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Methods

Epilepsy is one of the most common neurological

disorders. 2.9 million people in the United States have

active epilepsy while millions of other people have a

history of having epilepsy or seizures at some point in

their lifetime. About 0.6% of children have active

epilepsy1,2. Childhood-onset epilepsy not only affects

the patients themselves but also the entire family3,4,5.

While a growing number of studies look at the

psychosocial effects of epilepsy on children with

epilepsy and their parents, there has been limited data

on the effects of childhood-onset epilepsy on healthy

siblings (or siblings without epilepsy). Existing data

suggests that childhood-onset epilepsy is associated

with poorer psychosocial outcomes in siblings and also

raises questions about whether parents are able to

accurately gauge the effects of epilepsy on their

children without epilepsy6, 7, 8. Little data exists on the

effect of childhood-onset epilepsy on sibling well-being,

particularly adolescent and young adult siblings. This

study seeks to contribute to that small pool of

information and, ultimately, to generate data which

can be used in some way to improve psychosocial

outcomes for that population.

 Conclusions 

It is hoped that this data (and reports

generated from it) can be used to

shed light on the effects of

childhood-onset epilepsy on sibling

well-being and that both parents

and healthcare providers would use

this information in a way that would

improve psychosocial outcomes for

this group.
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Eligibility

 Sibling of a person with childhood onset

epilepsy

 Age 15 – 30

 Parent / caregiver of…

 A person with childhood onset epilepsy and

 At least one other person without epilepsy

Location

 University of Chicago Comer Children’s

Hospital Pediatric Neurology, Pediatric Epilepsy,

and Ketogenic Diet Clinics

Objective

To conduct a quantitative study

to examine attitudes and beliefs

associated with wellbeing and

overall quality of life of

adolescent and young adult

siblings ages 15-30 of patients

with childhood onset epilepsy

and their parents / caregivers.

For Siblings

1. Are sociodemographic factors (including age,

gender, race, and ethnicity) related to poorer

perceptions of well-being among adolescent and

young adult siblings of patients with childhood-

onset epilepsy?

2. Are health-related factors (including general level

of health, frequency and severity of seizure,

witnessing seizures, and frequency or timing of

doctor’s appointments, emergency room visits,

and hospitalizations) related to poorer

perceptions of well-being among adolescent and

young adult siblings of patients with childhood-

onset epilepsy?

3. Are health-related factors (including general level

of health, frequency and severity of seizure,

witnessing seizures, and frequency or timing of

doctor’s appointments, emergency room visits,

and hospitalizations) related to poorer

perceptions of familial interconnectedness

among adolescent and young adult siblings of

patients with childhood-onset epilepsy?

For Parents / Caregivers

1. What are parent / caregiver perceptions about

well-being of siblings of patients with childhood-

onset epilepsy?

2. Are health-related factors (including general level

of health, frequency and severity of seizure,

witnessing seizures, and frequency or timing of

doctor’s appointments, emergency room visits,

and hospitalizations) related to poorer

perceptions of familial interconnectedness

among parents of patients with childhood-onset

epilepsy?

Develop Survey 
Instrument

Data Collection Data 
Analysis 


