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Abstract

Objectives: to understand the psychosocial implications experienced by caregiving
parents, resulting from the care of the child with cleft lip and/or palate associated with the
syndrome.

Methods: a cross-sectional and qualitative study, guided by the Consolidated Criteria for
Reporting Qualitative Research tool, carried out between January and May 2019. Data
collection was carried out through semi-structured interviews that were audio-recorded and
transcribed in full. Thematic content analysis was used as the methodological framework and
Symbolic Interactionism as the theoretical framework.

Results: the participants were 16 caregiving parents. Four categories were listed: impli-
cations for diagnosis and treatment initiation, implications for financial issues and paid
activities, implications for the care process, and implications for access to health resources.

Conclusion: it was found that psychosocial implications experienced by these informal
caregivers are multifaceted and complex, and that knowing them will enable planning and
implementation of actions that contribute, in addition to the children's rehabilitation process,
to the health and quality of life of those who care.
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Introduction

Cleft lip and/or palate is a public health demand, as
it prevails among the malformations that affect the
face. In Brazil, its incidence is 1/750 live births. Its
etiology is multifactorial and includes environmental
and genetic factors, with the possibility of mani-
festing in isolation or associated with other
syndromes.!

Among the syndromes associated with cleft lip
and/or palate, there is prevalence of the Robin,
Stickler, Treacher Collins and Van der Woude
sequences. These children frequently need respira-
tory and/or food support, including nasopharyngeal
tubes, tracheostomy, feeding tubes, gastrostomy and
postural anti-reflux treatment, among others.2
However, in most cases, the use of these therapies
does not contraindicate hospital discharge, as long as
parents or informal caregivers are trained to main-
tain care at home.3

Thus, in view of the new care demand, these
caregivers experience significant changes in their
lives, having to adapt to the new reality imposed on
them. In this sense, it is frequently the parents that
assume that responsibility, acting as informal care-
givers.4,5

These caregiving parents, in addition to facing
the difficulties related to the process of caring for the
infant, will have to deal with conflicting and
stressful feelings and situations, which are present
from the moment of diagnosis of their children and
may extend into childhood, adolescence or adult-
hood.6

In short, the process of caregiving is an arduous
task, which can overburden the caregiver, in addition
to physical, psychological, emotional, social and
financial disorders, with the need for family reorga-
nization.”

Given the above, it was sought to answer the
following question: Which are the psychosocial
implications experienced by parents who are
informal caregivers of infants with cleft lip and/or
palate associated with some syndrome?

Although studies on the care of infants with cleft
lip and/or palate associated with the syndrome are
available,3-6 those referring to the universe of social
implications experienced by caregiving parents are
incipient.

Thus, the objective was to understand the
psychosocial implications experienced by caregiving
parents resulting from the care of a child with cleft
lip and/or palate associated with syndromes since,
through this situational diagnosis, it will be possible
to plan and implement actions targeted at those who
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care, aiming at promoting and maintaining their
health.

Methods

A descriptive and cross-sectional study with a quali-
tative approach, developed in a public and medium-
sized tertiary-level hospital, a reference in the care
of patients with craniofacial anomalies and related
syndromes, located in the inland of S&o Paulo,
Brazil.

The hospital unit included in this study was the
Semi-Intensive Care unit, consisting of eight beds
for the care of newborns to children up to two years
old, who have respiratory and food demands. In
addition to that, in this unit, informal caregivers
remain during the children's hospitalization to
receive training regarding care, with a view to main-
taining them at home after hospital discharge.

The intentional and convenience sample was
defined by theoretical saturation, that is, data collec-
tion was concluded when no new information was
obtained from the speeches, showing that under-
standing of the phenomenon studied was achieved.8
This process took place in the 16th interview, that is,
16 informal caregivers.

The inclusion criteria were as follows: being a
father/mother or responsible informal caregiver of
infants hospitalized in the semi-intensive unit in the
data collection period, who were not in the first
hospitalization, configuring home care.

As a theoretical framework, Symbolic
Interactionism was used, where the definition of the
situation experienced is central to direct the actions,
as they are caused by an active decision-making
process of the individual, in addition to interaction,
with oneself and with others. It comprises five
central ideas, including the following: the role of
social interaction, thought, definition, the present
and the active human being, where action occurs
from the establishment of attributed meanings. Thus,
while individuals interact, their current experience
influences their actions. In other words, any
phenomenon needs to be apprehended and under-
stood from the perspective of the person who experi-
ences it.?

As a methodological framework, Thematic
Content Analysis was used, which, according to
Bardin? “consists of a discourse analysis technique
aiming to understand it, subtracting themes, cate-
gories and subcategories, that is, the possibility of
discovering the nuclei of meaning that make up
communication”.

A semi-structured interview with the following



questions was used for data collection: How has it
been for you to care for your child? Which were the
main changes in your daily activities after you
started caring for your child? Which are the greatest
difficulties you find in caring for your child? Do you
feel supported? Were you able to access the commu-
nity resources for treatment maintenance and conti-
nuity?

The interviews took place in a private environ-
ment, during hospitalization of the infants, at a time
that is relevant for the parents, and were recorded on
a digital audio device. After each interview, the
content of the recordings was transcribed in full,
aiming to facilitate the analysis process of the
emerging data.

The mean duration of the interviews was 40
minutes. Data analysis was performed concomitantly
with the interviews, aiming at identifying when the
speeches started to show recurrence. The partici-
pants were also characterized according to age,
gender, marital status, number of children, socioeco-
nomic classification!0 and schooling.

Data collection took place between January and
May 2019. To prepare the study, the Consolidated
Criteria for Reporting Qualitative Research
(COREQ) guideline in its Portuguese translated
version was used.!1

Treatment of the results was carried out through
the inference and interpretation of the contents by
categories and similarity, following the Thematic
Content Analysis methodology, systematized in the
following phases: pre-analysis — through skim
reading of the interview contents by means of the
principles of exhaustiveness, representativeness,
homogeneity and relevance; exploration of the mate-
rial — where coding operations are constructed
through the identification of keywords and related
themes, with subsequent aggregation of information
into thematic categories; interpretation — treatment
of the results, inference and interpretation, supported
by the theoretical framework of Symbolic
Interactionism.8,9

The research was initiated after approval of the
Hospital's Research Ethics Committee by means of
Edict No. 3,112,342 and CAAE:
04319418.0.0000.5441. To identify the speeches and
ensure anonymity, the letter “C” meaning Caregiver
was used for each participant, as well sequential
Arabic numbers.

Results

The study participants were 16 informal caregivers:
14 mothers and 2 maternal grandmothers. Among
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them, there was prevalence of those who had
completed high school, married, with a mean age of
31 years old, with two children, belonging to a low
socioeconomic classification!0 and unemployed.

Based on content analysis, four categories refer-
ring to the psychosocial repercussions related to the
care process were listed, namely: (1) implications
regarding diagnosis and treatment initiation, (2)
implications related to financial issues and paid
activities, (3) implications related to the care process
with the following subcategories: stress and burden,
protagonism, relationship with the nuclear family
and support network, and (4) implications regarding
access to health resources.

1) Implications regarding diagnosis and treatment
initiation

It was characterized by lack of access to the
information and by a wide range of negative feel-
ings, including fright, insecurity, fear and concern.

“The diagnosis scared us a lot, they already knew he had
a cleft and it was Pierre Robin. Total uncertainty. I
searched for information in the Internet, but they only
spoke about the care measures [...]” C16

“It was all very tense [...] at first, I believed it was just the
cleft, I didn't know it had Robin Sequence. I thought
about how she was going to feed. Nobody gave me any

information” C13

2) Implications related to the financial issues and
to those of paid activities

Due to the demands of the infant's care, the care-
givers reported the need to leave work or to be
absent frequently due to hospital readmissions.

“I was a manicurist before, now I don't work anymore [...]
and it was something I liked to do. There's no way to get
something to do, we take the child, give medicine, give
milk, give milk again and so on. There's no way to
work...” C2

“I used to work, now I'm on vacation, but the company is
going to fire me because they're aware that my child has a
cleft and syndrome. I keep bringing a medical certificate

and it's not worth it for the company” C9

3) Implications related to the care process

This category encompassed four categories,
namely: stress and overload, leading role, relation-
ships with the family nucleus, and support network.

It was discovered that the high stress and over-
load level experienced was related to the burden
imposed by the care process, in addition to taking
care of the house, the other children and the spouse.
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For these reasons, relationships in the family nucleus
became conflicting, and the leading role played by
the mother fostered emotional strain. On the other
hand, when they felt supported, the negative feelings
were minimized.

“I feel overloaded! I don't have anyone to help me and it's
difficult to deal with her and the houswork, we manage,
but in our own way [...] my priority is her! It's tiring, no
time to spare, when I try to sleep or rest, she wakes up and
it all starts again [...].” C10

“My biggest difficulty is sharing the attention without
overloading my other child; I plan to be with him and I'm
not able to do so [...]” C9

“When I need to come here (Hospital), my family helps
me, my mother-in-law comes to my house and takes care

of my other son, and I calm down” [...] C4

4) Implications referring to access to the health
services

In this category, issues called facilitators and
barriers to access were apprehended. Among the
facilitators, there was access to specialized treatment
and the team's humanized perspective.

“When I got here (Hospital) everything was calmer,
because they know the cases and explained and trained
me very well. They're authorities in this type of patient. I
went home, safe” C12

“If T had been in another hospital, I don't know what it
would've been like, because here the staff teach, reassure
and don't let you go without the assurance of providing

care” C5

On the other hand, the barriers to access were
related to the unavailability of allowances for simple
or specialized transportation, depending on the
child's clinical condition.

“Allowance, I never received any! We've already lost an
appointment because they didn't release the tickets. I went
to court to get the tickets.” C11

“With a few days of life, he was terribly ill and couldn't
breathe; then they said we needed to come here
(Hospital); we had a lot of difficulty getting transporta-
tion from the ICU. We arrived when he was already 45
days old. It took too long because of bureaucracy and lack

of support” C15

In addition, difficulties were revealed regarding
acquisition of specific inputs and materials.

“I got the milk and the materials, but with great difficulty

[...] we have to struggle to get the materials [...] the tube
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is the most difficult, and we often have to buy it.” C3

“So far they haven't given me anything, and since they
haven't, I bought it, because I can't leave the baby unfed;
the vacuum tubes they provided some and said we had to
wait for them to arrive; I can't stop vacuuming, so I have

to find a way and buy [...]” C7
Discussion

Diagnosis of cleft lip and/or palate and of the
syndrome is a stressful factor, as parents are
concerned about the unexpected results of the fore-
seen transitions in the life cycle, which increases
pressure on the family system and influences adap-
tability to the new situation.12-14 However, the
family experiences moments of restlessness for not
knowing the specific care that the child will need.15

In this sense, guidance by qualified professionals
as early as possible, as well as training of the care-
giving parents during the child's hospitalization, has
proved to be promising.3.16

In fact, acquisition of knowledge about the
demands of care and treatment is configured as a
priority need, as it will influence the quality of care
provided.17.18 Furthermore, the health team is
expected to teach coping skills and psychosocial
support.19

In this research, it was unveiled that the mother
figure emerged as the protagonist regarding the care-
giver role, a fact that can be related to historical and
cultural contexts where the care of children is linked
to motherhood, or due to feelings of concern or guilt
that manifest through lack of trust in other people. In
addition to that, routinely, the other family members
do not consider themselves capable of developing
this function.5,13,18,20

The mother, as the main caregiver, in addition to
providing childcare, is responsible for managing the
home, caring for other children, for her spouse and
for herself. In association, these factors contribute to
increased stress and burden, which, as far as they are
concerned, will bring about devastating conse-
quences, both physical and social.21.22 Thus, identi-
fying them is the first step to plan psychoeducational
and psychotherapeutic interventions, aiming to
improve the support network and the situational
coping ability of the caregivers.4.5,17

The caregiver's burden is the result of the need
for physical, psychological and social care, causing
an imbalance between these demands and other
responsibilities, such as personal social duties, roles
at work and in the family.21

Therefore, many caregivers experience family
and affective disorders, not being uncommon that the



other children feel excluded or abandoned. In many
cases, emotional distancing also occurs in the
couple, culminating in frequent disagreements and
even divorce.5,23

In this study, the most influenced dimensions
were family interactions, the feeling of a closer rela-
tionship in the family, the need for communication
with the partner, and lack of adequate time for other
family members and other children. A similar result
was evidenced in a Brazilian study that included
informal caregivers of children with dysphagic
orofacial cleft, using a feeding tube.5

It is emphasized that family relationships are
fundamental to adequately face chronic diseases and
the prolonged treatment that is often necessary in
these conditions. Therefore, family monitoring is
fundamental.14.24

Among the impacts experienced by informal
caregivers in the activities of daily living, the finan-
cial and social ones stood out, corroborating the
results of other research studies.16.24 This is a
worrying fact, considering that the treatment of these
children can demand significant costs, compro-
mising the family's financial issue.13 In this sense,
the construction of support networks is indispens-
able, as is the access to social benefits guaranteed by
law and community benefits.23-25

Financial difficulties are frequently referred to
as an important obstacle to the rehabilitation process,
which can be related to the need for the main care-
giver to abandon their job to meet the demand for
care that the child needs.26.27

Added to this are the difficulties accessing health
care, which in this study were related to transporta-
tion aid and to acquisition of supplies or materials. It
was also found that the families suffered between
comings and goings in institutions that did not
accept their demands nor effectively referred them
to the specialized service. Adequate access to treat-
ment and information are essential in the rehabilita-
tion process, in addition to providing comfort to the
parents and improving the patient's quality of
life.28,29

Given this scenario, there is an evident need for
educational and training programs for health profes-
sionals outside specialized centers, public awareness
of orofacial clefts and related syndromes, in addition
to social support programs. The rarer and more
complex the disease, the more expert advice is
needed.16,28

Although there are laws and public policies in
this area, their access and implementation are below
the desired. Unfortunately, deficiencies in the health
system, lack of public awareness about the malfor-
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mation, and insufficient social support services are
realities in both the national and international
scenario.>,12,13

However, it was perceived that access to specia-
lized treatment and the humanized approach by the
team proved to be facilitators of the rehabilitation
process. In fact, being welcomed, as well as showing
the quality of a service, results in trust and
complicity.28.29

In short, the premises of Symbolic
Interactionism are reasserted, which discerns that
human beings attribute a meaning based on their
social relationships, that is, being supported by a
professional suggests that the situation can be dealt
with, being less complicated than it seems.9

Thus, it is necessary to implement and monitor
family-centered care models to support not only the
primary informal caregivers, but the entire family
structure in caring for these children.30

However, although this need is emerging, it is a
challenge for health professionals, as they need
preparation that allows them to transcend the merely
technical care of the hospital context to a care prac-
tice that sees the family as a protagonist in
promoting the quality of life of these children.

The fact that only a single interview may not
have been sufficient to record the senses and mea-
nings attributed by the participants is considered a
limitation of this study. However, the benefits are
evident, and include pointing out specific difficulties
faced by informal caregiving, as well as areas for
improvement regarding support, both for them and
for the family. These findings reinforce the need for
family-centered care models, in addition to the
creation and strengthening of public policies that
favor integrated care for those who provide care.

In the end, it was noticed how the psychosocial
implications experienced by these caregivers are
multifaceted and complex. Knowing them will make
it feasible to plan and implement actions that
contribute to, beyond the children's rehabilitative
process, to the health and quality of life of those who
care for them, for which monitoring and interven-
tions should be the subject of further research
studies.
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