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Introduction

When you first realise that your child experiences

the world in a different way it can feel overwhelming.

Once you begin to understand their particular way
of processing their thoughts, senses and feelings,
you will find it easier to support your child.

We are a group of parents at various stages on this same journey.

We were desperate for guidance and didn’t know where to look to
find what we needed. A few years on, our knowledge has grown.
We now see that much information is available, but finding the
factually correct and relevant bits to your situation can be hard.

We wanted to share not only our experiences and tips, but also
those of other families, who have been where you are now.

We have provided an overview of what we have found to be the
most relevant information from sources such as the NHS website,
national charities and IPSEA but we aren't trying to recreate
textbooks that are already available. There are links included

that you could follow to find out more on specific topics. We have

also recommended some books, videos and blogs, which are all
resources that we have used ourselves.
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We don't intend for you to read this whole pack in one go, but dip
in and out when each section becomes relevant to your family’s
situation.

Just as every child is unique, every family’s experience will be
different, but we hope there will be some information here that
will help you. While books and websites can provide very useful
guidance, we believe it is equally important to find your own ‘tribe’
of other SEND parents, who will understand how you are feeling
and provide emotional, as well as practical, support. Therefore,
we strongly encourage you to reach out to the various charities
and support groups that we are lucky to have available to us in
Hertfordshire.

This is not a replacement for a diagnosis, please seek
professional guidance as you see fit.

Finally, we would like to thank all of the young people, parents and
professionals who have provided input.

Good Luck on your journey!



Section 1

What is
Neurodiversity?




What is Neurodiversity?

‘Neurodiversity’ is a term that describes the wide
variety of human brains and the many different ways
in which all our brains work.

Neurodiversity recognises the fact that there is no one correct or
‘right’ way of being and therefore differences are not necessarily
deficits or problems.

What does Neurodivergent mean?

Brains that learn, behave and process differently to the majority
are described as ‘neurodivergent’ and are also included

and welcomed under the broad scope of neurodiversity.
‘Neurodivergency’ can be used to describe a wide range of
differences in the ways that people experience and interact
with the world around them such as autism, ADHD, Dyslexia,
Dyscalculia, Dyspraxia and Tourette’s Syndrome.

While the idea of neurodiversity acknowledges that difference

is not ‘wrong’, the world is nonetheless set up to suit the neuro-
majority (sometimes called neurotypical people). Neurodivergent
people, who are in the minority, therefore often face additional
challenges that arise from being in a world that is not designed
to suit them. Nurturing an understanding of what it means to be
neurodivergent — bearing in mind that no two neurodivergent
children are the same — is essential in order to minimize those
challenges. It also helps us to support and encourage our

neurodivergent child or young person so they can build on their
individual strengths and passions, and celebrate being their true
authentic self.

In the right environment and with the appropriate support
there can be many positives to being neurodivergent:

e Great attention to detail

e Creativity

e Hyper focus

e Thinking outside the box

e Analytical thinking

e Passion for fairness and social justice
e Acceptance

e Questioning outdated ideas and ways of doing things

“If you are always trying to be normal, you
will never know how amazing you can be.’

Maya Angelou




A Note on Terminology

As a parent of a neurodivergent child, discussions over the use
of language are probably way down on your list of concerns.
However using the right words can help people to feel

included and respected while using words with subtly negative
connotations can cause people to feel excluded and demeaned.
Language is not only important for neurodivergent people and
their families, but can also re-frame how society views and
behaves towards neurodivergent people.

The terminology used to describe neurodivergency is changing,
driven largely by the research and writings of neurodivergent
adults. Within this handbook we have used the most up-to-date
terminology favored by most neurodivergent adults. However,
when you are speaking to neurodivergent individuals, be led by
the terminology that they prefer — if in doubt, just ask!

Identity-first language

We have chosen to use identity-first language, such as “autistic
child,” rather than person-first language like “child with autism.”
This is the preferred terminology of most autistic adults, who view
autism as an intrinsic part of themselves, much like having blonde
hair or being left-handed. Autism is not an iliness like cancer or
diabetes and it cannot be ‘cured’. Individuals with autism do not
“suffer from” autism, nor do they “live with” it in the same sense
that one might live with a disease.

Why we shouldn’t use terms such as ‘high-
functioning / low functioning’ or ‘Mild/
Moderate/Severe’

It is widely recognised that neurodivergent conditions are dynamic
and can vary from day to day and throughout someone’s lifetime.
Difficulties may be affected by, for example, stress, hormones

and environmental factors such as noise, hunger or lack of

sleep. Access to diagnosis, appropriate support and reasonable
adjustments are also important factors. You cannot be mildly,
moderately or severely diabetic or pregnant; you either are or

you are not, and neurodivergence is the same. With individually
tailored support everyone can thrive.

Asperger’s Syndrome

There is controversy surrounding the term ‘Asperger’s’ and
clinicians no longer use this as an official diagnosis. Even

so, the term is still used in some circumstances and by some
practitioners. The diagnostic term was first used in the 1980s to
describe autistic people without learning disability or language
delay. It was named after Dr Hans Asperger, a scientist who
extensively researched autism in children during the mid-twentieth
century. People once regarded as having Asperger’s Syndrome
would today be diagnosed as autistic.






“Some days my

son seems more
autistic than
others.”

You may notice that the neurodivergent
differences your child displays change
from day to day, due to a range of
factors such as how well they have slept,
whether they have eaten, general levels
of anxiety, etc.

Some days they can cope with
situations they may find hard, e.g. loud
noises, sitting still, speaking, being in

crowded environments, or concentrating
- other days they will find these things
unmanageable.
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Autism

Autism is a neurotype that leads to:

A cognition that is qualitatively different to that

of most other people in the way that information
specific to communication, social interpretation
and interaction is processed and understood; and
a perceptual reality of the sensory environment that
differs considerably from that of most other people,
and one from one individual to another.* Beardon,
2017

While autistic people share some overarching commonalities, each
person experiences autism in a way that is specific and unique to
them, often with considerable nuance and variability from one to
another.

The extent of this variability has been expressed through the
concept of ‘the autism spectrum’, although over time this has
come to be misconceived as being some kind of scale by which
‘levels’ of autism can be measured. The autism spectrum is not
linear, however, and there is no line from ‘low’ to ‘high’; it is more
accurately described as ‘a constellation that circles in many
spheres’ (Caroline Hearst).

Within that constellation, each autistic individual has a unique
profile of differences in a range of areas, some of which may
require little support and others with significant difference that may
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require high levels of support. Very often it is the environment,
situation or circumstance that determines an individual’s support
needs at that one moment. In the past, functioning labels have
been used to try and explain ‘where on the spectrum’ a person is.
We now know that functioning labels do not tell the full story, and
can in fact be harmful. Describing a person as ‘high functioning’, for
example, tends to lead to assumption that they have few support
needs across all areas, which may lead to unrealistically high
expectations and undue pressure to ‘perform’. Similarly, describing
a person as ‘low functioning’ tends to assume limited ability across
all areas, which may lead to a lowering of expectation and a
limitation on opportunities.

Most autistic people actually have what is called ‘a spiky profile’,
which means that their profile of strengths and weaknesses is likely
to be more extreme than that of most other people — the highs are
higher and the lows are lower. When mapped, the autistic profile
can look like a spiky mountain range, while most other profiles look
more like gently undulating hills. This means that an autistic person
may be very proficient in some areas but still find other areas to be
extremely challenging. This can have great impact when it comes
to academic learning — for example, being able to express thoughts
and ideas articulately through speech but not being able to record
or capture those thoughts and ideas in writing. Autism is not linked
to intellectual ability, however...



Autistic people are represented along the whole range of
cognitive ability, from those with learning disability to those who
are extremely clever. Additionally, it is incorrect to assume that a
non-speaking individual is intellectually impaired.

This graphic shows that when a person is on the autism

spectrum they may demonstrate great strengths in some
areas but be lacking in skills in another.

The Autism Spectrum

What people think the autism spectrum looks like:
Less Autistic More Autistic

What the autism spectrum actually looks

more like:

Social Language
Interpretation processing
Hyper-focus Sensory

perception

Passionate
interest



1.

Autistic people typically experience differences in the following areas:

Social Communication and Interaction

They may:

Have a very advanced vocabulary or have a language delay,
be non-verbal, non-speaking, or situationally mute (where their
anxiety is sometimes so high that they cannot speak). For
further information about speech delays and communication
difficulties please see the section on Speech and Language).

Prefer to use clear and direct language which may seem rude
or abrupt to others.

Assume other people say what they mean and therefore take

words literally — may have difficulty understanding idioms,
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sarcasm or vague expressions like ‘in a minute’.

Give their honest opinion to a direct question, not realising that
the other person may have been looking for a compliment!

Struggle to interpret facial expressions and body language
cues, especially in larger groups, and find that neurotypical
people misinterpret their expressions too e.g. a child may not
respond in expected ways to a surprise gift.

Find eye contact overwhelming or even painful, and therefore
struggle to look at someone whilst also listening to them at the
same time.

Need time to filter, sort and process what other people say and
do — often it takes a while (sometimes days) for them to realise
that someone said something mean or inappropriate to them.

Have a strong sense of justice and fair play, and become upset
if others do not follow the rules.

Like to feel in control to lessen their anxiety, and may appear
assertive or defiant. Conversely may simply ‘follow the herd’ to
avoid ‘getting things wrong’ and therefore be easily led.

Find it difficult to initiate and maintain friendships and
relationships due to frequent misunderstandings. May prefer
to play alongside other children (parallel play), rather than with
them, or to interact with objects, imaginary friends or animals —
as there is no pressure to socialise in a “neurotypical” way.

Appear intelligent and wise beyond their years (primary
school), but may also be naive which makes them vulnerable
in their teens.

Historically, it was often said that autistic people lack empathy
- but it is becoming increasingly accepted that many autistics
have an abundance of empathy but may not express this in
expected ‘neurotypical’ ways.

“My son runs out of the

room whenever the news
comes on, he finds it
distressing.”




2. Repetitive and Restricted Behaviours

They May:

e Prefer to have daily routines and may become distressed if the
routine is changed.

e Like to strictly follow the rules and get upset if others do not.

e Use repetitive language.

e Mimic phrases they hear or tones of voice/ accents (this is
called Echolalia) and repeat these.

e Sort things alphabetically.

e Follow a specific route to school and become stressed if their
route or routine is changed.

e \Want to wear the same thing every day.
e Line up objects by colour or type.

e Perform repetitive movements when stressed or excited, such
as rocking, flapping hands, jumping, pacing or spinning (this
list is not exhaustive — see the Section on Stimming).

e Want things to be kept in a certain place.

e Try to take control of their environment by cleaning and
decluttering.

e Become fixated on objects, pieces of clothing, blankets, food
and struggle if these are changed.

e Enjoy watching the same TV programme, film or Youtube video
over and over again.

These behaviours may seem strange to you, but your child will
use them to regulate and may find them soothing and enjoyable.

3. Sensory Processing Differences

Autistic children experience the world differently to neurotypical
people and this can be across all their senses. Some may prefer
loud noises and others will hate it!

As Sensory Processing is a challenge for so many neurodivergent
children, a specialist Occupational Therapist has provided a
thorough overview of the difficulties, and suggested some hints
and tips, and this information can be found in the Sensory Needs
Section.

Sensory difficulties

e Being overly sensitive to loud noises, like hand driers in public
¢ toilets, school bells, fire alarms, big crowds.
¢ New clothes can be itchy, especially the labels.

e Some foods have too much flavor, or some foods are too
bland.

¢ Due to auditory (sound) processing delays — there can be
confusion when trying to keep up with conversations and
interrupting other people.

e Tickled or hugged.
e Strong smells.
e Cleaning teeth — due to the taste and how it feels.

e Hair washing and brushing.
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Autistic Masking

It can be difficult to identify autism when a child’s behaviour is not
a cause for concern at school. But if you know them well enough
you can often see how much energy they are having to put into
trying to appear “normal” in front of others. This is called ‘Autistic
Masking'.

How this might affect your child?

While everyone may choose to project a different version of
themselves in certain situations - e.g. attending a job interview
as opposed to hanging out with friends - autistic masking is a
very specific phenomenon which is quite different. Some autistic
children quickly learn that who they are is not what other people
want them to be.

They learn to suppress their autistic behaviours (e.g. stimming,
talking about their interests, not maintaining eye contact etc.)

as a response to the trauma of being constantly criticised and
invalidated by the people around them. Although it may initially
happen consciously, the person quickly learns to dissociate from
the act and doesn'’t realise they are doing it.

In other words, autistic masking is a form of self-protection which
involves projecting an acceptable version of oneself that others
expect to see. For example, at school an autistic child may try to
be the ‘model pupil’ which makes it more difficult for teachers to
notice their needs. The longer someone suppresses their autistic
self, the more stressed they become. So when that child returns
home, all their pent up stress, exhaustion and frustration may
come out as angry outbursts, sad tears, or complete withdrawal.

This may also make diagnosis more difficult as schools will be
asked for their observations, and if a child is masking at school,
the school may say that they see no signs of autism, even though
a parent provides a long list of things that they are concerned
about. We have provided links to information about autistic
masking, which you may wish to share with your school to help
explain that this is a common problem.

The real danger is that repeated autistic masking, over a long
period of time, denies a person the opportunity to be accepted
authentically for who they are, which has a serious impact on self-
esteem and mental health.

It also creates a barrier, which prevents the person from
communicating their needs and getting those needs met, because
no one can see that they are struggling. This may lead to autistic
burn-out, with very serious long-term consequences.
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Girls and Autism

The way that boys and girls are assessed for autism is the same,
however, the areas in which they face challenges can be different.
Please note that these are generalisations and that some girls
will present with typically “male” autistic traits and some boys

will present with the “female” traits and it is often the case that
parents of these boys will also struggle to secure a diagnosis.

“It took 3 years for my daughter to be
diagnosed and we were initially told she
didn’t have autism because she had an
imagination! My son’s diagnosis took
around a year. We were fortunate to have the
support of their primary school who put many

interventions in place while we were going
through the long diagnostic processes. We
were relieved when they were both
diagnosed as it meant there were reasons
behind their behaviours and proper
structures and interventions could be put
in place to limit their anxiety.”
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Pathological Demand Avoidance
(PDA)

Pathological Demand Avoidance (PDA), sometimes known
as Extreme Demand Avoidance (EDA), falls under the autism
umbrella. Individuals are generally diagnosed as ‘autism with
a demand avoidant profile’. It is a complex and challenging
condition that is often misunderstood.

The key traits of a PDA profile are:

e resisting and avoiding the ordinary demands of life
e using social strategies as part of the avoidance

e appearing ‘socially able’ but this may mask underlying
differences/difficulties in social interaction and communication

e experiencing intense emotions and mood swings
e appearing comfortable in role play, pretence and fantasy
e intense focus, often on other people (real or fictional)

e a need for control, often driven by anxiety or an automatic
‘threat response’.

Conventional approaches to supporting autism are often
ineffective.

Therefore it may be necessary to explore alternative parenting
and teaching techniques.

As a parent, it can be very challenging to support a child who
is struggling to cope with the demands of everyday life, but it

is important to understand that they are not deliberately being
defiant, their resistance is a way of managing acute anxiety.

By showing understanding, reducing demands and using a ‘low
arousal’ approach at all times, their self-confidence and ability to
cope will grow.

“Although the concept of PDA is not clinically recognised and so
it is not possible to receive a standalone diagnosis of PDA, some
people are diagnosed as autistic with a ‘PDA profile’ (or similar).
However, the usage of this language in an autism diagnosis is
not standardised; there is no standard assessment for PDA and
usage of this terminology depends on whether the clinicians,
practitioners or commissioners in your local area accept it.”
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ADHD

Types of ADHD

ADHD usually presents in three
different ways: hyperactivity
(which means the need to

move around more), inattention
(difficulty concentrating or staying
on task) or both, which is called
Combined ADHD. These patterns
of behaviour can interfere with
development and day to day
functioning.

The main features of ADHD as
outlined in the diagnostic criteria
are:

1. Hyperactive

A need for movement, fidgeting,
squirming or struggling to stay
seated

Excessive talking

Frequently interrupts others
Overactive

Loud interactions with others
Struggles waiting turns
Impulsive speech and actions

Blurting out answers

.

2. Inattentive

o Makes careless mistakes
o Difficulty maintaining attention
e Often loses or misplaces things

¢ Avoids activities that require a
lot of concentration or prolonged
attention

¢ Has difficulty organising
themselves, tasks and activities

o Difficulty following instructions
e Slow to process information

e Poor working memory

e Daydreams

e Shy or withdrawn behaviour

! 3. Combined

The combination type means that
the symptoms do not exclusively
fall within the inattentive or

hyperactive behaviour; instead,
they are a combination of both.




There are many more features of ADHD that could also have a significant impact on a
child’s organisational skills and emotional well-being that are not currently listed in the
diagnostic criteria, and we have listed some of these below.

Challenges

Children with ADHD may be labelled as naughty and disruptive for behaviour which
they cannot control. They may experience problems with:

“My brain
doesn’t sit

U 44
e Forgetfulness e.g. forgetting birthdays, plans or arrangements sti “., ever!
¢ Time Management e.g. being late for plans or activities

e Time Blindness e.g. difficulty calculating time, very optimistic about how long a task
will take, or daydreams and doesn’t realise how much time has passed

* Rejection sensitivity e.g being more sensitive to problems or criticism

e Overwhelm — due to struggling with task initiation and organisational skills they can
become so overwhelmed with a long “To Do List” that they end up doing nothing at
all. To others this can look like laziness, avoidance, and procrastinating.

Positives

There can also be many positives such as creativity, curiosity, willingness to take risks
and the ability to think outside the box.

Hyperfocus - this is the ability to have intense concentration or fixation on a task or
activity, but it has to be something that they enjoy. During hyperfocus, individuals with
ADHD may become unaware of time, ignore those around them, and even neglect
their own needs. ADHD people cannot always choose what they focus on.
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What are Specific Learning Difficulties?

Literacy and Numeracy difficulties
- including concerns about Dyslexia,
Dysgraphia and Dyscalculia

A specific learning difficulty is a neurodevelopmental condition
which can occur across a range of intellectual abilities.

If a specific learning difficulty is not identified and supported,

the young person may be embarrassed and try to mask their
difficulties, or exhibit distressed behaviour and may not meet
their true potential. As a result, there is an increased risk of low
self-esteem, poorer overall mental health, unemployment/under-
employment and dropping out of school.

“I feel like the spotlight

is on me! | worry if | will
get the information out
of my brain in time.”
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Different terms are used to describe the conditions:

Severe and Persistent Literacy Difficulties
(SPLD) (including concerns about
Dyslexia/ Dyscalculia and Dysgraphia)

People with SPLD/dyslexia may have difficulty connecting
letters they see on a page with the sounds they make. As a result,
reading becomes a slow, effortfull, and not a fluent process for
them.

Problems may begin even before learning to read, for example
having difficulties with phonics and having trouble breaking down
spoken words into syllables and recognising words that rhyme.
Younger children may not be able to recognise and write letters
as well as their peers. People with SPLD/dyslexia have difficulty
with accuracy and fluency in word reading and spelling and
children may find it difficult to complete the same amount of work
as their peers. They may find it hard to read written instructions
and so give verbal or written answers that seem inappropriate.

Children and adolescents with SPLD/dyslexia often try to avoid
activities involving reading when they can, sometimes by being
disruptive in class. They may find it easier to understand pictures,
video, or audio rather than written words.






Help at school

If you have concerns, talk to your child’s school about how they
identify and meet literacy and maths needs. There are various
assessments that schools can use to analyse a pupil’s literacy
and maths difficulties in detail. The results should be used to
decide if extra help is required to make progress, and if so,
what type of help.

These strategies should be used as early as possible, to help
any child or young person with literacy or maths difficulties.

Training and resources are available from the Local Authorities’
Education departments, to help schools and support your child
and may include access to a literacy programme.

Libraries

Libraries provide a welcoming and safe space for you and your
child.

Many libraries will have a dedicated area for adults and
children with literacy difficulties, they also have staff trained in
understanding different needs and signposting help.

They may have a supply of Barrington Stoke literature,
including books with a high interest level (e.g. age 12) and
a lower literacy level (e.g. reading age of 6) — this is shown
discreetly on the back of the book. They also have books in
bigger or easier to read fonts/on coloured pages and audio

books, etc.
“.
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Did you know... ,

Henry Ford, Walt Disney,
Steven Spielberg all had
literacy difficulties. Henry
Winkler has dyslexia and
difficulty with maths.

“A laptop helps me
get down what |
want to write.”

“l love colour, | need
visual resources. |

don’t want to be made
to feel stupid though.”









Dyspraxia (Developmental “Ifelt so bad, I'd been

constantly nagging my
Coordination Disorder - DCD) ol

realise how painful it

was for him to do that.
He thought everyone’s
hands hurt when they
ate and that he was...

Dyspraxia (also known as Developmental
Coordination Disorder or DCD) affects the
physical co-ordination of both fine and gross
motor skills.

This can impact on everyday activities, such as:

e Writing and drawing

e Tying shoelaces and doing up buttons
e Eating food, drinking from a cup and using cutlery 0 Hints and tips

e Speaking

e Riding a bike Talk to your school - strategies such as using a gym trail,
. wobble cushions, sensory breaks, using a laptop and

* Playing sports pencil grips may help.

Some children may find some of these tasks physically painful v Scooter boards and balance boards can help to teach a

and try to avoid doing them. child to feel and understand their body movements and

help spatial awareness.

An Occupational Therapist can provide you with a number of
strategies and/or exercises to help your child with these difficulties. ¥ Sometimes just encouraging your child to slow down
and think about what they are doing can help with their

SEND SAS specialism areas also include sensory and physical organisational skills.

neurological needs. We are a team of qualified teachers and

specialists who support children and young people who have v Chunky cutlery is easier to grip and control.

needs relating to neurodiversity, with specialisms in areas inCIuding v Help Strengthen hand dexterity by engaging in activities
speech, language, and communication needs (SLCN), autism, with play dough, rolling, cutting, slicing, picking up with a
Cognition and Learning, Sensory impairment (Deaf, Blind, Deaf fork etc.

blindness) and physical/neurological impairment.
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Tourette’s Syndrome

Tourette’s Syndrome (TS) is when somebody makes
movements and noises that they can’t control. These
noises and movements are called tics.

Tics are usually fast and happen again and again. Tics are preceded
by an internal sensation called a ‘premonitory urge’ that is typically
reported as uncomfortable feeling (like an itch) that they need

to get rid of, which is why they perform the tic (i.e. to relieve the
uncomfortable sensation).

TS is a genetic condition, with onset typically at around 5 years of
age but an increase in tics is often seen around the time of puberty.
It is characterised by the presence of multiple motor tics and one or
more vocal tic that are present for over a year. Some people only
have motor tics and others only have vocal tics, these are referred
to as Persistent (or Chronic) tic disorders. For people with tics that
present for less than one year, this is referred to as Transient tic
disorder.

The frequency, severity and functional impact of tics are not
important considerations when diagnosing Tourette’s. Some people
may have just a few tics which do not interfere much with daily life,
whereas for others, tics can be more frequent and complex with a
significant impact. Although it is true that ‘coprolalia’ — the clinical
term for involuntary swearing — is a symptom of TS, it doesn’t affect
everyone and it is NOT a criteria for diagnosis. It can however be
one of the most difficult tics to manage.

Contrary to popular opinion, only about 5-10% of people with
TS have vocal tics which involve swear words and these can be
managed using therapies in the same way as other vocal tics.

Tics will naturally ‘wax and wane’, come and go, with periods where
people will have more or less tics, with no apparent pattern to this
increase/ decrease in tic frequency. However, tics can also be related

to emotional expression and may be more evident at times of high
emotion, anxiety, stress or tiredness - so there may be good days

and bad days. The sensory environment can also have an impact on
tics, people often report that certain lights, sounds or temperatures
can make tics worse. Tics can often be made worse when stressed,
nervous, excited or anxious, so young people may find that they tic
more than usual in these situations, such as standing up in front of
people to give a talk, getting in from school, at Christmas or when
going on holiday.

Some people can learn to control or suppress the tics, for example,
in a social situation. For some people this may happen automatically
and they may not realise they are controlling their tics, whilst for
others it can be effortfull and may be exhausting. Tourette’s is a
lifelong condition, however around 50% of adults report that their
symptoms have reduced following adolescence. In the majority of
cases, the tics will improve and may go away completely by late
adolescence/early adulthood.

TS is often associated with other neurodivergent conditions such

as ADHD and Autism. It is also often associated with secondary
mental health conditions e.g. Obsessive Compulsive Disorder
(OCD) and Social Anxiety. Whilst an individual may not always have
a co-occurring condition, they will almost always have features of
the conditions. It is often most helpful to support children and young
people with tics in managing these co-occurring features, as this can
have a positive impact on the tics.






Section 2
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Mental Health

Feelings of anxiety are entirely normal and all
children will benefit fom support to help them

manage their feelings and worries from time to time.

However, neurodivergent young people are more likely to
experience feelings of anxiety, depression, burn-out and low self-
esteem, so may need additional specialist support.

The National Autistic Society
undertook a study of 130 young
people with autism and found that
80% reported concerns with their
mental health, partly as a result

of the pressure to act ‘normal’ in a
neurotypical world. ®

If you have any concerns about your child’s mental health,
consider that the earlier on that any issues are identified,

the quicker support can be accessed and this can often stop
problems from escalating and becoming more serious. Speak to
your GP if you become worried about your child.

There is also an increased focus on mental health in schools and
work is underway to increase resources, training and information
available, so speak to your child’s teacher or SENCO as soon as
you have any concerns and they may be able to refer them for
help with mental health support, which can sometimes be offered
at school.

Whilst not directly helping your child, you can help to educate
the community around you to help promote inclusion - educate
everyone you meet about neurodiversity! The more that people
understand that it is a neurological difference, rather than
something to be ashamed of, or that needs to be cured, the
more accepting they will become.

Understanding the reasons for our children’s difficulties can

help us to find ways to provide the right support. Below is a brief
overview of the more common mental health difficulties, some of
which you may not have heard of — see the further information at
the end of this section for where you can go for help.

Anxiety

Anxiety is commonly talked about as feeling worried or afraid
and is how we feel when we are feeling out of control or
threatened. High anxiety can lead to feelings of panic and
panic attacks. Unsupported, high anxiety over a period of
time can lead to chronic stress or autistic burnout. Please see
Section 7 for further information about anxiety, its causes and
tips to help.
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Obsessive Compulsive Disorder (OCD)?

OCD can be a debilitating condition and is often misunderstood;
so much so that many people hide it for many years. The good
news is that OCD is a treatable condition, with both therapy

or medication available that can help with management and
recovery.

o Obsessive thoughts

These are thoughts, ideas and intrusions
which occur repeatedly. These thoughts
are likely to be unwelcome and frightening
and they can make people feel scared, There
anxious, and out of control.
are two

aspects to
OCD
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Children and adults with OCD experience intensely negative,
repetitive, and intrusive thoughts, combined with a chronic feeling
of doubt or danger (obsessions). To suppress the thought or
lessen the anxiety, they will often repeat an action, again and
again (compulsions).

9 Compulsive actions

These are activities which are repeated to try and take
control over a situation to reduce the anxiety caused by
obsessive thoughts. These can include:

e Physical actions such as
washing hands

Checking things, for example
that doors are locked, or
plugs switched off

Repeating sequences in your
mind — words, or numbers

Constantly asking for
reassurance
















Section 3

Early Help
and Where
to Start



Introduction

If you have any concerns about your child or young
person then trust your instincts. You know them
better than anyone else and are their greatest
advocate.

Some children may have neurological differences that are identified
at birth or during their preschool years; while others may reach
developmental milestones earlier or later than their peers, such

as walking, talking, and toileting. It's also possible for a child’s
differences to become more noticeable as they progress through
primary and secondary school, or during puberty.

It may be that you are not the first to notice differences. Some
parents will make adjustments to their own communication and
interaction with their child to compensate, without realising,
especially if there is no sibling for comparison. If your child’s
difficulties are pointed out by other family members or staff at
preschool/school in the first instance it is not your fault for not seeing
it.

For younger children, sometimes the first difference you or others
become aware of is their delayed communication. You may be
referred to Speech and Language Services.

If there are differences that you are concerned about, you may wish
to approach your GP or Health Visitor to discuss your concerns.
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“| felt no one
understood my child.

| didnt understand
why my child was
getting upset.”

Why might a diagnosis
be important?

You may have been told that your child does not need a diagnosis
to access support. Is this correct? By law, reasonable adjustments
must be made for a child based on their needs, regardless of
whether or not they have a diagnosis. However, it can be a ‘chicken
and egg’ situation, as sometimes parents, carers, and relevant
professionals do not know what a child’s needs are until qualified
professionals have carried out an assessment.

It may prove more difficult to access support without having

a diagnosis in place. If your child or young person receives a
diagnosis they will be protected against discrimination under the
Equality Act 2010.






Keeping a record

Keeping notes can help you to understand patterns and trends of
your child’s behaviour. Many neurodivergent children can have
good days and bad days. This may enable you to recognise
triggers and how you can best support your child. You can keep
a record of sensitivity to smells, noises, examples of distressed
behaviour, anxieties, unusual speech patterns and interactions
with other children, struggling to concentrate, fidgeting, difficulty
with handwriting or using cutlery, etc.

You can also include comments made by professionals, family
members, childminders, teachers or friends, as this may help to
validate your concerns.

It is useful to have these examples to hand when you are talking
to professionals.

“Try to detect when your child reacts
poorly to certain smells, sounds or

other sensory stimuli. Sometimes
they don’t even realise what has
triggered them. Sometimes it feels
weird for them to say when a
sensory thing is bothering them due
to the public need to mask

and not “act autistic”.




Next Steps

Pre-school children
You can talk to your health visitor or nursery/preschool staff.

As part of the health visitor contacts, you and your child will be invited
to attend an Under 1 Year and a 2-3 Year Review. These reviews
provide an opportunity for practitioners to assess the strengths and
needs of your child and your family and to plan further care. During
each review the practitioner will explain their role and what the review
will entail and go through the Ages and Stages Parental Questionnaire
with you and discuss any concerns you may have regarding your
child’s development. Following on from that, practitioners can provide
further support, signpost to groups and other agencies and make
referrals to other professionals such as a paediatrician if needed.

If the difficulties are’timmediately obvious, (which often they are not!),
sometimes the GP or Health visitor may ask you to undertake further
observations or may ask you to return to them in six months if you still
have concerns.

Children aged 5-18

Visit your GP or speak to your school to discuss your concerns. See
chapter 4.

O Parent top tip .

Buy a folder and start keeping a record of everything,
literally everything, to build a complete picture of your

child.

“My son bit a child at school, and
« theteacher spoke to me on the
school gate, at the time | was upset
and couldn’t really focus on what
they were saying so | asked them

to confirm in writing and this was

actually really useful information

when | spoke to my GP about my
son’s difficulties.”
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Section 4

Overview of the
diagnostic process
and what to expect



Discussing your Concerns

GPs and schools do not have the expertise to
diagnose neurodivergent conditions, so they will
refer you to a clinician who can undertake the
diagnostic assessment.

Referral

GPs will include any information you provide when they make the
referral, so it is important to share the records that you have been
collecting. You can also include

e whether any relations are neurodivergent,
e relevant medical history etc.

o feedback or evidence from any professionals working with your
child, this can include swimming teachers, childminders after
school club leaders etc.

If your GP agrees that your child has sufficient indicators of
neurodiversity, they will refer to the local health service provider
that undertakes diagnostic assessments. Full details of the
provision and process that will be followed are available on your
local offer. Links to NHS and NICE guidelines are also shown
below.

Finding it
difficult
talking to and
being with
other people

Having
unusual
or intense
interests

Strongly
preferring
your usual

routine
Sometimes finding

noise, touch, taste
and texture, lights or
smells difficult
to deal with

Finding some
situations and
experiences
difficult to
cope with

Developing
more easily in
some areas
than others






What to expect at the appointment

An assessment can take place with one professional, such

as a paediatrician, or sometimes, it can be a multi-disciplinary
team approach (MDT) and several professionals and clinicians
can be involved as part of the assessment, such as:

¢ Paediatrician * Specialist nurses
e Speech and language therapist

¢ QOccupational therapists

e Educational psychologist

¢ Nursery Nurse

As well as the involvement of different professionals and
clinicians, the type of assessments or “diagnostic tools” used
can also vary depending on the condition being assessed for,
and the age of the child. You will be advised ahead of any
assessment the type of tools that will be used, and who will be
conducting the assessment. If you have any questions, you
can ask before the assessment takes place.

“When | took my eight year old

Q Top tips

Make sure you bring your list of the signs you see
(a timeline)

Bring a pen and paper with you so you can take notes.

Consider bringing your partner/a friend/family member
— there’s a lot to take in at these meetings so it helps to
have an extra set of ears and some moral support.

To avoid your child having to listen to you talk about their
difficulties, you may wish to ask if you can contact them

in advance to discuss the information that may upset
your child while they are in the room e.g. a phone call in
advance, or an email. Alternatively, if you bring a friend or
partner to the appointment, you could ask them to come
with you to the appointment, so that they can take the
child out of the room at this point.

Take a drink and snack for your child as well as a
favourite toy for whilst they are waiting.

Write down any questions you may want to ask in
advance, to help you remember on the day.

son for an assessment, and he heard all the things
| had to say about this disabilities and how they
affected him, he was so upset that later in the day he

wet himself. | felt awful, | wish | had known | could
speak to them beforehand, rather than in front of my
son. He still remembers how sad he felt now.”
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Diagnostic Tools

Various diagnostic tools are used, depending on the specific
condition, where you live, and the specialist that you see.

Autism diagnosis in Hertfordshire - A diagnosis of autism is
usually confirmed by two or more clinicians, this may include a
paediatrician, clinical psychologist, speech and language therapist
or assistant psychologist. They will use the information gathered
through the assessment and compare it to an internationally
agreed set of criteria, such as the DSM5, as well as consider
other information that is important when thinking about autism.

How the assessment is carried out may depend on the age of
your child and their specific profile of strengths and challenges.
For some children they may find coming into a clinic environment
overwhelming and so an observation in their school or nursery
setting or even at home may be better for them. For other
children meeting with a clinician 1:1 in clinic will provide the best
information so that they can communicate their experiences.

For all assessments, information from different settings is taken
into account, for example how your child is at home, school

and in the community. It is important that the clinicians have a
good understanding of what your child is good at as well as any
differences or challenges in various environments. The team will
talk to you about the assessment and which tools will be used to
gather information.
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‘The interview was very thorough and
took over 2 hours. | was asked about my
son’s behaviour as a baby and toddler - he was

13 when the assessment took place so it was a
lot to remember! We found it useful to look at
old photos and videos, and to talk to family
and friends before the interview to discuss
any unusual behaviours.’



Your child has
received a diagnosis

“Relief that | was being
listened too and very
emotional.”

“Shocked, even though it

was expected.” » : :
After the diagnosis | got

told what | already knew

How do YOU feel? but it felt good to have
. . it written in black and
Whatever you are feeling is white.”

entirely normal.

The route to getting a diagnosis can be emotional.
Other parents have described their feelings:

“| started to accept
it and take it as a
blessing instead.”

“We received our diagnosis yesterday. It

didn’t take long to confirm what | already
“Relieved, sad,

knew that this gorgeous amazing little
boy is autistic. We can get all the help and
support he deserves now.”

guilty and | felt it
was my fault.”
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What can | do now?

It is common for parents and their families to react differently
to a diagnosis, whether it brings feelings of overwhelm, shock,
or relief. Once a diagnosis has been confirmed, it is important
to do thorough research to gain a better understanding of your
child’s needs.

Remember that your child is still the same person they were
before receiving the diagnosis, and allow yourself time to
adjust to the news.

Local charities and support groups may offer on-line or in-
person meet ups, as well as 1:1 support for parents and

are a vital support network for families. Many will also offer
activities for your child, giving them opportunities to meet other
neurodivergent children and make friends.

“I found it really helpful to join

a local support group and talk
to other parents who have gone
through the same experiences.”
















Section 5

Education
and School



Signs that your child
may need extra help

All children are entitled to a fulfilling education, but
neurodivergent learners may need extra support to be happy
and meet their full potential at school.

Your child’s school or pre-school may have already identified that
your child needs extra support. However, you know your child and
are their best advocate. If you notice that your child has difficulties
with some of these things, it may be an indication that they need
help:

e Making friends

e Sitting still in class

e Maintaining focus

e Not eating at lunchtime

e Being upset when they go into school

e Being upset when they come out of school

e Having a meltdown before or after school ¢
e Hiding themself away and being unusually quiet
e Showing anxiety when you leave them @

e Reluctance to go to school
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o Getting into trouble at school for their behaviour

e Finding it hard to learn

e Struggling to follow instructions

e Having difficulty controlling their emotions

e Being overwhelmed by smells or loud noises at school
e Not making progress academically

e Child cannot say what is wrong or worrying them

e Not being able to go to the toilet

¢ Finding it hard to move from one activity to the next

Or perhaps the school has identified that your child needs
support.

What you need to do to get help for your child
differs depending on their age.










Educational Support
from 4-16 years

Moving from Preschool to school

Starting school can be daunting for our children as well as
for us as parents. The more planning you can do in advance
of the change, the smoother the transition should be.

A 4
Books

e Starting School by Allan Ahlberg

e The Colour Monster, The Colour

Monster: A Colour Activity
Book, The Colour Monster Goes
to School all by Anna Llenas
(Collection 3 Books Set)

“Before my daughter started
school, we laid out her uniform
and practised changing into it.
We also did the walk to school

over the summer holidays, and
this helped a lot too.”

Support for children and young people of school age

Every neurodivergent child is unique and will have different
educational and sensory needs. Some children may require

a specialist setting, however, with appropriate support, the
majority should be able to thrive in a mainstream environment..
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Q Top tips

v Visit the school as many times as possible before your child
starts. Many schools have summer fairs or open days, and
these can be good ways to familiarise yourself with the school,
in addition to any formal visits.

v Take photos of any key people who will be with your child in
school, for example, teacher, teaching assistant, dinner ladies/
men, headteacher, lollipop person.

¥ Use visual supports to reinforce what to expect during the
school day — for example pictures of the cloakroom, toilets,
lunch area, playground and where they will sit in class.

¥ Perhaps ask the school for a timetable before the September
and look at this with your child during the summer holidays.

« Use social stories. These are short descriptions of a particular
activity, event, or situation so that your child will know what to
expect in their school day.

¥ Ensure that you discuss your child’s communication
preferences with the school and that any supports are
available (e.g. visual supports, understanding of signing etc).

+¥ Practise morning routines in advance and get things ready the
night before.

¥ Use a calendar during the summer to encourage your child to
count down to the start day.
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Choosing a school

Tips for choosing a setting

It is a good idea to meet the Senco at any schools you are
considering, to understand their approach to SEND and their
ability to meet your child’s needs. You may want to ask about:

The school SEND policy — the Senco should be able to give
you a copy. The school anti-bullying policy, behaviour/discipline
and exclusion policies may also be useful.

What SEND training the staff have received — particularly in the
area of specialism that is needed for your child.

How the school organises its special needs provision - are
children withdrawn from class for extra lessons in small
groups? How does the school use its support staff? Are there
non-teaching staff working in classrooms to support children’s
learning?

How many children are in each class?

Their policy on 1:1 learning support assistants for children. Do
they have a dedicated person for each child with an EHCP or
do they utilise the class Teaching Assistant?

How is the day structured? Are there structured breaktime /
lunchtime activities for children?

“l asked if my son would

be able to have a laptop

to support his diagnosed
dyspraxia and they said no,

so we decided this wasn't
the right school for him.”

How is technology used to help learning?

Whether there is a safe space/quiet area that your child could
go to if they needed some time out?

Schools are becoming increasingly skilled at meeting

the needs of SEND children. Ask whether the school has
experience of working with children with difficulties similar to
your child’s, and whether it was successful.

How they would support your child transitioning to the school.

How does communication take place between school and
parents?
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What can | do if | think my child
needs additional support?

Building and maintaining good
relationships with schools

It is important to build a positive relationship with staff at your
child’s setting so you can work together to get the best possible
outcomes for your child.

Stage 1:
Contact class teacher/key worker

Speak with your child’s main contact at school (e.g. key worker,
class teacher, Head of Year, Pastoral Lead, etc) to discuss

To help achieve this: your concerns and to understand whether the issues are also
being seen at school. It may be that school have also noticed
that your child is having difficulties and you can discuss with

e Recognise when school does things well. them ideas and interventions that could help.

e Introduce yourself to the staff working with your child.

e Encourage open and honest communication.

e |f there are issues, try to identify solutions for things that could
help.

“It was useful to keep a home / uy rpuldn'®
... : 1 cO
school communication book which

“tdidnt et ey,

showed the things that my child aYU\"
found hard in school. ow the bo Luneh tOda5”
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Once the Senco has identified the areas where your child
requires more support, they will:

Primary School - Help the class teacher to fine tune their
teaching to reflect your child’s needs. This is sometimes
referred to as ‘Quality First Teaching (QFT).” QFT is a style of
teaching that focuses on high quality and inclusive teaching for
every child in a classroom.

Secondary School - Share the One Plan with all subject
teachers, Head of Year and any other key individuals.

For Both - Some reasonable adjustments and small
intervention groups may also be suggested.

“My child’s school has been
supporting us since we got
confirmation of her place. From
making adjustments like a time out card
for anxiety, being allowed to doodle in
lessons for focus and a toilet card to reduce

toilet anxiety, to helping through school
refusal, they’'ve just been great. Being able
to contact individual teachers by email is
fantastic.”



After the meeting

Top tips: Preparing for a meeting e Tell your child what has been agreed.
with the Senco e Recap the conversation with an email or letter so it is
documented or if someone else was making notes, ask for a
+ Understand your child’s views. copy.
v Plan what you are going to ask and what you want to e Complete any actions that you were given and make a diary
discuss — list these in order of importance knowing what note to ensure other actions are completed as agreed.

your priorities are and what doesn’t matter as much. e Make sure that a follow-up meeting is arranged if this is

+« Have a clear idea of what outcomes you are trying to required.
achieve.

v Write down the questions you want to ask, for example.

Is my child making progress?

How does my child interact with their peers and
staff?

What help does my child receive in school?
Does the school share the same concerns?

How can | support my child at home?

« Be realistic in what you are asking for.

¥ Bring a notebook and pen.

¥ You are entitled to take someone (often referred to as
an advocate) with you for support, to take notes and
to help remember everything that is said. An advocate
may be a family member, friend, a local charity offering
advocacy services or someone independent provided by
the Local Authority if you wish.
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Stage 3:SEND Support and One Plans
(Individual Education Plans, Learning
Passports)

The next stage of help should be for children who need
longer term SEND support to be placed on the school’s
Special Educational Needs register. Every school has a
budget allocated for SEND support. It may sometimes be
used to help groups of children, train staff working with
SEND children or to help deliver strategies for your child.

For children on the SEND register, an individualised support
plan should be created, these may be referred to as One
Plans, Individual Education Plans, Learning Passports or
SEND Support. You, your child and school staff all contribute
to the plan and progress is reviewed termly. One Plans/
SEND support should detail the child’s needs and what
support will be put in place to meet short term and long-term
targets. Targets should be for progress in all elements of
SEND including Communication and Interaction, Cognition
and Learning, Social, Emotional and Mental Health,
Academic Attainment and Sensory/Physical needs.



The ‘Assess, Plan, Do, Review’ Process

The One Plan process should be made up of a 4-part cycle
of Assess, Plan, Do, Review (sometimes referred to as the
Graduated Approach) and should be co-produced at every stage
with the school, family and child:

Assess

Growing Child / young person identified for

understanding of
what approaches
secure better
outcomes

but not SEND, run in parallel.

Parent
/ carer
views?

REE

Monitoring cycles provide a robust .

evidence basye for reviewing
actions taken and intervention

provided and plan the next steps Teacher

across the school / setting for
individual child / young person.

SENCO (or equivalent role)

additional intervention, as part of SEND

whole school / setting monitoring systems
and additional assessments. Assessment
process for learners with additional needs,

Growing
understanding
of learners
needs

Plan

Strategic planning of intervention is
implemented for individual child / young
person based on additional factors and
assessment. Quality First Teaching and
support / intervention dovetail to provide
the best possible learning experience
and outcomes.

Growing
understanding
of effective
support
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Parent
/ carer
views?

Growing
understanding
of what teaching

High quality teaching with high aspirations
for all linked with additional interventions

take place and are monitored to ensure
closing the gap for learners. approaches work



If your child is still
not making progress,

academically, socially, or
otherwise, you or the school

should consider asking the
Local Authority to undertake
an Educational Health and

Care Needs Assessment

(EHCNA).




Stage 4: Education and Health
Care Plan (EHCP)

If you are concerned that this graduated approach has been

tried with your child, but progress is still limited, requesting an
Education and Health Care Needs Assessment could be the next
step.

What is an Education and Health Care Plan (EHCP)?

An EHCP is a legal document that sets out a young person’s
special education needs and the support that they need. It covers
birth until age 25 (if they remain in education and training) and
can result in additional support and funding for a child or young
person with special educational needs.

How do | get an EHCP for my child?

An Education, Health and Care Needs Assessment (EHCNA) is
the first step towards getting an Education and Health Care Plan
(EHCP)

Who can request an EHCNA?

The following people can request an EHCNA:

e the child or young person’s parents

e the young person themselves (i.e., someone over the age of
16) or someone on their behalf if they lack the mental capacity
to do so

e a person on behalf of the child or young person’s school
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e professionals involved with the child or young person, such as
foster carers, health and social care professionals, and early
years practitioners.

Whilst the school usually makes the application, sometimes
schools may not feel that an EHCP is necessary, for example, if a
child masks at school. As a parent, you can request an EHCNA

if you feel your child is struggling in school or not making enough
progress.

Criteria to apply for an EHCNA

In law (section 36(8) of the Children and Families Act 2014),
the following are the only questions the LA should ask when
considering whether or not to carry out an EHC needs
assessment:

¢ whether the child or young person has or may have special
educational needs (SEND); and

e whether they may need special educational provision to be
made through an EHCP.

There is additional guidance in the
Send Code of Practice section 9.













Check the draft EHC Plan

If it is agreed that an EHCP should be issued, you then have 15
days to suggest any amendments and to express a preference for
an educational setting.

Ensure outcomes are SMART

SMART goals are used to help guide goal setting. SMART is an
acronym for Specific, Measurable, Achievable, Realistic, and

6 Time-bound.

SMART goals ensure that the provisions/outcomes
for your child are clearly set out and defined. If
there are words which are vague, these could be
misinterpreted, and may dilute the provision that

is provided. Words and phrases like ‘regular or as
required’ can cause particular difficulties so should
be avoided.










Annual reviews Outcomes

At the end of the review, there are three decisions the Local

Once agreed, EHC plans must be reviewed by the LA annually Authority can make:

(as a minimum) to revisit and review the outcomes and the
effectiveness of the provisions in place to achieve them. o To maintain the EHC plan in its current format (not make a

) . . any changes);
Before the annual review meeting, parents, professionals, and

the education setting that your child attends share their thoughts 9 To amend the EHC plan;
about what is going well, what is not going well, aspirations and
anything that they think may need to change within the plan. The
information should be gathered and shared two weeks before the
meeting. If your child is coming up to a phase transfer (for example,
moving from primary school to secondary school), the LA must
carry out the review well in advance of the move.

e To cease the EHC plan if, following consultation, they think it
is no longer necessary for it to be in place.

All professionals that provide the support detailed in the EHC
Plan should be invited to contribute and to attend the meeting.
For those transferring from secondary school to a post-16
provision, the EHC plan must be reviewed and amended by 31

e Read through all the comments submitted. You should receive March in the year of transfer; for all other phases of transfer, the
this at least two weeks before the meeting. If you don'’t feel you deadline is 15 February in the year of transfer.

Preparing for an annual review

have enough time to prepare then you can ask for the meeting
to be deferred.

e Make a note of any questions that you would like to ask. There
can be a lot of information shared in these reviews so it’s really
helpful to have a written list to refer to.

e Take notes during the meeting so you have a record of what
was discussed and agreed.

e Consider taking an advocate, family member or friend with you
for support.
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Transition from primary to secondary school

What is different about secondary
school?

A child with SEND may take a long time to get used to the new
school environment and may need additional help to support
them throughout this period.

If there has been insufficient preparation for the huge changes
that occur between primary and secondary school, this can
result in difficulties accessing the curriculum and make it
harder to make friends. The first few weeks are crucial in
developing the new peer group and poor preparation can
result in lasting damage throughout their secondary school
years.

Here are some of the changes that your

child might notice:

Classes may be larger.

Need to move around the school between
different lessons.

Different teachers for each subject and being
split into sets, which means you may not be
with friends in every class.

Bigger school environment and not all
teachers will be aware of your child’s
difficulties.

Coping alone in the playground at break and
lunchtimes, with fewer teachers supervising.

No personal desks.
The use of lockers to store belongings.
Independent travel to school.

Homework — greater volume and increased
expectations.

The need for greater organisational skills and
meeting deadlines.



Without planning and support, the cumulative effect of all these TOp tlpS fOI' moving tO secondary

changes may lead to your child becoming increasingly anxious. . .
They could feel out of control in their new environment, after SChOOI = WOI‘klng W|th the SChOOI

seemingly being able to cope in primary school.

Spend time talking to your child about all of these things so that e Transition workbook - address differences between

they can understand what to expect and have a chance to ask settings with a step-by-step approach. You can ask your

questions about anything that may be worrying them. Refer to existing setting to provide this.

the transition information regularly in the period leading up to the - —

move, to help refresh the information and trigger questions. * Phased transition — is it possible for - —
your child to have additional visits? This -

There are other children who struggled at primary school but can help to become familiar with the new -

who enjoy and adapt well to the independence and increased school by finding their way around, noticing -

responsibility at senior school. -

new sounds and smells and asking questions?
Ask your new Senco or ask your existing teacher

for advice.
“I hated junior school. We were forced to  Meeting key members of staff - for both you and
make eye contact and sit completely still your child.

and if | didn’t fm'?h 11 Work' I had_ my break e Photos of the new school and key staff - ask

get a break between lessons when we move photos of key members of staff that will
classes and I'm much happier now.” be working with your child and of the '
new building, you can include a map of

the school if there is one. You can also

look for additional information about the

new setting, for example the school’s L J
website and social media, and share

this with your child.




Lockers — speak to the new Senco
about whether having a locker at school
may help your child to organise their
equipment. A locker may be a good
place to keep spare stationery.

School day plan - you can create a
visual overview of what your child can
expect.

Timetable - ask your new school for

a sample Year 7 timetable or if the
school have a school app which loads
timetables or homework. Start looking at
this in the summer break.

A buddy system - ask your new Senco
if there is a buddy system that your son
or daughter could have for at least the
first two terms.

Gain the views of your child - Talk

to your child. Ask them if anything is
worrying them and see what you can do
to help.

Share one-page profile — Ask your
existing Senco to share your child’s up to
date one-page plan with all staff that will be
working with them.

Communication — find out the best way
to communicate with staff at the school

— for example, having a named contact,
and whether it is best to communicate via
phone or email.
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If your child struggles to change quickly for PE, perhaps they
could wear a clip-on tie, or wear adapted PE equipment.

If your child is anxious taking tests in the classroom,
perhaps they could take the test in a small group in

a different room.

If your child may be easily distracted in
class, discuss potential seating options.

Pencil grips, adapted rulers and protractors
etc. may help.

If your child struggles with homework, ask
whether there are options to complete
homework at school either in a homework
club, or during the school day.

If your child may feel overwhelmed in class,
or if they struggle knowing when they need
to go to the toilet, consider a time out or
toilet card so that they can easily leave the
classroom.

If your child finds it difficult to write notes
during a class, see if handouts could be
provided to capture the key points.

Ask if there is a quiet place your child can
go to at break and lunch times, such as the
school library or SEND department.

Ask if the school could provide a timetable
with pictures or icons instead of lots of text
to make it easier to understand.

)
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Strategies for supporting executive functioning needs

99 Have homework written

y down in the same spot
every day

Create an end-of- Your Senco

the-day checklist to .

remember materials will prObably
have lots of other

.. suqggestions too!
Explicitly teach ’ Provide brain breaks 93

executive functioning
and study skills

Give an extra 3-5 .
. . Clearly explain
minutes to organise . . . .
LS academic and social
before transitions

during and after

instruction

expectations
“My sons school took him
Schedule a weekly Keep an extra set of out of French in year 7 and he
organisation time books at home and does ‘support lessons’ instead.

[ |
| = in the classroom They have also arranged for him to
Create routines and go into _schoo_l early, so he isn’t at the
practice them often P P —— gate with noise and crowds. He has
¢ time checks during a b-minute early pass to avoid the
work periods busy corridors and to leave school
1 Incorporate movement before the bell. He only had to
o during instruction !E! Have students set up choose two options instead of
homework binders three.”
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What you can do to help at home - top tips

Get everything ready the night
before. Get everything ready that
they are going to need in advance
including backpack; uniform; PE Kkit;
stationery; books etc. and decide
whether they are going to have a
school lunch or packed lunch.

Getting Dressed for School - Children with sensory
issues can be overly sensitive to the way different
textures of clothing feel on their skin. They might not be
able to tolerate the feeling of new shoes because the
material is too stiff. Their reactions to items like itchy
sweaters or stiff trousers can range from annoyance to
outright refusal to wear something. Being aware of what
triggers negative reactions in your child can help. For
instance, cut off clothing labels if they bother your child.
Small adjustments could reduce complaining—and help
to get you out of the door faster.

| 0 Top tip — some clothing retailers offer

sensory-friendly school uniform options.

Set a bedtime routine.

“Id suggest getting up
30 minutes before you

think you need to!”

Organise your morning routine. It is important to set
rules or routines in advance, and these can be very
detailed if that is needed. You can arrange a routine that
includes timescales, for getting up, getting ready, eating
breakfast, having some down time, preparing to leave,
and even includes the route that you will take to school.

Stock up on school supplies and buy spare uniform
if possible. A second set of school supplies, uniform
and equipment should be kept at home that is the same
as the one that the child is using. This will be very
important if your child loses anything during the school
day.

School day plan - have a copy of your child’s timetable
and talk to your child about what they will be doing each
day. If the timetable is available on-line or via an app,
consider writing it out for them so that they
reassurance of having a visual copy too.

Decompress - have calm and quiet
time after school so your child can
self-regulate.
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Create a safe place at home where your child feels
safe and can retreat for some down time.

Accept that your child is different and let them lead
on how they feel, cope and what they feel able to do.
Always validate your child’s feelings and emotions.

Travelling to school — Take the journey with your child
between home and school, whether you walk, drive, or
take public transport, as many times as you can and
you could also film the route or take photos to help
your child become familiar with the route. This will help
to make the journey more predictable, which will

help children who experience anxiety or hyper
vigilance in unfamiliar surroundings.

If your child uses the Local Authority

transport services to school, speak to the

transport provider to find out more about

the journey — for example: the route that

will be taken, how many other children will

be in the vehicle, how long the journey will

take with the collections/drop-offs of the
other children etc. -

If your child uses the Local Authority transport
service, speak to the transport provider to find out
more about the journey, e.g. the route they will take,
how many other children will be in the car, how long it
will take, where the collections/drop- offs will be, will
there be an LSA on board, who is the driver and what
happens if traffic is bad and there are delays.
















What is an Educational Psychologist (EP)?

What we do

We provide independent professional advice to families,
schools and other education settings. An EP applies
psychology (the study of thinking, learning, emotions

and behaviour) to support the learning, development and
wellbeing of children and young people up to 25 years old. In
Hertfordshire many EPs have specialist skills in areas such as
autism, behaviour, literacy and mental health.

How we can help

An EP might be a good choice to help with significant learning,
behaviour or other difficulties which are complicated, difficult to
understand or have not improved with the support already in
place. We work in a person-centred way to plan how to support

a child or young person depending on their needs. This might
include talking with the child or young person, psychological
testing, observing in class and speaking with key staff and family
members. This information will be used to plan what to do next.
Sometimes we support in other ways, for example, by training the
staff in the setting that the child or young person attends.

What is a Specialist Advisory Teacher?

What we do

We are a team of qualified teachers and specialists who
support children and young people who have needs relating
to neurodiversity, with specialisms in areas including speech,
language, and communication needs (SLCN), communication
and autism, and Cognition and Learning. We provide advice
and guidance through meetings with schools and families,
observations of, and discussions with, children and young
people in school and whole-school support.

How we can help

An EP might be a good choice to help with significant learning,
behaviour or other difficulties which are complicated, difficult to
understand or have not improved with the support already in
place. We work in a person-centred way to plan how to support
a child or young person depending on their needs. This might
include talking with the child or young person, psychological
testing, observing in class and speaking with key staff and family
members. This information will be used to plan what to do next.
Sometimes we support in other ways, for example, by training
the staff in the setting that the child or young person attends.
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Family and friends

This section is full of hints and tips from
other parents to help you manage personal
relationships and day to day activities.

Extended family and friends can offer you a great deal of
support, but having a neurodivergent child can change
the way that you interact with your family and friends.
Give it time! Be patient, it may take a while for your family
and friends to understand. Some people will naturally be
inclusive and understand, and there are others who for a

number of reasons may find it more difficult to be accepting.

You can share the information in this pack with family and
friends to help them understand your child’s needs and the
challenges that you face.

“Some members of our
family do not believe the

diagnosis. | absolutely see it
now. But it is frustrating that
some people think I'm neurotic
when | didn’t think a diagnosis
was needed in the first place.
Outside professionals did, and
they were right.”
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Understand how family and friends
may be feeling

Try to understand how others may be feeling. Relationships
often change when we have children — but this may be more
apparent when you have a child with SEND because we have
to be their advocate and adjust our lifestyle and habits to

meet their needs. This may mean that you have less time to
spend with other people and may have to cancel or change
plans at the last minute. You may not have the time, energy

or resilience to be able to support your family and friends in
the same way that you did in the past. You shouldn’t feel guilty
about this, but it can be helpful to recognise that it happens so
that you can work together to maintain a positive relationship
throughout any challenging times.

Although some people know about
autism or being neurodiverse,

there are also many people that
have no experience at all or have
preconceived ideas from newspapers/
films/TV that are inaccurate.

Be careful not to give too much
information at once; the key to
building support is helping family and
friends to understand how your child
is affected, and to help them feel
included.



A Grandparent’s perspective

We asked some grandparents what advice they would give
to other grandparents:

“Celebrate and
enjoy successes
- no matter how
small.”

“Be a natural part of
their lives if you can.”

“Accept and

. i | d el L enjoy them for
who they are.”

“Get the parents to

recognise that their
_'/' own health needs, both
¢ mental and physical, are

important and if you can,
give them a chance to
have a break to get time
on their own.”

“Find things that they
like that you can do
together - like going out
for a cake.”
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Dispelling the myths

Awareness and acceptance of neurodiversity is growing but “l found it useful when talking
there is still a lot of confusion around what causes it and how to grand pa rents to point out
 affects people in different ways. that back in the day children were
Some of the misinformation that you may encounter and punished for being left-handed and

wish to address: .
some people thought it meant they were
e |tis not a curable disease and you do not grow out of it

— it is a lifelong condition that with the right help can be pOSSGISSGd by the deVI!.. We now kn(?w
effectively supported. that being left-handed is a neurological

e We know it is not caused by vaccines. (2013 Centre difference and not something that can

for Disease Control study showed that there is no be cured.”
link between MMR and autism and the theory was
discredited)

e |tis not caused by bad parenting — neurodivergent
children can present with behaviour that challenges
as a result of sensory and other needs which are not
being effectively supported. Parenting courses tailored
to SEND children may help improve understanding.

e Not only boys are neurodivergent. It appears to be
more common in boys, but girls are more likely to mask
and are often diagnosed at an older age.

e Autism and ADHD are not in themselves mental health
conditions, but many autistic people/ADHD suffer from
anxiety and/ or depression, due to a variety of reasons
including unmet needs, inadequate support and social
isolation.

e Being Neurodivergent is not caused by a bad diet, but
certain artificial additives and food sensitivities can
exacerbate symptoms in some children.




Sharing a diagnosis

Knowing that a child is neurodivergent can trigger a range of
emotions and reactions in others in the same way that it will for
you. Some common reactions that you may encounter:

e Sometimes it is a relief because it gives an explanation.

* Sometimes relatives may feel sad or worried

e They may be in denial and reject the diagnosis, which may

make you feel isolated and hurt.

e They may be judgmental and blame you — for example if they
don’t see difficulties themselves because your child masks, or
if they blame your parenting style.

e Being neurodivergent is often a genetic condition, so it may
be that when a child receives a diagnosis, other people in the
family may start to be aware of their own needs.

Let your family and friends express
their views and feelings, but it is also
important for you to feel supported so
you can say that you welcome their
support and understanding.




Educate friends & families

General information

There is a lot of information available so be careful not to
overwhelm them.

Information specific to your child

The information in this pack is helpful as background, but
the most useful information you can share with others is to
let them know the things that are important to your child —
the things that will help and comfort them, and the things
that they will find difficult

Talk through their routine and how it is important to stick
to it where possible. Let them know of sensory issues and
particular routines for example, around time, food, noise,
smells, bedtime routine etc.

Autistic/ADHD individuals will display unique strengths and
difficulties and experience characteristics of their disability in
different ways.

“If you have met one individual
with autism...you have met ONE

individual with autism.”

Share the successes

Whilst you will naturally share details of the challenges that you
and your child may face, remember to share the achievements
and fun moments too. Try to be patient, it may take a while for

your family and friends to understand.

Make new friends for yourself and your
child

Joining a support group in your local area can help you to
understand more about your child and validate how you are
feeling. You will also meet other like-minded parents and
carers who can provide non-judgmental advice and
emotional support. You can search on social media for
your local town, the condition and SEND to find

groups near you.



“I took my daughter for
a play date with a friend,
when we arrived, she had

“My child always liked to
Al e invited another friend too. My

eat lunch at 11.30. We went
to my in-laws for Sunday lunch
- which they always had at 1Tpm.
They refused to let my son snack

“My son went to a
friend’s house for a
playdate when he was
5. When | collected

daughter hadn’t expected it and
was really upset and completely
unable to speak to the other
girls. It was really difficult and
we just had to go home”

him, the mum said ‘it’s
been awful’. | was so
embarrassed and spent
the whole night dreading
the school run the next
day. We got over it
Case studies though, and now she
understands she
Families have shared some of the difficulties has become a good
that they faced, which may help you to plan friend.”
in advance how you could prepare for similar
situations.

beforehand in case it ruined his
appetite. Needless to say, we had
to go home before 1pm!”

“Every time | started to explain my
child’s difficulties, | found my parents
were judgmental. | got defensive and

upset and it ended up in an argument. In
the end | shared their one-page profile
from school and it really helped. | have

“My parents used to get really upset when my son
bounced on the settee and it became a real bone
of contention between us, even to the point that |

no longer wanted to go to their house. However,
when we understood more about why he did this, |
explained to my mum and they bought him a little
mini trampoline, which he loves, and no more
bouncing on the settee!”

since created one for home that | have
given to my sister and also to helpers at
various clubs.”










Making Your Home Neurodivergent Friendly

Creating a warm and relaxing space which * Keep bedrooms cool.
is sensory friend|y can he|p provide a e Choose fabrics that appeal - these could be different for
calm environment for vour child. You can everyone. Many children like soft and snuggly materials.
. ) y ) Consider patterns and prints too and go for ones that are fun
consider adaptations to support all the but not overly stimulating.
senses. e Remove labels from bedding and night clothes, or try bedding
and nightclothes made from other materials.
Sight
e You could paint walls in colours that your child finds soothing Sound
Often, colours such as reds, oranges, yellows, and whites are e Provide a warning that a noise is going to happen. E.g.,
over- stimulating, whereas blues, greens, purples, browns, and hoovering.

blacks are soothing and comforting. Colours can affect mood

and how we process information, function, and perform tasks. * Consider that some lights can buzz, which may distract your

child. Ask your child if anything bothers them and believe them

 Avoid harsh or bright artificial lighting - you could consider fitting when they tell you to change the bulb or provide headphones -
dimmable lights. their hearing may be more sensitive than yours.
* Create a calm environment by removing excess clutter and e Reduce noise using thick carpet, shutting doors fully, turning off
mess. appliances, and moving your child’s bed away from a wall with
 Consider creating zones in your child’s bedroom to distinguish activity happening on the other side.
between play, work, sleep, and storage areas. e Noise-cancelling headphones/earbuds can help reduce noise.
Some children may like background noise, so you might want
Touch to try using a fan or listening to music through headphones.

e Experiment with various textures and materials when choosing
furniture and furnishings — softness should meet support. If
fabrics get too hot or too cold then that could be uncomfortable.
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Smell

¢ Limit the use of fragrances your child doesn't like, fabric
conditioner, candles etc.

Reduce smells coming into the room by closing the door fully
or by using scented oils that your child finds relaxing

Use an extractor fan or open a window in the kitchen to prevent
cooking smells from filling up the house

Taste

e Try warm drinks like hot milk, hot chocolate, or herbal teas
which some children find soothing

e Some children crave strong, spicy or salty foods, others prefer
bland flavours.

Personalised safe spaces

Creating personalised spaces within your home can make your
child feel more comfortable and supported.

e Consider creating a cosy corner or comfortable chair; add soft
blankets, adjustable lighting, or a bookshelf stocked with their
favourite books.

Some children may prefer an area designed for movement with
a yoga mat, a rocking chair or even giant bean bags.

You could customise the space with items with emotional
meaning or linked to specific interests, like photographs,
artwork, or collectables, to make your young person feel more
secure.

In this safe space, your child can feel relaxed and comfortable
to stim and self-regulate.

Being outdoors

Whether or not you have a garden, there are many benefits of having
a sensory garden or area and spending time in nature.

Sensory gardens have all kinds of benefits for neuodivergent children
and young people and provide an opportunity to engage with nature
on their terms, in their way and at their own pace:

e Promotes play skills

e Helps with Sensory regulation
Reduces stress
Increases creativity
Boosts Vitamin D from being outside

Gardening can increase agility and co-ordination

Ideas to include:
Butterfly garden

A water play area with water features like fountains, a rain wall,
a pond, or sprinklers to run through.

A scent zone with fragrant herbs and vines like honeysuckle
and jasmine

An edible garden to explore taste.

An area with bird feeders and plants that attract birds and
wildlife.

Music wall.
Create window boxes or herb pots for balconies or window sills

Children might enjoy growing and eating their own fruit and
vegetables - explore local allotments or park gardening groups
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Eating and Mealtimes

Thanks to Lucy Neary, ‘The Early Years
Dietitian’ for writing this section and
sharing her experience and expertise.

Having a child with feeding issues can feel isolating and parents
often end up feeling judged for the way that their child eats.

There are many reasons for children to develop difficulties with
eating a broad range of foods. Eating challenges are often seen in
neurodivergent young people, but that this is not the only reason -
there are likely to be other reasons your child eats in the way they
do. Regardless of the reasons for your child’s eating challenges
there are many things you can do to help them to feel more
confident and to reduce your stress levels.

Why do children become fussy eaters?
You may find that several reasons apply!

e Medical issues: previous illness, constipation, food allergies,
reflux as a baby, chewing and swallowing issues

e Sensory preferences: eating uses all of our senses so when a
child is sensitive to certain senses or has processing difficulties
this can lead to strong food likes or dislikes.

e Anxiety: some children have anxiety that just presents itself
around food and others have more generalised anxiety.
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Personality: Our general characteristics and personality traits
affect the way we eat AND the way we are fed. Needing a lot of
routine and structure, being highly emotional, being cautious in
new situations or around new people are all characteristics that
affect eating. They also affect parenting; if your child is likely to
have a highly emotional response to a new food or a change
to routine you are less likely to introduce change for fear of the
outcome.

Neophobia: This is a normal developmental phase that many
children go through at around 15-18 months where new foods
are rejected. When children reach this age, they naturally
become more mobile and inquisitive. Throughout our evolution
we have developed a reflex to prevent us from eating foods that
we don’t recognise because they may have been unsafe. Now,
it's just a very real inconvenience for many parents.

Oral motor skills: if there are any issues with chewing or
swallowing this will affect the types of foods your child will eat.
If they prefer soft and easy to chew foods or always leave the
skin if they eat a piece of fruit, these can be signs that some
textures are hard for your child to eat.



“It's important to pick your battles.
Food battles cannot be won. A lot
of food issues appear to be about

the child wanting to feel in control,
and they quickly realise that no-

one can make them swallow. The

best thing to do is to pretend that

you don’t care if/what they eat, but
it's so hard!”

Common feeding challenges:

« Not wanting to eat around other people or in public
spaces such as the school canteen or restaurants

« Eating only specific brands.
« Needing strict routines around food.

« Noticing and rejecting very tiny changes in food
such as tiny specks of colour or blemishes.

« Eating a very limited range of foods.
« Having a preference for certain textures




Tips

(\)
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Even if your child only eats a small range of foods, it
can really help to try to rotate them as much as possible
to prevent your child getting bored and dropping any.
For example; for a child that eats crackers yoghurt and
cereal bars you can vary it like this:

e Day 1: 5 crackers + 1 yoghurt

e Day 2: 3 cereal bars + 2 yoghurts =

e Day 3: 3 yoghurt + 1 cereal bar + 2 crackers

e Day 4: 3 cereal bars + 3 crackers

If your child responds well to visual stories to prepare
them for activities this can work well with feeding too.

Having a meal plan so that they know what to expect
at each meal and snack can help to minimise
mealtime anxieties.

If your child is happy to be around other food and you
have a dinner table you can offer food using family
style dining. Put all food in the middle of the table and
allow everyone to serve themselves, ensuring there are
at least 1 or 2 things your child would usually eat (but

it doesn’t have to be their favourite every time!) This
method has several benefits

e |t exposes your child to new foods in a non-
pressurised way.

o Offering everyone’s food together gives your child
the message that all food is for everyone rather than
a ‘their food’ and ‘my food’ mentality which can hold
them back from exploring new foods.

e |t gives your child a choice to pick the amount of food
that they want to eat.

Even though your child might eat differently to other
children this doesn’t mean that it needs ‘fixing’. As
adults we all eat differently but we just accept that

fact. Aiming to meet your child’s nutritional needs is
important but if they do that with a handful of foods then
that’s ok. A good multivitamin is your friend if your child
will take onel!

Working on fussy eating is not a one size fits all; some
of the strategies that work for other children may not
work for your child. For example, it is a great idea to get
your child involved with food preparation to help them
to interact with food without the pressure of eating.
However, if your child is hypersensitive to touch or smell
they may find this difficult, and it coul actually put them
off of trying foods. So always trust your judgement, you
are the expert on your child!

Reduce any pressure for your child to eat certain foods
as this will increase anxiety and mean they are less
likely to eat. We know that anxiety decreases appetite
so trying to keep worries to a minimum will help your
child to have an appetite at mealtimes.









Hints and Tips

v Exercising can help children to regulate their emotions,
manage weight, improve self-esteem and better engage in
the environment around them.

¥ |t is not always easy to provide your child with the
recommended mix of food types, vitamins and minerals; you
can consider offering multivitamin supplements.

¥ It can be useful to keep a food diary to keep track of what
is being eaten each day and noting if there is a change
in behaviour or mood when certain food or drinks are
consumed.

v Some parents report that a gluten free diet works for
their child, whilst others have tried and say it makes no
difference. Remember, everyone is different and what works
for one, will not necessarily work for anyone else. In the
first instance seek advice from your GP or Health visitor
and discuss any concerns about potential allergies or food
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¥ Set regular times for food and drink breaks and remind
your child to take a snack if they don’t recognise the need
themselves.

v If your child needs reminding to drink or eat at home, make
sure you include this in any One Plan/SEND Support/
Individual Education Plan/Learning Passport or EHCP
documentation, so that snack breaks can be incorporated
into the school day.

« Let children explore the texture of food with their fingers so it
isn’t a surprise when they put food in their mouth.

« Ask your child to help prepare food. This can help them to
feel more included in mealtimes and if they engage their
other senses, for example smelling the raw ingredients,
kneading dough etc. they may be more prepared to try what
they have made. Helping can also equip them with other
useful skills such as planning, safety etc. as well as helping
to regulate senses.

« Exercise can be difficult for some neurodiverse children,
particularly if they have dyspraxia and have poor co-
ordination, or if they have had a bad experience such as
being selected last for a team in PE at school. If they dislike
team sports, try swimming, trampolining or even going for
a family walk. Everyone has different preferences and all
exercise is good!
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Sleep & Z Y 4 2
Why it can be difficult z

Many neurodivergent people struggle with sleep-related
issues and research has suggested a number of reasons for
this:

e Other conditions may be present; including anxiety,
depression, and gastrointestinal disorders, and these can
make getting a good night’s sleep more difficult.

o Extra sensitivity to certain things, such as light or noise,
which can make it hard to wind down and relax.

e Melatonin is a naturally occurring chemical in the body
which helps you to relax and fall asleep. Neurodivergent
people often have issues with melatonin production, which
means that they have trouble falling asleep, staying asleep
and waking early.

Sleep Routine

A good sleep routine includes all the little things you do
each night to help you get a peaceful night’s sleep. It could
be anything from taking a hot shower, brushing your teeth,
having quiet - tech free time, doing some gentle exercise
such as yoga, or slipping into your favourite cosy pyjamas.

It is important that your child makes these habits a part of
their nightly routine, to help their body know it’s time to relax
and unwind ready for bed.
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“My son used to absolutely refuse to
turn off his x-box before bed. Over time,
| realised that it wasn’t because he
wouldn’t turn it off when | asked, it was
because he wouldn’t leave in the middle
of a game - he felt he was
letting his team mates down. | have now
built in a half an hour window to allow
him to finish the game. This flexibility

on my side has resulted in far fewer
arguments between us!”

Every child is different and it will probably be a case of trial and
error before you get the routine right. For instance, if your child
gets particularly upset by brushing their teeth, don’t do this
immediately before bedtime.

Bedtimes can become a very stressful time between parents and
children, so sometimes it can be helpful to have some flexibility,
especially if you or your child are particularly stressed or low on
energy. On these days, having a strict and rigid routine could be
unachievable, so skipping certain activities, like changing clothes
or showering, can help to make getting to bed more manageable.



Q Hints and tips

Environment

The environment and surroundings can play a role. Not everything
works for everyone, but it may help to:

v Make the bedroom more comfortable, tidy and ordered;
v Block out light using dark curtains or black-out blinds;

v Make sure the bedroom is not too hot or too cold — your child
may struggle to recognise or regulate their own temperature, so
you could need to do this for them.

¥ Experiment with white/brown noise.
Lots of children benefit from a fan being on
all year round to provide white noise, which
blocks out other background noises and helps
to slow down racing thoughts.

« You could try reducing noise using a thick
carpet or rug, shutting doors entirely, turning
off appliances, and moving your child’s bed
away from a wall if there is noise on the
other side. You could also block out noises
by letting your child use earplugs or listen to
music through headphones.

¥ Remove labels from bedding and night
clothes, or try bedding and nightclothes made

from other materials.

¥ Reduce unwanted smells coming into the room by closing
the door fully or by using scented oils or scents that your
child finds relaxing.

¥ Remove distractions, such as electronic devices near the
bed and pictures on the wall (unless the person finds these
relaxing).

+ Limit sugary foods, fizzy drinks, and other stimulants near
bedtime.

+ Melatonin naturally occurs in various foods including dairy
products, bananas and cherry juice, so you could try
introducing these foods in the evening.

You may find other stategies that work for you.

“A couple of things that helped us were -

1. Allowing my son to sleep inside a duvet cover, wearing the
corner bit like a hood and wrapped up like a cocoon, with a soft

blanket over the top when it’s cold.

2. | learnt how to do a head massage, like you get at the
hairdressers and my eldest found this very relaxing at bedtime. |
would also put pressure on his limbs, by pushing them gently into
the bed, starting from his feet and working up to his shoulders.”






Toileting

Establishing an independent toileting routine can
be difficult for all children, but for neurodiverse
children it can take longer and there may be other
challenges.

How this might affect your child.

For children who want to use the toilet in the same way as their
peers, this can be embarrassing, so it is important to help them
establish independence.

Some children don’t have a natural desire for that
independence, but it can make day—to—day living, particularly
outside the home, difficult for them and you.

0 Hints and tips

It can be helpful to establish structure and a routine
around going to the toilet and changing. The
following ideas may also help:

« Use the bathroom to change your child so that
they link toileting activities to the bathroom.

¥ Dress your child in clothes and pants that are
easy for them to remove if they are in a hurry.

« See if you can work out a regular time that
your child needs a wee or a poo (for example
immediately after eating), and prompt then to
visit the bathroom at these times. This develops
a habit which may help even if your child still
struggles to understand the physical signals of
needing a wee or poo. Perhaps give your child a
drink 20 minutes before a scheduled toilet visit to
increase the chances of success!

Boys may sometimes struggle to distinguish
between when they need a wee or poo; if this

is the case for your child, encourage them to sit
down. You may also want to get them to sit down
if they have poor co-ordination and struggle to
aim into the toilet whilst standing!
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0 Hints and tips

« Use visual aids in the bathroom to help your child
understand what they need to do and in what order,
for example, undress, sit on the toilet, wee/poo in the
toilet, wipe (you may need to show how many squares
of paper to take), get dressed, flush the toilet and
finally wash and dry hands.

¥ Keep to the same routine and order every time you
help them to go to the toilet.

¥ Make sure that they like going into your bathroom
— they are unlikely to go independently if there are
smells that they don't like (for example air freshener)
or if they don't like the soap that you are asking
them to use. Make the bathroom as child-friendly as
possible — consider buying foaming soap or something
that will be an incentive for them. If you have an
extractor fan, consider if that sound is difficult for them
— perhaps turn it off when they use the bathroom.

¥ It may or may not be appropriate to praise or reward
your child — you know your child the best and will know
how best to reinforce a successful trip to the bathroom.

“my son used to get so engrossed in his

special interests that he would forget
to go to the toilet - | still have to remind
him sometimes!”

Night-time toileting issues

If your child is dry during the day but has accidents at night then
try the following:

e Have a set bedtime routine — go to bed at a similar time each
evening.

e Limit the amount that your child eats and drinks leading up to
bedtime.

e Try taking your child to the toilet when you go to bed or at
different times during the night.

e Use mattress protectors to protect bedding.

¢ Many children need to wear a nappy (or night pants for older
children) at night for a long time — it can be reassuring to know
that there are other children in a similar situation but if you are
worried, talk to your GP.









Q Hints and tips

It could be easier to learn new habits with someone else.
You could brush your teeth together and show your child
what to do.

You can introduce ways to make it fun — for
example,asking your child to brush your teeth or using a
musical timer.

Allow your child to take a break if they find it too
uncomfortable.

Allow them to go at their own pace — don’t rush them,but
you can encourage them to slow down if needed!

Encourage your child to do as much as they can
themselves - even if they don’t do a great job, you can go
over it again afterwards.

It can help to develop a routine and have a set number
of brush strokes for each tooth. This also gives a definite
end point for children who find it hard and is a good
distraction.

Offer mouthwash after each brush - some children enjoy
the sensation of using this.

Consider using an electric toothbrush - these can give

a better clean, and the vibration can also help to detract

from any discomfort in their mouth. If bristles are too stiff,
a baby toothbrush with softer bristles might help. If even

this is too uncomfortable, using your finger is better than

nothing!

“I hadn’t realised that sensory
toothbrushes are a thing - there are
loads of different types available
and | was surprised by just how much
easier it made
things.”

“We use
flavourless
toothpaste - it's
expensive but
worth it."

“My child used to absolutely refuse to go to the
dentist. | spoke to the dentist and he was actually
really understanding and helpful. He said that the

most important thing we could do was
‘prevent, prevent, prevent’ by minimising or even
cutting out sugar, and that even if my child had
days where he couldn’t clean his teeth, cutting
out sugar would minimise problems.”




Visiting the dentist

Regular dental check-ups are essential to maintain dental health
and hygiene, However there are a number of factors which can
make a trip to the dentist challenging, for example, cold metal
instruments entering the mouth may be painful, and the noise of
the drills and other instruments may be distressing, the taste and
feel of mouthwash and dental paste can be uncomfortable and
the dentist standing very close might feel like an invasion of their
personal space.

There are things that you can do to make visits less stressful:

e Start from an early age.

e Speak to the dentist in advance to let them know about any
particular difficulties.

e Take your own sunglasses and ear defenders or headphones.

e Help prepare for the visit by reading books about it, or showing
them photographs of what to expect.
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‘We always book extra

time for appointments

so we feel comfortable
and can take a break
whenever needed.’

‘I hold my daughter’s hand
and she squeezes it if she
needs the dentist to stop. The
dentist doesn’t mind at all and
it gives her a sense of being in
control of the situation.’

‘My dentist always explains each step

of the process clearly. For instance,
they might say, “| am going to check
your teeth to ensure they are in good
condition”, or “I will be using a small
mirror to examine your teeth.’



Losing teeth

The process of wobbling teeth can be extremely
uncomfortable for some children. Explain to your
child what is happening and why teeth are replaced
to help them understand what is happening. You
can also explain that it is a natural process and that
the wobbling will end when the new tooth comes
through.

Some children will view their teeth as part of their
body and find it difficult to come to terms with the
fact that a tooth has fallen out. They may want the
tooth fairy to visit but not want part of their body to
be taken away - so consider whether the tooth fairy
could make an alternative arrangement in these
cases, maybe they could leave the tooth but give a
reward based on how clean the tooth is?

https://autismlittlelearners.com/
losing-tooth-story-for-children




Keeping Clean

Challenges getting children to wash, shower
and get in the bath vary at different ages.

We have talked in this section about creating the right
environment in the bathroom and in the growing up
section about puberty but there are other things you can

try:
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For children that love different smells, let them choose
their own products. Their idea of what smells or feels
good may differ to yours.

There are lots of toiletries that can help make washing
more fun: squirty shower gel, bath bombs, bath slime
etc., and these can help meet sensory needs.

Have a range of toys that will help make
bath time more fun.

If you have a child that wants to spend a
long time in the shower or bath, you could
build your morning or evening routine
around this to make sure everyone has
enough hot water and everyone knows
when their allocated slot will be!

Showering Schedule

You could introduce using visual timetables
to encourage completion of daily grooming
routines.

Here’s an example of a showering schedule:

Wash my face, arms, feet and legs with
soap

Wash my body

After the shower, dry my body with a towel
Dry my face and hair with a towel

Put deodorant under my arms

Get dressed into clean clothes
























LOOking after yourself “I have recently started to homeschool my

2 children. My husband recognises how
challenging this is for me and how important
it is that | can “fill my cup’. Unfortunately it
isn’t always possible to go out together as a
family or to do things as a couple as we have
limited childcare options - but he looks after
the children to give me time to do whatever
This can be especially hard if you are juggling the support you | need to do to recharge. It isn’t always the
need to give your child alongside numerous appointments, same thing, sometimes it is sitting in a coffee
work and other family commitments. shop with a book, sometimes it is seeing
Often, we make time for everyone else at the expense of doing friends, sometimes it is talking to other

things that we enjoy, or which can help us to manage our own parents who understand, and sometimes it
stress to keep healthy. We feel guilty taking time for ourselves is doing something challenging so that | can
when there are so many other pressures — and often that can keep my own sense of identity. It's no one
take the joy from activities, even if we manage to do them! . oy .

thing but it is so important for me to have that

opportunity to fill my cup.”

Most parents and carers find it hard to make time
for themselves, but to be able to support everyone
else in the family, you need to keep well.

“It used to really annoy me when
family members would say that | needed

to take time for myself - how? But actually,
| realised that if | got up 15 minutes earlier
and had that quiet time to start the day,
then | was in a much better position to cope
with whatever happened next.”












Section 7/

Communication,
Speech and
Language






Finding ways to help your child communicate their wants,
needs, sensory issues and anxieties is a really important
part of regulating their emotions and frustrations and helps
to limit behaviour that challenges.

“Despite having no words, life with J is far from quiet. He is constantly
vocalising, it's just the sounds he makes are unlike any words that you or
| would know. It’s like he has his own language; a language that he truly
understands, but the rest of the world doesn’t. Sometimes | can see that
he is really trying to communicate, and he looks at me shocked that | don’t
know what it is he’s trying to tell me. Somewhere in the connection between
his brain, vocal chords and tongue, there is something that isn’t working
properly. Instead, I've learnt to become a detective to the tone of his
sounds. | can tell with each noise he makes how happy he is, if he is trying
to communicate with me, jabbering away to himself, or if a meltdown is on
the way. His understanding of language, when we are talking to him, has
improved significantly, able to follow various instructions when he chooses
to. However, his frustrations at not being able to relay his own thoughts are
clear to see. Over the last 4 years these frustrations have gradually become
more and more physical.”

Taken from Home - Stories About Autism a blog written by
James Hunt, an Essex based dad to two amazing autistic
boys.
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