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Welcome to our

Autism by Experience
Presentation

Welcome to our presentation

We are members of a 
Community Interest Company 
called Autism by Experience CIC.

www.autismbyexperience.co.uk

We have 13 paid staff, most of whom are 
autistic. There are also other autistic people 
involved in the development of our work.

There are three handouts on our website which may be useful.
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http://www.autismbyexperience.co.uk/
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An uncertain world

The world can often feel overwhelming, uncertain and anxiety provoking for 
an autistic person for a number of different reasons, including:

Experiences of 
bullying and abuse

Fear of sensory 
overload

Communication and 
misunderstandings

Unexpected 
change

Anxiety

Rumination and insomnia can fuel anxiety

NAS information about anxiety
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https://www.autism.org.uk/advice-and-guidance/topics/mental-health/anxiety
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Bullying

Anti Bullying Alliance Toolkit for autistic peopleAn Autistic Guide to Healthy Relationships 

Recognising and using our strengths

An autistic person may have significant challenges with some aspects of life, 
but also strengths that can be an asset at school, college, university and work.. 
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https://anti-bullyingalliance.org.uk/tools-information/all-about-bullying/at-risk-groups/sen-disability/autism-and-bullying
https://www.durham.ac.uk/research/institutes-and-centres/neurodiversity-development/impact-and-engagement/healthy-relationships-for-autistic-people/
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Autism – common strengths

Attention to detail

Not every autistic person will have every strength, but common strengths 
can include:

Strong visual 
processing

Working out logical 
systems

Autistica article on common strengths

Autism – common strengths

Impartial, reliable, 
loyal and honest 

Being knowledgeable on 
topics of interest, and 
good memory for facts

Persevering with 
tasks even when 

repetitive

Not every autistic person will have every strength, but common 
strengths can include:
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https://www.autistica.org.uk/news/focus-on-strengths-and-challenges
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Valuing my strengths

I will be aware of lots of things I find more 
challenging than most of my peers.

I may think that because I find something 

easy, it’s easy for everyone.

It’s really important to help me recognise 
and value my strengths.

Spiky profiles of abilities

Neurodivergent people often have a spiky cognitive profile – also known as uneven 
abilities. They may excel at some things but struggle with tasks others see as less complex.

For example, Rishan is a talented 
pianist but has significant struggles in 
planning an unfamiliar journey.
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Managing energy

• Having a conversation whilst doing an activity

• Doing a task that requires focus on several 
things at once e.g. cooking a roast

• Keeping up with a group conversation

• Going to an unfamiliar building and working 
out where to sign in, where to go etc

• Taking notes whilst listening to a lecture

Many autistic people need to focus on one thing at a time and can struggle with 
multiple demands – examples can include:

An autistic person may stim or use repetitive behaviours to manage 
their sensory overwhelm

Stimming and repetitive behaviours

Examples include:

• Rocking, flapping or pacing

• Repeating phrases or counting 

• Using gadgets like fidget spinners

For some people having something to fiddle with 
helps them to focus and concentrate.
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Stimming and repetitive behaviours are often calming and soothing for the 
person. 

Stimming and repetitive behaviours

It’s essential that autistic people are allowed to 
stim if they need to.

Some people may use stims that can be harmful 
such as banging their head, skin picking or biting 
their hand. 

Supporters can help them find alternative non-
harmful stims.

An autistic person may adapt how they behave in order to fit in with others, particularly at 
school, college or work. This is called masking or camouflaging. This can include:

Masking

• Laughing at jokes they haven’t understood

• Stopping themselves stimming when with 
other people

This can be exhausting and it’s common for an 
autistic person to experience fatigue.

It’s common for an autistic child to mask their anxieties at school, then ‘let it all out’ when they get home 
where they feel safe. There is a risk that people may think the problem is with the home situation.
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Autism fatigue and burnout

All this additional mental effort and uncertainty 
can easily lead to fatigue unless we find ways of 
reducing the demands. 

Autistic people are literally processing more 
information on daily basis, our brains are having 
to work harder. 

Living with anxiety, processing the world in more detail, dealing with confusion and trying to 
‘fit in‘ by pretending to understand others and suppressing stimming can be exhausting

Energy Accounting

Executive Functioning (EF)

A person who is neurodivergent is more likely to have Executive Functioning 
difficulties. This can make everyday life challenging.

Executive Function Video

Our Executive Functioning happens in the 
frontal lobe of our brain. It’s our onboard 
manager and supervisor – or ‘brain secretary’.

Executive functioning challenges can affect 
people of all intellectual abilities. 
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https://medium.com/age-of-awareness/the-energy-accounting-activity-for-autism-3a245e34bdfb
https://www.youtube.com/watch?v=Fq8_CXWYSzw
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Executive Functioning
These are the skills we need to plan and organise life, such as:

Working out the priorities 
and getting started on tasks, 
and switching between tasks.

Remembering things as we 
go along and judging how 
long things will take. 

Working out the right order to do 
tasks and not getting overwhelmed 
by multiple demands.

Staying focused and 
overriding impulses to 
get distracted.

Creating systems for organising and filing things and setting up routines.

Getting organised

Having structure and reliable routines hugely benefit many autistic people, however……..

Because of challenges with Executive 
Functioning, an autistic person may 
need support to create structure, and 
set up and maintain effective routines.

These skills, which seem obvious to 
some people, don’t come naturally for 
other people
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Executive functioning or motivation

It’s also quite common for a person to find it hard to 
stop doing a task, or switch between tasks, once they 
are focused.

I know what I need to do and I’m motivated, but I 
just can’t seem to get started. Once I get started I 
get on with all the tasks.

It’s easy for Executive Functioning challenges to be put down to a person seemingly being 
unmotivated or even depressed. If you identify the issue correctly you can implement 
strategies that are more likely to work.

If your brain secretary (your Executive Functioning) doesn’t work 
efficiently, you are likely to benefit from external ‘supervision’

Executive Functioning

Someone to prompt youVisual / audio supports to prompt you
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Helpful strategies

• Help to break tasks down into small steps

• Help to set up visual lists / charts

• Doing a task together a few times

• Setting up and using calendars / reminders

• Grouping similar tasks together – a housework day

If the issue is Executive Functioning rather than motivation then ‘cheerleading’ or 
encouragement like ‘you can do it!’ won’t help much as practical support.

Goblin tools website

Visual and audio 
supports
These are high tech and low tech options. For some people written information 
works, for others pictures also help. Visual information is more permanent.

Supporting someone to set up the tools and structures they need to be independent is more 
helpful than simply doing the task for them. 

21

22

https://goblin.tools/
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Misunderstandings

It would not be accurate to say that autistic people have communication 
challenges and non-autistic people don’t.

It would perhaps be more accurate to say that 
autistic and non-autistic people have 
differences in how they communicate.

These differences make it more likely that 
miscommunications will happen between 
autistic and non-autistic people.

Using language loosely

Non-autistic people often use language loosely and can be a bit 
vague, expecting others to ‘read between the lines’.
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Body language / non-verbal clues

Many autistic people find it hard to read 
non-verbal communication at the same 
times as listening – they tend to focus on 
one thing at a time. 

By missing these non-verbal clues an 
autistic person may struggle to recognise 
how others are feeling, though this is 
different to ‘lacking empathy’.

Many autistic people want to be social, but often struggle with friendships, it’s like 
playing a game without knowing the rules !  Others may think they are unfriendly.

He clearly doesn’t 
like me as he 
never starts a 
conversation with 
me

I struggle with 
social 
communication, 
I’m never sure 
what to say

Understanding each other
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An autistic person can be direct !

They may not always filter or ‘sugar coat’ 
what they say before saying it.

This can come across as blunt, without 
intending to be rude. People sometimes 
describe this as being ‘accidently rude’.

A person may appear more blunt when 
stressed.

Making things more predictable

For many autistic people the more predictable things are the better, whilst 
accepting that life doesn’t always go to plan.

Familiar choices and 
reliable routines

Reliable 
interests

Structured and safe 
social activities – some 

with autistic peers
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Making things more predictable

Avoiding prolonged 
exposure to overwhelming 

environments

Pre-visits, managing change 
and contingency plans

Being open about 
your diagnosis and for 
others to understand 

your needs

Autism Understood is a great website developed with young people

Visual stories / Social stories

Visual / Social stories help people prepare for a new experience.

Tate Modern Visual Story Wimbledon Tennis Museum
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https://autismunderstood.co.uk/
https://www.tate.org.uk/visit/tate-modern/tate-modern-visual-story
https://www.wimbledon.com/pdf/VisualStory_2020.pdf
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Visual / pictorial information

Monday          Games              Lunch                 Eye Test

Visual supports like timetables can help to make the world feel safer and 
more predictable.

Pathological Demand Avoidance (PDA)

PDA is understood to be a profile on the autism spectrum, involving the avoidance of everyday 
demands and the use of ‘social’ strategies’ as part of this.

People describe that it’s not that they ‘won’t’ do things it’s 
that they ‘can’t’. This includes things they want to do.

It’s like their ‘stress response’ triggers at the thought of a 
request, choice or demand. People are highly anxious hence 
the need for control.

Some people now choose to call this profile ‘Persistent Drive 
for Autonomy’ as they feel this is a more accurate term. 
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School ‘refusal’ (emotional based school non attendance)

Some autistic children find the school environment unbearable. They may be unable rather 
than unwilling to tolerate school and simply burnout. Factors can include:

National Autistic Society article about school attendance

• High levels of anxiety

• Experiences of isolation and bullying

• Struggles to interpret questions

• Breaks, unstructured time and transitioning 
between classrooms and topics

• Sensory overload

• Perfectionism

Behaving differently….not badly

• Why do I have to go to assembly?

• Why can’t I stand up to do my work?

• Why do I have to sing?

• Why do I have to shake the Vicar’s hand?

• Why do I have to wear an uncomfortable uniform?

National Autistic Society article on anxiety and school 

Some autistic children are confused by school rules and try to solve their confusion 
by seeking more information. This is different to being challenging. 
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https://www.autism.org.uk/advice-and-guidance/topics/education/attendance-problems/parents
https://www.autism.org.uk/advice-and-guidance/professional-practice/anxiety-classroom
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Emotional regulation

If we learn skills to regulate our emotions 
we can avoid acting impulsively (driven by 
our immediate emotions) and make calmer 
choices. Many autistic people will need 
support with this.

Emotion regulation is the ability 

to manage our emotions. 

CAMHS Booklet

Low arousal approach

• Reducing demands

• Stop talking

• Dim the physical environment

• Provide space

• An escape plan

• Quiet time

• Using exercise when anxiety levels are spiking

The low arousal approach 
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https://camhs.rdash.nhs.uk/wp-content/uploads/2021/04/NL-Emotion-regulation-e-leaflet-02.21.pdf
https://autismawarenesscentre.com/what-is-the-low-arousal-approach-and-how-can-it-benefit-my-family/
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An ideal life

An ideal life for an autistic person 
may not be a typical life.

A person may not always enjoy the 
things that most people enjoy, and 
like to stick to a more narrow range 
of familiar things.

Try to avoid neurotypical bias !

It is however important that we don’t judge the lifestyle of an autistic person by the 
norms of non-autistic people. This approach lacks empathy !

Some of our current projects 

We have re-developed the Surrey 
County Council elearning for all 

staff and other organisations

We will be running another 5 
rounds of our 7 module in-
depth Champions Training. 

Training for organisations and 
businesses as part of Autism 

Friendly Communities.

We also run monthly in-depth half day workshops for both Surrey County Council Adult Social 
Care staff and staff working in Children and Family Services. 
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Future projects

Support for very 
isolated autistic adults 

living with family. 

These are projects we’ve had discussions about and are keen to explore further.

Support for autistic parents 
(whose child may or may not 

have additional needs). 

We are working with the Care 
Talent Collective to deliver the 
mandatory training to health 

and social care staff
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https://www.autisticparentsuk.org/
https://www.caretalentcollective.org/oliver-mcgowan-training/
https://www.caretalentcollective.org/oliver-mcgowan-training/
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