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KEY POINTS

e There is now strong evidence for family-centered interventions and models of care.

e The family-centered care (FCC) research-to-practice gap can be addressed with quality
improvement (Ql) approaches.

e Families are essential partners in Ql.

e FCC QI measures and strategies are available, and there is opportunity for future
innovation.

“I was only 25 weeks gestation when one of my twins died in utero... My surviving
twin was rushed into the NICU, where he stayed for 146 days. The first time | saw
him, | did not see a baby. | saw the wires; the monitors and | was very scared. |
asked myself, how can he survive, how can an entire life be contained in only
900 grams? The nurse asked me if | would like to hold him. | was still recovering
from the C-section, sitting on a wheelchair. | got transferred to another chair, and
he was placed on my chest. He was so small, it felt like a worm, | held my breath as
| didn’t want to hurt him.
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We had two primary nurses who taught me how to change his diaper, take his
temperature. As | gained physical strength, | stayed more hours by his bedside
and once he got off the ventilator, | was invited to participate in the study of Family
Integrated Care. It sounded like a great idea to be able to go to education classes
every day so | could learn more about prematurity and what it could mean for him.
I was invited to present him at rounds, which was intimidating in the beginning. It
was a multidisciplinary team with about ten people, but every day | felt more confi-
dent to talk about my son and ask questions. As the days went by, the alarms
didn’t scare me as much and | learn to identify if my son was breathing well
without looking at the monitors. Doctors would always come by the bedside to
share information and discuss treatments and involved me in the decision-
making. | was welcomed as part of my son’s care team. | had access to the hos-
pital 24/7 and it felt like my home away from home.

When | look back..., | realize that | was being prepared for the long road ahead as
prematurity does not end when the baby gets discharged. My son came home on
oxygen and during the first year of his life we had several trips to the emergency
room because of respiratory distress. The first month post-discharge, he got very
sick and was admitted in our local hospital. He turned blue while | was breastfeed-
ing him and even after screaming for help, no one came. | ended up doing CPR on
him and | saved his life. This monumental day made me realize how important be-
ing involved in the care in the NICU is. | learned not only life skills but also the con-
fidence to advocate for my son. My preemie is now 10 years old. He has cerebral
palsy and the advocacy never ended, but I’'m much more prepared to face the
challenges and celebrate the victories. Thanks to the amazing team who care
for him and taught me how to be a parent of a child born preterm.”

(Excerpt adapted from: Bachinni F. From Surviving to Thriving — A Mother’s
Journey through Infertility, Loss and Miracles, Toronto: Burman Books, Inc, 2017.)

INTRODUCTION

The essential role of parents (or other primary caregivers) to the survival and optimal
development of small and sick newborns has been well documented across the world
for more than 60 years. There is now strong evidence that outcomes are improved for
infants and families when families are involved in their hospitalized infant’s care.” The
neonatal intensive care unit (NICU) team cannot fully meet the infant’s physical and
developmental needs during hospitalization or adequately prepare families to care
for infants after discharge without strong family engagement as described so power-
fully by the mother reflecting on her preterm infant’s NICU journey [see Sidebar]. More-
over, the rights of children (including newborns) to fully and continuously be supported
by their parents/primary caregivers are codified in the UN Rights of the Child.? There-
fore, separation of infants from their parents in healthcare settings can be considered
a violation of their human rights. Building on this, the European Foundation for the
Care of Newborn Infants (EFCNI) states in their Rights of Parents and Newborns:
“all families have the right to be considered as a unit [..], all parents have the right
to receive appropriate education and be actively involved in their baby’s care giving
in an effective and sensitive manner.”® The EFCNI also states that “all parents and
newborns have the right to family-centered care (FCC) and to stay together while
the child receives healthcare.”>*

The importance of patient-centered and family-centered healthcare services and
the contribution of patients and families in the design and delivery of health care
that are safe and high-quality are not unique to the NICU and have been recognized
for many years, across all healthcare settings, age groups, and conditions. Patient-
centered care and FCC lead to better health outcomes, improved patient and family
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experience of care, better clinician and staff satisfaction, and wiser allocation of re-
sources when families are fully integrated into the care delivery system and treated
as essential and irreplaceable partners in all aspects of healthcare delivery, from the
bedside to the health system boardroom.®>” Nevertheless, healthcare services remain
stubbornly professional-centric and institutional-centric, contributing to underper-
formance in attainment of quality and safety goals and adverse/suboptimal patient
and family outcomes.®°

As illustrated in the mother’s personal reflection above, FCC requires intentional and
coordinated effort from the healthcare team to overcome emotional, physical, and
institutional barriers to achieve the level of parental partnership in care necessary to
achieve optimal outcomes for infants and families. The quality improvement (QI) prin-
ciple of improving reliability'® applies equally to family partnership in caregiving as it
does to other routine QI activities such as infection control. Greater investment in
FCC QI to assure maximal family partnership both in caregiving and work undertaken
to improve systems and processes of care is essential to optimizing infant and family
outcomes during NICU stay, at NICU discharge and for long-term health, development
and well-being.

In this review, we describe the principles and main constructs of family-centered
neonatal care; discuss the state of the science and practice of FCC in the neonatal
intensive care setting; and provide recommendations for assessment, development
of practice standards and evaluation of FCC in the NICU setting. In keeping with the
principles of family partnership and family-centeredness, a NICU parent advocacy or-
ganization leader served as a key partner in this review from the inception and is a
coauthor (FB). Throughout we provide commentary from different parents, recog-
nizing the imperfect level of partnership in the current healthcare quality and safety en-
terprise. We seek to further strengthen the voices and essential contributions of
parents and caregivers of neonatal patients.

FAMILY-CENTERED CARE PRINCIPLES, CONSTRUCTS, AND CONCEPTS

FCC terminology and definitions vary by setting, discipline, and geography. The term
person-centered care may be used to denote the holistic focus on the needs and
strengths of the person that extend beyond health care to all societal systems.’" In
patient-centered care and FCC, the focus is on patients and families receiving
healthcare services. Patients and their primary caregivers define their “family” and
determine how they will participate in care and decision-making.'? For neonates (or
any other individuals who are unable to express their personal agency), parents or
other primary caregivers act on behalf of the patient; hence, the use of the term
FCC rather than patient and FCC.

Most models of FCC share the core principles of respect and dignity, information
sharing, negotiation, participation, and collaboration (Fig. 1, Table 1).'>'* FCC is
rooted in the belief that partnerships among healthcare providers, patients, and fam-
ilies are mutually beneficial and lead to higher quality and safer health care. For a
health system to be patient-centered and family-centered, there must be collaboration
among all stakeholders, including healthcare professionals, administrators, funders,
patients, family and community at all levels of care, in all healthcare settings and health
systems operations, and health professional education.

Underlying the core principles of FCC are the foundational constructs of mutual trust
and power-sharing (see Fig. 1). For FCC to occur, the healthcare practitioners must
trust in the capabilities, knowledge and worth of the family, and families must trust
in the capabilities and intentions of the healthcare team. Healthcare practitioners
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Fig. 1. Family-Centered Care (FCC) ecosystem.” The figure depicts the foundational con-
structs (large type), core principles of FCC (boxes), and corollary concepts (regular type)
that comprise the FCC ecosystem. All elements must be addressed for optimal FCC to occur.
(Adapted from Sigurdson K, Profit J, Dhurjati R, et al. Former NICU Families Describe Gaps in
Family-Centered Care. Qual Health Res. 2020;30(12):1861-1875.)

must also be willing to share power and empower families to participate as equal part-
ners in patient care.’®

Corollary concepts in FCC that are also relevant to quality and safety include the
following: strengths-based care; diversity, equity, and inclusion (DEI); formal and
informal support; and organizational flexibility. Strengths-based approaches to health
care recognize the family as the constant in a child’s life and focus first on the positive
attributes, capacities, and resources of the infant, family, and community, rather than
solely focusing on deficits and needs.'® DEI are similarly critical concepts, recognizing
the preventable yet persistent harmful disparities in health care related to race,
ethnicity, gender, and other social identities.”” Incorporating a DEI focus in delivery
of FCC and in FCC QI includes striving for a diverse workforce representative of the
population served and training in DEI practices. DEI also pertains to NICU policies
that ensure equity in access and delivery of all treatments and services. Formal and
informal support refers to the recognition of the importance of providing both formal
and structured support to enable FCC as well as encouraging informal peer support
among families and with community. Finally, organizational flexibility refers to the
concept of adaptable, learning, healthcare systems that can support the tailoring of
FCC services to align with the strengths and needs of individual families.”” FCC ap-
proaches that actively incorporate the core principles and corollary concepts create
a supportive ecosystem, which then leads to improved quality, safety, and patient/
family experience and outcomes of neonatal care (see Fig. 1).

FAMILY-CENTERED CARE MODELS AND INTERVENTIONS

Having defined the principles, constructs, and concepts of FCC, the next step in as-
suring quality and safety is to evaluate the evidence for the various FCC models and
intervention bundles. Adoption of evidence-based models of care has the potential to
change not only care delivery but also hospital culture.'® There are several family-
centered and parent partnered-care models for the NICU setting supported by
research evidence.'® The models vary in emphasis but all share common elements:
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Table 1

Core principles, constructs, and corollary concepts of patient-centered care and family-centered care

Foundational Constructs Mutual trust

Power sharing

11-13

Healthcare practitioners need to trust in the capabilities and worth of the family, and
families need to trust in the capabilities and intentions of the healthcare practitioners

Healthcare practitioners must be willing to share power and empower families to
participate as equal partners in patient care and decision-making

Core Principles Respect and dignity

Information sharing

Negotiation

Participation

Collaboration

Healthcare practitioners listen to and honor patient and family perspectives and choices.
Patient and family knowledge, values, beliefs, and cultural backgrounds are
incorporated into the planning and delivery of care

Healthcare practitioners communicate and share complete and unbiased information with
patients and families in ways that are affirming and useful. Patients and families receive
timely, complete, and accurate information in order to effectively participate in care and
decision-making

Healthcare practitioners seek to gain an understanding of the patient and family’s
perspective, honor the family’s right to advocate, explore, rather than explain,
differences in perspective so everyone feels heard and validated, promote mutual trust
and negotiate differences, which requires flexibility, responsiveness, and compromise

Patients and families are encouraged and supported in participating in care and decision-
making at the level they choose

Patients, families, healthcare practitioners, and healthcare leaders collaborate in policy
and program development, implementation, and evaluation; in facility design; in
professional education; and in research; as well as in the delivery of care

Corollary Concepts Strengths-based approaches

Diversity, Equity and Inclusion

Formal and informal support

Institutional flexibility

Healthcare practitioners and health systems recognize the family as the constant in a
child’s life and focus first on the positive attributes, capacities, and resources of the
infant, family and community, rather than solely focusing on deficits and needs

Healthcare practitioners and health systems recognize the preventable yet persistent
harmful disparities in health care related to race, ethnicity, gender, and other social
identities

Healthcare providers and health systems provide families with access to formal practical,
educational, and emotional support, and encourage informal peer support among
families and with community to enable families to participate fully as partners in health
care

The health system works is an adaptable, learning, health systems that can support the
tailoring of FCC services to align with the strengths and needs of individual families
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providing a supportive environment, clearly defined and collaborative roles and re-
sponsibilities for parents, training, and parent-delivered interventions. In addition,
there are numerous evidence-based parent-focused and parent-delivered interven-
tions that support or enable FCC. The taxonomy in Fig. 2 depicts the hierarchy of
evidence-based parent support and parent-delivered interventions and the
evidence-based parent-partnered care models for NICU FCC.

Family-Centered Models of Care

Many of the models of care, such as Kangaroo Mother Care, Care by Parent and Pri-
mary Nursing, have been around for decades and have a solid evidence base, yet have
proven difficult to implement sustainably in many settings. Therefore, for the purposes
of this review, we will focus on the 2 most recent models, Family Integrated Care
(FICare)?° and Close Collaboration with Parents,?' which have been designed to
address some of the implementation challenges of the prior models while maintaining
fidelity to the principles of FCC. These models are briefly described below and in the
state of the science and practice in the following section.

Family Integrated Care

In the FICare model (see Fig. 2, Table 2), parents are welcomed as part of the
healthcare team and medical and nursing staff to promote parent involvement toward
a level in which parents are supported as primary caregivers. Important to the imple-
mentation of FICare is the inclusion and partnership of veteran NICU parents in the
core steering group to plan, implement, and sustain the FICare model on the unit.
The FICare model has a comprehensive framework of interventions with 4 main pillars:
environment; NICU team education and support; parent education/psychological sup-
port; and active parent participation/partnership. In this model, the environment is
designed or adapted to support 24-hour parental presence/participation. The
healthcare team receives training and ongoing support in FCC principles and skills
and special needs of NICU families.???® The healthcare team then receives recurring
education on the needs of families and provides coaching, education, and mentorship
to support parents. Parents are provided group educational sessions as well as indi-
vidualized bedside teaching. Parents also receive psychosocial support from

N

Models of parent-
partnered care Parent-delivered interventions

Family Integrated Care

Parent support interventions

Infant behavioral assessments

Close Collaboration with Parents Massage *  Parent-clinician communication
Skin-to-skin care (immediate and sustained) * Parent psychological support
Infant feeding *  Parent education (individual and group)
* Supportive physical environments
.

Supportive institutional and social
policies

* Support after discharge

Family-Centered Care
Primary nursing

Care by parent Developmentally supportive care

Kangaroo mother care

o )

Fig. 2. Taxonomy of family-focused or involved NICU interventions and care models. The
taxonomy depicts the hierarchy of evidence-based parent support and parent-delivered in-
terventions and the evidence-based parent-partnered care models for NICU FCC. (Adapted
from Franck LS, O'Brien K. The evolution of family-centered care: From supporting
parent-delivered interventions to a model of family integrated care. Birth Defects Res.
2019;111(15):1044-1059.)

Talking, reading, singing
Comfort measures

Family Nurture Intervention
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Table 2
Family Integrated Care (FICare) pillars (essential and recommended components)

Parent Education/Psychological
Environment NICU Team Education and Support Support

Active Parent Participation/
Partnership

Essential

FICare steering committee comprising parent and multidisciplinary NICU team members

Comfortable, semireclining e NICU leadership support e Regularly scheduled parent
chairs at bedside to support group classes

prolonged parent presence and

skin-to-skin contact

e Parent participation in baby'’s

direct caregiving

e Dedicated parent room for e FICare nurse champions e Individual teaching and skills e Parent active involvement in
respite away from but nearby building at bedside medical rounds and daily care
NICU planning

e Food storage and preparation e Education on FlCare for all team e Opportunities for peer-peer e Parent tracking progress (baby,
area for parents members support with parent mentors their own)

Place for parents to store coats Additional education for nurses
and personal belongings emphasizing their role as
teacher and coach with parents

24-h NICU open access for FICare education included in
parents to be with their babies orientation and annual skills
updates

NICU and hospital policies and
services that welcome and
support parents

Suggested
e Dedicated space for families in e Enhanced education on: e Parent classes offered evenings
patient care area o Developmentally supportive and weekends
care

o Trauma-informed care
o Communication skills

e Technology support for remote

participation in rounds and care
planning

(continued on next page)
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Table 2
(continued)

Environment

NICU Team Education and Support

Parent Education/Psychological
Support

Active Parent Participation/
Partnership

e Single family room NICU

e Parent teaching, coaching, and
communication included in
NICU team core competencies
and performance reviews

e NICU Family Advisory Council

e Technology support for tracking

e Discounted or subsidized food,
parking, and transportation
between home and hospital

e Stipends or other honoraria for
parent mentors

e Onsite childcare

e Paid parent liaison position

e Extended paid parental leave
for parents of NICU infants

e Technology support for parent
education
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professionals and peer support from former NICU parents. Finally, parents are
included on daily rounds and shared decision-making, and they are asked to actively
participate in the care for their infant.

Studies have shown that the FICare model in level 2 and level 3 neonatal units
across the world is adaptable and associated with improved infant and parent out-
comes compared with generic or unstructured FCC implementation.?® Improved in-
fant outcomes at NICU discharge include higher rates of exclusive breastfeeding;
increased weight gain; shorter lengths of stay; and lower infection rates.?*=C In
follow-up studies, preterm infants who were exposed to the FICare model during their
NICU stay had more robust self-regulation, fewer challenges with sleep, eating, or
communication, and less negative emotionality compared with infants who received
NICU FCC.*"~2% Improved parent outcomes for FICare compared with FCC include
less stress and improved mental health for mothers and fathers.>*® QI and evalua-
tions of FICare indicate that improved infant, parent, and hospital-level outcomes
shown in studies are sustained in real-world implementation.°~42

Close Collaboration with Parents

The Close Collaboration with Parents model (see Fig. 2, Table 3) provides education
for the whole healthcare team of a neonatal or obstetric unit. By reaching each staff
member of the unit, the intervention aims to change the unit’s culture to become
more family centered. The intervention provides skills for healthcare staff to collabo-
rate with parents and support parenting during the hospital stay. After preparation
with the unit leadership, the duration of the training and implementation phase is
approximately 1.5 years. The training content includes the following: (1) observations
and communication of infant behavior, (2) joint observations of infants with parents, (3)
listening to parents’ stories about how they become parents for this baby and
providing individualized support, and (4) integrating shared decision-making regarding
care and discharge planning. The training is integrated into daily practices and sup-
ported by reflective discussions. The main implementation strategy is mentoring.
The implementation is planned collaboratively with the unit mentors and leaders
and adapted to the context.?’

Close Collaboration with Parents has been shown to improve FCC practices in
diverse neonatal units.*> Nurses reported better mutual trust with parents, better
active listening, and shared decision-making skills and emotional support.*4*°> The
intervention increased parental presence in the unit and duration of skin-to-skin
care.*S Infant growth was improved in the units that had implemented the Close
Collaboration with Parents intervention compared with the units before or without
the implementation.*” Maternal depressive symptoms were decreased at 6 and
24 months after infant’s due date.*®*°® The implementation of Close Collaboration
with Parents has been more successful in neonatal units that dedicated sufficient
time for the training, considered the timing carefully, and had strong support from
the leadership and physicians involved.*°

Family-Centered Care Interventions

Supportive interventions

Within the parent-partnered neonatal care models, or implemented individually,
numerous interventions can be provided by NICUs to support FCC. The foundational
or most basic of these are the family support interventions (see Fig. 2, right panel).
These interventions provide the basic and essential services and processes of care
to enable FCC to occur. Without these interventions, FCC cannot be implemented
with fidelity, and there is risk of bias in access to FCC services, leading to disparities
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Table 3

Core elements and implementation process of Close Collaboration with Parents

Preparation

Training for Unit Leaders and
Mentors

Staff Training and
Implementation

Sustainability

Target population

Unit leadership

Unit leadership and unit
mentors

Whole healthcare team of the
unit

Whole healthcare team of the
unit

Provider Training team Training team Unit mentors and leadership Unit staff and leaders
Support by the training team Training team
Duration 6-12 mo 18 d per mentor within 3 mo 5 workdays for each staff Years
member within 12-18 mo
Content Introducing the training Education including theory of E-learning course or manual E-learning course or manual
program and its outcomes 4 training phases, bedside about the theoretic about the theoretic
practices, and reflective background, bedside background, bedside
discussions practices related to the practices related to the
Training about mentoring as content of each phase, and content of each phase, and
facilitation method and reflections on the practice reflections on the practice
reflective practices experiences experiences
Strategies Negotiating about the Lectures E-learning course or manual Unit specific strategies for

commitment to the
implementation

Visit to the NICU in the training
hospital to familiarize with
the FCC culture

Meetings

Bedside practices with
experienced mentors

Reflections with expert
mentors

including theory,
description, and
demonstrations of the
practices, and reflective
questions

Bedside practices with unit
mentors

Reflective discussions with unit
mentors about experiences,
innovations, and future
needs for practice changes

example, planning how to
integrate the intervention in
staff orientation

Yearly seminars for networking
organized by the training
team

8at
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Reflections with the whole
staff of the unit and
leadership

Monitoring by the leadership

Evaluation Reviewing unit plan Following the fidelity by
documentation of the
realization of practices

Following e-learning use by
user statistics

Reviewing the adherence of
practice content

The unit reports their
implementation process and
innovated practice changes
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in service access, quality, and outcomes.®' Without these foundational interventions,
the other FCC interventions or models will not be effective or sustained.

Parent-Delivered Interventions

Parent-delivered interventions (see Fig. 2, middle panel) are specific techniques for
NICU care delivery that can be performed with parents, once they have been trained.
In many instances, the training can be brief and performed at the bedside. Most of the
interventions, such as developmentally supportive care, require staff training and sup-
port for ongoing competency for the interventions to be properly implemented with
parents.>? All of the parent-delivered interventions listed in Fig. 2 have a strong evi-
dence base and should be practiced within any model of FCC.

CURRENT STATE OF FAMILY-STAFF PARTNERSHIP AND FAMILY-CENTERED CARE
PRACTICE

Most NICUs purport to provide FCC. However, consistent implementation, ability to
meet minimal requirements, and sustained fidelity have proven to be difficult and prac-
tice varies greatly among and within units and regions.®'-°>°° For example, in a large
European multicenter qualitative study with NICU healthcare professionals, despite
implementation of FICare principles in all the units, mother-infant separation was still
very common.%®

Including parents as primary caregivers requires a profound mind shift from profes-
sional-centered care and hierarchical hospital culture to ways of working in partner-
ship with parents in all aspects of care, built on mutual trust and power sharing (see
Fig. 1). The coronavirus disease 2019 (COVID-19)-pandemic has highlighted the rela-
tionship between deimplementation of FCC, increased parent-infant separation and
disempowerment in infant care, and associated detrimental outcomes for patients
and their families.®%-57

One necessary condition for optimal FCC is unlimited access for parents to their in-
fant. In another large European study, mothers spent approximately 8 hours and fa-
thers 4 hours per day in the unit. Presence varied across units, with parents in
some units staying less than an hour, and in others, they were present almost all
the time.®® Design features of NICUs such as single-family rooms, parent bed next
to the infant, showers, and cooking facilities encourage and enable family pres-
ence.*® %2 However, the cultural and attitudinal environment of FCC are more impor-
tant than the physical environment, and FCC can be successfully implemented evenin
crowded NICUs in older facilities if the clinical teams are committed and willing to
invest their efforts in developing creative solutions.%%63

Another FCC necessity that is frequently lacking is provision of psychological sup-
port to parents.®*5° Despite consensus that postpartum psychosocial care is essen-
tial, routine mental health care of primary caregivers in the NICU remains inadequate.
In a US national study, less than half of the NICUs surveyed routinely screened for peri-
natal mental health problems or provided caregivers with psychoeducation about
mental health self-care.®® Neonatal staff are aware of this shortcoming and wish for
comprehensive training on how to support parents.

QUALITY IMPROVEMENT STRATEGIES FOR FAMILY-CENTERED CARE

Evidence-based QI methods currently used to improve a wide range of NICU pro-
cesses and outcomes are also useful for FCC Ql. In fact, FCC QI can be accomplished
with existing QI infrastructure (eg, roles and responsibilities, tools, communication
strategies).®® Similar to QI efforts targeting other clinical processes and outcomes,
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successful FCC QI requires building a cohesive team which can make decisions, iden-
tifying clear goals and achievable intermediate targets, selecting the appropriate as-
sessments (measurement tools), designing, testing, and implementing interventions
to improve performance, and explicitly planning for sustainability.®” Perhaps, even
more important for FCC QI than other NICU QI efforts (where it is also important),
NICU families must be part of the QI core team and active in all aspects of the QI pro-
cess, rather than being engaged solely for postimplementation consultation. With
respect to measurement, FCC-specific assessments must be selected, adapted, or
developed to monitor the agreed priority QI goals. Delivery of family support interven-
tions and parent-delivered interventions must be assessed. Communication with fam-
ilies, support of staff and engagement with parent-led organizations are other areas
where the QI focus should be tailored. Below, each of the aspects of FCC Ql is dis-
cussed in more detail.

Building the Family-Centered Care Quality Inprovement Team

Former NICU families should be included in the QI team along with representatives
from all the main professional groups and decision-makers involved in providing
care to neonates. In preparing this review, we spoke with family representatives
involved in NICU Ql, and they provided practical tips for engaging and preparing fam-
ilies to serve as NICU QI partners (Table 4). There should ideally be more than one
parent on the committee so that they are not the “only one” on the committee. It is
common to advise parents to reengage in NICU activities once their child has been
home for at least a year after discharge. This is because the first year at home with
an infant who has spent time in a NICU, with possible subsequent health issues and
demands, can be very challenging for families. NICU families need training and
ongoing support to prepare and engage in NICU FCC Ql.

Useful resources for preparing to engage families in QI work include the Agency for
Healthcare Quality evidence-based guidelines toolkit for QI partnership among pa-
tients, families, and healthcare professionals.®® Ultimately, family participation en-
hances all QI work but for FCC Ql, it is essential. The following quotes illustrate the
importance of including parents in all NICU QI activities:

“As a parent, | have had the opportunity to collaborate on several QI projects in the
NICU where my son was born. | can humbly attest to the value that is brought to the
table when the perspective of a parent is shared. In meetings, | have shared my own
thoughts and experiences or experiences of other parents on aspects of the project at
hand. [| have] come to appreciate that often the ideas, barriers and challenges that |
raise, despite best efforts, have not been thought of or realized by the medical
team. My participation in QI work is gratifying and rewarding, and | am always thanked
by the team for my valued contributions.”

Another parent provided a specific example of a practice change resulting from their
input:

“We bring a different kind of expertise. | feel valued when | know I've been heard.
I’ve seen my ideas coming to life and this gives me the courage to keep going. For
example, my hospital had a check list of practices when the baby was born and the
list had a box: ‘update the second parent.’ | asked about the birthing parent as updat-
ing only one parent is not enough. Today, the check list has a box to ‘update both

parents’.

Assessing Family-Centered Care and Family-Staff Partnership Quality

Measurement and ongoing monitoring are essential components of any QI program.
For FCC, (re)assessment must occur at the level of the patient, family, healthcare
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Table 4

improvement partners

Topic

Tips for engaging and preparing families to serve as neonatal intensive care unit quality

Advice from Parents

Parents’ motivation to contribute to QI

“It's been 7 years since | came back to the same
NICU where my baby was born. | came back
because | was grateful for the care team, but |
soon realized that besides being grateful |
could advocate and be a voice of the families.”

“I like QI because you affect change on a policy
level, and they happen.

The knowledge and connections gained from QI
help being an advocate elsewhere.”

“It's hard work and the pandemic made it
harder. | am privileged as | have an
emotionally and financially supportive
partner, but the possibility of the impact | can
make in changing the world is more than the
tech job my husband does.”

Preparing families and staff for
collaborating on NICU QI issues

“Going back to the hospital either as a volunteer
or paid position can be very hard for parents
who had premature or sick babies admitted in
the NICU. Besides the triggers, such as alarms,
and the smell of soap, parent-partners learn
things that can be emotionally difficult.
Helpful framing for this could be: If we knew
then what we know now it feels like your story
could have changed, but we can’t change the
past.”

“The NICU staff need to be aware of the
complicated emotions for a parent to have this
role. We were not trained for this, parents are
allowed to cry, and it doesn’t mean that we
can’t do the job. It just means that we bring
out feelings to this professional space. [It helps
if] “triggering events” can be announced
before they occur (ie, Picture of deceased baby
to be shown).”

“I was invited to review a new protocol for the
NICU where my son was born. | was given a
warning that the material could be hard to
read as they were changing protocols from the
time of birth (the golden hour) to improve
outcomes related to the preterm brain. My
task was to make sure the language used to
inform new families in the NICU was accessible
and in lay language. It was emotionally
difficult to review and re-word it, but with
enough support | got through the document
with the QI nurse to create a one-page
document that was given to parents informing
minimal handling for 72-hours and how they
could still participate in the care of their
baby.”

(continued on next page)
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Table 4
(continued)

Topic

Advice from Parents

“I felt overwhelmed for first year due to medical
jargon. Committees where quite technical and
some family participation was really not
necessary. Over time found balance to be able
to attend when input is valuable and not
attend when not needed.”

“When you get involved with advocacy there is a
learning curve, and as you go from project to
project you are more able to step away from
your personal experience and allow it to
inform your involvement as opposed to it
being your involvement.”

“Provide background - explain the purpose of
the committee. Language/training would be
helpful but doesn’t exist — most people don’t
know what a QI project is.”

Disparities when parents are volunteers
and/or only parent and all other
participants are paid staff

“Being the only unpaid person makes speaking
up challenging”.

“Need more than the experience from one
parent — need other views, experience. In
order to create policies or trainings. Diversity
of opinions is important to be mindful of, but
not possible to be 100% inclusive.”

“I felt dissatisfied with the type of family input in
some projects, as it did not reflect the wide
range of experiences that many families have.
You need a great deal of time and to be of a
certain economic status to be able to take
4 days out of your life and donate that time
when you have a child with complex health
needs.”

Parents as paid members of staff

“Being a paid member allowed for more
collaboration — necessary unless you hold the
meetings at 9pm at night or find other ways
for the member to become involved -
Presence/Access/Respect all need to be in
place.”

Parent impact on FCC and QI

“There were occasions when my own words
were used to create the visual flow of needs
and presented on posters at conferences. Also
was part of a video that was self-scripted and
created and is being used. This is the signal
that it’s not just lip service —[l] felt listened to.”

team, and healthcare organization. Although there are no universally agreed standards
or metrics for FCC, there are several useful assessment tools currently available, and
more are undergoing testing. The Donabedian Structure-Process-Outcome frame-
work®®7C is helpful in organizing a comprehensive FCC QI assessment program
(Fig. 3). Structural assessment includes measures of NICU and hospital-level resources
and leadership necessary for FCC to thrive.”! Process measures include measures of
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Fig. 3. Potential QI measures for FCC structure, process, and outcomes. This figure shows
some potential evidence-informed QI measures for FCC structural elements, processes,
and outcomes.

the completion and quality of processes that are essential to FCC implementation,
including delivery of family support and parent-delivered interventions; staff knowledge
and communication skills competence; interpersonal teamwork and unit culture
climate;”>~"° parental presence and participation in caregiving; and shared decision-
making, education, and skills.”® Outcome measures include common infant, family,
ororganizational outcomes that may be sensitive to FCC interventions. Infant outcomes
may include human milk intake, nosocomial infection or other adverse event rates,
length of stay, growth, and improved cognitive and motor development or quality of
life. Family outcomes may include measures of parental mental health and well-
being. Organizational outcomes may include cost of care, adverse event rates, parent
experience of care and organizational culture. Fig. 3 shows some potential Ql measures
for FCC structural elements, processes, and outcomes. Future study is currently under-
way in developing core outcome sets and minimal reporting measures for FCC
research, which could also be useful for QI in the NICU.”” Although common metrics
are important, the FCC Ql team should establish measures that are locally relevant after
consultation with all relevant stakeholders to identify and prioritize areas for
improvement.

DEIl in FCC Ql is of particular importance to ensure NICU care quality. Therefore,
FCC assessment should include measurement and analysis of structural, interper-
sonal and intrapersonal barriers to FCC to that specific context and measures should
be stratified based on potential inequities. For example, if audits data reveals that
parental participation in NICU rounds varies by demographics (eg, race or ethnicity,
language spoken at home, education, or employment status), or if there is a difference
in the level of parental participation in caregiving related to the concordance between
staff role and demographics, then further analysis is warranted to uncover and
address the barriers to improve parental participation. These barriers could for
instance include the following: unavailability of interpreters or lack of childcare for sib-
lings (structural); unwelcoming verbal or nonverbal communication by NICU staff to
families (interpersonal); and extreme parental distress or lack of knowledge about their
important role in clinical rounds (intrapersonal).®" Only by measuring indicators of FCC
DEI, can barriers be identified and addressed.
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Creating Culture Change

One of the common themes among units that successfully implement and sustain FCC
is a nurturing culture.*-°%-%° Culture is described as jointly held characteristics, values,
thinking, and behaviors of people in workplaces and organizations. Units that had a
comprehensive and sustained FCC approach, commonly included parents as mem-
bers of hospital or unit boards, directly influencing management and decisions and
regarded them as equal partners.5°-5°

Unfortunately, as the following quote illustrates, some units may have to commit to
major culture change to transform their current practices to be more family-centered,
as illustrated by this quote from a father:

“One nurse told me that when the babies are very sick, parents cannot hold them. |
wish | knew what | know today; that | could have asked, that | could have held her, that
| could comfort her when she was in pain. | learned years later that parents should be
involved and care for their babies while they are in the NICU. This was not my expe-
rience and | still feel angry about this.”

Changing hospital culture can be very difficult,”® and approaches to change have
been previously proposed,'® and success stories have been shared.3°-42:°0.78 First,
attention must be given to how care is delivered at the bedside, listening to parents
and staff. Second, all meaningful improvement should be local and tailored to the
setting. Standardization and generic strategies are important starting points but
may fail when they do not allow for tailoring to individual circumstances. Third, daily
successes in the workplace must also be recognized, appreciating how the clinical
team successfully handle dynamic situations, highlighting the factors that promote
successful delivery of FCC. Successful cases of culture change usually share 4 com-
mon characteristics. They always start with the patient at the center of any proposed
change; begin with small-scale initiatives and buildup; convert data and information
into intelligence shared with appropriate decision makers; and focus on collaboration
as the foundation of productive change rather than the lone hero model.”" Leaders of
successful Ql focus on helping the team to create a new mental model of their collec-
tive work, appreciating the complexity of care systems and understanding that change
is always unpredictable and takes time and sustained effort.'®

Here is a quote on how one NICU medical leader described the culture change:

“Parents are doing this job for a reason. They are unique. They’ve been through the
NICU journey and now they want to give back. We were pioneers here bringing par-
ents voices in the entire QI process. It was a cultural shift so everyone had to become
sensitive to the presence of parents. Parents in Ql receive peer-to-peer support. They
are all very involved in QI and their voices are quite powerful. We would [now] not
consider not having a parent in a QI committee. We see them as colleagues.”

Supporting Staff to Deliver High-Quality Family-Centered Care

Staff motivation, competence, and multiprofessional collaboration are essential to
deliver high-quality FCC. To sustain and implement high-quality FCC with minimal
separation between parents and infants, the overarching core values in successful
units in Europe were the shared value to promote closeness between parents and their
infants and common shared commitment to collaboration (between healthcare profes-
sionals, management, and parents), capacities (physical space, investment in staff-
ing), and coaching (education of staff and parents).>®

When significant professional staff shortages and high turnover, particularly among
nurses, are present, hospital leaders have a nonevidence-based tendency to limit fam-
ily presence as a means of reducing workload. However, as was poignantly learned
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during the COVID-19 pandemic, curtailing or eliminating family presence and FCC was
harmful not only to quality and safety of patient care but also further eroded job satis-
faction and caused moral distress for healthcare professionals.”®:8°

Addressing these challenges requires leadership and consistent commitment to
daily practice in accordance with the principles of FCC. One US study showed that
although FCC practices were overall strongly endorsed; there were indications of
lack of knowledge or valuing of several key dimensions of FCC, particularly of family
partnership at the organizational level and variability across neonatal units and with
years of experience.®™”” Initial and ongoing training and support of the whole
healthcare staff is essential and should be treated with the same dedication and recur-
rence as advanced life support training. Frontline staff and parents should be con-
sulted as to specific areas that need additional QI efforts. Common staff
recommendations for the improvement of FCC included language translation and
interpreter services for families; improving communication between staff and families;
staffing and workflow; team, culture, and leadership; education; and NICU environ-
ment. Previous research has shown the need for greater resources for staffing, edu-
cation, and environmental supports, as well as team culture and staff-parent
communications.®’

Professional and Parent Organization Engagement

FCC QI efforts can be advanced through engagement of parent-led organizations,
which can assist with evaluation of the state of the science, building consensus on
minimal standards, quality assessment metrics, and benchmarking. These outcomes
in turn can be used to negotiate for necessary resources with healthcare administra-
tors. Parent-led organizations can play a critically important role in providing support
for families to fully engage in their infant’s care and in NICU FCC QI efforts. Some or-
ganizations provide practical support to enable parents to stay in hospital, such as ac-
cess to transportation, food, or support in finding accommodation near the hospital.
Others provide education for families and healthcare professionals, deliver mental
health programs, and organize peer support groups and training to hospitals to create
peer support groups. Representatives from parent-led organizations can support FCC
QI by referring potential parent members who have an interest in serving on a Ql com-
mittee, providing training for parents and staff and facilitating consultations with
former NICU families for the assessment of longer term outcomes.

Partnering with policy makers is a final essential component of FCC QI work to
address the systemic barriers to FCC identified through as part of FCC Ql initiatives.
For example, lack of universal paid parental leave and reliable, quality childcare are 2
policy-level barriers to parental partnership in their infant’s NICU care. Creating more
equity in NICU FCC will require partnership and advocacy on these issues at local,
regional, and national levels.

SUMMARY

Evidence abounds that implementation of FCC is beneficial to the health and safety of
infants and families in neonatal care settings. Nevertheless, the systematic uptake of
interventions required for high-quality and sustainable FCC remains challenging and
suboptimal. Two FCC models with strong research evidence are FICare and Close
Collaboration with parents. Well-established QI methodology can be applied to FCC
QI and must include authentic partnership with neonatal families in FCC QI planning
and activities. To further optimize NICU care, families should be included as essential
and irreplaceable team members in all NICU QI activities, not only FCC QI activities.
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Greater investment in FCC QI is needed to maximize the promise of FCC and ensure
all families have equitable access to the necessary support and partnership with
healthcare practitioners, and infants can reach their full health and developmental
potential.

BEST PRACTICES

Include former NICU families in the QI team along with representatives from all the main
professional groups and decision-makers involved in providing care to neonates.

Engage with parent-led organizations to expand support for NICU families and as partners in
Ql.

Provide training and support for NICU family QI partners, and training for staff on how to
engage families in QI.

Consider evidence-based FCC models, and NICU culture change that might be needed to
improve delivery of FCC.

Support NICU staff to deliver high-quality FCC.

Incorporate FCC structure, process and outcome metrics into NICU Ql.
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