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INTRODUCTION
 f Having a child with a severe epileptic encephalopathy (EE) places substantial demands 

on the entire family unit, including unaffected siblings1-3 
 – More attention focused on the child with an EE 
 – Unaffected siblings’ needs may be overlooked, leading to feelings of isolation and 

alienation4 
 f In survey studies, parents and caregivers:

 – Reported concern for siblings developing psychosocial problems5 
 – Ranked concerns for sibling well-being second among their top 3 concerns (74% of 

154 caregivers)6 

PURPOSE
 f The Sibling Voices Survey analyzes the siblings’ feelings and perceptions of growing up 

with a sibling affected by an EE

METHODS
Survey Development and Recruitment 

 f Four cohort-specific online surveys
 – Parents and siblings 9-12 years old (y/o), 13-17 y/o, and adult siblings ≥18 y/o 
 – Study protocol approved by Western Institutional Review Board (IRB; Puyallup, WA)

 f Recruited participants via patient advocacy websites, social media, and patient 
community events (with caregiver or respondent consent)

Survey Design and Analysis 
 f Questions designed to assess burden of responsibility 
 f Questions designed to assess ways in which siblings engage with each other 
 f Questions designed to assess transition of care 

 – Sibling transition from childhood to adulthood
 – Transitioning care of patient with an EE from parent to sibling

 f Free-form responses
 f Adult siblings answered currently and retrospectively
 f Parents answered questions from their perspective 
 f Quantitative analysis by visual analog scale scores

RESULTS
Sibling Voices Survey: Respondents and Demographics 

 f Sibling and parent respondents represented 107 and 115 patients with EEs, respectively 
(Table 1; Figure 1)

Table 1. Demographic Characteristics of Patients With an EE

Characteristic

Patients With an EE 
Corresponding to:

Sibling 
Respondents 

(n=120)

Parent 
Respondents 

(n=128)
n 107 115
Gender, n (%)
Male 44 (41) 53 (46)
Female 63 (59) 62 (54)

Age, years, mean (range) 16 (1-61)a 10 (1-50)a

aExcludes 2 deceased patients with an EE. 
DS, Dravet syndrome; EE, epileptic encephalopathy; LGS, Lennox-Gastaut syndrome.

 f Adult siblings’ greatest concerns for assuming responsibility are rank-ordered in 
Figure 4

 – 61% of adult siblings had discussed a plan for who would take care of the 
sibling after the parent could no longer be the caretaker

 – Of those, 52% of adult siblings reported that they planned to assume a 
caretaker role 

Figure 4. Parent-to-Sibling Care Transitioning: Greatest Concerns Reported 
by Adult Siblings
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CONCLUSIONS
 f Survey responses identified specific concerns about growing up with 

siblings with severe epilepsy
 – Need for increased awareness of the potential impact of severe EEs on 

the entire family unit, particularly siblings
 f Focusing resources in these areas could improve sibling well-being and 

functioning during childhood and in the transition of the unaffected sibling 
into adulthood/independent living

 f Future research should focus on:
 – Understanding the health economic impact on unaffected siblings
 – Identifying specific interventions to improve care and reduce the 

emotional burdens/stress on siblings
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Burden of Responsibility
 f ≥88% of 13-17 y/o siblings knew how to help during seizures but most were 

uncomfortable being alone with their affected sibling (69%)
 f 18% of 13-17 y/o and 29% of adult siblings felt that they had lost their childhood 

(Figure 2)
 f 41% of 13-17 y/o and 63% of adult siblings reported feeling overly responsible for their 

affected sibling compared to parental perception (34%) (Figure 2)
 – Of the 24% of 13-17 y/o siblings who experienced changes in these feelings over 

time, none reported improvement (Figure 2)
 f Free-form responses of adult siblings (Table 2)

Figure 2. Burden of Responsibility 
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If your feelings of responsibility for
your sibling have changed with
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Yes

*Parents were not asked this question. †Response rates of “yes”: 13-17 y/o: n=4; adult siblings: n=16; parents: n=45. y/o, years old.

Table 2. Adult Sibling Responses Reflect Burden of Responsibility 

“I started working a lot around 18-19 to help pay the bills because my mom 
was so stressed about everything and I didn’t want her to have to worry about 
money, too. In the long run I ended up being more like the second parent in the 
house since my dad hasn’t been around much.”

“As time went by I felt more responsible for his wellbeing. It is harder as an adult, 
taking more responsibility for his care. It occupies my daily life.”

It can be very hard not to resent your family situation, and I still do often.”

Differences in the Way Siblings Engage With Each Other (Figure 3)
Figure 3. Ways Siblings Engage
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*Questions were cohort-specific: not all cohorts were asked all questions. 
y/o, years old.

Transitions 
 f Transitioning out of the family home was moderately to very difficult in 39% of 

adult siblings (Table 3)

Table 3. Childhood-to-Adult Transitioning: Greatest Comforts of Living 
Independently Reported by Adult Siblings (Free-Form Responses)

“Moving out of the family home was the best thing that happened to me in 
coping with my brother’s Dravet Syndrome. Most of the issues I had with his 
epilepsy growing up were a result of how I had to behave at home and the 
interactions I had with my parents at home due to their high level of stress.”

“When I moved out, it was really hard for me to get used to normal life. Waking 
up in the morning and having ever day to do stuff for only me and not my 
family or sibling felt weird. Now, it feels great and I get overwhelmed when I visit 
home for long periods.”
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Diagnoses of Patients with an EE by Respondent Cohort.  
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