI membership, through other voluntary organisations and through social
networking sites. Any parent with a child or young person with autism under the age of
19 was invited to complete the questionnaire.

A total of 151 parents and carers of young people with autism started the survey by
the deadline. Only those responses from parents or carers of those under the age of
nineteen were analysed. A link to the young person’s questionnaire was included in
case anyone had erroneously started the wrong questionnaire.

C SV\YVey of young people with Autism

The young people’s survey was advertised on the NAS website, through NASNI
members and other voluntary organisations and on social networking sites, as well as
through NASNI member support groups and Teen Scene groups inviting any young
person with autism aged under 19 to take part. A link was also provided from the
parents’ survey. 66 young people with autism completed the survey.

Analysis: There were no incentives for respondents to complete the survey. The
introduction to each survey explained the purpose of the research and set out
confidentiality procedures. Responses were anonymised and analysed using a software
package to produce aggregated tabulated results.
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1. The vight support
At the vight +ime

Children with autism need to have their special
educational needs identified as quickly as possible.
This is the crucial first step towards getting

them the right support. When a child’s needs are
identified early on, and accurately, the right support
can be put in place to prevent the development of

even more serious difficulties later.

Unfortunately, getting support for a child with
autism in Northern Ireland is not always easy or
straightforward. Many parents have to fight every
step of the way to get the support that their child
needs. When we asked parents if it had been easy

to get support for their child with autism, nearly two
in three respondents to our survey said it had not

been easy.

“Getting support n the fivst place
would be a luge bonus. WL\y does
eveVy-FL(mg have to be sucl, an upLill
s-Fmgg\e? T feel because my <hild looks
‘normal' Le s eXpeC-[-ed o act as sucl.
I am sorvy T Lave wotling positive 4o
say on tis.” Parent

Over half (52%) of parents who took part in our
survey had to wait over a year from when concerns
were first raised about their child to actually getting
appropriate support; nearly one quarter (22%) have
waited over two years, whilst one in ten children

have waited more than three years.

“T4 was va\y " jﬂ\vw\ﬂ\fy 2011 1t

A diAgnos's of ASPerger's WAS given,
some eight years after a problem

was {ivst identified by my daunglter's
P2 {eacier. Needless {0 say, our
dé\v\gwfer‘s experience of sclool Las
been 4 very unhAppy one Whicl CAused
her & great deal of distress, so mucl,
so tLat sle -(:}V\N\y dropped out of
school n Aprit 2011 T am suve Lt
f our daughter's difficulties Lad been
faken sev}ovxs\y by -feﬂ\CL\'mg stall and
educational psyclologists alike and
proper nfervention and support put

m place, ske would still be in sclool
today, receiving the education that she
so r]gb\-ﬂy desevves. Qur dauglter has
never Lad fle r}gh—{ o an eg‘_b\é\\ or faw
educational oppor-}vm}-{»y.” Parent

Children with a diagnosis of Asperger syndrome

or high-functioning autism in our research are

more likely to have waited longer to get the right
support. The needs of these children are often

not understood and are sometimes overlooked. A
number of parents of children with autism feel that
if a child at school acts out their difficulties through
their behaviour they are more likely to get help

than a child who is quieter or tries to mask their
difficulties — when both are in equal need

of support.




“If you Lave 4 clild on fhe autistic
spectrum you very much learn fo sink
ov swim. You Lave 4o be very Proa\c-{]ve
and at times militant with, the system
o ged Lelp. I you sit back and wait
fov 41 sys-{»em to wovk, you will Lave
los+ your Cluld and all Lope with them.’
Parent

"My clild was diagnosed over fle
summer befove sle was due fo stavt
seconda\vy sclLool. T made an APPO}V\'{’MEV\'[’
witl, e SENCO wip was very nice and
wnderstanding; she fold me T wouldn't
need A statement as -H\ey would Prov}de
my dauglder with, what ske needed. We
ave now in e middle of our second year
and my daughter gets very little Lelp, if
any = fleir veason being Hhat 'ske is doing
well and Lolding Ler own.” Parent

The consequences of getting it wrong

A lack of timely support can have a profound impact on a child’s educational progress, their social and

communication skills and behaviour, as well as their mental and physical well-being.

Figure 1: Lack of -wae\y support: Las it Lad A negadive effect on your cLld?

90
85
80
75

70
65
60
55
50
45
40
35
30
25
20
15
10
B i

% of respondents

4]

Behaviour Social/ Educational
Communication Progress
skills (other

than behaviour)

. Agree

Neither agree nor disagree
. Disagree

Self-Esteem Mental Health Physical Health

Negative effect



1: The right support at fe right fime

Neatly three quarters (71%) of parents in our
survey told us that their child’s educational progress
has suffered because of a lack of timely support

(see figure 1).

Critically for children with autism, over 80% of
parents say that a lack of support has harmed their
children’s social and communication skills. Social
and communication skills help all of us to learn,
and to cope with day-to-day life. Yet they are also
the things that all people with autism experience
difficulty with. It is essential that children with
autism get appropriate support to help them
develop and learn these skills. When a child finds it
difficult to communicate verbally, they may have no
other way to express themselves other than through
their behaviour. Over 70% of parents say their
child’s behaviour has suffered as a result of a lack

of support.

“A combination of a lack of su,\PPor-[-
and the time taken to diagnose my
son's condition Lhas Lad 4 negative

mpact on Lis progress.” Parent

A child who has problems with social interaction
may also struggle to make friends and to take part in
everyday school life. He or she can become isolated
and a target for bullying and therefore may be more

prone to develop mental health difficulties.

Shockingly, 65% of the parents who responded to
our survey said that a lack of support has affected
their child’s mental health, and over 45% said it has
harmed their child’s physical health. Some children
refuse to go to school altogether because it becomes

such a detrimental experience.

"My son became so mentally ill Le fook
to cutding Limself last YeAr... Le WAs
unable 4o explain what was Wrong And
this 1s why this behaviour Lappened.
T4 was a sCary +ime witl, no SV\PPOY-{'.
If e Lad §0+ help sooner and guiCker
T am suve tLis would never Lave

happened.” Parent

“By the fime my cLild received Lyis
statement and classroom assistant Le
was so disturbed at sclool Le was unable
to atfend Aand now Las Lome education.
His statement was started at e end
of PZ, at die end of PH i was pusted
on, at dle end of P5 Le was still coping
n mamstream, by P6 Le was slowing
signs of distress and unable fo cope.

T Aprit 2006 Le fnally veceived Lis
statement but i+ was foo ate - Le Las
never used Lis Classvoom assistant as e
LAd 4o be witldrawn from sclool due 4o

A near mental breakdown.” Parent

Recent research by The National Autistic Society
Northern Ireland for our You Need To Know
campaign' found that education plays an extremely
important role in the mental health of children with
autism. Difficulties at school can affect children’s
self-esteem — they can become anxious and upset

if the right support is not in place. A supportive
educational setting which works in partnership with
mental health services can be crucial in maintaining
emotional well-being and preventing mental health

problems from developing or escalating,

10 "The National Autistic Society. (2011). You Need To Know. Belfast: The National Autistic Society



Exclusions and suspensions

Many children with autism miss out on parts of
both their formal and informal education. When
asked about times of absence from school for any
reason other than ill health or family circumstances,
almost 1 in 5 parents (18%) said they had been
asked to take their child home eatly or at lunchtime
for a reason other than sickness, with over 14%

of parents reporting that this had happened on
more than three occasions. Almost 10% of parents
reported that their child had missed between half

a term and one school year. Another 5% reported
that their child had missed school for one year

or more. There were various reasons for these
absences, ranging from anxiety and nerves to
bullying by other pupils and teachers for reasons

caused by their autism.

"My dauglter would self-Larm because
she Was 50 unhappy at sclool. Tlhe
sclool 3»\54 wanted Ler out of tle way
= they said she was upsetting fhe ofher
clildven.” Parent

On many occasions, parents had been asked to take
their child out of school because the school would
not or could not cope with the child’s behaviour.
These informal requests are illegal and are often
caused by the failure of the school to put support
plans in place for the child with autism, especially
at break and lunchtimes. Training in how autism
affects children could have, on many occasions,
aided the school in understanding and dealing with

the child’s distress or disruptive behaviour.

32

32

“We have Lad so W\Av\y -{-eW\Porﬂ\ry
exclusions T Lave lost count. Every
day you wait for the plone 10 ring
eXpeC-{»}ng 4o Lave 4o g0 {o sclol for
some veason... +hat's just bow it is

Parent

“Tn my son's previous school flheve was 4
two-week period wihen we were asked fo
collect Lim five fimes because Le was
so upset at the places fley were taking
lam }o. Tb\ey L\Adv\'-{» Pvepﬂwed lam —For
the outings and Le was very {rightened
as a vesuld. He fLen started vefusing to

go nfo sclool.” Parent

11



2: Betder antism fraining n sclools

2: Betder antism
traAining n sclools

Nearly nine out of ten (88%) parents of young
people with autism agree that, more than anything
else, knowledge of autism helps their children’s
needs to be met. We know there are many

professionals who are very well equipped to support

children with autism. Some have undertaken Unfortunately, our research indicates that expertise
specialist training and undertaken research, often in across all schools and sometimes within individual
their own time, so they can support children with schools remains patchy. Often, teachers are let down
autism more effectively. These teachers, classtoom by a system that doesn’t give them the training,
assistants, Special Educational Needs Co-ordinators knowledge or resources that they need to help

(SENCOs), principals and others are greatly valued children with autism thrive at school.

= \%

by parents of children with autism.

12
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For parents, good training and teaching practice

is of great concern. Almost one in five parents
(19%) are dissatisfied with their child’s teacher’s
understanding of how to support children with
autism. There was greater satisfaction with primary
school teachers’ understanding of autism, with

just over half of parents in primary school being

satisfied. But only 29% of parents in secondary

education were satisfied with class or form teachers’

understanding of autism, dropping to 12.4% for

satisfaction with subject teachers.

Many parents expressed their frustration at having
to constantly visit the school to explain autism and
the difficulties that their child was experiencing

because of their condition. Autism is a hidden

Bullying in school

disability and without a good understanding of it,
a child’s needs may be overlooked, or teachers may
be unsure what adjustments they should make to

support their pupils.

Young people themselves are dissatisfied with

the lack of understanding of autism. More than

two fifths of young people who responded to our
survey (42%) feel that teachers do not know enough
about autism, with another third (30%) being unsure
whether they do or not. This is particularly worrying
because when we asked young people what the
worst thing about school is, the most common
answer (33%) was “when teachers don’t understand
me”. This lack of knowledge has a direct impact on

the lives of young people with autism.

Sadly, over 41% of parents who replied to our survey said their child had been bullied,

with over a quarter (23%) not sure if they had been or not. Children with autism are at

particular risk of being bullied. They have difficulty interpreting and understanding social

situations and knowing how to interact in different environments. They also find it hard

to predict and understand other people’s behaviour. This makes it difficult for them to

understand the intentions of others and can make them an easy target for bullies.

Children with autism can be socially naive when offered friendship from someone whose

real intention is to get them to take part in inappropriate activities. Some children will

also do things that their peers suggest which ends up getting them in trouble. Some of

the behavioural characteristics of children with autism, such as formal speech, unusual

behaviour and obsessive interests, coupled with social naivety, can make them very

vulnerable to bullying.

“My child suffered extreme bullying and the teaclers' atdidudes were a4
"+ was boys being b075. Tt\ey only took +Le matter seriously when my son
talked of faking Lis own life because of fie bullies.” Parent

“Turoughout primary sclool Le was constantly teased as Le was always
Alone and walking the edge of the playground. The oflers knew Le didn't
get their humour and disliked misbelaving. He also Lad things stolen on
a daily basis and the otlers would (Augl, af tum.” Parent

13



2: Bedder auntism franing n sclools

Making adju stments for adaptations are required by law and necessary to

children with autism meet a child with autism’s needs, but in many cases
they are simply not being made. Many parents still

Many children with autism need certain adjustments do not know or are not informed about whether
to be made in the classroom or to the school day to adjustments are being made, or what those
enable them to cope. Reasonable adjustments and adjustments are (see figure 2).

4



Figure 2: Is e sclool making adjustments or adaptations?
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One of the most commonly-missed adjustments
is in relation to the classroom environment.
Simple adjustments within the classroom can be
easily made in order to manage a child’s sensory
sensitivity. These could include an individual work
station, or giving the child a ‘time out’ card to hold

up if they feel anxious or stressed.

Often, no adjustments are made in relation to
homework and unstructured time, such as breaks
and lunchtimes, which children with autism can find
difficult. Again, some of the adjustments required
are relatively easy to make, such as providing a
quiet bench in the playground or allowing the child
to go to the library at lunch. Introducing a ‘buddy
scheme’, where another child helps to support

the child with autism, is another example of an
adjustment that may help a child to integrate with
others. These ideas are often inexpensive but they

can make a real difference to a child with autism.

"Better understanding of my
difficulties and wot being punished for
needing more fime fo finisi, my worl.”

School student with autism

“More +L\]v\95 m place (ke 4 qu\}e-P
voom ov someone fo Lelp me Wien T am

upset.” School student with autism

Many children with autism experience some

form of sensory difficulty which can impact

on their ability to learn and to cope in different
environments. It is essential that sensory
assessments are carried out by well-trained
occupational therapists to ensure that a child’s
sensory difficulties are highlighted and advice can be
offered to the school on what adjustments will help

the child to cope in the school environment.

15



2: Betder autism trAining n sclools

Transitions

A transition plan is a plan for the future of a child who has a statement of special
educational needs. It should take place following the annual review after the child’s 14th
birthday. It is a very important plan as it outlines a young person’s wishes for all aspects
of life, from education to housing, employment, transport and health. This plan should
include input from support workers, teachers, doctors, educational psychologists, parents
and the child themselves. It is there to highlight areas where support and services may

or may not be needed in the future. It also allows for smooth transitioning from the final
school years into adult life and the change of services provided. Unfortunately, almost two
thirds (63%) of our parents with children aged 14 or over do not have a transition plan in
place, with another 17% not knowing whether they do or not. Several parents were very
reticent about what that might mean and felt scared and unsure of what to expect.

“We got a letter from e Transitions Service the September afier Le
lef4 sclool asking for feedback - T Lad fo wrife and fell flem {Lat was
te first T4 eavd of 4rem.” Parent

Others who had a transition plan in place also voiced their frustration about the lack
of input from the child and family. They felt either left out of the process or that it had
been decided before they were consulted.

“T don't $hink hat My Clild and W\ysehC go+ o make mAny of tLe
decisions As the sClool and ofler Agencies Lad come up Wit 4 plan for
Lim.” Parent

“Ad fimes, so many people were mvolved it was Lard o know wiat fle
next step was.” Parent

The benefits of getting it right

Everyone recognises that dedicated and capable
school staff make a big difference during a child’s
time at school and later in life. With approximately
7,000 children with autism in the school system in
Northern Ireland?, teachers need the right training
to feel confident about supporting these children,

so that schools can meet their legal obligations.

2Hansard. (2011). Department of Education Briefing to the Education
Committee at the NI Assembly. Belfast: Hansard -

16



"My clild has super support in

An autism—base attacled 4o a
mansfream sclool = fle staff and
theiv expertise is exemplavy. T Leel very
fortunate 4o Lave a place heve. T4
was & struggle o find and be offeved
a place, but wordi, fle fight.” Parent

When autism training works, families feel the
benefit of it. Some of the parents who responded
to our survey spoke about well-trained teachers in
special schools or autism-specific units, where their

child was well supported.

There are training resources on autism already
available, which teachers can access online. One
example is the SEN resource file, which is available
online and in every school and aims to ensure

that all schools are equipped with the necessary
knowledge and skills to successfully manage the
needs of most pupils with SEN and/or a disability.
A similar SEN resource file for early years is under

production.

Accessing online training is a positive first step,
but it is not mandatory for teachers or classroom
assistants to access this training or to disseminate

their learning amongst colleagues. They are often

not given the time or support to access this training

anyway. But any teacher and classroom assistant
who works regularly with children with autism
should be undertaking appropriate training and
getting support to do so.

Putting training into practice

Autism awareness training is just the first step
towards creating an understanding and supportive
environment for children with autism. Teachers and
classroom assistants need to know how to teach
children with autism; they need to know about
modifying language to make it more concise and
literal. This is a simple and effective strategy which
will not only benefit children with autism but also

others with communication difficulties.

17



2: Betder autism trAining n sclools

Teachers and classroom assistants need time and
support to enable them to put their training into
practice. Autism is a complex disability and every
child with autism is different. Any training that is
undertaken needs to emphasise this and focus on
how teachers and classroom assistants can adapt
strategies and approaches based on their knowledge
and observations of each child. Clear action plans
and objectives which are outcome-focussed should

be in place.

Good communication between home and school is
essential to ensure that strategies and approaches to
behaviour and learning are consistent. Parents know
their child best and can offer a lot of information
and advice on what adjustments may help. The
relationship between parents and the school needs
to be cultivated and the best outcomes can be
achieved when parents feel listened to and informed

about their child’s progress.

Effective leadership

Head teachers have a really important role to play in
supporting children with autism within their school.
They identify areas for development and set the
tone and attitude of the school towards children
with autism. Just half of parents are satisfied with
their head teacher’s understanding of how to

support their child with autism.

Special Educational Needs Co-ordinators
(SENCOs) advise on the provision for children with
special educational needs, including autism. Neatly
45% of parents were happy with their SENCO’s
understanding of autism but a fifth (21%) were

not. SENCOs often have teaching duties as well as
their SENCO role and can struggle to understand
and meet the needs of all children with SEN. All
SENCOs need to be well trained on how to meet

13

the needs of children with autism. They must have
influence, for example, through representation

on the senior management team, so that they can
proactively ensure that all staff throughout the
school are well trained and that strategies are being
put in place to meet the needs of children with

autism.

Access to autism expertise

While improved training for teachers and school
leaders is critical, it is not possible for every teacher
to be an expert in autism: access to high quality
external expertise and specialist support will still be
necessary. Yet often these resources are limited and
have long waiting lists. Teachers need to know that
additional support is available and how they can
access it. Parents need to be confident that it will be
available if needed for their child.

"We were promised +hat fle specialist
autism service would assess my <hild

n sclool and give specific advice to
feacters. This Las never been implemented

and probably never will.” Parent

However, when schools get it right, the outcomes
for children with autism improve substantially. The
child is happy and can develop and learn. Parents
report that their child’s progress becomes positive
and a good working relationship is established
between the parents and the school.

"We ave privileged 4o be in an excellent
antism unit 1w 4 primary sclool, witl,
amazing feackers. They Lave attacled
speech And lAnguage at e sclool —
the teachers Lave years of experience,

we've learnt so mucl,” Parent






3: The vight sclool for every <clhild

2: TLe r]g(,\-{» sclool fov
every Clald

Choosing the right school for any child is a big
decision and parents want and expect a choice

of local schools to meet their child’s individual
needs. Parents need better information and advice
about the options available to them and what they
should be able to expect for their child. Almost
half (49%) of parents did not feel that they had
enough information when choosing an educational

placement for their child.

In Northern Ireland there is limited choice in terms
of what type of school a child with autism will
attend. Children with autism are educated in either a
mainstream school, a specialist autism unit attached
to a mainstream school, a learning support unit or a
generic special school. There are no autism-specific
schools in Northern Ireland. Parents also tell us it is
extremely difficult to get their child into an autism-

specific unit.

In our research we wanted to find out where
children with autism go to school and where parents

would like them to go to school.

We found that the majority of respondents (62%)
said their child attended mainstream schools or

an autism unit in a mainstream school, especially
those who had been diagnosed as having Asperger
syndrome or high-functioning autism. Those who
have autism and additional learning difficulties are

most likely to be in a special school environment.

Figure 3 shows that parents want a range of

provision. What is also apparent is that the majority
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of parents want some kind of autism-specific
provision — 51% of parents say their preference
would be either an autism-specific school or an
autism unit attached to a mainstream school or a
dual placement where their child can be supported
by autism-trained staff. The majority of parents
(80%) whose children have Asperger syndrome or
high-functioning autism wish their child to attend
either mainstream school or an autism-specific unit
attached to a mainstream school. In contrast, the
majority of parents (60%) whose child has autism
and an accompanying learning disability want their

children to attend an autism-specific special school.

“T wisl, $Lere were more sclools in
Nortiern Treland just for kids with,
autism.” Young person with autism

"More units for antism witlin
mamsfream sclools would be fle best
thing o Lappen. Ad such a difficuld
stage for a clLild witl, all the stress
ol Moving o a b}9 sclool, his would
protect and Lelp them for a Lew move
years, plus give the corvect teaclhing
and [ife skills needed for flese clildren
to Lhave a successful and fulfilling

education.” Parent

@



Figure 3 Actual versus preferved sclool placement
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Children with autism have a wide range of

abilities and need access to a wide variety of
curricula to suit their needs. Every area of
Northern Ireland needs to have education

provision that understands autism, both

mainstream and more specialized provision.
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4: Conflict in the system

Y: Conflict n fLe
Sys-{ew\

Parents want to know that their child will get a
good education without them having to fight for it.
Unfortunately many parents have to fight every step
of the way to get the right support for their child.

As children’s most ardent advocates, parents should
be at the heart of their child’s education. But many
parents responding to our survey felt that professionals
did not listen to them or take their concerns setiously.
Parents want professionals to work in partnership
with them and to recognise that their knowledge of
their own child is extremely valuable. Professionals
need to listen to them when they have concerns and
communicate with them so they feel fully involved.
Parents of children with autism particularly value this,
as many of those children need support to apply what

they learn in school to other areas of their life.

Confronting the system

Parents often have to fight to get a statement, just so
their child can get the support they need. We asked
parents to tell us about their expetiences with the
statementing process. They told us that the whole
statementing process is long and complicated. 47% of
parents say they don’t find the system straightforward
to navigate — five times more than those who do find
it straightforward to navigate. Just one in ten parents
found the process straightforward and less than 14%
found their Education and Library Board (ELB)
helpful and supportive.

Without help, support and information about the
whole statementing process, parents either had no idea

of what was expected or had to fight constantly to
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ensure that their child’s needs were met. The problems

highlighted by parents include:

“Lengtt of dime it {akes. Parents are
V\o-{- AWAre o—(: -(»L\e proCess, -{-L\ey Ave v\o-{-
mformed enougl, of Low tLe process

progresses ov wihat Lalf of i means.”

“T found very havd fo find out e
necessary information fo negotiate
e statementing process, and feld T
haad 4o pusl, constantly. T also found
the disconnect befween fle medical
and educational antlorities surprising
and Lad fo work out Low 4o ensure all

information was Pﬂ\ssed APPVOPY}A-[»e\y.”

"Too long, lack of -['M\V\Spﬂwency, lack of
support {or pavents, 00 many additional
forms and mformation needed, dV\pHCA-HOV\
of nformation, lack of communication

from board and sclool.”

“There are also problems if fLe Education
and Library Boards in wiicl, & clild lives
is diffevent o wiere they want to go to
sclool, witl, pavents having to fighd wot
one but fwo ELBs fo ensure 1t fLew

5 \ )
clildren's needs are med.

Without the help that is needed to ensure suitable
education provision and support for their children,
parents are often forced to confront their ELB about its
failings. One in ten parents in our survey had to go so

far as appealing to the Special Educational Needs and



Disability Tribunal (SENDIST). The most common
reasons for appealing to SENDIST were the refusal
of the ELB to carry out a statutory assessment or re-

assessment and the contents of the statement itself.

Many parents also felt that by appealing to the
SENDIST they became labelled by their ELB as a
difficult parent.

“T 1ad fo meet witl, fe Lead of SEN
n my area 1o try And disCuss issues
with my clild's education but notiing
was vesolved fo my satisfaction. T was
labelled & 'difficuld! pavent and accused
of making my issues 100 personal fo fle
feacler mvolved, so A no win situation.”

Parent

"We Lave found +at fre ELB are
very defensive When 4aliing 40 us and
fend 4o speak )Argov\ WliCl, €An be

mismterpreted by pavents.” Parent

Just less than 15% of parents said they had used a
mediation service to talk to their ELB about support
for their child’s special educational needs. Some
parents felt that the mediation service had helped
them understand and navigate the system better. As
with the rest of the process, many parents do not
know about their rights for appeal. Others found the

appeal process stressful and incomprehensible.

“T went $o dribunal but e oufcome
wasn't understood by any one. We asked
them fo clarify fle outcome but fley
vefused 4o do so. So T Liad wo otler
cLoice but 4o go fo Ligh court.” Parent

“Again T wasn't awave 4.4t you could
appeal and fo be Lonest fley don't
provide you witl, enougl, mformation
Lor you 4o AC-{V\AHY vealise +lat your
clild isnt getding all tle Lelp that fley
possibly can be provided witl,” Parent

“We withdrew our reguest as fie
process was very stressful. It was over
a vefusal o carvy out an assessment.
It is not pavent={riendly, even to
professionals.” Parent

Just over half of parents (55%) said that they would
be confident in challenging the school if they were
unhappy with the support for their child’s special
educational needs. However, almost half (45%)
would not be confident in doing so. Parents want
regular communication and consultation with their
child’s school but feel that if they complain, things

will get worse for their child.

AKS you Challenge the sclool, the
teaclers become very defensive and
sAy Jrl«ey arve [mifed by +le resouvces.
The frouble is +Lat trust breaks down
very guickly on bodl, sides.” Parent

“T did challenge the sclool, it god me
nowleve.” Parent

R
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5: Reforming fle sstreW\(?

5: Re—(:orm}vxg the
sys%em?

At present there is a lot of uncertainty with regards
to SEN provision in Northern Ireland. There are
currently nearly 65,000 children on the SEN register
with almost 14,000 having a statement of Special
Educational Needs. The majority of these children

are in mainstream education.

At the time of this report going to print, the
Minister for Education announced his plans on how
to proceed with the reform of the SEN system.
The consultation, entitled Every Schoo! a Good School:
The way forward for Special Educational Needs (SEN)
and Inclusion was originally launched in August

2009 with the consultation period being extended
until January 2010 due to the concerns raised by
parents of children with SEN and the voluntary and
community sectot, alongside a number of political
representatives. There were over 2,900 responses to

the consultation.

In a briefing to the Education Committee on 18
January 2012, highlighting the way forward in SEN
reforms, Minister for Education John O’Dowd
stated that the Department of Education had a
long way to go before they finalised their plans for
reform. However, he gave strong indications as to

what changes he had in mind. These include:
7 the replacement of statements with Co-ordinated

Support Plans (CSPs) for those children who

have ‘multiple and/or complex needs’
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the current timeframe of 26 weeks for the
statutory process being reduced to 20 weeks,
with five steps being reduced to two steps

a change in the statutory process for the annual
review of statements, with a review only taking
place if the parent or school requests it

parents having the same rights of appeal to

the Special Educational Needs and Disability
Tribunal (SENDIST) with regard to CSPs as
currently exists for statements

greater use of the informal Dispute Avoidance
and Resolution Service (DARS) with plans to
make it more independent from the Department
for Education and the Education and Library
Boards

the introduction of Personal Learning Plans
(PLPs) to replace Individual Educational Plans
(IEPs), backed up by a statutory duty on school
governors to ensure that every child with SEN
has a plan

the introduction of a stronger statutory
obligation on school governors for CSPs

a proposal to change the name of the SENCO
to the Learning Support Co-ordinator (LLSC) to
emphasise the concept of the school supporting
the learner in reaching their full potential. The
LSC will have responsibility for the co-ordination
of teaching and learning in the school for pupils
with SEN and/or a disability. They will also have
a voice on the senior management board of the

school.






b: Md\k'mg SEN reforms work for clildren witl, audism

o: Mﬂ\k}mg SEN
re—FOVW\s worlk -Fov
Claldren Wit autism

The Department of Education has said that it wants
to change the statutory process for statements to
raise standards in SEN provision and to reduce
bureaucracy. When we asked parents to tell us
about their experiences of the current statutory
process, their responses highlighted the length of
time it took to get a statement and the “daunting
and stressful” process. Parents talked about
inconsistencies across Education and Library
Boards and about their child being unable to see

an educational psychologist because the school
“had used their quota for that year”. So changes are

needed and bureacucracy is an issue that needs to be

addressed.

"An ex+reme\y stressful fime for fLe
wiole family.” Parent

“Takes 400 long! Too few clildren
actually get seen by the educational
psychologist = they only take
educational needs into account, not
things like Changes, bullying, inferaction
witl, peers." Parent

“T found it guite infense at fle fime
~ fleve were 50 many Appointments,
we weve vunning All $he $ime. Once e
process Was finished, the extra help
seemed to {all away very fast and

T feit like T Lad been sucked up and
spat out by a wiiriwind.” Parent
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But parents also told us that although they found
the system bureaucratic, time-consuming and
extremely stressful, they had very definite reasons
for ensuring their child got a statement. The main
reason for getting a statement was to get additional
support for their child (44%); however, 22% of
parents said it was to get the school they felt their
child needed and 29% said it was to give their child
stronger rights. Parents felt very strongly that they
needed a statement to get the right school, the right
support and to give them enforceable rights should
their child not get that support.

So will the Government’s proposals make the

difference these families so desperately need?

1. Qualification for assessment
What is the Minister proposing?

The Minister for Education proposes that
statements should be replaced by Co-ordinated
Support Plans (CSPs). The five-step proposal for
getting a statement would be reduced to two steps
for a CSP: stage one at school level and stage two
at Education and Library Board / Education Skills
Authority level. Only those children with the ‘most
complex and/or multiple needs’ would qualify for

a CSP. The Minister also proposes reducing the
maximum time limit for a statutory assessment from
26 to 20 weeks.

The Minister has stated that ‘most complex/
multiple needs’ will be defined in legislation and
through case law. Children in special schools or
learning support centres will, it is thought, transition
automatically on to CSPs. Children in mainstream
school will be re-assessed to determine if they
qualify for a CSP. The Minister estimates that the
number of children in receipt of a CSP will be
reduced by about half, although the Department

of Education has stated that there is no target with

regards to reducing the number of statements.

How does this proposal
measure up?

Nearly 70% of parents who responded to our
survey said that their child had a statement of
Special Educational Needs. 14% of parents were
still waiting for support for their child’s special

educational needs through the statutory process.

Many children with autism can only cope in
mainstream school because of the high level of
support outlined in their statement. Reducing the
number of children qualifying for a CSP will not
dissipate need. We are particularly concerned about
those children with autism in mainstream education
who fall just below the threshold to qualify for a
CSP — how will their needs be adequately assessed

and met?

Autism is a complex disability and the needs arising
from the condition will have significant individual
differences. If a child with autism does not qualify
for a CSP it must be made explicit how they will
access the specialist and individual support they may
need. Parents need clear and enforceable rights to
ensure that they can challenge the system if their

child is not getting the support they need.

2%



6: Making SEN reforms work for clildren witl, autism

2. Changing the statutory
process

What is the Minister proposing?

The Department of Education has suggested that
the statutory process will be reduced from five
stages to two stages. Currently the statementing
process has five stages with stage 1 to 3 being
school-based. Stage 1 is when a teacher identifies
and registers a child’s special educational needs
and consults the SENCO. At stage 2 the SENCO
takes the lead for collecting, recording information
and co-ordinating provision with teachers; and

at stage 3 a specialist educational psychologist
from outside the school will get involved. At
stages 4 and 5 the Education and Library Board
shares responsibility and a decision is taken as to
whether it is appropriate to undertake a statutory
assessment. At stage 5 the Board considers the
need for a statement.

How does this proposal measure
up?

A benefit of the current five stage process, although
bureaucratic, is that it allows professionals to build a
good picture of the complex needs of an individual
child with autism and to access the specialist
assessments and reports that provide thorough

knowledge about the child’s needs.

In the Minister’s proposals there is very little
detail about what is involved at level one/school
stage. A child with autism may be academically
able but have many difficulties in terms of their
social and communication skills which will impact
upon their educational progress. For a thorough

assessment of their needs to take place, a number
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of professionals need to be involved, including
most likely an educational psychologist, speech and
language therapist and an occupational therapist to
assess a child’s sensory difficulties. It is unclear how
a thorough assessment would take place. Teachers
are unlikely to be the appropriate professionals to
undertake assessments of children with autism,
especially if they are working in isolation. There is a
real danger that children who on the surface appear
to be coping will not have their needs understood

and not have appropriate support put in place.

At present there is not enough capacity, resources or
specialist knowledge and training in many schools

to provide appropriate support for children with
autism. The new proposals appear to put enormous
pressures on schools, teachers and SENCOs

and may lead to major inconsistencies across

the education system. Under the proposals it is
unclear as to how funding will be allocated to meet
individual assessed needs and how schools will be

accountable for the spending of SEN funds.

The Minister has also suggested that the annual
review will be abolished and only take place if the
school or parent requests it. The annual review is a
useful tool for monitoring progress and discussing
concerns or amending current provision. If it is no
longer a statutory obligation then parents need to be
proactively informed of their right to request one if

needed.




3. Introduction of Personal
Learning Plans (PLPs)

What is the Minister proposing?

Under the new proposals, Individual Education
plans (IEPs) will be replaced by Personal Learning
Plans (PLPs). The Minister has proposed that a
statutory duty will be placed upon school Governors
to ensure that every child with SEN has a PLP and
that they are reviewed regularly and have a stronger
emphasis on outcomes.

How does this measure up?

We strongly welcome the proposal to put statutory
duties on school governors around PLPs and urge

the Department of Education to make sure they

take this forward. All children with autism should
have an action plan which is outcome-focussed, is
regularly updated, sets appropriate objectives, and
which is adhered to. A good school will develop

a child’s confidence, their social skills, their skills
for independent living and in many cases for
employment. PLPs need to be robust plans that

are propetly implemented and evaluated. We

would welcome the opportunity to work with the
Department of Education to develop the new
model for PLPs. We are particularly keen to ensure
that there are adequate measures in place so that
parents are involved with the development of PLPs
and are confident that any support outlined in a
PLP will be provided. A PLP must encompass clear

enforceable rights for children and their parents.
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F: Qur recommendations

+: Our

recommendations

It is a worrying time for parents of children with
SEN as there is a lack of detail about some of

the new proposals. This report has outlined the
very real problems that parents of children with
autism face in accessing the right support for

their child. The system is bureaucratic and often
confrontational and there is a clear need for change.
But parents have also told us that the statementing
process is the vital tool which enables them to
access support. Parents need enforceable rights so
they can challenge the system if it fails to deliver. We
have a number of recommendations about how the

Department of Education can use these reforms to

reduce bureaucracy and improve delivery.
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We hope that the Minister will listen to the concerns
of parents of children with autism and ensure that

they get the A* education they are entitled to.

The right support, at the right
time
To ensure that children with autism can access

an A* education that sets them up for life, the
Northern Ireland Assembly should:

7 set out a clear guideline to health and education
professionals that a diagnosis on the autism
spectrum should act as a trigger for a thorough
assessment of a child’s educational needs

7 develop clear pathways so that autism (and other
special educational needs) is identified promptly
and appropriate support can be put in place




LN
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— these pathways should be set out in a clear
Code of Practice and should look at the level of
support needed, regardless of whether the child
has a CSP

7 put protocols in place between health and
education services to ensure that schools can
access external support (including speech and
language therapy, occupational therapy and
child and adolescent mental health services)
for children with autism as appropriate — such
support should not be dependent on whether the
child has a CSP

7 give all teachers who regularly work with children
with autism the scheduled time to undertake
training in autism

7 develop a coherent strategy for a range of
educational provision for children with autism
in Northern Ireland, in particular autism-specific

specialist provision.

A system that works for
parents, not against them

To ensure that the system becomes less
adversarial and that it becomes an A* system
that works with parents and not against them,
the Northern Ireland Assembly should:

> make sure that any revision of the SEN system
retains clear and enforceable rights for children
and their parents, regardless of whether or not
they qualify for a CSP

7 ensure each Education and Library Board/
Education Skills Authority and each school
publishes details of how funding for SEN is
allocated and spent to increase transparency

> make sure that parents and children with autism
are involved in the development and review of
their PLPs

develop training for school governors in SEN,
including autism, and ensure that each school’s
Board of Governors undertakes this training
develop clear mechanisms for parents to
complain to school governors when they do not
feel the PLP is satisfactory

retain the right to appeal where a child’s needs
are not being met. PLPs could be used as
evidence within the tribunal.

make sure that children’s progress is measured
against the objectives in PLPs and that this
information is used by the Education and
Training Inspectorate when evaluating a school’s

performance
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F: Qur recommendations

7 allow parents to log complaints to the Education
and Training Inspectorate, where they believe
that the support in their child’s PLP is not
being provided. The Education and Training
Inspectorate should inspect those schools where
there is sufficient evidence that the support set
out in PLPs is not being provided.

7 give SENCOs representation on school senior

management teams.

The proposed reforms to the Special Educational
Needs system in Northern Ireland will shape the
future of a generation of children with SEN. This
could be the Northern Ireland Assembly’s chance to
make every school a good school for children with

autism. We need the Northern Ireland Assembly to

listen to parents when they tell us the system could

do better. Parents should not have to fight to secure
the support that their child needs. The Assembly
should act to ensure that every child with autism

gets an A* education.

> Children need an A* education that sets
them up for life.

7 Parents need an A* system that works with
them, not against them.

> The Northern Ireland Assembly needs to
listen and act on what parents and children

have to say.

We are ambitious for children with autism and
their families. Let’s work together to make sure
that every school is a good school for children

with autism in Northern Ireland.
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Children need an A* education that sets them up for life.
Parents need an A* system that works with them, not against them.
The Northern Ireland Assembly needs to listen and act on what
parents and children have to say.
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