CASE STUDY

Billy was born at 33 weeks’ gestation with a diagnosis of subglottic stenosis, tracheoesophageal fistula, and esophageal atresia that was repaired when he was 6 days old. A complicated medical history showed cricoid split, GERD, Nissen fundoplication, Mic-Key button, tracheostomy from birth to 4 years, 27 airway reconstruction surgeries, bronchoscopies, rib grafting and fusion, ear tubes, reactive airway disease, oral pharyngeal dysphagia, aspiration and pneumonia, poor weight gain, video swallow studies, endoscopies, x-rays, extensive scarring on trunk and neck, frequent hospitalizations, and hospital feeding team consults. Discharge from the hospital included nursing care provided in the home, especially during infancy.

Administration of Billy’s tube feeding, medications, and breathing treatments was overwhelming for his parents, and the support and care that was provided by his home nurses was crucial to Billy’s long-term health and progress—and to allowing his parents to just be parents. When night feedings became minimal and manageable for his parents, and Billy much was more stable, and in-home nursing care was discontinued.

Over the years, Billy’s parents were told that he would be dependent on tube feeding and supplements for life. Billy was initially referred to a new feeding clinic team evaluation at 7.5 years of age because of his parents’ desire to discontinue the tube feeding and have him consume nutrition orally, and Billy’s own desire to eat regular foods like other kids. Growth and development for Billy were stable, and intake leveled off at 50% from tube feeding, plus concentrated formula, modulars, and food additives that constituted more than 75% of his nutritional needs. 

Presenting problems were volume restriction, limited variety and balance, and long mealtimes. First evaluated by the pediatric gastroenterologist, SLP, dietitian, and parent liaison on the team, Billy was referred for numerous tests and respiratory and oral therapy to assist with ability and tolerance. The dietitian played a key role, engaging in frequent communication between the family and team, and regular revisions of intake. Achieving the goals to eliminate night feedings, establish daytime meals, increase oral intake, and improve balance and variety seemed nearly impossible. 

Patience, persistence, and flexibility of thought and lifestyle assisted with Billy’s plan.  Incremental reductions in night feedings and reliance on formula were replaced by foods and fluids during the day. Regular analysis of intake and growth, adjustment of needs, and recommendations for trials of foods and fluids to increase desire and interest in eating were made by the dietitian. Ultimately, Billy’s G-tube was removed 2 years after his initial visit to the clinic. No evidence of pneumonia or aspiration was present, nearly all supplements were eliminated with increased volumes of foods, and Billy showed improved participation in and enjoyment of meals; 100% oral intake continues to provide for growth and development of this now adolescent.

