
Thank you to those who have completed Wave 5 of the Australian Epilepsy Longitudinal Survey

(AELS)! We really appreciate your participation in our research and sharing your views on living with

epilepsy. The Wave 5 survey  focussed on understanding the importance of social and psychological

support are for people living with epilepsy in Australia. While this aspect of living with epilepsy has

emerged as important in previous study waves, this is the first time the survey has specifically

focussed on this topic. The current newsletter outlines some of the early survey findings.

 

For those interested to see the outcomes of previous survey waves, summaries and research articles

that have been published about the AELS can be found here. 

 

INTERESTED PARTICIPATING IN RESEARCH AT EF?

If you would like to know more about research conducted through the Epilepsy Foundation, or think

you may need to update your contact details on the Australian Epilepsy Research Register, please feel

free to contact us at research@epilepsyfoundation.org.au 
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WELCOME
From Honor Coleman (Research Lead)

 
The Epilepsy Foundation is pleased to share the third edition of our Research Matters newsletter. 

 
We hope that everyone is staying safe and well in these unprecedented times. As some of you may have seen
on our social media, the Foundation remains open and is forging ahead with our research (see video here).

Part of this involves  ongoing collaborations with other researchers across Melbourne, as well as the
recipients of the Australian Epilepsy Research Fund (as detailed in the previous edition of Research Matters).
Part of this also involves beginning to delve into the results of the recent Wave 5 Survey for the AELS. And we

will talk a bit more about that in the current edition!

THANK YOU WAVE 5 SURVEY PARTICIPANTS!
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https://www.epilepsyfoundation.org.au/research-initiatives/opportunities-to-participate/australian-epilepsy-research-register/information-and-publications/
https://www.youtube.com/watch?v=0e7rnWJOJ0k


R E S E A R C H  MA T T E R S P A G E  2

RESEARCH NEWS

The results of the Wave 5 survey are in!

Support during COVID19

The findings from Wave 5 point towards the importance of social support for our well-being. This is

especially so in the current climate, where connecting to others face-to-face can be tricky.
 

The Epilepsy Foundation remains open and the Information and Support Team can be contacted

on 1300 761 487.
 

Click on each of the links below to find other resources and services that may be helpful:

The Wave 5 survey was sent out to approximately 1,300

participants on the Australian Epilepsy Research

Register online or via mail. 

 

Two hundred and fifty-six people (20%) responded.

 

The majority of respondents were female (72%) and

living in Victoria (57%). The mean age of respondents

was 47.5 years (SD = 16.1 years).

 

Sixty-five percent of participants had completed

further education, including TAFE, trade certificates,

diplomas and university degrees. Approximately 50%

of respondents reported they are currently in paid

employment, 13% are retired, 8% are homemakers and

9% are currently seeking employment. 

 

Overall, 14% of respondents reported not being able to

work due to their epilepsy and 24% were absent from

school or work at some point in the last 12 months due

to their epilepsy. Those people who had more frequent

seizures and/ or were unemployed reported poorer

quality of life.

Wave 5 Participants The importance of social
support  

Responses revealed the importance of social support,

including support from family and friends as well as

peer support, for well-being.

 

Positive social interaction was reported most commonly

as a useful form of social support that would be

beneficial to help manage respondents' epilepsy (n=59,

22%), followed by emotional information (n=53, 20%),

affectionate support (n=51, 19%), and tangible/ practical

support such as assistance with cooking and cleaning

 (n=27, 10%). 

 

Family was the most common source of support, with

the majority of respondents reporting that they

particularly rely on partners (n=122, 46%) and/or parents

(n=64,

24%).

 

Approximately half of the survey respondents had not

accessed formal psychological support before.

Qualitative responses of those who had revealed the 

 value in connecting with psychological support if

needed.

"[Psychological support has] helped me
become more self-aware, identify &
reduce stress triggers, and establish
better coping strategies in my life.
Reduced stress lowers my seizure

threshold."

Telecross is a Red Cross initiative that can provide a daily telephone call to check on people who live alone

and are at risk of an accident or illness.

Beyond Blue  is  building a dedicated COVID-19 Mental Health Support Service in response to the growing

demand for mental health support as a result of the coronavirus outbreak.

The Department of Health has a fact sheet on how to get medication when you are confined to your home.

https://epilepsyfoundation.org.au/
https://www.redcross.org.au/get-help/community-services/telecross
https://www.redcross.org.au/get-help/community-services/telecross
https://coronavirus.beyondblue.org.au/
https://coronavirus.beyondblue.org.au/
https://www.health.gov.au/resources/publications/helping-you-get-your-medicine-if-you-are-confined-to-your-home
https://www.health.gov.au/resources/publications/helping-you-get-your-medicine-if-you-are-confined-to-your-home

