
 

Prevalence of Aspiration Risk Factors and Respiratory 

Comorbidities Among Individuals with Rett Syndrome

•The top three causes of death for individuals with Rett 

syndrome (RTT) are lower respiratory tract infection 

(LRTI), aspiration, and respiratory failure1

•Individuals with RTT commonly experience comorbidities 

that increase risk for aspiration including dysphagia, 

esophageal reflux disease (GERD), vomiting, scoliosis, 

gastrostomy, and epilepsy2

•Aspiration can be silent, especially in individuals with 

dysphagia3

•To better understand the natural history of aspiration in 

RTT, we examined electronic health record (EHR) data 

from a RTT Center of Excellence

•To assess the prevalence of aspiration, risk factors for 

aspiration, and respiratory complications including LRTI 

and respiratory failure in individuals with RTT

Study Design

•Retrospective cross-sectional EHR data analysis

Data Source

•Data were licensed from Nashville Biosciences derived 

from the Vanderbilt University Medical Center (VUMC) 

EHR from 1990-2022

Population

•Individuals with ICD-10 diagnosis of RTT, a clinical note 

confirming RTT, and 3 ≥ encounters and ≥ 3 months of 

data were included in the study

Analysis

•Prevalence rates of aspiration, LRTI, hypoxemia, 

respiratory failure, dysphagia, vomiting, scoliosis, and 

presence of gastrostomy among individuals with RTT 

•The high prevalence of esophageal and swallowing 

disorders, seizures, and spinal deformities can place 

individuals with RTT at increased risk for aspiration and 

severe respiratory conditions.

•In this small sample, individuals with aspiration had greater 

prevalence of aspiration risk factors, LRTI, and hypoxemia-

respiratory failure.

•Further examination of the timing of onset of aspiration and 

subsequent LRTI and respiratory failure is warranted.
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Rett Syndrome 
(RTT)
RTT patients 
commonly 
experience 
comorbidities that 
lead to increased 
risk of aspiration

Methods

Structured EHR 
data from VUMC, 
an RTT Center of 
Excellence, were 
examined and two 
cohorts (aspiration, 
non-aspiration) 
were compared

Outcomes

Risk factors for 
aspiration, LRTI, 
and respiratory 
failure had a higher 
prevalence in the 
aspiration cohort 
compared to non-
aspirators

RTT Prevalence of Risk Factors

100% vs 69.2% Had Epilepsy

Aspiration vs non-aspiration cohorts

100% vs 37.2% Had Dysphagia

90.9% vs 34.6% Had GERD
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Table 2. Prevalence of Aspiration Risk Factors, 

and Respiratory Conditions in the RTT 

population

Total Population

N = 89

N(Mean) %(SD)

Respiratory Conditions

LRTI 24 27.0%

Hypoxemia and Respiratory Failure 19 21.3%

Aspiration 11 12.4%

Aspiration Risk Factors

Epilepsy 65 73.0%

Dysphagia 40 44.9%

GERD 37 41.6%

Scoliosis 36 40.4%

Vomiting 30 33.7%

Gastrostomy 27 30.3%

SD: Standard Deviation

Figure 1. Prevalence of Aspiration Risk 

Factors, LRTI, Hypoxemia, and Respiratory 

Failure in Individuals with Rett with and 

without Aspiration

•Among 89 eligible individuals with RTT, 92.1% were females

•The prevalence of risk factors for aspiration were epilepsy 

(73.0%), dysphagia (44.9%), GERD (41.6%), scoliosis (40.4%), 

vomiting (33.7%), and gastrostomy (30.3%)

•Prevalence of respiratory conditions were aspiration (12.4%), 

LRTI (27.0%), and respiratory failure-hypoxemia (21.3%)

•The average age of initial aspiration was 17.4 years (SD – 12.0)

•Of the individuals with aspiration, 100% had a history of 

epilepsy, dysphagia, LRTI, and hypoxemia or respiratory 

failure

•The prevalence of aspiration risk factors, LRTI, and 

hypoxemia-respiratory failure were significantly greater in 

the aspiration compared to the non-aspiration groups
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Table 1. Characteristics of the RTT population

Total Population

N = 89

N(Mean) %(SD)

Total Rett cohort 89 100%

Female 82 92.1%

Race

White 59 66.3%

Black 6 6.7%

Asian 1 1.1%

Unknown 23 25.8%
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