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Abstract

Objective: to analyze maternal care practices in daily activities for children with congenital heart
disease at home. Method: descriptive study, with a qualitative approach, carried out in the city of
Rio de Janeiro, Brazil. Thirteen mothers of children with congenital heart diseases participated.
The interviews took place between March and June 2016, which were audio-recorded, transcribed
in full and submitted to Bardin's Content Analysis. Results: the daily activities of the children with
heart disease were considered restricted and not restricted. Mothers compared their children
with normal children, strategies are used during play to reduce physical effort and understand
that the school environment and daycare favor good growth and development. Conclusion:
passive games are better tolerated by mothers because they do not require physical effort. Thus,
they prevent cardiac decompensation and aggravation of the disease in their children.
Descriptors: Mothers; Congenital Heart Diseases; Child Care; Nursing; Empathy

Resumo

Objetivo: analisar as praticas maternas de cuidado nas atividades diarias a crianga com
cardiopatia congénita no domicilio. Método: estudo descritivo, de abordagem qualitativa,
realizado no municipio do Rio de Janeiro, Brasil. Participaram 13 mdes de criancas com
cardiopatias congénitas. As entrevistas ocorreram entre marco e junho de 2016, as quais foram
audiogravadas, transcritas na integra e submetidas a Anadlise de Conteddo de Bardin.
Resultados: as atividades diarias da crianca cardiopata foram consideradas restritas e ndo
restritas. As mades compararam seus filhos com criancas normais, estratégias sdo utilizadas
durante o brincar para diminuicdo do esfor¢o fisico e compreendem que o ambiente escolar e a
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creche favorecem para o bom crescimento e desenvolvimento. Conclusao: brincadeiras passivas
sdo mais bem toleradas pelas mades por ndo exigirem esforco fisico. Assim, impedem a
descompensac¢do cardiaca e o agravo da doenca em suas criancas.

Descritores: Maes; Cardiopatias Congénitas; Cuidado da Crianca; Enfermagem; Empatia

Resumen

Objetivo: analizar las practicas de cuidado materno en las actividades cotidianas de nifios con
cardiopatias congénitas en el hogar. Método: estudio descriptivo, con enfoque cualitativo,
realizado en la ciudad de Rio de Janeiro, Brasil. Participaron 13 madres de nifios con cardiopatias
congénitas. Las entrevistas tuvieron lugar entre marzo y junio de 2016, las cuales fueron
grabadas en audio, transcritas en su totalidad y sometidas a Bardin Content Analysis.
Resultados: las actividades diarias de los nifios con cardiopatias se consideraron restringidasy
no restringidas. Las madres compararon a sus hijos con nifios normales, durante el juego utilizan
estrategias para reducir el esfuerzo fisico y entienden que el ambiente escolar y la guarderia
favorecen un buen crecimiento y desarrollo. Conclusién: los juegos pasivos son mejor tolerados
por las madres ya que no requieren esfuerzo fisico. Asi, previenen la descompensacién cardiaca
y el empeoramiento de la enfermedad en sus hijos.

Descriptores: Madres; Cardiopatias Congénitas; Cuidado del Nifio; Enfermeria; Empatia

Introduction

Congenital heart disease is a disease characterized as a defect, imbalance or
structural abnormalities in cardiovascular function, and is also defined as congenital
heart malformation because it has been present since the birth of the baby.'? This
condition occurs due to embryonic changes in normal structures or due to
developmental failure.?

In their forms of presentation, congenital heart diseases can be dassified as
cyanotic, since the cardiac structure allows shunt from right to left, causing a bluish
color in the skin and mucosa, and acyanotic when the shunt is generated from left to
right. Another classification is related to lung flow. In this, there may be hyperflow, in the
presence of hypervolemia and hypoflow, when referring to hypovolemia. In addition, it
can be characterized in the case of an obstruction of extra-cardiac blood flow.?

It is considered an important public health problem, which affects the world
sphere, as it is the most frequent of the congenital malformations reaching a high
mortality rate in the first year of life in Brazil and the second cause of death up to 30
days of life. Of newborns with critical coronary disease, 97% reach the age of one year,

but 95% who are born with non-critical coronary disease reach the age of 18 years. It is
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estimated that about 40% of these children will need surgery in the first year of life.>* It
is noteworthy that congenital heart diseases can also be pointed out as crucial in the
cause of cardiac arrest until the age of 24 years, and their variability is 84% in the first
two years of age and 21% in the second decade of a human being.?

The repercussions caused by congenital heart disease are manifested by the
presence of some symptoms such as cyanosis, tiredness, dyspnea and tachycardia,
which can have negative effects in the development of these children,?® in view of the
social and emotional discomfort generated in them and their families at home.

Therefore, by knowing the reality experienced by this public and the factors that
interfere with the management of the disease at home, it becomes possible to provide
timely and individualized care to the mothers of children with congenital heart diseases.

When the daily self-care activities or those performed by mothers to their
children with congenital heart diseases, required by the treatment, occur in a fragile way,
the management of the disease can bring losses, such as developmental delay. The
emergence of clinical signs of the children with congenital heart disease, such as
tiredness, the presence of cyanosis, tachycardia,® caused by games that require greater
physical effort, are considered important information for decision-making in the health
care of these Children with Special Health Care Needs (CSHCN).

CSHCN are defined as those who present or have a greater risk to manifest, whether a
physical condition, in development, behavior, emotional or chronic and that, in most cases,
thereis a requirement of a type and quantity of health services in addition to those required
by other children.® Their health needs are peculiar and distinct, making them special, and
demanding network articulation and an organized service.’

The lack of nursing professionals in pediatric cardiology in the outpatient and
home settings, with knowledge and expertise in the management of possible
complications for this child population, can make it difficult to provide guidance on
health and individualized treatment for each child, especially in relation to the feeling of
powerlessness, guilt and fear,® in addition to the overprotection of parents, since they

understand having a fragile child due to the disease,? which can corroborate physical
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inactivity, not socializing with other children, favoring a negative contribution to motor
development. These barriers contribute to scarce growth and development, raising the
risk of compromise and unnecessary hospitalizations.?

A state of the art identified only seven scientific productions on congenital heart
disease, which treated mothers with feelings of guilt and strategies in coping with the
pain of having a child with heart disease and the adaptation of the family to the
diagnosis of congenital heart disease and its care.’

Another integrative review pointed to the few approaches to congenital heart
disease, in addition to the authors' concern about the lack of scientific production in
neonatal heart disease.’® Thus, the research proposes the awakening of health
professionals to contribute with new studies to the view of mothers and their children
with congenital heart diseases in the home environment with subsidies for care in favor
of maintaining their lives.

Care stands out as a life ¢ycle in the perception of the French Nurse Marie
Francoise Colliere.”' It is what, from the beginning, generates the maintenance of life
through the health and disease process, being an ancient practice of the human race, in
order to guarantee the continuity of all species.™

In this sense, understanding the conceptual differences of care and treatment allows
nurses to have an assertive look at home care. For Colliére, the disease is treated in order to
prevent its progression and limit its complications. However, care is part of all the essential
phases of the human being, thus reporting the conservation of the origin.'

Caring for these children with congenital heart defects is an act of deference, as it
allows them to continue their growth and development by maintaining their health. It is also a
peculiar act, since these children acquire autonomy; but it is also reciprocal, when mothers
help their children to take charge of their vital needs, whether temporarily or permanently.™

By understanding the typologies of care brought by Colliéere, which involve: repair,
maintenance, stimulation, compensation, opinion, appeasement and comfort,’* the
health professional, especially nurses, covers the daily challenges of mothers with
children with congenital heart disease at home, favoring more assertive care.

In this sense, reparative care is intended to limit the disease by mitigating its

effects; Maintenance care contributes to personal development, relating to daily,
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psychological, effective and social needs; Stimulation care rekindles the senses to
develop motor capacity, in addition to expectations, desires and affective reactions;
Compensation care fills those that are not acquired and/or compensated when one is
not able to do it by oneself; Opinion care is carried out with the intention of awakening
and strengthening the sense of identity; Appeasement care allows rest and release of
tensions, easing turbulence and restlessness; and Comfort care provides the gain of
trust, distinguishing what needs to be comforted.'?

This research will address the stimulation, maintenance and appeasement care,
and the demand for modified habitual care of these CSHCN with a view to care and
special health needs. CSHCN with modified usual care demands need adaptive
technologies in daily care and activities of daily living such as getting around, eating,
among others. Given this problem, the study aimed to analyze maternal care practices

in the daily activities of children with congenital heart disease at home.
Method

Descriptive study, with a qualitative approach, carried out in a pediatric
outpatient clinic of a university hospital located in the city of Rio de Janeiro, Brazil. The
Consolidated Criteria for Reporting Qualitative Research (COREQ) criteria were observed,
which were used as a guide to improve the presentation of the research report.™

The research institution has several specialties for care. It was the first general
and university hospital in the state to receive, in 1998, the title of "Child Friendly
Hospital", conferred by the United Nations Children's Fund (UNICEF) and the World
Health Organization (WHO). In 2006, the perinatal center was created and today the
maternity hospital is a reference in high-risk pregnancies with beds in the Neonatal
Intensive Care Unit (NICU).

The following inclusion criteria were: mothers of children with congenital heart
disease aged 0 to 12 years incomplete, who were not submitted to any surgical
intervention and with the care provided to their children at home. Mothers whose
children had other congenital anomalies associated with congenital heart disease were
excluded. The monitoring of these children occurred in the cardiology consultations of

which their periodicity was verified in the unit and in the consultation of the database
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that contained personal information, clinical history and contact of the children
participating in the research.

The interviews were conducted in person during the months of March and June
2016 by the main researcher, a specialist in Neonatal Nursing, with previous training
received to carry out qualitative research. The mothers were approached, for
convenience, in person, at the pediatric outpatient clinic - this being the first contact with
the study participants - while waiting for the consultation with the cardiologists. Those
who accepted the invitation and had time available at that time were individually taken
to one of the private rooms. Thus, we sought to ensure the calmest possible
environment. At this time, the participant was already aware of the researcher: his
profession and academic background and the interest in her maternal experience at
home having a child with congenital heart disease.

In order for the interview with the mothers to take place calmly, their children
were sent to the toy library, where there was a person responsible for looking at them
and distracting them until the end of the interview. For those mothers who could not
stay to do the interview, a new meeting was scheduled according to their availability of
time. As for those who were not interested in participating, they claimed the fear of
missing the appointment or, even with the option of conducting the interview after the
appointment, were in a hurry to return to their homes for other appointments. It should
be noted that the number of mothers invited as to those who refused to participate in
the interviews was not computed due to the inexperience of the main researcher at the
time of the research.

The interview had the following question: how do you care for your child who has
congenital heart disease? A semi-structured questionnaire was used to search for
sociodemographic data to characterize the participants' children. The interviews were
concluded after the saturation criterion, apprehended as the cessation of inclusion of
new participants, when the data present, in the researcher's evaluation, repetition, at
which time itis no longer necessary to continue with their collection.™

The interviews lasted a mean of 30 minutes and were recorded in full audio. A

pilot test was carried out in the first three interviews and adjustments were made in the
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conduct of the researcher during the interview, which allowed better clarity in obtaining
the data and without inducing the answers by the researcher during the interview.

After transcribing the interviews and editing the speeches to remove grammatical
errors and language defects, the methodological framework of Content Analysis,
thematic modality "> was used, applying its pre-analysis stages, with the organization of
the material, followed by floating reading of the documents and systematization of the
preliminary ideas, with formulation of the first hypotheses and indicators. The
exploration of the material aimed to codify and categorize the text of the interviews.
After this stage, the different codes generated and grouped to form the units of
meaning in the text were identified. As for the treatment of the results, inference and
interpretation, the researchers reflexively and critically analyzed the previously
identified units, producing a logical understanding for the interpretation of the results
and construction of the thematic category and its subcategories.”” The analytical
process led to the identification of the category: The care with the daily activities of the
child consisting of two subcategories called: “unrestricted daily activities” and “restricted
daily activities”.

This study was submitted to the Research Ethics Committee of the institution in
which the research was developed, and was approved on November 17, 2014, with
Opinion number 874.441, respecting the ethical issues of Resolution 466/2012, which
regulate the guidelines and standards of research involving human beings. To protect
the identity of the participants, they were mentioned with codenames that represent the
blood vessels and the characteristics of the child. Example: (Aorta, 3-month-old child,

heart murmuir).
Results

The research was composed of 13 mothers of 14 children aged between one
month and ten years, and one mother had two children with congenital heart disease.
Regarding the age of the children, three of them were infants (1 month to 11 months
and 29 days), three were infants (Toddler) (1 to 2 years, 11 months and 29 days), four
were preschoolers (3 to 5 years, 11 months and 29 days) and four were schoolchildren

(6 to 12 years incomplete).’® The children had a predominant sociodemographic profile
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in males, with a clinical characteristic of the acyanotic type of disease, the most present
being Intra-atrial Communication (IAC) (36%) and innocent murmur (21.4%). Regarding
the Interventricular Communication (IVC), it presented (7.1%) of its totality equaling
Wolff-Parkinson-White syndrome (WPW), patent ductus arteriosus (PDA) and pulmonary
stenosis. However, it manifests itself associated with other heart diseases such as Intra-
atrial Communication (IAC) and Anomalous Band (14.2%).

Box 1 shows the characteristics of the children of the mothers participating
in the research.

Box 1 - Characterization of the children of the study participants and their
respective congenital heart diseases. Rio de Janeiro - R, Brazil, 2015

Identification Diagnosis of Type of Age of child with heart Total children
of mothers of | heart disease heart disease at time of by Diagnosis
children with disease interview presented
congenital (n= %
heart diseases 14)
Pericardium. 6 years
Vena Cava 5years
Tricuspid IAC 2 years and 8 months* 5 36
Coronary 1 year and 2 months
Bicuspid 3 months
8 years
Aorta I
nnocent 6 years 3 214
. murmur
Ventriculus . 4 years
Acyanotic
Lobby IVC 3 years 1 7.1
Cardiac muscle WPW 10 years 1 7.1
syndrome
Sinus node PDA 4 years 1 7.1
Pulmonary Pulmonary. 10 months 1 71
Trunk valve stenosis
1
Mitral IAC and IVC year and 5 Associated
months
Anomalous heart 2 14.2
HIS bundle Band + IVC Cyanotic 1 month diseases

Key: Intra-atrial Communication (IAC); Interventricular Communication (IVC); Patent ductus arteriosus (PDA)
Note: Survey carried out in August 2015

From the analysis, the following category emerged: care for the child's daily
activities and its subcategories: unrestricted daily activities and restricted daily activities.
In non-restricted daily activities, mothers reveal socialization as an important,
continuous care and perceive interactions in the school environment, in daycare and

with their peers as essential for their children.
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I put him in kindergarten, he did well, and he's there to this day. (Mitral, 1 year
and 5 months old son, IAC+ IVC)

He is much better, he does activities at school, with his classmates; he is
interacting very well. (Aorta, 8-year-old son, innocent murmur)

In addition, for mothers, their children with congenital heart diseases perform

some leisure activities of the games common to any child:

Normal child, running, playing, a child who didn't get sick. (Mitral, 1 year and
5 months old son, IAC + IVC)

I let her play normally, [...] some activities at home. She plays normal [...] in
the playground, playing up and down, playing slip (Ventriculus, 4-year-old
daughter, innocent murmur)

In the past he didn't run, he didn't jump [...] now he runs, he jumps [...] [from
there, to here, he] improved 100%! [...] he does sports at school, plays
naturally. [...JHe can do everything [...] Now he is normal. He does capoeira at
school [...]. Now that he's starting to play, to go out, to fly a kite. He came to
learn how to fly a kite, [..], it's been about 15 days. [..] Today he runs
normally [...], flies kites, plays ball, rides a bicycle; he knows how toswim [...].
Play, run, jump. Just like a normal child does, before | wouldn't let him.
(Aorta, 8-year-old son, innocent murmur)

Regarding restricted daily activities, mothers are cautious about the presence of
physical effort, playing in the bounce house, playing time and going up and down stairs.
There is a greater vigilance of mothers towards these activities, making it impossible for

their children to play with them.

I talk to you because you can't [play ball] and you insist on doing it! [mother
refers to talk to the child] then, he already stops [...]J. | think it's better to
teach, to talk, so he knows what he can and can't do. | explain, “you can't
because you know, it feels bad. He can't play ball, he can't make [effort] [...] in
bouncing | give a gift on Children's Day, a game. | guide calmer games |[...]
And what he can't do is run, [play] football at school, with his classmates on
the football field. [...]. This is very difficult for me, having to say “you can't
play ball!” “Mom, | want to, but | want to!”. [..] Music class, he likes wind
instrument. Limiting him from things, for me, is the worst. (Myocardium, 10-
year-old son, WPW syndrome)

I try to control it a little. Just like the bouncing; If you let her, she'll be straight
into the pogo stick. But then | control. (Ventriculus, 4-year-old daughter,
innocent murmur)

In addition, mothers understand as dangerous, for their children, certain games

that require greater effort, thus determining the child's play time.
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I control her going up the stairs, because going up she knows, but going down is
complicated. In physiotherapy, when she was doing it, she had a ladder to teach
herto go up and down, she thinks that the ladder at home is the same ladder as
physiotherapy, which is a joke, this joke | restrict, the ones that are dangerous.
(Tricuspid, daughter of 2 years and 8 months, IAC)

I don't leave much either! Up to half an hour, nothing of an hour like that, [...]
Control [time]. | say that later we come back again [on the playground to play
bouncing], it will be the same there in the little room [mother refers to the
outpatient toy library], later or tomorrow we come back, [to the bouncing/toy
library] then she calms down. (Ventriculus, 4-year-old daughter, innocent
murmur)

Another important point observed was the overprotection of these mothers with

their children during play.

I didn't let the boy play alone, run, | thought he was going to get hurt. | wanted to
protect him too much! [...]. And | didn't want him to feel pain. | protected him
from his brother, from the other children. Running, jumping, playing. [..] He
turned purple, tired. He kept to himself. He didn't talk, he stood by the corners.
I'd put it on to watch television and play with puzzles. He really likes puzzles, [...]
he has a lot! (Aorta, 8-year-old son, innocentmurmur)

The care of the child's activities carried out by mothers of children with congenital
heart diseases involves socialization, leisure, physical effort, types of play, time to play

and overprotection when inserted in their home environment.
Discussion

Children with congenital heart diseases whose mothers were interviewed were
aged between one month and ten years and the mothers demonstrated various
maternal care practices in the daily activities of the children with congenital heart
disease at home.

Regarding sex and type of heart disease, this profile of children has been identified in
Brazil, demonstrating that the male sex is a predominant factor as well as its acyanotic type,
the most common, as demonstrated by secondary data from the Live Birth Information
System (SINASC), in five Brazilian regions, in which 52.9% were male and 47% female."
However, researchers in a pediatric clinic in Pard revealed that there was no statistically
significant difference between children of both sexes, but that acyanotic congenital heart

disease, aswell as this study was also the most recurrent (54.5%).'®
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As for the results of the category "unrestricted daily activities", they revealed in
the subcategory, through the mothers' testimonies, socialization as an important care in
the lives of their children with congenital heart disease. It can be seen, in their speeches,
the good adaptation of the children in the environments of daycare and school. These
places together with the family have a positive impact on the well-being of children.™

The interaction of the children with the environment in which they live is
necessary for their growth and development. Interacting with other children of the same
age allow them to recognize their space and the other; they learn to socialize and deal
with their confrontations in the face of unexpected situations. The children provide
exchange through socialization, relating in their own way to knowledge. This interaction
allows the construction of cognitive, psychomotor, language and play skills, revealing
their individual characteristics compounded in their own identity."'

By inserting their children in daycare and school, mothers Mitral, a one-year-old
and five-month-old son, IAC + IVC, and Aorta, an eight-year-old son, innocent murmur,
ensure the right to education for their children, according to the Child and Adolescent
Statute,? at the same time, perform stimulation care with them. In this way, contact with
the other awakens the senses, creates affective relationships, and stimulates interest
and psychomotor development. A great promotion for the construction of thought.?

Some leisure activities performed by children with heart disease, such as:
jumping, running, playing in the up and down square, playing sports at school, flying
kites, ¢ycling playing ball and swimming, for their mothers, are normal activities, the
same practiced by a child without cardiac impairment. For them, the fact that their
children were born with an acyanotic congenital heart disease, but with cyanogenic
repercussions, does not prevent them from playing like healthy children. It is known that
children with congenital heart disease perform physical activities below the
recommended, which makes them more sedentary. This is because most parents
consider it to be less important to their children.?®

It is understood that playing is a childhood need, as it is part of its daily lives. It
should always be encouraged the children expressing their feelings and desires.*
Studies on physical activity point to its health benefits that are transversal to all children,

even those with chronic disease, such as congenital heart disease, for example. It is
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essential for the good development and general well-being of the children, prevents
comorbidities and improves the quality of life. Its absence has been marked as a risk
factor for other diseases.”*%

Most healthy children receive encouragement from family members to play
sports, whether at school or in clubs and many become amateur athletes reaching the
professional level in some cases. Children with congenital heart disease, such as healthy
ones, need to stay active, avoiding risks of anxiety, depression or other cardiovascular
and metabolicimpairments.?#

From this perspective, it is possible to perceive that mothers exercise the care of
maintaining life, inserted in playing, facing the needs of the children in their daily lives."
Without playing, itis not possible to be a child, nor a child with good development.

In the subcategory “restricted daily activities”, there is resistance to games that
require more physical effort or that they consider being dangerous, preventing their
children from doing so. For a cardiopathic CSHCN, playing in the bounce house for a
time longer than 30 minutes can mean the manifestation of the symptomatology of the
disease. A systematic review of rehabilitation points to the benefits associated with
physical exercise practices, but there are difficulties in their execution due to the
insecurity of family members due to the appearance of symptoms that cause
hemodynamic instability.?® Thus, mothers demand modified usual care, creating means
for their children to interrupt play by indicating to them the time to stop playing.

Although the health benefits of physical activity are recognized, some children
with congenital heart diseases do not practice them enough to reach the indicated levels,
as it is understood that their levels of physical activity are below those of healthy
children.”® However, it is important that mothers, as well as their children with heart
disease, in school, have knowledge and understanding about the disease, being a factor
for their self-care, expanding the information about the diagnosis to the most relevant
clinical sequences.”’

Measures to restrict the time of play or agreements between mothers and
children for the return to recreational activities at another time demonstrate the usual
care modified during the child's play. For CSHCN with heart diseases, this type of care

requires modifications in their usual way so that their physical integrity, well-being and
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comfort are preserved, thus avoiding the clinical signs of the disease and possible
cardiac decompensation.?#

Since mothers choose to replace the activities of greater effort with those of less
physical effort, it is understood that strategies are used to adapt daily recreational
activities, while meeting the psychological, affective and social needs, which contribute
to the personal development of their children. This maintenance care happens when the
children alone can do it, even ifin an adapted way, they remain playing before their daily
needs,'>?" strengthening their development.

Authors highlight in the cross-sectional study, carried out with children and
adolescents with Congenital Heart Disease and aged between 8 and 13 years, under
monitoring at the Pediatric Outpatient Clinic of the Institute of Cardiology of Rio Grande do
Sul, that most of the participants of the interviews did not know how toverbalize the name of
their disease, much less explain it in their own words. In this sense, identifying how much is
known by the children about their heart disease will reflect on the planning of programs for
their health directed by the nurses and instructional for mothers, contributing to the
reduction of doubts and uncertainties regarding recreational practices.®

It is still possible to observe thatin the same way that mothers restrict their children's
recreational practices, they act with overprotective care, avoid playing in order to prevent
damage, such as getting hurt, or the manifestation of symptoms of the disease, such as
cyanosis and fatigue, for example. It is known that children with congenital heart diseases
have risks for delayed motor development and one of the factors is physical disability. This
also affects the conflict of allowing or not the children to interact with the sibling or with other
children, avoiding interaction with their peers as a strategy to protect them from running,
jumping, thatis, playing with activities of greater physical effort. In this way, mothers naturally
exercise the usual modifications of their children, directing them to other activities or
imposing limits that are a risk to their children.

This excessive care occurs due to the parents' perception of fragility in relation to
the child's disease. In these cases, the external stimuli and socialization of the children
are impaired and contribute negatively to their development.?

Children with heart disease tend to play differently; their usual play is modified

for recreational activities that require less physical effort. More dangerous games or
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classes that require respiratory effort (wind instrument) are desired by their children,
such as living with family members or other children. However, in order to ensure the
maintenance of their lives, mothers strive to explain the non-practice of such activities
desired by them.

In addition, limiting the children from everyday practices is not an easy task. The
children are reluctant to accept restrictions, especially when these are the most
pleasurable. Mothers need to be inserted in this care and be appeased by the nurses,
expressing their feelings and pains in order to relieve their tensions in the face of the
possible limitations of their children.

It is important to emphasize that children with congenital heart disease need to
play, talk and socialize, explore the environment through play and recreational activities
according to the specificities of each case. Thus, the contribution of this knowledge is
ratified not only for mothers and their children, but also for the care practice of nurses
who, together with mothers, must develop safe care plans aimed at the home
environment according to the degree of complexity required, with the intention of
contemplating the psychosocial development of these children.

As a limitation of the study, in order to favor other research proposals, the study was
carried out in a single institution. It is inferred that, for care practice, the study may bring
improvements in the quality of life of children with congenital heart disease, since it offers the
possibility of implementing more effective care strategies, meeting the real care needs of

these children at home, contextualized by their socio-historical-cultural reality.
Conclusion

Maternal care practices performed during the daily activities of CSHCN, with
congenital heart disease, are activities that do not require greater physical effort from
the children, as they understand that playing actively can have repercussions for cardiac
decompensation. Although mothers perform stimulation care, by revealing their
children's socialization in daycare and school, and practicing recreational activities in a
normal way, they interrupt the games that require more physical effort, convincing the
children to return at another time, which characterizes a modified habitual care applied

by mothers. In order to meet the special needs of their children, they also offer other
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means of playing such as watching television and putting together puzzles, exercising
compensatory care, since these playful activities do not require physical effort.

The attempt to prevent the performance of more dangerous actions or games is
possibly to avoid excessive tiredness and, consequently, to be guaranteed the
maintenance the life of their children. On the other hand, mothers express that it is not
an easy task to limit the children from playing, as they are usually reluctant to accept
these limitations in the way they play. In this sense, by explaining their discomfort in
having to deny the possibility that the children experience games considered more
pleasurable, it means that the health professional also needs to develop, with the
mothers, the care of the type of appeasement, so that they can express their feelings
and pains in the face of the possible limitations of their children.

Thus, the points of support identified have pertinent repercussions for children
with congenital heart disease, in their growth and development, in the social and
recreational (leisure) sphere, requiring the creation of groups of mothers, inside and
outside the hospital context, in which they can be heard, with the possibility of sharing
maternal care practices in their daily activities. The experience of each one of them can
show what is necessary and fundamental with regard to caring for a CSHCN with

congenital heart disease in the home context.
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