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Introduction 
The Policy Innovation and Evaluation 
Research Unit (PIRU) helps to make 
rules about healthcare in the UK. 

We have been doing some research to 
find out how COVID-19 has affected 
autistic people and their families, and 
what can be done about that. 

COVID-19 is also called Coronavirus. 
It is a new illness that is spreading 
around the world. It can affect your 
lungs and breathing. 

Autistic people may have difficulties 
with things like talking to people, 
being with people, or how they think 
and feel about things. Autism is a type 
of disability. 

This document will tell you what we 
found out. 
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How we worked 

Since COVID-19 started, we have all 
had to do things differently. 

The whole country went into 
lockdown to stop the spread of 
COVID-19.  

Lockdown is when everybody had to 
stay at home, away from other 
people. 

Many businesses had to close. 

The lockdown was to keep people safe 
from getting COVID-19, but it also 
affected people in different ways. 

Many of the services that people need 
did not work so well during the 
lockdown. Some stopped working 
altogether. 

Schools were closed for most pupils. 
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Writing this report 

We looked at reports about COVID-19 
and autistic people. But so far, not 
many people had written reports 
about this. 

We talked with a group of autistic 
people and their families. 

We talked with organisations that 
work with autistic people. 

We took all this information and 
found there are many issues for 
autistic people. 
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1. Information from the 
Government 

During the lockdown the Government 
was giving us information. They made 
rules and gave us advice about how to 
keep people safe. 

Some autistic people told us that they 
couldn’t understand the information. 
It didn’t make sense. 

It wasn’t easy to find the information 
you needed. 

People said that Government 
information should be clear and easy 
to read. 

Stress and worry 
People wanted to follow the rules, but 
didn’t know how. 

People were stressed and worried 
because they didn’t understand. 
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Some people were scared to go out, in 
case they broke the rules. 

Government information needs to be 
clear and given in good time. 
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2. Schools and education 

There was a wide difference in how 
schools supported autistic children 
during COVID-19. 

Some schools were very good. 

Other schools had no contact with 
autistic children during the lockdown. 

Home school learning 

Some schools helped children to carry 
on learning while they were at home.  

For some autistic children, this was 
very good. 
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3. Going back to school 

Schools opened up again in 
September 2020. 

Many autistic children were worried 
about going back to school. 

They were worried that: 

• the right support would not be 
there 

• they might catch COVID-19 

• they might not be able to catch up 
with school work. 
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Families wanted children to go back to 
school, because: 

• the behaviour of some children 
was getting worse 

• it was hard for them to learn at 
home 

• they were worried about children’s 
mental health. 
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4. Losing skills 
Parents were worried that their 
autistic children would lose some of 
their skills because they were not 
going to school. 

They thought autistic children would: 

• find it harder to catch up than 
other children 

• find it more difficult to get on with 
other children by being at home all 
the time. 

People who supported autistic adults 
also thought that they would lose 
some of their skills by being indoors 
all the time. 

They were worried that autistic adults 
would lose some of the skills that 
helped them to get on well with other 
people. 
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5. Supported living 

We talked to organisations that 
support autistic people to live 
independently with support. 

They said: 

• At first the lockdown helped 
autistic people. They were calmer 
and had less stress and worry. 

• Many people coped very well with 
the smaller staff teams and all the 
rules for keeping safe from 
COVID-19. 

• Some autistic people felt trapped 
inside their homes. They needed to 
get out. 
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 • Some autistic people started to 
get worse mental health because 
they couldn’t see their families. 

• Some autistic people were worried 
because of COVID-19 and about 
all the changes to the rules. 

• Some autistic people were worried 
about their general health. 

• Some autistic people did not like 
wearing a face mask. 
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6. Shopping for food 

Buying food was a big problem for 
autistic people during the lockdown. 

People were used to buying food in a 
particular way. It made them worried 
when they could not do this. 

Many autistic people were used to 
buying food online. 

But people found it difficult to get a 
delivery slot, and this made them feel 
worried. 

A delivery slot is a time when the 
supermarket can deliver your food. 
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Supermarkets had different rules 
about how to keep safe in their shops. 

They often didn’t have enough help 
for people who did not have an 
obvious physical disability. 

Some autistic people found the shops 
easier because there were fewer 
people in them. 
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7. Medical and health 
services 

Parents of autistic children said that it 
was hard to access health care during 
the lockdown. 

Some services for autistic people 
stopped altogether. 

People are worried that COVID-19 will 
mean that people will have to wait 
longer to find out if they are autistic or 
not. 

Some autistic people found it harder 
to get proper treatment when they 
caught COVID-19.  

There were some people who had very 
good health care during the lockdown. 
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8. Mental health 

Anxiety 
Anxiety means that you are worried 
all the time. 

Many autistic people had anxiety 
during the lockdown. 

Some people were so worried about 
catching COVID-19 that they wouldn’t 
go outside. 

People were also worried about their 
families. 

People felt anxiety about starting to 
go out again at the end of the 
lockdown. 

Depression 
Autistic people were more likely to 
have depression during lockdown. 
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Children 
Many autistic children had behaviour 
problems during the lockdown. 

Many parents felt like they couldn’t 
cope and this affected the mood and 
behaviour of children. 

Routines 
A routine is the usual way that you do 
things. 

Both autistic adults and children 
suffered because they couldn’t do 
their usual routine. 

Many autistic people feel safe when 
they are doing their usual routine. 

Changing a routine can make people 
feel anxious. 
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Freedom to be yourself 
Some autistic people did well during 
the lockdown because they had the 
freedom to be themselves at home, 
away from other people. 

They didn’t have to change their 
behaviour to fit in with other people. 

They could spend a lot more time on 
their special interests. 

Some autistic children did much 
better without the pressure of being 
at school. They were safer and 
happier at home. 
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9. Caring 
Parents and carers said that they were 
very tired and worn out during the 
lockdown. 

They had to work harder because their 
autistic children were at home. 

It was hard to get a short break. 

Support services had to reduce the 
number of people that they could 
work with. 

It was harder to get health and social 
care services. 

If an autistic child was having 
behaviour problems, it was hard on 
their brothers and sisters. 

Parents and carers had to reduce the 
time they could spend working. This 
meant they earned less money. 
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Care homes and mental 
health units 
Many autistic people live in a care 
home, mental health unit or a 
hospital. 

There were many difficulties in these 
places during the lockdown.  

PPE 
There was not enough PPE. 

PPE stands for personal protective 
equipment.  

PPE is the face coverings, aprons, 
gloves and other clothing used to stop 
COVID-19 spreading from one person 
to another. 
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It was hard to work properly while 
wearing PPE. 

Many autistic people found it very 
difficult to wear PPE. 

Many did not like being supported by 
someone wearing PPE. 
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10. Being away from other 
people 

Many autistic people were happier 
during lockdown because they did not 
have to do things with other people. 

Before COVID-19, many autistic 
people were already living alone 
without going out much to see other 
people. 

Autistic people who live on their own 
are more likely to have mental health 
problems and anxiety. 

We are worried that the lockdown has 
made this worse. 
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11. Communication 

Communication is the way people are 
given information. It includes 
speaking and writing. 

Some autistic people can feel anxious 
when using the telephone or an 
online video call. 

Some prefer to use a text message. 

Some autistic people had difficulty 
with using video calls online. Some did 
not have the right equipment. 

Some people felt anxious because 
they could not see people in person.  
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12. Jobs and housing 

Many people lost their job and money 
during the lockdown. 

Autistic people are less likely to have a 
job that earns a lot of money. 

If you lose your job and cannot pay 
for your housing, there is a chance 
that you may become homeless. 

Some autistic people are not so good 
at looking after their money properly. 

Working from home 
Many people worked from home 
during the lockdown. 

This was good for many autistic 
people. They hope they can carry on 
working from home in the future. 
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13. Deaths 
Many people died with COVID-19. 

We do not know if autistic people 
were more likely to die from COVID-19 
than other people. 

We do know that people with a 
learning disability were more likely to 
die from COVID-19. 

Black, Asian and other ethnic 
minority groups 
More people from Black, Asian and 
other ethnic minority groups died 
with COVID-19. 

An ethnic minority is a small group of 
people of the same race, in a place 
where most other people are a 
different race. 

We don’t know how autistic people 
from these groups were affected. 
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14. Abuse 

Abuse is when someone hurts you or 
treats you badly.  

Autistic adults and children are more 
likely to suffer from abuse than 
others. 

During the lockdown, people stayed 
inside all the time. 

It was harder to check that people 
were not being abused, because they 
were not coming out to services. 

Some children may have suffered 
from abuse during the lockdown 
because their parents had a lot of 
stress and got angry more often. 
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15. Human rights 

Human rights are the things that 
every person should have or be able 
to do, by law. 

Some people were worried that some 
autistic people were not getting their 
human rights because of the 
lockdown. 

This may have happened in some care 
homes and mental health units. 
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