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EPILEPSY AWARENESS MONTH 
Statement 

HON KATE DOUST (South Metropolitan) [6.22 pm]: Tonight I rise to talk about epilepsy. November is 
Epilepsy Awareness Month. In October, I organised and attended a briefing with a number of other members with 
the CEO of Epilepsy WA, Emma Buitendag, who took us through a range of issues. Every one of us in this chamber 
will know somebody—a work colleague, family member, friend or constituent—who has either been diagnosed with 
epilepsy at some point in their life or is currently dealing with it. As a number of members in this chamber know, 
I am a parent of a child with epilepsy. My son was diagnosed at 11 years of age; he is now nearly 24. He has had 
to deal with a range of issues in that space. 
Epilepsy WA is basically funded via donations from community or via membership. It does not receive any other 
public funding. Given that about one in 25 people will be diagnosed with epilepsy in their lifetime, that over 
142 000 people in Australia currently live with epilepsy and about 300 deaths a year are linked to epilepsy, it is 
a surprise that the organisation does not have a higher profile or a greater funding pool to draw from to provide 
the very extensive level of services that it currently provides. As it is Epilepsy Awareness Month, I thought it might 
be timely to talk about some of the things it does and encourage members to engage with the organisation and 
provide some support, because the support we give will enable Epilepsy WA to provide support to our constituents. 
Emma talked about a range of issues with us, including the services currently offered by Epilepsy WA. It offers 
support groups in a range of areas, both regional and metro. At the moment, because of funding issues, it has had 
to reduce that, and also because of COVID. It functions with Joondalup and Bunbury and they are quite successful. 
These groups are very helpful, particularly to young people who are starting to deal with living with epilepsy. 
They are able to talk in a safe environment about the types of issues they have to deal with. 
Epilepsy WA is involved in the epilepsy smart schools program, raising awareness of epilepsy and providing training 
to staff and teachers about how to deal with it at school. The organisation provides seizure awareness technology. 
The example that Emma talked to us about was bed mats. It has a range of other technologies—watches and head 
protection and all sorts of other things that are happening—that provide support and assistance not just to the families 
but the individuals in terms of monitoring when a potential seizure may occur. There is general community awareness 
raising. Epilepsy WA offers pathways to other services. When a person is referred to the organisation, it is able to 
provide them with assistance. Quite often, people will be referred by doctors, including neurologists, and by hospitals. 
It takes on quite a bit of work. 
Epilepsy WA also provides a grief and loss service, and a general information line. It provides training about how to 
deal with epilepsy and first aid, with face-to-face and online arrangements. It is a statewide service. The organisation 
assists with care plans for people having to deal with epilepsy. It provides advice on managing risk for people, 
such as how to deal with epilepsy in the workplace, at home and at school. It has seizure alert technologies and works 
with a range of neurologists and other doctors so that it is constantly up to date with the latest information and can 
provide that to their clients. 
Most of us are aware that there are different types of seizures. I am sure our colleague Hon Dr Brian Walker is 
more aware than most. Quite often we hear about tonic-clonic seizures, or, as they used to be called, grand mal 
seizures, and absence seizures. I know that there is a range of others in between. Particularly for young people, 
epilepsy is a real struggle. I talked about this a few years ago. A school student with epilepsy may not be able to 
go to swimming lessons because they do not know what will happen when they are swimming. A young adult may 
have difficulty getting a driver’s licence. My son is still dealing with that, so I am still the taxi service. Thank God 
for Uber!  
They quite often have employment-related issues. When I was a union official doing country runs, a particular 
employer in Merredin—I will not name the site because I do not know whether they are still around—told me that 
he really needed to sack a certain person. When I asked why, I was told it was because they had epilepsy. I said, 
“It doesn’t stop them working. Why would you want to do that?” He said, “I don’t want to have to deal with a seizure.” 
That young person was on the brink of losing their job simply because their boss did not like the idea of having 
somebody on site with a health issue, which, quite frankly, was manageable. For most people, epilepsy is manageable 
with a variety of medication and by dealing with some of the factors that might activate a seizure, such as sleep, 
medication issues and a range of other things. 
When my son first got a job, he had to sign a separate contract for his employer saying that if he changed his 
medication or if he had a seizure, he had to advise them and they would take appropriate action. I am not too sure 
what that would be. He has continued on and is very successful in his area there. 
Emma told us something that a number of us who were in the gathering were not aware of. She talked about SUDEP—
sudden unexpected death in epilepsy. She gave us a number of examples of children and adults who had passed 
away in this situation. Of the people who have been found to die from SUDEP, quite often they were healthy and 
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no other reason was found. They die prematurely, but quite often they find that there was a seizure around the time 
they passed away. This is an issue that a lot of people are probably becoming more aware of and they are trying to 
work out how to deal with it. That is why those bed mats are important. I understand there is new technology with 
watches and a range of other things that can help to detect how people are sleeping or how they are travelling, if there 
is a possibility of a seizure.  
As I said earlier, Epilepsy WA survives on donations and membership. It has an annual Purple Day in March every 
year and a walk to try to raise funds. Epilepsy WA is not in the same financial league as perhaps multiple sclerosis 
or a number of cancer foundations in terms of pulling dollars, but epilepsy occurs more frequently, considering 
one in 25 people will be diagnosed throughout their lifetime. It is baffling that epilepsy does not have a higher 
exposure and greater level of support and that is why I wanted to talk about this tonight; I hope that members might 
go back to their electorates and promote Epilepsy WA. Emma has provided some written material and images 
that members can use in newsletters or on Facebook posts to help educate our community and raise awareness 
about the possibility of providing support to this organisation, and I think that would be a very positive thing 
for us to do. 
This chamber has a very strong link to Epilepsy WA. The very first female member of the Legislative Council, 
Ruby Hutchison, was the founder of Epilepsy WA. She fought really hard to get it up and going, and so we have that 
link and I hope that we will continue to ensure that it not only survives, but also thrives into the future to continue 
to provide a range of very good options. 
In 2020, Deloitte Access Economics published a report about the economic burden of epilepsy in Australia. It said 
that in Western Australia alone, the WA health system spends about $20.5 million per annum in hospital admissions 
relating to epilepsy, and $1.2 billion is the annual burden on Western Australia in a whole variety of ways. Members 
can see there are some challenges. We have significant numbers throughout the community. Epilepsy is not something 
that people always talk about as I know from our own experience with our son. People try to get on with their lives, 
but they do need help, and, over an extended period of time, Epilepsy WA has provided enormous success and 
I hope that we are able to support it so it can continue. I want to congratulate and thank Emma Buitendag, the CEO 
of Epilepsy WA, for speaking to us. I congratulate her, her board and her many, many volunteers who continue to 
provide this very valuable and fantastic service to our community in Western Australia. 
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