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Assistance to high-risk newborns: from the hospital to their homes

Assisténcia a recém-nascidos de alto risco: do hospital ao domicilio

Elaine Trevezanuto Correia!, Dandara Novakowski Spigolon!, Edilaine Maran!, Maria Antonia Ramos Costa!,
Sonia Silva Marcon?, Elen Ferraz Teston?

Objective: to apprehend the perceptions of caregivers of high-risk newborns about care provided by health
professionals. Methods: a qualitative study with 11 main caregivers of newborns. Data were collected through
semi-structured interview, audio recorded, and submitted to content analysis. Results: caregivers of high-risk
newborns emphasized the reception at birth and information on the health and evolution of the baby during
hospitalization and at discharge, as factors that made the difference in the hospital setting. In the context of
Primary Care, those that reflected on the safety/trust and satisfaction with the assistance provided were: multi
professional care, follow up with the pediatrician in the reference center, home visit and nursing consultation.
Conclusion: caregivers of high-risk newborns perceived positively the care provided by health professionals,
both in the hospital environment and at home.

Descriptors: Infant, Newborn; Primary Health Care; Child Care; Nursing; Caregivers.

Objetivo: apreender percepgdes de cuidadoras de recém-nascidos de alto risco sobre assisténcia prestada por
profissionais de satide. Métodos: estudo qualitativo, com 11 cuidadoras principais de recém-nascidos. Dados
coletadospormeiode entrevistasemiestruturada,audiogravada, e submetidasaandlise de conteido. Resultados:
as cuidadoras dos recém-nascidos de alto risco destacaram o acolhimento por ocasido do nascimento e as
informacgoes sobre as condi¢des de saude e evolucao do bebé durante a internacdo e no momento da alta, como
fatores que fizeram a diferen¢a no ambito hospitalar. No contexto da Aten¢do Primaria, os que refletiram na
seguranca/confianga e satisfacdo com a assisténcia prestada foram: aten¢do multiprofissional, acompanhamento
com o pediatra no centro de referéncia, visita domiciliar e consulta de enfermagem. Conclusao: as cuidadoras
dos recém-nascidos de alto risco perceberam positivamente a assisténcia prestada pelos profissionais da satde,
tanto no ambiente hospitalar quanto no domicilio.

Descritores: Recém-Nascido; Aten¢ao Primdria a Saude; Cuidado da Crianga; Enfermagem; Cuidadores.
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Introduction

The Health Care Networks were created in Bra-
zil with the purpose of organizing health services, due
to the complexity of the health-disease process, the
occurrence of multiple determinants and incoherence
among the current causes of morbidity and mortali-
ty(”.

Among the Priority Health Care Networks, we
highlight the Rede Cegonha (Stork Network), whose
objective is the implementation of a network of care
for reproductive planning, prenatal care, delivery and
puerperium, in order to guarantee humanized and
qualified care for women and babies. One of the com-
ponents of this network is the risk stratification of the
child at birth, which is intended to contribute to safe
growth and development. In this way, the organiza-
tion of the points of the network and the frequency of
care can ensure attention to the real needs and pre-
vent risks and harms early2.

In this sense, risks are stratified into three ca-
tegories: habitual, intermediate and high risk. The
latter is considered in the presence of factors such as
prematurity, severe asphyxia (Apgar less than 7 in the
fifth minute of life), low birth weight, severe malnutri-
tion, inadequate intrauterine growth and/or develop-
ment, presence of positive neonatal screening®.

It should be noted that gestation is one of the
most striking periods in the life cycle of women, most
often characterized by positive feelings and uncer-
tainties. The mother is positively prepared to receive
the baby at the probable date of delivery that is refer-
red to her on the first day of prenatal care, plans to
wait for a full-term, uninterrupted®* neonate. In this
way, when the baby has some risk factor, it causes dis-
comfort to the family in the face of the unknown, who,
for the most part, feel unprepared and vulnerable to
errors®¥. Fear and difficulty in dealing with a situation
different from what is expected reflect on the emotio-

nal security of the mother and other relatives, which
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results in the need for reception and support by health
professionals®%,

In this regard, the family, especially the primary
caregiver of the high-risk newborn, may present fra-
gility due to unpreparedness in relation to basic care
with the baby. The situation is exacerbated by a lack
of understanding of the progression of prognosis and
the care needed during the child’s growth and deve-
lopment®.

In this context, an important strategy is the set
of guidelines offered to family members, especially
the primary caregiver of the child regarding the care
and need for home care by the Family Health Strate-
gy team®. Nursing plays a fundamental role in heal-
th education during the hospital discharge process
of the newborn at risk, when informing, deciding the
parents’ doubts® and counter referring the neonate
to Primary Care, in order to facilitate the return home.

However, in the literature, there is a scarcity
of approach regarding the continuous multi profes-
sional care, between primary and tertiary care, to the
high-risk newborn, especially regarding the counter
reference and interaction of the health team in the
organization and planning this assistance. Thus, it is
essential for the health sector to propose multidisci-
plinary actions that promote measures and strategies
that facilitate interaction between the different points
in the care network and ensure the well-being of these
newborns®,

In addition, when considering the recent im-
plantation of the Parana Mother Network and the re-
levance of its purpose, it is believed that it is necessary
to know the users’ perceptions regarding the opera-
tionalization, as this may contribute to the improve-
ment of care provided to high-risk infants in different
points provided in this network, as well as providing
subsidies for the implementation of similar services
in other scenarios. In view of the above, the objecti-
ve was to understand the perceptions of caregivers of
high risk newborns about the care provided by health

professionals.
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Methods

A qualitative study carried out in a medium-si-
zed municipality, located in the northwestern region
of Parana, Brazil, which has approximately 81,590
inhabitants and is home to one of the 22 Health Re-
gions of Parana, which includes 20 municipalities.

In the area of child health, at the time of the stu-
dy, it had 17 Basic Health Units, all with Family Health
Strategy teams (total 24 teams), County Emergency
Service, a private hospital contracted to the Unified
Health System, Regional Center of Specialties, Inte-
grated Health Care System, Mobile Care Unit, Child
Psychosocial Care Center, Medical Care Unit.

The choice of the Basic Health Units was inten-
tional, considering the two with the highest number of
records of newborns stratified as high risk. To collect
data, the nurses of the respective units were asked to
authorize, without interfering with the service sche-
dule, to accompany the Community Health Agents in
home visits to the puerperal women, so that the invita-
tion to participate in the study and explanation of the
type of participation desired were made personally.
The inclusion of the participants was convenient, con-
sidering the order of completion of home visits by the
Community Health Agents. Forty-two newborns met
the eligibility criteria of the study, four caregivers
were not located in three visits performed on different
days and times and 11 were invited to participate in
the study, which they accepted. It is reported that new
inclusions occurred until additional information cea-
sed to appear and data became repetitive in addition
to the purpose of the study being achieved.

In order to select the participants, the inclusion
criteria were adopted: being 18 years of age or older,
being the primary caregiver of a child born in the pe-
riod from January to March 2018, stratified at birth as
being at high risk and the child not being hospitalized
at the time of data collection. At the same time, exclu-
sion criteria were defined as: migrant caregivers resi-
ding in Brazil for less than a year, due to the difficulty
of communication and interpretation of language. It is

pointed out that there was no exclusion.

The data were collected from August to Septem-
ber of 2018, through an audio-video interview, with
an average duration of 25 minutes, using a script pre-
pared by the researchers, consisting of two parts, the
first one related to the identification information of
the main caretaker (current age, need for hospitaliza-
tion at birth and duration of the disease, risk-defining
motive, number of child-care consultations to date),
evaluation of the child’s vaccination status the vacci-
nation card and the completion of the growth and de-
velopment chart). The second part was composed of
the following questions: talk about the care provided
by health professionals to the baby from birth to the
moment. How do you qualify for this assistance? Why?

The interviews were transcribed in their enti-
rety by the main researcher, preferably on the same
day they were carried out, and submitted to content
analysis, thematic modality, following the steps of pre-
-analysis, material exploration, results survey and in-
terpretation”). In the pre-analysis, the lectures were
read and the key points were surveyed, according to
the proposed objective, these being: guidelines recei-
ved, multi professional assistance, different strategies
used in follow-up. Subsequently, the data were coded,
originating the following core: factors that influence
satisfaction and confidence in the care of high-risk
children; and finally, the categorization, by means of
the junction between the elements that resemble, gi-
ving rise to two thematic categories: In-hospital care:
from birth to discharge and primary care health care.

The ethical precepts of research with human
beings were respected and the project was appro-
ved by Ethics Committee, according to opinion n®
2,798,410. The interviewees signed the Free and In-
formed Consent Term, in order to guarantee their
anonymity, in the presentation of the results, the nar-
rative strata are identified by the letter C, indicative of
caretaker, followed by the Arabic number referring to
the order of interview and risk factor of the newborn.
Example: (C1, prematurity).
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Results

During the study period, 42 newborns were
stratified as high risk. Eleven primary caregivers, aged
between 20 and 52 years, participated in the study,
with only one not being the mother of the child, but
the maternal grandmother.

The 11 newborns were less than six months
old and eight were males, with an average birth wei-
ght of 2.198 kg (minimum of 0.750 kg and maximum
of 3.490 kg). The predominant risk factors were low
birth weight (in eight of them) and prematurity (in se-
ven of them). Eight of them required hospitalization
at the Intensive Care Unit at birth, with an average of
24 days (minimum of two and maximum of 73 days)
of hospitalization.

In the first three months of life, infants spent
an average of four childcare consultations, but the he-
alth chart of seven children did not have a completed
growth and development chart and five children were
late in the vaccination schedule.

The primary caregivers of high-risk newborns
have learned to confront the loss of the idealized child
and to care for the day-to-day of a much more fragile
being than expected. In the midst of this, it was found
that some specific situations and a differentiated at-
tention to the child or even to the caregiver greatly
influenced the way they perceived the care directed
to the children, while providing satisfaction and con-
fidence.

In-hospital care: from birth to discharge

It was observed that the care offered by the pro-
fessionals in the hospital environment, through the re-
ception, contributed to the satisfaction and confidence of
most caregivers: She was in the intensive care unit, the nurse gave me
a book on premature babies because she looked very desperate when [ was
going to visit the baby, a book that talked about everything that is going to
happen, everything that they will go through; they have a book and gave it
to me to read; helped a lot because we are better prepared to feel safe (C11,

Prematurity/Low weight). I got tired of getting there at the intensive care
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unit and seeing them (different professionals) rocking the baby, the day my
son was disengaged, the nurse was crying with me... these things are making
us trust... these things were me reassuring (C3, Prematurity).

Effective communication between the professio-
nals and the caregiver, with guidance on the details of the
baby’s evolution, was also referred to as a source of safety:
Iwas all the time oriented about what was happening to him... It was all very
much well explained, everything about what was happening, what could ha-
ppen (C6, Prematurity/Cleft Palate/Pierre Robin syndrome).

They also pointed out that the guidelines offered at
the time of hospital discharge emerge as an aegis founda-
tion for continuity of family care and follow-up of the baby
athome: Iwas told that he would have consultation with the pediatrician,
because it is high risk and also every month in the post with the staff there...
and vaccination also guided me to go in the post... explained everything right
(C2, Prematurity/Low weight). The doctor at the time of leaving the hospi-
tal passed several guidelines on care... she said that my baby was premature
and even going home, it was still premature. The first 30 days mainly I had
to stay with her at home, she should not be leaving, receiving many visits, be-
cause she could get something... influenza (C4, Prematurity). At the time of
discharge from the hospital, | was advised that it was to get him to vaccinate
and also in the post office consultations that this would help me see if he was
growing up the right way (C9, Congenital Syphilis). All the professionals are
very attentive, came to guide me where I had to go, why I had to go, because
I'was going, that this monitoring was very important to observe if he would
be losing weight... I was well oriented... I have nothing to complain about
since their birth until I left the hospital (C8, Low weight).

Given the difficulties experienced in the breastfe-
eding process, the caregivers emphasized the assistance
provided by the hospital staff as an important source of
support: The instructions I had at the hospital raised many doubts of
mine. My other son I nursed only up to three months and I started to bottle
because I thought my milk was not supporting him, because in the breast
he was pregnant all the time and I did not understand it and people talk
too much. Then, this time, with your care, the guidelines and help were all
different (C7, Prematurity /Low weight/Congenital foot). How careful they
were there in the hospital! They stayed up all the time asking why he had lost
weight, they would go in the room every hour to ask if he was sucking, becau-
se he wanted to get only one chest in the other not because he was without
a nipple, hence he cried of hunger because at Sometimes, he did not want to

nurse and then they would go there and help (C5, Low weight).
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Health Care in Primary Care

The care, support and follow-up performed by di-
fferent primary care professionals were also highlighted
by caregivers as a positive aspect in this assistance: The
care my baby received, made and makes a lot of difference because they
have many places that do not have the care that he had ..he has had enough
consultants in these three months, was looked by general practitioners, pe-
diatricians, nurses (C1, Prematurity)...if my baby and I had not received the
care as it was,  was lost, | would not know what to do ...they help, they talk
what they have to do and how to do it, they guide it right, they follow up and
that makes the difference (C2, Prematurity/Low weight). I needed out-of-
-town care for my baby, they took care of everything, we went immediately,
we talked to the regional health department, and the other day, we had an
appointment if we wanted to go to Curitiba ..everything was fast and we
had excellent care (C6, Prematurity/Cleft palate/Pierre Robin syndrome).

Many caregivers made reference to the nursing
consultation carried out in Primary Care, highlighting de-
tails that, according to them, conferred quality to care: The
care in the post was very good. In the old days, it was not the same now,  had
never seen taking all the baby’s clothes to weigh and examine if it were not
for the pediatrician. This time, the nurse did everything, took all the baby’s
clothes to weigh, made tests on his foot, on the hand, even on the skin of the
penis, she told me how to clean it (C5, Low weight). The nurses at the post
are always attentive, and when we are discharged, the same week or even
the same day comes home, examines the baby, helps to clean the navel cor-
rectly and already brings the consultation with the doctor scheduled. The
nurse saw that he was yellow too and that’s how I got to the doctor in time,
who sent me to the hospital to do the light bath (C11, Prematurity/Low
weight). The nurse at the follow-up appointment noticed that when he puts
him on his feet, his foot is to one side and the other to the other side, I had
noticed this before, but I was told it was normal because he was very young.
But now, when she was three months old, when she went back to the nurse,
she realized that she was going to go to the doctor again, and then I took the
records to the regional center (C1, Prematurity).

The home visit by the multi disciplinary team was
also highlighted as a tool that facilitates the assistance: I
received a visit from the staff of the center, they guided me, the dentist also
came who told me about cleaning the baby’s gums after the feedings and as
they grow, always follow with dentist for teeth to be born and grow strong.
They explained to me several things (C3, Prematurity). She was very skinny

and almost did not breastfeed and the post team helped me a lot in this part,

came here, taught me right as I should. Now, she only wants the breast, left
the bottle and even though not having much milk, still prefers the breast to
the bottle (C10, Low weight).

The follow-up of the baby by the pediatrician at the
reference center for high-risk infants after hospital dis-
charge was mentioned by caregivers as a decisive care for
healthy growth and development of the children: Having this
consultation with a pediatrician again after discharge is very important be-
cause he is an expert and if he is risky, he has to have ... The pediatrician soon
realized that he was yellow, I already managed to do the exam the same day
and took it back to it (C2, Prematurity/Low weight). The pediatrician who
took care of him soon after he was born was the same one he attended after
he left the hospital ... so she already knew the baby and that is very impor-
tant. She advised me about weight, what if she lost more (C3, Prematurity).
He was taken care of by the pediatrician, made me feel at ease, he already
knows his story ... she said he was getting little weight, made several calcula-
tions, grams a day, and asked me to come back next week so she could follow
up until he gained more weight ... Then, she released to go every thirty days
(C8, Low weight).

Discussion

As alimitation of this research, it is pointed out
that it was carried out in two Basic Health Units be-
longing to the same programmatic area and, therefore,
with a great possibility of including people with the
same profile and socioeconomic characteristics, whi-
ch may have limited the perception of gaps in care pro-
vided at different points in the health care network.

In any case, the results obtained allowed to
identify the care actions/activities most valued by the
caregivers, by arousing them confidence in the care
provided and safety for continuity of care at home.

The first category denoted the feeling of accep-
tance by the health team, providing support and in-
formation related to the baby’s condition and future
evolution of the baby. At the time of discharge, the gui-
delines received regarding the necessary care in daily
life and the monitoring of growth and development by
health professionals were highlighted. These actions,
carried out in a hospital setting, provided satisfaction
and safety to caregivers, which corroborates the re-
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sults of a study carried out at the University Hospital
of Minas Gerais, Brazil, in which parents of newborns
reported feeling motivated to care, support which
they received from the nursing team during hospita-
lization®. A study carried out in Colombia also evi-
denced the positive performance of the nursing team
involving the family members in the care process to
the newborn, which favored integral, humanized and
safe care®.

Awareness of the actual health condition of the
newborn and the early involvement of caregivers in
care can strengthen the bond. A study conducted in
the United States of America investigated some at-
tributes of the baby and family during the stay in the
Neonatal Intensive Care Unit and found that, by im-
proving the early interactions between the family and
the baby and the information supply, child, or family
during early childhood, which, in turn, favored the
development of safe attachment, improved cognitive
skills, self-regulation, and emotional and social deve-
lopment of the child®?.

Some difficulties experienced in the daily routi-
ne, such as breastfeeding, were circumvented with the
help of the health team. A study carried out with eight
nurses in a city in Bahia, Brazil, found that in the pers-
pective of these, an important strategy for the healthy
growth and development of the baby is the incentive
to exclusive breastfeeding, in the different points of at-
tention and in different moments: prenatal, postpar-
tum and home visit, since mothers may have many
doubts and difficulties due to the period of adaptation
to lactation®V.

In turn, a study carried out in Chile conclu-
ded that the period of greatest vulnerability related
to breastfeeding is in the first weeks postpartum. In
this sense, the importance of preventing the failure of
breastfeeding with early support was stressed, before
discharge from the maternity ward. It was pointed out
as primary factors to support individualized and wel-
coming care, with time for active listening and develo-
pment of effective communication®?,

The safety sense of the primary caregiver of the
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risk newborn is enhanced by being welcomed by the
network during the transition from the hospital to the
home/primary care. Therefore, a study carried out in
a hospital in Curitiba, Brazil, showed the importance
of referral and counter-referral in the continuation of
care provided to patients and signaled the need to sys-
tematize the discharge plan. The same study pointed
to the relevance of follow-up care favored by direct
communication between hospital care and primary
care, and the positive impact in the prevention of re-
current hospitalizations*®. In this sense, the organi-
zation of the network services favors the operationa-
lization of systematized assistance and that meets the
health/care demands, according to the identified risk
stratum.

It is emphasized that the management of care,
especially to children stratified as high risk, should
be organized in order to guarantee a service network
that provides a comprehensive approach to the heal-
th-disease process, aiming at health promotion and
early onset of follow-up®¥. Thus, it contributes to the
assistance offered by Primary Health Care, which se-
eks to keep vigilant to the different needs that arise in
the post-discharge period, in order to help the caregi-
vers to circumvent them, since they change constantly.

In this context, the home visit, in the first few
days after discharge, is very important for the recep-
tion of the new family member, because the family
often feels unprepared and full of doubts about re-
turning home. During the visit, guidelines, demons-
trations and follow-up of care can be carried out and
questions regarding basic care with the child can be
answered. In addition, the recognition of sociodemo-
graphic conditions and factors that directly influence
the health-disease process of the child and the ade-
quacy of the care guidelines to the lived reality are
encouraged®s.

As recommended by the Rede Cegonha (Stork
Network), a home visit is essential in the first days of
the newborn’s life, since the orientation towards bre-
astfeeding, caring for the baby, the emotional condi-
tion of the puerperal woman, difficulties with regard
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to care, housing, social conditions are identified at the
moment, which enables the team to intervene in the
best possible way, promoting users’ quality of life®.

In the meantime, a study carried out in Iran
pointed to puerperal home care as a tool of great im-
portance in the prevention of complications, especially
by the early identification of needs, doubts, as well as
an opportunity to promote mother’s health and the
concept®®. Similarly, a study carried out in Maranhéo,
Brazil, concluded that the home visit was effective in
the early identification of postpartum complications
and changes in the newborn, such as jaundice®®. It is
emphasized that the high-risk condition often makes
the puerperal fragile in the first days at home, requi-
ring the assistance of the nursing team to perform the
care with the baby, as well as providing an opportunity
for guidance on the importance of follow-up concer-
ning growth and development throughout childhood.

In turn, special emphasis was given by caregi-
vers to the nursing consultation, both in the Unit and
at home. It is observed in the literature the impor-
tance of this for the follow-up of the child’s growth
and development, especially for early interventions
in response to identified needs®’®). However, gaps
were identified in the follow-up of these children, sin-
ce incomplete completion of the growth and develo-
pment chart was observed in some children’s charts
and delayed vaccination schedule. It is reiterated that
the nursing consultation is an opportunity for health
education, with a focus on health promotion and dise-
ase prevention, as well as strengthening the bond and
acceptance of the mother-child binomial®?.

A study carried out in Ghana highlighted the
importance of strategies that favor the adhesion of
caregivers to child care, so that they can follow the
changes in the child’s growth and development and
associate weight and height changes with the general
state of health. He added that this adhesion enables
professionals to identify problems early in the child’s
growth and development, increase vaccine coverage,
and provide opportunities for health education®®,

Conclusion

The care provided by health professionals to
high-risk newborns in the hospital setting and after
discharge was positively perceived by caregivers. The
reception and communication with the team during
hospitalization and multi professional assistance in-
terfered in this perception; the link with the team, the
nursing consultation and the home visit, in the context
of Primary Health Care.
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