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ABSTRACT

Objective: to know health professionals’perceptions about care actions provided to children with
Congenital Zika Virus Syndrome and their families. Methods: this is a qualitative study, carried
out in a capital of center-western Brazil, based on the Unified Health System theoretical precepts.
Data were collected in September and October 2020, through audio-recorded interviews with
12 health professionals from a specialized service and submitted to analysis of content, thematic
modality. Results: the implementation of care actions with these children occurs through
multidimensional assessment of children and their families, use of the Unique Therapeutic
Project, therapeutic interventions for the development of children and the communication and
exchange of interprofessional and family experiences, in addition to considering professionals’
prior knowledge and their search for it. Final considerations: children with CZS and their families
need individualized, frequent, integrated and continuous care.

Descriptors: Zika virus; Child Care; Chronic Disease; Comprehensive Care; Unified Health System.

RESUMO

Objetivo: conhecer a percepc¢ao de profissionais de salide acerca das a¢des de cuidado
dispensadas as criancas com Sindrome Congénita do Zika Virus e suas familias. Métodos:
estudo qualitativo, realizado em uma capital do centro oeste brasileiro, fundamentado nos
preceitos tedricos do Sistema Unico de Satde. Os dados foram coletados em setembro e
outubro de 2020, mediante entrevistas audiogravadas junto a 12 profissionais de satde
de um servico especializado e submetidos a anélise de contetido, modalidade temética.
Resultados: aimplementacao de a¢des de cuidado junto a essas criangas ocorre mediante
avaliacdo multidimensional da crianca e sua familia, utilizagdo do Projeto Terapéutico Singular,
intervengdes terapéuticas para o desenvolvimento da crianca e a comunicacdo e troca de
experiéncias interprofissional e com a familia, além de considerar o conhecimento prévio do
profissional e a sua busca por ele. Consideragdes finais: criancas com SCZ e suas familias
necessitam de cuidados individualizados, frequentes, integrados e continuos.
Descritores: Zika Virus; Cuidado da Crianga; Doenca Cronica; Integralidade em Sadde;
Sistema Unico de Saude.

RESUMEN

Objetivo: conocer la percepcién de los profesionales de la salud sobre las acciones de
atencion que se brindan a los nifos con Sindrome congénito del Virus Zika y sus familias.
Métodos: estudio cualitativo, realizado en una capital del centro occidente brasilefio, basado
en los preceptos tedricos del Sistema Unico de Salud. Los datos fueron recolectados en
septiembre y octubre de 2020, a través de entrevistas grabadas con 12 profesionales de la
salud de un servicio especializado y sometido a analisis de contenido, modalidad tematica.
Resultados: la implementacion de acciones de cuidado con estos nifios se da a través de
la evaluacion multidimensional del nifio y su familia, uso del Proyecto Terapéutico Singular,
intervenciones terapéuticas para el desarrollo del nifio y la comunicacién e intercambio de
experiencias interprofesionales y familiares, ademas de considerar la los conocimientos
previos del profesional y su busqueda. Consideraciones finales: los nifios con SCZ y sus
familias necesitan cuidados individualizados, frecuentes, integrados y continuos.
Descriptores: Virus Zika; Cuidado del Nifio; Enfermedad Crénica; Integralidad en Salud; Sistema
Unico de Salud.
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INTRODUCTION

Five years after the public health emergency caused by the
Zika Virus (ZIKV) and its teratogenic power, it was concluded that
microcephaly was just “the tip of the iceberg’, which later led to
a broader definition called Congenital Zika Syndrome (CZS)™.
This is because, as affected children grow, a range of associated
abnormalities arises, such as musculoskeletal malformations,
seizures, dysphagia, hearing and visual impairment?. Thus, the
challenge of providing care to children who experience chronic
illness and their families is enhanced by the particularities of
CZS, whose clinical, social and political consequences unfold
over time®),

Care actions developed by the Brazilian Unified Health Sys-
tem (SUS - Sistema Unico de Satide) aim at encouragement and
rehabilitation according to the extent of involvement by the
syndrome, requiring viable flows between the demand and sup-
ply of specialized services articulated with other points of health
care. Furthermore, these actions require multidisciplinary moni-
toring and the implementation of robust standards of support
for families who are responsible for continuity and maintenance
of care at home®,

For this reason, professionals who monitor children with mul-
tiple and continuous care needs lack permanent qualification,
which will allow them to transcend biomedical care, and develop
a holistic care practice that considers the family as a care unit
and recognizes its role in encouraging children’s development®.

Moreover, individuals with chronic conditions often access the
different points of the Health Care Network (Rede de Atengdo a
Saude) and demand interventions that consider the expanded
concept of health and promote quality of life. Therefore, con-
tinuous and coordinated follow-up between the teams and
between the different services is necessary so that the actions
are guided by the unique needs, with a view to consolidating
a universal, comprehensive and equitable care, in accordance
with SUS principles®?.

In the case of children with CZS, for instance, it is essential to
guarantee universal access to health services at different points
in the network, guaranteeing equity and comprehensive care
throughout the different life cycles. To achieve this, profession-
als must be trained and often qualified to act according to SUS
principles, with a focus on advanced practice, permeated by
complex decisions based on clinical competences for care, and
also having the capacity to develop actions to promote health,
disease prevention, treatment and rehabilitation, within their
reality and scope of action®.

Regarding the central theme of the study, the literature pres-
ents a wide approach on the mechanism of infection, diagnosis
and prevention for ZIKV, in addition to the epidemiological and
clinical characteristics of the syndrome®'?. In a more subjec-
tive context, studies with a qualitative approach, for the most
part, explore the experiences of women diagnosed with ZIKV
infection during pregnancy and the feelings experienced by
them in the care of children with CZS"3'®, However, studies
that investigate the practice of child and family care, as well
as the strategies used by teams of specialized services for this
care, are still incipient.
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OBJECTIVE

To know health professionals’perceptions about care actions
provided to children with Congenital Zika Virus Syndrome and
their families.

METHODS
Ethical aspects

The study met the ethical precepts disciplined by Resolution
466/12 of the Brazilian National Health Council (Conselho Nacional
de Satide) and CAAE (Certificado de Apresentagdo para Apreciagéo
Etica - Certificate of Presentation for Ethical Consideration). All par-
ticipants signed the Informed Consent Form.To ensure participants’
anonymity, the speech records were coded with the letter“P”and a
number indicating the order in which the interviews were carried out.

Type of study

This is a descriptive study of a qualitative nature, which used
as a conceptual basis the theoretical precepts of SUS and whose
description followed the Consolidated Criteria for Reporting
Qualitative Research (COREQ).

Methodological procedures
Study setting

The research was carried out in a philanthropic institution spe-
cialized in rehabilitation, diagnosis, treatment, concession, adapta-
tion and maintenance of assistive technology, located in a capital
of center-western Brazil. The service has a multidisciplinary team
consisting of doctors, nurses, physiotherapists, speech therapists,
psychologists, occupational therapists, social workers, nutritionists,
orthotics and prosthesis technicians and physical educators. Itis a
municipal and state reference for the healthcare network for people
with intellectual, hearing, visual and physical disabilities. Services
are free of charge and admission to the service occurs exclusively
through referral via the Brazilian National Regulation System and
the frequency of appointments is determined according to the
needs of each patient.

Data source

Health professionals with higher education who carry out/car-
ried out care to children with CZS and their families and who, at the
time of data collection, were not excluded, due to the contingency
adopted by the institution, during the pandemic caused by the
coronavirus, were included in the study. In turn, professionals’
unavailability was adopted as an exclusion criterion after three
attempts to schedule an interview, on different days and times.

Data collection and organization
Initially, the principal researcher consulted the institution’s gen-

eral register of patients in order to identify children who have been
or are being followed up as CZS (nine) in the period 2015 to June
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2020. Subsequently, through the histories of weekly and monthly
visits to these children, 30 professionals eligible for the study were
identified. Of these, 15 were active at the time of data collection (a
doctor, a nurse, a nutritionist, a social worker, two psychologists,
five physiotherapists and four occupational therapists). Then, the
research was disclosed to these professionals with the support of
supervisors of categories involved in care, and all were personally
invited by the researcher to participate in the study, one of which
did not accept to participate and two were unable to be available
for the interview after three attempts to scheduling.

Data collection took place between September and October
2020, through interviews previously scheduled according to
participants’ availability, so as not to interfere with the work
routine and carried out in a private room at the institution itself.
They were audio-recorded after authorization, had an average
duration of 60 minutes and performed by the main researcher,
using a script consisting of questions related to participants’
characterization, a guiding question, “How is the care of children
with CZS and their families carried out?’, and some support ques-
tions addressing strategies for implementing and maintaining
care, multidisciplinary work and knowledge about the syndrome.

The end of the collection followed the sufficiency criterion,
when the number of interlocutors and the quality of their reports
already allowed reflecting the multiple dimensions of the object,
based on the recurrence and complementarity of information‘”.

Data analysis

Allinterviews were transcribed in full and submitted to content
analysis, thematic modality, following the steps proposed'®. In
pre-analysis, the initial ideas were systematized through material
organization, followed by an exhaustive reading with the identifica-
tion of the core meanings considering the objective of the study.
In the material exploration stage, we proceeded to the grouping
into thematic nuclei, through a meticulous process of reading, clas-
sification and aggregation of the meaning units'®, namely: needs
of families to maintain care; planning of care actions; guidance
of interventions against the chronic condition; performance and
communication of the multidisciplinary team; professional training
for the care of children with CZS and their families.

Finally, in the stage of processing the results"®, after articulating the
empirical data with the theoretical material anchored in the research
objective and in the identified themes, the category“Construction of
care for children with Congenital Zika Syndrome and their families”
emerged, consisting of the subcategories“Planning of care actions’,
“Implementation of care” and “Knowledge regarding Congenital
Zika Syndrome”.

RESULTS

The 12 study participants were aged between 26 and 46 years
(mean 35.6 years), being 11 female, four physical therapists, four
occupational therapists, two psychologists, a social worker and
a nutritionist. Time from graduation ranged from three to 18
years (average of 11.6 years) and working time at the institution
from 11 months to nine years (average of 5.3 years). Among the
participants, 10 declared to have some specialization.
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The category“Construction of care for children with Congeni-
tal Zika Virus Syndrome and their families” addresses aspects of
planning, execution and knowledge about care actions aimed
at children with CZS and their families and is made up of three
subcategories, the which will be described below.

Planning of care actions

In this subcategory, participants pointed out some elements
and strategies used to plan care actions:

Initially, why this person is here, because often they do not know,
even if it is written on paper why they were referred, sometimes
even the referring physician commented something, the caregiver
does not understand why he is here, so the first thing | do at the
reception is to ask why you came [...]. (P10)

We carry out a multidimensional assessment, which also assesses
whether this family is a barrier or a facilitator, the environment
they live in, which is the school, also whether they have access to
health services, to the social part[...]. (P11)

We need to know income, if they have housing, and if the patient
is already receiving benefits, because if they cannot come, we
already have to provide it for them faster [...] at least to minimize
that they do not miss appointments [...]. (P5)

It was observed that this stage begins with the reception,
knowledge and approach to the biopsychosocial context of
children with CZS and their families.

Respondents also highlighted the need to retrieve children’s
gestational history, clinical history and current status:

As was the gestational period of this mother, there was a prenatal
care, ifany type of change was pointed out in the ultrasound exams
or not[..] and we also ask about the child’s current history, how
does this mother feel the day to day with her, [...]. (P1)

Normally, you hear alittle about children’s history, how that pregnancy
was, but the main information is how it is, what the mother is noticing
at home, what medications she is taking, because depending on the
medication this will interfere if this child is sleepy, it will interfere with
our carel...] itis this information that | collect and that on top of that |
will develop my entire treatment plan, the way | will conductit[...]. (P6)

Therefore, the use of tests and assessment instruments during
the planning of care actions:

[...] here comes the specific assessment of physiotherapy, we have
some reflex tests, we apply it to the children according to their age at
the time of assessment, and through that, we plan a conduct. (P1)

Forme, an anamnesis is the main thing for a good result. Applying
the appropriate assessment instruments for that child, we can even
see, see a better prognosis, explain it better to this family [...]. (P12)

The family’s complaints and their expectations and perspec-
tives are fundamental in this planning:

Every time we assess patients, we ask what the mother expects
from our therapy, what she wants the child to do that the child
does not do yet, these things so that we can know and direct. (P2)
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Regarding the tools used for planning, participants highlighted
the importance of using the Unique Therapeutic Project (PTS -
Projeto Terapéutico Singular):

We manage to do what we call a Unique Therapeutic Project, which
is planning. You see through this reflection, these goals, what the
mother expects. We are able to do this work of co-responsibility
of the team where everyone participates, so everyone | say, the
multidisciplinary team and the family [...]. (P12)

[...] there will always be a professional who is responsible and ac-
companies this patient from admission to discharge; for example,
ifthis patient’s greatest need in the assessment is cognitive, then
the person responsible for PTS is a psychologist who assists and
he is the one who will manage this PTS, he is the one who will
discuss with the other professionals, he is the one who will sit with
the family and will set the goals together [...]. (P11)

Reports show that when used routinely, PTS can support
interventions and teamwork.

Implementation of care

Participants highlighted that the recognition of CZS as a chronic
condition is also an important element in the construction of care
for these children and their families:

[..]even though we are unable to establish a standard of normality
for these children, we are able to provide the maximum quality of life
and functionality, so it isimportant because as well as the disease
that they will have for life, this care too will remain for life[...]. (P1)

This is because the focus is on offering actions that favor qual-
ity of life and that take into account the limitations in different
stages of development. In this context, professionals highlighted
the need for early encouragement and longitudinal monitoring,
so that better results are achieved:

When this child comes to us at an early age, the child already
becomes a child of longitudinal monitoring [...], for example, if
they [children] are months old and come here, we can follow the
chronological development and encourage what they are late,
now seven years old, will be a distance from the chronological
age and we will take longer, even we will not be able to put all
the support they need to develop fully. (P11)

Also, interventions are developed considering the different
health needs and specificities that CZS can entail:

We work more on the limitations that are caused by the sequel that
Zika virus causes, so we work like this through encouragement, the
prevention of deformities, stimuli, both sensory, motor, cognitive
[...] visual and auditory encouragement, all of this we encourage
through playing, through movements, stretching, handling. (P3)

Among the implemented care actions, participants highlighted
those that favor the performance of basic activities of daily living
and adaptations to the limitations caused by CZS:

This child also needs to be cognitively encouraged to see if, through
this, she can have a good performance in motor coordination,
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even so we can see if this child can brush a tooth, comb her hair,
put on clothes [...]. (P6)

Here, in occupational therapy, it offers everything to the child,
everything she needs to have a daily life as close to adequate as
possible; occupational therapy works with reality, the readapta-
tion of these individuals, so we will adapt in a new reality, enable
it in fact, in this new reality of theirs, because they are not being
rehabilitated but empowered, we work more in this context too. (P4)

Furthermore, professionals pointed out the need to seek
feedback from the family regarding care actions implemented to
identify influential factors in the treatment and plan new directions:

When the mothers arrive, | always ask how you are, how you went
this week, did you have any evolution, are doing all the orientations
that were given, then they tell me, “Oh, started to stand up, oh,
started to do that, oh is very darn, ours has improved a lot’; so we
need this feedback [...]. (P7)

To do so, they referred to the use of alternative resources
that help the family in feedback regarding children’s evolution:

[...] because the family is with the child every day, they can perceive
in a simpler way some things the child needs in their daily lives,
| often use the resources of home videos and they help me a lot,
when it is also possible, diary, | don't take a notebook at all, a
single sheet, when the family can write, [...] and | can identify in
these reports a development or a therapeutic plan for this child, it
also helps me a lot, because in these reports they sometimes put
things that were not said during the service. (P10)

Likewise, they highlighted the importance of frequent com-
munication between the professionals involved in care:

We need to have a sequence, the multi team is a gear and one
complements the other’s work, so | think that when you exchange
this information, this gear is easier to be connected |...]. (P6)

It is important for the patient’s evolution, because many times |
may be seeing something that the physicist is not seeing, that the
physiotherapist is not seeing, or else it may be giving me something
that | could not observe [...]. (P7)

This is because, when the flow of communication is clearly
established, there are possibilities for expansion and advance-
ment in the development of children with CZS.

Knowledge regarding Congenital Zika Syndrome

In this category, the reports show the difficulties experienced
in the early days after the emergence of CZS resulting from the
lack of knowledge and specificities of the presented deficiencies.

Children [with CZS] came for us to provide care, | went to do research,
study about the subject, to know what neurological aspects were
affected and how this demand would be, in order to be able to
provide care and receive this patient who would be assisting. (P10)

[...] a colleague arrives and says, “I saw such a thing, in the micro
part, it’s interesting’, we'll also look for it. Talking with colleagues
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here, with the doctors, we start, “I've done everything | could do
so far, is there anything you know?”[...]. (P9)

Furthermore, the experience of professional work in caring
for children with sequelae similar to CZS, was identified as the
basis for the provision of care actions provided to this public:

[..] and also because of the experience we already have in the child'’s
motor care and early encouragement, because many things I've
seen in the courses, are things that we have as background from
undergraduate, graduate, clinical experience, we you learn a lot more
by assisting; had other types of training, but not specific to Zika. (P8)

We go straight to the prognosis part, which is what the child presents,
if there is any delay, we work on that; as this type of child is born
with this sequel, it is very similar to the sequel of microcephaly; so,
we work in the same lineage as a child with cerebral palsy[...]. (P4)

In this context, the partnership with educational and research
institutions was identified as an important element for the con-
struction of knowledge and for the proposition of care actions
in relation to CZS:

Our neurologist is the doctor [doctor namel, she participates in
the Zika virus laboratory and we have the multi residency here
and the rehabilitation, our residents also participate in the Zika
virus laboratory in partnership with the university, so we had a
lot of knowledge in the area. (P11)

However, they were willing for specific skills:

[...] if we trained for autism, for down syndrome, why not do it
for these other diseases that are reaching us as well? It's a new
disease, it started a short time ago. (P5)

It's a public that despite being presenting many projects, people are
still studying neurodevelopment, how this child behaves, because
it’s recent, five years ago, there’s still a lot that we still don’t know,
so it'simportant to train these teams. (P12)

It is observed in the reports that professionals recognize the
importance of approaching the theme to carry out more qualified
care actions for this audience, due to their specificities.

DISCUSSION

Assistance to individuals with chronic conditions, in the dif-
ferent spheres of SUS, permeates several biopsychosocial factors
that influence the consolidation and continuity of care actions
carried out by health professionals and family members. When
this condition occurs in childhood, the challenge becomes even
greater, since development is influenced by individual, behavioral,
genetic, environmental, social and political factors, which are
gradually revealed over time®.

In this context, the participants of this study emphasized that
care planning should start with the identification of the differ-
ent needs experienced by children with CZS and their families,
and the context in which they are inserted, especially favorable
and unfavorable conditions for the execution and maintenance
of care. In this sense, with a view to developing effective and
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sustainable long-term care interventions, professionals should
consider the possible limitations experienced/presented by those
who will be assisted?.

It should be noted that sometimes the life of children with
complex chronic conditions is marked by the invisibility of their
presence in common living spaces and restricted to hospital
environments or rehabilitation spaces®. However, these children
and their families need to be welcomed by the different points
of healthcare in SUS, in particular, by the team that works in
the territory where they live, in order to favor the monitoring
of care actions that require continuity by the family, as they are
complementary to those carried out in the rehabilitation service.

Emphatically, the participants mentioned the importance and
the need to understand the experience and knowledge that the
family has about children’s condition, which corroborates research
carried out with nurses from Primary Health Care (PHC). These
nurses pointed out that to care for children with special health
needs, it is important to welcome families, recognize their limita-
tions and clarify doubts, as these actions significantly impact the
quality of care provided®@",

Thus, knowing the family’s socioeconomic conditions is an
important element for planning care, because when unfavor-
able, it increases vulnerability and hinders access to treatment.
These aspects are aggravated by the lack of formal mechanisms
to support families and reveal an important gap in the promotion
of comprehensive care for this public®23,

More than 30 years after the creation of SUS, CZS has forced a
debate on the relevance of factors influencing access to services
in light of multiple and complex health needs®?¥. Participants in
this study reported that access to health, educational and social
services are a priority in the guidance of care, which reinforces
the result of a research carried out in Pernambuco and Rio de
Janeiro, which identified that from the perspective of mothers
of children with CZS and of public network professionals, access
difficulties are numerous and permeate organizational, sociocul-
tural, geographic and economic accessibility®.

With regard to the strategies and tools used for care planning,
professionals reported the performance of tests and application
of specific and appropriate instruments for child assessment.
Given the limited knowledge about the natural history of CZSin
early childhood, the systematic and regular use of standardized
screening or assessment instruments, followed by a pregnancy
and health history, clinical observation and knowledge of possible
complications secondary to CZS, present themselves as potential
allies in the construction of care®.

Likewise, professionals highlighted the relevance of considering
the main complaint of the family and its perspectives regarding
children’s evolution. It should be noted that, although the medical
and therapeutic needs of children with CZS receive special atten-
tion from the health team, families’ concerns and priorities also
need equal attention®). However, a study carried out in a reference
institution in the health care of women and children with CZS,
located in northern Brazil, pointed out that health interventions
for this public sometimes remain centered on the disease and the
family is still perceived just as information receiver.

With a view to providing comprehensive care, collaborative
work between professionals with different backgrounds is also
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afavorable element. The joint construction of PTS was identified
as an important strategy, which corroborates the findings of a
review that pointed out PTS as a tool that favors expanded care
strategies, based on articulated health practices that contemplate
individuals in their entirety and uniqueness®, It is noteworthy
that PTS must be coordinated by a reference professional, i.e.,
the one who has the greatest bond with users®?,

The recognition of CZS as a chronic condition by the participants
of this study directly reflects on the way they plan care actions,
as in these cases, they prioritize practices aimed at promoting
quality of life. Although there is little information about the sub-
sequent consequences of CZS, functional and mental disabilities
throughout life®®, what is known so far reveals the need to use
extensive care approaches to children and their families®?,

In this way, the challenge imposed on SUS to offer/carry out
shared care actions by professionals working in different health
care points is reiterated. This is because these children and their
families, although they are monitored in specialized services, also
lack actions that include health promotion and care articulated
by PHCE?, However, it is necessary to articulate interventions
not only for birth or up to three years of life, provided for in the
guidelines for early encouragement, but also for transitions in
care, school and leisure services®'-3?, in order to address the
comprehensiveness that constitutes a basic premise of SUS.

Furthermore, with a view to developing interventions that
promote the development of children to their maximum poten-
tial, minimize the consequences and substantially contribute to
children’s quality of life®?, it is necessary to include strategies
capable of predicting continuity of actions and encouragement
for children at home.

Prenatal exposure to ZIKV can manifest itself in different
levels of neurodevelopmental impairment, which leads to early
referral for specialized multidisciplinary evaluation and care®*.
It should be noted that, although the concept of microcephaly
was useful in the early discovery of the syndrome as a marker
of brain damage to direct scientific efforts, the literature has
already demonstrated the diversity of deleterious effects caused
by CZS and the fundamental role of early intervention, in order
to promote more effective outcomes in neurodevelopment®,

In this regard, given the uncertainties about the long-term clini-
cal outcome of these children, it is relevant to continuously monitor
the development parameters®? in addition to follow-up offered
in specialized care, since coping with a chronic condition requires
continuous, resolute and longitudinal care. Therefore, ensuring this
level of care is only possible by offering universal, comprehensive
and equitable care, which promotes co-responsibility for care and a
path that meets health needs®.

Professionals revealed that the interventions carried out in
specialized care aim to encourage children to perform basic
activities of daily living, which corroborates a study carried out in
northeastern Brazil, which pointed out that 95% of children with
CZS had extreme difficulty in performing fine motor movements
and were not able to use utensils or containers for food, confirming
the need for a multidisciplinary approach and interventions with
assistive technology®. This allows us to infer that care needs to
encourage children’s minimum abilities and skills to carry out these
activities, including the necessary adaptations to a new reality.
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Therefore, follow-up of actions implemented by health and
family team is made possible by strategies that make it possible
to measure children’s evolution against the proposed therapeutic
plan. In this sense, considering the family’s perception and feed-
back can favor the quality of care offered. The family’s experiences,
especially in the home context, enable the construction of care
in which the service responses are consistent with the needs of
these families and viable for continuity of care®”.

For this follow-up, participants reported using family records
in the home environment, through images and videos, which
sometimes constitute an important ally in the construction and
validation of care by including information not mentioned dur-
ing the consultations. Therefore, health care actions cannot be
limited to the identification of aspects restricted to rehabilitation
spaces, as capturing information about functional adaptation
and events that interfere with children’s evolution are part of
continuous assessment©?).

Furthermore, the exchange of information between the
different professionals who follow children and their families
was identified as preponderant for continuity of care. Thus,
interprofessional communication is essential in the process of
integration and co-responsibility of care, in order to establish
actions and responsibilities among team members with a view
to comprehensive care®®3,

However, in order to ensure this comprehensive care, a more
effective role for nurses also in rehabilitation services becomes
substantial. This action certainly occurs, but it manifests itself
in a fluid and unrecorded way, which on the one hand possibly
prevented more nurses from being identified as providers of
continuous care for these children and their families, and on the
other hand, that their performance was recognized and therefore
referred to by the multidisciplinary team members. Despite this,
nurses have been appointed as the articulator of care in different
contexts and situations®?212640),

It should be noted that nurses contribute to the other profes-
sionals of the multidisciplinary team in different scenarios and
contexts, by building and sharing knowledge, in addition to
having great ability to lead teamwork and implement educa-
tional and care actions in all life cycles. However, in the context
of rehabilitation, it is considered that its role remains undefined
and its actions limited in view of its potential“©.

With regard to advances in specific knowledge about CZS,
clinical protocols remain fluid, and as neurological and develop-
mental abnormalities expand, skilled care becomes a growing
concern“’, Thus, it emphasizes the importance of professionals’
interest and willingness to seek the necessary knowledge, since
the responsibility for training and updating professionals is not
restricted to institutional management®?",

Itis noteworthy that professionals emphasized the importance
of the individual search for knowledge about CZS, the exchange
of knowledge between team professionals and practical experi-
ence with other diseases that also affect neurodevelopment to
support the behaviors given to children and their families. In
other words, in addition to recognizing the need for professional
training, they highlighted that, faced with a“new” condition, it is
important to develop actions already used in the care of children
with other diseases with similar clinical manifestations. In this
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sense, a study carried out with researchers from Brazil and Canada
reflected on the need to promote evidence-based rehabilitation
and ensure the consistent training of health professionals who
care for children with CZS“2.

From professionals’ perspective, another aspect that favored
knowledge about care actions to be developed/implemented
with children with CZS and their families was the performance
of students from the multidisciplinary residency and professors
at the rehabilitation center. From professionals’ perspective,
another aspect that favored knowledge about care actions to
be developed/implemented with children with CZS and their
families was the performance of students from the multidisci-
plinary residency and professors at the rehabilitation center?,
in addition to encouraging the development of more proposals
that enable teaching practices in the light of SUS principles.

In this sense, a study with professionals in the maternal and
child area in the United States, working in care services for chronic
diseases, emphasized that it was essential to continue to build an
interdisciplinary workforce focused on the needs and specificities
of children with CZS“%, Therefore, the desire for qualification in
the face of a chronic condition surpasses advances aimed at early
diagnosis and intervention by increasing the need to train profes-
sionals to provide care that prioritizes the quality of life of this public.

Study limitations

A possible limitation is related to the non-participation of
all professional categories working in the service, especially
nurses, as in practice they are coordinators of care actions, act
as a bridge between all professionals involved in rehabilitation
and have a fundamental role in PTS construction, although this
is not always recognized.

Contributions to nursing, health, and public policies

The knowledge generated can favor the expansion and un-
derstanding of the challenges and facilitators for carrying out
the care of children with CZS in accordance with SUS principles,
by demonstrating that it is necessary to meet the unique needs
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of these children and their families, in addition to planning
and implementing care focused on strengthening bonds, co-
responsibility and multi and interprofessional work. Still as a
contribution, this study points out the need for improvement of
care in the context of rehabilitation, a space in which nursing still
needs to take its role in addition to recognizing the importance
of recording the actions it develops with these children and their
families, especially those who involve lightweight technology as
they represent genuine needs.

FINAL CONSIDERATIONS

The construction of care for children with CZS and their
families is made possible by actions guided by the dimension of
biopsychosocial aspects and needs that involve coping with a
chronic condition, associated with the use of assessment instru-
ments and tools such as PTS in care management. Furthermore,
the support of an integrated and qualified team with practices
aimed at individual needs of children and their families, with a
view to comprehensiveness and continuity of care, were identi-
fied as relevant in the consolidation and success of the proposed
interventions, as well as the importance of expanding the care
network for this child and family, also involving other systems,
such as educational, social and leisure.

Children affected by CZS and their families have a future fraught
with uncertainty and will face lifelong challenges. For this reason,
it is important to know and develop interventions that explore
alternative and effective ways of planning and implementing care
actions provided by health professionals working in SUS. Therefore,
it is necessary to expand the visibility of the aspects that involve
individual care in the context of specialized care, and in other health
care points, in order to provide assistance in line with SUS principles.
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