Embracing Complexity

Easy Read version
Background
This report is about people who have a neurodevelopmental condition.
This is called NDC for short.
This is a list of some neurodevelopmental conditions:
•
•
•
•
•
•
•

Learning disability
Autism
ADHD
Down Syndrome
Dyslexia
Dyspraxia
Tourette Syndrome

One in ten people have an NDC. This means their brain works
differently.
Over half of people with NDCs have more than one NDC.
Some people with NDCs have seizures.
25 charities who support people with NDCs have joined together in a
group. This group is called Embracing Complexity.
The group wanted to find out what life was like for people with NDCs and
their families.
Autistica is an autism research charity who are part of the group.
The group asked Autistica to send out questions to people with NDCs.
529 people answered the questions.
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The Report
This report is easy to read and has some pictures to help people
understand what the report says.
This is what people with NDCs and their families told us:
People with NDCs have a lot to
offer society.

Most people in the report said
they find it difficult to:
• concentrate
• manage stress
• organise things
• be in social situations

Half of people said they think
these things are difficult:
• speaking
• learning new things
• remembering things
• moving their body
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What is not working well?
This is what people said
was not working well about
Health Services:

Over half of people with NDCs
had to wait a long time to see a
specialist doctor.

Some parents were told their child
was too young to get a diagnosis.

People with NDCs do not get
information that would help them.

Some people have more than one
NDC but do not get told by
doctors they might have more
than one NDC.

Health staff do not always know if
the person has more than one
NDC.
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This is what people said is
not working well about
support:

Over half of people with NDCs do
not feel accepted by society.

Over half of the people said
people with NDCs do not get the
support they need from
• education
• work
• health

Over half of people with NDCs do
not know where to go to for help.

Nearly half of the people with
NDCs were not given information
that would help them understand
NDCs.

Over half of people who got
support said the social care
system did not understand their
needs.
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Over half of the people who
received benefits said the welfare
system did not understand them.

This is what people said
was not working well about
research:

There is less money for NDC
research than other conditions.

What needs to be better?
Health services need to
work together better.

People with more than one NDC
need to be seen by one person in
Health not lots of different people.

There needs to be training
for staff about NDC.
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Tell people they may have more
than one NDC when they are
diagnosed.

What can make things better?
More research about
what people with NDCs need.
Find out what is hard for people
with NDCs.

More funding for research.

This research should be led by
people with NDCs and their
families.

Campaigning.
This means telling everyone that
people with NDCs need more
support.
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Some babies are born too early
and they might have NDC.
Health services need to have
better support for these babies.

More funding for services.

Keep talking and think about
better ways to support people with
NDCs.

If everyone works together people
with NDCs have the same
chances as everyone else.

This means people with NDCs
can have a better life.

If you want to see the full report you can find it on the internet at:
https://embracingcomplexity.org.uk/
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There is a second report called Embracing Complexity in Diagnosis
Autistica also spoke to staff in Health to find out how their service was
supporting people with NDCs and their families.
These are some of the things that were said
Most people with an NDC have more than one NDC.
Most services who diagnose NDC only look for one at a time.
This means people with an NDC have to wait a long time for the right
support.
Different health teams in the same area do not always work together
well.
Some services are trying to make it better. Some services are starting to
look for more than one NDC at a time.
In the report there are 4 examples of services trying to make things
better. The examples are from services in:
• Peterborough
• London
• Wales
The report also gives ideas about what will make things better in the
future.
You can read the full report here. It is not an Easy Read report.
https://embracingcomplexity.org.uk/
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