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Abstract

The birth of a preterm or a sick infant represents a well-known emotional
crisis for parents and family. It has been documented that a multidisciplinary
approach to the care of newborns hospitalized in Neonatal Intensive Care
Units (NICUs) is essential for the development of these children. The
presence of parents 24 hours a day, participating in the care of their children,
is a reality in our NICU since its opening in July 1983. Aspects related to the
optimization of care for these immature newborns, as well as the relationship
between parents and professionals, are also mentioned.

Keywords
Parents, NICU, NIDCAP, neurodevelopmental care, preterm infant.
Corresponding author

Hercilia Guimaraes, Centro Hospitalar Sao Jodo, Alameda Professor Hernani Monteiro, 4202-139 Porto,

Portugal; email: herciliaguimaraes @ gmail.com.
How to cite

Guimardes H, Guedes B, Almeida S, Rodrigues M, Ramos M, Maia T, Clemente F. Parents in the
Neonatal Intensive Care Unit of “Hospital de Sdo Jodo” (Porto, Portugal). J Pediatr Neonat Individual
Med. 2015;4(1):e040120. doi: 10.7363/040120.

Background

Before and during the course of the 19" century, infants were born at home
and care was provided by mother and family members. In the last third of the
19 century and the early third of the 20™ century, the advances in technology
with invention of incubators marked the beginning of the separation of the
neonatal care from the family. Out-of-hospital births decreased in the USA
from 44% in 1940 to 1% in 1969 and following years and the care of mothers
and infants shifted dramatically from at-home to in-hospital [1].
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The social changes occurred in the second half
of the 20" century, leading to the empowered and
informed healthcare consumers, led also to a greater
inclusion of parents in the care of their child in the
Neonatal Intensive Care Unit (NICU) [2].

The start of Neonatology in Portugal coincided
with the transfer of responsibility concerning new-
born assistance from Obstetricians to Pediatricians
and the recognition of the specialty by the Medical
Professionals Association. The development of Neo-
natology occurred fundamentally in the Sixties,
thanks to the prestige of some pioneer figures, the
development of primary care to pregnant women and
newborns, the distribution of material for newborn
resuscitation, the promotion of national and regional
education initiatives and the generalization of
medical careers to the whole country. The General
Administration of Pediatric Primary Healthcare,
when defining the basic plan of perinatal care (1974-
75) in Portugal, adopted several measures as the
Pregnancy Diary and the Child Healthcare Diary, the
acquisition and distribution of basic materials for the
resuscitation of newborns in State Institutions and
the implementation of action-formation initiatives. It
was in the Eighties that the first NICUs appeared in
Portugal. In the “Hospital de Sdo Joao”, on 5" July
1983, a Neonatology unit was established, with an
initial total capacity of eight beds, having actually a
total of seventeen beds with nine of intensive care.

There has been a very positive evolution in
healthcare activity since the opening of the service
until the present day. The progressive increase in the
number of patients treated has followed a gradual
decrease in mortality rate despite the severity of
the condition of patients, since this service is of
reference for newborns with cardiac, metabolic
and surgical pathologies of Northern Portugal,
being necessary sometimes, due to lack of beds
in our unit, to transfer preterm newborns and very
low birthweight infants from our NICU to another
hospital, to receive cardiac and surgical patients.

The progressive improvement of prenatal
diagnosis and the creation of the Prenatal Diagnostic
Center at “Hospital de Sao Jodo” in August 2000
has allowed an increasing number of pregnant
women with fetal pathology to be oriented to the
Obstetrics Service of our Hospital. However, about
35% continue to be born in other hospitals, and
these newborns undergo a neonatal transport with
the inherent risks.

Among the most relevant milestones in newborn
assistance are the first ventilator in 1984 and the
creation of the transport of high-risk newborn from
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the Northern zone in 1988, improving the conditions
of newborn transport. In 1996, parenteral nutrition
began to be prepared in the hospital pharmacy, with
all aseptic conditions, contributing to the reduction
of infectious risks inherent to this therapy. In that
year the screening of retinopathy of prematurity and
the evaluation of hearing and development were
initiated as well. Patients have motor and respiratory
treatment carried out by technicians specialized in
Pediatrics/Neonatology, with a very positive impact
on sequels and hence on the quality of life of these
newborns. High-risk newborn hospitalization in
NICU is lived by parents with a lot of anguish and
anxiety, and this is supported by a psychologist on a
daily basis since the year 2000.

On 1" June 2007 (International Children’s
Day), the universal hearing screening started at
“Hospital de S@o Jodo”, with the collaboration of
Obstetrics, Neonatology and Otorhinolaryngology
Services. Neonatal ECMO began to be realized in
2010 and the hypothermia in the hypoxic-ischemic
encephalopathy in 2011.

In our NICU, parents are allowed to participate
in the care of their babies and stay 24 hours with
them from the opening day of our NICU in 1983.

Family- and newborn-centered developmental
care

It has been documented that a multidisciplinary
approach in the care of newborns hospitalized in
NICUs is essential for the development of these
children.

The Neonatal Individualized Developmental
Care and Assessment Program (NIDCAP) is an
integrated and holistic form of family-centered
developmental care. It has been implemented in our
NICU since 2003. NIDCAP offers an individualized
and nurturing approach to the care of infants in
NICUs and special care nurseries. This philosophy
of care change the traditional NICU towards an early
developmental care NICU, with the following ac-
tions: training the staff, investing in quality of care,
involving parents and keeping them in proximity
to their infants to care them. This relationship-
based, family-centered approach promotes the idea
that infants and their families are collaborators in
developing an individualized program of support to
maximize physical, mental, and emotional growth,
improving the long-term health outcomes for this
high risk population [3-7].

Premature infants, mainly those born before the
last trimester of gestation, a very important time for
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the development of the fetal brain, have a very bad
sensory experience in the environment of the units,
including exposure to lights, noises, interventions
that frequently are stressful and painful; they have
also diminished positive experiences [8, 9]. These
unexpected challenges to the immature brain during
this sensitive period should be taken into account by
healthcare providers every day in NICUs.

The role of NIDCAP is to minimize the impact
to the immature brain of the over-stimulating
environment to improve brain development and
long-term outcomes [10-12].

It has been shown that early sensitivity
training for parents of preterm infants has impact
on the developing brain [13]. Thus, an adequate
information given to the parents, breastfeeding
support, skin-to-skin holding, parent education
seminars, sibling and family support activities,
parent-to-parent support, transition to home support,
bereavement support, unlimited parent presence,
parent participants in care and decision making,
parents on rounds, palliative care support, support
of specific populations, namely rural and foreign
families and adolescent mothers, are some aspects
of family-centered care and family support in the
NICU.

Culturally sensitive care practices and the
physical environment need to be considered to
facilitate parent-infant closeness, such as skin-
to-skin contact, family-centered care, increased
visiting hours, family rooms and optimization of the
space on NICUs [14].

The unlimited parent presence in our NICU is
a very important aspect of care. Every day parents
can help nurses to care for their babies, during the
bath, nutrition, changing their position and through
Kangaroo care. A very light music and mainly
mother voice are always a practice of developmental
care in our NICU.

It has been shown that maternal sounds improve
autonomic stability and provide a more relaxing
environment for the newborns infants [15, 16].
Knowing that preterm newborns respond to maternal
sounds with heart rate variations, we realized a
study in our NICU to sensitize the staff to different
aspects of care (unpublished data).

Nowadays we believe that the family-centered
developmental care is the best mode of care. So,
each NICU must adopt it recognizing that the
newborn infant is a human being with a family. In
this new approach of care, both nurses and doctors
must be guided by the individual infant and family
needs. The role of the medical staff becomes more
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complex and challenging; however much more
rewarding: they moved from task-oriented to
relationship-based care, facilitators of bonding and
attachment [17].

The possibility of involving parents in the care
of their children is provided to them immediately
after the admission to the NICU. Since the opening
of the NICU, our hospital authorized a free transit
for parents, allowing them to assist their children
24 hours/day and, if they want, to stay with them
all day. In practice, parents are always accompanied
by a nurse, and participate to care according to
their will, which usually is associated with their
emotional state. Parents are free to decide how
far they can go in this partnership care, and the
professionals act according to each situation,
adopting an individualized and appropriate attitude
to each newborn and his/her family.

In cases of serious illness or bereavement, the
support of all health professionals including the
psychologist is crucial.

The extraordinary advance in Neonatal Medicine
allowed the survival of many newborns with severe
diseases and an increased number of children live
with severe handicaps, becoming a great burden to
their parents and families. In these cases, doctors,
nurses, psychologists and other parents are all
essential to help and support these families.

Perinatal palliative care is a developing model
of care aimed at providing supportive services
to families anticipating fetal or neonatal demise.
End-of-life experiences have been evaluated in
several NICUs and perceived as variable and
inconsistent [18]. In our NICU, in the last decade,
we observed an improvement in practices of end-
of-life care for newborns with terminal diseases
[19, 20]. There are areas for improvement and it
has been reported that a formalized palliative care
team could help with an increase in redirection
of care and palliative medication usage and
a decrease in variability of use of end-of-life
interventions [21-23]. In all these cases all actions
should be performed taking into account the best
interests of the newborn [24].

When a death of a newborn occurs, parents
experience one of the most profoundly distressing
events. It is not easy for professionals to face these
situations; however, respectful care for parents
suffering perinatal loss is mandatory. NICU
professionals with their knowledge, spirituality and
experience help parents to overcome these difficult
moments [25]. Our working bereavement group
support parents also after discharge if they want.
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Role of the psychologist in the NICU — the triade
psychologist, parents and professionals

The premature birth of a baby is often felt by the
family as a traumatic event. So the family has to
face an unexpected and stressful situation. Several
studies analyze the behavior and development
of newborns demonstrating evidence about
possible consequences of premature birth and
hospitalization in a NICU [3]. Also the attachment
processes have the potential to be delayed or
disrupted as a result of the abrupt separation of the
dyad premature baby-mother due to the entry in
the NICU [26].

Anxiety, depression and trauma symptoms
are associated with reaching high levels in stress
checklist applied to parents in the NICU [27].

Due to the conditions of organic baby instability
and the need for specialized medical care since
admission to the NICU, the family experiences the
unpredictability of baby’s evolution and the fear of
insults and eventually the loss.

Added to these difficulties, there are the
following situations: the contrast between the ideal
baby and the real baby — a premature, with its
fragility and vulnerability; the forced reorganization
of the mental representation of family, especially
the mother’s representation, with the activation of
new adaptive mechanisms to integrate the image of
a very small and fragile child. From this perspective
the importance of assessing and supporting maternal
feelings is fundamental.

The role of neonatal psychotherapists is a
multifaceted one, as they must function as several
different specialists in a fast-paced, stressful
environment [28]. The psychologists need to be able
to be part of a team that provides comprehensive
services for developmental, behavioral, and mental
health needs of infants, parents, and families. It
is also vital that they gain the trust of the medical
team and the family, as care is best carried out only
when the entire team is involved.

In our unit, parental involvement in the provision
of children’s care includes: permanency of both
parents in the NICU, possibility for grandparents or
siblings to visit their baby, support of social service
and psychological support (aspects that differ from
unit to unit) [29].

Our psychological work develops on two levels
(but both at the same time), on the one hand with
parents and on the other with the staff. First of all,
we focus on the crisis intervention and this moment
contains the following elements:
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1. mother’s problems in remembering and inte-
grating the events involved in childbirth and
in the separation of the baby. In this way, it
becomes important for her to rebuild the events
before and during the birth of the child, as well
as during the early days of NICU treatment;

2. support to mothers in understanding their re-
actions to stress and trauma, in order to realize
and integrate their bewildering behaviors as a
normal response to a stressful or traumatic event;

3. provision of support during emotional outbursts
— particularly in situations of multiple birth,
when one baby dies;

4. exploration of mother’s coping mechanisms,
leading her to think about stressful experiences of
the past and re-enable them in the current crisis;

5. exploration of current social support, in order to
be used in the current crisis situation;

6. finally, an exploration of possible solutions to
concrete problems (e.g., care of other siblings,
practical difficulties in professional activity and
in everyday life, and efficient solutions).
Besides crisis intervention, further work is carried

out, concerning preterm birth and prematurity. In that
moment we explore the parental perception of their
infant’s condition to detect and potentially address
preventive strategies. We perform a medical history
of pregnancy and birth in order to identify traumatic
events that occurred at this stage. We explore the
mental representations of fatherhood to identify
potential problems and facilitate the connection with
the baby and the staff in the NICU environment;
we encourage parents to express any criticism and
discuss the relationship with their partner and family
to identify ways to improve the level of support
given. Sporadically, we appeal to pharmacological
intervention or referral for psychiatric consultations
for the mother.

Parents association in the NICU in Portugal

Two parents associations are present in
Portugal, “XXS Association for preterm infants”
(created in November 2008) and “Premature
Parents” (created in November 2012). Both are
formed by a group of parents who lived the expe-
rience of preterm birth in first person and support
other families facing the same reality. Their
mission is to help premature babies and their
family to overcome moments that are likely
the hardest of their lives, promoting dialogue
with the families, supporting parental moments
of crisis and facilitating the dialogue with the
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professionals. They support parents and families
to manage their feelings, stress and anxiety.

Theses associations develop activities in all
NICUs in Portugal to help to prevent prematurity,
to ensure the best possible treatment care during
hospitalization and also to improve the long-term
health of preterm infants and newborns with chronic
diseases.

The European Foundation of Care of the
Newborn Infant (EFCNI) is an organization that
includes parents associations, health professionals
and scientists and represents the interests of preterm
and newborn infants and their families. It works
in close collaboration with other perinatal and
pediatric scientific societies. Being part of this
European organization, all parents associations
work internationally [30, 31].

Conclusion

Parents are important members of the care
team in NICUs. Nowadays, almost everywhere in
the world, parents form parents associations that
make a valuable work in supporting parents and
families.

We believe that parents should be able to fully
participate in the care of their babies, maintaining
and improving their relationship with healthcare
providers.

The presence of parents in NICUs during hos-
pitalization of their children and the promotion of
family-centered care should be the standard of care
in the management of these children.

The perinatal and neonatal palliative care and
bereavement follow-up are key practical aspects
that we would like to improve in the NICU.
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