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TODAY'S TALK

- Context
e Autism-focused but generalisable to other ‘hidden’ conditions
 Emphasis on the challenges
 Emphasis on the parent experience

- Content
 What we currently know about the education of autistic children
* The parent experience
 Discussion — how can we make a difference?
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B2 Reading
AUTISM & EDUCATION:
THE STATS

« Autistic children account for 1.3% of the English state-funded school
population — 108,403 children in all

« Of these, over 72% are educated in mainstream schools

* Around 25% of autistic children in mainstream schools have a
Statement of SEN or an Education Health and Care Plan

Department for Education, (2017a)
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B2 Reading
AUTISM & EDUCATION:
THE STATS

* We know that autistic children can struggle at school

« We know autistic children and young people are more likely than their
typical peers to:

* Be excluded

» Experience bullying

 Have mental health difficulties
» Have lower GCSE attainment

» Experience difficulties accessing work/post-16 education
opportunities

Department for Education, (2017a)
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AUTISM & EDUCATION:
EXCLUSIONS (SEN)

 Pupils with SEN accounted for almost half of all exclusions in 2015/16

* Pupils with SEN were almost 7 times more likely to be permanently
excluded than pupils with no SEN

* Pupils with a Statement of SEN or an EHCP had the highest fixed term
exclusion rate

Department for Education, (2016)
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AUTISM & EDUCATION:
EXCLUSIONS (ASC)

* The rate of exclusions of autistic children has been steadily rising over
recent years:

2013/14 2015/16 % increase
Fixed Period 6150 9040 68
Permanent 90 150 60

Department for Education, (2016 & 2017c)
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AUTISM & EDUCATION:
UNOFFICIAL EXCLUSIONS

 Charities such as the National Autistic Society and Ambitious About
Autism are also worried about the rise of ‘unofficial’ exclusions i.e. those
that do not feature in official statistics because they go unrecorded e.g:

» Being sent home to ‘cool off’

e Internal exclusions

» Part time timetables

» Exclusion from after school clubs and school trips

» Parents being asked to keep their child at home during an Ofsted
inspection

» Encouraging a family to move their child to another school

http://www.autism.org.uk/about/in-education/exclusion/grey-areas-england.aspx
https://www.ambitiousaboutautism.org.uk/understanding-autism/education/exclusions 8
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AUTISM & EDUCATION:
UNOFFICIAL EXCLUSIONS

* The Children’s Commissioner 2017 report refers to the current situation
with exclusions in our schools as ‘a scandal’:

“In 2009-10, if you were a Black African-Caribbean boy with special
needs and eligible for free school meals you were

168 times

more likely to be permanently excluded from a state-funded school

than a White girl without special needs from a middle class family.”

https://www.childrenscommissioner.gov.uk/wp-content/uploads/2017/07/They-never-give-up-on-you-final-report.pdf
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AUTISM & EDUCATION:
UNOFFICIAL EXCLUSIONS

* The Children’s Commissioner 2017 report goes on to say:

Parents do not complain about this treatment.

They are unaware of their rights, and those of their children.

They trust the school to act in good faith.

They do not realise schools are not legally permitted to act in this
way

They feel complaining would be futile, that they would not be
listened to, or their child would suffer the consequences if they did.

“There is no point sending your child to a school that doesn’t
want him”.

https://www.childrenscommissioner.gov.uk/wp-content/uploads/2017/07/They-never-give-up-on-you-final-report.pdf
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AUTISM & EDUCATION:
BULLYING

» Those on the autism spectrum are considerably more likely to be bullied
than those with other or no SEND

* Prevalence estimates vary, but they are always worryingly high, with the
highest rate reported as 94%.

« Those most at risk of bullying include:
» Those with AS and/or with milder deficits in social understanding
 Early adolescents
* Those attending mainstream school
» Those with concurrent behavioural difficulties

Humphrey & Hebron (2014)
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AUTISM & EDUCATION:
MENTAL HEALTH

« Mental health difficulties are very common among autistic children
* Studies have found:
» 70% of autistic CYP (10-14 yr-olds) have one co-occuring condition
* 41% have two or more
* Most common co-occurring conditions are:
* Phobias
« OCD
» Social anxiety disorder
* ADHD
« ODD

Leyfer et al (2006)
Simonoff et al (2008) 12
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AUTISM & EDUCATION:
GCSE ATTAINMENT

« GSCE results 2015-2016
» General school population 5 GCSEs A*-C: 63%
* Autistic school population: 30.6%

Department for Education, 2017b
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AUTISM & EDUCATION:
POST-16 OUTCOMES

» Recent studies show that around 25% of autistic adults are in sustained
‘competitive’ employment
« The National Autistic Society (2016) reports lower figures:

Responses to our survey indicated that: THE FACTS

16..

Just 16% of autistic adults are in full-time paid work (static since 2007)

32

Overall, only 32% of autistic adults are in some kind of paid work

Taylor et al (2015)
Howlin et al (2013) 14
http://www.autism.org.uk/get-involved/media-centre/news/2016-10-27-employment-gap.aspx
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THE EXPERIENCE OF PARENTS

« Perhaps unsurprisingly, many parents describe the experience of
raising an autistic child as a ‘fight’:

I’'m a bit of a mini Hitler really’
(Sheila, teacher, daughter aged 23)

You use every weapon in your arsenal’
(Sonia, full-time carer, son aged 6)

‘| will fight his corner for him'.
(Louise, dinner lady, son aged 7)

‘I have no problem with the fight | know | am going to have for him'.
(Chris, part-time administrator, son aged 8)"

Ryan & Cole (2009)
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THE ‘FIGHT": DIAGNOSIS

« 84% of parents notice something different about their child before the
age of 5 years

« They tend to wait around a year before making first contact with a
healthcare professional

* They typically encounter a delay of between 3 - 4 years from first

contacting a healthcare professional and receiving a formal diagnosis of
ASD for their child

 Delays tend to be longest for those with Asperger Syndrome

Crane et al (2016)
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THE ‘FIGHT": DIAGNOSIS

 Post-diagnostic support tends to take the form of written reports &
signposting

» 35% of the sample received no offers of help or support at all.

« 56% of the sample found the diagnostic process ‘very stressful’

“After the very considerate diagnostic process and
level of care, we were left in the dark. We were given
no information ... a few leaflets”

Crane et al (2016)
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THE 'FIGHT: SCHOOL SUPPORT

“/ M\IVMTEWG“‘/__/'\ The National |

Autistic Society

Autism and education
in England 2017

A report by the All Party Parliamentary Group on Autism
on how the education system in England works for
children and young people on the autism spectrum

http://www.autism.org.uk/get-involved/campaign/appga/highlights.aspx
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THE ‘FIGHT: SCHOOL SUPPORT
Fewer

than half 1] S

of children and young people on the autism Fewer than 5 |ll1 0 teachers
spectrum say they are happy at school

: : say that they are confident about
Seven in ten say that their peers do not understand
them and five in ten say that their teachers do not supporting a child on the autism
know how to support them spectrum
70% 6,10
of parents say that young people
support was not put in and seven in ten of their parents
place quickly enough for their child say that the main thing that
Nearly 70% waited more than six months for would make school better for them is
support and 50% waited more than a year having a teacher who understands autism

http://www.autism.org.uk/get-involved/campaign/appga/highlights.aspx
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THE 'FIGHT: SCHOOL SUPPORT

42% BUVRERIVRY

of parents 1 1

say their child was refused an Only ¥ in 0 parents
assessment of their special educational say they are very satisfied with
needs the first time it was requested

the process of agreeing an education,
health and care (EHC) plan for their child

http://www.autism.org.uk/get-involved/campaign/appga/highlights.aspx
20

LIMITLESS POTENTIAL | LIMITLESS OPPORTUNITIES | LIMITLESS IMPACT



g Umver5|ty of
Reading

THE FIGHT BROADER SOCIETY

THE 2303

Health

‘Autism is vastly over-diagnosed. It’s
the parents’ way out’

We'e too quick to label difficult children, the veteran child psychiatrist
Dr Mike Shooter savs

Dr Mike Shooter, one of the country’s most distinguished child psychiatrists, was

recently at a conference where he ran into a former student who is now a senior

https://www.thetimes.co.uk/article/autism-is-vastly-overdiagnosed-its-the-parentswayout-xzwlg2wsx
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THE 'FIGHT: BROADER SOCIETY

BEAE @ vowsccoom A" News  Spont  Westher  Player TV Radio

Wales WailesPolts Nomnest NommEast Mg SouthWest SounEast  Cymw

Parents 'blamed’ for children with
autism's behaviour

f ¥ O <sue

A lack of understanding about the way autism affects families has seen
peopie inappropriately sent on parenting courses, a BBC investigation has
found

http://www.bbc.co.uk/news/uk-wales-40717652
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Share

O Q

Interim EHCP Case Worker
ve

View all jobs

Posted 25 September by Ignata Education

9@ Durham, County Durham
@ £150.00 - £160.00 per day
@ Contract, full-time

2 2 applications

| am working with a Local Authority in the North
East of England who are looking for a Education
Health and Care Plan Case Worker

The deadline for EHCPs to be converted from
statements is march 2018 and the LA require

Job description

| am working with a Local Authority in the North East of
England who are looking for a Education Health and Care
Plan Case Worker

The deadline for EHCPs to be converted from statements
is march 2018 and the LA require someone to come on

board and carry out a role ASAP

You must have a detailed knowledge of the SEN code of

: —

W g

You will need to have the ability to write good outcomes

"

It is essential that you have written EHCPs before and
worked to strict deadlines

and deal with difficult families

What can you expect from ignata Education?

23
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THE 'FIGHT: PERSONAL IDENTITY

Action for ASD @Action4ASD - 8 Nov 2017 v

l.?.' Absolutely love the hashtag #proudtobeadifficultparent ¥t everyone who
criticises the tenacity of SEND parents for passionately advocating for their child,
try walking a mile in our shoes and see how it feels to be negatively labelled for
doing your best

Q s 11 50 ¢ 72 &

Mimi’s Mumma @MimiASDandUs - 31 Dec 2017 v
#proudtobeadifficultparent

%) %) %) 2018 is my fighting year
Y I'm going in with a bang! Mimi has been stressing out
= &Iﬂ@ mimi today about going back to school on Wednesday, now |
know this is normal for children with autism but one th...

beingmimismumma.wordpress.com

MummA
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THE 'FIGHT: PERSONAL IDENTITY

Autism
Warrior Mom /

educational n
system
3 'O BE A 'VE j - “:

7 :’:‘:.;' :
Surviving |
the speci |
eds |

Autism Awareness
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GOVERNMENT & POLICY

Prior to the 2014 SEN reforms:

“Hundreds of thousands of families have a disabled child or a child with
SEN, and parents say that the system is bureaucratic, bewildering
and adversarial and that it does not sufficiently reflect the needs of their
child and their family life.”

Department for Education (2011)
26
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GOVERNMENT & POLICY

“The system to support children and young people who are disabled or who have
SEN often works against the wishes of families.

Children’s support needs can be identified late; families are made to put up with
a culture of low expectations about what their child can achieve at school.

Parents don’t have good information about what they can expect and have
limited choices about the best schools and care for their child

Families are forced to negotiate each bit of their support separately.”

Department for Education (2011)
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THE PARENT VOICE: TWITTER
R Lo otewon v

Fellow #SEND parents: I'm delivering a talk
soon to Ed Psychs about the parental
experience of inclusion. Would very much
like to include your opinions. Please could
you tell me what have been the most
significant barriers & facilitators to your
child’s educational inclusion?

5:00 PM - 12 Feb 2018

49 Retweets 53 Likes (8 -g i n{u.‘ ij 0 ’ 0 o]

Q 54 11 49 O s

28

LIMITLESS POTENTIAL | LIMITLESS OPPORTUNITIES | LIMITLESS IMPACT



@ Umver5|ty of
Reading

PARENT VOICE: BARRIERS

 Lack of specific SEN expertise/training/understanding/awareness
e Limited understanding of legal responsibilities and duties
e Assuming that integration = inclusion

e Reluctance to see beyond behaviour to understand the underlying
need

» Lack of whole-school approach but specific issues with senior
leadership

29
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PARENT VOICE: BARRIERS

« Communication difficulties
e Between school and home

» Between school and other professionals, specifically CAMHS and
Eps

* Feeling excluded/judged/not listened to or valued
» By professionals, school staff, the wider school community

30
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PARENT VOICE: FACILITATORS

* The opposite of the barriers!
* Feeling listened to and valued as an expert

e Being included in their child’s education and updated on a regular
basis

* A flexible and adaptive approach
e Focused on solutions rather than problems

* Having the right mindset
* Welcoming and acting on the advice of professionals
e Recognizing the individual child rather than the ‘label’

31
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THANK YOU FOR LISTENING

Jo Billington
Email: j.billington@pgr.reading.ac.uk
Twitter: @msjobillington
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