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We are very excited to announce that Wave 5 of

the Australian Epilepsy Longitudinal Study (AELS)

will be sent out in late 2019!

 

The AELS is an initiative started by key

collaborators Dr Christine Walker (the Chronic

Illness Alliance), Dr Chris Peterson (LaTrobe

University), and researchers from the Epilepsy

Foundation. The AELS aims to understand the

experiences of people living with epilepsy in

Australia over time - each survey includes some

repeat questions about quality of life, as well as

some new questions, reflecting the focus of the

current wave.

 

 

 

 

Your responses to Wave 4 (2016/17) contributed to

valuable research on the services and supports available

to people with epilepsy - research articles that have

been published about the AELS can be found here. 

 

This information can then be used to better inform the

work done by the Epilepsy Foundation and other

organisations that support people living with epilepsy. 

 

DO YOU NEED TO UPDATE YOUR CONTACT DETAILS?

If you think you may need to update your contact

details   or you would like to update your preferred

method of contact before the next survey is sent out,

please email research@epilepsyfoundation.org.au 

 

 
 
 

WELCOME
From Honor Coleman (Research Lead)
 
The Epilepsy Foundation is pleased to
share the first edition of our Research
Matters newsletter - a newsletter
specifically for participants of the
Australian Research Register.
 
We would like to extend a huge thank you
to those of you who have participated in
recent research projects the Epilepsy
Foundation has collaborated on. We really
appreciate the time that our participants
donate to our research, which we hope
will continue to improve the care and
quality of life of people living with epilepsy
in Australia.
 
This edition will highlight some of this
research, as well as our contributions to
recent conferences; an update on the
Australian Epilepsy Research Fund; as well
as research in the news.
 
 
 
 

 
 
 
 
 
 
 

WAVE 5 OF THE AELS* OUT SOON!
* A U S T R A L I A N  E P I L E P S Y  L O N G I T U D I N A L  S U R V E Y
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https://www.epilepsyfoundation.org.au/research-initiatives/opportunities-to-participate/australian-epilepsy-research-register/information-and-publications/


The Epilepsy Foundation has been collaborating on a

project with The University of Melbourne looking at the

relationship between epilepsy and body image. More

information can be found here. 

 

Thank you to those of you who have participated  so far.

We will keep you updated of the results!
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RESEARCH NEWS

Collaborations & Conferences

Body Image in Epilepsy

AEDs and Quality of Life

Thank you to everyone who participated in the recent

UCB study looking at the associations between AEDs

and quality of life. The results of the survey were

presented at the ANZAN 2019 Annual Scientific Meeting

in May.

 

The study found that psychiatric comorbidities and

memory problems were very commonly reported among

people living with epilepsy, and both were particularly

reported as having a negative effect on quality of life.

More information can be found here.

 

The Epilepsy Foundation presented a possible project

proposal at the 15th NRH Conference, held in Hobart in March

of this year. 

 

The conference was a fantastic opportunity to learn more

about the barriers faced by patients living in rural and remote

locations and the ideas and advancements being made to

improve this care. 

 

 

The 15th National Rural Health

Conference 

The 33rd International Epilepsy

Congress

Epilepsy - a Global Report
The World Health Organisation (WHO) has

recently released a report outlining the

latest research on epilepsy in terms of its

prevalence (how common it is around the

world) and what needs to be done from a

public health perspective. A summary and

the full report can be found here.  

 

 

Epilepsy Research in the News

Mr Graeme Shears (CEO) attended the 33rd IEC held in

Bangkok in June. The congress is an important meeting of the

global epilepsy community, including researchers, clinicians

and advocates. 

 

It was also a great opportunity to congratulate the winners of

the Golden Light Awards - recognising young people with

epilepsy and their contributions to the community (below).  

The Australian Epilepsy Research Fund is an initiative of the Epilepsy

Foundation that was announced in March 2018. The aim of the AERF is to

support high quality research into finding a cure for epilepsy, and

supporting people currently living with epilepsy 

 

For more information,about the AERF, visit our website here.

Understanding drug resistance in epilepsy

Melbourne-based researchers are using computer modeling  to try and

better understand how drug resistance can occur in people with epilepsy. 

 

Better understanding of how networks in the brain change over time and

in response to medication is an important step in improving treatment

options for those living with epilepsy.

 

The article by Woldman, Cook and Terry (2019) can be found here  

The Australian Epilepsy Research Fund

https://melbourneuni.au1.qualtrics.com/jfe/form/SV_3pWChRnJTHCw4CN?fbclid=IwAR3LAh0iNjCJOtME7GKvOk5kP5HK-8FUsGK2iqEjTyAwmHoMJ3sfcydWkmM
https://www.epilepsyfoundation.org.au/research-initiatives/latest-research-news/
https://www.ibe-epilepsy.org/global-report-epilepsy-a-public-health-imperative/
https://www.epilepsyfoundation.org.au/research-initiatives/australian-epilepsy-research-fund/
https://www.ncbi.nlm.nih.gov/pubmed/30981121

