l\' frontiers

HEALTH
Published: 01 October 2019
doi: 10.3389/frym.2019.00124

DISABILITY SERVICE

HEALTH SERVICE

Simone Reppermund *, Janelle Weise, Rachael Cvejic, and Julian Trollor on behalf of The
Department of Developmental Disability Neuropsychiatry (3DN)

Department of Developmental Disability Neuropsychiatry, University of New South Wales, Sydney, NSW, Australia

HELENA
AGE: 15

People with an intellectual disability have lower intelligence than
others and find it hard to do things necessary for day-to-day
living, like communicating or taking care of themselves. There are
different levels of intellectual disability, from mild to severe and
profound. People with an intellectual disability often have many
health problems, but it is often difficult for them to get good
healthcare. They find it difficult to understand the complex language
that many doctors and other health professionals use. Most health
professionals have never learned how to treat people with an
intellectual disability and they are not confident when they treat a
person with an intellectual disability. Disability services and health
services should work together as a team. Better healthcare for people
with an intellectual disability is important, so that fewer people die
because they did not get the healthcare they needed.
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INTELLECTUAL
DISABILITY

A neurodevelopmental
disorder characterised
by impairments in
intellectual and
adaptive functioning
(for example,
independent living)
with onset during
childhood.

INTELLIGENCE

The ability for
problem-solving,
planning, learning and
understanding abstract
concepts and to adapt
to new situations.
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WHAT IS AN INTELLECTUAL DISABILITY?

We all have things that we are good at and things that we might need
help with. This is the same for people with an intellectual disability.
People with an intellectual disability have lower intelligence, they learn
more slowly than other people their age and have delays in their
development. They can have problems with:

Thinking

Remembering things

Talking and listening

Moving around (e.g., walking and running)

Controlling their feelings

Looking after themselves (e.g., washing, dressing, and feeding
themselves).

For people with an intellectual disability, these problems begin to
occur in childhood, or before they turn 18 years old. Because of these
problems, people with an intellectual disability might need extra help at
school, at work, and at home. The amount of help they need depends
on the level of the intellectual disability.

Sometimes, an intellectual disability can be an invisible condition.
For people with mild intellectual disabilities, other people may not
notice the intellectual disability immediately. Even those people whose
intellectual disabilities are not noticeable still face challenges in their
everyday activities and may need extra support.

WHAT ARE THE LEVELS OF INTELLECTUAL DISABILITY?

There are different levels of intellectual disability: mild, moderate,
severe, and profound (see Figure 1). You may know someone with
Down syndrome, which is the most common genetic cause of
intellectual disability. Usually, people with Down syndrome have
mild or moderate intellectual disability. Around 85% of people with
an intellectual disability have a mild form. Many people with mild
intellectual disabilities can go to regular schools, get jobs, and live
independent lives. People with moderate intellectual disabilities need
more help with planning and organizing their lives. They might need
help communicating, by using pictures or other communication tools.
They often live with family members or in homes with other people
who help them with things like looking after their money. People with
severe or profound intellectual disabilities need a lot more support
and are not able to live on their own. They may not be able to speak
and might communicate using facial expressions or simple gestures.
They need help with all basic skills, like dressing, toileting, and eating,
and they live with people who help them and look after them at
all times.
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WHAT CAUSES AN INTELLECTUAL DISABILITY?

There are several things that can cause a person to have an intellectual
disability. These can include genetic conditions like Down syndrome,
problems during pregnancy or birth, an injury to the brain, or an
infection or illness. Sometimes the cause of a person’s intellectual
disability might not be known.

HEALTH PROBLEMS IN PEOPLE WITH AN INTELLECTUAL
DISABILITY

Most people with intellectual disabilities have a lot of problems with
their health (see Figure 2). These can be physical health problems,
such as:

Heart problems

Obesity

Epilepsy

Dental problems

Vision and hearing problems
Injuries (e.g., fractures)
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Many people with an
intellectual disability
have more physical
and/or mental health
problems than does the
general population.
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In the past 12 months, 4 in 10 people in the general population
experienced physical health problems

In the past 12 months, 6in 10 people with an intellectual
disability experienced physical health problems

(R

In the past 12 months, 2in 10 people in the general population
experienced mental health problems

L0

In the past 12 months, 4 to5in 10 people with an intellectual
disability experienced mental health problems

These people can also have mental health problems, such as:

e Depression (feeling sad, down, or miserable most of the time or
not being interested in activities they used to enjoy)

» Anxiety (inability to stop worrying about things, thinking situations
are much worse than they are, having intense fears about things
or situations, or having repetitive unwanted thoughts)

e Psychosis (believing or sensing things that are not real, for
example seeing or hearing something that is not there)
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HEALTHCARE

Provision of medical
care by providers such
as general practitioners
(GPs), medical
specialists, allied health
workers and nurses to
maintain or improve
physical and mental
well-being.
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People with an intellectual disability have more physical health
problems than do people without intellectual disabilities, and they also
have double the rate of mental health problems [1, 2].

Many people with an intellectual disability have more than one physical
or mental health problem and need help from different types of
doctors and other health professionals. Because of the high rates
of physical and mental health problems, people with an intellectual
disability often die younger than do people without an intellectual
disability. One of our research studies showed that, on average, people
with an intellectual disability lived until they were about 54 years old,
while people without an intellectual disability lived until they were
about 81 years old [3]. Many people with an intellectual disability have
died because they did not get the best healthcare.

WHY IS IT HARDER FOR PEOPLE WITH AN INTELLECTUAL
DISABILITY TO GET GOOD HEALTHCARE?

It can be hard for people with an intellectual disability to find
information about their health that they can understand. They can
also find it hard to go to the doctor. Many doctors do not know
how to speak to a person with an intellectual disability. Most doctors
never learned how to treat people with an intellectual disability, so
doctors are not confident when they treat a person with an intellectual
disability [4, 5]. It can be difficult for a doctor to find out what
kind of health problems a person with an intellectual disability has,
especially if they cannot talk. Many doctors might think that a person is
feeling or behaving in a certain way because they have an intellectual
disability, instead of a physical or mental health problem. People with
an intellectual disability often cannot tell a doctor what is wrong with
them and they often have many health problems at the same time,
which can be complicated to treat. Sometimes, health services say that
they cannot help people with an intellectual disability, and that they
need to go somewhere else for help. This is a big problem, because
any person who gets sick should be able to get help easily.

WHAT DO WE NEED TO DO TO SO THAT PEOPLE WITH AN
INTELLECTUAL DISABILITY CAN GET GOOD HEALTHCARE?

People with an intellectual disability, their families and caregivers, and
other people who support them (e.g., doctors), all agree that we
need to improve access to healthcare and services for people with
an intellectual disability. Our researchers spoke to people about what
health professionals need to do so that people with an intellectual
disability get good healthcare (see Figure 3).

The people interviewed said that it is important that health
professionals learn how to communicate and how to treat people
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Figure 3

What health

professionals need to
do to improve access
to healthcare services.

DISABILITY
SERVICES

A range of support and
services for individuals,
families and carers,
such as support to live
independently,
involvement in the
community, assistance
with employment
and/or learning skills.
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with an intellectual disability. Also, health professionals should make
sure that a person with an intellectual disability understands the
information that the doctor provides and is supported in making
decisions about their health. Often, information about health issues
is written in complicated language that people with an intellectual
disability cannot understand. It would help if doctors and other
health service providers would write information in simple language.
Disability services and health services should work together as a
team. Improving healthcare for people with an intellectual disability is
important, so that fewer people die because they do not get the best
healthcare. Further research into the healthcare needs of people with
an intellectual disability is also important, to show which other aspects
of the healthcare system need to be improved.

WHAT CAN CHILDREN AND YOUNG PEOPLE DO TO SUPPORT
PEOPLE WITH AN INTELLECTUAL DISABILITY?

People with an intellectual disability may not be able to communicate
the same way as people without an intellectual disability, but they
still feel the same full range of emotions. Just like everyone else, a
child with an intellectual disability needs friends and they need to
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do the same things other children are doing at school and at home.
You should treat people with an intellectual disability the same way
you would treat any other friend, by being open and kind. Tell a
teacher if you see teasing or bullying happening at school. When you
talk to someone with an intellectual disability, use short and simple
sentences, and give the person enough time to respond. They might
speak more slowly or get stuck on some words. Let them express
themselves at their own pace and be patient. If you are playing a game
or doing an activity, be friendly and include them in whatever you
are doing.

When more people speak up for the rights of people with an
intellectual disability it will help to make intellectual disability more
“visible.” This is an important step toward making sure that people with
an intellectual disability are treated fairly and equally.

WHERE CAN YOU FIND MORE INFORMATION?

The Department of Developmental Disability Neuropsychiatry (3DN)
at the University of New South Wales in Sydney does research
to improve mental health policy and practice for people with an
intellectual disability. This means we use the findings from our research
projects to help government and health professionals to treat people
with an intellectual disability in a better way. You can find more
information about what we do and links to other organizations
that help people with an intellectual disability on our homepage:
htt ps://3dn. unsw. edu. au/ .
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YOUNG REVIEWER

HELENA, AGE: 15

My name is Helena and | am a rock n’ roll queer teen! | enjoy all areas of Science.
In my free time, | am also a song writer and enjoy playing the ukelele. | love the arts
and most of the time | am painting and drawing.
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