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ABSTRACT

Family-centered care (FCC) for sick newborns is emerging as a paradigmatic shift in the practice of facility-based newborn care.
It seeks to transforming a provider-centered model into a client-centered one and thus build a new therapeutic alliance. FCC is
the cornerstone of continuum of care, imparting caregiving competencies to parents/caregivers both within institutions as well as
after the discharge. This has potential gains for the newborn, family members, and facility-level staff. The initial model piloted in
tertiary-care settings is now undergoing translation at five sites across the country; the outcomes are keenly awaited.
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Introduction

With improvements in neonatal survival rate, there
is increasing attention and emphasis on improving
quality of neonatal care. A key strategy toward that
end is improving clinical care at facilities for sick
neonates. Facility-based neonatal care (FBNC) entails
institutionalized care of sick neonates. The National
Health Mission (NHM) has made significant investments
to this end in setting up Special Newborn Care Units
(SNCUs) at district levels.

Hospitalization of a sick neonate separates the baby from
her/his mother and family. Typically neonatal units have
focused upon technology-driven, provider-centered care
for sick neonates, where parental/family participation in
caring and decision-making regarding their own babies is
severely limited.® The psychosocial needs of babies and
families remain unaddressed. While neonatal survival
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may be positively impacted upon, the current model of
care is not adequately client/family centered.® indeed,
there is sufficient evidence that they lead to anxiety and
stress among parents and family members.

Family-centered care (FCC) for sick newborns seeks to
develop and nurture the family’s role in partnership with
the clinical care delivery team of doctors and nurses. FCC
promotes and nurtures a unique milieu in the nursery
or SNCUs by actively involving parents in caregiving
to their babies. FCC creates an environment that is
responsive to the family-identified needs; culturally
sensitive; and above all, provides a setting in which
family is empowered and encouraged to support care
for their baby as the constant caretaker from admission
onward until discharge.® This also prepares them for
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better handling and care of the baby at home after
discharge.

Conceptual Framework of FCC

The conventional model for care of a sick Newborn

[Figure 1] involves delivery of care primarily by the

nurse or doctor only. There is an imbalance between the

provider and the family and a true partnership does not
exist. The disconnect created by:

* A competence gap between skilled doctors and nurses
and the “unskilled” parents/family members.

* Parents and family members face separation, fear,
anxiety, and stress that are associated with sickness
and hospitalization of their little ones.

* Free visitation of family attendants is often not
allowed in the nurseries, leaving the parent attendant
waiting outside (in a “silo”) with their sick baby inside
the nursery.

The imbalance is furthered by near-universal human
resource shortages of nurses and doctors leaving them
overburdened and potentially compromising the quality
of care. The authority, control, and power exercised by
the providers result in unmet needs of information,
guidance, and support to the parents who merely become
passive receivers rather than partners.

What is FCC?

FCC marks a paradigmatic shift in neonatal care where
family members are accorded an active participatory
role through their involvement in the care of their
babies that is achieved through learned and acquired
competencies. While the care provider continues to
be in charge, a healthy therapeutic alliance develops
between the provider and the parent/family member
with a sharing of work and care beyond exercise of
power, control or authority by the nurse/doctor. The
desired outcome is a co-construction of care that results
in improvement in the quality of care and building of
positive entrustment among the two sides and overall
improved clinical outcomes. This is likely to be the
cornerstone of continuum of care for the baby at home
after discharge from the facility [Figure 2]. The principles
of FCC are illustrated in Figure 3.

Advantages of FCC

The practice of FCC is being widely accepted across
nurseries for a range of advantages that it provides.
Favorable outcomes pertain to all three stakeholders
namely: the baby (patient), the family and the nursery
staff. The positive impact on the sick neonate has been
evident from better weight gains, shorter length of
hospital stay, and higher breast feeding rates before the
discharge.®? Impact on the family has been observed
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in form of better informed and confident parents who
are able to cope better with stress or fear and altered
parenting roles. All this culminates in overall better
family satisfaction with the health care experience. There
is enhanced bonding between the parents and their baby
and an ease of transfer from hospital to home. Because of
work sharing, the impact on the nursery staff has been
in terms of delivery of better quality of care with better
staff satisfaction and positive impact on stress levels. This

Provider: Client:
Nurse/ Doctor Family
Care:

Care: not Client centric

Provider centric
Role : Power/Control/authority
Challenge : Inadequacy

Client : Passive receiver in Silo
Challenge : Separation
Outcome : Unmet needs :

Outcome : Overburdened

-Info, guidance, Support

-Anxiety
-1 Stress

- Compromised QOC

Figure 1: Conventional model for care of sick newborn

Client:
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nurse/doctor ALY,
Care : Family
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centric

Figure 2: Family-centered care (FCC): A paradigm shift
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Figure 3: Principles of family-centered care (FCC)
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has been shown to be associated with better allocation of
resources. Table 1 presents a summary of FCC outcomes.

The Evidence

Several studies have evaluated the impact of various
interventions within the ambit of FCC and has shown
improved health outcomes for neonates and families.
Bhutta et al.'% allowed free visitation of mothers in
step-down area for care of stable very low birth weight
(VLBW) infants, and found that this was associated with
reduced duration of stay and decreased nosocomial
infection rates. Parents in creating opportunities for
parent empowerment (COPE trial)® received written
and audio-taped information and performed behavioral
activities to parent their preterm babies. This intervention
reduced their duration of hospitalization. In the
Stockholm neonatal FCC study, parents were allowed to
stay for 24 h and this reduced total hospital stay duration
in preterm neonates admitted to a level 2 neonatal
intensive-care unit (NICU).® O’Brien et al.®? developed
a Family Integrated Care model for parental participation
in care of preterm babies by training them with daily
education sessions that improved breast feeding rates
and weight gain. Table 2 presents a summary of finding
from some of these key studies.

Our Experience

We conducted a randomized control trial (RCT) at the
Post Graduate Institute, RML Hospital, New Delhi,
during 2010-2012 with an aim to adapt principles of
FCC to partly overcome the problem of human resource
constraints and improve neonatal outcomes in a
setting of a tertiary referral neonatal unit. We inducted
accompanying parent-attendant of sick neonates to
participate in delivery of care to their sick neonates
in addition to the standard care provided by nurses

Table 1: Summary of family-centered care (FCC) outcomes

Summary of family-centered care (FCC) outcomes
NICU staff Newborn Family

Work sharing Length of stay Better response of
health, comfort level,
and parenting confidence

More informed parents

Better quality
of care

Breast feeding

Increased staff Weight gain

satisfaction

Better job Nosocomial Better coping with the
performance infection stress, fear, and altered

parenting roles

Positive impact
on stress levels

Better allocation
of resources

Better continuum
of care

Improved long-
term outcomes
for both

Greater family satisfaction
with the health-care
experience

Ease the transition from
hospital to home

and doctors. This was achieved through indigenous
development of a culturally sensitive audiovisual
training module.

A simplified audiovisual training tool was prepared with
multidisciplinary technical inputs from a neonatologist, a
community medicine specialist, a psychologist, nursing,
and a Hindi-language expert. Preimplementation testing
was done by administering it to parents with varied
religious, language, socioeconomic, and educational
backgrounds. Feedback inputs were incorporated; tool
was readministered and checked for comprehensibility
and clarity, till the experts finalized for implementation
after consensus. The objective was to aware, educate, train,
and build capacities of accompanying parent attendants
in the domains of personal hygiene, hand washing,
identification of danger signs, reporting of adverse events
and feeding and kangaroo mother care (KMC) of low
birth weight sick newborns. We documented impact
of this intervention on various neonatal outcomes. We
found no increase in infection rate but better exclusive
breast feeding rates (prior to discharge). We found this
intervention as feasible, well accepted, and safe.

Piloting and Scaling Up

The Ministry of Health and Family Welfare, Government

of India, has recently approved the adaptation and

introduction of FCC in the public health services, and this
initiative is supported by the Norway India Partnership

Initiative under United Nations Development Programme

(NIPI-UNDP) newborn project. Five demonstration sites

at district SNCUs have been set up: Alwar (Rajasthan),

Raisen (Madhya Pradesh), Hoshangabad (Madhya

Pradesh), Jharsuguda (Odisha), and Nalanda (Bihar). The

translation and adaptation process has been envisaged

in the following given manner:

* Improving quality of Facility Based Newborn Care
(FBNC) through FCC, as an approach to provide
individualized care by the parent to each baby in
addition to standard care as provided by nurses and
doctors.

* Addressing unmet psychosocial needs of the family
and developmental needs of the sick neonate by
increasing parental involvement in caregiving
throughout the period of hospitalization and working
with families to facilitate the discharge process;
parents emerge from the NICU/Special Newborn
Care Units (SNCUs) experience with better care-
giving competencies.

* The practice of FCC is likely to be the cornerstone of
providing continuity of care at home after discharge.

The parent-attendants will be trained in hand-washing
skills, providing basic nursing and developmentally

supportive care to their babies, keeping their babies
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Table 2: Family-centered care (FCC) in sick neonatal care units/neonatal intensive-care unit (SNCU/NICU)
Family-centered care in NICU
Result
Less anxiety and stress in

Limitations
Poor generalizability

Conclusion
Irrespective of any

Intervention
Mothers received

Author/year/title of study
Soheila Jafari et al./2014/

COPE® information and
behavioral activities about
the appearance and

behavioral characteristics

mothers of intervention group
(P<0.001)

culture, giving early
and comprehensible

educational — Behavioral

information may have

done in single state
hospital

Only mothers
involved

of preterm infants and how
best to parent them

positive effect on maternal
psychological condition

O’Brien et al. 2013:
Family integrated care
in Canadian NICU2

Parental participation in
care of preterm babies by
training them with daily
education sessions

Annica Ortenstrand et al.
2010: Stockholm Neonatal
Family Cenetered Care
study

Allowing parents to
stay 24 h/day in level 2
NICU from admission to
discharge

Weight of FIC infants compared
with control infants (P<0.05)
Increased incidence of
breastfeeding at discharge
(82.1% vs 45.5%, P<0.05)
Reduced parental stress
(parental stress survey: NICU
score: Admission=3.06+0.13 at
discharge (P<0.05)

Reduced length of hospital

stay by 5.3 days, 32.8 days in
standard Care (95% confidence
interval (Cl): 29.6-35.9) to 27.4
days (95% Cl: 23.2-31.7) in

and mother-infant
interaction

FIC model is feasible and

safe

Results in improved
weight gain among
preterm infants

Providing facilities for
parents to stay in the
neonatal unit

from admission to
discharge may reduce

Small sample size
Used critical
incidence reports as
the only measure

to monitor safety 3.
Poor generalizability:
Only 75% families
enrolled

Total hours spent
by parents with

their newborns not
recorded specifically

family care (P < 0.05).

Reduced risk of moderate-to-
severe BPD: 1.6% in the FC
group compared with 6.0% in the
SC group (adjusted odds ratio:
0.18 [95% CI: 0.04-0.8])

Length of hospitalization fell
significantly from 34 (SD 18)
days, to 16 (SD 14) days
(P<0.001).

coincidental finding reduction of
overall nosocomial infection rate

More informed parents,
Increased confidence of parents
at discharge

Enhanced bonding between
parents and infant

Less stress, anxiety, and

the total length of stay for
infants born prematurely.

Selection bias: Not
RCT

Bhutta et al./2006/involving
mothers in step down: An
experience from Karachi'®

A step down unit was
established, with mothers
providing all basic nursing
care for their infants
before being discharged
under supervision
Involving parents in care
of newborn

It is possible to motivate
and involve mothers in the
care of VLBW infants in
hospital

Dunn et al./2006/March of
Dimes('®

Bernadette et al. Parents received Reproducible educational- Poor generalizability:

2006:COPE trial® information and

behavioral activities about
the appearance and
behavioral characteristics
of preterm infants and how

best to parent them.

depression

3.8 day shorter NICU length of
stay (mean: 31.86 days vs 35.63
days)

3.9 day shorter total hospital
length of stay (mean: 35.29 days
vs 39.19 days)

behavioral intervention

program for parents that

commences early in
the NICU can improve
parent mental health
outcomes,

enhance parent-infant

Only 2 level 3 NICUs
Subjects: Relatively
healthy and larger
premature infants
(60% of the infants
were >1500 g).

interaction, and reduce
hospital
length of stay

warm, technique of breast feeding and assisted
feeding, Kangaroo Mother Care (KMC), preparation
for discharge and recognition of danger signs.

Concluding Comments

FCC is a strategic low-cost innovation that is piloted
for care of sick newborns in resource-constrained
community healthcare facility settings. While this
practice favorably impacts health outcomes of neonates
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as well as addresses unmet psychosocial needs of
the family of the hospitalized neonate, it also has the
potential to compensate for human resource shortages
in low and middle income countries (LMIC) like ours.
The experience from these pilot sites is keenly awaited
by neonatologists, nursing professionals, health service
planners, and child health researchers.
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