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Abstract

Family-centered care in neonatal intensive care changed over the last decades. Initially,
parents and infants were separated and parents were even being blamed for causing
infections in their infants. The importance, though, of the parents being the constant in the
infant's life emerged and with that the importance of early bonding and attachment for the
parents to take on their role and responsibilities as primary caregivers. Facilitation of
family-centered care includes involving the parents in daily care activities, kangaroo care,
developmental care, interaction and communication with the infant, as well as involving
grandparents and siblings. Implementation of family-centered care requires appropriate
policies, facilities and resources, education of all involved, and a positive attitude.
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The 1960s were a significant milestone in the field of neonatology with the introduction of
neonatal intensive care units (NICUs) to provide specialized healthcare for immediate
survival and physical care of sick and prematurely born infants.* Paradoxically, the resulting
separation of newborns and parent(s) during a crucial period of bonding and attachment was
found to have adverse consequences for both.” The birth of a premature or sick newborn can
have devastating effects on parents, including fear and stress, helplessness,® and
posttraumatic stress disorder.* The NICU environment can negatively influence
neurobehavioral outcomes of infants.”

To counter the negative impact of the NICU, family-centered care (FCC) emerged as a
comprehensive and holistic approach, placing each infant's needs within the family structure
or family and community context while addressing medical needs.? Johnson et al ° described
FCC as a philosophy of care where the family's role is recognized and respected as being
essential. Stress and negative outcomes are reduced through parent/family involvement in
care activities, communication and education,”® group and individual therapy and support
systems,® and consideration of age-specific needs (eg, needs of a teenage mother).* In the
NICU context, family often refers to the neonate, the mother, and the father, but it can
include grandparents, extended family members, significant other(s) identified by the



mother/father, and the sibling(s). This article provides an overview of FCC in the NICU and
reports on FCC trends reflected in the literature from 1960 to 2015. This review can assist
nurses to consider changes in their own practice to promote FCC and anticipate future
directions in practice and policy changes.

HISTORICAL OVERVIEW OF FCC IN THE NICU

In Victorian times, mothers were considered the best nurses and separation of mother and
child was discouraged.'® Family-centered care was a natural extension from birth. Infants
were born at home, and elder women would help the new mother in the postpartum period.?
Prematurely born or sick infants commonly died at home.**? Special care of premature
infants was initiated in the late 1800s by Tarnier (obstetrician and the grandfather of
perinatology) and Budin (pediatrician), which decreased mortality.**** Couney, a mentee of
Budin, then initiated exhibitions in Europe and America of premature infants in
kinderbrutanstalt (child hatchery).™** Mademoiselle Louise Recht was the first neonatal
nurse to lead the nursing staff in caring for these infants by giving them gavage and nasal fee-
dings of breast milk obtained from wet nurses.**** The infants were separated from their
mothers, but mothers could attend the exhibitions at no cost, which they did infrequently. If
the infants survived and they were no longer suitable for exhibition, they were returned to
their mothers, but Couney had difficulty persuading parents to assume their parental
responsibilities.!! Care of the premature infants was considered to be of good quality and
many more survived, but there was not a trace of FCC. Idiopathic failure to thrive was
common among the infants in the months after discharge, and they were often returned to the
hospital battered.**

Hess opened the first premature nursery in Chicago in 1914, based on the principles of
Cooney.1; 13 Infants were cared for by nurses who were trained by Recht and Lundeen, a
mentee of Recht. Parents were not present or involved.**** Many similar nurseries were
established. Jackson introduced rooming-in for the first time in a premature nursery at Yale in
1944, and in 1949, she used skin-to-skin contact for 1 to 1% hours after birth.'? These
practices were perhaps the first traces of FCC. The 1950s saw various attempts at saving
premature babies in special nurseries.*> However, many of these babies died only a day or
two after birth, which was attributed to “germs” from the parents. Parents were subsequently
banned from having contact with their newborns.**** Jackson allowed parents into the
premature nursery to see and handle their babies, although this was against the law at the
time.®

The first true NICU was established in 1960 in Yale—New Haven Hospital.*? Articles
published in the 1960s and 1970s reported mainly on small, premature babies who perished
after a few days. Parents were not considered as important in the infants' care in the NICU
and the main focus remained on the medical care of illness, with few exceptions.'®*’
Auerbach *® highlighted the importance of involvement by means of breast-feeding, and
Dunn and White *” focused on interaction after birth. Parents were still commonly excluded
from the NICU, with limited visiting time and no involvement in care activities. The 1980s
marked the introduction of studies relating to mother-infant bonding that later informed FCC
in neonatal practice.'® From then on, there was a gradual movement away from a pure
medical approach to NICU FCC.

TRENDS RELATED TO FCC

A review of the literature shows that FCC has progressed in NICU care. A number of themes
were identified from 1960 to 2015 that exemplify the varied ways in which FCC came to
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prominence.

Interaction, communication, and visitation

Studies in the 1980s reported on bonding and interaction between parents and their infants,
with positive influences on the newborn.*’” The scope broadened in the 1990s from bonding to
parental visitation, communication, and implementation of FCC, but emphasized the limited
uptake of knowledge, with FCC not always being practiced.*® Family-centered care practice
includes open visitation for parents to be present, and nurses facilitating interaction and
communication between infants and their parents at birth or as soon as possible after.”®

Parental involvement in care activities

Various degrees of parental involvement in care activities were reported through the decades
related to kangaroo care, breast-feeding, developmental care, and decision making.

Kangaroo care

Jackson introduced aspects of kangaroo care in 1944, although the terms “kangaroo care” and
“skin-to-skin contact” were not yet used.'? The concept of kangaroo care and the importance
of skin-to-skin contact between the parent and the infant have received more attention in the
literature since 2000. Hunt % emphasized the importance of kangaroo care in which the
parents could have physical contact with the infant sooner after birth and for longer periods.
Identified constraints for kangaroo care include time, space, and lack of protocols 2° or the
staff not seeing the importance of the practice for preterm infants.?* Nurses are the link
between the mother and her premature infant and therefore need good understanding and
knowledge of kangaroo care, with the responsibility to implement it whenever possible.?

Breast-feeding

The importance of human milk and breast-feeding grew since the 1980s, with research and
practice emphasized the challenges experienced by mothers to breast-feed their preterm
infants, their needs for assistance to breast-feed, and how to support them and their
partners.>*2%2%* Auerbach *® discussed how the mother can feel valued by expressing breast
milk for her infant. Although nurses promote human milk feedings for the purpose of
nutrition, breast-feeding itself remains a priority in the NICU for its contribution to mother-
infant bonding. Breast-feeding should be introduced within 2 hours after birth. Breast-feeding
contributes to bon-ding, as it enhances interaction and communication between the mother
and her baby, skin to skin contact, and the mother's experience of being the primary caregiver
of her baby.?

Developmental care

The concept of developmental care with FCC as a core principle emerged during the 2000s to
bridge the practice gap of FCC implementation and appreciate the family's central role in
promoting infant development.? Sizun and Westrup ' defined developmental care as the use
of a range of medical and nursing interventions to decrease the stress of preterm neonates in
NICUs, including the engaging parents in the daily care program. The developmental care
approach shifts the focus of care away from the advanced technology in the NICU to the
human element as a crucial component of care to reduce infant stress levels.?® Infants are seen
as human beings in their own right, with nurses having a primary role in ensuring care is



directed by the infants (ie, based on response to cues) and their families to reduce stress
resulting from the NICU environment®® Moreover, nurses should recognize parents and their
significant supports as a constant factor in the infant's life.>?’

Decision making

Parents' involvement in decision making regarding their infants' care in the NICU shifted
from complete exclusion ** to being part of the multidisciplinary care team*> Inclusion of
parents as partners in decision making is faced with several challenges such as the parents'’
understanding of consequences of their decisions, their experience of decision making as a
burden, and their relationship with the NICU staff. The staff are responsible for forming a
partnership with the parents, keeping them informed, and negotiating for decisions in the
infant's best interest. Involving parents in decision making assists them in assuming their role
as primary caretakers.?®?

Family support systems, grandparents, and siblings

The relevance of family support systems in the delivery of FCC emerged in the 1990s.*
Parents' need for support became an important consideration, with special attention on
including fathers and approaches for supporting them"*#*:* The parents' social system,
which might include grandparents, other family members, or significant others, became an
important area of consideration to reduce stress and assist parents in coping with the
hospitalization of their newborn infant.>* Siblings have often been excluded from the NICU,
but they should be involved, as they form part of the constant in the infant's life after
discharge. Their involvement should include an introduction to their new brother/sister, be
age-appropriate, prepare them for what to expect, and create a sense of being part of the
family process.®

Implementation of family-centered care

Family-centered care contributes to family engagement, decision making, and infant care,
and implementation requires a suitable physical layout, resources, policies, and a positive
attitude. These issues have become dominant in the discourse on FCC and the following are
some best practices in relation to each.
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Physical layout and resources

Adequate space and privacy are considerations.*’ Resources should make provision for the
parents' physical needs, such as food and rest.***® Involvement of grandparents and siblings
should be kept in mind during the planning and allocation of resources These factors are
important in administering FCC, but not all must be in place to implement FCC.

Policies

Institutional management should endorse policies * for successful and sustainable
implementation of safe, evidence-based FCC in the NICU to optimize care for a very
vulnerable population.>*®3 Policies should be informed by parents', siblings', and other
support persons' needs through active involvement * and should include issues related to
neonatal nurses' training and practice in the delivery of FCC.” Family should be foundational
to policy implementation.



Neonatal staff's attitude

Family-centered care is complex, requiring a mind shift from task-focused, routine care to
individualized, infant/family-focused care. It should be based on reciprocal partnership
between families and healthcare workers,*® with 2-way communication and nurses being in
relationship with families.” Neonatal nurses must recognize the impact their interactions and
relationships have on families ** and “be present” when interacting with parents and their
social networks.

RECOMMENDATIONS FOR FCC
The following recommendations can be made for practice and policies:

* Parents should be placed centrally in the care of their newborn infant in the NICU, and
siblings should be introduced to the infant as soon as it is practically possible.

* Evidence-based policies for NICUs need to be written, with parents and family members as
an integral part of the process.

* The principles and application of FCC should be included in all formal curricula for
healthcare workers who are working in NICUs.

* Continuing education should be provided to the NICU staff to ensure that the concept of
FCC forms the core of nursing practice.

Research should continue on FCC in the NICU, especially to examine the impact of FCC on
long-term outcomes of infants and their families.

Best practice guidelines for person-centered care and FCC are available from the Registered
Nurses' Association of Ontario (RNAO) that can be applied in NICU. Griffin and Celenza **
offer a comprehensive guide for FCC for healthy, ill, or preterm newborns, and the Institute
for Patient- and Family-Centered Care ** (www.ipfcc.org) provides resources and information
for implementation. The preferred future is to advance family-integrated care as described by
O'Brien et al,*® where parents are empowered through a structured process to participate in
their infant's care as members of the multidisciplinary team and not standing on the sideline.
This approach might lead both to stronger bonding, attachment, and taking responsibility for
the long-term care of the infant and to improved outcomes for infants and their families.

CONCLUSION

Hospitalization of infants began in the 1900s, but mothers were only allowed to see their
infants to breast-feed when hospitalized. Separation of children and mothers during
hospitalization continued under the belief that parents were responsible for infant morbidity
and mortality. In the 1970s, parents were allowed to see their infant in the ward just a few
days before discharge. During the 1960s to the 1980s, FCC slowly emerged and became more
prominent from the 1990s. It became a central part of neonatal intensive care from 2010
onward, but with challenges and variations in implementation of strategies such as
interaction, communication, and visitation; parental involvement in care activities (kangaroo
care, breast-feeding, developmental care, and decision making); family support systems,
grandparents and siblings; and full implementation of FCC (physical layout and resources,
policies, and neonatal staff's attitude).
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