
The Australian Epilepsy 
Research Register

The Australian Epilepsy Research Register (AERR) is a database of people 
living with epilepsy and their carers. People are contacted on an ongoing 
basis with opportunities to participate in research.  

The AERR is primarily used for the Australian Epilepsy Longitudinal Survey 
(AELS) and to support other Australian and international research.

It is free to join the research register, and there is no obligation to participate 
in any research studies offered. 

The Australian 
Epilepsy Research 
Register is an 
opportunity to 
contribute to 
epilepsy research 
and make a 
difference.

Who can join the register? 
People who are eligible include: 

• Individuals over the age of 18 who have epilepsy 
• Carers of people with epilepsy 

We encourage people to join the register, provide their views and contribute to 
gathering valuable information. 

If you no longer want to be on the register, you can request to have your details 
removed at any time.



Why should you join the register?
Epilepsy is the second most common neurological 
condition, after dementia, affecting around 250,000 
Australians. Research shows that, despite the 
condition’s prevalence, 90% of Australians don’t have 
access to the epilepsy support they need. 

By participating in research, you assist us in 
constructing a clearer picture of the social and 
psychological effects of living with epilepsy. Aiding to 
understand the types of support and services you and 
others living with epilepsy need to improve your quality 
of life.  

The AERR supports research efforts into reducing the 
impact of epilepsy on people’s lives. We are working to 
advance the understanding of epilepsy by supporting 
researchers, universities, research institutes and 
hospitals. 

We want to break the stigma around epilepsy. We want 
to continue to support research and new technology. We 
want to see all 250,000 Australians living with epilepsy 
get the proper quality care and support they need.

How will I be asked to participate? 

Opportunities to participate in research are advertised 
in Research Matters, a quarterly research newsletter. 
These opportunities range from short online surveys to 
long-term partnerships with researchers. The newsletter 
also contains summaries of recent research that has 
been published.

The AELS is sent out every three years by email; 
however, you can request a physical copy of the survey 
to be mailed to you. 

Only research studies with human ethics approval are 
shared. These are approved by an impartial committee 
only if they comply with principles of ethical human 
research, such as respect, beneficence, and integrity.

Australian Epilepsy Longitudinal Survey 
(AELS)

A longitudinal study is a form of research where the 
same group of people are studied over time and 
repeatedly asked the same set of questions to measure 
changes. 

All members of the research register are invited to 
complete the AELS. This survey takes place every three 
years and captures the experiences of people with 
epilepsy, their families, and carers.

This data builds a valuable bank of information about 
epilepsy, its social and psychological effects, and how 
these change over time. The results of the AELS are 
used to advocate for better policies and health services 
across Australia. 

We aim to gather as many people from around Australia 
as we can, to properly represent the experiences of 
different people living with epilepsy.
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Am I obligated to participate in research 
projects?

You can decline to participate at any time.

Putting your name on the register does not mean you 
have to participate in any research. You may be too 
busy or not feel like participating when we contact you – 
that’s fine.  

But if you do participate, any information you provide will 
be confidential, anonymous, safeguarded and only used 
for the specified research.  

Your privacy is important to us
Protecting the privacy and confidentiality of personal 
information is important to us. Epilepsy Smart Australia 
is subject to all State and Federal legislation regarding 
the protection of privacy and confidentiality. 

Your details will not be provided to anyone who is not 
part of the research team. If external researchers are 
used in research projects, they will be approved by 
the Epilepsy Smart Australia Research Committee 
according to strict criteria. Only research approved by 
a Human Research Ethics Committee will be allowed. 
Your details will not be provided to any external 
researchers; we will de-identify all records so that no 
personal information is made available to any third 
party. 

Research findings that are published will use de-
identified information, and no person’s details will be 
released at any time.

If you want a copy of the Epilepsy Smart Australia’s 
Privacy Policy, call (03) 8809 0600 or visit https://
epilepsysmart.org.au/terms-and-privacy/.  

Epilepsy support
The National Epilepsy Support Service (NESS) is available 
Mon – Sat, 9:00am – 7:00pm (AEST) to provide support 
and information across Australia. Phone: 1300 761 487. 
Email: support@epilepsysmart.org.au

Lived experience
We recognise all people living with epilepsy 
and the impact it has on their lives. We take a 
moment to acknowledge the lived experience they 
have shared with us. In sharing their stories, we 
acknowledge the strength and resilience people 
living with epilepsy have shown in the face of not 
getting a fair go. 

A medical note
The information contained in this publication 
provides general information about epilepsy. 
It does not provide specific advice. Specific 
health and medical advice should always be 
obtained from a qualified health professional.


