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Our MISSION: To reduce seizures and improve
quality of life for people with drug-resistant epilepsy.

As you may have read in our last quarterly report, 2018 
marked a year of transition for EpLink. Many of the 
important research projects we have been supporting 
for the past five years were completed, and as we look 
ahead to the next five years, we are restructuring our 
approach to clinical research projects. 

A primary mandate of our funding agency, the Ontario 
Brain Institute, is to support research that contributes 
to a learning health care system.  This is essentially a 
continuous process where 
data lead to increased knowl-
edge, which is implemented 
into clinical practice to 
improve care. As a result, 
Phase 3 of EpLink marks a shift 
towards multi-site, longitudi-
nal studies, where multiple 
centres collect the same type of data in order to build a 
large database of standardized clinical information. 

The advantage of this approach is the ability to lever-
age the tests and assessments that are already done as 
part of a patient’s standard of care, and to enable com-
parisons both within and across different neurological 
conditions. Our planned Phase 3 clinical research proj-
ects include:

• Improving diet therapy for drug-resistant epilepsy 
(4 sites)

• Improving surgical outcomes in drug-resistant 
epilepsy (3 sites)

• A randomized control trial of the effects of 
cannabidiol on seizure frequency (3 sites)

However, not all of EpLink’s Phase 3 studies will follow 
this model. We will continue to support smaller studies 
that aim to improve quality of life in epilepsy, such as 
the Epilepsy and School Success Program, and the 
Strategies for Memory in Epilepsy Study. We will also 
continue to have a focus on pre-clinical animal work, 

including identifying and test-
ing new drug targets, discover-
ing new genetic and epigenetic 
causes of drug-resistant 
epilepsies and testing algo-
rithms for brain stimulation 
devices.

We have also expanded our network of collaborators 
so that we can truly work in partnership with the wider 
epilepsy community. This goes hand in hand with our 
focus on ensuring clinical guidelines are kept up to date 
and implemented into clinical practice in order to 
provide patients with the best possible care.

Over the next five years, EpLink will continue to support 
life-saving and life-transforming research into all 
aspects of epilepsy and, whether you support us as a 
collaborator, a participant or an interested follower, we 
are glad to have you along for the journey!

Looking ahead: A new phase of research at EpLink
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Cannabidiol  (CBD) and Epi lepsy Studies

Page 2 of 5

EpLink initiates CBD clinical study
on adults with drug-resistant epilepsy

On February 20, 2019, EpLink, in collaboration with 
Aurora Cannabis’  subsidiary, MedReleaf, 
announced the initiation of a clinical study to 
assess whether cannabidiol (CBD) plus a low dose 
of tetrahydro-cannabinol (THC) will decrease the 
number of motor seizures in adults with drug-re-
sistant epilepsy.

Scientific studies report that when used as an 
add-on therapy, CBD oil reduces the number of 
convulsive seizures in children with Dravet syn-
drome and Lennox-Gastaut syndrome. People 
living with these disorders often have seizures that 
do not respond to medication, leading to 
long-term health risks including cognitive and 
behavioural impairments.

What does this study involve?
1) Initial phone call
2) Two in-person visits
3) Daily seizure diary/side effects journal
4) Questionnaires
5) Blood sample collection
6) Treatment with medical cannabis 

First adult study in Canada to examine the impact of 
cannabis oil on the reduction of convulsive seizures

EpLink plans to recruit a total of 80 adults who 
have frequent motor seizures, Dravet Syndrome or 
Lennox-Gastaut syndrome. Each participant will be 
enrolled for around 4-5 months, while the clinical 
study is expected to take place over a period of two 
years. The study will also examine the genetic pro-
file of participants in an effort to understand the 
genes associated with epilepsy and whether differ-
ent epilepsy syndromes respond to treatment with 
medical cannabis.

The lead investigator of the study is Dr. Peter Tai, a 
neurologist at Toronto Western Hospital. In addi-
tion to Dr. Tai, study collaborators include the 
EpLink Co-Director, Dr. Mac Burnham, and Dr. 
Seyed Mirsattari of London Health Sciences 
Centre. Participants will be recruited at Toronto 
Western Hospital in Toronto and University Hospi-
tal in London, Ontario. 

Preclinical data from Dr. Mac Burnham’s lab 
shows that a combination of CBD and THC 
works better to reduce the number of 
seizures than CBD or THC alone in rat models 
of focal impaired awareness seizures. For the 
last few months, Dr. Burnham has been 
working on obtaining a license from Health 
Canada to continue testing CBD in animal 
models. 

This study has been held up by some bureau-
cratic hurdles in getting the license. Howev-
er, Dr. Burnham hopes to resolve these 
issues in the near future. Stay tuned for an 
update on this study in the next quarterly 
newsletter.

Update on Animal CBD Study License
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https://www.ncbi.nlm.nih.gov/pubmed/28967460
https://www.ncbi.nlm.nih.gov/pubmed/26827297

https://www.ncbi.nlm.nih.gov/pubmed/265
71534

https://www.ncbi.nlm.nih.gov/pubmed/24698384



Page 3 of 5

EpLink Q4 2019 Events
“Know Epilepsy, No Stigma”: EpLink holds a public talk 

Purple Day 2019 

On Monday, March 18, 2019, EpLink held a public 
talk entitled “Moving Beyond the Myths: A Conver-
sation on Epilepsy and Stigma” at MaRS Discovery 
District in Toronto, ON. The event featured a key-
note speaker, a series of talks, and a Q&A panel 
where audience members had an opportunity to 
pose their questions.

Dr. Melissa Elafros, a neurologist from Johns Hop-
kins University, started off the evening with a key-
note talk on historical and global perspectives on 
stigma and epilepsy, particularly in sub-Saharan 
African countries. Mary Secco, a community 
epilepsy educator and Secretary General for the 
International Bureau for Epilepsy, discussed types 
of felt stigma and presented resources available in 
Ontario for people with epilepsy seeking support.

The evening also included talks by two Epilepsy 
Toronto Ambassadors: Donovan Mckenzie and 
Cheryl Mendes. Both Donovan and Cheryl shared 
their own personal journeys living with epilepsy. 
To conclude the evening, there was a Q&A panel, 
where audience members participated in an open 
and engaging conversation about a wide range of 
stigma-related topics. One of the discussion points 

was about the need for more doctors to refer 
patients to epilepsy agencies. In addition, the 
panel advised attendees to be extra prepared 
before doctor’s appointments, and to feel comfort-
able saying the word “epilepsy” with their doctors. 
EpLink plans on posting video and audio record-
ings of the talks on YouTube.

To honour Purple Day on March 26th, a global epilepsy awareness day, EpLink had booths at Union
Station, Robarts library, and Gerstein library. The EpLink team handed out 5,000 info cards containing
important info on epilepsy, seizure first aid, and the EpLink program, all attached to donated KIND 
mini granola bars.  
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Infant i le  Spasms Awareness Campaign

Infantile spasms (IS) are motor seizures that cause 
quick and sudden limb movements in babies. IS 
are subtle and often go unnoticed, and many par-
ents mistake them for a startle reflex or normal 
baby movements. The child may have wide-eyed 
blinks, dropping of the head, or raising of the 
arms. The spasms typically start between 3 and 18 
months of age. Children with IS are said to have 
West Syndrome, a severe childhood form of 
epilepsy that may lead to cognitive impairments.

IS are particularly common in patients with Tuber-
ous Sclerosis Complex, a genetic disorder that 
causes non-cancerous tumours to form in multiple 
organs, including the brain, skin, and heart.  
Around 1 in 6000 newborns worldwide are affect-

ed by Tuberous Sclerosis. To screen children with 
IS, doctors will use electroencephalography (EEG), 
which records brain waves. Hypsarrhythmia, an 
irregular brain wave pattern, begins to appear in 
an EEG recording many weeks before the IS start 
and can be used to predict their onset.   

The lifetime cost of care of a cognitively impaired 
child in Ontario is around $2.3 million. Given this, 
EpLink aims to increase recognition and aware-
ness of IS and early treatment of West syndrome 
in an effort to prevent cognitive impairment and 
reduce healthcare costs. With this campaign, 
EpLink hopes to align these objectives with our 
mission to improve clinical care and quality of life 
for people living with epilepsy.

What Are Infantile Spasms (IS) and How Are They Diagnosed? 

Public Awareness Plan 
Using videos and info sheets, EpLink plans to help par-
ents and/or caregivers of children under 3 years of 
age recognize IS. EpLink also plans to encourage doc-
tors to refer children with IS or Tuberous Sclerosis (TS) 
to a District Epilepsy Centre and/or provide a telemed-
icine contact so that they can talk to a doctor and be 
prescribed the right treatment (i.e. vigabatrin).  This 
information will be disseminated through our 
researchers, Ontario epilepsy agencies, TS Canada, 
and the Ontario Brain Institute. 

Clinical Treatment of IS 
Doctors conduct regular EEGs in infants with 
tuberous sclerosis, and these EEGs are covered by 
OHIP. If an EEG shows hypsarrhythmia, then doc-
tors often prescribe vigabatrin as a first line of 
treatment to prevent the onset of IS. An ACTH 
corticosteroid injection is used as a second line of 
therapy if vigabatrin treatment is unsuccessful. If 
the child is drug-resistant, then brain surgery is 
another option to help control IS. The earlier a 
child is diagnosed, the greater the chances that 
the spasms can be effectively treated.
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EpLink Research Sites

Follow EpLink on Social Media

@EpLinkON

@EpLinkON

eplink.ca/videos

eplink.ca

Saturday, July 6, 2019 Haliburton Highlands
Secondary School

2.5K Walk/Run 5K or 10K Run

8th ANNUAL

Upcoming Event: Katie’s Run for Epilepsy 

All proceeds will
support EpLink

KATIESRUN.CA

Register today
or donate at:


