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zika virus

el sentido de la fuerza de madres de nifos con el sindrome congénito por
el virus del zika

ABSTRACT

Obijectives: To understand the meanings of having a child with the Congenital Zika virus Syndrome in the experience of women
and, from this, what they would say to others who find themselves in the same situation. Method: Qualitative and interpretive
study, based on the Model of Resilience, Stress, Adjustment and Family Adaptation proposed by McCubbin and McCubbin.
40 mothers from different cities in the state of Paraiba took part in the study. Results: The meanings found were classified in
three thematic categories: the divine force that transforms life of the mothers; patience and love, double feelings as a source of
overcoming; and the sense of mother’s strength beyond the disease. Conclusion and implication for practice: Caring for a
child diagnosed with Congenital Zika virus Syndrome has involved emotional, social, spiritual and economic aspects, as well
as a transformation and suffering process. The experiences may contribute to the qualification of healthcare professionals who
deal directly with these mothers, and possibly, favor the confrontation and adaptation of them and their families and of the new
families that may come to have children with
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Resumo

Objetivos: Compreender os significados de ter um filho com a Sindrome Congénita do Zika virus na experiéncia de mulheres
e, a partir disso, o que elas diriam a outras que se encontrem na mesma situagéo. Método: Estudo qualitativo e interpretativo,
fundamentado no Modelo de Resiliéncia, Estresse, Ajustamento e Adaptagao Familiar proposto por McCubbin e McCubbin.
Participaram da pesquisa 40 mées de diferentes cidades do estado da Paraiba. Resultados: Os significados encontrados foram
classificados em trés categorias tematicas: a forga divina que transforma a vida das maes; paciéncia e amor, sentimentos em
dobro como fonte de superagéo; e o sentido da forga das maes para além da doenga. Conclusao e implicagao para a pratica:
Cuidar de um filho com diagnéstico da Sindrome Congénita do Zika virus tem envolvido aspectos emocionais, sociais, espirituais
e econdmicos, além de um processo de transformagao e sofrimento. As experiéncias poderdo colaborar com a qualificagdo da
assisténcia em saude dos profissionais que lidam diretamente com essas maes, e possivelmente favorecer o enfrentamento e
a adaptacdo delas e de suas familias e das novas familias que poder&o vir a ter filhos com a sindrome.

Keywords: Gravidez; Zika virus; Epidemias; Microcefalia; Crianga.

RESUMEN

Objetivos: Comprender los significados de tener un hijo con el Sindrome Congénito por el Virus del Zika en la experiencia de
mujeres y, a partir de esto, qué dirian estas a otras que se encuentren en la misma situaciéon. Método: Estudio cualitativo e
interpretativo, fundamentado en el Modelo de Resiliencia, el estrés, el ajuste y la adaptacion familiar propuesto por McCubbin 'y
McCubbin. Participaron en la investigacion 40 madres de diferentes ciudades del estado de Paraiba. Resultados: Los significados
encontrados se clasificaron en tres categorias tematicas: la fuerza divina que transforma la vida de las madres; paciencia y
amor, sentimientos duplicados como fuente de superacion; y el sentido de la fuerza de las madres mas alla de la enfermedad.
Conclusién e implicacién para la practica: Cuidar a un hijo con el diagnéstico del Sindrome Congénito por el Virus del Zika
involucra aspectos emocionales, sociales, espirituales y econédmicos, ademas de un proceso de transformacion y sufrimiento.
Las experiencias podran colaborar con la cualificacion de la asistencia en salud de los profesionales que tratan directamente
con estas madres, y posiblemente esto también favorece la lucha y la adaptacion de ellas, de sus familias y de las nuevas que
vendran que puedan llegar a tener hijos con este sindrome.

Keywords: Embarazo; Virus del Zika; Microcefalia. Epidemias; Nifio.
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INTRODUCTION

During the gestational period, women prepare for the birth
of the child, experiencing moments of personal fulfillment,
satisfaction, happiness, expectations, but, also, worry, anxiety,
doubts, anguish, insecurities and fear. Pregnancy is a significant
event for women and their families.'2 With the arrival of a baby
with congenital malformation, feelings arise that break with the
idealization of a perfect child, accentuating the gap between
what one imagined and/or desired and what presents itself in
reality, bringing to light the transformation of the imagined reality,
in a very particular way for the mothers - and those who with her
were involved with it, generating an emotional exhaustion, with
alterations in plans and routines," and life.

Society establishes and values standards of strength,
effectiveness, beauty and perfection, with emphasis in the child’s
efficiency and health.® In general, the child is not expected to
get sick, however, when there is no favorable prognosis, this
situation can be considered hopeless, especially when there is
a possibility that the child may die,* or live in a sickness situation.
It began in the Brazilian northeast, triggering a strong social
commotion in Brazil, marking a before and after in women lives,
whose children were affected by microcephaly associated with
neurological and cognitive alterations, as a consequence of
congenital infection by Zika virus.5®

In August 2015, neuropediatricians from public hospitals
in Recife/Pernambuco, Brazil, identified an increase in
microcephaly cases associated with brain anomalies,
observing, from there on, what would become a new nosological
entity. Such a fact was set up as a possibility for an unique
experience.®However, while the relationship between Zika virus
and microcephaly was investigated, researchers have pointed
outthat it could be a congenital syndrome with several symptoms,
with neurological impairment at birth, and may be accompanied
by several complications. The Congenital Zika virus Syndrome
(CZVS) started to be described.” The situation worsened and,
in February 2016, the World Health Organization (WHO) issued
a global emergency situation.®

Microcephaly is the most conspicuous feature of the CZVS,
which encompasses signs and symptoms that compromise brain
development and adequate central nervous system function in
newborns.® Thus, in the reported cases, it became important to
deepen the knowledge about the Zika virus in pregnancy and
its possible implications, to plan actions regarding prevention
and promotion to the health of the mother and the newborn, as
well as to offer prenatal follow-up of infected pregnant women.

The effects of infection caused by the virus struck the
population, researchers, professionals and health authorities in
Brazil and in the world."" A study accomplished in Jodo Pessoa/
PB, among mothers of children with microcephaly, revealed
that, when they became aware of the knowledge regarding
the diagnosis, many doubts have emerged about the disease,
since its origin, probable consequences for the baby, as well as
uncertainty about treatments and sequelae,? highlighting that it
is necessary to know more about the Zika virus and its possible

complications,® as well as the effects and repercussions on
the lives of women, mothers of children in this condition, their
families, and, in an ampler instance, the implications for the (re)
organization of the system, services and actions in healthcare,
besides social mobilization.

The Zika virus epidemic showed a concrete effect on the
lives of these women, mostly poor, living in northern regions of
the country.™ Given an infection for which there is no specific
protection and with teratogenic potential, data inaccuracy and
lack of knowledge on the virus, as well as its consequences
may influence directly on the vulnerability of mothers, emerging,
during pregnancy, the fear that the child might be affected
by microcephaly.'>® From the CZVS diagnosis, coping and
adaptation become important concerns, once that it affects
children of women who live with the mosquito vector as part of
everyday life for more than four decades, making difficult the
understanding and acceptance of the consequences today.®

In a research, in the first reference hospital in Campina
Grande/PB, women recognized themselves as a community
of victims for the epidemic, comparing the effects of Zika virus
on their children, also explaining the relation of the sequelae in
children with the infection at the beginning of the gestation.®

Thus, what is included in the dictates of the constitutional
text on health gets meaning, a right of all and a duty of the State,
in particular the universality and decentralization of the policies,
adding the accountability of the State assuring access to health
conditions, adjusted to the fundamental social rights settled in
the same Constitution and attuned to the Brazilian constitutional
order.'® In the case of Zika virus infection, given its complexity,
the challenge is to ensure that assistance is provided in SUS."”

It worth noting, based on the average annual prevalence of
microcephaly related to infection by the Zika virus in the states
of the Northeast Region, Brazil, in 2015-2016, that the State of
Pernambuco was recognized as the epicenter of the epidemic,
accompanied by the State of Bahia, considering the number
of cases, compared to other states in the Northeast that were
affected by the epidemic in the same period. High prevalence
rates were also found in Paraiba (27.3/10 thousand live births),
locus of this study."”

At the end of 2015, at Campina Grande/Paraiba, Brazil,
in a hospital of the municipality, the Microcephaly Ambulatory
was inaugurated.'® A national and international circulation
documentary addressed the issue, focusing women'’s struggle
from the diagnosis confirmation.'

From this perspective, research must increase knowledge
and understanding about the problems that are imposed on
the life of the mothers and that by the acquired experience may
produce senses for other mothers in the same situation. The
term “experience” was chosen from its etymology and its uses
in diverse Western languages, with a meaning that extends in
two possible directions, from the knowledge acquired with the
practice and from the emotional experience that is inherent to
accumulating this knowledge. The experience is more related to
the senses of the human body than with the thinking, determined
by the contact with the real.’®
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Thus, it was sought to evidence the experience of mothers
of children affected by the CZVS, and, from this, what they would
say to others who find themselves in the same situation. Listening
to what these women would have to say to others reminds us of
the care, which signals attitudes that engender care, solicitude
and attention that binds us to the other one; also, concern,
restlessness and (dis) comfort, putting in relation those who care
and those who are/should be cared for." Thus, when listening
to them, it is possible to understand the reality in a broader form
and how they have passed through the situation.

From this uneasiness, the place for the speech of these
mothers was recognized, both in producing knowledge, as well as
in negotiating uncertainties imposed on them by the biomedicine.
Thus, they are (re) constructing their own mothering, as well as
(re) mean what can be called special in relation to their children'®
and to themselves - special mothers, both in their singularities.

It is believed that the experiences for mothers of the first
generation of children with CZVS can contribute to expanding
perspectives and qualifying care in the face of a new outbreak
that may come to occur and that these women may expand these
experiences a little. To do so, we use the research question: “What
mothers of children with Congenital Zika virus Syndrome would
say to pregnant women of children with a microcephaly diagnosis
associated with Zika virus?”, which originated the objective of
this study, which was: To understand the meanings of having a
child with the Congenital Zika virus Syndrome in the experience
of women and, from that, what they would say to other women
who find themselves in the same situation.

METHOD

A qualitative study, in which the interpretative description
method assumptions were used. The qualitative approach seeks
to unveil the phenomenon by itself, being explained as a universe
of deep meanings, longings, beliefs, values and attitudes, widely
used in life histories, where meaningful human constructions can
not be perceived nor be captured in quantitative studies.?’ From the
narratives, we find the ideal approach to understand the organization,
the socialization process, the emergency situation found in a group,
as well as the situational responses to the usual contingencies.?'

The interpretive description is considered a methodological
approach, which has contributed to the understanding on the
human health and the experience of diseases that imply in
consequences and has been used as a basis to support several
Nursing studies.?

The study was developed at the Specialized Rehabilitation
Center (SRC) of Campina Grande/PB, that is a reference,
in Paraiba, in the care of people with all types of disabilities,
including children children with Congenital Zika Syndrome, having
approximately 100 registered children, therefore, chosen as a
research site. Currently, more than 2,800 people from 183 different
municipalities are being cared. Of the registered patients, 800 are
from Campina Grande and the others, coming from several areas
of the state, such as Sertdo, Curimatat and Cariri.2® The service
has an accredited multidisciplinary team and several services,

such as aquatic physiotherapy and occupational therapy. The
pregnant women and/or the children diagnosed with CZVS are
referred by the professionals of the Basic Health Units, where
they receive specialized care, undergo exams and, if confirmed,
begin follow-up.

The Specialized Rehabilitation Center (SRC) started
operation in February 2017 and did not have an updated record
of the enrolled children who had CZVS, which made it difficult to
approach the mothers initially. The contact with the participants
was made at the institution itself and the selection was made
by convenience, according to the mothers’ time availability
and the desire to contribute voluntarily to the research. The
approach occurred in the service’s waiting room from an informal
conversation, at which time there was an approximation that made
possible to present the research nature.

The inclusion criteria for taking part in the research were:
women over 18 years old affected by Zika virus in the gestation
(confirmed by laboratory exam) and children diagnosed with
Congenital Zika Syndrome. Women whose children had
microcephaly associated with other causes, women with some
kind of cognitive inability to take part in the research, who did
not reside in the state of Paraiba and who were not registered
and attended at the Specialized Rehabilitation Center, as well as
mothers of children accompanied by other relatives in the care,
were excluded.

For the invitation to the mothers, the researcher found,
in an informal conversation, whether she met the proposed
inclusion criteria, mainly because many children did not have
characteristics that are typical to microcephaly. With some
mothers, the approach was hampered by time constraints, due to
the established transportation schedules for return to their homes,
often located in other municipalities. In total, 48 women were
approached. Among these, two women expressed disinterest
in taking part in the research; one of them mentioned having
already participated in many surveys with long questions; in a
unique situation, there was a mismatch between the researcher
and the invited participant, emphasizing that this woman reported
being “attacked” and preferred to leave the interview for another
opportunity, but the meeting did not happen. Another five women
were excluded because they did not meet the inclusion criteria:
two of them were not the mothers of the children under the care
and three reported not being confirmed if the diagnosis on the
children would be associated with Zika virus. At the end, 40
women, mothers of 43 children, took part in the study because,
of these, three had twin pregnancies.

The data collection was carried out during the months of
June to November, 2017, through a semi-structured interview
elaborated by the researcher, having as theoretical reference the
Model of Resilience, Stress, Adjustment and Familiar Adaptation
proposed by McCubbin and McCubbin,!” which aims to explain
the potential of the family (in this study, we choose the mother as
the central figure for the family) to deal with crisis situations and
to understand factors related to adjustment and adaptation to the
disease. Given a stressful event, in this case, the CZVS, she tries
to maintain the equilibrium, and for such she uses the resources
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at her fingertips. The families are considered resilient when they
successfully combat adversity and/or stress, or when they are
able to reorganize their working patterns to meet new challenges.

For data collection, a quiet and reserved environment
was guaranteed, with privacy of researcher and interviewed
throughout the whole period, taking into account the measures
for preventing and minimizing risks. The interviews had an
average duration of 20 minutes and 47 seconds, the longest
interview lasted 1 hour, 9 minutes and 29 seconds and the
shortest interview lasted 9 minutes and 22 seconds.

These interview-mediated encounters sought to understand
the meanings of having a child with the Congenital Zika virus
Syndrome in women experience, and from that, what would they
say to other pregnant women in the same situation. In this way,
we try to identify singularities from each experience, in the midst
of silences, cries, anguish, fear, ignorance, resignation, but also,
the force expressed by the participants.

In order to facilitate the narrative-obtaining process, the
questions and answers were recorded with the help of digital
media, guaranteeing the confidentiality as a matter of priority.
The questions could allow a spontaneous report, capable for
generating sufficient elements for the researcher to transcribe
and interpret them later. The interviews were fully transcribed,
maintaining all language vices, interruptions, speeches of the
researcher and speeches of the participants. The second step
was to perform a reading of the transcribed data, which allowed
a process for organizing the discourses into narratives.

By attending numerous types of deficiencies and congenital
malformations and not having a certain day for each problem, as
well as the researcher did not have access to a service agenda,
it became necessary to move several times to the place, in
search of the participants, attending the field as many times as
necessary during data collection period, in order to address as
many women as possible.

The final sampling was done by theoretical saturation, when
it was noticed that there was no further increase in the obtained
information. The saturation of the interviews is operationally defined
as suspending the inclusion of new participants when the data
obtained began to display repetition and redundancy. For such,
eight steps were used to settle up data saturation criteria: make
available the raw data records; immerse in each record; compile
the individual analyzes; gather the themes or types of statements
for each pre-category or new category; codify the data; allocate
themes and types of statements; check the theoretical saturation
for each pre-category or new category; and display the saturation.?

In order to preserve anonymity in the transcripts, we adopted
the following identification form: for mothers, the initial M was used,
followed by the ordinal numeral which represents the order in
which the interviews were performed (M1, M2, ...M10), and so on.

For analyzing the material, the Content Analysis technique
of the thematic type proposed by Bardin was used,? defined as
a set of techniques for analyzing the communications, treating
the information coming from the speeches of the participants
investigated on a subject, so that it is possible to centralize the
ideas and to categorize them thematically.

The research was carried out after approval by the Research
Ethics Committee of the Federal University of Campina Grande,
under Written Opinion number 2,118,518, dated June 13,2017,
in accordance with the ethical standards required by Resolution
466/2012 of the National Health Council.?”

RESULTS

40 mothers of children with Congenital Zika virus Syndrome
from different cities of the State of Paraiba, being 18 and 39
years old, took part in the research. Regarding the declared skin
color, the majority reported being brown (27 mothers), five said
to be white, four, black, three, yellow and one did not know how
to specify. On the marital situation, 29 had a fixed companion
(married or in stable union), five were single, three, separated,
two, divorced and one had been widowed. The children were
aged between 1 year (12 months) old and 2 years and 2 months
(26 months) old, with a mean age of 19.4 months.

The meanings found on what mothers of children with
Congenital Zika virus Syndrome would say to other pregnant
women of children with Zika virus-associated microcephaly
diagnosis were classified into three thematic categories: the
divine force that transforms the life of mothers; double feelings
as a source for overcoming; and the meaning for the mothers’
strength beyond the disease.

Category 1: The divine force that transforms the life of
mothers

In order to endure the pain, accept challenges and face
change in living with the syndrome, mothers maintained their faith
in God, helping them to face the unpredictable reality of having
a child with a disease with a still unknown prognosis. This faith
was born from the special son, demonstrating this force in what
they would say to other mothers in the same situation:

That she did not need to be so shaken, because God is in
charge of everything to help. (M1)

That she had to have much faith in God himself. Because only
those who know are the ones who have a child with a disability.
Because | deem by myself, it's very difficult to take care... (M4)

I would say that she were not to be afraid, that Jesus gives
comfort to people, right? For us to take care of, give strength ...
atfirst we are afraid, but then... (M7)

That itis difficult, is it so, right? But for God, nothing is difficult.
So ... a lot of strength and ask God for strength to continue and
take care of the baby, do not abandon him/her (M15)

I would advise her, | would tell her: My daughter, have faith
in God, do not despair, do not bow your head, God wants to see
us smiling. So you go and look after your children, darling, if you
have, go do the treatment, do not abandon, because when God
sends the person with the disability to us, it is because we know
how to fight, He will not give to a crazy person, who does not know
how to fight, win in life, | only give good advices to people. (M26)

Hiwoman, be very attached to God, that one can do everything
with God, God may transform the possible and the impossible, and,
ifnot, He does not load us beyond our strengths, He only gives what
we can carry on, this is what | usually say... (M36)
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The described category was the strongest, appearing in most of
the interviews. One also highlights the faith related to the gratitude of
having a special child, where mothers revealed that God only gives
a special child to the mother who knows how to carry on.

God knows of all things, that special child is not a rock of so
much weight in our lives not.(M13)

I would say that God only gives a special son to a mother
who is special [...] God only gives the burden that we can
carry on, He will not give us what we can not do. (M17)
It is for her to have a lot of faith in God and also give thanks,
because itis not anyone who has the privilege of having a special
child, God only gives what you can carry on. (M19)

I'd just say so, for her to accept, because we think it's a very
difficult thing, but God resolves everything and we can overcome
everything. Do not despair, because mothers usually despair when
they know, because we never expect them to have such a child,
but, if it came like this, it's because God knows that we can. (M20)

Ah, woman, it's so hard to say... patience, have strength,
because thus, if God gave, she can carry on. He will not give us
anything if we are not able to carry on. (M33)

If it were after pregnancy, she would be prepared, because
the fight is ample, if you stick with God, because the fight is heavy,
but there is also has a lot of gratification, right? You see that it is
a special being sent by God. (M14)

From the words of the mothers, it was possible to see that
the term “special son” is attributed to the interconnected feeling of
being also a “special mother”, in which they believe there is a divine
predestination from the ability to accept the child as a received grace.

Category 2: Feelings in double a source for overcoming

The birth of a child with disabilities represents many
challenges for the family. In this category, patience and love
prevailed in the sense of being what children really need to have a
dignified existence in the face of so many limitations and suffering.

Ifyou are pregnant or want to become pregnant, take care of
yourself, and regardless of how your child comes, give him/her
enough love and care, because that is what they need. Because
no one asked to come to the world. (M2)

I would just say that she would have to have a lot of patience,
because it demands a lot of work. (M8)

That she loved him/her in double, that the love that we give
them is 10,000 times greater than that of a normal child. And
also care. (M21)

That she had a lot of patience, right? Because you have
to be patient with these children, right? And she had a lot of
love for the child, | say, it is what | have, right? Thus, | have a lot
of patience with my daughter, too much love, doubled, right?
Because one has to have... (M37)

The experience of these mothers is not easy: in addition to the
accumulation of demands within the family unit, the daily struggle
since pregnancy, as well as the exhaustive routine of caring for
the children appear as fragilities that leave marks. At the same
time, these women show that, despite all the difficulties, patience
and love support in the coping process.

Category 3: The meaning of mothers’ strength goes beyond
the disease

This category brought us the idea that the dreams of
the mothers remain, fed by the future of the children from an
adaptation to an unexpected situation, that requires the conquest
of coping strategies by the parents, showing the importance of
living one day at a time, as verbalized in the speeches:

That, one day, God willing, may they walk, run, talk... It is
going to take a little bit, but the time will come. (M10)

Thus, we should help each other, | would give her strength,
say what I've been through, fortify... it’s difficult, yes, but we have
to accept that it is a child, it's difficult, yes, but we have to face it.
I was going to lend a hand, explain what | went trough, through
what am | passing today... (M18)

Itis not easy, butitis trusting, itis having faith, because there
is no other alternative, it is living day after day. Do not think about
the past or future, it is to live the present. (M29)

May they have hope, because it is nothing on what people
speak, that people make a commotion, that you think that children
have nothing ahead. (M31)

Not only the impact of the diagnosis, the changes faced
and the need to adapt to the situation, there is a force that drives
these mothers, observed through speeches that give life and
overcoming lessons.

DISCUSSION

In addition to the proper limitations of the syndrome,
especially due to neuropsychomotor changes, there are
challenges and changes in the lives of these families. Because
mothers are the first social contact for the child, mothers often
carry on a greater responsibility and personal resources are the
solutions they find to face the reality of having a child with CZVS.
As a form for overcoming, they often seek support and strength
in faith, in the feelings for the child and in hope, being a comfort
in times of crisis.

The expressions “spirituality”, “religiosity” and “faith” are
commonly used as synonyms, but their meanings are not the
same, although, in the common sense, they are confusing.
Spirituality holds a broader concept, which allows one to believe
in a greater spiritual force, regardless of religion. Religiousness
comes from an institutional structure to the effect of expanding
a spiritual consciousness, from the religion. Faith confers peace
and strength to bear the obstacles in everyday life, pointing out
life’s meaning and purpose.2®

The expression of faith appeared as a source for backing and
support for this confrontation. This faith is part of the spirituality,
which denotes hope, believing in something as a safe haven,
helping in fortifying the families. Faith gives meaning to the human
beings in the face of unexpected life situations.?®

For the parents of children with congenital heart disease
interviewed at a Pediatric Intensive Care Unit in Rio Grande do
Sul, the spirituality appeared as an imperative factor in coping
with the process of getting a child falling sick, where the found
manifestations were faith in healing and/or improvement and the
possibility to return to healthy life.?®

In a study with mothers who faced the impact of the child’s
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preterm birth and prolonged admission to the neonatal intensive
care unit at a maternity unit in Natal/RN, one also identified
the resource to spirituality, still depicting the hope in the child’s
survival, minimizing the emotional impact of the situation.®

Similarly, in a study carried out in Erechim RS, the faith
of mothers of children with cerebral palsy encouraged the
families in the search for acceptance and strength, bringing out
new perspectives to face the disease, pointing out that faith is
remarkable in different pathologies and hospitalizations.®! Very
often, they seek this support as a way to overcoming, or as a
comfort for difficult times.*2

In a study carried out in Teresina/Pl, mothers of children
with hydrocephalus, after the initial shock, were committed to
fighting for the child’s survival and well-being, revealing that
having a child with hydrocephalus was seen by them as a mission
determined by God, and which should not be discussed, but
simply accepted,?® coinciding with the found results.

For a mother, the illness of a child, related to the uncertainty
about their future, is accompanied by intense care routines and
divergent feelings about herself and the child, interfering, in a
significant way, in her experience in maternity and quality of life.%'
In the words of mothers in this study, through their experiences, a
force became evident that reveals that God gives a special child to
a special mother. Thus, “ to have a special child is a divine ordeal
for some people, requiring them the motherhood as an integral
condition for survival”.*2 For them, this mission is not meant for
anyone, but given to someone fitting in built representations.

During gestation, women manifest distinct feelings, which
represent their expectations and hope for the child being
generated. It is important to highlight that each malformation
shows individual particularities; apart from the different etiologies,
they have different prognoses and diverse clinical implications,
requiring specific care. From the perspective of the mothers, this
special child is related to the sense of a disabled person, to the
special child who needs differentiated assistance, not only with the
inherent care of the congenital malformation or physical disability.>
And, from this care, the importance of patience and love emerges.

From surveying the personal resources to coping with the
arrival of the child with congenital malformation, the feeling of
becoming a mother is seen as a privilege for being chosen by
God, being a way for justifying her ability to be a mother.®® “From
looking at oneself by highlighting the changes arising from the
chronicity of the child’s iliness to the transformations in family
dynamics, mothers are walking along winding paths, sometimes
with more optimism, sometimes more powerless in face of the
disease’s facticity”.%

In the bond existing between mother and child, in most
situations, a relationship of dependence and necessity is created,
where, in a family context, the mother holds the role of the owner
of integral care, not sparing efforts to provide the best for the
children, often renouncing their own personal and professional
life, in order to contribute to their healthy development.®¢ In this
attempt to cope with the difficulties and challenges inherent to
the care, maternal care is marked by renunciation, these mothers

become dedicated exclusively to the care of the child rather than
performing their usual activities.®

In a study carried out in Timbauba/PE, with mothers of
disabled children, it was pointed out that, after accepting the
disease, mothers begin to love their children and include them
in the society, learning ways to overcome the prejudices that
are built up, based on trust and self-esteem, resulting in the
empowerment. These mothers are women marked by a life of
exclusive dedication and total surrender to their children, where
indissoluble bonds are built up, permeated by the true love
between mothers and children,3 coinciding with our research.

It is important to consider that these children are at a stage of
development, where, care is predominantly maternal. This situation
is quite common in motherhood in general, even in the face of
normality, where, itis clear that the mother becomes the custodian
for this unconditional care to the child. Given the existence of some
pathology, mother often turns exclusively to the disease and the
need for self-care, ends up being neglected. Mothering is what
expresses this force, to the effect that, often, mother ends up being
annulled, having to give up her own life, staying away from her
condition of being a woman, due to the child’s existence.

By projecting living on the basis of the deficiency that their
children have, this personal and social charge in performing the
function that in the best way implies in suffering for a differentiated
obligation. In this context, self-forgetfulness demonstrates the
distance they have taken from their condition of being a woman,
because they perceive themselves just as mothers of a child
with a disability.®

Mothers with disabled children reveal the ability to adapt
themselves to the experiences. And it is from this empowerment
that these mothers are strengthened psychologically, facing
difficulties, overcoming barriers and including children in the
society.® Through this recognition, the different forces of these
mothers become explicit, making them more resilient in the face
of the challenges and changes they face. And these children
justify their strength in living, especially because they are the
children of their mothers.

In a study in the Family Health Units from the urban areain a
municipality of Paraiba, the experiences reported by mothers of
disabled children with special health needs are unprecedented
situations that become lived knowledge, serving as personal
learning. Most mothers reported having experienced initial
difficulties in caregiving actions, however, they recognized that
it is possible to acquire the ability to learn and perform tasks
that have never been performed before, confirming a positive
attitude towards coping.*”

The expectation on the evolution of the children, regardless
of whether it materializes or not, moves these women, going after
what is possible for the children to make satisfactory progress
in the treatments. Depending on the degree of neurological
impairment, each child has a differentiated reaction to the
stimulus and this also needs to be respected and understood,
falling to the “temporality of existence to illustrate past, present
and future experiences”.® Mothers try to find ways to live
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with what is not considered normal by the society.¢ At the
same time that they feel themselves without a support base,
this confrontation becomes necessary, in terms of having the
strength to take care of the child, as something imperative.®In
addition, faced with the existential situation, there are countless
uncertainties regarding the future of these children.

Despite the history marked by expressions of suffering,
pain and overcoming, it is understood that the willpower and
determination of these mothers in coping with difficulties emerge
from the ability of these women to adapt themselves to the situation
and find a new way for understanding life and experiencing
maternity. To such an effect, being mother of a disabled child may
be an enriching and personal transformation experience.®?

Motherhood’s experience, coupled with CZVS emerging
reality, delimited a before and after in the women’s lives, leading
to a definitive situation in the lives of their children, which were
irreversibly attained, becoming complex. In this context, a new
working march appears, searching for acceptance and inclusion.®

In the inclusion process of child with CZVS into society,
mothers face numerous challenges in front of their special
needs.% In this existing projection of the ideal child relative to
the actual child, the present vulnerability and insecurity are
considered as stressors, and lead to concerns about this child’s
survival and future. When severe neurological impairments result
in mental retardation and motor impairment for the children,*®
There is a concern about school and community insertion,
coinciding with the results found in this study, showing that the
children will need to start rehabilitation early, with multidisciplinary
care in order to organize the routine.™

After the adjustment and adaptation process, mothers acquire
the strength to fight and win, given the limitations imposed by the
syndrome itself. From the acceptance, the inclusion of the child in
society, with breaking ofimposed prejudices, allows the construction
of a bond between mother and child, previously fragile due to the
mourning that they and their relatives were experiencing.

In a study carried out in Recife/PE, from the approach of
the stimuli and difficulties found by mothers of children with
special needs during their children’s rehabilitation process, it
was possible to understand the need for acceptance for insertion
and socialization in different social contexts. In some cases,
although the child does not have a long life span, mothers showed
the importance of not giving up, looking for possibilities so that
children’s limitations did not become impeditive in their growth
and development,® showing the sense of the force created by
them beyond the disease.

In the research, it was shown that the majority of mothers
demonstrated to be in the emotional reorganization phase, where
the baby happens to be seen as a special child and the fragility
experienced previously is replaced by an increasing capacity
feeling in order to face the situation, and through the force found
by the mothers, the motivation to continue the journey. After the
experience of living and overcoming the news on the children’s
disabilities, mothers reported changes in their lives, valuing some
factors and building up new feelings. They were now seeking to

live, to enjoy the pleasant moments, to value and support their
child in living with the disability.323¢

In parallel to the challenges, mothers learn to deal with time,
trying to live each day at a time, respecting and accepting the
limitations of their children, trying not to suffer in advance. Aligned
with this result, plans and hope make them believe in a better
world for their children.

CONCLUSIONS AND IMPLICATIONS FOR
PRACTICE

To take care of a child with the Congenital Zika virus
Syndrome diagnosis has involved emotional, social, economic
and spiritual aspects and, in addition to a transformation and
suffering process, that elapses mainly from the changes that
happen in the family, showing the importance of a car network
for these mothers and children, who inspire necessity for cares.

Despite all science advances, the unknown continues to be
dealt with. Due to absence of information in the literature on the
subject, specifically aimed at the care of children with CZVS and
maternal experiences, further research should be carried out,
enabling responses so that, thus, there may be awareness on
the part of students, health professionals and society, helping to
make these situations to be better faced by the families today. The
reported experiences may contribute to qualifying the healthcare
of the professionals who deal directly with these mothers in this
context, and possibly favor the coping and adaptation of them
and their families and of the new families that may come to have
children with Congenital Zika virus Syndrome.

Furthermore, given the challenge to confronting a disease
with few resources for diagnostics and treatment, there are
some more extended proposals, among them, to strengthen
Basic Health Care, create rooms where these women can have
a place to take care of their children and themselves, invest in
capacity building for the health professionals to expand the
ability to listening, as well as institute intersectional actions in
health, that may serve for research, teaching and extension
from this experience.
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