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Background
22q11 deletion syndrome is caused by chromosomal deletion 
and is associated with feeding and swallowing disorders. 
These difficulties arise from craniofacial anomalies, cardiac 
disease, respiratory, gastrointestinal and neurological 
difficulties (1, 2). Dysphagia prevalence in individuals with 
22q11 deletion syndrome is estimated to be around 30% (3). 
The experience of caregivers with this population is unknown 
and services within the Republic of Ireland to this population 
are thought to be lacking, as dysphagia remains an under 
recognized disability. 

Research aims To examine caregivers’ experiences of dysphagia in children with 22q11 deletion 

syndrome and to identify caregivers’ perceptions of service needs for this population in the Republic of Ireland.

Methods
A cross sectional descriptive web based 
survey was conducted. Non-probability 
purposive sampling was used. The survey 
was distributed by 22q11 Ireland support 
group to organization members. Data was 
collected online using surveymonkey
platform.

Findings 
Forty-three people responded to the survey.  All were parents of children with 22q11 residing in the Republic of Ireland.  
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Feeding and Swallowing Problems

• 82.50% reported difficulties feeding their children with 22q11 
deletion syndrome.

• The most frequently reported types of feeding and swallowing 
problems were nasal regurgitation and low weight gain.

• Most parents reported early onset feeding and swallowing 
problems. 68% discovered the problem during the first week of 
life and other 15% discovered the problem later on during the 
first year.

• 57% of participants reported that the feeding problem had 
resolved over time. 

• Nasal regurgitation and the inability to extract milk from the 
bottle were reported by parents as the most challenging feeding 
difficulties. 

• The prevalence of gastrointestinal problems among children 
surveyed was higher that what was reported in the literature. 
40% had a history of gastro-oesophageal reflux and 50% had 
constipation requiring medications.

Services in the Republic of Ireland:

Participants were asked about the access to needed services 
and the answers are shown in table 1.

Table 1. Access to the needed services

The needed services
Percentage of parents who 

were able to access the service
Percentage of parents who 
were dissatisfied with the 

services either because of the 
inaccessibility or late access

Speech and language therapy 94% 30%

Clinical nutrition and dietetics 71% 15%

Psychology 34% 25%

Occupational therapy 53% 40%

Physiotherapy 63% 20%

• 27% of participants sought services abroad for a variety of 
reasons (See figure 1). The most preferred destination for 
services were the United States of America and the United 
Kingdom.

Conclusions: 
Dysphagia in children with 22q11 deletion syndrome is under investigated. Types of feeding 
and swallowing problems vary widely. Most of the feeding and swallowing problems 
experienced by children with 22q11 deletion syndrome are early-onset problems but these 
resolve. According to findings, the two most needed services to treat dysphagia were 
speech and language therapy and clinical nutrition and dietetics. Most parents were able to 
access both services in Ireland, yet earlier access is needed as most problems occur early in 
childhood.
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Figure1. The reasons for seeking services abroad.
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