
 

 

                       

 

 

 

RESEARCH MATTERS 

Welcome from the research team at the Epilepsy Foundation.    
 

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

This newsletter will explore quality of life (QoL), focusing on our most recent published paper on how 
stigma and mood affect a person living with epilepsy. We will also look at some recent studies on the 
impact of COVID-19 on people living with epilepsy. These studies were conducted in the UK, where the 
effects of COVID-19 have been felt differently. Still, the findings describe common changes in the 
healthcare system as we all start to use telehealth more and highlight the impact of the COVID-19 
pandemic on mental health.  
 

Participate   
 

A HUGE thank you to all the participants on the 
register – we really appreciate you sharing your time 
and experiences with us. The research that emerges 
from studies such as the Australian Epilepsy 
Longitudinal Survey make a big difference in 
advocating for the needs of people living with epilepsy 
both at an individual and community level.   
 

If you haven’t already joined the register, you can find 
the sign-up link here. 
 

If you are currently on the register but need to update 
your details (or think you might need to), you can 
contact us at research@epilepsyfoundation.org.au    
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Research Matters 

Australian Epilepsy Longitudinal Survey (AELS)  
 

There’s no doubt the feeling of stigma can have an impact on a person’s well-being. For people living with 
epilepsy, the effects of stigma have consistently been associated with factors such as seizure frequency 
and severity, anxiety and depression, anti-epileptic drug use, and poorer access to medical services. But 
how does stigma affect the QoL of a person with epilepsy (PWE)? 
 

A recent study from the AELS aimed to answer this, looking at responses from 92 people who had 

participated in the AELS in both Wave 2 (2010) and Wave 4 (2016/17). 

Key findings 

• This panel predicted that experiences of stigma and symptoms of depression were 

the strongest predictors of a person’s QoL. 

• Symptoms of depression appeared to have a stable negative influence on a person’s QoL over time. 

• The experience of felt stigma appeared to have a more significant impact on QoL than internalised 

stigma. Felt stigma refers to concern about the possibility of exclusion and/or discrimination from 

others. Internalised stigma can reflect feeling embarrassed or hesitant to disclose one’s diagnosis. 

Why are these findings important? 

Depression is often under-diagnosed in PWE – for example, some of the symptoms can be misattributed 

to seizures or medication side effects. Findings from our study support the importance of early intervention 

and treatment to help reduce the impact of depression on PWE’s lives over time. 

Some protective factors that can reduce the experience of stigma include social support, and knowledge of 

epilepsy on behalf of the PWE and their support network. Increasing awareness and understanding of 

epilepsy in the community are therefore essential to help reduce the feelings of stigma and exclusion. 

 

Keeping up with the research - COVID-19 and epilepsy 
 

Impact of COVID-19 on young people with epilepsy in the UK 

A recent UK study investigated the impact that COVID-19 has had on PWE under 25 and their caregivers. 

They found that: 

• One in three young people and 29% of carers reported an increase in seizures. 

• 50% of young people were more hesitant to go to the hospital. 

• 18% of young people and 25% of caregivers had investigations/assessments cancelled by their 

hospitals. 

• Young people also reported significant decreases in sleep, mood, and levels of physical activity. 

 

Reilly, Colin, Muggeridge, Amy, & Cross, J. Helen. (2021). The perceived impact of COVID-19 and associated restrictions on 

young people with epilepsy in the UK: Young people and caregiver survey. Seizure (London, England), 85, 111–114. 

https://doi.org/10.1016/j.seizure.2020.12.024 
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Research Matters 

Keeping up with the research – Continued 
 

Use of remote systems in epilepsy due to the COVID-19 pandemic 

This paper examined the increase of remote systems in health care during the pandemic, specifically 

looking at how PWE connected with their epileptologists. During the pandemic, institutions’ daily use of 

remote systems rose to 33.7%, from 10.5% before the pandemic. There was also a decrease in 

institutions that had never used remote systems during the pandemic, 48.3% down to only 10.5%. The 

most common methods institutions used to remain in touch were video calls, phone calls, and emails. 

This is important as when institutions utilise remote systems it makes health care and support services 

more accessible. 

Kuchenbuch, Mathieu, D'Onofrio, Gianluca, Wirrell, Elaine, Jiang, Yuwu, Dupont, Sophie, Grinspan, Zachary M, Auvin, 

Stephane, Wilmshurst, Jo M, Arzimanoglou, Alexis, Cross, J. Helen, Specchio, Nicola, & Nabbout, Rima. (2020). An 

accelerated shift in the use of remote systems in epilepsy due to the COVID-19 pandemic. Epilepsy & Behavior, 112, 107376–

107376. https://doi.org/10.1016/j.yebeh.2020.107376 

 

 

Support Resources 

Research looking at the impact of COVID-19 for PWE demonstrates the need for social and psychological 

support, and the increasing use of telehealth. Connecting with others and health professionals, either in 

person or virtually, will continue to be vital as we move towards a new ‘COVID normal’ in Australia. Speak 

to your GP and/ or connect with a psychologist if you think you are experiencing significant symptoms of 

anxiety or depression. 

Below are some excellent general online resources for improving well-being; 

• Self-care advice: https://www.beyondblue.org.au/get-support/staying-well 

• Mood-boosting activities: https://blog.zencare.co/big-list-of-pleasurable-activities-coronavirus/ 
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Online mood and stress management: 

• Beyond blue have both phone and online messenger 

services: https://www.beyondblue.org.au/get-

support/get-immediate-support 

• Black Dog Institute: 

https://www.blackdoginstitute.org.au/resources-

support/ 

• Lifeline: https://www.lifeline.org.au/get-help/ 

https://doi.org/10.1016/j.yebeh.2020.107376
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