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Things to do when you find out you have mito 

This information is for people who find out 

they have mitochondrial disease. 

We will call it mito for short. 

It is about what to do after a diagnosis of mito for 

• You 

• Your child. 

Diagnosis means a doctor tells you what 

condition you have. 
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Find out about mito 

The first thing to do is to find out what mito is. 

Mito happens because of your genes. 

Genes are things in your body that carry 

information like hair and eye colour. 

Your body is made up of lots of little things 

called cells. 
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Your genes tell your cells what to do. 

Your body has something called mitochondria 
that give power to all your cells. 

They are like a battery for your body. 

Mito is when your genes change the way your 

mitochondria work. 
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When this happens your cells do not get 

enough energy to work well. 

This makes your body not work as well. 

Mito can make things not work well in 

• One part of your body 

• Many different parts of your body. 
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Mito might make things happen to your 

body like 

• Diabetes 

• Seizures. 

Diabetes is when the sugar in your blood is 

too high. 

Seizures are when your body has an issue 

that makes things happen like 

• You fall and shake 

• You get confused. 
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You might also get things like 

type 
1 

type 
6 

type 
2 

type 
5 

type 
3

type 
4 

• Feeling very tired 

• Hearing loss 

• Eyelids are low. 

Mito can start at any age. 

There are lots of different types of mito. 
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Learn how to manage having mito 

It is normal to have lots of different feelings 

when you find out you have mito. 

You might feel like there is too much to cope with. 

After finding out you have mito it is important 

• To be kind to yourself 

• Find support to help you cope. 
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1300 977 180 

You should have checks often to see what 

is happening to your body. 

Find a doctor or nurse who knows about mito. 

You can call the Mito Foundation Helpline for 

support to find one. 

Call the Helpline on 1300 977 180. 

You can call them from 9:00am to 5:30pm 

Monday to Friday. 
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Be careful with medicines you take 

Some medicines are not good for you when 

you have mito. 

You should tell all your health workers that 

you have mito. 

They will make sure you only have medicine 

that is okay for you. 
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Join the Mito Registry 

There is a Mito Registry for people with mito. 

A registry has information like your name 

and contact details. 

People on the Mito Registry 

• Get information about new medicines and 

treatments that are being tried 

• Take part in research. 

Research means to find out about something. 
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1300 977 180 

For more information about the mito registry 

go to www.mito.org.au/registry 

If you want to join the registry call the Helpline 

on 1300 977 180. 

You can call the Helpline from 9:00am to 

5:30pm Monday to Friday. 

http://www.mito.org.au/registry
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Get support 

People who have mito say it really helps to 

have support. 

We hold events for people to 

• Get information about ways to manage 

your mito 

• Meet other people with mito. 

For information about our events go to 

www.mito.org.au/all-events 

http://www.mito.org.au/all-events
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Decide who to tell about your diagnosis 

Talking to people about your diagnosis can be 

hard because not many people have mito. 

This means most people have never heard of it. 

When you feel ready to talk about your 

diagnosis it is good to think about 

• Who you want to tell 

• What you will say. 



15 

 

 

 

 

Contact us 

1300 977 180 
For support call the Helpline on 

1300 977 180. 

You can call them from 9:00am and 5:30pm 

Monday to Friday. 

You can go to our website 

www.mito.org.au 
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