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Abstract

The purpose of this study was to examine the psychological and social experiences of families 

feeding their child with a gastrostomy tube (GT) in public and community settings. Ten caregivers were 

interviewed whose children with a GT ranged from 11 months to 16 years in age. Caregivers’ accounts of 

their experiences tended to revolve around three primary groups of people contributing to their 

community feeding experiences: (1) nuclear family; (2) extended family; and (3) community members. 

Each of these three domains had several sub themes. While there were some caregivers who described 

positive experiences in most of the themes across each domain, there were no caregivers who shared only 

positive or neutral experiences. Even those who described positive experiences of the primary family 

accepting the GT (theme: caregiver self-efficacy) still reported having negative social perceptions of GT 

feeding in the community (theme: social perceptions). This suggests that despite stating they are 

accepting of the GT families may still hold reservations surrounding GT feeding in the community. 

Critical themes that can be easily addressed and prevented for families new to GT feedings include 

avoiding themes of self-imposed isolation and normalizing extended family in the GT feeding process.

Introduction

Feeding difficulties occur in 26.9% of typically developing children, whereas the 

prevalence of feeding problems for children with developmental disabilities reported by parents

is 40% to 70% (Benjasuwantep, Chaithirayanon, & Eiamudomkan, 2013; Nicholls & Bryant- 

Waugh, 2009). Feeding difficulties include oral motor incoordination (dysphagia), oral 

aversions, and gastrointestinal disorders (short gut syndrome and reflux). Children with oral 

aversions or gastrointestinal dysfunction often struggle to consume enough water and nutrients 

throughout the day leading to inadequate intake, possible dehydration, and undernourishment 

(Andrew, Parr, & Sullivan, 2012). Undernourishment can result in a reduction in the child’s 

growth and overall health (Andrew et al., 2012). Furthermore, Waber et al. (2014) found adults 
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who experienced moderate to severe malnutrition in infancy had a higher incidence of impaired 

IQ in adulthood, despite having caught up in physical growth during childhood. Common 

symptoms of inadequate fluid intake and dehydration include dry mouth, infrequent urination, 

nausea, and dizziness. Consequently, severe dehydration can lead to an increased risk of 

seizures, urinary and kidney problems, irritability, drowsiness, and lethargy or reduced activity 

(Mayo Clinic, n.d.; The Royal Children’s Hospital Melbourne. n.d.).

Parents of children with developmental disabilities have reported numerous challenges 

associated with feeding their child orally including prolonged feeding times, food refusal, and 

increased caregiver stress during feeding times (Craig, 2013). Studies have reported that oral 

feeding times for a child with a disability, specifically cerebral palsy, can be 15 times longer than

their typically developing peers (Russell, Jewell, Poskey, & Russell, 2017). Some children may 

become fatigued while eating, extending the time required for feeding even more.

When a child cannot adequately consume enough nutrition orally to sustain their growth 

a gastrostomy tube (GT) is placed (Goldberg, Kaye, Yaworski, & Liacouras, 2005), which 

involves a surgical procedure to create an opening in the stomach through the abdomen to allow 

for administration of food through a tube (Crawley-Coha, 2004). Despite the complications 

inherent in any invasive procedure, the benefits that GT feedings can have for children with 

significant oral feeding difficulties outweigh the negative effects and risks (Wilson et al., 2010). 

GT are also beneficial for improving medicine intake and compliance as the child cannot reject 

medications as they can when these medications are provided orally. Many parents have reported

an improvement in their child’s overall health as well as a reduction in feeding times and 

caregiver stress following GT placement (Brotherton, Abbott, & Aggett, 2007; Wilson et al., 

2010, Andrew et al., 2012).
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Many parents resist having a GT placed for their child for varied reasons and concerns. 

The stress of making the decision can be difficult for parents. Generally, parents are already 

experiencing frustration and worry with their child not eating adequately enough to sustain their 

health. This can put a great deal of burden on the family who now must also consider having a 

GT placed for their child and often times parents have reported that they felt pressured to make 

this decision by the child’s medical team (Andrew et al., 2012). There is also the worry of the 

child undergoing a medical procedure to have the GT placed, thus creating a complicated 

framework of decision making for the parents.

Some parents will delay the decision to have a GT placed for 7 days to as long as 24 

months, often trying harder with oral feeds to avoid the intervention despite the intensive 

struggle for both the parent and child (Matuszczak et al., 2014). The explanations parents 

provide for postponing the GT placement for their child include avoiding acceptance of the 

necessity of the procedure (Martinez-Costa et al., 2011), their perception that feeding through a 

GT is unnatural (Matuszczak et al., 2014; Peterson, Kedia, Davis, Newman, & Temple, 2006; 

Sleigh, 2005) and guilt that feeding difficulties were somehow due to caregiver incompetence 

(Craig, 2013; Wilken, 2012). Despite these expressed concerns and hesitance regarding GT 

placement, Wilson et al. (2010) found that most parents were satisfied with their child’s 

nutritional status following GT placement. Some parents reported relief following GT placement 

because it alleviated the pressure of having to ensure the child consumes enough calories 

(Russell et al., 2017; Wilson et al., 2010). The acceptance of the GT can result in a more positive

experience surrounding tube feeding for the whole family.

A study done by Russell et al. (2017) found that many of the parents who expressed 

frustration post-GT placement described challenges with timing their child’s GT feeding in 
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conjunction with family mealtimes to provide the family with a sense of normalcy despite using 

the GT (Russell et al., 2017). The GT also made it difficult for parents to find childcare as they 

had to ensure the person was properly trained and felt comfortable feeding their child as even 

family members, such as grandparents, felt uncomfortable even being in the same room while the

child was fed (Brotherton et al., 2007). This can add to the family’s frustration and isolation 

when dealing with their child’s GT.

Limited studies have researched the family experience of feeding their child with a GT 

outside the home. While some research has briefly mentioned the family experience with tube 

feeding in community environments, the main focus was on the home setting (Brotherton et al., 

2007; Peterson et al., 2006). Many parents reported avoiding outings during possible mealtimes 

due to worries of drawing attention to their child’s disability and the amount of equipment 

needed when giving GT feeds after negative experiences when feeding their child outside of the 

home. Brotherton et al., (2007) describe a parent made to feed her daughter in the handicap 

bathroom stall after she asked the manager if she could feed her child while at the café. Another 

study reported that some mothers choose to use public restroom stalls to feed their children to 

avoid people staring (Peterson et al., 2006). Considering that some parents have reported 

negative experiences when feeding their child outside of the home, more research is needed to 

understand the psychological and social experiences of the family when feeding their child in 

community environments.

Despite the numerous benefits of the GT for both the child and family, there can still be a

substantial burden on the family when trying to take their child out of the house.

Therefore, the purpose of this study is to examine the psychological and social experiences of the

family when their child with a GT due to varied medical conditions is fed publicly. Furthermore, 
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many studies restrict their sample to caregivers of children with a specific medical condition 

(Andrew et al., 2012; Gisel, 2008; Martínez-Costa, 2011; Russell et al., 2017; Sleigh, 2005).

Thus, the current study also seeks to provide a range of perspectives from caregivers of children 

with various conditions.

Methods

Participants

Participants were eligible for the study if they were an English-speaking primary 

caregiver for a medically complex child who had a GT placed for a minimum of six months and 

could be interviewed in person in either Phoenix or Tucson, Arizona. Participants were recruited 

through a local clinic serving medically complex children and Arizona Facebook groups for 

parents of medically complex children. Caregivers included either biological parents or long- 

term foster parents. Interviews were conducted face to face in either a conference room or a 

coffee shop at the caregiver’s choice and were audiotaped. Semi-structured interviews were 

conducted to obtain information from the participant about their experiences feeding their child 

with a GT in the community. Ethical approval was granted from the Institutional Review Board 

at the University of Arizona, 1805595528. Informed consent was obtained from participants 

before interviews occurred.

Data Collection

Data were collected using a grounded theory approach adapted from Strauss and Corbin 

(1990). Qualitative interviews were semi-structured and open-ended to allow participants to 

freely express their perceptions. Guideline questions were set in advance to help facilitate the 

interview, follow-up questions were based on the individual participants’ responses. Two of the 

guideline questions were adapted from a parent questionnaire developed by Brotherton et al. 
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(2007); “Do you experience difficulties finding a place to feed your child outside the home?” and

“Does the g-tube restrict your ability to take your child out?.” The other questions were 

developed by the authors. Examples of other questions include: “What has been your experience 

feeding your child in the community?,” “When your child initially obtained the g-tube how did 

you feel about taking your child somewhere where you would have to feed them?,” “What was it

like initially versus now?.” Themes that emerged from reviewing previous interviews were asked

in subsequent interviews.

Interviews were audiotaped. The audio was then stored on the researchers’ computer until

transcription was complete. Once transcription of the audio was completed the audio was then 

deleted. Transcribed interviews removed any personal information referenced by the caregiver’s,

specifically names.

Data Analysis

Interviews were manually transcribed verbatim and analyzed. Data were analyzed using 

Rabiee’s (2004) approach to data analysis. The authors read over the transcription thoroughly 

several times before beginning the coding process. Coding was done soon after transcription of 

each interview and before subsequent interviews to eliminate any potential recall overlap across 

participant interviews. This was done to identify emerging themes from the completed interviews

and conducted until saturation occurred. During the coding process themes were placed into one 

of three domains: (1) nuclear family, (2) extended family, and (3) community.

Results

Ten caregivers were recruited to the study. Caregivers were generally interviewed alone 

with the exception of four of the caregivers who brought either their child(ren) or the other 

caregiver to the interview. All caregivers’ children still had their GT in place at the time of the 
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interviews except for one child who had had the GT removed earlier that year after having the 

GT for a total of six years. Table 1 describes the participants that were interviewed. All but two 

of the caregivers had more children other than the child or children with a GT. Caregivers’ 

accounts of their experiences tended to revolve around 3 main groups of people thus resulting in 

the 3 key domains from the interview data; (1) nuclear family; (2) extended family; and (3) 

community. Each of these domains contained their own themes. Appendix A gives additional 

descriptive information on the child with a GT and the directionality of the comments made by 

each domain. Appendix B shows the amount of responses of all participants in each domain and 

theme.

Table 1: Participants
Participants Total 

amount 
of 
children

Age of
child 
with 
GT

Sex of
child 
with 
GT

Diagnoses/conditions
of child with GT

Age of
GT
placement

Method of
feeding

Caregiver 1 4 11
months

Female Lissencephaly 2 months Bolus, 
feeding
pump

Caregiver 2 1 21
months

Male Autism, possible GI
issues, dysphagia

1 year Bolus, 
syringe
plunge

Caregiver 3 2 6 years Female Ehlers-Danlos 
syndrome, 
sensory/oral aversion,
congenital hypotonia

2 ½ years Bolus, 
gravity

Caregiver 4 10 8 years Female Short gut syndrome 4 years Bolus, 
feeding
pump

6 years Male Cerebral palsy, 
congenital 
diaphragmatic hernia

9 months Bolus, 
feeding
pump

Caregiver 5 1 4 years Male Phelan McDermid
Syndrome

14 months Bolus, 
feeding 
pump and
syringe

Caregiver 6 14 4 years Male Down syndrome 6 weeks Bolus 
feeding,
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syringe
4 years Male Down syndrome 6 weeks Bolus 

feeding,
syringe

2.5
years

Female “extreme prematurity-
born at 23 weeks”

uncertain Bolus 
feeding,
syringe

Caregiver 7 4 3 years Male Congenital heart
defect

2 years Overnight 
drip feed 
with pump,
day bolus 
feeds
gravity

Caregiver 8 3 16
years

Female Congenital 
myasthenia gravis,
dysphagia

5 months Bolus, 
gravity

Caregiver 9 2 13
years

Female Cerebral palsy Bolus, 
feeding
pump

Caregiver 10 2 10 Male Eosinophilic 3 years Bolus
years esophagitis, failure to Removed feeding,

thrive at 9 years gravity
with
syringe

Domain 1: Nuclear family

Nuclear family is defined here as a family unit consisting of child, any parent or direct 

caregiver whether biological or nonbiological and any biological or nonbiological siblings in the 

home. GT feeding can affect many aspects of the nuclear family daily life and activities. Several 

themes were found under domain 1; GT self-aware, effects on siblings, and caregiver self-

efficacy.

Theme: GT self-aware

Caregivers of school-aged children, defined here as 5 – 18 years old, who are g-tube fed 

discussed the self-consciousness that their children felt. Out of the 6 school aged children, 4 are 

female and 2 are males. The female children seemed to be more self-conscious about their g-tube
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whereas males appeared to be more comfortable with it. Of the 4 females, half had an invisible 

disability or condition for needing the GT and the other half had visible disabilities. An invisible 

disability or condition is one that is not readily apparent to others.

Only 1 of the females, school aged children had an intellectual disability. Caregivers of 

the 3 female, school-aged children without intellectual disability reported that their daughters 

exhibited negative experiences with self-awareness regarding their use of the GT.

In public one of the children would look around to make sure no one could see and would

tuck in the extension tubing to ensure that no one could tell she was eating through a feeding 

tube.

“Like you know when we’re out and she has her backpack on, she like kind of tucks it in 

[the extension tube from the feeding bag] and she has her backpack and she’s just kind of

looking around.”

Another child wouldn’t allow her teacher, mom, or sister to tell any of the students in the 

classroom about her feeding tube despite the fact that she would eat in the classroom during 

certain times.

“The kids in the classroom at her old school would ask what it was, she would not let the 

teacher tell them, she did not tell them. She hates her tube.”

Theme: Caregiver self-efficacy

Caregiver self-efficacy was brought up in all but 2 interviews. This theme consisted of 

family acceptance of the GT, apprehension surrounding the decision the have a GT placed for the

child, and caregiver nervousness or sense of inadequacy when dealing with the GT. Of the 10 

caregivers, 6 of them reported negative concerns regarding their self-efficacy. One parent stated 
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that it was difficult to decide for the child to have a GT placed because it felt like a failure to 

have this done.

“I felt like a tube was failure and I was nowhere near ready for a g-tube at that time.”

While some parents did struggle with the decision and the care afterwards of their child 

having a GT some parents were relieved to have the GT placed. Although, 6 out of 10 caregivers 

reported positive comments on the topic of self-efficacy there were 2 caregivers who reported 

only positive comments for self-efficacy. One of the caregivers who had only positive comments

in this theme stated that because the professionals seemed to have done all they could and laid 

out the information for the parent as to why the child needed the GT felt comfortable with the 

decision.

“I felt extremely comfortable because we had done everything we could. I didn’t feel 

coerced, I didn’t feel like this is, you know they gave us the evidence…they drew her labs,

the dietitian ran the numbers and they showed it to us.” 

Theme: Effects on siblings

Many of the children who were tube-fed had one or more siblings. Parents reported both 

positive and negative effects that their other children experienced as a result of their sibling 

having a GT. One caregiver talked about her tube-fed child’s older sister being afraid of the GT 

when the two sisters took a shower together.

“Oh my god she was so scared of it and was like plastered up against the wall of the
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shower. Like wanted nothing to do with it. Just petrified and I don’t, she still  doesn’t

want anything to do with it.”

Other reactions from siblings were positive, where one parent discussed how one of her 

older sons was defensive of his siblings with GT’s when someone out in public would ask 

questions about the GT.

“Especially my second one, he’s very intolerant of what he views as stupid. And so he’s 

like ‘people have tubes man’ and he would walk away.”

Domain 2: Extended family

Support from extended family appeared to be important to many caregivers interviewed.

Some  felt  isolated  from  their  families  and  others  felt  their  extended  families  were  very

supportive.  Although  some  families  discussed  the  support  they  received,  several  families

reported  on the lack of support  received from extended family  members.  The themes found

under domain 2 were; support from extended family and isolated.

Theme: Support from extended family

Half of the caregivers discussed the support they received from their extended families 

and seemed to really appreciate this support. This support from extended family appeared to be 

highly valued by the caregiver

“My husband’s parents actually will tube feed them, and they’re like it’s just you know 

whatever and he taught them how to do it and they asked. They were like hey you know 

can we do this for you, like if we're going to watch them, we want to make sure that 

they're fed… they were pretty proactive about it. And so, they helped tube feed them.”
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Another family discussed the difficulty in having an extended family that was not 

supportive towards them. 

“They would not touch the feeds. So anytime if we were to go out and drop the girls off, 

we would have to run back and do the tube feed.”

Theme: Isolated

Some extended families of the caregivers were not supportive of the GT for the child 

resulting in the caregivers feeling isolated from extended family. This appeared to be due to 

several reasons including: the child having an invisible condition or disability and family didn’t 

quite understand the need for the GT; nervousness of family members surrounding the GT 

perceived fragility; and family members not appearing to be empathetic for the caregivers’ 

situation. One caregiver explains how she, and her husband feel distanced from their extended 

families.

“But our extended family there is more trouble with so it’s sort of, we’re always ‘that 

family’ or we’re ‘those’ people at family gatherings…. So that has affected us a lot 

because we are both close with our families.”

The same parent goes on to state that the family members also find it to be intimidating

or “scary” to use the child’s GT. This makes it hard on the caregivers who have now lost that

support from their extended family to watch their child.

“And you know there was nobody there to watch him today when I came here because 

he’s going to need some water and that’s too scary [for the family members]. So, he 

comes everywhere with me.”

Domain 3: Community
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Despite the majority of the caregivers communicating their perception of people in the 

community as being negative in many instances, many of them still described instances of 

community support. Several themes were found under domain 3; social perceptions, unsolicited 

curiosity, feeding at school, and experiences in the community.

Theme: Social perceptions

Out of 10 families, 9 of them discussed their perceptions of experiences with people in 

the community. Many of the experiences were negative with people in the community not 

understanding the need for the GT. A caregiver describes her experiences with her son, who has 

an invisible disability.

“I think they’re curious. You know I think they’re wondering what’s wrong with him or is

he sick, is he you know, obviously he doesn’t look disabled from looking at him so why 

does he you know need this.”

Another caregiver explains how she feels other people are uncomfortable when her 

daughter is fed when in their presence, so she feels it is better to have her daughter eat in another 

room.

“…but I think it made other people more uncomfortable so like even for my mom, my 

brother and his friends like people who didn't understand, I would go in the other room 

only for the fact that I think that because it was different, they felt a little more 

uncomfortable… It was more for the other people to be quite honest.”

Theme: Unsolicited curiosity

The majority of caregivers felt that people in the community were curious but in a way 
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that gave unwanted attention to the child and family.

“…but if you’re curious about something you really don’t walk up to a small child and 

ask them what’s wrong with them.”

Caregivers of children who don’t appear to others as having a disability generally felt as 

if people in the community were curious as to if the child is sick or thought that there must be 

something wrong with the child.

“We often get asked well can’t you just not feed him, won’t he eventually eat.” 

Several caregivers reported positive experiences with people expressing curiosity within 

the community. One parent was so moved by a lady who came up to her because in the past, this 

parent stated, that she would often get “horrified” stares from people in the community, 

especially other mothers.

“I had one lady with nice questions at Lego Land…That was the only time that I ever got 

just honest, curious questions. Never anything else. And I just thanked her profusely.”

Theme: Feeding at school

Many of the children were of school age. According to the caregivers’ schools either did 

not want to feed the child with a feeding tube or caregivers did not feel comfortable with the 

schools feeding their child.

“So, she is starting at a new school this year and they absolutely don’t want to touch her 

tube feeds at all.”

However, this same parent reported that the school was fine with the child feeding herself

in the classroom. Another parent reported a positive experience.
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“Beginning of the school year the nurse would have me come in and talk to the 

paraprofessionals and just do a rundown of the procedure and I have a little typed up 

cheat sheet. So, they were comfortable with it.”

Theme: Feasibility of going out

The majority of caregivers reported negative experiences with taking their child and the 

feeding equipment to feed them out in the community. Out of 10 families, 7 of them reported 

negative experiences. While 5 out of 10 families reported positive experiences, only 2 of these 

families reported only positive experiences. One family stated how she liked that the packaged 

formula did not need to be refrigerated and therefore had an easier time taking the food and the 

feeding pump out with them.

“Because it’s portable…you can just put it in the backpack and she can take it and you 

don’t have to worry about refrigerating it and you don’t have to worry about any of that. 

It’s so lovely.”

Out of 10 families, 7 of them reported negative experiences. Many of the experiences 

reported were on the frustration around having to feed their child outside the home.

“We have to plan around tube feed times because I don’t like to feed in public. One 

because it’s super inconvenient.”

Another family stated that having to plan ahead for everything to do with the child’s 

feeding needs has been a learning curve for them.

“We haven’t let it restrict us, but it slows us down…we’ve had to learn to accommodate 

and we’ve had to learn to think ahead.” 

Discussion

This qualitative study aimed to examine the family experience when feeding their child 
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with a GT in community environments. The participant’s children were not limited to a specific 

diagnosis and therefore a range of diagnoses, including both visible and invisible conditions, 

were reported. The majority of caregivers reported both negative and positive experiences in 

each of the domains suggesting that the differences in the children’s conditions or disabilities had

little to no effect on the family experiences in each of the domains. While there were some 

caregivers who described positive experiences in most of the themes across each domain, there 

were no caregivers who shared only positive or neutral experiences. Even those who described 

positive experiences of the primary family accepting the GT (theme: caregiver acceptance) still 

reported having negative social perceptions of GT feeding in the community (theme: social 

perceptions). This suggests that despite stating they are accepting of the GT, families may still 

hold reservations surrounding GT feeding in the community.

The goal of this research was also to provide a voice to families about their experiences 

with tube feedings and provided data and recommendations for families and professionals on 

incorporating tube feeding into their daily lives and eliminating drastic accommodations, fears, 

and negative impacts on the family through education, supports and other interventions to ensure

families are better equipped when starting on the process and experience of living with a feeding 

tube.

Having the knowledge of the family experience and their experiences within the 

community is imperative for professionals in various fields to understand how to assist other 

families when making decisions for their children. Professionals can empower caregivers and 

families to educate people in the community on the importance of feeding tubes and why they 

are used. Providing families with the strength and knowledge of other caregivers’ experiences 

can help them to shape how the community views tube-feeding. Families may need additional 
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support when trying to educate their extended family on the importance of the child’s GT, 

especially when the child has an invisible condition or disability. Professionals could give 

information and resources to the family to help them inform their extended family members.

Further research could interview children with GT’s to gain an understanding of their 

perspective on the social and psychological aspects of using the GT in community environments.

Interviewing children can pose its own challenges as one may need to limit their study sample to 

children with mild or no intellectual disability. Given that of the 4 school-aged, female children 3

of them had negative GT self-awareness as reported by their caregivers, it could be beneficial to 

examine school-aged children to determine the differences in experiences between males and 

females. This information could be used by providers to assist families and the child in making 

decisions regarding the feeding tube and to limit the negative self-awareness surrounding the GT 

for that child.
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Appendix A

Additional descriptive information on the child with a GT placed

Participants 1 2 3 4* 5 6** 7 8 9 10

Has siblings           

Is school age? (5y-18y)      

Child Gender (Female/Male) F M F F M M F M M M F F M

Has a visible disability     

Has an invisible disability      

Has a cognitive disability      

*Participant had two children with GT placed and interviewed about both children’s experiences

** Participant had three children with GT placed and interviewed about all children’s experiences
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Appendix B

Graph showing amount of positive, negative, or neutral responses in each domain/theme

D1: GT Self-Aware

D1: Effects on Siblings

D1: Caregiver Self-Efficacy

D2: Extended Family Support

D2: Isolated

D3: Social Perceptions

D3:Unsolicited Curiosity 

D3: Feeding at School

D3: Feasability of Going Out

0 5 10 15 20 25 30 35 40 45

Amount of responses from all participants in each domain/
theme

Positive Negative Neutral

D1 = Domain 1: Nuclear Family
D2 = Domain 2: Extended Family
D3 = Domain 3: Community
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