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Introduction
• Neurogenic bowel dysfunction affects 

over 80% of individuals with spina 
bifida

• Neurogenic bowel is characterized 
by bowel incontinence and 
constipation

• Health utility states have been 
increasingly used in healthcare 
systems to understand how 
burdensome a population perceives a 
disease is and to evaluate whether 
interventions improve quality of life 
years.  

• To elicit health utility scores for 
neurogenic bowel using an online 
community sample

Discussion

Results

Prior health utility values for spina bifida: 0.85, 0.72, 0.84
Neurogenic bowel dysfunction in this study  0.84, 16% reduction from perfect 
health.

Similar to moderately severe disease states: severe persistent asthma (0.83); moderate 
seizure disorder (0.84); mild mental retardation (0.84)
Review of health utility estimates of chronic health conditions in children among parents, 
patients and pediatricians 0.80

Methods

Scenario Years Given Up (median [IQR) Utility Score (median [IQR])

Child Constipation 5 [ 4, 10] 0.83 [ 0.67 , 0.92 ]

Child Fecal Incontinence 5 [ 3, 10]
0.87 [ 0.72 , 0.93 ]

Self-Fecal Incontinence 5 [ 3, 10]
0.88 [ 0.76 , 0.94 ]

Child Scenario Mean 0.84 [ 0.7 , 0.92 ]

Mean of All Scenarios 0.84 [ 0.7 , 0.92 ]

Causes Secondary Consequences
Decreased ano-rectal 
sensation

Decreased quality of life

Altered blood flow Decreased school 
attendance and educational 
attainment

Altered acid secretion Decreased rates of 
employment as an adult

Altered water and 
electrolyte transport

Increased depression and 
anxiety

Increased colonic transit 
time

Increased peer 
discrimination and bullying

Dysmotility Urine incontinence
Relaxation of anal sphincter Hydrocephalus shunt 

malfunction
Urinary tract infections
Skin breakdown/ 
hemorrhoids/anal fissures

Objective

• The median utility score was 0.84 [0.70-
0.92]

• Participants reported that they would give 
up a median of 5 years of their own life, to 
prevent NBD in themselves or their child 

Participant demographics
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