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This publication explores how people with 
Autism cope with daily life and make sense of the 
world we live in. 

Many people who have Autism fight invisible 
battles and overcome incredible challenges 
on a daily basis but are tarred with derogatory 
comments and opinions when they visually 
demonstrate their struggles. Through a series 
of interviews, this publication aims to present 
an insight into their world so that a greater 
sense of understanding and compassion can be 
established between those who have Autism and 
those who are not.

With thanks to:

Dan, Gemma and
Aoife.
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Autism is usually identified by doctors during childhood, but a growing 
number of people are now being diagnosed with the condition in adulthood.

A later diagnosis can be challenging because many intellectually able adults 
have developed ‘compensatory’ psychological strategies for coping with their 
Autistic difficulties. These can hide their symptoms from doctors, employers, 
and even family members.

A recent survey found that many GPs in the UK are not confident in their ability 
to identify Autism. And compensatory strategies are now thought to be one of 
the main reasons for difficulty with diagnosis in adults.

Our new research explored these psychological strategies in more detail, and 
also aimed to provide a voice for Autistic people who, despite their difficulties, 
are motivated to fit into non-autistic society.

Using large-scale online data collection, Autistic adults from around the world 
described their experiences of using psychological strategies to fit in. They 
frequently reported copying hand gestures, eye contact and facial expressions 
from others, and learning when to laugh at jokes even when they didn’t 
understand them. One said:

“If I acted like that person 
over there, no one would 
know that I was struggling 
inside… I made mental 
lists of the things I had to 
remember to say or do.”

Source: Spectrumnews.org
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laugh at 
any and all 

jokes.

Copy hand 
gestures.

Eye contact.

Mimic facial 
expressions.
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Interview one: 

Gemma
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Could you please introduce yourself and explain your 
relationship with Autism?

What are some of the daily issues they face? How do 
they overcome them?

I have two brothers with Autism, an older one, Dan, that is 
26 and a younger one, Rowan, that is 8. Growing up having a 
brother with Autism was hard in the sense that we thought he 
was getting away with a lot more and he would be deemed as 
weird with the things he would do. He would be interested in 
immature things, for instance, being 15 years old and really into 
Thomas the Tank Engine. 

Whereas with the younger brother, it’s more of a struggle when 
I’m out with him making people understand the things he’s 
going through although he does now have more support as 
Autism is slowly becoming talked about and understood.

Growing up the older brother wouldn’t let his 
food touch. For example, if he was eating 
spaghetti bolognese, he would have to eat 
the meat first then the pasta. He couldn’t 
mix it in. If things were touching he 
wouldn’t like it and he couldn’t eat it. 
If we went out, we would have to 
eat in places where he felt safe and 
made sure they had meals he could 
eat easily without being overstimulated. 
With burgers he would have to take 
them apart; eating the burger first, 
then the salad and the bread rolls 
last with ketchup spread on them.
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“If we went out, we 
would have to eat 
in places where 
he felt safe and 
made sure they had 
meals he could eat 
easily without being 
overstimulated.”
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Rowan has a lot 
more issues with 
food and won’t 
eat many types of 
food.

It’s easier to list 
off things he 
will eat – which 
is usually plain 
things, he won’t 
eat chocolate. 

Halloween 
sweets will last 
him a year. You 
could offer him 
ice cream and 
he will have a 
meltdown saying 
he doesn’t want it 
and water is like 
poison to him.

Is food a big challenge for both brothers?
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With Dan, there wasn’t much we 
knew to help him. My mum would rub 
his feet with coconut oil to help calm 
him and de-stress.

Although now, Rowan has a lot more 
aids in the classroom and sensory 
toys to help him keep calm and cope. 
It’s a shame these weren’t around 
when Dan was in school as it could 
have helped him a lot.

So how do you help your brothers when they 
are getting overwhelmed?
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What happens when they can’t be calmed 
down? How do they behave?

If he couldn’t get his way he would go quiet and then have a 
meltdown and not be able to cope. 

He would start crying and being as we deemed, difficult. He 
couldn’t understand the situations and has a strong need to be 
right in arguments.

Dan
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Rowan
Rowan will flip when things go in a way he didn’t expect 
them to. If it is something he doesn’t want to do, it doesn’t 
matter the surrounding, he will be unable to cope and have a 
meltdown. 

He is much more emotional and has a lot of anger and tears 
sometimes. 

He will give you a hard stare if things are going the wrong 
way and he can’t cope. A lot of his visual ticks are around his 
facial features and it’s the easiest way for us to identify his 
moods. 
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Interview two: 

Aoife
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Could you please introduce yourself and tell me a little 
about your background?

I am a social care worker working with people with high needs 
on the spectrum. Two 19 year old boys with two very different 
needs! 
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Do they struggle with 
their daily activities? 

They wouldn’t be independent so would need 
supervision at all times. Road safety is an issue 
as awareness of danger isn’t there. They are very 
receptive though and always stay and don’t abscond 
which makes it easier. 

One service user has self injurious behaviour (SIB) 
and to stop him hitting himself, he prefers to have 
his hand wrapped in a blanket (around his chest). 
This has also become a comfort over the years, as 
a result he has lost some mobility in his hands so 
he needs help with any activity that uses his hands 
such as using the rest room and eating. 

Our job is to enable them to live a fulfilling life no 
matter what their ability is and I think we help 
them over come their daily activity challenges. 
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Are you aware of ticks or actions they do? 

How do they cope with stressful situations? 

One of my service users has a very strict routine... They will 
come into the bathroom, turn on the radio then eat. He also has 
a compulsion to touch a lot of things on his way, and will have 
to do it even if he has to push past someone. He also does a 
kissing action to his food before he eats it. 

Both my service users are very sensory, during 
stressful situations one service user will stomp 

on the ground (not in a threatening way but 
can be loud) and will let out a scream. This is all 

grounding for him and sensory. 
I notice it a lot on public or when he is 

out of his comfort zone. 

My other service user appreciates 
touch and rubbing his shoulders 

if he is in a stressful situation, 
talking him through what’s 
going to happen (routine) 

and reassurance. 
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How can others help people with Autism ensure their 
daily activities can go smoother and are more considerate 
to any difficulties they may be experiencing? 

I think compassion and understanding 
is key. I totally understand that people 
might be uneasy as they haven’t 
experienced or seen behaviours of 
an autistic person before, but it’s our 
own personal responsibility to educate 
ourselves and live and let live. 

Everyone has a right to interact and 
be involved in society without feeling 
different. 

People can do this by teaching their 
children that everyone is different 
and some have different capabilities 
and that’s ok too, not to be scared or 
ignorant.
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“Everyone 
is different, 
some have 
different 
capabilities, 
and that’s 
ok.“
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Have you got any experience with non-verbal 
communication from your service users? How can they ask 
for help or express themselves to you? 

Both my service users are basically non verbal bar a few words 
like ‘toilet’ or ‘cookie’. Getting to know them over time has 
helped me identify their needs. 

When you spend every day with a person, being non-verbal 
isn’t really an issue to me. I can see it in his eyes if he’s anxious 
or stressed, through his body language i.e erratic behaviours, 
compulsive touching. He will also bring me to something he 
wants to use which is helpful. 

I also started a PECS programme with him which involves 
pictures of important items or activities such a lunch, a walk, 
swimming... In time the service user will use this as a method of 
communication to tell people what he wants.
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As a social care worker, how do you feel like people with Autism 
are viewed by the public? You would have been exposed to these 
people who have so many battles and struggles but people have 
no idea what they are going through. Could you tell me a little 
about your experiences and relationships with your service users? 

I have felt embarrassment for my service users at 
times in public. In a shopping centre, my service 
user was being vocal and stomped on the ground 
(all normal Behaviours and not threatening), people 
stopped and stared. Me and my co worker were 
smiling at the service user and being normal so I 
couldn’t understand why people still felt threatened. 

A coffee shop we go to regularly are so understanding 
and don’t blink an eyelid at behaviours because they 
are used to him and know him now. I think it all comes 
down to ignorance, people just haven’t been exposed 
enough to difference.. Ireland is making a big move in 
the past few years to integrate people with disabilities 
into the community rather than isolating them which 
is great... So maybe more exposure to difference will 
help. 

Everyone deserves to live within society as they are... 
Without judgement!

Integrate, not 
isolate!
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Interview three: 

Dan
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Could you please introduce yourself and your 
background with Autism?

My name is Dan and I have Asperger’s syndrome.

How are some of the way it 
impacts your life?

It makes me incredibly nervous 
in social situations, there are 
certain things I can’t do without 
support from my partner.

Are there any examples of when 
it’s been too overwhelming for 
you?

When I get stressed out, I lose 
control need calming down.

What are some of the ways you 
can calm down?

My partner rubs my feet, I have 
to try to sleep or I’m not sure 
how else I can calm down.

Are there any strategies or 
systems to help you cope when 
you’re not having a good day or 
struggling to cope?

There are very few people that 
can help me calm down, the 
only person that can help me 
now is my partner. It used to be 
my mum too but she can’t help 
me anymore.
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What happens if you 
can’t calm down?

I don’t know, 
I’m trying not 
to find out.
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Are there any unusual ways you have to do things to 
help you cope?

What’s wrong with trying something new food-wise?

I have to eat meals in certain ways, I don’t like 
mixing food or having my food touch. It all has 
to be separate. If it’s something new I won’t try 
it. Or if it looks disgusting I won’t try it. 

It could hurt me. It doesn’t matter how much 
people say it’s nice, I can’t try it. I always leave 
the good part of the meal till last too, I sit and go 
round the plate one item at a time starting with 
the worst first.
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Like what?

Why is that?

Are there any places you can go to calm down when 
you’re not coping?

There’s also little wife’s tales I take as seriously and need to 
follow or it causes me pain and overwhelms me.

I feel like if I don’t do it, I’m gonna feel pain.

I can’t cross people on stairs, I can’t go past a magpie without 
saluting it. The issue there is I can’t do something on one side 
without doing it on the other so I have to double salute it. Then 
I worry about what people think about me when I’m doing this 
and makes me embarrassed.

When I get stressed out and my partner can’t help me calm 
down enough, I go to a train bridge in Oxford. That makes 
it sound like I’m gonna jump... I’m not. I just like sitting and 
watching the trains.
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Do you need structure in 
your life?

Yes, 
100%.
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Do you try to plan things out regularly?

When you’re getting stressed out, are there any visual cues 
or ticks that people can interpret to see you’re not coping?

I try to but it doesn’t always work, you can’t always rely on 
people to stick to plans. A lot of the time, I make plans and try 
and stick to them but others don’t understand my need for 
routine and structure to make sure my head doesn’t hurt and 
I get overwhelmed. I try to adapt but it’s hard as no one else 
knows what’s going on in my head.

I start to stutter and repeat words over and over again and 
scratch my hands. I’m very fidgety and can’t sit still.

Do your ticks mean different things?

They all mean I’m about to go into an episode and lose control, 
I’m at a point where it could be stopped but if I don’t get any help I 
won’t be able to calm down and I will lose it and have an episode.

What happens when you lose it and have a meltdown?

I never remember, I always forget them after they have 
happened. My partner says I dissociate a lot and then start 
behaving erratically and trying to do loads of different things at 
once. There’s only ever fragments I remember, I need to sleep to 
calm down after an episode.
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Are there any instant triggers that can set you off 
into an episode?

I don’t like being touched, but if someone touches me on 
one side, they have to on the other. I have a strong need for 
symmetry when people touch me or it hurts my head. It’s 
really scary because I don’t know what the pain is but I just 
can’t explain it. Being in dark places or being on my own can 
overwhelm me a lot so I try to not be in those situations.
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Are there any things you would like people to know 
about your condition?

Yes, it’s named Asperger’s. Not ass-burgers. Medical 
professionals can’t even pronounce it right and yet people are 
expected to know the ins and outs of it and help me.

Asperger’s.

Ass-burgers.
NOT
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Do you think that’s the same with sarcasm?

I don’t understand sarcasm at all, I never have been able 
to tell if people are joking with me or being sarcastic. 
It’s a bit easier now because my partner’s very sarcastic, 
so he’s started teaching me to differentiate between 
whether someone is serious or being sarcastic with 
me. If I’m not sure, I have to ask them as I can’t read the 
social cues normally. They usually understand because 
of my autism, I can’t tell so they say ‘oh yeah don’t worry 
I’m kidding’, or ‘no I’m being serious’ etc.

I think people see it as someone who’s misbehaving 
badly and that I’m stubborn and I should shut up 
sometimes. When you have a thought in your head and 
debate whether you should say it or not, I don’t have 
that, I just say it. Sometimes it can be offensive and I 
don’t realise that I shouldn’t have said that. There’s just 
an overwhelming urge and need to say it.
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Do you think you have any unusual interests that are 
related to your Autism?

With Asperger’s, there’s usually one 
subject you really like and obsess over 
and that becomes a way for you to cope 
with stress. It doesn’t matter if people 
want to hear about it or not, you’re 
gonna sit and talk about it to them. I’ll 
be sat here thinking about it, and I know 
you don’t wanna know but I’m going 
to tell you anyway. For me, Trains and 
travel is my interest.

I can tell you where every 
bus goes in Oxford 
city centre, I have 
the entire London 
underground 
memorised. 
My family 
and friends 
like taking 
me to 
London 
with them as I 
can help them in 
the underground and 
everyone else finds it hard 
to navigate but I like it.
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Is there anything people can do to make life easier for 
Autistic people?

Stop treating us differently, we get treated differently a 
lot. For example at work, people look at me and think I’m 
not as good at my job as others because of my disability. 
They don’t say it but it’s obvious. 

Just to ask questions, know that people with Asperger’s 
and Autism want you to ask questions and understand 
how our minds work better. There’s nothing worse 
than someone treating you differently and they don’t 
understand why you think that way. If people sit down 
and talk to you and understand how you think that way 
and why you think that way, it makes it easier for me 
because I can’t explain it, I just have to do what I think.
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