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

Common Data Elements: What are they, and why do we collect them?
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Our VISION: A world without epilepsy.

THE EPILEPSY RESEARCH PROGRAM 
OF THE ONTARIO BRAIN INSTITUTE

As researchers across EpLink begin recruitment 
for their longitudinal studies, it might be a 
useful time to revisit the concept of common 
data elements, or CDEs. 

In clinical research, CDEs are questionnaires or 
assessments used by investigators to collect 
data about participants in a standardized way. 
Using the same measurement tools allows 
researchers to compare results and share data 
across institutions, studies or disorders. Using 
CDEs ensures that the information collected is 
consistent and allows large pools of data to be 
analyzed together.

EpLink follows the recommendations of the 
National Institute of Neurological Disorders 
and Stroke (NINDS), which has identified a set 
of recommended CDEs for epilepsy. At right is a 
quick primer of some of the CDEs we are using 
in adults with epilepsy (in some cases, different 
versions are available for children or adoles-
cents). 

Over the next few years, the completion of 
these CDEs on hundreds of epilepsy patients 
will provide a large volume of standardized 
data that will allow us to compare these mea-
sures across regions, conditions, disorders and 
seizure types. If you have any questions about 
these measures or why we collect them, please 
get in touch with us!

The World Health Organization Quality of Life 
A questionnaire that rates overall quality of life 
and health

Sheehan Disability Scale
A brief, patient-rated measure of disability and 
impairment

Quick Inventory of Depressive Symptomatology 
A self-assessment of depression symptoms

Epilepsy Stigma Scale
A 10-item questionnaire that rates felt and enacted 
stigma

Generalized Anxiety Disorder 7-Item Scale (GAD-7)
A brief questionnaire that measures symptoms of anxiety

Pittsburgh Sleep Quality Index (PSQI)
Asks questions related to sleep habits

Brief Symptom Inventory (BSI)
A questionnaire that measures psychological symptoms

Demographics
Questions relevant to age, education, occupation, marital 
status, employment status, and income

Medical History (NINDS Medical History Form)
Questions concerning age of first seizure, diagnosis of 
epilepsy, past surgeries and medications
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1. Create a steering group
Composed of patients, carers and clinicians

2. Gather evidence uncertainties
Epilepsy community responds to a survey 
asking what questions they have for research

3. Summarize the gathered 
responses
Sort the responses and create summary 
questions

4. Evidence checking
Has the question already been answered through 
prior research?

5. Interim priority setting
A second survey is disseminated to vote 
on the most important 25-30 questions

6. Workshop
Patients, carers and clinicians agree on a Top 10 
list of priorities

7. Publish and promote top 10 list
Promoted to researchers and funders

Earlier this year, EpLink embarked on a priority 
setting partnership (PSP) for epilepsy in 
collaboration with the UK-based James Lind 
Alliance.  A priority setting partnership brings 
together patients, carers and clinicians to 
identify and prioritise the evidence 
uncertainties, or ‘unanswered questions’, that 
they agree are the most important for research 
in their topic area. 

Over the next 18 months, a steering group 
composed of 12 clinicians, carers and patients 
representing communities across the county 
will lead the development and analysis of a 
nationwide survey to identify unanswered 
questions related to epilepsy. These questions 
will be grouped, summarized and checked 
against existing evidence. From the thousands 
of submitted questions, a “Top 10” list will 
eventually be generated that truly reflects the 
priorities of people with epilepsy, their carers 
and their physicians.

  Patients, carers and clinicians will help 
  to shape the epilepsy research agenda  
 

A considerable number of unanswered 
questions exist related to the diagnosis and 
treatment of epilepsy. This PSP will be the first 
such initiative to address epilepsy in Canada, 
and we hope that the results of this PSP will 
re-shape the research agenda for epilepsy, 
giving a stronger voice to the patients, carers 
and clinicians who live and work with epilepsy 
every day.
 
What is the goal? 
The aim of this PSP is to identify and prioritize 
the unanswered questions about epilepsy from 

patient, carer and clinical perspectives. With a 
Steering Committee consisting of 12 clinicians, 
carers and patients representing communities 
across the county, this PSP will have a national 
scope and hopefully a national impact. The 
results of this survey will help to shape the 
research agenda not just at EpLink, but at 
funding agencies across Canada.
 
How can you help?
Follow EpLink on social media or sign up for our 
mailing list to be notified when the survey is 
released. Encourage friends, family members 
and health care providers in the epilepsy 
community to complete the survey.
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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

h

ttps://www.ncbi.nlm.nih.gov/pubmed/24698384
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Publ ic  Educat ion Campaigns
Update on Infantile Spasms 

Awareness Campaign

Information about Antidepressants and Epilepsy 

Are you a new parent?

Do you know about infantile spasms?

THE EPILEPSY RESEARCH PROGRAM 
OF THE ONTARIO BRAIN INSTITUTE www.eplink.ca

Infantile spasms (IS) are:

How do you recognize IS?

How are IS diagnosed and treated?

For more information, go to the IS page at tsalliance.org

•  quick, sudden limb movements
•  seizures that begin in the first year of life
•  commonly mistaken for startle reflexes or colic
•  serious

•  A combination of the following symptoms:

 •  Arm raising and/or arm extension

   •  Wide-eyed blinks

   •  Bending forward at the waist

   •  Jerking of the mid-section

 •  Developmental regression/arrest

 •  Dropping movements of the head  

    IMPORTANT: 

If left untreated, children with 
IS may have intellectual and 
developmental disabilities 
later in life

•  EEG - a non-invasive way to monitor brain activity
•  Anti-seizure drugs such as Vigabatrin or steroids

KNOW THE SIGNS!

Infantile spasms (IS) are a rare, but 
serious form of childhood epilepsy. 
Early treatment of IS is important 
since the seizures are often associated 
with the progressive impairment of 
the child’s cognition.

With the IS awareness campaign, 
EpLink aims to help educate new par-
ents and/or caregivers of how to 
recognize IS and how it can be treated. 
As part of this campaign, EpLink creat-
ed an infographic targeted to new par-
ents and/or caregivers. This info-
graphic (shown right) has been 
disseminated online. 

EpLink plans to send this to prenatal 
and postnatal classes to provide a 
brief summary of IS and what symp-
toms to look for during a child’s first 
year of life. Another way of dissemi-
nating this info will be through videos. 
EpLink will include links to videos 
showing IS on social media and the 
EpLink website. As another part of this 
campaign, EpLink hopes to educate 
pediatricians about IS.

 The goal of this campaign is to provide current 
information to psychiatrists and the general public 
about the safety of certain antidepressants, such 
as selective serotonin reuptake inhibitors (SSRIs), 
and how to prescribe them for people with epilep-
sy. EpLink has created a one-page summary and 
literature review on this topic. 
 
This info sheet has been sent to CAN-BIND (OBI’s 
depression research program) and the Mood 
Disorders Association of Ontario (MDAO) so that 
they can circulate it to their internal network, 
including psychiatrists. One of the key messages is 

that with the exception of amoxapine, bupropion, 
clomipramine, and maprotiline, antidepressants 
are safe for people with epilepsy when used at 
therapeutic doses.
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EpLink Research Sites

Follow EpLink on Social Media

@EpLinkON

@EpLinkON

eplink.ca/videos

eplink.ca

8th ANNUAL

Katie’s Run aims to raise $50,000 for epilepsy research 

On July 6th in beautiful Haliburton, 
Ontario, the 8th annual Katie’s Run 
was held. Organized by Geri Woud-
stra and Trudy Pogue, in partner-
ship with EpLink, the event had a 
great turnout of around 200 partic-
ipants for the 5K and 10K runs and 
2.5K family-friendly walk/run. The 
event also featured a silent and 
loud auction. All funds raised will 
support epilepsy research at 
EpLink.


