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ABSTRACT

Objective: to analyze maternal experiences in caring for achild with gastrostomyand
to reflect on the performance of the multiprofessional team regarding the identified
care demands. Method: descriptive, exploratory, qualitative study, conducted
between December 2015 and May 2016 with six mothers, through semi-structured
interview. The thematic analysis supported the interpretation of the data. Results:
maternal experiences regarding the needs of a child with gastrostomyindicate that
the fears change along the trajectory and that the ways of care are being built in
daily practice. Thus, inadequate care is developed at home due to lack of support
and knowledge, which may result in harm to the child’s health. Conclusion:
the care for children with gastrostomy should be continuous, collaborative and
shared between the multiprofessional team and family in the hospital and home
environment. Meeting the unique demands of this population prevents readmissions
and promotes better quality of life for children and families.

Keywords: Child Health; Adolescent Health; Gastrostomy; Family; Patient Care Team.

RESUMO

Objetivos: analisar as vivéncias maternas no cuidado a crianga gastrostomizada e
refletir sobre a atuagdo da equipe multiprofissional frente as demandas de cuidado
identificadas. Método: estudo descritivo, exploratério, de natureza qualitativa,
realizado entre os meses de dezembro de 2015 e maio de 2016 com seis mdes, por meio
de entrevista semiestruturada. A andlise temdtica subsidiou a interpretacdo dos dados.
Resultados: as vivéncias maternas diante das necessidades da crianga gastrostomizada
indicam que os receios mudam ao longo da trajetéria e que os modos de cuidar véo se
construindo na pratica cotidiana. Desse modo, cuidados inadequados sdo desenvolvidos
no domicilio por falta de apoio e conhecimento, podendo resultar em prejuizos para a
saude da crianga. Conclusdo: o cuidado a crianca gastrostomizada deve ser continuo,
colaborativo e compartilhado entre equipe multiprofissional e familia no ambiente
hospitalar e domiciliar. Atendendo as demandas singulares dessa populagdo, evitam-se
reinternagoes e promove-se melhor qualidade de vida a crianga e familia.
Palavras-chave: Saude da Crian¢a; Saude do Adolescente; Gastrostomia; Familia;
Equipe de Assisténcia ao Paciente.

RESUMEN

Objetivo: analizar las experiencias maternas en el cuidado del nifio ostomizado
y reflexionar sobre el desempero del equipo multiprofesional con respecto a las
demandas de atencion identificadas. Método: estudio descriptivo, exploratorio,
cualitativo, realizado entre diciembre de 2015 y mayo de 2016 con seis madres, por
medio de una entrevista semiestructurada. La interpretacion de datos se efectud
en base al andlisis temdtico. Resultados: las experiencias maternas con respecto
a las necesidades del nifo ostomizado indican que los temores cambian a lo largo
del tiempo y que las formas de cuidado se construyen en la practica diaria. Por lo
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tanto, cuando la atencién en el hogar es inadecuada por falta de
apoyo y conocimiento, la salud del nifio puede resultar perjudicada.
Conclusion: el cuidado de los nifios ostomizados debe ser continuo,
colaborativo y compartido entre el equipo multiprofesional y la familia,
tanto en el hospital y como en el hogar. Al satisfacer las demandas
especiales de esta poblacion se evitan los reingresos y se promueve una
mejor calidad de vida para los nifios y las familias.

Palabras clave: Salud del Nifio; Salud del Adolescente; Gastrostomia;
Grupo de Atencion al Paciente.

INTRODUCTION

The number of children with temporary and/or permanent
special health care needs (CSHCN) is growing worldwide
due to medical and technological advances in pediatrics and
neonatology. This population has diversified health care demands,
depending on the underlying disease, and part of it needs to
make prolonged use of medications and devices, temporary or
definitive, to maintain and ensure a better quality of life, which
requires team monitoring. multi and interdisciplinary in the
hospital and home environment.! Among the most commonly
used technological devices are gastrostomy tubes (GTT).

The GTT, which consists of a surgical procedure through
which a tube is inserted into the abdominal wall to the stomach,
is indicated for children unable to receive the adequate caloric
intake orally in the long term, even with intact gastrointestinal
tract.”* Study found that, among the main situations and
indications for performing GTT in Pediatrics, are neurological
health problems, which compromise swallowing and the ability
to eat orally, causing low weight, malnutrition and aspiration
pneumonia, requiring use nasoenteral and nasogastric tubes.?

These comorbidities in the pediatric population can
trigger worsening of the clinical condition, causing long periods
of hospitalization and/or intensive care unit hospitalization,
besides bringing inconvenience and concerns to caregivers.
The expectation with the placement of GTT is the reduction
of these adversities and, consequently, the reduction in the
number of hospitalizations* and the improvement of the child’s
quality of life, which now receives adequate nutritional support.

However, ostomy demands care and adaptations of the
family to the new condition of life, because upon discharge from
hospital, the latter will take care of achild with gastrostomy and
not always, in the first moment, the main caregiver will be able
to perform this task.*

Study reveals that, in addition to the lack of openness
of the professional to listen and dialogue with the family, the
actions developed by professionals are focused on aspects that
they believe the caregiver needs to be aware of. As a result,
families have not been adequately prepared and supported to
answer their questions and encourage positive coping.

DOI: 10.5935/1415-2762.20190098

Thus, the need to know the experiences of these families in
caring for a child with gastrostomyemerges, in order to reflect on
the role of the multidisciplinary team in face of the care demands
identified in the home and hospital routine, when appropriate.

In this context, the question was: how has the family been
developing care for the child? How can the multiprofessional
team empower and support the family in this care? Thus, this
study aimed to analyze maternal experiences in caring for achild
with gastrostomyand to reflect on the performance of the
multiprofessional team regarding the identified care demands.

METHOD

Exploratory-descriptive study of qualitative nature, with
the purpose of, from the experiences of mothers of children
with gastrostomy, reflect on the role of the multidisciplinary
team facing the demands inherentin the care of this population.

Data collection took place between December 2015 and
May 2016 at the pediatric clinic of a reference university hospital
for chronic juvenile disease in Paraiba. Inclusion criteria were
being of age and primary caregiver of a child aged between one
month and 12 years old, with gastrostomy and hospitalized in
the pediatric clinic during the data collection period. And as an
exclusion criterion: being a caregiver of a child with GTT who
was not discharged after the procedure. All people who met
the selection criteria and were invited by the researcher agreed
to participate in the study.

The technique used with family members was the semi-
structured interview. Firstly, a structured characterization
script was completed containing data on the child (age, gender,
GTT time, schooling, weight, height), caregiver (age, marital
status, religion, profession, income) and living conditions (type
and status of housing, area of residence, number of rooms,
water used). Then, the interview was conducted guided by the
following questions: “tell me about the care you give to achild
with gastrostomy; what questions do you have regarding the
care of your child with gastrostomy?” The interviews lasted an
average of 15 minutes, were recorded with the consent of the
participants and transcribed in full.

The empirical material was subjected to thematic analysis®,
following three steps: pre-analysis, in which the interviews were
exhaustively read to obtain an overview of the collected data;
codification of the excerpts in units of records with subsequent
grouping for the elaboration of themes and nuclei of meaning;
and final analysis with interpretation of results, using the
grouped data from the structured script (presented in the
characterization of families) to discuss the findings with the
support of relevant literature.

The study followed all the recommendations provided for
in Resolution N° 466/127 of the Conselho Nacional de Satide and

REME . Rev Min Enferm. 2019;23:e-1250



Maternal experiences in caring for children with gastrostomy: subsidies for the health team performance

was approved under Opinion Report N°© 2.143.546 of June 28,
2017 and CAAE 49375115.5.0000.5183. All participants signed
the Informed Consent Form and, to ensure their anonymity,
were identified by the letter “E” accompanied by a numeral
corresponding to the chronological order of the interview.

RESULTS

Six main caregivers of children with gastrostomy participated,
all of them mothers, aged between 18 and 36 years. Of these,
three were single (E2, E3, E4); two married (ES5, E6); and one
divorced (E1). The average monthly income of most families was
one minimum wage, and only two of the parents were formally
employed (telemarketing — E2; saleswoman — E4); three declared
themselves housewives (E3, E5, E6); and one, unemployed (ET).

Regarding children, there was parity in relation to females
and males, age ranged from three months to nine years, while
time with the GTT tube ranged from one to 10 months. The
main health problems for GTT insertion were neurological
(cerebral palsy, microcephaly, neurological complications due
to meningitis and intracranial hemorrhage) and, in one case,
structural basis of the gastrointestinal system (esophageal atresia).

According to the mothers’ report, only half of the
families received home visits from family health unit (FHU)
professionals, and one resident in the rural area was visited by
the entire team, one was visited only by the community health
worker (CHW) and the other by the doctor and CHW.

The results of the interviews, after analysis, were grouped
into the thematic categories presented below.

The joy at the hospital discharge of the child after the
insertion of the GTT tube became anxieties, worries and
despair, as the mother began to experience difficulties at home
in relation to the care previously performed by professionals in
the hospital environment:

When | went home, | put her to bed, | said, "Ready,
now what? How is it going to be?”. Other than the days |
despaired, | cried. Then, | researched and when | went to
see, she began to get used to me and my way of being and
| with hers (E2).

There were gaps in the guidelines regarding GTT care in

various areas during hospitalization, which caused insecurity
in some mothers regarding the care of their children at home:
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I'had no opportunity to perform gastrostomy cleaning.
Just witnessed the change, the cleaning of the tube | follow.
[...] I was not instructed after the gastrostomy (ET).

When she [child] came home, | didn't know what to
do, despite all the teachings | had here [at the hospital].
I was still suffering a lot [pause], so | needed to raise my
head and (pause) | searched a lot on the internet, [...] how
to take care of the gastro (E2).

As a result, the caregivers had many difficulties and doubts
regarding the management of possible complications with GTT:

| came home and had difficulty [...] When | bathed
him, | was afraid to rub my hand because | thought |
was going to leave [...] | keep thinking like this: “when she
[referring to the GTT tube ] going out, how am | going to
do?"Because if she goes out she'll be just the little hole...
What if she’s eating?! (E4).

| already thought about the tube leaving home, if it
would have any technique to put on without having to go
to the hospital, to help ... Because, well, the second time it
left, it didn’t burst. | was already imagining this, but every
time | left, | would take him to the hospital, [...] because if
I put in and not stay in the right place |[...] (E6).

The possibility of leaving the abdomen tube is one of the
main concerns of caregivers, as it triggers insecurity regarding
the correct attitude regarding this situation. However, one of
the mothers, who is from the health area and has technical
knowledge, even nervous about leaving the tube, was able to
intervene in the unexpected situation and developed new
knowledge about GTT care:

I'm a Nursing technician, but | had difficulty at home
when the tube came out. The first time | was nervous, it
was early in the morning, | was leaving, | put in quickly,
| sucked the rest of the water | had and normal [filled
the balloon], everything worked out. There was a time
when the nurse filled the balloon with serum, and the
doctor said she couldn't [...] because the serum pierces
the tube. So, what happened?! The balloon punctured; it
was straight out, straight out. When | looked right there
was a little hole and the other day | went to the hospital.
The doctor changed and that's when she said she couldn't
fill with serum (ES).

Some complications or complications related to GTT
appeared in children, distressing the caregiver:
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For one thing, the gastro helped him gain weight, but
I think it's bothering him, because when he eats there are
times when he wakes up crying. The surgeon came to look
... and said that when he was discharged, he would come
back with 15 days to have surgery because he created a
hernia over the gastro. [...] There was diarrhea after the
gastro, which goes and then comes back again (E4).

Mothers emphasized home experience about technical
care and assessment of the GTT peristomal region in children:

Clean with gauze and saline. First, | put on a glove,
pick up the gauze and serum, soak the gauze, or put the
serum on it, and feel the gauze to remove any excess dirt
or secretion without rubbing, and dry with the gauze. If
necessary, | put the ointment, if not just put the gauze
not to get dirt (ES).

On the outside, normal cleaning as | was explained
[...] whenever it's dirty to clean. Because | clean it when
| bathe it, but occasionally, it gets a little yellowish
discharge, which really releases in the tube over the hours,
then | clean it with gauze and water (E6).

After the insertion of the GTT, most mothers did not
receive practical preparation in a hospital environment to clean
the peristomal region:

I did not perform at the hospital. [...] the cleanliness
of the place, | only witnessed. They wash with a serum,
put a little powder, which | do not know the name, gauze
and adhesive (E1).

I do not clean much not [in the hospital], because the
girl cleans. When she comes, | help by pouring water for
her to clean (E3).

Some mothers developed autonomy for care that gave
them the ability to assess the situation and make decisions
based on observations in daily practice:

[...] when they do [the gastrostomy] it is well scarred,
then after a while is ... it's because ... it's the stuff that
muffles [...] | think the bandage muffles it, because
afterwards | started to take off the bandage, | was just
treating there, passing that barrier cream, that's when it
was getting better (E2).
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In daily life, when feeding the child through the GTT,
the mothers developed adaptations and variations in the
technique according to their experiences:

| feed through a 20 ml syringe, which | attach to the
tube and put the milk without the plunger and wear
gloves. Before finishing the diet, | wash with a measure of
water of 20 mL and then | remove the syringe, the glove
and throw in the trash (E1).

I put [the feed] in a 20 mL syringe and | keep put it in,
I don't force it, | let it go down normal, because | think that
force hurts. The stomach is a very delicate thing, if you
put pressure on it will of course hurt. And after the diet
ends, | put 10 mL of water to wash, because if you do not
wash ..., there was a time that | did not wash, and when
I went to give the milk was clogged, because the milk is a
little greasy. If you do not wash it will clog the gastro (E2).

At home, | take the plunger out of the 20 mL syringe,
fit the tip of the syringe into the tube and the milk |
put in the bottle | put it in the syringe and it goes down
spontaneously, sometimes | push it just to push the milk to
go down, sometimes goes down and does not have to (E6).

The mothers expressed doubts about the cleaning
and changing of the tube and about the type of food to be
administered over time:

My biggest question is how to clean the tube and
possibly change it or if it leaves or enters. [...]. Regarding
the issue of food, | have the doubt if it will be left in this
formula. According to the nutritionist she would stay for
six months until she gained weight, because she became
very thin (E1).

When mothers receive satisfactory support from the
health team, they can provide safe care at home. In general, the
guidance received during hospitalization and the observation
of how the team handled the GTT were experiences that
empowered them to care for their child, including correcting
inappropriate practices:

One time | administered the milk at 21h, when it was
midnight, | went to give the milk and did not go down. The
tube had clogged. | had to come here [hospital] to clear at
dawn [...]. I had the nurses’ teachings on how to handle,
the cleanliness, everything. They explained to me how to
handle the tube, washing it with water always before and
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after feeding so that there is no residue on the tube wall
and obstruction (E6).

Therole of the multiprofessional teamin the reintroduction
of oral foods was emphasized by one of the mothers, who
had initial resistance to the procedure and was hopeful in the
successful return of oral feeding:

| didn't want them not [to do the gastrostomy],
because she chewed, swallowed all the blended food ...
she ... swallowed. She got the flu, with a lot of phlegm,
so they said she couldn't swallow [...]. Now, three times a
week she swallows and chews during speech therapy (E2).

In general, children with GTT use various medications that
must be administered via the tube. However, the caregivers did
not receive the guidelines to perform this procedure and had
doubts about the correct way to perform it:

It makes use of gardenal and clonazepan. Liquid,
droplets. Administer by gastrostomy. | think if it was
a pill I would have to dilute. [...] | was not instructed
after the gastrostomy on how care should be taken in
administration (E1).

It makes use of rivotril, luftal, dipyrone. | put the
amount of the drops, with 1 mL of water, make the
medicine, then | wash with a little water to enter the
amount of the drop. No one taught me how to administer
the medicine. | do as you say in the recipe. | press the
plunger gently to lower it (E4).

He makes use of vitamins and iron through the
syringe tube. In the case of iron, | administered it an hour
before feeding it, | took those measuring cups, put the six
drops of the neutrofer with 5 mL of water. Then | aspirated
with the syringe and put it in the tube and then put water
to clean. Already the vitamin | put along with the milk.
They didn't explain how | did it, | saw them doing it. Thus,
when they came with the syringe, they observed [that
they learned to administer the drugs by GTT] (E6).

Due to lack of guidance, there are inadequate practices
in the management of the GTT tube, as some mothers
administered medication along with their diet. This behavior
can provoke interaction and decrease the absorption of the
drug and its effectiveness:
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She takes vitamin C, ferrous sulfate and depakote.
Every morning | give sulfate and vitamin C, along with milk
through the tube. [...] The depakote | put in a 3 mL syringe,
fill three and put, then | wash with 5 mL of water, must wash
the tube every time, either with milk or with water (E5).

The caregiver, when guided by the team, feels safe at home
and develops strategies regarding drug administration:

The girls here at the hospital taught how to prepare
and administer [...]. | always use my cell phone to
remember the [medication] schedules, because otherwise
I forget. They have in my fridge the schedules and have in
my cell phone to keep waking up (E2).

There is significant expenditure on inputs for maintaining
GTT care and the proper diet for the child. Although some
families have financial difficulties in providing this material in
enough quantity, they do not always have access to inputs in
public health services:

When | leave here [hospital] | ask and the girls
[Nursing] give me some gloves ... When it ends at home,
| buy at the pharmacy. We put in court to see if she
[daughter] can receive the medicines, can receive these
things: gauze, syringe ... But for now, nothing (E2).

Syringe, tube, so far no one helped. Like I told you, |
even buy the syringe from the pharmacy. Usually, | only
pick up gas at the public clinic if | have it there. They give
me a part, like the tube and the syringe, which is what |
spend the most (E4).

When | came back [Secretaria de Saude] with the
medical reports, they said they could do nothing to get
the syringes for his food, | had to go to court. [...] When
they gave me the negative, | had to look for a point to get
the syringes for his food. [...]. This all takes time. At first, |
got a box [of syringe], urgently, and the others, my mother
who is a health agent, goes to the clinic, picks up some, my
husband also buys [...]. The only syringe | reuse is water,
which the doctor said could spend the day, but milk with
each administration is a clean syringe (E6).

DISCUSSION

Given the numerous demands on health and obstacles
experienced by mothers of children with GTT to provide care
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at home, it is necessary to reflect on the performance of the
multiprofessional team.

Upon discharge from the hospital, families take care of
achild with gastrostomyand, at this moment, they will not
always be able to appropriate this responsibility. At home,
mothers performed this care without professional support,
including in the initial phase of adaptation after device
insertion and hospital discharge. For this reason, in certain
situations, inadequacies may arise since this family nucleus is
not technically and emotionally prepared nor has received
support from the HFU (Health Family Unit) for self-care.

The multiprofessional teams of USF and the Family
Health Support Center (FHSC), being inserted in the home
context, have the possibility to know the family dynamics,
the psychological, housing, socioeconomic and access to the
healthcare network (HCN) that may have repercussions on
the care process developed by family members. Thus, they
could accompany and guide the caregiver in the therapeutic
process to face this new phase experienced with the child,
who now depends on this technological device to receive
medicines, be nourished and hydrated.

In this process, the use of clear and efficient communication
from the health team to guide family members in the practice
of caring for these children and their involvement in the
planning of this assistance brings safety and enables them with
the necessary skills to perform the procedures.®

Although sometimes HFU and HCN are unable to
provide the family with material resources to meet the needs
of children, they have the potential to facilitate access to
appropriate and timely care.

A study conducted in Minas Gerais also showed a gap
in this level of care in CSHCN care, due to the non-resolving
care of the demands presented by the family and the difficulty
of access.® This reality corroborates the findings of this study,
indicating the inefficiency of primary care in effecting care. care
management and supported self-care.

After the transition from hospital to home, family
members build experiences, new knowledge in another reality,
prevailing some doubts and fears about their ability to deal
with the situation.’

The most frequent doubts and difficulties regarding GTT
found in this study refer to cleanliness, period of change of the
tube, how to act when it is externalized, type of diet and who to
resort to in case of complications during the handling of the device.

It is recognized that the fear when faced with the device
is due to lack of skill, lack of knowledge of its operation,
unfavorable reality for the development of necessary care
and to act against complications with the GTT. This fact
may be linked to the predominance of focus by professionals
involved in care in a hospital environment, in the technicality
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of their activities, forgetting that they are training lay people
to provide complex health care in their homes to CSHCN.”
In this From this perspective, it is necessary to insert, during
the hospitalization period of children with gastrostomy, health
education and family training for care in the health care routine
of health professionals since their admission.

It is necessary to establish this dialogue between health
professional and family, using participatory methodologies that
favor a critical-reflexive process of both, because together they
will have to build knowledge, adapting it to the unique context
of each situation.”

One aspect that may interfere with the health education
process refers to the psychological condition. One of the
caregivers reported that, despite the teachings of the team,
she felt distressed by the difficulties experienced at home
in the face of care. It is noticed that the psychological
unpreparedness of the mother had a negative influence on
her empowerment.

It is understood that the time for dialogue with the
caregiver in carrying out such guidelines should be appropriate
and, depending on the psychological and emotional conditions,
there may be a need for prior work on these conditions that will
influence the ability to understand information and openness
to dialogue with the team.

In health education, caregivers' openness to this critical-
reflexive process is necessary," and this condition will only
be met if they are well and psychologically and emotionally
balanced to gain confidence in their potential to perform care.

In the search for this trust and autonomy, the
multiprofessional team can use, during training and guidance
on GTT care, multiple methodologies, including active ones. In
this way, it strengthens the set of knowledge, practices and skills
needed by caregivers, in order to ensure better quality of life for
these children and reduce their dependence on health services.

It was found that, during the period they remained in the
hospital, the mothers did not perform the peristomal hygiene
technique under the supervision of health professionals, an
indispensable action in preparing them for hospital discharge,
because in this process, in addition to training Technically,
professionals can identify fears and insecurities that may
interfere with home care.

Families of children with gastrostomy have increasingly
assumed responsibility for care, needing to overcome the
weaknesses identified here. Nevertheless, it is necessary
for professionals to involve caregivers in care, establishing a
dialogical relationship that prepares them for hospital discharge
after the insertion of GTT.*®

It is noteworthy that this is not a transfer of daily care
performed in the hospital environment to the companion,
with delegation of duties, making him or her a “team member”,
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but rather being together in this process to equip him/her with
the necessary skills home care.

The preparation for hospital discharge initiated with the
family upon admission is consolidated at the final moment of
hospitalization. And this work should be continued in the post-
hospital period, through the follow-up of the other services
of the HCN and home visits.” Therefore, the need for the
hospital team to refer this family with the necessary guidelines
emerges, enabling the FHU team. assume the responsibility of
supporting this family for continuing care at home.

Regarding GTT care, the maintenance of dry and clean skin
in the peristomal region was the most cited by the interviewees
of this study, an action that, together with the maintenance of
intact skin, is considered a gold standard in device care.

However, other precautions also considered relevant
were not reported, such as fixation of the tube to the skin to
avoid accidental traction and displacement,**'¢ gently rotate
the tube clockwise and counterclockwise to avoid adherence
to the skin and facilitate cleaning. and the evaluation of
the underlying skin, except for sutured catheters that had
radiological insertion,' daily assess the peristomal skin,
looking for signs of irritation or infection,*™*'® monitor how
much of the catheter is externalized;”® and perform device
inspection to identify leaks*'

At discharge, the technology-dependent child sometimes
receives a prescription for a significant number of medications
to continue therapy at home. Due to various factors, caregivers
mismanage them, causing interactions that can result in
treatment problems, with possible return to hospital.”

All children in this study used two or three GTT
medications, such as anticonvulsants, antipyretics, vitamins,
and iron. Such administration requires prior specific guidance
to avoid dosing and timing errors, as well as food interaction
and drug dilution. It was found that some caregivers expressed
doubts and difficulties to explain how they performed the
administration of drugs at home. There is evidence of lack of
pharmacotherapy and unpreparedness for the safe and correct
administration of medicines, which the health team is required
to prepare family members to perform the procedure.

Also in relation to the use of enteral drugs, the use of liquid
formulationsis recommended, due to the great ease of diffusion
and to avoid obstruction of the tube; and administration with
a minimum interval of 30 minutes of the diet, to avoid drug
versus nutrient interaction,” care not emphasized by mothers.

Itis desirable that the preparation and follow-up of mothers
for drug administration should be performed both in the
hospital and at home. Therefore, the HCN needs to be organized
and structured to ensure support to CSHCN families.”®

Regarding food, it is understood that the caregivers
performed the administration relatively correctly, but none of
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them explained about important aspects in performing the
procedure to prevent complications. These include checking
gastric residue before diet," not administering diet if abdominal
distension, nausea and vomiting are observed; slowly administer
the diet to prevent diarrhea, flatulence and abdominal pain;
raise the headboard between 30 ° and 45 ° when administering
the diet and so remain for about 30 minutes to an hour to

%16 when there is no

avoid aspiration and regurgitation,
contraindication; and proper cleaning of the reused materials
(equipment, syringe and diet bottle) with warm water and then
placing them in a 5 liter water solution to 50 mL of 1% sodium
hypochlorite for disinfection, which may be used for 24h."®
Other important factors that were not mentioned refer to oral
hygiene three times a day, 14,16 checking the volume of fluid
in the tube cuff every seven or 10 days and its readjustment;
adequate volume of water to wash the tube*

These results reveal that the transition of these children
from hospital to home requires action planning prepared by the
multidisciplinary health team, with the participation of family
members from the moment of insertion of the device until the
child’s discharge, to ensure continued quality assistance!Thus,
preparing for hospital discharge with active family participation,
identifying priorities in planning, is a prerequisite for successful
return-to-home adaptation.

It is necessary for the health professional to look at the
mother and recognize her as a person who will have a great
responsibility to take care of her child, without necessarily
having a training for this care, as well as the context in which
she is inserted and the difficulties experienced.

It is acknowledged that by assuming the responsibility of
assisting a CSHCN with GTT, both at home and in the hospital
environment, significant changes occur in the family from the
physical, emotional and psychosocial point of view, increasing
the responsibility of health professionals in the field. support for
these families. Nevertheless, an international study identified
a reduction in professional support after discharge, which
impacted on caregivers' learning, a process that should be
based on family experiences in care management, to overcome
the daily adversities that change over time.”

Regarding difficulties/complications, the most cited by
mothers were inflammation or infection at the site of insertion
of the device, obstruction of the tube, episodes of diarrhea and
hernia in the peristomal region, culminating in the early return
to the hospital environment.

Depending on the severity, complications can be classified
as major or minor. The smallest are those directly connected
to the tube insertion region and peristomal region (granuloma
formation in the peristomal region, infection at the tube
insertion site, tube displacement and gastric obstruction); the
major ones, in turn, are aspiration pneumonia, bleeding in the
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digestive tract, internal organic lesion, necrotizing fasciitis and
ischemic necrosis of the gastric wall with migration of the tube
towards the abdomen.?

In this regard, a study identified low occurrence of
complicationsin GTT, the most common and in decreasing order
of appearance being gastric contents leakage, inflammation,
obstruction, granuloma, tube exit and secretion and infection.?

Regarding complications up to six months after the GTT,
the most frequently identified were gastric leakage and local
inflammation.? This finding may be justified by the fact that,
over time, there may be enlargement of the stoma, which
favors the extravasation of gastric contents, whose contact
with the skin causes peristomal inflammation.

With proper training, there is a possibility that the
child will gradually feed back orally if she has the caloric and
breathing needs restored, as GTT is a reversible condition. In
this work of oral food reintroduction, the importance of the
speech-language pathologist in the multiprofessional team is
highlighted, as the professional can evaluate and diagnose the
swallowing disorders, as well as define the most appropriate,
safe and efficient conducts and techniques.

The mothers revealed that, in relation to the inputs, they
did not have enough material to perform care for their child at
home, so that they often need to buy, which suggests lack of
support from the HCN, as well as prejudice to family budget.
In this context, there may be double financial burdens for the
family, since most of the time, besides the mother abandoning
her paid activity to care for her child, she needs to pay the
purchase of inputs to meet the demands of the family. CSHCN.#

According to Law No. 13.257/2016 of the Civil House, in its
article 21, item 2: “itisincumbent upon the public power to provide,
free of charge, to those in need, medicines, orthoses, prosthesesand
other assistive technologies related to the treatment, habilitation
or rehabilitation for children and adolescents, according to the
lines of care that address their specific needs”?'

Despite the legal allowance, many families are unaware of
the rights of CSHCN, and the provision of necessary inputs to
a child with GTT by HCN is often inconsistent and irregular.

In this study, it was found that the children and their family did
not receive due attention from the municipality’s HCN, through
the Health Departments and FHU. Thus, in the search for their
rights, some resorted to judicialization, because family income
does not cover the acquisition of inputs for the maintenance of
care to be performed at home. This need may be met by the
social worker during hospitalization, because the lack of adequate
material to perform the care leaves this child vulnerable and
brings greater risks, which may lead to readmissions, caused by
the lack of basic conditions to maintain their health.

This strenuous scenario of struggles experienced by
CSHCNfamilies exposes them to individual, social and
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programmatic vulnerabilities, as recognized by a previous
study?, causing damage to the health of these children.

In this sense, the need for the involvement of the
multiprofessional team in the preparation for hospital discharge
is emphasized, which besides the nurse and the doctor,
is composed by the clinical pharmacist, speech therapist,
nutritionist and social worker, with a view to the construction
of a discharge plan. care that guarantees the continuity of care.
Thus, it enables the empowerment of the family to manage the
situation at home, resulting in better quality of life for those
directly involved in the process of caring for children with GTT.

CONCLUSION

The relevance of the longitudinal and continuous follow-
up of CSHCN with GTT is understood from the perspective of
a multi- and interprofessional look, which should be initiated
when identifying the need for insertion of the device and
lasting even after discharge, following the child’s follow-up time.

There were gaps in the care and self-care supported offered
by the multiprofessional team to children with gastrostomy,
weakening the health care and empowerment of mothers
to take care safely and effectively at home. This reality has
contributed to the emergence of unnecessary and preventable
readmissions, generating fear and insecurity in family members
when taking care of children with gastrostomy.

In this sense, it is recognized the fundamental role of nurses
in supporting these families, so that they empower themselves
with the knowledge necessary for decision-making at home in
relation to experienced situations related to GTT.

Inaddition, asitisapopulationin need of continuous care,
HCN flows and counterflows should be clearly established in
order to highlight the competencies of each service in this
process, as well as to effectively refer cases to FHU, with the
summary containing the necessary information for the staff
of this service to be able to continue the care and support to
families. Thus, unnecessary mismatches and wear to family
members are avoided when they need assistance, whether
related to the periodic change of the device, support for
home care or even intervention in the event of complications
and complications.

Despite the limitation recognized by the number of
participants, the study made significant contributions by
reflecting on the multiprofessional role in the process of caring
for children with GTT, based on their daily maternal experiences.
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