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ABSTRACT

Objectives: to identify predisposing and enabling factors as well as the health needs associated
with the discontinuance of outpatient follow-up of newborns who were hospitalized at
neonatal intensive care unit. Methods: cross-sectional study, using the behavioral model of
health services use. The study was composed of 358 mothers and newborns referred to the
outpatient follow-up after discharge. Characterization, perception of social support, postnatal
depression, and attendance to appointments data were collected, analyzed by the R software
(3.3.1). Results: outpatient follow-up was discontinued by 31.28% of children in the first year
after discharge. In multiple regression analysis, the chance of discontinuance was higher for
newborns who used mechanical ventilation (OR = 1.68; 95%Cl 1.04-2.72) and depended on
technology (OR = 3.54; 95%Cl 1.32-9.5). Conclusions: predisposing factors were associated
with the discontinuance of follow-up; enabling factors and health needs did not present a
significant association. Children with more complex health conditions require additional
support to participate in follow-up programs, thus ensuring the continuity of care.
Descriptors: Continuity of Patient Care; Ambulatory Care; Intensive Care Units, Neonatal;
Pediatric Nursing; Needs Assessment.

RESUMO

Objetivos: identificar fatores predisponentes e capacitantes e necessidades de satude
associados a descontinuidade do seguimento ambulatorial de recém-nascidos egressos de
terapia intensiva neonatal. Métodos: estudo transversal, utilizando o modelo comportamental
de utilizagao de servigos de satde. Participaram 358 maes e recém-nascidos encaminhados ao
seguimento ambulatorial a alta hospitalar. Foram coletados dados de caracterizacao, percepcéo
de apoio social, depressao pds-parto e assiduidade as consultas, sendo analisados no software
R (3.3.1). Resultados: o seguimento ambulatorial foi descontinuado por 31,28% das criancas
no primeiro ano apds a alta. Em analise de regressao multipla, a chance da descontinuidade
foi maior nos recém-nascidos que utilizaram ventilagdo mecanica (OR = 1,68; IC 95% 1,04-2,72)
e dependiam de tecnologia (OR = 3,54; IC 95% 1,32-9,5). Conclusées: fatores predisponentes
estiveram associados a descontinuidade do seguimento; fatores capacitantes e necessidades
de salde ndo apresentaram associacdo significativa. Criangas com condicdes de satide mais
complexas requerem suporte adicional para participacdo nos programas de seguimento e
garantia da continuidade do cuidado.

Descritores: Continuidade da Assisténcia ao Paciente; Assisténcia Ambulatorial; Unidades
de Terapia Intensiva Neonatal; Enfermagem Pediétrica; Determinagao de Necessidades de
Cuidados de Saude.

RESUMEN

Obijetivso: identificar los factores predisponentes y facilitadores, y las necesidades de salud
asociadas a la interrupcion del seguimiento ambulatorio de recién nacidos tras el alta de
unidades de cuidados intensivos neonatais. Métodos: estudio transversal, que utilizé el modelo
conductual de utilizacién de servicios de salud. Participaron 358 madres y recién nacidos, que
fueron orientados al seguimiento ambulatorio para el alta hospitalaria. Se recogieron los datos
de caracterizacion, de percepcion de apoyo social, de depresion posparto y de asiduidad a las
consultas, siendo analizados en el software R (3.3.1). Resultados: el siguimiento ambulatorio
fue interrumpido por el 31,28% de los nifos durante el primer ano tras el alta. En el analisis
de regresion multiple, la probabilidad de interrumpir el seguimiento fue mayor entre los
recién nacidos que utilizaron ventilacion mecanica (OR = 1,68; IC 95% 1,04-2,72) y dependian
de la tecnologia (OR = 3,54; IC 95% 1,32-9,5). Conclusion: los factores predisponentes fueron
asociados con la interrupcion del seguimiento; sin embargo, los factores facilitadores y las
necesidades de salud no presentaron una asociacion significativa. Los nifios que presentaban
condiciones de salud mas complejas requirieron apoyo adicional para participar en los
programas de seguimiento y garantizar la continuidad del cuidado.

Descriptores: Continuidad de la Atencién al Paciente; Atencion Ambulatoria; Unidades de
Cuidado Intensivo Neonatal; Enfermeria Pediatrica; Evaluacion de Necesidades.
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INTRODUCTION

Over the past few decades, it is possible to observe an in-
crease in the survival of newborns born with perinatal diseases
or congenital malformations, with compromised health result-
ing from the condition at birth and care received in neonatal
intensive care units (NICU)™2). Investments have been made in
different areas to improve the health of these children to ensure
good care during hospitalization and after discharge. In Brazil, in
2015, the Politica Nacional de Atengdo Integral a Satde da Crianga
[National Policy of Integral Health Care for Children] was estab-
lished, having as strategies humanized attention to premature
and low-weight newborns by the “Kangaroo Method” and the
follow-up of newborns at risk after discharge, actions shared
between the specialized and basic care®.

Concerning outpatient follow-up, studies have verified its
contribution to the timely diagnosis of changes in growth and
development, referral to specialized care, morbidity and mortal-
ity reduction of newborns and support to parents regarding the
children’s care®®. Additionally, the recording of information on
the follow-up has allowed the knowledge concerning the results
of care to children who were hospitalized at a NICU®.

However, international studies that investigated non-adherence
to outpatient follow-up point out that discontinuity rates range
from 20% to 46%"7® in the second appointment, reaching 18.8%
in the first two years®. Among related factors, we can highlight:
distance between residence and service, preference for a specific
health professional, illness in the family, change of address, un-
favorable socioeconomic and cultural characteristics of families,
and having other children?%, A Brazilian study, conducted in the
state of Minas Gerais, showed that 19.8% of children who were
hospitalized at a NICU with referral to the outpatient follow-up
did not attend any appointment in the first 12 months of life("".
Aspects of the discontinuity of outpatient follow-up of children
atrisk have been little explored in the national context, especially
the factors that can contribute to its occurrence.

Itis known that children at risk who were hospitalized in NICU
present the highest risk of changes in growth and development
as well as of occurrence of morbidities in the medium and long-
term. This risk is aggravated when these children do not get a
qualified assistance that encompass the peculiarities of their
needs?', We considered, therefore, the need to understand
the factors associated with the discontinuance of outpatient
follow-up and the possible interferences in the families’ decision
regarding the use of health care services to children who were
hospitalized at a NICU.

Itis known that the family is often responsible for determining
the use of health services by its members, especially childrent.
To understand and explain how the choices are made by indi-
viduals regarding the use of health services, different theoretical
references have been used, for example the behavioral model
proposed by Andersen?, This model aims to explain how pre-
disposing, enabling, and health need-related factors influence
the use of the services"?.

According to this model, the predisposing factors refer to
individual characteristics prior to the illness situation, being
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subdivided into three categories: demographic variables of the
individuals who compose the family group; social structure,
traditionally evaluated by the variables occupation, ethnicity,
and education; and beliefs, the values assigned to the disease.
Enabling or facilitating factors refer to the possibility of access
to health services, including income, proximity between the
residence and the health service, access, and number of services
offered. As for the factors related to health needs, they refer to
the health condition self-perceived by the user, regardless of the
health professional’s assessment'?,

This study’s hypothesis is that predisposing and enabling
factors as well as the health needs of the mothers and of the
newborns may be associated with the discontinuance of out-
patient follow-up.

OBJECTIVES

To identify predisposing, enabling, and health need-related
factors associated with the discontinuance of outpatient follow-
up of newborns who were hospitalized at a NICU.

METHODS
Ethical aspects

The research was developed considering Resolution no.
466/2012 of the National Council of Health/Ministry of Health,
approved by the Research Ethics Committee of the hospital where
the data were collected.

Study design, location, and period

This is a cross-sectional study performed at a Neonatal In-
tensive Care Unit and at the outpatient follow-up service of a
philanthropic hospital in the state of Minas Gerais, Brazil. In the
year of this study, 952 newborns were admitted to the NICU, with
an average of 79 newborns per month.

To care for newborns in the neonatal unit and outpatient
service, the hospital has a specialized multidisciplinary team
comprising nurses, physiotherapists, occupational therapists,
speech therapists, neurologists, pediatricians, psychologists, and
social workers. Children referred to the follow-up are accompanied
by at least one specialty, according to their need, until two years
of corrected age, in an average of 250 to 300 appointments per
month. If any changes in development are identified, the children
are referred to intervention services, which does not interrupt
the outpatient follow-up.

Population, sample, inclusion and exclusion criteria

All 358 children and their mothers who were discharged from
the NICU from October 1, 2014, to September 30, 2015, which were
referred to the service by professionals of one or more specialties
in the institution’s outpatient service were included. We excluded
from the study children whose discharge records did not report
the referencing to the institution’s outpatient specialties.
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Study protocol

. Predisposing factors
The behavioral model of health

services use''? guided this study’s
development and the selection of
variables that influenced the use of
health services for the preparation
of the data collection instrument.
The instrument has undergone
pilot testing, and no necessary
changes were found. The outcome
under study was the “discontinu-
ity of outpatient follow-up”. We
considered as discontinuity the
non-attendance of the child to

Child variables (sex,
gestational age at birth,
comorbidities, use of
mechanical ventilation
and technology
dependence)

Maternal variables
(age, previous children,
educational level,
declared ethnicity, marital
status, smoker, use of
drugs, Edinburg postnatal
depression scale and
social support scale)

_’

Enabling Factors Need in Health

Social class Evaluated through
questions asked to the
mothers regarding their

motherly understanding:

Receiving the continuous
provision benefit

Receiving other type Regarding the health

of benefit condition of their children Attendarlce on
) N the facility’s
Referred difficulty to go to Regarding the need for outpatient
the outpatient service care department

Means of transport
used to go to the
outpatient service

Regarding the need for
outpatient follow-up

Distance between
the residence and the
outpatient service

two or more consecutive outpa-

tient appointments in this service,
or non-attendance in a period of
over six months to all specialties to
which the child was referred to in the outpatient service studied.

Variables related to predisposing factors were: sex; gestational
age at birth (< 37 weeks or > 37 weeks); weight at birth in grams (<
2500 or = 2500); diagnostic at the time of admittance to the NICU;
mechanical ventilation during the hospitalization period (yes or
no); technology dependence at the time of discharge (yes or no).
The following maternal variables were also used: age (< 18 years,
between 18 and 29 years, > 30 years); previous children (yes or no);
educational level (illiterate/some elementary school, elementary
school/some high school, high school/some higher education,
and 3°higher education); declared ethnicity (white, black, mixed,
or others); marital status (with partner or without partner); smoker
(yes or no); use of drugs (yes or no); Edinburgh postnatal depres-
sion scale (EPDS), and the social support scale (Medical Outcomes
Study — MOS), which were translated and adapted to the Brazilian
culture and have been frequently used in national studies">"'.

The Edinburgh scale is composed of ten items that assess com-
mon puerperium depressive symptoms, with a score ranging from
0to 30 points"®. For this study, we considered that a score of 12 or
more points indicated the presence of depressive symptoms.The
social support scale assesses an individual’s perception regarding
the degree of social support, including the material, affective,
and emotional dimensions, as well as information and positive
social interaction in 19 items. Each item presents five answer op-
tions, ranging from 1 to 5, in the following order: “Never’, “rarely”,
“sometimes’, “often’, and “always”. The final score ranges from 19
to 95 points, the higher the final score, the greater the perceived
social support”.

For the facilitating or enabling factors, the following variables
were used: social class (A/B, C, D/E)""®; mothers'report regarding
the existence or lack of guidance received from the professionals,
concerning follow-up after discharge; receiving the continuous
provision benefit (yes or no) — which, according to the Organic
Law of Social Support!'?,is an assistance benefit that guarantees
one minimum monthly wage to people with disabilities, consid-
ered incapable of fully and effectively participating in society —;
receiving other type of benefit (yes or no); referred difficulty to
go to the outpatient service (yes or no); means of transport used

Figure 1 - Andersen’s model components and the variables selected for the study

to go to the outpatient service (own car, bus, or vehicle provided
by the city hall); distance between the residence and the outpa-
tient service (< 100 km, = 100 km and < 200 km, > 200 km); and
city of origin (Belo Horizonte or cities from the rural area of the
state of Minas Gerais).

The need in health was evaluated through questions asked
to the mothers regarding their understanding about the health
condition of their children and the need for care and outpatient
follow-up. To this end, we used a Likert-type questionnaire with
answer options ranging from “very high” to “very low” or “very
good”to“very poor”. Once prepared, the instrument was sent to
four professionals (physician, nurse, physiotherapist, and occupa-
tional therapist) who acted in the follow-up of children of risk to
verify the relevance of its content considering the investigation’s
goals. No modifications were suggested for the instrument.

The components of Andersen’s model'? and the variables
selected for the study are presented in Figure 1.

Data were collected on three occasions: initially, we assessed the
eligibility of the newborns at the time of discharge from the NICU,
from data collected in the medical records and discharge report
concerning birth, hospitalization, and outpatient appointments
scheduled. At the time of attendance to the first appointment at
the outpatient follow-up, data were collected with the mothers,
through the application of the data collection instrument and the
scales previously mentioned. Finally, we verified the attendance
of these children to the outpatient appointments from October
1, 2014, to October 31, 2016. Attendance, absence, or resched-
uling of the appointments were checked daily, for 12 months
after inclusion of each child, and recorded in the instrument for
verification of attendance to the appointments. The data were
collected using the Medomai Knackhq platform using a mobile
device with internet connection, which allowed real-time col-
lection and storage.

Analysis of the results and statistics

To evaluate the influence of predisposing, enabling, and
health need-related factors on the outcome (discontinuity), we
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initially carried out a univariate analysis by logistic regression
analysis. From the univariate analysis, a pre-selection was made
of potential predictors for the occurrence of discontinuity, being
included in the model variables with p-value < 0.25.The selected
variables were then adjusted to multivariate logistic regression
models and, in these models, the Backward method was applied
for final selection of the variables. For the Backward method, a
5% significance level was adopted. To assess the quality of the
logistic regression adjustment, the Hosmer-Lemeshow test®” and
Nagelkerke’s pseudo R2?" were used. The analysis was performed
using the R software (version 3.3.1).

RESULTS

During the study period, 358 children initiated outpatient
follow-up for care of children at risk. Of these, 246 (68.72%) at-
tended the follow-up during the first year after hospital discharge
and 112 (31.28%) discontinued the treatment. Regarding the time
of discontinuity to the follow-up, 25% of children discontinued
in the first six months and the remainder up to 12 months after
discharge. The characterization data of children indicated: cor-
rected gestational age, average of 35.6 weeks (+ 4.35), mean Apgar

Factors associated with the discontinuance of outpatient follow-up in neonatal units
Duarte ED, Tavares TS, Cardoso IVL, Vieira CS, Guimaraes BR, Bueno M.

score in the first minute 7.1 (+ 2.30) and in the fifth minute 8.7 (+=
1.48), with 29 children (8.87%) presenting an Apgar score of less
than 7 in the fifth minute of life. The most prevalent diagnoses at
the time of hospitalization were: jaundice (85.99%), pulmonary
disorders (60.61%), and cardiological disorders (25.42%).

As for the mothers, the average age was 27 to 37 years (+ 7.16),
natural childbirth prevailed (53.73%), and the average monthly
family income was of R$1,962.36 (+ 2,815.52). Concerning post-
natal depression, 82 mothers (23.91%) presented depressive
symptoms, which corresponds to the presence of the score > 12.
The average score of the social support scale was 85, indicating
a high perception of social support by mothers.

Table 1 presents the data on the predisposing factors of discon-
tinuity to outpatient follow-up of children who were hospitalized
at the NICU. Mechanical ventilation (p = 0.027) and technology
dependence at the time of hospital discharge (p = 0.008) showed
a significant association to the discontinuity of the follow-up.

The data presented in Table 2 refer to the enabling factors for
the discontinuity of outpatient follow-up of the children who
were hospitalized at the NICU. Only the referencing to follow-up
after discharge was shown to be significantly associated to the
discontinuity of outpatient follow-up.

Table 1 - Predisposing factors to the discontinuity of outpatient follow-up of children who were hospitalized at the neonatal intensive care unit, Belo

Horizonte, Minas Gerais, Brazil, 2016

Discontinued

Variables n* % 0Odds Ratio p value
Sex of the child* Female 44 26.3 1.00 -
Male 61 355 1.54 0.070
Gestational age at birth? < 37 weeks 86 31.0 1.00 -
> 37 weeks 20 32.8 1.08 0.791
Weight at birth* <25009g 92 326 1.00 -
>2500¢ 14 25.0 0.69 0.263
Mechanical ventilation* No 45 26.5 1.00 -
Yes 56 38.1 1.71 0.027
Technology dependence® No 101 29.7 1.00 -
Yes 1 61.1 3.72 0.008
Age Legal guardian® < 18 years 9 429 1.00 -
Aged from 18 to 30 years 57 29.1 0.55 0.197
> 30 years 42 31.6 0.62 0.311
Previous children® No 56 29.5 1.00 -
Yes 52 32.7 1.16 0.516
Mother’s educational level* llliterate/Some elementary school 12 387 1.00 -
Elementary school/Some high school 38 31.1 0.72 0.424
High school/Some higher education 55 309 0.71 0.391
Higher education 5 22.7 0.47 0.224
Declared ethnicity® White 19 28.8 1.00 -
Black 22 293 1.03 0.943
Mixed 68 325 0.82 0.568
Other 1 25.0 1.19 0.871
Marital status® Without partner 37 30.6 1.00 -
With partner 73 31.5 1.04 0.864
Smoker® No 99 30.6 1.00 -
Yes 10 323 1.08 0.844
Use of drugs® No 107 31.1 1.00 -
Yes 1 20.0 0.55 0.599
Edinburgh Scale® <12 79 303 1.00 -
>12 27 329 1.13 0.650

Note: * the value of n changes according with the total number of records of the variable; } Events observed at the time of hospital discharge; § Events observed in the first outpatient appointment;

+ Variable selected for the multivariate model.
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Table 2 - Enabling factors to the discontinuity of outpatient follow-up of children who were hospitalized at the neonatal intensive care unit, Belo Hori-

zonte, Minas Gerais, Brazil, 2016

Discontinued

Variables n* % Odds Ratio p value
Social class® D/E 18 28.1 1.00 -
@ 81 325 1.23 0.500
A/B 1 26.2 0.91 0.827
Referral for follow-up after discharge* No 5 714 1.00 -
Yes 107 30.5 0.18 0.039
Has the Beneficio de Prestagdo Continuada (BPC) No 96 309 1.00 -
[Continuous Provision Benefit] ¥ Yes 10 323 1.07 0.873
Has another benefit for the child® No 94 30.3 1.00 -
Yes 10 31.2 1.04 0.914
Difficulty to go to the outpatient service¥ No 58 274 1.00 -
Yes 51 36.7 1.54 0.065
Own car’ No 72 30.6 1.00 -
Yes 37 31.9 1.06 0.811
Bus?® No 62 29.8 1.00 -
Yes 47 329 1.15 0.543
TFD (vehicle provided by the city hall)* No 93 329 1.00 -
Yes 16 235 0.63 0.138
Distance® <100 km 91 31.9 1.00 -
> 100 km and < 200 km 15 34.1 1.10 0.775
> 200 km 3 18.8 0.49 0.277
City® Belo Horizonte 40 325 1.00 -
Other 68 30.6 0.92 0.717
Overall score - social support scale’ Mean (SD) 106 85(1.6) 1.16 0.844

Note: * the value of n changes according with the total number of records of the variable; } Events observed at the time of hospital discharge; § Events observed in the first outpatient appointment;

+ Variable selected for the multivariate model.

Table 3 - Health needs-related factors and the discontinuity of outpatient follow-up of children who were hospitalized at the neonatal intensive care

unit, Belo Horizonte, Minas Gerais, Brazil, 2016

Discontinued

. Odds

Variables N % Ratio p value

Classification of the child’s health Very good 73 335 1.00 -
Good 34 274 0.75 0.245
Average/Very poor 1 1.1 0.25 0.193

Chance of the baby having development problems due to the condition at birth High/Very high 2 28.6 1.00 -
Average 12 27.3 0.94 0.943
Low/Very low 94 31.8 1.16 0.858

Influence of your care for your child’s development High/Very high 101 30.9 1.00 -
Average 3 333 1.12 0.876
Low/Very low 4 28.6 0.90 0.854

Your child’s need for outpatient care’ High/Very high 86 345 1.00 -
Average 14 20.0 0.47 0.022
Low/Very low 9 29.0 0.78 0.542

Note: + Variable selected for the multivariate model.

The data presented in Table 3 refer to the health needs-related
factors and the discontinuity of outpatient follow-up of the children
who were hospitalized at the NICU. These factors were evaluated by
maternal appreciation concerning their children’s health condition
and need for outpatient follow-up. The “regular”understanding of
mothers about their children’s need for outpatient care was the
variable that showed significant association with the discontinuity
of follow-up (p = 0.022).

Table 4 presents the factors significantly associated with the
children’s discontinuance of the follow-up. In the multiple regres-
sion model, there was a significant influence of both variables on
the discontinuance of the follow-up.

Table 4 - Final model with the variables that presented significant associa-
tion with the discontinuity of outpatient follow-up of children who were
hospitalized at the neonatal intensive care unit, Belo Horizonte, Minas
Gerais, Brazil, 2016

Discontinued

Variables Odds Ratio p value
n % (1C95%)

Mechanical No 45 26.50 1.00

ventilation Yes 56 38.10 1.68(1.04-2.72) 0.035

Technology No 101 29.70 1.00

dependence Yes 11 61.10  3.54(1.32-9.5) 0.012
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DISCUSSION

The results showed that a significant percentage of children
who were hospitalized at the NICU referred to the follow-up has
discontinued it (31.28%, n = 112) in the first year after hospital
discharge, which corroborated other studies”®. The experiences
in the puerperium, combined with the demands of child care,
are factors with potential consequences for depressive symp-
toms. The use of the Edinburgh scale showed that 23.91% of the
interviewed mothers showed score > 12, indicating depressive
symptomatology. This result is consistent with the values identi-
fied in the national literature in similar contexts®23,

The average score of social support perceived by the partici-
pant mothers was of 85, indicating that these mothers perceive
the presence of a social support network, which contributes to
the maternal capacity to deal with the feelings experienced®.
The results found in this investigation are similar to the results of
a longitudinal research conducted with pregnant women with
fetuses with malformations, in which a general MOS mean of
88.4 (DP = 13.52) stood out®,

International studies indicate that the greater the complexity
of the children, the greater the families’adherence to follow-up
programs”®, Although the children who depended on technology
require more complex care, in this study, the use of mechanical
ventilation during hospitalization in the NICU and dependence
on technology at the time of discharge were predisposing fac-
tors related to newborn’s discontinuity of outpatient follow-up.
A possible explanation for this result is that, in the face of their
referral to other specialized services, aiming to meet their specific
needs, the family could have chosen to carry out the follow-up
care in the specialized service and discontinue the outpatient
follow-up. However, we stress that the referral to specialized
care or childcare in the basic care units should not exclude the
continuity of the outpatient follow-up. These are appointments
with different and complementary objectives, which together
can promote a comprehensive approach to the children’s needs®.

Assistance to children with continued care needs in the health-
care network s a challenge. There is a lack of knowledge regarding
the quantity of children®®, as well as regarding their specific care
needs?2%, The assistance has been made by providing program-
matic actions that do not include their specificities and there is a
lack of strategies to identify them®@2°, Additionally, on the national
scene, it is possible to observe the incipience of public policies
strategies and actions aimed at children with chronic conditions®,
as well as the unpreparedness of basic care professionals to meet
the specificities of needs of this group of children and difficulty of
access to specialized services due to offer restriction®-39,

Considering that the use of health services suffer interfer-
ence from the sociocultural and economic context in which the
individuals are inserted?, the observed differences between this
study and the international literature may also be explained by
the distinct realities among the populations studied. In Brazil,
the model of care is still prioritizing appointments aiming at
intervention at the expense of preventive assistance®", With this
choice, there is a production of actions directed to the restoration
of the child’s health that do not include the planning of care and
the guidance necessary for its continuity®?.

Factors associated with the discontinuance of outpatient follow-up in neonatal units
Duarte ED, Tavares TS, Cardoso IVL, Vieira CS, Guimaraes BR, Bueno M.

In this same perspective, the findings indicate that the
socioeconomic characteristics of the population studied hin-
der this access, as they are families with limited availability of
resources. Other factors identified that hinder the access to
health services are the long distances, inadequate transport,
and lack of clarification regarding the procedures needed to use
the services. Studies have shown that these factors contribute
to discontinuity of care and are the main reasons why these
families prioritize greater complexity care, a choice that seeks
the resolution of acute problems or problems recognized by
them as priorities”32),

The performance of professionals is another aspect that influ-
ences on continuity of care, especially at the time of discharge,
when the children will go home. This is a transitional phase that
requires support and professional guidance to the continuity
of the child’s care by the family©®®*3, The proper understanding
of parents regarding their children’s care needs results, largely,
from a good communication between them and the health team
concerning the evolution of the child and the possibilities for
his/her future life. The outcomes of children considered at risk,
of which are part those who were hospitalized at the NICU, are
variable and can include death, survival with disabilities with dif-
ferent levels of complexity, and survival without any changes®,
Although the parents’understanding of the needs of their children
is essential, so that they can participate in the decisions regarding
care, the great variability of outcomes makes the process of com-
munication between parents and professionals challenging, and
may compromise the decision about the use of health services.
The extent of understanding of the perceived need is one of the
factors for the use of the services"2.

On this aspect, it is worth mentioning that this study showed
that 20% of mothers considered as average their children’s need
for follow-up (p = 0.022). Despite this understanding, 62.11% of
them assessed as their child’s health condition as “good” (p =
0.245) and 85.3% of mothers considered as “low” or “very low”
the chance their children having problems resulting from their
condition at birth. This maternal evaluation may indicate an ig-
norance regarding the possibility of changes in the development
of the child, as well as regarding the presence of less obvious
changes in the initial phase of life, in which the child currently
is. Similarly, in the Northeast region of Brazil, a study found that
not all mothers of premature children could identify, without the
aid of a professional, the changes in the development of their
children®?, In this context, the mothers may choose to give their
children the same type of care they would give to a child with
usual risk, reducing the opportunities for early identification of
development compromises.

Recognition of iliness or its possibility and how people react to
it can define a faster search to the health service('?. In this study,
this recognition concerns maternal perception about the child’s
health need, considering it as responsible for their care decisions.
The way the mother responds to these perceived needs may suf-
ferinterference from predisposing and enabling conditions, thus
intensifying or reducing the use of health services.

The sample size of this study can be considered one of its
strengths, especially when compared with national and inter-
national studies on the subject.
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Study limitations

The main limitation is that the study was carried out in a public
philanthropicinstitution and most participants were from lower
and middle class families, with complete elementary and high
school. Also, during data collection, we observed the absence of
systematic records regarding the referring of the children when
they were no longer accompanied by the outpatient follow-up
service, making it impossible to say if they were linked or not to
another health service. These factors may limit the generaliz-
ability of the results.

Contributions for the areas of nursing, health, or public
policies

The possibility to develop strategies that take into consideration
predisposing, enabling, and health needs-related factors to reduce
discontinuity of follow-up care stands out as the main contribution
for the area of nursing. Understanding the risks of changes in the
growth and development and the specificities of the needs of children
who were hospitalized in neonatal units, by parents or caregivers,
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is essential to the continuity of care. Nursing and healthcare team
professionals can contribute substantially to this, guiding them,
during the planning of the NICU discharge, concerning the different
and complementary objectives of the different appointments at the
outpatient follow-up, specialized services, and in the puerperium basic
care to meet the care needs of children at risk, especially those who
used mechanical ventilation and were technology dependent. The
latter are recognized as children at greater risk for discontinuing the
outpatient follow-up, e.g., for being referred to specialized services.
In addition, it is necessary to improve the integration between these
services for the care network.

CONCLUSIONS

The use of mechanical ventilation at the NICU and technology
dependence at the time of hospital discharge were associated
with the discontinuation of outpatient follow-up of children at
risk who were hospitalized at neonatal units. Knowledge of risk
factors for non-attendance to outpatient follow-up, even before
the discharge of the NICU, must be considered, seeking to build
with the families strategies for continuity of care.
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