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Language on Family Presence in NICU
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Abstract

The essential nature of parental presence in the Newborn Intensive 
Care Unit (NICU) is irrefutable, and parental presence remains 
elusive. While numerous barriers to parental presence exist, 
not all are immovable. One modifiable factor is the microethical 
climate, specifically, the words used to describe their baby to the 
family and the words used to describe the baby or family context to 
fellow staff members. This brief review will provide a background 
in microethics, a description of how the human brain learns novel 
words, and the impact on family presence. 

Introduction

Families are essential to the health and well-being of their 
children (1). In the Newborn Intensive Care Unit (NICU), the 
essential nature of parental presence is irrefutable. Parent 
presence contributes to earlier discharge (2), greater likelihood 
of breastfeeding at discharge (2), and better regulation skills 
after discharge (3). Further, skin-to-skin care has demonstrated 
positive impacts that extend into young adulthood (4). Despite the 
known essential nature, parental presence is not universal, and 
multiple barriers have been identified. Parents in the NICU, similar 
to their preterm baby, are preterm themselves, experiencing 
parenthood earlier and differently than anticipated (5). Parents 
in the NICU are often overstimulated, unable to communicate in 
the NICU vernacular, and sometimes lack the tools they need to 
overcome major barriers (5). Barriers to parental presence include 
infectious concerns, transportation, financial barriers with time off 

of work and/or costs associated with transportation, and childcare 
(2, 6). In addition, there are barriers to mental health, with many 
parents experiencing anxiety, depression, and trauma (1, 7), 
which may result in a variety of behavioral responses, including 
hyper/hypervigilance, difficulty separating from their baby at the 
bedside, and unequivocal avoidance (5).  

While certain aspects of the trauma of the NICU may be 
unavoidable, there are sources of the trauma experienced in the 
NICU that are modifiable. One specific aspect is the microethical 
environment in the NICU (8). Bioethics references the sweeping 
care decisions involving care systems and pivotal care decisions, 
such as whether to intubate. In contrast, microethics describes 
the everyday ethics in the minute moments of day-to-day care (8, 
9). It includes the choice of words used to convey information to 
or about an infant or family and how these words are spoken. It 
includes what is said and how it is said (9).  

The focus of this paper is on the choice of words healthcare 
professionals use and the impact of these words on family 
understanding of their child, as well as our understanding of 
families, and lastly, how all of this impacts the family presence 
at the bedside. While the infant may be the bedside patient, the 
family is now recognized as being equally patient as the infant, 
and it is now a major focus of NICU care. The key to this focus is 
first, recognizing that parents are growing as parents in this novel 
and frightening environment (1, 2, 5) and second, understanding 
the essential nature of families in caring for the infant in the NICU 
(2. 4). As such, the environment, the culture, and the language we 
use and model with families carry tremendous significance. 

Language and Culture of NICU

As with all healthcare domains, the Neonatal Intensive Care Unit 
(NICU) has evolved to have its vocabulary, language, and culture. 

“Parent presence contributes to 
earlier discharge, greater likelihood of 
breastfeeding at discharge, and better 
regulation skills after discharge. Further, 
skin-to-skin care has demonstrated 
positive impacts that extend into 
young adulthood. Despite the known 
essential nature, parental presence is 
not universal, and multiple barriers have 
been identified.”
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“The focus of this paper is on the choice 
of words healthcare professionals use 
and the impact of these words on family 
understanding of their child, as well 
as our understanding of families, and 
lastly, how all of this impacts the family 
presence at the bedside.”
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This language and culture are taught to providers as they orient to 
and become educated in the medicine of the infants that require 
care in the NICU and the existing technology and care practices. 
Providers transfer delicate and exquisite data and information 
about the infant and their family through a dialect characterized 
by acronyms, words, and phrases. 

Families find themselves in this unusual and often traumatic 
environment without warning, orientation, or education. They 
race to understand their newfound context, and with this comes 
a crash course in the vocabulary, language, and culture of the 
NICU. Families also come with their own culture, language, 
education, and context, which are often minimized for the sake of 
the fast-paced NICU culture. Often, there is no specific repository 
in the chart for this equally important and delicate data, which is 
transferred between providers verbally (10). As such, the choice of 
words can significantly impact understanding for all involved. For 
parents, this understanding may drive pivotal care decisions and/
or shape their perception of their child and future. For staff, how 
the family or infant context is shared and the specific words used 
to do so will shape a collective understanding of the family, and it 
may be one based on reality, conjecture, bias, misunderstanding 
or a mixture of all things (10). 

Relational Frame Theory (or Why Words Matter)

The developmental theory called relational frame theory describes 
the significance of words and the power of words to shape 
understanding (8, 11). Humans learn new words through both 
explicit and indirect instruction. Explicit teaching of a new word 
is intentional. The brain, however, will also learn associations 
between words without explicit teaching. This bidirectional implicit 

and explicit instruction of words is relevant for new vocabularies 
(8). As vocabularies are formed, adding new combinations of 
words creates new associations and understandings and is 
equally bidirectional, playing a proposed role in psychopathology 
for adults (11). Relational frame theory, with its explicit and implicit 
creation of associations between words, is also a source of 
parental trauma (8). As such, it represents a modifiable source of 
trauma, as the choices of words by healthcare professionals can 
be more intentional.

Outcomes of prematurity

Words matter as they describe to parents their future should their 
child survive. Critical to understanding outcomes in development 
is how the outcome is described, which varies amongst fields of 
medicine. In neonatology, outcomes are often distilled into a binary 
phenomenon. In developmental pediatrics, however, outcomes 
are often reported along a spectrum, focusing on function rather 
than ‘impairment’ (12). With this in mind, much of what is reported 
in the literature, and then to parents, reflects the presence or 
absence of a disorder, resulting in impacts on function in two 
or more environments (13). Less reported and less understood 
in neonatology is the concept of the spectrum, with behavior 
presenting in the expected or typical manner, variant with skills 
demonstrated within a window of expected but at the margins of 
expectations, and then problem behavior, reflecting undesirable 
behavior that is mediated by the environment (13). While this is 
often used for how children present, it describes all behavior in 
many ways.  

The words used to describe the outcomes of children hospitalized 
in the NICU have been characterized in a binary manner by what 
the child will not/cannot do rather than what they can do (12). 
Historical and ongoing outcomes of prematurity have included 
the presence or absence of cerebral palsy, cognitive impairment 
(defined as a demonstration of learning skills that falls below 1 
or 2 standard deviations on formal developmental testing), and 
neurosensory impairment (vision or hearing) (13). Collectively, 
these have been referred to as the presence or absence of 
neurodevelopmental impairment (13). The likelihood of these 
outcomes is relatively rare, depending on the gestation reported 
and specific outcome reported (13). Parents, however, report 
more pressing early import outcomes, such as feeding, sleeping, 
and respiratory concerns (12). Further, outcomes that emerge 
later in childhood with challenges in school have been identified as 

“Families find themselves in 
this unusual and often traumatic 
environment without warning, 
orientation, or education. They race to 
understand their newfound context, and 
with this comes a crash course in the 
vocabulary, language, and culture of the 
NICU.”

“ Relational frame theory, with its explicit 
and implicit creation of associations 
between words, is also a source of 
parental trauma. As such, it represents 
a modifiable source of trauma, as 
the choices of words by healthcare 
professionals can be more intentional.”

“ Less reported and less understood 
in neonatology is the concept of the 
spectrum, with behavior presenting in 
the expected or typical manner, variant 
with skills demonstrated within a 
window of expected but at the margins 
of expectations, and then problem 
behavior, reflecting undesirable behavior 
that is mediated by the environment.”
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common, including attentional weakness, executive dysfunction, 
subtle language processing challenges, motor challenges such as 
developmental coordination disorder, mental health issues with 
increased anxiety and depression, and socioemotional immaturity 
(13). Equally important, however, is an understanding that these 
children also demonstrate tremendous strengths, not captured in 
the literature but reported by parents (14).

Less recognized as an ‘outcome’ of preterm birth is that of 
the parents. They are also preterm, becoming parents before 
expected dates (5). The trauma experienced is shared across 
the family, and 45% of parents have reported clinically significant 
depression, anxiety, and trauma while in the NICU (7). These 
noxious experiences have been reported to pose a barrier to 
parental presence in the NICU, further exacerbating an already 
strenuous attachment process. Parental mood, anxiety, and 
trauma persist beyond discharge and pose a challenge to bonding, 
attachment, and parenting (7, 13).  

This combination of the preterm neurodevelopmental strengths 
and challenges and characteristic pattern of development has 
been referred to as the behavioral phenotype of prematurity (15). It 
has been used to describe the preterm survivor specifically, but in 
actuality, it also describes the family unit, with their strengths and 
trauma (13). Each family’s individual patterns of the emergence 
of strength and challenge are variable. Some experience trauma 
in the NICU and recover as they leave and transition to home. 
Others experience trauma from the NICU later with flashbacks 
and intrusive memories consistent with post-traumatic stress 
disorder (13). Others still experience some pattern prior and then 
new trauma as they transition to home, navigating a different 
version of the healthcare system for their infant.  

Family Presence in the NICU and the Impact of ‘-Ism’

While the infant has historically been the focus of NICU care, the 
family is increasingly recognized as an equally important focus (1, 
2). The essential role of parents in the care of the infant has been 
demonstrated with breast milk provision (16), skin-to-skin care 
(4, 16), auditory exposure (17), and greater behavioral regulation 
after NICU with parental presence in day-to-day care (16). Despite 
this essential role, parental presence is hindered by barriers such 
as transportation, traffic, financial burdens with parking and time 
off work, work requirements and lack of parental leave, concern 
for infection, and parents’ mental health (1, 2, 5–7). Experiential 
avoidance is a stress-behavioral response to conditions that are 
difficult, painful, or traumatizing (18). This experiential avoidance 

related to traumatic exposure is modifiable, to a degree, and one 
key aspect is through our unit language and culture.  

Historically, discussions about the infant and outcome have 
centered on survival and the absence of neurodevelopmental 
impairment (12–14). Neonatologists and pediatricians specializing 
in NICU care have led many of these discussions. As such, the 
experience and exposure to the care of children across a lifespan, 
particularly children who may be neurodiverse, is limited (19). The 
result is reliance upon the neonatal outcome literature for data 
on outcomes, and this literature, as noted above, is riddled with 
impairment-focused outcomes rather than function or parent-
designated important outcomes (12–14).  

Further, the presence of ableism in medical culture and training 
is undeniable (20). Ableism refers to the perpetuation of a belief 
that there is a ‘normal’ when it comes to the standard for a body 
type and function, and anything less than this normative standard 
is inferior (21). This bias exists both explicitly as demonstrated 
in health care allocation or articulated by providers as that those 
with a disability experience a lower quality of life (20, 22). It also 
exists implicitly with the unconscious choice to use value-based 
language such as ‘risk’ and cerebral palsy together, thereby 
conveying an ableist bias to the condition of cerebral palsy (8). 
This association created for parents as they learn about cerebral 
palsy (or any other outcome) is now forever linked to a negative 
or subpar outcome when, in fact, parents may report that other 
outcomes are more or less desirable. Once linked, however, the 

“Less recognized as an ‘outcome’ of 
preterm birth is that of the parents. They 
are also preterm, becoming parents 
before expected dates. The trauma 
experienced is shared across the family, 
and 45% of parents have reported 
clinically significant depression, anxiety, 
and trauma while in the NICU.”

“Despite this essential role, parental 
presence is hindered by barriers such 
as transportation, traffic, financial 
burdens with parking and time off work, 
work requirements and lack of parental 
leave, concern for infection, and parents’ 
mental health.”

“This association created for parents as 
they learn about cerebral palsy (or any 
other outcome) is now forever linked 
to a negative or subpar outcome when, 
in fact, parents may report that other 
outcomes are more or less desirable. 
Once linked, however, the association 
is formed and cannot be undone. The 
associations assigned by medicine 
assign value, and it may not align with 
the values of the families, thus being a 
source of trauma.”
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association is formed and cannot be undone. The associations 
assigned by medicine assign value, and it may not align with the 
values of the families, thus being a source of trauma (8).  

Additional exacerbations include sources of bias and discrimination, 
including a lack of understanding or respect for other cultures, 
languages, gender identity and expressions, health literacy, and 
racism. As they struggle to learn about their baby, parents in the 
NICU are also tasked with sharing their family context (10). There 
is no formalized structure for this process, and family preference for 
what is shared, how it is shared, and with whom may be captured 
in fragments in the chart, but more often is shared by verbal 
report (10), offering further opportunities for miscommunications, 
personal insertions, and misunderstanding due to bias, confusion, 
and exhaustion. Words like ‘difficult’ are both assigned to and 
used to describe parents, providing a negative association of this 
family. The use of ‘difficult’ as a descriptor is not problematic in 
itself; it is the context in which it is used. ‘Difficult’ more accurately 
describes a situation; it reflects parental stress and trauma due 
to their current circumstance (5) and their attempts at coping with 
limited tools, support, or guidance. Phrases like ‘Parent is absent’ 
provide additional opportunities for inaccurate and harmful 
associations to be made, i.e., somehow linking that the parental 
absence is negligent/negligence rather than reflective of one of 
the many barriers to being in the NICU or perhaps a need for 
self-care or self-preservation. The vernacular of the NICU seems 
benign, but it shapes team understanding, separates and often 
excludes parents from the team, and provides additional sources 
of trauma. The ideal would be a central family context in the 
medical chart described by Dahan et al. (19), providing the family 
context as told by the family to the team, minimizing opportunities 
for misperceptions. 

Lastly, for families, the words we use to describe the infant 
daily have an impact. Through the NICU binary lens, the infant 
is either sick or well. Instead, the infant develops in an artificial 
and stressful environment (23, 24), which results in permutations 
in developmental trajectories (13, 23, 24). An example of this is 
the NICU reference of ‘respiratory distress syndrome (RDS)’ to 
refer to premature infants and the associated lung immaturity and 
surfactant deficiency. Developmentally, preterm infants at 24 or 
28 weeks should not yet have mature surfactant, and yet, the 
absence of it becomes a disease state. Parents are then led to 
perceive their infants as fragile, sick, and unwell when, in reality, 
they are growing in an alternative environment and will experience 
illness for certain, but the infant receiving developmental support 
as they grow and mature characterizes many days. Choices of 
words, such as ‘failure to extubate,’ drive home this narrative of 
the child as a failure, being at fault for a treatment course success 

or lack thereof, or being unwell. 

Conclusion

Families are essential in the NICU to care for their babies (1, 
2, 4, 16). Parents of preterm infants are preterm themselves in 
navigating this environment (5). Both the infant and their parents 
are developing in the NICU, which is unnatural and often stressful 
and traumatizing. The culture and the language of the NICU have 
deep roots in medical care and, with that, ableism, bias, and 
elitism. With greater awareness of factors associated with health 
equity, the NICU can modify its language to create an environment 
that would be more welcoming and less traumatizing—creating an 
essential aspect of all charts to include a ‘Family Snapshot’ (10) 
as told by the family for the team offers a tool to facilitate steps 
to change and greater awareness. Explicitly referring to infants 
as developing and, as such, as having strengths and challenges 
as they grow in the unnatural NICU environment empowers 
parents to see the children as they are rather than as diseased, 
feeble infants. Shifts in neonatal research to focus on important 
functional outcomes identified by parents, including feeding, 
sleeping, and behavioral regulation, would then offer more salient, 
less ableist data to be reported to families as they learn about their 
infant (12, 14, 19). Descriptions of neurodevelopmental diversity 
in value-neutral ways allow parents to determine the value of this 
outcome and make decisions reflective of the family values rather 
than medical bias. In doing so, parents can mature in a safer 
environment, be more present for their infant whilst in the NICU, 
and be more effective as parents for their child’s future.  
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SYSTEMS THINKING IN COMPLEX
ADAPTIVE SYSTEMS

Are the baby and family central to the mission, values,
environment, practice & care delivery of IFCDC in the unit? 
Are the parents of each baby fully integrated into the team and
treated as essential partners in decision-making and care of
the infant?
What are the strategies and measurements used to improve
and sustain IFCDC in the unit?

 STANDARDS AND SAMPLE RECOMMENDATIONS
FOR INFANTS IN THE INTENSIVE CARE UNIT

I N F A N T  A N D  F A M I L Y - C E N T E R E D
D E V E L O P M E N T A L  C A R E  ( I F C D C )

POSITIONING & TOUCH FOR THE
NEWBORN

Are the positioning plans therapeutic and individualized, given
the care needs and development of the baby?
Are the positioning and touch guidelines continually reviewed
by the team, including the parents, and adapted to meet the
changing comfort needs of the baby?

SLEEP AND AROUSAL INTERVENTIONS
FOR THE NEWBORN

Can the team confidently describe the “voice” or behavioral
communication of the baby?
Are the baby's unique patterns of rest, sleep, and activity
documented by the team and protected in the plan of care?

SKIN-TO-SKIN CONTACT WITH INTIMATE
FAMILY MEMBERS

Is the practice of skin-to-skin contact supported and adjusted
to the comfort needs of each baby, parent, & family member?
Are the parents & family members supported to interact with
the baby to calm, soothe, & connect?

REDUCING AND MANAGING PAIN AND
STRESS IN NEWBORNS AND FAMILIES

Are parents supported to be present and interactive during
stressful procedures to provide non-pharmacologic comfort
measures for the baby?
Are there sufficient specialty professionals to support the
wellbeing of the team, including parents, families, and staff?
Examples include mental health, social, cultural, & spiritual
specialists.

MANAGEMENT OF FEEDING, EATING AND
NUTRITION DELIVERY

Are the desires of the m/other central to the feeding plan? Is
this consistently reflected in documentation with input of the
m/other?
Does the feeding management plan demonstrate a feeding &
nutrition continuum from in-hospital care through the
transition to home & home care? 

WANT TO KNOW MORE ABOUT THE STANDARDS AND RECOMMENDATIONS?
VISIT:  HTTPS://NICUDESIGN.ND.EDU/NICU-CARE-STANDARDS/ 
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