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Disruptive Sleep in Developmental and Epileptic

Encephalopathies: Interim Results of a Caregiver Survey

Overview

» What is the relationship between disruptive sleep patterns in individuals with developmental and epileptic encephalopathy (DEE) and the temporary loss in their ability to perform activities of daily
living and to communicate?

« What is the relationship between co-sleeping or seizure monitoring device use and the caregiver’s sleep?

« Regardless of the use of an SMD, caregivers reported waking and being
unable to get back to sleep at similar frequencies per week (Figure 4)

» Fewer caregivers who reported the occurrence of an SMD false alarm
experienced 0 nights of disrupted sleep per week than those who used
an SMD with no false alarm occurrences

» A greater proportion of caregivers who reported that the individual
with DEE did not co-sleep experienced 0 nights of disrupted sleep per
week than those who reported co-sleeping

Background

» Developmental and epileptic encephalopathies (DEES), characterized
by high seizure burden and developmental disability,! can cause sleep
problems? and behavioral difficulties,® which can in turn affect quality
of life (QoL) of patients, their caregivers, and their siblings*

» Caregiver definitions of “normal” and “disruptive” sleep have not been
extensively explored

Objective

To define normal and disruptive sleep patterns in individuals with DEE

(?) QUESTIONS

Q\ RESULTS

Approximately 70% of Individuals With DEE Experience
Disruptive Sleep At Least Once Per Week (N=489)

%ﬁ INVESTIGATION

* Aninternet-based anonymous survey was distributed
via patient advocacy websites, social media, and
patient community events
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« Some caregivers who reported a temporary loss of an ADL (2.8%-5.7%)
or communication (4.8%) due to sleep disruptions also reported that the
individual with DEE did not have disruptive sleep (Figure 2)
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