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Futility and Withdrawal of Intensive Care in Term
Infants with Brain Injury

Ciara Terry, MRCPI , Breda C Hayes MD, FRCPI

Keywords: Brain injury, Hypoxic Ischaemic Encephalopathy, Pal-
liative Care

Neonatal brain injury is a major challenge in modern perinatal
care, including obstetric and neonatal care. Advances in the care
of the newborn, including resuscitation improvements and the in-
troduction of therapeutic hypothermia (TH) for the management of
neonatal encephalopathy, have allowed us to sustain and improve
life for babies that previously may have been deemed too unwell
to continue life-sustaining treatments. From an obstetric perspec-
tive, there has been an increase in the detection of serious fetal
anomalies with better antenatal scanning regimes and the use of
MR imaging in fetal medicine to detect congenital brain malforma-
tions.

“From an obstetric perspective, there
has been an increase in the detection

of serious fetal anomalies with better
antenatal scanning regimes and the use
of MR imaging in fetal medicine to detect
congenital brain malformations.”

The decision to redirect the focus of care to comfort-only mea-
sures usually follows a detailed neurological examination of the
baby in conjunction with neuroimaging (typically MR imaging)
aided by EEG monitoring when available. Congenital causes of
severe brain dysfunction, such as severe congenital brain mal-
formations (e.g., giant encephalocele, lobar holoprosencephaly)
leading to a plan for palliative care following delivery, are encoun-
tered. However, most term babies where palliative care is initiated
do so following acquired perinatal brain injury. Major conditions
that lead to the development of perinatal brain injury include hy-
poxic ischaemic encephalopathy (HIE), perinatal stroke, perinatal
central nervous system infection, and intracranial haemorrhage.
Hypoglycaemia can result in brain injury or potentiate injury due
to other causes, e.g., HIE.

HIE is one of the commonest reasons for acquired brain injury in
the normally formed term newborn. The incidence of HIE is ap-
proximately 1.5 per 1000 births, and globally there are 700,000
cases of death or disability from birth asphyxia annually (1). Thera-
peutic hypothermia (TH) has resulted in significant improvements
in the outcomes of neonates with HIE. However, greater than 40%
of neonates who undergo TH will still have impaired neurological
outcomes at school-going age (2). TH does not improve outcomes
in babies with severe HIE.

A perinatal stroke is a cerebrovascular event occurring between

20 weeks gestation and up to 28 days after birth(3). Prevalence
has been estimated at 1/1600 to 1/5000 live births and is recog-
nised as the second most common cause of neonatal seizures
after neonatal encephalopathy accounting for up to 20% of neona-
tal seizures (4). Presentation is usually in the first three days after
birth. The outcome of neonates with perinatal stroke is difficult to
predict (5).

“Prevalence has been estimated at 1/1600
to 1/5000 live births and is recognised

as the second most common cause

of neonatal seizures after neonatal
encephalopathy accounting for up to 20%
of neonatal seizures (4). Presentation is
usually in the first three days after birth.
The outcome of neonates with perinatal
stroke is difficult to predict (5).”

Intracranial haemorrhage in term infants is rare but can result in
significant neuro disability. Intracranial haemorrhage can be epi-
dural, subdural, subarachnoid haemorrhage, or intracerebral.

Central nervous system infections, including meningitis and en-
cephalitis, can be bacterial, viral, or fungal in aetiology. The inci-
dence of early-onset meningitis is approximately 0.39 per 1000
live births. Herpes virus infection is the most common non-bacte-
rial cause of central nervous system infection, with an estimated
incidence of 1 in 50,000 live births, and can lead to severe neuro-
developmental delay.

“Being told that their newborn has a brain
injury is amongst the most devastating
news that parents can receive.

Existing data suggests that parents of
encephalopathic neonates experience
predictable communication difficulties.”

Being told that their newborn has a brain injury is amongst the most
devastating news that parents can receive. Existing data suggests
that parents of encephalopathic neonates experience predictable
communication difficulties. Medical information is complex and
uncertain prognosis is challenging. It is well-accepted that parents
value participation in medical decision-making. Parent-centred
decision-making is preferred in the NICU when discussing longer-
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term goals and potential harm(6). The fundamental goal of shared
decision-making is to open the process to benefit from both the
physician’s and the parent’s respective experiences, knowledge,
and beliefs. This does not imply a value-neutral role for clinicians
but instead requires a more delicate balancing as an advocate
for the baby while respecting parental views(7). Parents who per-
ceive a shared role in end-of-life decision-making may experience
less long-term grief than parents who perceive either making the
decision on their own or having no involvement (8). Palliative care
teams are an important source of added support to all caregiv-
ers. Attempting prognostication in neonatal encephalopathy is es-
sential to help parents formulate their concept of best interest for
their newborn. However, estimating prognosis is complicated by
the wide range of potential neurodevelopmental outcomes, evolv-
ing course, and role of extrinsic factors like access to rehabilita-
tion. Even in cases of anticipated death, infants may unexpectedly
survive. In the face of uncertainty, describing the best case, worst
case, and most likely outcome is an effective strategy to charac-
terize the potential range of outcomes(6).

“Serial evaluation over time facilitates
discussion regarding anticipated

poor prognosis and decision-making

for transition to comfort care. Serial
assessments with a particular test

are more predictive than a single
observation. The time over which a test
remains abnormal together with the trend
over time yields the best information(9). ”

Clinical history, neurologic examination, serum biomarkers, neu-
rophysiology  [amplitude-integrated  electroencephalography
(aEEG) or EEG], near-infrared spectroscopy, and magnetic reso-
nance imaging have all been studied as predictors of severe neu-
rologic injury and poor outcome, although none is 100% predic-
tive. Serial evaluation over time facilitates discussion regarding
anticipated poor prognosis and decision-making for transition to
comfort care. Serial assessments with a particular test are more
predictive than a single observation. The time over which a test
remains abnormal together with the trend over time yields the best
information(9). Thus far, brain monitoring in the form of aEEG and
conventional EEG seems to be the best objective tools to identify
the highest-risk patients (10). Specifically, a severe depression
or burst suppression pattern which persists is suggestive of poor
outcome. Magnetic resonance imaging (MRI) is known to retain
its predictive abilities when performed in the window of 5-10 days
after birth. Where MR is performed, the pattern and extent of inju-
ry remain important predictors of outcome even after TH (11-13).
However, MRI is sometimes not possible due to clinical instabil-
ity or accessibility. In these cases, cranial ultrasound is important
and predictive if it shows hyperechogenic subcortical grey matter
structures (basal ganglia and thalamus) and/or focal parenchy-
mal lesions. The presence of cystic lesions early in the neonatal
course is also predictive of poor outcome and helps to identify
prenatal injury. Many scoring systems are available and can be

applied to help predict outcomes, including the Barkovich and
the Rutherford scoring system (14,15). The Weeke scoring sys-
tem(16) is a comprehensive scoring system that assesses several
different functional areas of the brain, including motor, visual, and
memory. Complete and careful neurological examination remains
of critical importance. In predictive models, time to improvement
in stage and time to reach no or mild HIE were important predic-
tors of death/disability (10). The advent of bedside aEEG allows
neonatologists to continuously trend the background pattern and
hence the degree of recovery alongside serial clinical examination
during TH. In cases where clinical examination and EEG are in
keeping with profound injury, and there is no sign of improvement
over 24-48 hours, MRI brain does not add greatly to prognostica-
tion. However, MRI should be considered in this setting if the baby
has received anti-epileptic medications, which may affect the reli-
ability of both clinical examination and EEG findings.

“ Many of these conditions cause a
progressive deterioration leaving the
child increasingly dependent on their
family or carers. Such illnesses have
been categorised into four categories
(18).”

The term life-limiting condition refers to any iliness for which there
is no reasonable hope of cure and where the child is unlikely to
survive beyond early adulthood(17). Many of these conditions
cause a progressive deterioration leaving the child increasingly
dependent on their family or carers. Such illnesses have been
categorised into four categories (18). The fourth category includes
conditions leading to severe disability and the likelihood of prema-
ture death, such as severe cerebral palsy and multiple disabilities
following brain injury.

Decisions that involve the withdrawal or withholding of life-sus-
taining treatment should have the child’s best interest as the cen-
tral focus(7). A futile intervention is different from an intervention
that is not pursued because it is not perceived to be in the overall
best interests of the child. With shared decision-making, medical
facts must be reflected alongside the family’s preferences, val-
ues, and goals. Even when care is not futile, care may be against
the child’s best interests when the likely harms outweigh possible
benefits (6). Perinatal palliative care input is paramount in the care
of the term neonate with significant brain injury. Palliative care
stages have been defined in the British Association of Perinatal
Medicine Framework for Clinical Practice in Palliative Care(19).
This describes a transition period from routine or intensive care
to palliative care. Supportive care includes considerations for oral
nutrition, hydration, and analgesia. The overall goal of palliative
care is to achieve the best quality of life for patients and their
families.

In conclusion, decisions around the futility of care and redirec-
tion to comfort measures for newborns with brain injury is a com-
plex decision that should only occur following a process of shared
decision-making involving all caregivers for the baby. Certainty
about prognosis is not possible despite advances in medical care,
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but clear and honest discussions with parents are paramount to
the decision-making process. The involvement of palliative care
physicians is recommended in patients with severe brain injury
leading to a life-limiting condition.

“ Certainty about prognosis is not
possible despite advances in medical
care, but clear and honest discussions
with parents are paramount to the
decision-making process. The
involvement of palliative care physicians
is recommended in patients with severe
brain injury leading to a life-limiting
condition.”
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Letter to the Editor in
Response to: "Dermatologic
Findings in Skin of Color for
Life-Threatening Pediatric
Diseases Saba Saleem BS,
Kristina Burger BS"

T e e e e e e e
Dear Editor:

We read “Dermatologic Findings in Skin of Color for Life-Threat-
ening Pediatric Disease” with great interest (Saleem, S., Burger,
K. Dermatologic Findings in Skin of Color for Life-Threatening
Pediatric Diseases. Neonatology Today. 2022;17(10):83-88.).
The piece by Soba Saleem and Kristina Burger brings to light
the health disparities of people of color, specifically, the lack of
education and training in dermatologic disease in people of color.
The authors utilized Measles and Kawasaki disease to highlight
the importance of recognizing dermatologic findings in life-threat-
ening diseases to emphasize the importance of treating patients
promptly to avoid life-threatening consequences. We agree with
the authors that there is an apparent lack of education and training
of physicians in recognizing dermatologic findings in people of col-
or. Throughout medical education, it is evident that there is a push
for educating students on the dermatologic findings of people of
color. Still, the education provided and available resources are not
meeting patients’ needs (1). The need for education is evident,
considering “the U.S. Census Bureau projects that by 2050 about
half of all dermatologic patients who require treatment will have a
skin of color.” Although the authors addressed the health disparity
using Measles and Kawasaki disease, it is evident that all derma-
tologic conditions should be addressed in people of color to bridge
the gap in the care provided to these individuals.

“The need for education is evident,
considering “the U.S. Census Bureau
projects that by 2050 about half of all
dermatologic patients who require
treatment will have a skin of color.”
Although the authors addressed the
health disparity using Measles and
Kawasaki disease, it is evident that
all dermatologic conditions should be
addressed in people of color to bridge
the gap in the care provided to these
individuals.”

Kawasaki disease and Measles may lead to mortality in the pe-

diatric population, but a variety of diseases are overlooked in pa-
tients of color. In the article written by Sarker et al., they study the
significant lack of research into Rosacea in the skin of color. They
discuss that the incidence of the disease is rising but still remains
underreported in patients with skin of color (2). The article states
the various secondary symptoms of Rosacea, like burning and
stinging sensations, that may help distinguish the disease from
only observing the rash, which has proven to be difficult in the
skin of color. Although Rosacea is not as dangerous as Kawasaki
disease or Measles, early diagnosis of the disease is essential to
treat patients optimally.

Furthermore, Adamson and Smith discuss innovative methods
for diagnosing dermatologic diseases using machine learning (3).
However, they go on to state these methods are insufficient in di-
agnosing diseases in the skin of color due to the lack of inclusion
of skin of color images in developing artificial intelligence. This
further promotes the health disparities in dermatologic disease in
the skin of color, even with advancing technology. As the United
States population is leaning towards becoming a minority white
nation, the significance of diagnosing dermatologic disease in
non-white individuals is of paramount importance (4). Healthcare
providers need to be able to adequately diagnose these condi-
tions in a spectrum of skin colors to provide satisfactory treatment.
This will not only avoid adverse health outcomes in a large por-
tion of the population but will also lead to billions of dollars saved
across the health industry (5). The first step in improving the in-
clusivity of dermatologic disease in the skin of color is providing
comprehensive postgraduate education.

“ Healthcare providers need to be able

to adequately diagnose these conditions
in a spectrum of skin colors to provide
satisfactory treatment. This will not only
avoid adverse health outcomes in a large
portion of the population buft will also
lead to billions of dollars saved across
the health industry (5).”

As was highlighted in the article, medical students have an alarm-
ing amount of difficulty identifying skin conditions in people of col-
or. This difficulty stems from the lack of resources available that
would aid in educating students on what certain diseases look
like in different ethnicities (6). As current students, the push for
educating students on dermatologic conditions in people of color
is evident. However, the quality of training has still yet to meet the
needs of patients of color (1). It should not come as a surprise
then that future doctors would have a significantly easier time
identifying dermatologic conditions in those with lighter skin. This
is obviously a cause for concern, as misdiagnosing a morbid skin
condition could cost a life.

Due to the seriousness of the issue, strides have been made to
create change and increase resources to help identify dermato-
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logic changes in the skin of color by organizations like Skin of
Color Society. Efforts driven by current physicians, medical stu-
dents, and educators have been essential to providing the change
necessary for medical education. As COVID-19 exposed the reali-
ties of the inequities in the healthcare system, efforts have been
made to address inclusivity at a larger scale (7). The American
Academy of Dermatology Association has emphasized Diversity,
Equity, and Inclusion (DEI), to increase research, address health
inequities, and encourage underrepresented minorities to consid-
er dermatology. Along with these efforts, several other organiza-
tions, including the American Society for Dermatologic Surgery,
Skin of Color Society, Women’s Dermatologic Society, Association
of Professors in Dermatology, and American Contact Dermatitis
Society, have also been acknowledged. They are working towards
more meaningful DEI goals (8). They have also received funding
from large companies like Johnson & Johnson and grant funding
to support these more significant efforts (9). Additionally, support
from these organizations should also move towards updating text-
books and online resources that drive most of the medical educa-
tion in our country (10).

“As COVID-19 exposed the realities of
the inequities in the healthcare system,
efforts have been made to address
inclusivity at a larger scale (7). The
American Academy of Dermatology
Association has emphasized Diversity,
Equity, and Inclusion (DEI), to increase
research, address health inequities, and
encourage underrepresented minorities
to consider dermatology.”
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Sincerely,

Michael San Angelo, OMS3, Ameen Rahimi, OSM3 Daniel Ko,
OSMa3, Mira Bansal, OSM3

Western University of Health Sciences, Pomona, Ca
Contact information:

Michael San Angelo

562-331-8953

Michael.sanangelo@westernu.edu

15101 Fairfield Ranch Road, Unit 1306

Chino Hills, CA

91709

Dear Drs to be San Angelo, Rahimi, Ko, and Bansal:

Thank you for commenting on this manuscript. In so much as oth-
er elements of law and practice have focused on decreasing the
barriers to genuinely equitable care—the actual science involved
in ensuring that our understanding of the disease must be based
on physiology. Preconceived notions of race or disparity makers
disparage and diminish the quality of care based on these preju-
dices rooted in traditional practice and must be eliminated. These
more subtle but extant prejudices masquerade as knowledge
and cultural sensitivity when they are non-evidence-based “folk”
practices that became doctrine because of preconceived notions
passed down intergenerationally through “knowledgeable” physi-
cians. The concept that the skin of certain individuals is thicker or
less susceptible to painful procedures is evidence of the continu-
ation of these practices.

However, the presentation of certain disease states deserves spe-
cial consideration. Significantly since a number of these condi-
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tions are associated with a fine rash or erythematous blush that
may not be readily apparent with darker skin pigmentation. More
than just sensitivity, innovation is required to discern these condi-
tions better when the conditions are not optimal for detection. In
certain situations where the symptoms suggest the disease, but
the physical evidence is lacking, there is room for increased use
of PCR and other serum-based testing. In other situations, room
lighting adjustments may be indicated to improve the perception
of subtle changes in the skin and its regularity.

“These more subtle but extant prejudices
masquerade as knowledge and cultural
sensitivity when they are non-evidence-
based “folk” practices that became
doctrine because of preconceived
notions passed down intergenerationally
through “knowledgeable” physicians.
The concept that the skin of certain
individuals is thicker or less susceptible
to painful procedures is evidence of the
continuation of these practices.”

Importantly, it has never been appropriate to blame the patient for
difficulty diagnosing the disease. Although certain situations may
make the diagnosis more challenging, the level of medical screen-
ing must rise to the challenge. Diagnostic tools are imperfect un-
less they reliably detect the presence of disease in all affected
individuals. Race, skin pigmentation differences, and perceptions
must not be barriers to the effective diagnosis and treatment of
our most at-risk patients.

“Diagnostic tools are imperfect unless
they reliably detect the presence of
disease in all affected individuals. Race,
skin pigmentation differences, and
perceptions must not be barriers to the
effective diagnosis and treatment of our
most at-risk patients.”

As the authors have pointed out, COVID-19 has exemplified and
made people more aware of inequities in healthcare delivery. Al-
though COVID-19 does not present classically with a defined rash
or skin-related pathology, viral exanthems occur with COVID-19
coinfections. Increased vigilance and understanding of the need
for more appropriate diagnosis in all skin pigmentations are clear-
ly indicated.
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Neonatology Today is not aware of the erratum affecting the
November, 2022 edition.

Corrections can be sent directly to LomalindaPublishingCom-
pany@amail.com. The most recent edition of Neonatology To-
day including any previously identified erratum may be down-
loaded from www.neonatologytoday.net.
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LomalindaPublishingCompany@gmail.com.
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Disaster Series: The Function of Engagement for High
Reliability Organizing (HRO)

Daved van Stralen, MD, FAAP, Sean D. McKay, Errol van
Stralen, Thomas A. Mercer, RAdm, USN (Retired)

Abstract

Random, stochastic variation creates fluctuations in the envi-
ronment. The organization must respond as these fluctuations
become forcing functions or create an abrupt catastrophe. This
variation is described by the color of noise — reddened noise fre-
quencies or pink noise. Operations during these events uncover
gaps between theory and practice, which are bridged through
engagement. Engagement is behavior that has defensive func-
tions against threats to the organization, supports thinking through
motor cognition, initiates self-organization for directed responses,
generates information during the flux of events, and creates a
structure within a volatile environment. We describe the function
of engagement in High-Reliability Organizations (HRO) as a pro-
cess to use the situation to extend our understanding.

“Engagement is behavior that has
defensive functions against threats

to the organization, supports thinking
through motor cognition, initiates self-
organization for directed responses,
generates information during the flux of
events, and creates a structure within a
volatile environment.”

Introduction

Theories, concepts, and models enhance organizational reliability
and safety. Can a gap form between accepted theory and current
practice? If so, how can we narrow or eliminate such gaps? One
approach is to cross the gap between theory and practice by en-
gagement (1-4). In real-time, engagement bridges the gaps that
develop between concepts and the gaps formed between theory
and practice. In this article, we describe the function of the act of
engagement.

There is little or no gap if a theory is prescriptive for organizational
reliability and safety. However, if the theory is descriptive, without
continuous calibration, we risk losing fidelity to the operational en-
vironment — inaccurate theories or models can kill (5).

Organizations fail, and error brings harm because of tightly cou-
pled components with complex interactions. This sequence is the
premise of Normal Accident Theory (6). To prevent this, the or-
ganization can rely on the judgment of experienced experts and
centralized, rational decision processes. This process frees sub-
ordinates from the difficulty of making decisions under uncertainty.
Academic theories, concepts, and models support this approach
to reducing error and achieving high levels of continuous reliabil-
ity. The risk is the creation of dangerous gaps.

“This process frees subordinates from
the difficulty of making decisions under
uncertainty. Academic theories, concepts,
and models support this approach to
reducing error and achieving high levels
of continuous reliability. The risk is the
creation of dangerous gaps.”

Some organizations operate in hazardous conditions while achiev-
ing high levels of continuous reliability. These organizations utilize
structural complexity and contingent, layered authority patterns
still not fully described by theory. Todd R. LaPorte and Paula M.
Consolini succinctly state, “In a sense, HROs work in practice and
not in theory” (7). Overlapping and conflicting concepts paradoxi-
cally can fill in gaps or support crossing these gaps.

HROs “extend formal calculative, programmed decision analysis
as widely as is warranted by the extent of knowledge. The ur-
gency of operational needs;” are “alert to the surprises or lapses
that could result in errors small or large that could cascade into
major system failures from which there may be no recovery;” and
“authority patterns shift to a basis of functional skill,” LaPorte
and Consolini (7). [Emphasis from the authors; the senior author
(TAM) was captain of the USS Carl Vinson during these studies.]

“HROs “extend formal calculative,
programmed decision analysis as
widely as is warranted by the extent of
knowledge. The urgency of operational
needs;” are “alert to the surprises or
lapses that could result in errors small
or large that could cascade into major
system failures from which there may
be no recovery;” and “authority patterns
shift to a basis of functional skill,”
LaPorte and Consolini (7).”
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Theory and practice innately form gaps during routine operations
(1, 4). Unexpected events can penetrate the organization through
these gaps, possibly cascading into unrecoverable failure. It is not
a simple matter of closing or narrowing gaps between theory and
practice. Gaps form at various levels of analysis — prevention and
response, planning, training, organizing, logistics, prevention, re-
covery, et cetera (8).

By bridging theory-practice gaps, engagement as action extends
responsiveness which can then become prevention and can gen-
erate resilience (3, 4, 7). A well-accepted approach to action is to
identify or characterize the situation, then decide on a course of
action or protocol — situation drives decisions. For example, pro-
tocols or algorithms appropriate for the situation guide decisions,
which are further calibrated by decision theory. The linear flow of
situation-decision-action is not engagement. Engagement is more
than a means to decide, then act — engagement is a behavior.

This is not to say we need two types of behavior — one for slow
tempos and one for fast tempos. Engagement is an immediate
behavior that prevents or reduces consequences at any tempo.
Behavioral processes that develop within stable environments
can contribute to failure in unstable environments. However, the
engagement processes work efficiently in both environments, so
there is no need to have two approaches.

“Organizations do not make decisions;
people do. Organizations do not act;

it is the individual who acts. The
organization’s structure influences and is
influenced by the decisions and actions
of individuals (9).”

Organizations do not make decisions; people do. Organizations
do not act; it is the individual who acts. The organization’s struc-
ture influences and is influenced by the decisions and actions of
individuals (9). Viewed as a dichotomy between “top-down” and
“bottom-up” perspectives, we risk placing the value of one against
the other. Top-down strategies can constrain bottom-up tactics
that rely on local decision-making and action (2). By Viewing this
as a dichotomy between the specifications of the “whole field view”
immediately outside of events versus “local groupings” within the
flux of events, the outside whole field view becomes privileged
(10). In the flux of events, abstractions and concepts incorporated
into the whole field can become fatal to local groupings (11).

As described above, the normative stance response to a given sit-
uation indicates, if not dictates, subsequent behaviors. From the
pragmatic stance, the situation indicates what consequences can
develop. These consequences develop nonlinearly, meaning the
individual must maintain spatial and temporal views and under-
stand that minor discrepancies or disruptions can initiate a larger
cascade of events. The possible consequences drive behaviors
through reciprocal feedback between the individual and the envi-
ronment. Our understanding of the situation, then, determines our
actions: Do we fit the situation into our understanding, or do we
use the situation to extend our understanding?

What We Engage

For tractability in planning, education, and training, we too easily
group threats into various ‘typologies of convenience.’ In our re-
view of NICU responses to various disasters, we identified similar

threats and similar behavioral responses regardless of the type
of disaster (12-14). We can better understand engagement as a
response to environmental forcing functions or to abrupt, cata-
strophic events.

Fluctuations — Environmental and Operational

Biological systems exist in a world of random, stochastic variation.
These systems must maintain stability far from any equilibrium
state (15, 16). Multiple degrees of freedom within the system allow
internal fluctuations to create the necessary ‘nonequilibrium dy-
namical system’ (17). In the HRO, the necessary degrees of free-
dom emerge from cognitive, affective, and behavioral approaches
that form the basis of HRO. The result is an HRO-maintained non-
equilibrium dynamical balance.

“HRO describes those organizations
within a stochastic environment that
operate far from equilibrium. The stability
of the HRO derives from the dynamic
stability generated through the human
interactions of self-organization (18).”

HRO describes those organizations within a stochastic environ-
ment that operate far from equilibrium. The stability of the HRO
derives from the dynamic stability generated through the human
interactions of self-organization (18). That is, dynamic human
behavior stabilizes the organization against the destabilizing ef-
fects of external dynamic, stochastic environmental behavior. As
the environment enters the organization, operators must enter the
environment (19). This recognition is engagement.

The environment, operations, and human performance fluctuate
due to random, stochastic factors. These influences correlate on
different time and space scales that produce waveforms or spec-
tral frequencies (20). The frequencies of environmental fluctua-
tions act as environmental ‘noise,’” distinguished from each other
by their disruptive potential within the environment. Human be-
haviors also have frequencies that auto-correlate from feedback
onto the individual. For discussion, we can separate three color
groupings based on the characteristics of their frequencies: red,
pink, and white.

The Color of Noise

Forcing functions. Increasing stochastic environmental noise
creates the unpredictability of events and generates the ‘forc-
ing functions’ of energy. Forcing functions describe the strength
of the environment to force a system or population to respond.
The meaning of the types of noise lies in the unpredictability and
severity of these forced events. Environmental noise can trigger
events when forcing functions generate resonance of frequencies
internal to the organization.

Through resonance, mundane elements within the environment
or organization can develop the power to force a system or popu-
lation to respond. Such ‘forcing functions’ act on various scales.
Some occupy our attention while other low-frequency events
erupt into major crises in our presence. Forcing functions intro-
duce emergent new properties into the system.

‘Red noise’ (Table 1) describes environments with some frequen-
cies having more extended periods (“red” for the longer frequen-
cies of red light). Red noise is dominated by low-frequency (or
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Table 1. Patterns and Characteristics of Noise (25)

Color Structure Variance Distribution
White No frequencies dominate Data decreases variance Gaussian distribution
Flattened spectrum - Elements fully independent
- No autocorrelation
Spectral density has equal amounts | Forms Gaussian curve
of all frequencies
Red Low frequencies dominate Data increases variance Power law distribution
nar e - Elements not independent
Long-period cycles Forms power distribution - Mutual reciprocal relations
Pink The midpoint of red noise Data continuously increases | Power law distribution
The slope lies exactly midway be- | variance
tween white noise and brown (ran- ) No well-defined long-term mean
dom) noise Distinguishes pink noise from|-  No well-defined value at a single point
reddened spectra

long-period) cycles that increase the probability of long runs of
above or below-average conditions. Low-frequency events (red-
dened spectrum) have an inordinate influence on a system be-
cause prolonged decay continues dissipating energy and environ-
mental disruption (16, 20).

‘Pink noise’ (also called fractal, flicker, 1/f, or f -1 noise) is the
power function exactly halfway between the predictability of white
noise (all frequencies are equally represented and have equal
strength) and the randomness of brown noise (named for the ran-
domness of Brownian motion). We can observe ‘flickers’ of power
(abrupt increases in magnitude) (21, 22) at ‘half the integral of
white noise processes.

‘White noise’ has the same variance for all frequencies. There
is no temporal correlation, no correlation variance, and time and
space have constant variance (20, 23). The values of a random
signal at two instants in time are completely independent of each
other.

“Autocorrelation, when the past
influences the present or from
interactions with other systems,

makes the system more susceptible to
feedback loops. Even minor or mundane
extraneous noise signals will allow the
system to achieve resonance.”

Autocorrelation, when the past influences the present or from in-
teractions with other systems, makes the system more suscep-
tible to feedback loops. Even minor or mundane extraneous noise
signals will allow the system to achieve resonance. Minor events
then become amplified and consequential. White noise then shifts
to red or pink noise. All human behavior is red or pink noise.

Because of feedback (autocorrelation), red and pink noise has
zero mean, and the variance increases with more data or infor-
mation. Red and pink noise do not form a Gaussian distribution
without a long-term mean or defined value at an instantaneous
time. Instead, they form power distributions where rare events act
as powerful forcing functions. Pink noise produces sudden and

catastrophic events in the environment (24).

The non-Gaussian nature of red and pink noise distributions im-
pairs our ability to calculate descriptive statistics or probability dis-
tributions. Prevented are classical logic, rigid models, and tightly
coupled concepts. Without a Gaussian distribution, we become
limited in comparing our situation with a reference class or predict-
ing an accurate trajectory. Uncertainty is a fundamental cause of
psychological stress.

“Prevented are classical logic, rigid
models, and tightly coupled concepts.
Without a Gaussian distribution, we
become limited in comparing our
situation with a reference class or
predicting an accurate trajectory.
Uncertainty is a fundamental cause of
psychological stress.”

This problem of more data clouding the conclusions develops
when an event is influenced by what preceded the event. That is,
the event is no longer independent of preceding events. Autocor-
relation is when past observations or events have an impact on
current ones.

Entropy

Energy transforms and dissipates, the first and second laws of
thermodynamics. For HRO, we identify five relevant forms of en-
ergy: thermal, chemical, kinetic, electrical, and ionizing radiation.
Elements of safety for the HRO are directed toward containment
or constraint of these forms of energy and prevention of their
transformation to other forms.

Information also dissipates and transforms, described mathemati-
cally by Claude Shannon in his equation for information entropy.
Information dissipation and the corruption of information through
communication led Shannon to identify two states of information:
certain versus not certain (26). For electronic communication, this
became the binary system, 1 and 0, that developed into digital
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forms of electronics.

“Though not entropy, we consider
uncontrolled behavior as a form of red
or pink noise. Human behavior interacts
with the entropies of energy and
information to create forcing functions.
We cannoft predict how someone will
behave in a confusing situation or under
threat,”

Though not entropy, we consider uncontrolled behavior as a form
of red or pink noise. Human behavior interacts with the entropies
of energy and information to create forcing functions. We cannot
predict how someone will behave in a confusing situation or un-
der threat, whether it is our response or the response of others.
Behaviors we encounter may be diagnosed as clinical disorders
or subclinical, undiagnosed, or untreated psychological traits or
disorders. (27).

Perhaps the true force of nature is entropic stochastic processes.
Precision and Accuracy

The color of noise differentiates the functions of precision and ac-
curacy. Structures that must not deviate from specifications require
precision. That is, the system cannot tolerate variance from the
specified value. These systems have no autocorrelation, meaning
measurements are independent and random. Data then forms a
Gaussian distribution where more data decreases variance. The
measure of error from the desired value guides acceptance or
rejection. Error is a measure of quality to reduce error. These are
information-sensitive systems, and gathering information may be
a legitimate focus of operations.

“On the other hand, structures exposed
to entropic dissipating energy must
remain within a specified range for
continued operations. The system
fluctuates in response to these
environmental forcing functions, with
variance increasing with the power of the
forcing functions.”

mance. Error, wrongly considered a failure signal (28), has value
in the HRO. Though red and pink noise environments are informa-
tion insensitive, they are not feedback insensitive. Engagement
generates information through real-time feedback despite rapid
changes in human performance or the environment.

Precision is a measure of reduced variance necessary for hard-
ware’s smooth functioning or operations in a white-noise environ-
ment. Error marks values exceeding what can be accepted. Accu-
racy is proximity to the desired value or state and will improve with
feedback. Accuracy works well for moving targets. White noise
environments with a Gaussian distribution rely more heavily on
precision, while red or pink environments rely on accuracy in the
absence of the Gaussian distribution—[Table 2].

Table 2: Precision versus Accuracy

Precision Accuracy

Hardware Human behavior

Assures our under- Extends our understanding
standing

Ap_plicable to white Applicable for red and pink noise
noise

Power distribution
Gaussian distribution
(“Six Sigma”)

Error identifies a struc-
tural defect

Error generates information

An error ensures safety by identify-
ing boundaries of knowledge and
performance

Identified by feedback Improved by feedback

Short feedback only Incorporates long, delayed, indirect

feedback loops

Long feedback contains
too many factors

Failure as negative feedback keeps
you grounded

Assures homeostasis Supports allostasis

Uncovers structural Uncovers flux in the environment

errors
Uncovers system impairments

Uncovers performance decrements

Improved by moving
offline

Can be improved in real-time

Supports certitude, mo-
tivated reasoning, the
hedgehog, and narcis-
sism

Creates doubt, the fox, and psycho-
logical grounding

On the other hand, structures exposed to entropic dissipating
energy must remain within a specified range for continued op-
erations. The system fluctuates in response to these environmen-
tal forcing functions, with variance increasing with the power of
the forcing functions. Feedback within and between the forcing
function and the system forms a power distribution. More data
increases variance making prediction difficult. Measurements that
differ from expected or desired values may indicate changing cir-
cumstances, the limits of knowledge, or the boundary of perfor-

Table developed with lan van Stralen
Engagement as Defense

We protect ourselves within the flux of events by acting to prevent
consequences. During a crisis, fixed defenses become under-
specified instructions for the conditions and contexts. Preplanned
routines soon constrain or impair decision-making. The resulting
inability to act against consequences makes the system “brittle”
and challenging to extend into new situations (29, 30).
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“This is the problem of unanticipated variability, which frequently
happens during emergencies at complex technological systems.
Operators must continue operating and controlling the system in
a totally new and unprecedented environment and adverse condi-
tions. Coming up with an unprecedented plan is strongly culturally
driven,” Najmedin Meshkati and Yalda Khashe (31).

“Operators must continue operating and
controlling the system in a totally new
and unprecedented environment and
adverse conditions. Coming up with an
unprecedented plan is strongly culturally
driven,” Najmedin Meshkati and Yalda
Khashe (31).”

2. show strategic preferences for options that differ in their as-
sociated variances in rewards (variance-sensitivity),

3. invest in insurance to mitigate the consequences of uncer-
tainty (associated with differences in risk-taking behaviors
such as boldness).

Self-Organization

In response to a crisis, human behavior will self-organize as a de-
fense against the threat. With the necessary degrees of freedom,
individuals will use reciprocal feedback to generate information
and create structure. This is engagement.

Through nonlinear kinetics, these defensive structures emerge by
self-organization. “Individual organisms may use simple behav-
ioral rules to generate structures and patterns at the collective
level that are relatively more complex than the component and
processes from which they emerge” (44). Thus, complexity can
emerge without many rules or components and can be mistaken
for the mathematical concept of chaos (18).

Behaviors

Behavior is the most immediately adaptive method used by ani-
mals to survive an adverse or hostile environment (32). We con-
sider our behaviors to be learned. However, some behaviors have
a neurologic basis, such as relaxed selection, personality type,
and emotional memory. In urgent circumstances, protective be-
haviors are expressed that we modulate for effective engagement.

° Relaxed selection occurs when an environmental demand or
threat is removed, relaxing selection pressure and altering
the original suites of behavior (33). This is similar to animal
domestication, which introduced domesticated traits unsuit-
able for survival in the wild condition (34).

. Personality types are consistent, inter-individual behavioral
differences. We are familiar with personality in psychology,
linked to emotionality with neuroendocrinological character-
istics. Ecologists use a broader sense definition at the popu-
lation level as responsiveness to the environment. These
are inheritable behavioral suites ranging from insects to pri-
mates (35, 36).

. Evolutionary fear circuits describe heritable fears with ori-
gins in evolution. Examples are fear of high elevations in
adults (Mesozoic), snakes, confined spaces, and water im-
mersion (Cenozoic), compulsive washing, and an obsessive
fear of contamination (Upper Paleolithic) (37)

. Emotional memory is how we learn a survival behavior from
a single, emotionally charged incident, preparing the individ-
ual for a similar circumstance. The amygdala links memory
to emotions causing reflexive emotional, visceral, and be-
havioral responses to threats (38, 39). Emotional memory
has been identified in wild animals (40).

Behaviors come in suites coordinated for various purposes (41,
42). Suites of behaviors that combine actions and non-actions will
create sustained, coordinated defensive responses for survival.
Relaxed selection forms some behavioral suites. Personality,
consistent or repeatable inter-individual differences in behavior
across time and contexts (43), form other behavioral suites.

Animal personality strategies adaptive to uncertainty fall into three
groups that we also see in human responses (36):

1. gather information to reduce uncertainty (information sensi-
tivity),

“Through nonlinear kinetics, these
defensive structures emerge by self-
organization. “Individual organisms may
use simple behavioral rules to generate
structures and patterns at the collective
level that are relatively more complex
than the component and processes from
which they emerge” (44).”

People will spontaneously self-organize against forcing functions
coming from the environment. The specifications of this process
differ between the outside whole field view and internal local
groupings. The understanding differs between top-down strate-
gies and bottom-up tactics. Through engagement, however, a gap
forms between the spectator’s understanding and those who en-
gage in the threat.

Bottom-up Defenses

Proactive defenses, top-down strategies, preplanned routines,
and well-developed protocols contribute to the effectiveness of
operations and management of risk for organizations. This top-
down or “whole field view” perspective functions well for the or-
ganization during routine operations, in the presence of risk, and
when faced with a crisis. (Risk is the “effect of uncertainty on ob-
jectives,” ISO 31000 standards for risk management). Leaders
with a full-field view can manage risk by observing operations or
crises as the aggregate flow of individual events (10).

Proactive defenses, however, have their most significant effec-
tiveness against predictable and controllable risks. Fixed constitu-
tive defenses become effective against consistently high risks or
when defensive costs are low costs (45). Top-down strategies with
whole-field specifications readily support proactive and fixed con-
stitutive defenses. For many people, reliance on fixed defenses
is intuitive.

The intuitive nature of the whole field view and the order it brings
to the organization gives this view a privileged perspective. Pro-
active defenses and top-down strategies become favored. Dimin-
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ished are the processes that develop High-Reliability Organizing
(HRO). Focus on a top-down approach impairs the organization’s
effectiveness during an unexpected event (2).

“Hazards or threats vary by location or
over time, and defenses carry costs.
Reactive defenses are more effective and
reliable for increasingly unpredictable

or uncontrollable threats that vary by
location or over time.”

the threat and the consequences of the threat. Behavioral suites
from relaxed selection and learned ensembles of behaviors con-
tribute to engagement. The engagement process, though, is di-
rected at self-organization by reciprocal feedback. The outcomes
are to generate information and create structure. Engagement is
nonlinear.

Engagement as Thinking

In the flux of events, we must think despite threats that cause
stress, fear, amygdala behaviors, shifting meaning and relevance
of information, and distractions from extraneous activity. However,
thinking in engagement generates information from uncertainty
that can rapidly be communicated to others. Within the void of the
situation, we must create structure. This structure is engagement
as motor cognition.

Hazards or threats vary by location or over time, and defenses
carry costs. Reactive defenses are more effective and reliable for
increasingly unpredictable or uncontrollable threats that vary by
location or over time. When defenses carry costs, it may be more
reasonable for behaviors as inducible responses to have a role in
defense. Inducible threat responses allow the selection of defen-
sive behaviors with the variable expression: increased behaviors
for elevated risks and decreased expression as the risk abates
(45). While behaviors have a cost for education and training, HRO
behaviors can support routine operations.

Inducible antipredator responses allow the selection of antipreda-
tor behaviors with variable expression, increased behaviors for
elevated risks, and decreased expression as the risk abates [5].
We have an inducible antipredator response: terminate ongo-
ing behaviors through the stress hypothalamic-pituitary-adrenal
(HPA) axis while initiating attention-arousal behaviors through the
locus coeruleus-norepinephrine (LC-NE) system. The LC-NE sys-
tem utilizes broad attention networks to sustain effective cognition
under stress. This occurs at the level of engagement.

The Covid-19 Crisis has refocused attention away from top-down
normative strategies toward more bottom-up pragmatic tactics.
That reorientation has grounded high reliability more firmly in op-
erations, less preoccupied solely with error, and less entirely in
the managerial language of design, human factors, leveraging,
anticipation, rules, root causes, and problem-solving (2). Bottom-
up pragmatic tactics support engagement.

The function of engagement is to reduce negative consequences
— we act to prevent an undesired outcome. This context is the
basis of pragmatism as philosophy (46), common sense decision-
making (47), stress-induced symptoms, fear circuitry behaviors,
amygdala-driven behaviors (37, 48), and current neuroscience
research on how the brain works (49).

“Engagement is an inducible, interactive
anti-threat response to the threat and the
consequences of the threat. Behavioral
suites from relaxed selection and learned
ensembles of behaviors contribute to
engagement.”

Engagement is an inducible, interactive anti-threat response to

“In the flux of events, we must think
despite threats that cause stress, fear,
amygdala behaviors, shifting meaning
and relevance of information, and
distractions from extraneous activity.
However, thinking in engagement
generates information from uncertainty
that can rapidly be communicated to
others. Within the void of the situation,
we must create structure. This structure
is engagement as motor cognition.”

High-level knowledge is grounded in sensory and motor experi-
ence (50). This knowledge shapes the motor system for anticipa-
tion and provides information for the meaning of potential action
(51, 52). We rely on reciprocal feedback from the environment
(53). We think by acting (54).

Motor Cognition

Motor cognition describes how we adjust our actions to chang-
ing situations and learn through physical actions. The cerebellum
and motor cortex influence our cognition and how we learn to un-
derstand the environment through physical action. Executive and
higher-level cognitive cortical functions draw upon interactions
with cerebellar motor functions (50, 55, 56).

The executive functions support motor attention, working memory,
and inhibitory control:

Motor attention to preparing for impending motor action —
“memory of the future” (57)

Working (short-term) memory for sensory stimuli mediates
perception and action toward a goal in real-time (57)

- Inhibitory control protects goal-directed behavior from inter-
ference, distracting information, and impulsive or reflexive
behaviors (57); inhibits emotional memories (38, 39), well-
established habits, and more easily processed intuitions
(58).

Stress-induced symptoms and fear circuitry behaviors impair ab-
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stract thought, and the executive functions of memory and inhibi-
tory control constrain abstract thought. To a degree, this is neces-
sary to operate in unstable environments. Unmodulated, stress
and fear become incapacitating (48, 59).

It is sometimes assumed that, during a crisis, people will operate
with abstract thought and reason. This expectation leads to con-
fusion. In practice, unmodulated stress and fear cause psycho-
logical regression and concrete thinking. Individuals sincerely be-
lieve they are being prudent and have not regressed to concrete
thought (27). Karl Weick (personal communication, 08/04/2017)
responded to this observation, “l would have assumed that capa-
bility for abstract thought is a constant, not a variable. That, by the
way, is an alternative explanation for regression to first-learned
behavior in the face of stress. Maybe it is NOT first learned, but
the concrete that people regress to.”

Actions create what we think, which continuously changes until
we finish acting. During engagement, our behavioral interactions
with the environment cause our brain to specify desirable actions
as the environment changes (60). Through the motor system,
continuous, bottom-up feedback for sensorimotor control detects
prediction errors, updating ongoing action. This feedback enhanc-
es or cancels some sensorimotor signals. Alternative actions con-
tinue to be mentally processed (60). Our actions make us visible
to ourselves our intention.

“Actions create what we think, which
continuously changes until we

finish acting. During engagement,

our behavioral interactions with the
environment cause our brain to specify
desirable actions as the environment
changes (60).”

The Reality of Motor Cognition

Operators in dangerous contexts use concrete nouns for descrip-
tion and emphasize action verbs for communication. Recent neu-
roscience findings support this behavior. Action words and mo-
tor actions noted above share common cortical representations.
Action verbs, more so than concrete nouns, affect overt motor
performance dependent on timing. An action verb will interfere
with a reaching movement in progress within 200 msec. The ex-
act words processed before movement will assist the movement
(61). This action, fortunately, is category specific. A quick shout to
move a hand causes hands to move and not random body parts.
The category-specific, functional linking of language and motor
action in the left hemispheric cortical systems link arm and leg
actions with processing specific kinds of words. The two systems
interact to produce meaningful information about language and
action (52, 62, 63).

Upon encountering a novel or uncertain situation, we can fit the
situation into our understanding, or we can use the situation to
extend our understanding. This adaptation is less a spectrum of
thinking than a strategy for uncertainty. Using the situation to ex-
tend knowledge, performance, and operations is the engine of
High-Reliability Organizing.

The Ability to Think under Stress

“In potentially or actually unsafe situations, the ability to reorient

attention to potential threats, mobilize energy resources, and take
rapid unpremeditated action is critical to immediate survival” (64)
(Emphasis by the authors). The effective operator searches for “al-
ternative tasks that may provide better solutions amid a changing
environment or when the present behavior is not optimally adap-
tive” (65) (Emphasis by the authors). These are High-Reliability
Situations (HRS) (27). Human cognitive, affective, and behavioral
responses generate engagement of the HRS, which is the crux
and driver of High-Reliability Organizing (HRO) (19). Where we
stand determines how we engage.

“It is not whether we are right or wrong
but how quickly we identify whether
our action is effective. One’s frame of
understanding and how we frame the
situation are unrelated reference frames
for evaluating effectiveness.”

It is not whether we are right or wrong but how quickly we identify
whether our action is effective. One’s frame of understanding and
how we frame the situation are unrelated reference frames for
evaluating effectiveness. This is described by Bob Bea, Profes-
sor Emeritus, Civil Engineering, University of California, Berkeley
(66), as interactive, real-time risk assessment and management.

“Our [dangerous] work has termed this interactive-real-time
assessment and management of risks. This approach was
completely overlooked until the early 1990s. We were taught
that there was only proactive (before operations) and reac-
tive (after) — and that was it. And we thought we could cap-
ture all of the risks with the proactive approaches - and then
provide adequate defenses if ‘justified’ — but we were miss-
ing some really major risks that were fundamentally unpre-
dictable and unknowable.”

Bob Bea, 08/30/2005, personal communication

The strategy of fitting the situation into our understanding may
give a sense of mastery and gain respect from some. In an un-
certain situation, however, such certitude is more likely to lead
to misdiagnosis when selecting ineffective or harmful treatments.
The lack of real-time subtle and nuanced feedback indicates that
a team is not using the engagement approach. The risk is to in-
corporate into organizational knowledge the invisible ‘failure by
not acting’ (67) or the misrepresentation of failure as a success.

“In an uncertain situation, however,
such certitude is more likely to lead to
misdiagnosis when selecting ineffective
or harmful treatments. The lack of real-
time subtle and nuanced feedback
indicates that a team is not using the
engagement approach.”

One of the authors (DvS) had an email exchange with Karl Weick
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(03/27/2017) regarding the effect of engagement on cognitive dis-
sonance during an emergency:

“Knowledge in the threatening, unstructured state takes a
different form than to what we are accustomed. Knowledge
acts as a degree of belief that must be updated from infor-
mation generated during the event. Mistaken beliefs must
be identified and corrected, no matter how dearly held. A
mistaken belief, compared to an updated belief, may only
depend on its presence at initiation or the length of time it
is held. Events happen continuously, creating the need for
dynamic reasoning processes and more easily acceptance
of new, disconfirming evidence. Long-held entrusted beliefs
must be freely questioned, not an easy thing to do for most
people, regardless of level of skilled or logic used.”

Daved van Stralen

“The clash between a mistaken old belief and an updated
belief would seem to be a form of dissonance...The more
you engage in dynamic reasoning [processes], the less
chance there is for dissonance between the old belief and
the updated, [improving] belief to develop, the fewer errors
you make, but at risk of a new set of cues being neglected.”

Karl Weick

Engagement, through motor cognition, continually updates and
revises beliefs, no matter how firmly held.

Engagement Inside and Out

The Eulerian flow specification is measured from a fixed point of
reference outside the flow of events. It gives a ‘whole field view’
of events. The Lagrangian specification of flow, measured from
within the flow of events, also measures how small groups experi-
ence events (68) (Table 3).

Table 3: Whole Field View and Local Groupings as Eulerian
and Lagrangian Specifications (69)

Whole field view Local groupings

Eulerian, quantitative Langrangian, qualitative

Contextual

Within flow

Select a starting point

Focus on the individual moving
parcel

Decontextualized

External, fixed point
Select a viewing point
Focus on a specific location

Flow Trajectory

Multiple fixed positions Continuous measure with posi-

tion and pressure

Rate of change of system Individual parcels

Differentiating these specifications reveals differences in evaluat-
ing the organization’s ‘motion’ through red or pink noise events.
The different reference frames reveal different processes for the
continuity of operations. Practical descriptions differ from the
fixed-point whole field view that does not move despite events
and the experience of local groupings that move with events. Nei-
ther is wrong, and both specifications are necessary for effective
operations.

During operations, the captain of a US Navy nuclear-powered air-
craft carrier is on the bridge, engaged through the whole field view.
As local groupings continue operations, the captain can evaluate
performance and direct support as needed (TAM). Firefighting has

the phrase when a captain picks up the firehose; the captain be-
comes a firefighter. A captain can have the whole field view or the
local groupings view, but not both. In a PICU’s initial development,
staff with little experience in critical care felt more secure with a
critical care physician in the room for resuscitation. To increase
their capacity to operate without direct attending supervision, one
of the authors stood outside the room. He responded to requests
to enter with, “There is a rule that you cannot run a resuscita-
tion unless you stand at the door of the room.” Upon entering the
room, all participants would look to the attending for orders.

“To increase their capacity to operate
without direct attending supervision, one
of the authors stood outside the room.
He responded to requests to enter with,
“There is a rule that you cannot run a
resuscitation unless you stand at the
door of the room.” Upon entering the
room, all participants would look to the
attending for orders.”

We distinguish the engaged leader using the whole field view of
operations from the spectator at too great a distance for engage-
ment. There is order within any “difficult period” built pragmatically
through engagement and self-organization. Too great a distance
and observers more easily adopt a normative stance; the error
is the distance from accepted norms. The nature of the order is
rendered less accurately by a spectator’s concepts than by the
insider’s detailed acquaintance.

The distance from events does not necessarily make an individual
a spectator. HROs are topological structures, meaning relations
are described by their strength and, though deformable, relations
are never broken. A topological philosophy keeps executives,
administrators, and managers involved as operators. To support
the development of a PICU, John Mace, the pediatric department
chair, maintained topological relations throughout the program.
More interactions strengthened relations, and the interactions
were much like the captain on the bridge — directing support where
he could and supporting disengagement by staff when indicated.

“For others, distance from events
becomes a problem as information
paradoxically becomes more confident
with distance (70). “A story always
sounds clear enough at a distance, but
the nearer you get to the scene of events,
the vaguer it becomes” — George Orwell
describing shooting an elephant (71). ”

For others, distance from events becomes a problem as informa-
tion paradoxically becomes more confident with distance (70). “A
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story always sounds clear enough at a distance, but the nearer
you get to the scene of events, the vaguer it becomes” — George
Orwell describing shooting an elephant (71). Executives, adminis-
trators, and managers readily become spectators without realizing
it.

As spectators far from events, they risk treating knowledge as
certitude, relying on normative standards, focusing on the preci-
sion-based error in red noise environments, and micromanaging.
During a discussion with HRO operators about the importance
of details, Karl Weick observed that details could work against
them. “The use of details without context is micromanagement,”
he warned.

“As spectators far from events, they risk
treating knowledge as certitude, relying
on normative standards, focusing on
the precision-based error in red noise
environments, and micromanaging.”

Operators within a forcing function focus on context and what they
can learn through engagement. Spectators will focus on what they
already know.

Evaluating Motion and Continuity

From the outside, we choose a position in space or time that
gives a “whole field view” of the evolving disaster. When viewing
from the inside, as a “local grouping” of people would experience
events, we select a starting place. From the starting place, we
observe the local effects of the event on the local grouping. We
can later aggregate local information to develop a more extensive
field view.

The outside view is too easily taken as the top-down approach,
while the view from inside the flow of events is assumed to be
a bottom-up view. This understanding is too simple. A top-down
approach develops when concepts or abstractions from a cen-
tralized authority guide action, while the bottom-up approach de-
velops when contextual, local actions influence the centralized
authority. The two views are different levels of analysis, and both
support engagement.

“The outside view is too easily taken
as the top-down approach, while the
view from inside the flow of events is
assumed to be a bottom-up view. This
understanding is too simple.”

We can better understand these views not as directional influenc-
es but as specifications from outside or within the flux of events.
The “whole field view,” from outside the flux of events, observes a
specific area from a fixed position, though the “fixed” position can
be moved to increase the scope of the field. Whole field observers
primarily use location and time static coordinates as independent
variables.

A “local grouping” specification refers not only to the group’s posi-

tions within the flux of events but to the group itself as an indepen-
dent unit, including its actions. Within the flux of events, a local
group becomes deformable; therefore, the position of the group-
ing is more important rather than the size of the group.

For local grouping specifications, the group’s identity becomes an
independent variable.

- This form emphasizes changes to the state in a frame of
reference that moves with events.

- The primary measurement of change is the velocity of
change rather than the physical direction of movement.

- Entropic changes within events cause actions of the local
group.

- The velocity of events and pressure on the local group
are variables within the event.

The whole field view specification formulates movement as static
coordinates that can also apply to local groupings. Local grouping
specifications have coordinates that move with events. The whole
field view, outside the flux of events, is more amenable to reliance
on concepts and is tolerant of abstractions. The contextual nature
of local groupings, from within the flux of events, is not tolerant of
abstractions. Rather, abstractions can be dangerous and can Kkill

(11).

“The whole field view, outside the flux of
events, is more amenable to reliance on
concepts and is tolerant of abstractions.
The contextual nature of local groupings,
from within the flux of events, is

not tolerant of abstractions. Rather,
abstractions can be dangerous and can
kill (11).”

Engagement Bridges Gaps

Engagement is the act of approaching and entering liminal spaces
(3). In these situations, sometimes all we have are observation
and action (72). Engagement describes actions taken without
certainty that they will succeed (73). Engagement describes the
approach and experience when the operator does not know what
will work. “I don’t know what is happening, but | know what to do.”
— said a Los Angeles Fire Department firefighter. “HRO uniquely
shapes the engagement that moves through and out of a liminal
period,” Karl Weick (personal communication).

Spectators and those with the whole field view may too easily as-
sume a static, closed system with parts that operate like a jigsaw
puzzle — complete once assembled. This utilizes a “static process
employed to analyze puzzles in matrixed depictions of the world.
In that approach, all assumptions about a problem are built into
the matrix at the start, thereby limiting the range of eventual de-
ductions,” Adrian Wolfberg (74). We can solve the puzzles se-
quentially and, if necessary, figure out the missing pieces within
the puzzle matrix. This normative view prevents engagement.

John Boyd (75), a US Air Force officer and strategist who created
the OODA (Observe, Orient, Decide, and Act) Loop, considered
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these problems a dynamic mystery rather than a static puzzle.
Wolfberg demonstrated that we use Boyd’s concept of mystery
for “mystery-solving.” This relies on “full spectrum analysis,” many
lines of simultaneous engagement as events unfold across a full
spectrum of possible actions. Multiple challenges can best be
solved in an integrated fashion to create synergy among dispa-
rate domains. “In full-spectrum analysis, the analyst examines not
only multiple, possibly interrelated intelligence problems simulta-
neously but also considers contextual and influential factors that
could affect the interim analysis of information and its interpreta-
tion” (74).

The act of engagement does more than bridge conceptual gaps
in real-time. When engagement becomes the innate strategy for
the individual or organization, it penetrates and diffuses from the
inciting event temporally, spatially, and socially. Unrecognized en-
gagement as an emergent property of operations exists as:

. Safety emerges from engagement as an early process be-
fore overt, decompensated functioning occurs. Safety op-
erates in the domain of covert, compensated operations.
“What went on before” is engaged, earlier and earlier.

. Prevention emerges from the engagement of failing but
without the presence of failure.

. The resilience of the organization emerges by remaining
engaged with operations past the resolution of events, men-
tal consolidation of experience — meaning-giving

. The individual’s resilience emerges when veterans remain
engaged with novices past the resolution of events through
meaning-giving; veterans reframe events for healthier men-
tal consolidation of experience (53).

. Leadership in dangerous contexts emerges when the
leader engages subordinates AND the environment (76, 77).

° Lessons Learned, the integration of the experience into
operations emerges when experience and comprehensive
review are given meaning by outside domains of knowledge
and experience (10).

. Trust emerges by putting others first during the engage-
ment.

Engagement bridges the gap between abstractions and details
(Karl Weick, personal communication). Engagement makes use
of the nuances and subtle differences in details. Details can her-
ald an early response to therapy or be an early herald of failure

A).

“Feedback within a system creates long-
period frequencies that produce periodic
forcing functions or abrupt catastrophic
events. Feedback as autocorrelation
prevents using data from these systems
to generate a Gaussian distribution

for analysis. Uncertainty becomes the
environment.”

Conclusion

Feedback within a system creates long-period frequencies that
produce periodic forcing functions or abrupt catastrophic events.
Feedback as autocorrelation prevents using data from these sys-

tems to generate a Gaussian distribution for analysis. Uncertainty
becomes the environment.

Engagement bridges the gaps between certainty and uncertainty,
whether abstract or concrete. These systems are information in-
sensitive; more data increase the variance. Therefore, collecting
more data during the event does not contribute to problem-solving.

Engagement generates changing, though accurate, information
representing the situation in flux at any given time. We also act
to think. That is, motor cognition through the words we use and
physical activity effectively supports engagement.

Engagement as behavior changes the environment as it produces
information about that environment. The environment for engage-
ment is influenced by reddened noise-forcing functions or shaped
by abrupt catastrophes. The result is an information-insensitive
environment where we generate information through reciprocal
feedback. Therefore, we use reciprocal feedback to achieve and
maintain accuracy. Fitting the situation into our understanding lim-
its reciprocal feedback and slows response time.

Through engagement, we advance our personal performance and
how we extend the organization’s operations into uncertainty
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Fellow's Column:Importance of Maternal Health in
Childhood Development

Abigail Chamberlain OMS3, llish Gedestad OMS3

“Helping the mother find a new balance

is imperative for her and the new child’s
well-being. Mental health is especially
important and difficult to discuss in a
short appointment. If a mother’s mental
health is overlooked, this changes the
course of her life and could have a lifelong
impact on the child’s development. ”

When a child is born, they have their first pediatric appointment
within three to five days. They are seen again at one month, two
months, four months, and up to six times in the first year. Their
progress is charted, and every milestone is marked. However,
what if we overlook a major component of the child’s health - the
mother’s mental health? The mother is often only seen by her
obstetrician at six weeks postpartum and is expected to discuss
all aspects of motherhood in one visit. After giving birth, many
new life adjustments often require the guidance of a physician.
In one appointment, they must cover mental health, her healing
body, breastfeeding, and contraception. Helping the mother find a
new balance is imperative for her and the new child’s well-being.
Mental health is especially important and difficult to discuss in a
short appointment. If a mother’s mental health is overlooked, this
changes the course of her life and could have a lifelong impact on
the child’s development.

“10-15% of mothers in the US experience
perinatal depression (1). With about four
million women giving birth in the US
every year, perinatal depression affects
approximately 600,000 mothers per year. ”

10-15% of mothers in the US experience perinatal depression
(1). With about four million women giving birth in the US every
year, perinatal depression affects approximately 600,000 mothers
per year. It has the same criteria as major depressive disorder
(MDD) but must be diagnosed during pregnancy or within four
weeks of giving birth. To be diagnosed, one must have a persis-
tent depressed mood or loss of interest for at least two weeks plus
five associated symptoms, including changes in sleep, energy,
concentration, appetite, psychomotor ability, guilt, or thoughts of
suicide. Specific perinatal symptoms to be aware of are feelings of
being a bad mother, a lack of interest in the baby, or fear of harm-
ing the baby that interferes with one’s ability to function.

With so many mothers diagnosed with perinatal depression, what
does this mean for the child? Recently, more studies have ex-
amined the relationship between maternal health and childhood
health outcomes. One study, which included over 200,000 moth-
er-child pairs, indicated that the incidence of accidental burns and
poisonings was increased in children whose mothers were diag-
nosed with perinatal depression (2). Another study highlighted
that mothers in Nigeria are more likely to have children below the
5th percentile for weight at six months if diagnosed with perinatal
depression (3). Maternal depression affects not only the child’s
physical health but mental health as well. The inability to regulate
negative affect was shown to be more prevalent in four-month-
old babies whose mothers were diagnosed with depression (4).
Using MRI imaging, researchers could even show evidence of
decreased cortical thickness indicating premature brain develop-
ment when comparing the brains of three-year-olds of mothers
with and without perinatal depression. (5).

“Perinatal depression has many adverse
outcomes that can greatly affect the
health and development of a child. There
seems to be a crack in the healthcare
system, somewhere between primary care
physicians and obstetricians. Mothers
need help finding a new normal after
giving birth.”

Perinatal depression has many adverse outcomes that can greatly
affect the health and development of a child. There seems to be a
crack in the healthcare system, somewhere between primary care
physicians and obstetricians. Mothers need help finding a new
normal after giving birth. Their mental health needs to be moni-
tored more closely than only one check-up with their obstetrician
after giving birth. One solution that has been offered up is to have
the pediatrician screen for perinatal depression. While this sounds
like a possible answer, those first pediatric appointments are of-
ten overwhelming, and mothers tend to focus all their attention on
their children. The pediatricians are also on a tight schedule and
may not have the appropriate time to talk with the mother and do
a thorough screening. | propose that a new standard of care be
developed for postpartum mothers. If we know new mothers are
at such a high risk of developing perinatal depression, a system
should be in place to monitor this vulnerable patient population,
just as we would someone with hypertension or diabetes. With
many treatment modalities available to patients with depression, it
is possible to mitigate the effects of perinatal depression.
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INFANT AND FAMILY-CENTERED

DEVELOPMENTAL CARE (IFCDC)

STANDARDS AND SAMPLE RECOMMENDATIONS
FOR INFANTS IN THE INTENSIVE CARE UNIT

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?

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?

o1 SLEEP AND AROUSAL INTERVENTIONS
1 FOR THE NEWBORN

¢ Can the team confidently describe the “voice” or behavioral

4 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-SRIN CONTACT WITH INTIMATE
FAMILY MEMBERS O

¢ 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/

©CONSENSUS PANEL ON INFANT AND FAMILY-CENTERED DEVELOPMENTAL CARE 2022

Keeping Your Baby Safe

during the COVID-19 pandemic

How to protect your little one
from germs and viruses

Even though there are some things we don't know about COVID-19 yet,
there are many more things that we do know. We know that there are
proven protective measures that we can take to stay healthy.

Here's what you can do...

Wash Your Hands

This is the single, most

Limit Contact
with Others

important thing you can
do to stop the spread of
viruses.

Use soap.
Wash for

more than
20 seconds.

Use alcohol-
based sanitizers.

Stay home when you can.
Stay 6 feet apart when out.
Wear a face mask when out.

Change your clothes when
you get home.

Tell others what
you're doing to
stay safe.

Provide Protective Take Care of
Immunity Yourself

¢ Hold baby skin-to-skin. e Stay connected with

o Give them your your family and friends.

breast milk. Sleep when you can.

Drink more water and
eat healthy foods.

e Stay current with
your family's
Immunizations. Seek mental health

support.

B2

Tk
Immunizations vaccinations save lives. Protecting your baby from
flu and pertussis lowers their risks for complications from coronavirus.

Never Put a Mask on Your Baby

e Because babies have smaller airways, a mask
makes it hard for them to breathe.

e Masks pose a risk of strangulation and suffocation.
e A baby can't remove their mask if they're suffocating.

If you are positive for COVID-19 N

e Wash with soap and water and put on fresh A
clothes before holding or feeding your baby. .

e Wear a mask to help stop the virus from spreading. } J

¢ Watch out for symptoms like fever, confusion, or trouble breathing.

¢ Ask for help caring for your baby and yourself while you recover.

We can help protect each other.
Learn more

Q’ Mational

Per_ir_j__a__tgl

www.nationalperinatal.org/COVID-19
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Brilliant! Dr. Bell bridges the journey from grief to growth.
This is classic wisdom on healing from our heartbreaks
and ultimately enjoying a fulfilling life.

— CHRISTINE THEARD, M.D.
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Thrivin g

The Art, Science, & Stories of Resilience

Randall Bell, Ph.D.


https://www.amazon.com/Post-Traumatic-Thriving-Science-Stories-Resilience-ebook/dp/B08QYKPXBK/ref=tmm_kin_swatch_0?_encoding=UTF8&qid=&sr=#customerReviews

Peer Reviewed

Briefly Legal: Should a Six-Week Old Infant with Respiratory
Syncytial Virus be Admitted to a Pediatric Ward?

Maureen Sims, MD, Barry Schifrin, MD

“The baby never received Palivizumab
because the physician was awaiting
approval from the insurance company.
While at home at six weeks, the infant
stopped feeding well and developed

a nonproductive cough, mild nasal
congestion, and difficulty breathing.”

A 1590-g 31 weeks’ gestation female was delivered to a 31-year-old
mother whose prenatal course was complicated by preeclampsia
for which a cesarean section was performed. The baby was
admitted to the Newborn Intensive Care Unit for prematurity and
was provided nasal continuous positive airway pressure (CPAP)
for a few days. She was discharged at a month of age during
the winter (pre-Covid pandemic). The baby never received
Palivizumab because the physician was awaiting approval from
the insurance company. While at home at six weeks, the infant
stopped feeding well and developed a nonproductive cough, mild
nasal congestion, and difficulty breathing. The parents brought
the infant to the Emergency Department. The infant was alert and
responsive. The oxygen saturation was 96% on room air, the heart
rate (HR) was 166 beats per minute (bpm), and the temperature
was 97.6°F. The rapid nasopharyngeal swab was positive for the
respiratory syncytial virus (RSV). A complete blood count (CBC)
was normal. The chest radiograph showed hyper-aeration of the
lung fields, with bilateral infiltrates, flattening of the diaphragm,
and wide intercostal spaces. The baby was placed on antibiotics
and admitted to the pediatric ward.

“The baby was never placed on a monitor,
and blood pressure was not taken.
Tachycardia, intermittently >200 bpm, was
documented throughout the course.”

Worsening respiratory distress developed, and a high-flow nasal
cannula at 5 liters per minute (LPM) with inspired oxygen of 35%
was provided. Through the evening and following days, higher flow
rates and higher concentrations of inspired oxygen levels were
needed to keep the oxygen saturation>95%. On days 1-4 on the
ward, blood gases remained normal. Vital signs, taken every 4-6
hours, revealed increasing HR and respiratory rates accompanied
by obvious respiratory distress. The baby was never placed on
a monitor, and blood pressure was not taken. Tachycardia,
intermittently >200 bpm, was documented throughout the course.
Despite the infant’'s increased work of breathing and higher
respiratory and heart rates, she remained on the pediatric ward
for five days, where the nursing ratio on the ward was 1:4.

On DOH 5, copious secretions, mucous plugging, and
desaturation occurred as low as 30% through the night. When her
HR dropped to 70 bpm and could not be increased with positive
pressure ventilation, cardiopulmonary resuscitation was started.
The resuscitation consisted of 10 minutes of chest compressions,
five epinephrine doses, multiple bicarbonate infusions, and 120 ml
of normal saline. The cardiac monitor revealed multiple episodes
of ventricular fibrillation. During the code, the pH was 6.95, and
the pCO, was 79 mmHg. The pO, and base deficit (BD) were not
recorded. At this point, she was sent to the Pediatric Intensive
Care Unit (PICU).

“When her HR dropped to 70 bpm and
could not be increased with positive
pressure ventilation, cardiopulmonary
resuscitation was started. The
resuscitation consisted of 10 minutes of
chest compressions, five epinephrine
doses, multiple bicarbonate infusions,
and 120 ml of normal saline. The cardiac
monitor revealed multiple episodes of
ventricular fibrillation.”

She could not be placed on a ventilator in the PICU because she
needed continued positive-pressure ventilation beyond what could
be provided at the initial hospital. Multiple normal saline boluses,
pressors, as well as steroids were started in an attempt to stabilize
the blood pressure. Helicopter transport to a Children’s hospital
was immediately arranged.

The transport team arrived shortly after being called and placed
the baby on a high-frequency oscillator (HFOV) during transport.
On arrival to the NICU, she had persistently low oxygen
saturation, hypercarbia, and hypotension. Bacterial cultures
and several viral vultures (Adenovirus, Coronavirus, Influenza a
and B, and Parainfluenza virus) were negative, and the reverse
transcriptase-polymerase chain reaction (RT-PCR) was positive.
Extracorporeal membrane oxygenation (ECMO) and inhaled nitric
oxide were begun for hypoxemic respiratory failure secondary
to severe pulmonary hypertension. Cranial ultrasound was
performed. Initially, pre-ECMO it was normal. On the fourth day
after admission to the Children’s Hospital, the cranial ultrasound
showed increased echogenicity in the white matter of the right
cerebral hemisphere, concerning for possible ischemic insult. An
eight-week MRI showed restricted diffusion with superimposed
hemorrhage involving occipital, temporal, and parietal lobes and
acute infarctions involving multiple cerebral artery territories.
A magnetic resonance angiogram (MRA and venogram (MRV)
showed acute infarctions in cerebral and intravascular border
zones and acute infarction involving the corticospinal tract.

On follow up examination, the child had profound
neurodevelopmental issues and cerebral palsy. The pediatrician
and the hospital where the baby was admitted to the ward were
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sued.

“On follow up examination, the child had
profound neurodevelopmental issues and
cerebral palsy.”

Plaintiff Allegations

The plaintiff experts were critical of the failure to properly
assess and timely respond to the infant’s respiratory problems.
This departure from acceptable standards of care resulted
in admission to a normal pediatric ward with insufficient
surveillance and inadequately trained nursing coverage.

They opined that a prematurely born, 6-week-old infant
needed either admission to a Pediatric Intensive Care Unit
(PICU) or placement in a Neonatal Intensive Care Unit (NICU)
in isolation. -The baby should not have been admitted to the
normal pediatric ward. Further allegations included failing to
properly monitor vital signs, blood pressure, and blood gases in
the pediatric ward.

The plaintiff's experts agreed that although she was born during
RSV season, she did not qualify for Palivizumab by the AAP
Policy, not being <29 weeks’ gestation and requiring more than
21% oxygen for at least the first 28 days after birth. Nevertheless,
the plaintiffs maintained that had she been properly monitored
by experienced nurses and intensive care physicians, she would
not have spiraled into profound pulmonary failure with pulmonary
hypertension necessitating ECMO and inhaled nitric oxide. Nor
would she have suffered prolonged hypotension, diminished
cerebral blood flow, and ischemic injury.

“The plaintiff’'s experts agreed that
although she was born during RSV
season, she did not qualify for
Palivizumab by the AAP Policy, not being
<29 weeks’ gestation and requiring more
than 21% oxygen for at least the first 28
days after birth. ”

The failure to admit the baby to a NICU or to a PICU caused
the baby to worsen to the point of respiratory failure and cardiac
collapse, which led to cerebral ischemia and brain injury. This
baby was especially vulnerable to RSV infection, having been
born prematurely and thereby missing the last several weeks of
intrauterine existence when protective immunoglobulins would be
transferred from the mother. At six weeks of age, she was at the
nadir of her immunity.

Defense Points

The baby would have developed the same disease severity
regardless of the unit where the baby was placed. The baby’s
adverse outcome was secondary to prematurity.

The case was settled without going to trial.

Discussion

General

RSV causes annual epidemics of acute respiratory illnesses in
children, from mild respiratory tract infections to severe lower
respiratory tract disease, including bronchiolitis or pneumonia.
Severe RSV disease mainly affects infants younger than six
months. It often presents with generalized symptoms, such as
lethargy, irritability, and poor feeding with minimal respiratory tract
signs. Even in the absence of respiratory symptoms, these infants
are at risk of developing apnea. Preterm infants are at particular
risk from RSV infection, as are those with chronic lung disease or
hemodynamically significant congenital heart disease, especially
those associated with pulmonary hypertension. Infants with certain
immunodeficiency states and neurologic and neuromuscular
conditions are also at increased risk for serious RSV infection.

“Preterm infants are at particular risk
from RSV infection, as are those with
chronic lung disease or hemodynamically
significant congenital heart disease,
especially those associated with
pulmonary hypertension. Infants with
certain immunodeficiency states and
neurologic and neuromuscular conditions
are also at increased risk for serious RSV
infection.”

Epidemiology

RSV activity usually begins in the late fall and extends through
spring; peak activity usually occurs in early February, although
there is regional variation. Humans are the only source of
infection. RSV is usually transmitted by direct or close contact with
contaminated secretions, which may occur from exposure to large-
particle droplets at short distances (<6 feet) or by self-inoculation
after touching contaminated surfaces or fomites. Viable RSV
can persist on environmental surfaces for several hours and 30
minutes or more on hands. The incubation period ranges from 2 to
8 days, 4 to 6 days being the most common. Molecular diagnostic
tests using reverse transcriptase-polymerase chain reaction (RT-
PCR) assays have largely replaced both culture and antigen
detection assays.

“RSV is usually transmitted by direct

or close contact with contaminated
secretions, which may occur from
exposure to large-particle droplets at short
distances (<6 feet) or by self-inoculation
after touching contaminated surfaces

or fomites. Viable RSV can persist on
environmental surfaces for several hours
and 30 minutes or more on hands. ”
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“In light of a national surge in respiratory
infections among children, the American
Academy of Pediatrics published in
November 2022 two sets of interim
guidelines on prophylaxis for children at
high risk of complications from RSV and
in handling the surge of patients filling
hospital beds, or seeking attention in
emergency departments and doctor’s
offices.”

Current Considerations by the AAP — Winter - 2022

In light of a national surge in respiratory infections among children,
the American Academy of Pediatrics published in November
2022 two sets of interim guidelines on prophylaxis for children at
high risk of complications from RSV and in handling the surge of
patients filling hospital beds, or seeking attention in emergency
departments and doctor’s offices.

After the institution of nonpharmacologic interventions (e.g.,
masking and physical distancing) to prevent COVID-19 in March
of 2020, the number of RSV infections in the US decreased rapidly
and dramatically. Interactions between SARS-CoV-2 and other
respiratory viruses may have altered RSV epidemiology. RSV
activity in the US remained very low through the 2020-2021 fall-
winter season but started to increase in spring 2021, with variable
numbers of cases throughout the different regions of the US. This
inter-seasonal activity was a marked deviation from the typical
RSV seasonal pattern. As of mid-November 2022, RSV activity in
the US is high in all regions, with substantial hospitalizations and
illnesses. With the shift in seasonality noted in 2021 and current
surge in RSV cases, the AAP supports Palivizumab use in eligible
infants.

“After the institution of nonpharmacologic
interventions (e.g., masking and physical
distancing) to prevent COVID-19 in March
of 2020, the number of RSV infections in
the US decreased rapidly and dramatically.
Interactions between SARS-CoV-2 and
other respiratory viruses may have altered
RSV epidemiology.”

For regions that began administering Palivizumab in the summer
and fall of 2022, the currently widespread and intense RSV
circulation may lead to a period of disease activity lasting more
than the typical 60-months duration. If RSV disease activity
persists at high levels in the given region through the fall and
winter, the AAP supports providing more than five consecutive
doses of Palivizumab to eligible children. With the known efficacy
of Palivizumab and the unpredictable epidemiology of RSV

since the summer of 2021, the AAP recommends programmatic
consideration of providing more than five consecutive doses of
Palivizumab depending on the duration of the current RSV surge
in a given region of the country.

“In mid-November 2022, the AAP and the
Children’s Hospital Association urged
Present Biden and Health and Human
Services Secretary Xavier Becerra to
declare a state of emergency to support
a coordinated national response to the
alarming surge of pediatric respiratory
illnesses.”

In mid-November 2022, the AAP and the Children’s Hospital
Association urged Present Biden and Health and Human Services
Secretary Xavier Becerra to declare a state of emergency to
support a coordinated national response to the alarming surge
of pediatric respiratory illnesses. The request would allow
waivers of Medicare, Medicaid, or Children’s Health Insurance
Program (CHIP) requirements so hospitals, physicians, and other
healthcare providers coordinate efforts to care for their community
and access emergency funding to keep up with the demands,
related explicitly to workforce support.

Prevention of RSV infections

Palivizumab reduces the risk of RSV-associated hospitalizations
in carefully selected children at significantly increased risk of
severe disease. Regional variations and inter-seasonal activity
must be considered (see above). Palivizumab is administered IM
at 15mg/kg once every 30 days. Children a risk who qualify for
palivizumab prophylaxis should receive the first dose at the onset
of the RSV season. For qualifying infants born during the RSV
season, fewer than five doses will be needed to protect until the
RSV season ends (maximum five doses). (See Table)

Other measures for the vulnerable infant include avoidance of
tobacco smoke, child-care facilities, and crowds. Parents should
be instructed on the importance of careful hand hygiene. While
breastfeeding should be encouraged for all infants, the data are
conflicting regarding the specific protective effect of breastfeeding
against RSV infection.

“Other measures for the vulnerable infant
include avoidance of tobacco smoke,
child-care facilities, and crowds. Parents
should be instructed on the importance of
careful hand hygiene.”

Clinical studies are underway to develop a vaccine against RSV.
In the US, there are four new RSV vaccines for adults nearing
review by the FDA.

Treatment of RSV

No available treatment shortens the course of bronchiolitis or
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hastens the resolution of symptoms. Management of hospitalized
children with RSV is supportive and should include hydration,
careful assessment of respiratory status, and suction of upper
airways. Close monitoring, assessments, and experienced
personnel are essential in caring for these infants.

“Although the droplet route may
transmit RSV, direct exposure to infected
respiratory secretions is the most crucial
determinant of transmission. Adherence
to contact precautions and standard
precautions prevents transmissions in
healthcare settings.”

Isolation of hospitalized patients with RSV infection

Although the droplet route may transmit RSV, direct exposure to
infected respiratory secretions is the most crucial determinant of
transmission. Adherence to contact precautions and standard
precautions prevents transmissions in healthcare settings. Even
though droplet precautions are not recommended for RSV,
protection for the eyes, nose, and mouth by using a mask and
goggles, or face shield, is necessary. Additionally, patients with
RSV infection should be placed in single rooms or cohorts.

Inter-seasonal spread of RSV

With the seasonality shift noted in 2021 and current regional
variability in interseason RSV cases, the American Academy
of Pediatrics (AAP) recommends initiating the standard
administration of Palivizumab during the inter-seasonal spread
of RSV. This recommendation applies to those regions with
high rates of RSV in the spring and summer. The AAP monitors
the inter-seasonal trends and updates this guidance if the RSV
season extends longer than six months. These data are available
from the National Respiratory and Enteric Virus Surveillance
System (NREVSS).

“The AAP monitors the inter-seasonal
trends and updates this guidance if the
RSV season extends longer than six
months. These data are available from

the National Respiratory and Enteric Virus
Surveillance System (NREVSS).”

Table
Eligibility Criteria for Palivizumab

® Preterm infants <32 w if they required greater than 21%
oxygen for at least the first 28 days after birth

® Infants with hemodynamically significant congenital heart
disease

® Preterm infants born before 29 weeks younger than 12

months at the start of the RSV season

®  Other infants, including those with anatomic pulmonary
abnormalities or neuromuscular disorders; children with
immunocompromise, anatomic pulmonary abnormalities or
neuromuscular disorder, Down syndrome, cystic fibrosis, or
other special situations

® Regional variations and interseasonal activity to be
considered
Suggested reading:
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Peer Reviewed

Gravens By Design: A Voyage into Understanding the
Effects of Race, Ethnicity, and Social Determinants
of Health on Meaningful Change in the NICU
Internationally, Nationally, Locally, and Individually

Vincent C. Smith, MD MPH and Molly Fraust-Wylie, MA

“The Gravens conference strives to meet
the educational needs of healthcare
practitioners such as Neonatologists,
Pediatricians, Neonatal Nurses (RNs,
NNPs, ARNPs), Speech-Language
Pathologist, Occupational Therapists,
Physical Therapists, Psychologists,
Family Support Staff, Architects,

Hospital Administration, Infant & Child
Development Specialists, Social Workers &
Counselors, Parents, and Family members,
and other professionals working with high-
risk infants, their families or their physical
environment. ”

The Gravens conference strives to meet the educational needs
of healthcare practitioners such as Neonatologists, Pediatricians,
Neonatal Nurses (RNs, NNPs, ARNPs), Speech-Language Pathol-
ogist, Occupational Therapists, Physical Therapists, Psychologists,
Family Support Staff, Architects, Hospital Administration, Infant &
Child Development Specialists, Social Workers & Counselors, Par-
ents, and Family members, and other professionals working with
high-risk infants, their families or their physical environment.

“The individuals working in a NICU strive
to provide exceptional care for the babies
and families they come in contact with.
One way to maximize the outcomes for
babies and families is to understand their
experience and the role each of us as
individuals plays in contributing to those
outcomes.”

Given that approximately 10 percent of newborns require care
in the Neonatal Intensive Care Unit (NICU), the NICU plays a vi-
tal part in health care systems. Babies continue to be born pre-
term and/or sick with medical conditions requiring hospitalization
worldwide. Being in the NICU has lasting repercussions for ba-
bies, their families, and the staff. What the providers do in the
NICU has a meaningful impact, both positive and negative. Their
work can influence a neonate’s health outcome in the short and

long term, as well as that of the family and staff in the NICU.

The individuals working in a NICU strive to provide exceptional
care for the babies and families they come in contact with. One
way to maximize the outcomes for babies and families is to under-
stand their experience and the role each of us as individuals plays
in contributing to those outcomes.

The NICU is a very challenging place for families. Many are unfa-
miliar with the NICU, never thought they would be in the NICU and
have difficulty grasping the concept that they are there now. For
many family caregivers, especially those who experience a loss,
the NICU can be emotionally traumatizing and permanently alter
the trajectory of their lives. For some, however, the NICU experi-
ence is a catalyst for change. Saturday morning at the Gravens
will begin with a parent’s perspective. Kimberly Novod will take
the group through her NICU parent journey and share how she
was able to build a beautiful, supportive, powerful community in-
spired by crisis Kimberly’s inspiring work supporting NICU families
underscores the incredible impact a NICU experience has on a
family, and how needed supports are.

“Once the relationship between social
determinants of health and the NICU
experience has been explored, our
discussion will turn to lived experience in
the NICU. Racial and ethnic disparities in
access to care, treatments, and outcomes
exist and are pervasive in the healthcare
system and the NICU (1).”

While personal experience is a significant part of the NICU jour-
ney, there are often factors outside of the NICU that greatly impact
the lives of NICU babies and their families. Following Ms. Novod,
we will focus on external factors that affect what happens in the
NICU. Dr. Gaby Cordova Ramos will discuss social determinants
of health and how they influence NICU care. It is important to un-
derstand how social determinants of health contribute to the out-
side lives of families seen in the NICU and can help explain some
of the things that happen inside the NICU.

Once the relationship between social determinants of health and
the NICU experience has been explored, our discussion will turn
to lived experience in the NICU. Racial and ethnic disparities in
access to care, treatments, and outcomes exist and are pervasive
in the healthcare system and the NICU (1). Dr. Yarden Fraiman
will discuss race, ethnicity, culture, and antiracism in clinical care.
In the NICU, there can be a “hidden curriculum” of racism, color-
ism, sexism, homophobia, and ableism (2). This discussion will
focus on how the healthcare system can unintentionally or inten-
tionally contribute to making the NICU experience even more dif-
ficult. The emphasis will be on systems of change.

Finally, because changing systems can be daunting, individuals
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may not be ready to perform a system overhaul. That does not
mean that there are not things that can be done that will make a
difference immediately. With that in mind, Mr. Troy Savage will ex-
plore health equity and help the audience become aware of things
they can do in their specific unit to engender health equity. Mr.
Savage has a background in facilitating reimagining workshops.
These reimagining workshops are characterized by practical and
blue-sky thinking, training in empathy, and multi-stakeholder input
(3). While providing a supportive and open environment, a facilita-
tor at reimaging workshop coaxes participants out of their comfort
zone into an innovative space where they can get an idea about
ways they can make meaningful changes in their local NICU re-
gardless of the resources available to them. Mr. Savage will en-
able a discussion where participants will think radically without
constraint using empathy training and incorporating the ideas of
others in the room.

“This summary explores how the Saturday
morning session at the upcoming

Gravens conference will be a voyage

into understanding the effects of race,
ethnicity, and social determinants of
health on meaningful change in the NICU
internationally, nationally, locally, and
individually.”

Making a local change is a very meaningful and tangible way to
bring about broader change. Still, others will want to be able to
make a change on a larger scale. To that end, Dr. Susan Niermey-
er will discuss healthy equity at a global level and how individu-
als can make a macro difference. As always, the conference will
close with Drs. Joy Browne and Bob White summing up the 2023
Gravens conference and getting everyone enthused for Gravens
March 2024.

This summary explores how the Saturday morning session at the
upcoming Gravens conference will be a voyage into understand-
ing the effects of race, ethnicity, and social determinants of health
on meaningful change in the NICU internationally, nationally, lo-
cally, and individually. It is crucial for individuals who work in a
NICU or with NICU families to understand these issues and di-
rectly or indirectly contribute to them. The session’s goal is for the
participants to feel better informed and empowered to bring about
meaningful change internationally, nationally, regionally and/or lo-
cally.
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Fragile Infant Forums for Implementation of
IFCDC Standards: Neuroprotection - Protecting the
Developing Brain

Jacqueline M. McGrath, PhD, RN, FNAP, FAAN, Ashlee J. Vance,
PhD, MA, RN, RNC-NIC2

“The term neuroprotection did not
originate in the neonatal intensive care
unit (NICU) or direct reference to the care
of high-risk infants; yet today, many NICUs
across the US are implementing strategies
and policies focused on protecting the
developing brain.”

Background:

The term neuroprotection did not originate in the neonatal inten-
sive care unit (NICU) or direct reference to the care of high-risk
infants; yet today, many NICUs across the US are implement-
ing strategies and policies focused on protecting the developing
brain. Neuroprotection is an appropriate consideration for all hos-
pitalized babies. This article will use the acronym “NICU” whether
the baby is in a Newborn Intensive Care Unit or another Inten-
sive Care Unit. Neuroprotection was coined in the laboratory to
characterize substances or strategies capable of preventing cell

death, such as using different substrates or pharmacologic inter-
ventions to stabilize the cell and its membranes. This is particu-
larly important since preventing cell death in the brain appears to
have both short- and long-term neurodevelopmental implications.
(1) Over time, the clinical definition of neuroprotection has evolved
to be more inclusive of multiple strategies or therapies that pro-
tect the neurophysiology of the brain. These interventions can be
inclusive of organizational, environmental, and direct therapeutic
caregiving interventions.

“The NICU environment is often
overwhelming and overstimulating to
parents, infants, and providers. Alarms,
conversations, pumps, and equipment
emit sounds and light, yet each contributes
to lifesaving care.”

The NICU environment is often overwhelming and overstimulating
to parents, infants, and providers. Alarms, conversations, pumps,
and equipment emit sounds and light, yet each contributes to
lifesaving care. Given the nature of the NICU environment and
the desire to offer the best care possible, NICU professionals
have long recognized the need to mitigate these harmful effects.
That is where developmental care and neuroprotection come
together to support the infant experiencing life in the NICU with
neuroprotective strategies and nurturing interventions. On this
foundation, neuroprotective strategies have grown in prominence
in the NICU. Every interaction between the infant and caregiver
contributes to neurodevelopment. It requires that we, as providers
and teachers of caregivers, offer developmentally appropriate care
to each infant so that the cumulative effect of these interactions
and interventions optimizes outcomes.

Neuroprotective strategies are being implemented in various clini-
cal settings and continue to be studied across several disease
trajectories and populations. As the findings from this research
grow, so does our understanding of the importance of neuro-con-
nectivity and how oxygen deprivation plays a role in cell death and
other insults. In addition, scientists are uncovering more strate-
gies to enhance neuro-connections and repair connections that
may have been broken. (2) We know that some connections are
broken more easily, and connections that are used more often
become stronger over time, and those that are used less often
become weaker; thus, those weaker connections can be broken
more easily.

For the high-risk infant, the need for neonatal intensive care oc-
curs during a critical window of brain development. While it is pos-
sible that neonatal intensive care itself could be characterized as
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neuroprotective, it is more likely that certain caregiving activities
may be neuroprotective while others may weaken brain connec-
tions or lead to brain injury. Many neonatal therapies used in the
NICU save lives but often have a neurologic cost. The brain of
a preterm infant is neurologically immature and not prepared for
the overstimulating, bright, and stressful environment of the NICU.
Evidence describing the early life stress experienced by preterm
infants in the NICU is growing and is helping to shape how best
we choose and implement newborn intensive care strategies and
therapies. (2-4) This knowledge is also helping us to focus neona-
tal care with a greater emphasis on supporting neurophysiology
and neuro-connections. The growing emphasis on best-support-
ing neuro-synaptic and neuropathway development can be seen
in the inclusion of neuroprotective language in family-centered
care and other developmental care models. In these frameworks,
neuroprotective strategies aim to support the developing brain
and have implications for promoting normal development while
at the same time preventing disability. (5, 6) These interventions
may begin antenatally and continue through the perinatal and
postnatal period, including delivery room, NICU, and post-NICU
interventions. (1)

“In these frameworks, neuroprotective
strategies aim to support the developing
brain and have implications for promoting
normal development while at the same
time preventing disability. (5, 6)”

Supporting the evolving neurophysiology of the newborn brain is
often referred to as supporting and enhancing neuroplasticity. (7)
Neurons in the brain always respond to experiences internally,
such as signals from other organs in the body, like those of the
brain-gut connection, and externally, such as those that occur
within the caregiving environment. Whether the preterm brain is
developing in or outside the womb, it is a time of rapid growth for
brain cells and the creation of neuropathways. Furthermore, the
preterm brain is remarkably plastic (malleable) given the increas-
ing numbers of brain cells, and environmental and human expo-
sures are shaping the neuro-connections. Some brain cell death
is normal during this time, yet how the brain is wired together is
so important to later development. Proper wiring of neural circuits
(neuro-connections) during development depends on internal mo-
lecular cues and activity-dependent environmental cues. These
stimuli activate and adjust the strength and number of synaptic
connections and, as such, shape the overall development of the
brain.

Neuroprotective Strategies in the NICU:

Provision of neuroprotective care places emphasis on brain care,
which may be a cultural shift for some NICU care providers. (5,
8) how is it a shift? Just as recent evidence conclusively demon-
strated that infants feel pain (9), there is a greater emphasis on
comfort and decreasing painful experiences in the NICU. Similar-
ly, the evidence for how particular care strategies in NICU impact
neuropathways are gaining traction and influencing the implemen-
tation of routine care practices.

NICU professionals need to consider how their NICU environment
currently supports neuroprotective strategies. There are likely cur-
rent strategies, therapies, and even standards of care that are
neuroprotective and developmentally supportive. Using the term
neuroprotective to describe these interventions helps us to reflect
and consider the impact of our care on the developing brain. We
must recognize that for many years, NICU professionals have
strived to implement developmentally supportive care based on
the seminal work of Dr. Als and her Synactive Theory of Develop-
ment. From this work, more attention was placed on reading infant
cues, positioning, bundling of care activities, attention to sound,
stimulation, and treatments provided to NICU infants.

Nevertheless, developmentally supportive care has often been
viewed as those ‘nice to have’ and not ‘must-have’ activities. With
the growing attention to neuroprotection, many NICU profession-
als are calling for a reconceptualization of developmentally sup-
portive care — which is, in fact, neuroprotective. It is not possible
to have one without the other. This reconceptualization calls for
all neonatal care to be viewed as developmentally appropriate
and neuroprotective. This means providing caregiving activities
so that the potential effect on the developing brain is foundational
to decision-making, such as choosing when to add or delete an
intervention.

For example, implementing Golden Hour activities following a
high-risk delivery decreases risks for neurologic disability by de-
creasing the occurrence of intraventricular hemorrhage in the
short term and enhancing overall developmental outcomes in the
long term. (10) These activities might include the judicious imple-
mentation of admission activities, such as keeping noise and ac-
tivity to a minimum, using humidity to support skin development,
and early skin-to-skin activities for newborns and their parents.

(11)

“The importance of the family, parents

or other social connections on
neuropathways cannot be emphasized
enough. (12-14) Unlimited parental
presence in the NICU is a neuroprotective
strateqy, regardless of family needs, social
status, or ability. ”

The importance of the family, parents or other social connections
on neuropathways cannot be emphasized enough. (12-14) Un-
limited parental presence in the NICU is a neuroprotective strat-
egy, regardless of family needs, social status, or ability. Strate-
gies such as skin-to-skin and the Eat, Sleep, Console protocol for
substance-exposed infants are care bundles focused on neuro-
protective care. It has been well demonstrated that infants with the
opportunity to engage in skin-to-skin, or “kangaroo care,” dem-
onstrate greater physiologic stability and better developmental
outcomes. (14, 15) Just as neuropathways create connections
between a vast network of cells, similarly, neurodevelopment re-
lates to many other health and developmental outcomes such as
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stress resilience, sleep integrity, parental bonding (15), and auto-
nomic stability. Thus, supporting neuroprotection through devel-
opmentally sensitive and appropriate care supports all aspects of
an infant’s health and development.

Efforts to implement neuroprotective strategies and unlimited pa-
rental presence also present the opportunity to improve health
equity in the NICU. If every baby routinely receives individually
tailored, developmentally appropriate, and neuroprotective care,
we may be able to close the gap in racial and ethnic disparities
in infant outcomes. This will likely require NICU professionals to
take an uncomfortable view of how systemic racist practices may
be present in the current NICU climate. For instance, are there dif-
ferences in rates of chestfeeding in your NICU? Do certain groups
of parents engage more with infant care? Are certain procedures
recommended more or less to certain infants? Is pain relief ad-
equately administered across all infants based on their medical
conditions? Answering these questions, where known disparities
persist, is the first step in addressing systemic racism in health-
care and our neonatal community. There are a few NICUs in the
US where nurses have instituted health equity initiatives, such as
monthly seminars and workshops that provide opportunities for
discussion, growth, and elimination of bias in healthcare. These
initiatives are a great starting place to bring awareness to cultural
issues and begin the work of dismantling racist practices and ad-
vancing health equity.

“There are a few NICUs in the US where
nurses have instituted health equity
initiatives, such as monthly seminars and
workshops that provide opportunities for
discussion, growth, and elimination of
bias in healthcare. These initiatives are a
great starting place to bring awareness

to cultural issues and begin the work of
dismantling racist practices and advancing
health equity.”

Conclusions:

Embracing new technology or equipment can sometimes be
easier to integrate into neonatal care than examining the how and
why of neonatal practices and therapies. The Vermont Oxford
Organization, a national NICU quality collaborative, has coined
the phrase “all care is brain care” to help caregiving professionals
consider best practices in delivering NICU strategies. We want to
extend this phrase by saying that all care is developmental care and
developmental care is neuroprotective. This includes administering
medications, infant positioning, feeding behaviors, responding
to an infant’s cues, and encouraging parent-infant interaction. It
also may be as simple as implementing protocols for better blood
draws from a heal stick, how and when antibiotic treatment is
provided, or how a nasal gastric tube is placed. Additionally, the
strategies can be more complex such as examining how a high-

risk infant is admitted to the NICU (i.e., golden hour protocols),
integrating interventions based on their level of intrusiveness, or
complimenting neonatal care with positive touch times for infants
via, touch and massage strategies.

“ Integration of neuroprotective strategies
during the newborn period means taking
advantage of what is known about neural
plasticity and aligning neuroprotective
strategies during this critical period in
development when the brain is malleable.
The growing attention on neuroprotection
in the NICU provides the space for
caregivers to influence neural connectivity
and enhance long-term developmental
outcomes positively.”

Our goal as NICU professionals is to empower infants to engage,
mature, and thrive in their world rather than tolerate or defend
themselves. No matter what name or label is given to the type of
care you provide, every interaction with a NICU infant influences
their growth and development, and with our actions, we have
the opportunity to provide developmentally supportive care or
not. Integration of neuroprotective strategies during the newborn
period means taking advantage of what is known about neural
plasticity and aligning neuroprotective strategies during this
critical period in development when the brain is malleable. The
growing attention on neuroprotection in the NICU provides the
space for caregivers to influence neural connectivity and enhance
long-term developmental outcomes positively. We conclude by
encouraging neonatal caregivers and scientists to explore more
opportunities to make the most of the potential of the developing
brain during intensive caregiving. We cannot emphasize enough
how everything we do -- does matter!
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Coding in the New Year, A Reason to Celebrate

Kate Peterson Stanley, MD, FAAP

“The New Year also brings new CPT
codes and revised coding guidelines
for physicians. While many may sigh
and some will cry, | am pleased to bring
good tidings and cheer as the revised
evaluation and management (E/M)
inpatient codes are here!”

New Year'’s is celebrated worldwide as a day to let go of the past
and embrace the future. Multiple traditions come to mind, such
as singing Auld Lang Syne, making a resolution to lose weight,
watching football in a Lazy-Boy, or nursing a hangover from the
previous night's champagne. The New Year also brings new CPT
codes and revised coding guidelines for physicians. While many
may sigh and some will cry, | am pleased to bring good tidings and
cheer as the revised evaluation and management (E/M) inpatient
codes are here!

Effective January 1, 2023, inpatient E/M services (CPT 99221-
99233) and inpatient E/M consult codes (99242-99255) will be
billed based on medical decision-making OR the total time spent
providing care on the day of the encounter. This contrasts the pre-
vious guidelines that required documentation of specific elements
from the history, physical exam, and medical decision-making
to support the billing code. The changes align with the revisions
made to the 2021 outpatient E/M coding guidelines. It is anticipat-
ed that these changes will simplify the code selection, decrease
the need for audits, and decrease unnecessary documentation.

“Effective January 1, 2023, inpatient E/M
services (CPT 99221-99233) and inpatient
E/M consult codes (99242-99255) will be
billed based on medical decision-making
OR the total time spent providing care on
the day of the encounter.”

Although most neonatologists use the critical and intensive care
CPT codes to bill for daily services, there are specific situations in
which the inpatient E/M hospital care and consult codes are used.
These include:

1)  Admission and subsequent care of the not-so-normal new-
born who does not require intensive monitoring and obser-
vation

2)  Subsequent hospital care for babies who weigh > 5kg and
require intensive monitoring and observation

3) Hospital admission care for infants > 28 days who do not
meet critical care guidelines

4)  Non-critical care consults

5) Inpatient perinatal consults

Consider this scenario:

A neonatologist is covering the special care nursery on New
Year’s Day and evaluates a 1-day-old, 5.2 kg term male infant
born by cesarean section due to his large size. The neonatologist
reviews the admission note and learns the infant's mother is a
33-year-old primigravida woman with poorly controlled diabetes.
Physical exam reveals a large hypotonic well perfused, alert male
infant with a cherub appearance and a grade Il systolic murmur.
Vital signs are normal. Pre-feed glucose levels range between 38-
50 and improve to the mid-60s after feeding. The grandmother
reports the infant breastfeeds poorly but has fair oral intake with
bottle supplementation. The neonatologist concludes that the in-
fant has neonatal hypoglycemia and poor feeding due to maternal
diabetes. The plan consists of monitoring pre/post-feeding glu-
cose levels, using glucose gel for glucose < 40, obtaining a lacta-
tion consult, and setting goal oral feeding volumes with a follow-up
later in the day.

The neonatologist is concerned that the infant's murmur may be
due to diabetic cardiomyopathy, so a chest radiograph is obtained.
The neonatologist documents his findings, medical decision-
making, and treatment plan. Later in the day, the neonatologist
re-evaluates the infant, who remains alert and well-perfused. His
feeding effort has improved, and he is meeting goal feeding vol-
umes. Prefeed glucose is> 60 without the use of the glucose gel.
The Lactation Consultant reports that breastfeeding is improving
and will continue to assist the mother. Chest radiograph shows a
mildly enlarged cardiac silhouette with clear lung fields consistent
with diabetic cardiomyopathy, but since the clinical exam and vital
signs are reassuring, further workup is deferred. The total time
spent providing care on the day of the encounter is 60 minutes.

The correct code for this encounter is:
A: 99462 — Subsequent hospital care, normal newborn

B: 99477 — Initial hospital care, neonate < 28 days, intensive care
services

C: 99480 — Subsequent intensive care, infant not critically ill,
weight 2501-5000gm

D. 99232 — Subsequent hospital care, moderate medical decision-
making, 35-49 minutes

E. 99233 — Subsequent hospital care, high medical decision-mak-
ing, 50 minutes

Answer E: 99233 — subsequent hospital care, high medical deci-
sion-making, 50 minutes.
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This scenario meets the criteria for 99233, subsequent hospi-
tal care, high medical decision-making, and inpatient E/M code
based on the level of medical decision-making. The level of medi-
cal decision-making is based on three categories: 1) the number
and complexity of problems addressed, 2) the amount and com-
plexity of data reviewed and analyzed, and 3) the risk of com-
plications related to patient management. The highest decision-
making level in two of the three categories defines the overall
medical decision-making, ultimately determining the billing code.
In this specific case, the physician is treating three acute problems
requiring high-level decision-making: hypoglycemia that could
threaten bodily function, poor feeding, and a new cardiac murmur
of uncertain significance. The amount and complexity of data re-
viewed and analyzed also meet the criteria for high complexity.
The physician reviews the glucose labs obtain an additional histo-
ry from the grandmother, and orders ongoing glucose evaluations.
Additionally, he independently reviews the chest radiograph and
discusses breastfeeding management with a certified Lactation
Consultant. Although the risk of morbidity from the treatment plan
is moderate, the medical decision-making to address the problem
and data categories meet the criteria for high-level decision-mak-
ing; therefore, CPT code 99233 is billed.

“Although the risk of morbidity from the
treatment plan is moderate, the medical
decision-making to address the problem
and data categories meet the criteria for
high-level decision-making; therefore,
CPT code 99233 is billed.”

The alternative options listed above are not appropriate for this
encounter. CPT code 99462, subsequent care for a normal new-

born (Option A), does not apply because this patient is not a
“normal” newborn and requires additional interventions beyond
newborn care. Although this patient may meet the definition of
intensive care services if he required continuous monitoring and
dextrose support, the patient weighs > 5 kg and therefore does
not meet the weight-based criteria for CPT code 99480 for daily
intensive care services (Option C). CPT code 99477, intensive
care admission for neonate < 28 days (Option B), is also incor-
rect because the neonatologist is providing ongoing care rather
than an admission. However, the intensive care admission code
99477 could be used if the patient required intensive care on ad-
mission because this code is based on the patient’s age, not the
daily weight. Finally, CPT code 99232 subsequent hospital care,
moderate decision making (Option D) is eliminated based on the
criteria for levels of medical decision making.

“However, the intensive care admission
code 99477 could be used if the patient
required intensive care on admission
because this code is based on the
patient’s age, not the daily weight. Finally,
CPT code 99232 subsequent hospital
care, moderate decision making (Option
D) is eliminated based on the criteria for
levels of medical decision making. ”

When documenting the encounter, it is important to address each
category that supports medical decision-making. Unlike the previ-
ous inpatient codes, the documented details of the history and
physical exam do not determine the code. Instead, the physician
determines what parts of the history and physical exam are rel-
evant in the documentation. The diagnosis, any comorbid condi-
tions affecting the decision-making, and the patient’s response to
treatment should be specified in the medical record. Documenta-
tion of who provided the history, the external records reviewed,
the data obtained and analyzed, and any independent reviews
and interpretation of tests support the complexity of decision-mak-
ing. Too often, a result is copied and pasted into the record without
an interpretation. Finally, it is important to state the risk associ-
ated with management and treatment. Remember, a coder is not
a mind reader! If it is not documented, it did not happen.

The above scenario may also be coded based on time. The total
time documented by the neonatologist is 60 minutes which again
meets criteria CPT code 99233, subsequent hospital care, high
medical decision making, 50 minutes (option E). Time is the fotal
time the clinician spends on the day of the visit providing patient
care. This includes face-to-face time with the patient/caregiver
AND non-face-to-face time spent by the clinician to manage the
patient’s problems regardless of the clinician’s location. Time used
to prepare for the patient’s visit, such as record review, obtaining
or reviewing the history, performing an exam, counseling/educat-
ing the patient/caregiver, documenting in the medical record, and
coordinating care, is included if these activities are performed on
the same day as the patient’s visit. Time is not included for travel,
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resident services, teaching, or performing separate services (such
as a procedure). The revised guidelines eliminate the previous
E/M requirement that at least 50% of the clinician’s time must be
spent face-to-face counseling the patient and coordinating care.
Documentation for time-based coding should include the total
time and a statement that the total time was spent “on the day of
the patient visit.”

“Because some inpatient E/M encounters
require a significant amount of time, a
new inpatient/observation prolonged care
CPT code, 99418, has been introduced.
This code is used when the total time to
provide an inpatient E/M service with or
without direct patient contact exceeds the
highest level of service (99223 and 99233
for inpatient admission and subsequent
care or 99255 for an inpatient consult).”

Because some inpatient E/M encounters require a significant
amount of time, a new inpatient/observation prolonged care CPT
code, 99418, has been introduced. This code is used when the
total time to provide an inpatient E/M service with or without di-
rect patient contact exceeds the highest level of service (99223
and 99233 for inpatient admission and subsequent care or 99255
for an inpatient consult). The prolonged service code is billed in
15-minute increments and may only be used when the encounter
is billed based on time AND the time is performed on the day of
service. For example, if the neonatologist had spent 70 minutes
providing care instead of 60 minutes, he would bill 99418 in addi-
tion to 99233 for the additional time.

Whether you celebrate the beginning of the year by watching the
ball drop, kissing at midnight, eating grapes, or smashing plates,
| encourage you to let go of the old E/M guidelines and embrace
the new coding changes. Happy New Year!
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RSV, COVID-19, and Influenza A: Are We on the Verge
of Viral Armageddon?

Rob Graham, R.R.T./N.R.C.P.

I dedicate this column to the late Dr. Andrew (Andy)
Shennan, the founder of the perinatal program at Wom-
en’s College Hospital (now at Sunnybrook Health Sci-
ences Centre). To my teacher, my mentor and the man
| owe my career as it is to, thank you. You have earned
your place where there are no hospitals and no NICUs,
where all the babies do is laugh and giggle and sleep.

“Though COVID-19 (C-19) has only been
a blight on our lives for three years, it
seems like a lifetime to many. While
collectively, we may be done with C-19, it
is far from done with us.”

Though COVID-19 (C-19) has only been a blight on our lives for
three years, it seems like a lifetime to many. While collectively, we
may be done with C-19, it is far from done with us.

At first, it seemed that the NICU (and PICU) would be spared the
carnage our adult ICU colleagues witnessed, and indeed, this has
been the case. Until now.

With each pandemic wave, we learned more about this virus, and
it would seem that C-19 learned much more about us. If actions
speak louder than words (or science!), an outside observer might
conclude that C-19 has learned a lot more about us than we have
about it. That public health messaging has been inconsistent, po-
litically influenced, and sometimes downright wrong has not been
helpful; this has been magnified by a myriad of influential mouth-
pieces spewing what can only be described as scientific garbage.
Worse, some of these mouthpieces are scientists and physicians.

It was not long before our obstetrical colleagues identified preg-
nant women as at risk for severe C-19 disease (1), but it did not
appear that the fetus was in danger. This assurance was short-
lived, and evidence now suggests that conclusion was wrong.
C-19 can severely damage the placenta (2) and has resulted in
an increase in stillbirths (and other maternal complications) follow-
ing C-19 infection during pregnancy (3). How and if the maternal
infection affects the newborn is less clear, but the evidence is not

painting a pretty picture.

Adverse neurological outcomes at up to 1.5 years of age have
been found in children born to C-19-infected mothers, although
the mechanism is unclear (4). This is in contrast to previous stud-
ies indicating that adverse neurological outcomes were rare and
may reflect C-19’s evolving from primarily pulmonary involvement
to vascular epithelial disease.

“Recently a C-19-infected mother
delivered a baby at the institution where
I practice. The baby was admitted to
NICU for “distress.” An echocardiogram
revealed two coronary arteries
completely clotted with accompanying
myocardial dysfunction. Myocardial
damage was irreparable, and the baby
died.”

Recently a C-19-infected mother delivered a baby at the institution
where | practice. The baby was admitted to NICU for “distress.” An
echocardiogram revealed two coronary arteries completely clot-
ted with accompanying myocardial dysfunction. Myocardial dam-
age was irreparable, and the baby died. This is an extremely rare
occurrence and cannot, in this case, be blamed on C-19 with any
certainty. Given the effects of C-19 on the vascular epithelium and
that it is known to alter cardiac DNA (5), the question of C-19’s
involvement, in this case, is valid in this author’s opinion.

Each C-19 mutation seems to bring something new to the virus’s
formidable arsenal, and recent mutations seem to produce more
severe diseases in children. Children’s hospitals across North
America are bursting at the seams, and in Ontario, adult ICUs are
being prepared to accept paediatric patients as young as 14. The
waitlists in children’s hospital emergency rooms may be well over
12 hours, and NICUs are admitting month-old babies because
there are no available PICU beds. Patients in PICU are, for the
most part, not there due to C-19. Or are they?

This brings us to RSV. In addition to the RSV season starting ear-
ly, RSV-infected children are being admitted to hospitals in record
numbers. The reason why may lead right back to C-19.
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We know that some viruses, measles, for instance, are immune-
suppressive (6). Like HIV, C-19 is both immune-suppressive
and immune-evasive (7,8). This has some researchers describ-
ing C-19 as “airborne HIV.” While the mechanisms of transmis-
sion and immune suppression/evasion are different, the result is
the same: increased susceptibility to other pathogens and a de-
creased ability to fight them. Even though newer C-19 variants do
not typically involve severe pulmonary infection, the virus does
damage the lungs, even in mild cases (not requiring hospitalisa-
tion) (9), back to RSV.

“This has some researchers describing
C-19 as “airborne HIV.” While the
mechanisms of transmission and
immune suppression/evasion are
different, the result is the same:
increased susceptibility to other
pathogens and a decreased ability to
fight them.”

Children who have recovered from C-19 infection are both more
susceptible to infection with a reduced ability to fight them and
may also have lung damage that exacerbates any pulmonary in-
fection. Logically, this leads to more children becoming infected
with RSV and more children with severe disease requiring hos-
pitalisation. Indeed, the RSV hospitalisation rate is much higher
this season than is typical, and many more are requiring PICU
care (10). Unfortunately, PCR testing for C-19 is ramping down
in many jurisdictions and is at the discretion of the attending clini-
cian. Therefore, empirical evidence of prevous C-19 infection in
RSV patients is lacking but begs further investigation to support
this premise.

As if C-19 and an early and severe RSV season were not bad
enough, flu season is also early this year and is predicted to be
severe (11). Currently, RSV/C-19 coinfection seems to be low and
did not result in severe disease (10), but as the season ramps up,
this may change. The small number of C-19/RSV coinfections in
the aforementioned study may be reassuring, but C-19’s uncanny
ability to change the game should temper that reassurance.

“The small number of C-19/RSV
coinfections in the aforementioned study
may be reassuring, but C-19’s uncanny
ability to change the game should
temper that reassurance.”

We in the NICU do not typically think about Influenza A (IA), but its
prevalence may be underestimated. Since there is no approved
flu vaccine for those under six months of age, these children are
at much greater risk of severe IA disease, and the best treatment

for these children is prevention. A flu shot during pregnancy be-
stows a significant advantage on the newborn infant. While in the
NICU, most infants are reasonably protected if within an incubator
or while on respiratory support.

“This season’s triple viral threat
threatens to cripple healthcare systems
already on the brink of collapse. A
recently published study examining
RSV/IA coinfection found that a hybrid
composed of both viruses was formed
even though RSV and IA are completely
different. This hybrid showed immune-
evasive capability and raised the
possibility of the emergence of a new
respiratory pathogen.”

This season’s ftriple viral threat threatens to cripple healthcare
systems already on the brink of collapse. A recently published
study examining RSV/IA coinfection found that a hybrid composed
of both viruses was formed even though RSV and IA are com-
pletely different. This hybrid showed immune-evasive capability
and raised the possibility of the emergence of a new respiratory
pathogen. It is not known how the hybrid virus behaves in the
presence of RSV prophylaxis.

This is particularly concerning. IAis an upper to middle respiratory
tract infection, whereas RSV travels more deeply into the lungs. A
hybrid virus may be able to bring influenza deep into the lungs re-
sulting in viral pneumonia. A pathology C-19 has shown to be very
difficult to treat (12). Since no RSV vaccine is currently available,
this also raises the question of whether or not a hybrid virus could
reduce the effectiveness of existing flu vaccines. C-19 has aptly
demonstrated that more hosts infected means more mutations,
particularly within immune-compromised patients who harbour ac-
tive viruses longer than those with fully functioning immune sys-
tems (13). A combined severe RSV and flu season would allow
both viruses to replicate in real life what has been seen in the lab.
Let us hope not.

To date, the NICU has been spared the brunt of C-19’s arsenal,
and although variants seem to be targeting younger people, that
may remain the case. We are more likely to face the sequelae of
gestational infection in newborns. And RSV.

As this is ostensibly a respiratory column, | would be remiss if |
were not to suggest that high-frequency jet ventilation is ideal for
treating RSV patients requiring mechanical ventilation. A low jet
rate is most helpful in clearing secretions.
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'@ ' @) l c PACI/LAC offers continuing
IJ@V b education for:

Perinatal Advisory Council:
Leadership, Advocacy and Consultation Continuing Medical

Education (CME)
California Registered Nurses

CONTINUING MEDICAL EDUCATION

The Continuing Education Department at PAC/LAC is pleased to consider requests to be a (C,:EU) . ,
joint provider of your CME activity. PAC/LAC is actively involved in direct and joint- Licensed Clinical Social
providership of multiple continuing education activities and programs and works with our Workers (LCSW)
partners to ensure the highest standards of content and design. PAC/LAC is the recipient of Licensed Marriage and
the 2018 Cultural & Linguistic Competency Award. This award recognizes a CME provider Family Therapists (LMFT)
that exemplifies the goal of integrating cultural and linguistic competency into overall program Licensed Professional
and |nFi|V|duaI actlwtps and/or a physplan y\{ho provides leadership, mentorship, vision, and Clinical Counselors (LPCC)
commitment to reducing health care disparities . :
Licensed Educational
Psychologists (LEP)
PAC/LAC is an accredited provider of continuing education by Accreditation Council for Certified Health Education
Continuing Medical Education / Institute for Medical Quality, the California Board of Specialists (CHES)
Registered Nursing, the California Association of Marriage and Family Therapists, the Continuing Respiratory Care
National Commission for Health Education Credentialing, and the American Association for Education (CRCE)
Respiratory Care.

To inquire about Continuing Education Joint-Providership opportunities for your event please visit our www.paclac.org
website and complete the online request form.

PAC/LAC’s core values for improving maternal and child health have
remained constant for over 30 years — a promise to lead, advocate and
consult with others.

Leadership

Providing guidance to healthcare professionals, hospitals and healthcare
systems, stimulating higher levels of excellence and improving outcomes
for mothers and babies.

Advocacy

Providing a voice for healthcare professionals and healthcare systems to
improve public policy and state legislation on issues that impact the
maternal, child and adolescent population.

Consultation

Providing and promoting dialogue among healthcare professionals with the
expectation of shared excellence in the systems that care for women and
children.

NEONATOLOGY TODAY is interested in publishing manuscripts from Neonatologists,
Fellows, NNPs and those involved in caring for neonates on case studies, research results,
hospital news, meeting announcements, and other pertinent topics.

Please submit your manuscript to: LomalLindaPublishingCompany@gmail.com
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Featured Conference: Agenda for the Virtual 39t
Annual Advances in Therapeutics and Technology:
Critical Care of Neonates, Children, and Adults

Donald Null, MD, Mitchell Goldstein, MD, Arun Pramanick, MD

Wednesday, January 11, 2023

Time Title Speaker
7:00am Registration and Refreshments
Presentations: Moderated by
8:00am Opening Remarks Donald Null, MD
Emeritus Professor of Pediatrics
University of Utah
Tribute to Tom Harris
8:15am Tom Harris Donald Null, MD
8:25am Tom Harris Arun Pramanik, MD, DCH, FAAP, FIAP
Professor of Pediatrics
LSU Health, Shreveport, LA
8:35am Tom Harris Mitchell Goldstein, MD, MBA, CML
Professor of Pediatrics, Loma Linda
University School of Medicine
8:45am Special Lecture Bert Bunnell, ScD
40 Years of HFV- What’s Next? Adjunct Associate Professor
University of Utah
9:30am Update on RSV and COVID Mitchell Goldstein, MD, MBA, CML
10:30am BREAK
10:50am Abstract TBD
11:00am Special Lecture Jonathan Klein, MD
High Frequency Jet Ventilation; A First Intention Approach for Professor of Pediatrics, Medical
Infants Born at 22 to 25 weeks Gestation Director NICU
University of lowa
12:00pm LUNCH
1:00pm Special Lecture Donald Null, MD
Use of the TXP during Transport of VLBW and ELBW Newborns
2:00pm Abstract TBD
2:10pm Abstract TBD
2:20pm Abstract TBD
2:30pm Special Lecture Ashwini Lakshmanan, MD, MS, MPH
Follow Up of ELBW Newborns with Parent Focused Priorities & Associate Professor, Department of
Outcomes Health Systems Science
Kaiser Permanente Bernard J. Tyson
School of Medicine
3:30pm- BREAK
3:50pm
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39" Annual Conference
Advances in Therapeutics and Technology: Critical Care of Neonates, Children, and Adults
DoubleTree by Hilton Hotel Ontario Airport, CA

3:40pm Abstract TBD
3:50pm Abstract TBD
4:00pm Special Lecture Jochen Profit, MD, MPH
Optimizing Quality & Equity in Newborns in California the CPQCC | Professor of Pediatrics (Neonatology)
Experience Stanford University School of
Medicine

*Agenda is subject to change without notice.




39" Annual Conference

Advances in Therapeutics and Technology: Critical Care of Neonates, Children, and Adults

DoubleTree by Hilton Hotel Ontario Airport, CA

Thursday, January 12, 2023

Time Title Speaker
7:00am Registration and Refreshments
Presentations: Moderated by
8:00am Special Lecture Arun Pramanik, MD, DCH, FAAP, FIAP
Controversies and Update on the Diagnosis and Management of
NEC
9:00am Special Lecture Amy B. Hair, MD
Nutritional Management of the Nano Preterm Infant Associate Professor
Program Director of Neonatal
Nutrition
Co-Director of NICU Intestinal Rehab
Team
Director of MCH Neonatal Nutrition
Training Program
Division of Neonatology
Department of Pediatrics
Baylor College of Medicine
Texas Children's Hospital
10:00am Abstract TBD
10:10am Abstract TBD
10:20am Abstract TBD
10:30am
10:50am Abstract TBD
11:00am Special Lecture Jeffrey Fineman, MD
Management of Post Discharge BPD and PPHN neonates and Medical Director, Pediatric Critical
Pediatric Patients with Pulmonary Hypertension Care
UCSF Benioff Children’s Hospitals
San Francisco, California
12:00pm
1:00pm Recurring Workshops Cardiac US: Dr. Yogen Singh, Dr.
2:20pm Cardiac US and Lung US Rangasamy Ramanathan, Dr.
3:40pm Mahmood Ebrahimi and Dr. Shahab
Noori
Lung US: Dr. Amy Yeh, Dr. Jennifer
Shepherd, and Dr. Belinda Chan
3:00pm-
3:20pm

*Agenda is subject to change without notice.




39t Annual Conference
Advances in Therapeutics and Technology: Critical Care of Neonates, Children, and Adults
DoubleTree by Hilton Hotel Ontario Airport, CA

1:00pm Workshops
1:40pm High Frequency Nasal CPAP Donald Null, MD
2:20pm
3:00pm
3:40pm
4:20pm

*Agenda is subject to change without notice.




39th Annual Conference

Advances in Therapeutics and Technology: Critical Care of Neonates, Children, and Adults
DoubleTree by Hilton Hotel Ontario Airport, CA

Friday, January 13, 2023

Time Title Speaker
7:00am Registration and Refreshments
Presentations: Moderated by
8:00am Abstract TBD
8:10am Abstract TBD
8:20am Abstract TBD
8:30am Special Lecture Colleen A. Kraft, MD, MBA, FAAP
Technology Education Competencies in Pediatric Residency Professor of Pediatrics
Keck School of Medicine at the
University of Southern California
Division of General Pediatrics
Children's Hospital Los Angeles
2018 President, American Academy
of Pediatrics
9:30am Robert A deLemos Memorial Lecture Rangasamy Ramanathan, MD.
Hypoxemic Respiratory Failure in very Preterm, Late Preterm & Professor of Pediatrics
Term Newborns: Diagnosis and Management Considerations Division Chief, Division of Neonatal
Medicine, LAC+USC Medical Center
& PH Good Samaritan Hospital
Director, NPM Fellowship & NICU
Director, Neonatal Hemodynamics
Program & Neonatal Respiratory
Therapy Services, LAC+USC Medical
Center
Keck School of Medicine of USC
10:30am
10:50am Abstract TBD
11:00am Special Lecture Yogen Singh, MBBS, MD
Discover the Magic of Point of Care Ultrasound A Focus on Hocus | Professor, Pediatrics, Neonatology
Pocus Part 2 Division, Loma Linda University
School of Medicine
12:00pm
1:00pm- Special Symposium Andriy Batchinsky, MD
3:15pm Trauma and Critical Care in an Austere or Out of Hospital Professor, Director of Department of
Environment Translational Medicine
University of the Incarnate Word
School of Osteopathic Medicine
3:15pm-
3:35pm

*Agenda is subject to change without notice.




39" Annual Conference

Advances in Therapeutics and Technology: Critical Care of Neonates, Children, and Adults
DoubleTree by Hilton Hotel Ontario Airport, CA

3:25pm Abstract TBD
3:35pm
3:50pm Special Lecture Stephen Derdak, DO
Development of Pulmonary Hypertension on ECMO: Etiologies, Clinical Professor of Medicine
Clinical Diagnosis and Management Pulmonary/Critical Care Medicine
University of Texas Health Science
Center at San Antonio San Antonio,
TX
4:50pm Conference Summary Donald Null, MD

*Agenda is subject to change without notice.
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Professor of Pediatrics
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Division of Neonatology
Department of Pediatrics
Louisiana State University
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FIMINDATION

Thirteen-vear-old Emily Rose Shane was tragically murdered on April 3. 2010 on
Pacific Coast Highaway in Malibu, CA. Our foundation exists to honor her memory.

August 9, 1996 - April 3, 2010 '

Each year, the Emily Shane Foundation SEA(Successful Educational Achievement)
Program provides academic and mentoring support to over 100 disadvantaged middle
school students who risk failure and have no other recourse. We have served over 700

children across Los Angeles since our inception in the spring of 2012. Due to the
COVID-19 outbreak, our work is in jeopardy, and the need for our work is greatly
increased. The media has highlighted the dire impact online learning has caused for the
very population we serve; those less fortunate. We need your help now more than
ever to ensure another child is not left behind.

Make a Difference in the Life of a Student in Need Today!
Please visit emilyshane.org

Sponsor a Child in the SEA Program

The average cost for the program to provide a mentor/ tutor for one child is listed below.

1 session $15

1 week $30

1 month $120

1 semester $540

1 year $1,080
Middle School $3,240

he Emily Shane Foundation s a s5o1(c)g nonprofit charity, Tox i & 27-3780582. Our flugship SEA (Successful Edveational Achievement)
oG ram g urigie edncational inttlative that provides essentiol mentoring/tutoring to disadvantaged middle school children across Los
Angeles and Ventura counties, All proceeds directly fund the SEA Progrom, making a difference in the lives of the students e serpe,
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Icahn
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In cooperation with the Mount Sinai Light and Health N i 3
Research Center (LHRC), the National Lighting Bureau (NLB) presents: -

MATIONAL LIGHTING BUREAL

Let’s Talk About Lightand Health ~—

Join a monthly Q&A following interviews with experts in light and health
Hosted by Randy Reid of the NLB; produced by Allison Thayer of the LHRC

Last Monday of each month at 12:00 PM, ET

Your daily light: How does light impact your health?

Mariana Figueiro, PhD Sponsored by LEDVANCE
E==pZsl Out of the womb: Lighting up the NICU
Robert White, MD Sponsored by GE Current

YIARIZSE A new kind of lullaby: Robust light/dark pattern for babies
Sofia Axelrod, PhD

INEe¥2el Hold the coffee: Perking up the office with light

Bryan Steverson, MA

YIN@ZEN Skip the nap: Consolidating sleep for older adults
Mariana Figueiro, PhD

BIONZVEl Fee-fi-fo fungicide: Light as a natural pesticide
David Gadoury, PhD

NU/ZIsEl It’s a complicated world out there: Exposomics and light
Robert Wright, MD, MPH

NBCRZCR Safety first: Making driving less lethal

John Bullough, PhD Sponsored by GE Current
Sl Beyond the visible: UV disinfection
Bernard Camins, MD Sponsored by GE Current

GGIRCIM Let’s get deep: Lighting in submarines

Commander Christopher Steele, PhD

NONZSE Equal lights: Projects focused on health equity
Charles Jarboe, MS

BIEGNICE Not your typical design: Circadian-effective lighting
Allison Thayer, MS

Sponsor a topic Register today
Contact Randy Reid at randy@nlb.org https://lightandhealth.eventbrite.com
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Affordable Secure Solutions.

Kelly Welton, BA, RRT-NPS

Those were some fun times, the 80s. Things that immediately
come to mind when | think of the 80s are:

. Big hair
. Strange oulffits

. Dancing in the clubs until late to keep my body on night shift
when scheduled off

And most notably: The ability to walk into a hospital without a se-
curity check.

“In the 90s, | started doing side work as
clinical support for ventilator companies.
My first dealing with hospital security

was at an inner-city hospital. | was there

to demonstrate a ventilator with a HeliOx
attachment, an odd-looking piece of
equipment that required much explanation
to the security team.”

In the 90s, | started doing side work as clinical support for ventila-
tor companies. My first dealing with hospital security was at an
inner-city hospital. | was there to demonstrate a ventilator with a
HeliOx attachment, an odd-looking piece of equipment that re-
quired much explanation to the security team. At the same time,
I had brought my lunch — thinking nothing of it, | had packed a
whole mango and a large knife to cut and peel it with. Yep, you
guessed it —the knife went through undetected, but the Heliox
piece somehow seemed more of a threat, requiring a senior secu-
rity officer to clear me.

Meanwhile, at other hospitals, | could walk in and knock on an RT
director’s door without a hitch.

Then, one day at UCLA Medical Center— | had not been there in
a while — there was a long line to get in. | was there to give an
in-service on the same ventilator and its Heliox contraption. Even
with my ventilator company official badge, it took a long time to
explain the gadget and get through.

Then, one day my vent company announced that the security
process would be streamlined. A new system was being born, a
centralized company — let us call them Security Company A - that
would put me in a database with all my info. As long as | kept up
with their education requirements (Think: Infection Control) and
each member hospital’s policies and procedures, all | had to do
was show up, pass the long security line and get to the vendor’s
area, log in, and presto! A sticky badge was printed with my pic-
ture, name, and company. Sweet!

“As long as | kept up with their education
requirements (Think: Infection Control)
and each member hospital’s policies and
procedures, all | had to do was show up,
pass the long security line and get to the
vendor’s area, log in, and presto! A sticky
badge was printed with my picture, name,
and company. Sweet!”

This new ‘system’ made me re-take all kinds of competencies
and review specific policies and procedures that each hospital
deemed necessary. Topics included Fire Safety, Code Silver, and
even some policies on liquid oxygen systems.

My ventilator company paid for my time to get these items done
and paid the annual fee for me.

This seemed to go along well until | went to a hospital that be-
longed to a different hospital system — one that did not accept Se-
curity Company A’s credentials. This hospital needed pre-sales
in-service and education. And they were using a new competitor
of Security Company A.

Security Company B had similar requirements: Background
check, re-take some tests, and review said hospital’s selected
policies and procedures. My vent company again paid for my time
to complete these and the fee to get me into that hospital system’s
facilities.

Fast forward to today. As an educator with my own company now,
| can often get by with just a visitor’'s badge at security, as | am
there at the facility’s request to teach.

| recently posted a poll and asked medical device reps how many

NEONATOLOGY TODAY is interested in publishing manuscripts from Neonatologists,
Fellows, NNPs and those involved in caring for neonates on case studies, research results,
hospital news, meeting announcements, and other pertinent topics.

Please submit your manuscript to: LomalLindaPublishingCompany@gmail.com
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different security companies they had to clear to do their job. Ev-
eryone answered, “three or more.” | asked a sales rep friend who
covers two states — how many security systems does he belong SUPPORTING

07 KANGAROO CARE

“ Sales and support reps could spare SKIN-TO-SKIN CARE
themselves the boredom of taking another
handwashing course. The money saved COVID-19
could be spent on health education or
research—things that advance US health
and our healthcare.”

DURING

GET INFORMED
ABOUT THE

RISKS + BENEFITS

work with your medical
team to create a plan

If each Security Company requires eight or more hours annually
of education time, plus the annual fee, and the average sales
rep belongs to 3 or more systems, the average annual price for
ONE rep to walk into a hospital and do their job is approximated

at $3500. Multiply this by the number of medical device reps we

have in this country, and... now you know why healthcare is so GET CLEAN
expensive. Recently, the Powerball prize was in excess of One WASH YOUR HANDS,
Billion dollars. Musing about what we might do with an extra bil- ARMS, and CHEST

lion, | thought, “Hey - let’s buy out ALL the Security Companies, A,
B, C, etc., and just have ONE that works for every US sales rep!”
Medical device companies would save millions annually. Sales
and support reps could spare themselves the boredom of taking
another handwashing course. The money saved could be spent
on health education or research—things that advance US health
and our healthcare.

with soap and water for
20+ seconds. Dry well.

PUT ON
FRESH CLOTHES

change into a clean

Disclosures: The author has no conflicts noted.

NT gown or shirt.
Corresponding Author
IF COVID-19 +
WEAR A MASK
- and ask others to
Kelly Welton, BA, RRT-NPS hold your baby when
President, you can't be there
Academy of Neonatal Care
La Quinta, California, United States %
Website: www.AcademyofNeonatalCare.or : =
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There's new information and rulings on safe

sleep. Are you ready to speak with your patients?

/' Bring First Candle's
\ Straight Talk for Infant
Safe Sleep program to
h\ ,.:P your hospital so that
g everyone is up to date
on the latest
information from the
& AAP on safe sleep and
| the CPSC on safe

E"H ‘ roducts.
For more information contact Barb Himes : fITSt

at barb@firstcandle.org candle
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Coping with Grief and its Triggers, Whether
Immediate or Prolonged

Barb Himes, CD

first
candie

Saving babies. Supporting families.

different levels of the past. In March 2022, the American Psychi-
atric Association (APA) released the fifth edition of the Diagnostic
and Statistical Manual of Mental Disorders (DMS-5), which now
includes an entry for Prolonged Grief Disorder. This may be di-
agnosed for adults experiencing symptoms of grief for more than
a year following the death of a loved one. The symptoms may
include emotional distress and difficulties carrying out daily activi-
ties.

First Candle's efforts to support families during their
most difficult times and provide new answers to help
other families avoid the tragedy of the loss of their baby
are without parallel.

“This classifying longer-than-a-year grief as
a disorder has prompted some discussion
within the healthcare community; the DMS-
5 inclusion may help improve access to
insurance coverage, but there is also a
concern that calling it a disorder may not
accurately reflect an individual’s own way
of coping with such a death.”

“The holiday season is a time of year for
gathering, celebrating, and looking to the
coming year, but it can also be a time filled
with potential triggers for individuals and
families who have suffered a loss.”

The holiday season is a time of year for gathering, celebrating,
and looking to the coming year, but it can also be a time filled with
potential triggers for individuals and families who have suffered a
loss.

For maternal and infant health care providers, this may mean
helping parents who have lost an infant and are grappling with
confusion, guilt, and grief and wondering if they will ever be happy
again or if they should have another child.

The cause of this grief could be immediate, but it could also be in

3 —
’ — Toeyery NICU
' s -

' | nurse who has
“cared for these
préﬁinus babies =

i
, l'c | We say..
' “"‘I‘hank you.”

ﬂ!*fmt
; mcand

This classifying longer-than-a-year grief as a disorder has prompt-
ed some discussion within the healthcare community; the DMS-5
inclusion may help improve access to insurance coverage, but
there is also a concern that calling it a disorder may not accurately
reflect an individual’'s own way of coping with such a death.

In a recent New York Times article (1), author Jill Balosky, who lost
a family member to suicide, agreed, declaring that “grief is a for-
ever thing.” At First Candle, we have seen that even if parents are
able to resume their daily lives, the grief of losing an infant never
goes away, even after many years.

Suggested treatments for Prolonged Grief Disorder involve ele-
ments of cognitive behavioral therapy (CBT) as well as bereave-
ment support groups. First Candle has found through its bereave-
ment work that support groups can indeed fill a need and that it is
helpful to offer different forms of support, enabling individuals to
choose which is most comfortable for them:

. Grief line. This can offer one-on-one support, access to ma-
terials, and local support services where they are available.

Did you know that premature and low birth
weight babies have a 4x greater risk for SIDS?

At First Candle we're educating parents, grandparents
and caregivers about safer sleep to make sure all babies
reach their first birthday. Learn more at firstcandle.org
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. Bereavement library. Resources on surviving the sudden
death of a baby and guidance on coping with anniversaries,
birthdays, holidays, and considerations about having anoth-
er child.

. Peer-to-peer online support groups. A safe and support-
ive environment for individuals and families to talk about
pregnancy and infant loss. The groups provide an empathet-
ic outlet for feelings of grief, anger, anxiety, and depression,
with shared personal experiences, emotional comfort, and
moral support. There are different groups for Sudden Unex-
pected Infant Death (SUID), stillbirth, and miscarriage.

The APA also notes that those suffering from Prolonged Grief Dis-
order may not seek help independently. This can be true whether
the loss is recent or not; some individuals may need a healthcare
provider’s intuitive help in recognizing their emotional situation
and in understanding the benefits of accepting help.

“The APA also notes that those suffering
from Prolonged Grief Disorder may not
seek help independently. This can be

true whether the loss is recent or not;

some individuals may need a healthcare
provider’s intuitive help in recognizing their
emotional situation and in understanding
the benefits of accepting help.”

This type of counseling may be challenging for some profession-
als who may not have training in bereavement support and whose
focus has been on saving lives, not death. But some simple ap-
proaches can help both the provider and the individual work to-
gether. Some may not be needed if the death is not in the moment
or recent, and some will still be relevant if the individual is still
suffering after some time.

. Listen. If the individual wishes, let them talk and then fully
listen.

. Be open and sincere. “| care and am here for you.” “I am
so sorry.”

. Recognize. Say the baby’s name.

. Offer keepsakes. A lock of hair, foot, and handprints, pic-
tures.

. Avoid clichés. “It's God’s will.” “God needed another angel.”
“At least you have your other children.”

. Explain. Share what may happen next (e.g., if SUID: au-
topsy, coroner, funeral, etc.)

. Identify grief support resources. This could be a local
support group, a hospital chaplain, or a First Candle support
service.

There are also suggestions that we have found to be helpful, es-
pecially during the holidays:

. Sometimes the anticipation around an impending holiday is
worse than the day itself turns out to be.

. It is also a helpful idea to have a personal plan that includes:
o Getting plenty of rest
o Exercising
o Making time for yourself or the things you enjoy
o Being kind to yourself

o Doing what you are comfortable with and declining invi-
tations you are not

Other elements to consider are:
. Do not be afraid to change traditions or add to existing ones
) Light a candle

. Add a special ornament or decoration in memory of your
baby

. Donate a book to a hospital, church, or public library
. Volunteer during the holidays

And, in general, being fully engaged with an individual or with
families may help the professional understand in which directions
their interactive discussions and support may go. While there may
be feelings of guilt, anger, fear, and depression common to all,
everyone processes grief differently. Infant death can have an im-
pact on the parents’ relationship, on the immediate and extended
family, and also on the health care providers themselves.

“And, in general, being fully engaged with
an individual or with families may help

the professional understand in which
directions their interactive discussions

and support may go. While there may be
feelings of guilt, anger, fear, and depression
common to all, everyone processes grief
differently.”

And providers may see a new flare-up of grief when certain trig-
gers, such as holidays, occur.

There is no timetable for the cessation of grief.

References:

1.  Grief Is A Forever Thing, The New York Times. https://www.
nytimes.com/2022/11/27/opinion/prolonged-grief-suicide.
htmi?searchResultPosition=1
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Neonatology Today's now has a digital presence. The site
is operational now and defines the future look of our digi-

tal web presence. By clicking on this_https://www.neona-

tologytoday.org/web/., researchers can download individual
manuscripts both in digital format and as part of the original

PDF (print journal). While the PDF version of Neonatology
Today will continue in its present form, we envision that the
entire website will be migrated to this format in the next sev-
eral months. We encourage you to take a look, "kick the
wheels," and let us know where we still need to improve..
We are working towards making the website more function-
al for subscribers, reviewers, authors and anyone else. Al-
though we have not yet applied for inclusion in the National
Library of Medicine Database (Pub-Med), this new format
meets several of the important metrics for this ultimate goal.
As of December, 2020, NT has its own account with Cross-
Ref and will assign DOI to all published material.

About First Candle

First Candle, based in New Canaan, CT, is a 501¢ (3) commit-
ted to eliminating Sudden Infant Death Syndrome and other
sleep-related infant deaths while providing bereavement sup-
port for families who have suffered a loss. Sudden unexpected
infant death (SUID), which includes SIDS and accidental suf-
focation and strangulation in bed (ASSB), remains the leading
cause of death for babies one month to one year of age.

As we indicated last month, we look forward to a number of
new features as well.

1.  An online submission portal: Submitting a manuscript on-
line will be easier than before. Rather than submitting by
email, we will have a devoted online submission portal that
will have the ability to handle any size manuscript and any
number of graphics and other support files. We will have an

P ' ' R I '. online tracking system that will make it easier to track manu-
o s p ﬂ r u m evo u Io n scripts in terms of where they are in the review process.
) @ANGELINASPICER 2. Reviewers will be able to review the manuscript online. This

portal will shorten the time from receipt of review to getting
feedback to the submitting authors.

3.  An archive search will be available for journals older than
2012.

4. A new section called news and views will enable the sub-
mission of commentary on publications from other journals
or news sources. We anticipate that this will be available as
soon as the site completes the beta phase

5.  Sponsors will be able to sign up directly on the website and
submit content for both the digital and PDF issues of Neo-
natology Today.

Neonatology Today will continue to promote our Academic
True Open Model (ATOM), never a charge to publish and
never a charge to subscribe.

If there are any questions about the new website, please
email Dr. Chou directly at:

fu-sheng.chou@neonatologytoday.net
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IAdvocates Urge the FTC to Investigate GPOs’ Impacts on Drug, Medical Equipment Shortages and Rising Healthcare Costs
NOVEMBER 22, 2022 PRESS RELEASE

\Washington, D.C. — A coalition of 9 advocacy organizations today wrote to the Federal Trade Commission, urging the agency to in-
vestigate group purchasing organizations’ under-appreciated role in diminishing medical supply market resilience, weakening patient
care, and threatening national security.

“Take a look at the FDA website, and you'll see scores of essential drugs that are in short supply. Doctors and their patients even have
trouble getting medications as crucial as amoxicillin, which is totally unacceptable,” said Sara Sirota, Policy Analyst at the American
Economic Liberties Project. “Federal regulators at the FTC must investigate the little-known middlemen in medical supply markets
called group purchasing organizations. This industry is so concentrated after years of mergers and acquisitions, that just three com-
panies control about 90% of $250 billion in hospital purchases annually, all the while accepting kickbacks from suppliers with next to
no oversight.”

Group purchasing organizations (GPOs) negotiate procurement contracts for hospitals, nursing homes, and other providers. Thanks
to a government-sanctioned exemption from the federal Anti-Kickback Statute, GPOs can make manufacturers to pay up if they want
to sell their products while forcing providers to buy from certain suppliers at locked prices regardless of market conditions. Right now,
glaring shortages in medical equipment markets, skyrocketing healthcare costs, and over-reliance on sole-sourced, overseas produc-
tion jeopardize patient safety and national security, especially by incentivizing dependence on Chinese manufacturing of key medical
supplies.

The letter argues that GPOs play a key and under-scrutinized role in fostering and exacerbating shortages and the offshoring of pro-
duction, while their influence on costs remains chronically under-analyzed. The FTC has not conducted a study into this consolidated
sector and its relationship with medical shortages, but the commission has the authority to fill this gap by conducting a 6(b) study — a
similar action that the Commission took to investigate pharmacy benefit managers. In addition to the American Economic Liberties
Project, the letter is cosigned by Center for Economic and Policy Research, Demand Progress Education Fund, Free to Care, Our
Revolution, Physicians Against Drug Shortages, Practicing Physicians of America, Public Citizen, Revolving Door Project.

Learn more about Economic Liberties here.

HiHE

The American Economic Liberties Project works to ensure America’s system of commerce is structured to advance, rather than under-
mine, economic liberty, fair commerce, and a secure, inclusive democracy. Economic Liberties believes true economic liberty means|
entrepreneurs and businesses large and small succeed on the merits of their ideas and hard work; commerce empowers consumers,
workers, farmers, and engineers instead of subjecting them to discrimination and abuse from financiers and monopolists; foreign trade

arrangements support domestic security and democracy; and wealth is broadly distributed to support equitable political power.

NEONATOLOGY TODAY is interested in publishing manuscripts from Neonatologists,
Fellows, NNPs and those involved in caring for neonates on case studies, research results,
hospital news, meeting announcements, and other pertinent topics.

Please submit your manuscript to: LomalLindaPublishingCompany@gmail.com
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November 22, 2022

Federal Trade Commission
600 Pennsylvania Avenue NW
Washington, DC 20580

CC:

Commissioner Robert M. Califf
Food and Drug Administration
10903 New Hampshire Avenue
Silver Spring, MD 20993

Dear Chair Khan, Commissioner Phillips, Commissioner Slaughter, Commissioner Wilson, and
Commissioner Bedoya:

We write to urge the Federal Trade Commission (FTC) to investigate the monopolistic middlemen
in the healthcare supply chain known as group purchasing organizations (GPOs). Right now,
glaring shortages in medical equipment markets, skyrocketing healthcare costs, and overreliance
on sole-sourced, overseas production jeopardize patient safety and national security, especially our
dependence on Chinese manufacturing of key medical supplies. We believe GPOs play a key and
under-appreciated role in fostering and exacerbating shortages and the offshoring of production,
while their influence on costs remains chronically under-analyzed. The FTC has not conducted a
study into this consolidated sector and its relationship with medical shortages, but the commission
has the authority to fill this gap by conducting a study under section 6(b) of the FTC Act (15 U.S.C.

§ 46(b)).

Group purchasing organizations negotiate procurement contracts for pharmaceuticals and medical
supplies on behalf of hospitals and other healthcare providers, serving as industry middlemen who
neither manufacture medical equipment and goods nor directly provide health care. By leveraging
the collective supply needs of their member hospitals, nursing homes, and other health care
providers, GPOs have the power to exert greater bargaining power and obtain better contract terms
for buyers. But decades of consolidation and regulatory exemptions have given them monopsony
negotiating leverage, allowing them to obstruct the competition of a functioning market. For
example, GPOs accept what are effectively kickbacks from suppliers, creating a pay-to-play
scheme in the medical equipment market. GPOs also lock their members into sole-sourced
purchases and vendors into fixed prices, preventing from making organic adjustments in response
to either their own costs or health care needs. What’s more, they generate exorbitant profits for
owners at the expense of the public interest. And despite representing hundreds of billions of
dollars in procurement annually, much of which is paid for by Medicare, Medicaid, and other
government programs, GPOs face next to zero oversight or transparency standards.

Over several decades, many government agencies and media watchdogs have expressed concern
with GPOs’ sway over the industry and the extent to which they actually reduce costs. Most
recently, 60 Minutes ran a news segment exposing how they create shortages of essential drugs



such as pediatric chemotherapy medication.! In response to President Joe Biden’s executive order
on U.S. supply chain risks last year, the White House reported that GPO contracting methods,
especially sole-sourced agreements, may lead to reduced competition among medical suppliers.?
The U.S. Food and Drug Administration also reported in 2020 that GPO schemes leave suppliers
with such low profit margins that they do not have sufficient resources to invest in production or
excess capacity.’ Meanwhile, a 2010 Senate Finance Committee report ordered by then-Ranking
Member Sen. Charles Grassley (R-lowa) found that limited data exists to verify whether GPOs
achieve savings for buyers.*

This letter will first explain the main features of the group purchasing organization industry, its
level of consolidation, and the conflicts of interest inherent in the current business model. Second,
it will detail how GPOs contribute to medical shortages and the offshoring of the manufacturing
for critical medical equipment and products. Third, it will detail the history of the GPO industry,
showing the policy changes and process of consolidation that created the perverse incentives and
harms that we see today. We close by identifying the core features of the GPO industry and
business model that should be investigated through a 6(b) study.

Section I: The Group Purchasing Organization Industry

What are Group Purchasing Organizations?

GPOs pool the collective buying power of hospitals, nursing homes, and other healthcare providers
to negotiate procurement contracts with manufacturers for everything from surgical masks and
gloves to prescription drugs. When a GPO signs a contract with a supplier, the members it
represents can then use that contract to buy a designated product at the negotiated price over a
specified timeframe. GPOs may bundle several products from one or multiple vendors in a single
contract, supposedly negotiating a discounted price for the group. But the extent of these discounts
in reality is unclear. As then-Senators Mike DeWine, R-Ohio, and Herb Kohl, D-Wis., warned
Defense Secretary Donald Rumsfeld in 2003, the benchmarks that GPOs use to demonstrate
savings are based on a manufacturer’s list price, which hospitals rarely use.’

GPOs are typically for-profit entities that are either owned by their hospital members or have
contracting arrangements with them, which may include participation fees charged to the members

! Bill Whitaker, “Medical Middlemen: Broken system making it harder for hospitals and patients to get some life-
saving drugs,” 60 Minutes, May 22, 2022, https://www.cbsnews.com/news/generic-drugs-pharmaceutical-
companies-60-minutes-2022-05-22/.

2 “Building Resilient Supply Chains, Revitalizing American Manufacturing, and Fostering Broad-Based Growth:
100-Day Reviews under Executive Order 14017,” The White House, June 2021, https://www.whitehouse.gov/wp-
content/uploads/2021/06/100-day-supply-chain-review-report.pdf.

3 “Drug Shortages: Root Causes and Potential Solutions,” U.S. Food and Drug Administration, February 21, 2020,
https://www.fda.gov/media/131130/download.

4 “Empirical Data Lacking to Support Claims of Savings With Group Purchasing Organizations,” Senate Finance
Committee Minority Staff Report, September 24, 2010, https://www.grassley.senate.gov/imo/media/doc/2010-09-
24-GPO-Report.pdf

> Mike DeWine and Herb Kohl, Letter from Sens. Mike DeWine and Herb Kohl to Defense Secretary Donald
Rumsfeld, May 2, 2003,
https://nebula.wsimg.com/2c05bf026ed6c9ae9cd03339d59efe78?AccessKeyld=62BC662C928C06F7384C&disposi
tion=0&alloworigin=1.




for using the GPO’s services. However, GPOs earn most of their money by charging contract
administrative fees to suppliers, rather than revenue from members. These fees are typically
calculated as a percentage of a given product’s price — which is claimed to be on average less than
3%, though at times have effectively risen above 50% through a chain of ancillary fees — and the
GPOs are legally obligated to disclose them annually to members. The manufacturer pays the
administrative fees when a purchase is made off the contract. Generally speaking, the fees greatly
exceed operating costs, and the GPOs often, though not always, distribute part of the excess sum
back to the buyer.®

Beyond administrative fees, manufacturers may pay advertising and licensing fees to GPOs in
order to, for example, market their products under the GPO’s brand name. GPOs also sponsor
events for hospital members and offer educational grants. In addition to suppliers, GPOs raise
revenue from distributors, which typically pay no more than 3% of the total invoice price. A
portion of these gains may also be distributed back to members. However, as detailed below, GPOs
have a history of adding a range of other hidden fees charged to the manufacturer that inflate these
costs, and hospitals do not always account for these fees when reporting their supply costs to
Medicare, leading the government to pay more than it’s supposed to.’

Furthermore, much of the revenue that GPOs make doesn’t necessarily go towards offsetting
hospitals’ purchasing costs. Instead, hospital executives are accustomed to seeing funds that are
trickled back instead go towards their salaries.® This kind of slanted interest is what led a pension
fund in March 2022 to sue the board and current and former CEOs of the publicly traded GPO,
Premier, the largest in the country. The fund alleged that the board and CEOs overpaid Premier’s
pre-initial public offering investors — its member-owners — by more than $200 million as part of
what’s called a tax receivable agreement.’

Consolidation among GPOs

The GPO sector is dominated by just a few corporations. Three GPOs — Vizient, Premier, and
HealthTrust — manage procurement for 90% of medical equipment today, leaving health care
providers and small producers with little bargaining power. '° “If you refuse to sell through a group

® Phillip L. Zweig, “White Paper: A Cost Analysis of the 1987 Medicare Anti-kickback Safe Harbor for Group
Purchasing Organizations and Pharmacy Benefit Managers,” Physicians Against Drug Shortages, February 15,
2021,
https://nebula.wsimg.com/cd1702b03dd5bdcbf25da39704c4045¢?AccessKeyld=62BC662C928C06F7384C&dispos
ition=0&alloworigin=1.

7 “Empirical Data Lacking to Support Claims of Savings With Group Purchasing Organizations,” Senate Finance
Committee, September 24, 2010,

https://nebula.wsimg.com/32ce499df16ad66aedelee5Sbded7d2a0? AccessKeyld=62BC662C928C06F7384C&disposi
tion=0&alloworigin=1.

8 Phillip Zweig and Frederick Blum, “Where Does the Law Against Kickbacks Not Apply? Your Hospital,” Wall Street
Journal, May 7, 2018, https://www.wsj.com/articles/where-does-the-law-against-kickbacks-not-apply-your-
hospital-1525731707.

® Mike Leonard, “Premier Inc. Board Sued Over $474 Million Payout to Insiders,” Bloomberg Law, March 16, 2022,
https://nebula.wsimg.com/2c067980ccf8c874b6dc77596ddb8e7b?AccessKeyld=62BC662C928C06F7384C&disposi
tion=0&alloworigin=1.

10 “Medical Middlemen: Broken system making it harder for hospitals and patients to get some life-saving drugs.”




purchasing organization, or through drug wholesalers, you will not exist,” Bill Simmons, a former
generic drug executive, told 60 Minutes in May 2022. “You are out.”!!

As such, GPOs are gatekeepers to the largest medical buyers in the United States; a manufacturer
looking to sell its products in the health care market has little other choice but to partner with them.
Indeed, the Government Accountability Office reported in 2010 that hospitals across the country
make about 73% of their nonlabor purchases through a GPO contract. Although there are hundreds
of GPOs in the United States, hospitals on average have membership in two to four companies.'?

Since then, the industry has only consolidated further. Vizient formed in 2015 when VHA Inc.,
University HelathSystem Consortium, and Novation combined; it then acquired a MedAssets
subsidiary in 2016 and Intalere (formerly Amerinet) in 2021. It is now the largest GPO in the
country with more than $100 billion in purchasing volume, putting its procurement budget on a
similar scale with the Pentagon.!® Premier acquired Greater New York Hospital Association’s
GPO subsidiary in 2020. It is today the second-largest GPO in the country with at least $69 billion
in purchasing volume.!'* HealthTrust is the third largest, boasting more than $20 billion in
purchasing volume.'® These major GPOs have also acquired a number of other smaller companies
over the years to achieve their current purchasing power. The FTC has not challenged any of these
mergers.

Conflicts of Interest

The vendor-based revenue setup creates perverse incentives for GPOs to guarantee greater returns
by locking members into long-term contracts with incumbent suppliers. GPOs purport to use
competitive bidding strategies, but there have nevertheless been examples of sole-sourced, long-
term deals, such as when GPOs Premier and Novation, now known as Vizient, awarded such
contracts to an incumbent oximeter company, undermining a superior, life-saving alternative’s
access to buyers, as a New York Times investigative series exposed in 2002.'¢

One result of inflexible contracting and consolidation in GPO buying power is shortages. In a
healthy market, a manufacturer, faced with low or negative margins on a product sought by end
consumers, could simply raise prices. But GPOs have destroyed the ability of sellers to adjust
prices in response to supply shocks or increases in production costs. Many products are now bought

1 Tbid.

12 “Group Purchasing Organizations: Services Provided to Customers and Initiatives Regarding Their Business
Practices,” U.S. Government Accountability Office, August 2010, https://www.gao.gov/assets/gao-10-738.pdf.

13 The Pentagon’s procurement budget was $136.9 billion in 2021. See Jon Harper, “BUDGET 2021: Trump
Proposes Flat Pentagon Budget,” National Defense, February 10, 2020,
https://www.nationaldefensemagazine.org/articles/2020/2/10/budget-2021-trump-proposes-flat-pentagon-
budget; “Frequently asked questions,” Vizient, https://www.vizientinc.com/frequently-asked-questions.

14 Premier, Inc., Form 10-K For The Fiscal Year Ended June 30, 2021, U.S. Securities and Exchange Commission,
https://www.annualreports.com/HostedData/AnnualReports/PDE/NASDAQ PINC 2021.pdf.

15 “HealthTrust Purchasing Group Participates in White House Discussion in White House Discussion on ‘Greening
America’s Hospitals,”” Fierce Healthcare, July 27, 2012, https://www.fiercehealthcare.com/healthcare/healthtrust-
purchasing-group-participates-white-house-discussion-greening-america-s.

16 “New York Times Series On GPO’s,” Masimo, https://www.masimo.com/company/news/media-room/nyt-
series/.




under fixed-price contracting, with high fees owed to middlemen. And since there are effectively
only three national GPOs, a manufacturer can’t turn to an alternative buyer if they need to increase
prices. As a result, manufacturers are often unable to invest in greater production even when there
are constraints on supply and clear demand by hospitals. They simply stop making the good. That
is why suppliers in a host of areas have abandoned the production of critical, low-margin products,
and cut costs by moving production overseas where regulatory standards are lower. These
outcomes foster shortages, drive new producers of superior or more affordable goods out of the
market, and increase dependence for essential items on an unreliable global supply chain. Indeed,
as the early months of the Covid-19 pandemic revealed, the United States is dependent on China
for the manufacturing of such low-margin, routine medical supplies, which pose a national security
risk in the event of a natural disaster, another pandemic, or geopolitical tensions in the Asia-Pacific
region.

The rationale for group buying is that it ostensibly saves hospitals money. Indeed, the GPO
industry insists that it saves members between 10% and 18% in procurement costs,'’ the many
convoluted transaction fees likely obscure real costs. GPOs are required to disclose any
administrative fees to members that exceed 3% of a good’s price, but they have found ways to
avoid disclosure through various junk fees for ancillary schemes such as “marketing,” “advance,”
“conversion,” and “licensing” payments, as well as rebates and prebates that together can add up
to well above 3%.'®

The GPO revenue model, charging fees to suppliers for access to the buyer markets, is currently
organized under an exemption from the Medicare Anti-Kickback Statute that the federal
government granted in 1987 to permit administrative fees. However, a series of scandals more than
20 years ago revealed improper, conflicted, and potentially illegal relationships. There were cases,
for example, of GPO executives having investments in manufacturers or seats on their boards.
Under pressure from Congress, the industry adopted new voluntary ethical codes that, for instance,
banned GPO executives involved in contracting decisions from having equity ownership in supply
companies Little substantive policy action by regulators or enforcers was taken, except for a
mandate that the Food and Drug Administration maintain publicly available lists of drug shortages
that the problematic market structure in the GPO market induced. Meanwhile, antitrust authorities
continued to allow mergers to proceed apace.

Section 1I: Critical Medical Supply Shortages and Overseas Production

Shortages for medical supplies in the United States are frequent and widespread. These key
features of the GPO industry distort medical supply markets such that they are characterized by
frequent medical supply and drug shortages and dependence on unreliable, overseas production,
putting patients at risk of losing access to their needed treatments.

18 Phillip L. Zweig, “White Paper: A Cost Analysis of the 1987 Medicare Anti-kickback Safe Harbor for Group
Purchasing Organizations and Pharmacy Benefit Managers,” Physicians Against Drug Shortages, February 15,
2021,

https://nebula.wsimg.com/cd1702b03dd5bdcbf25da39704c4045¢? AccessKeyld=62BC662C928C06F7384C&dispos
ition=0&alloworigin=1.




The FDA shortage list has demonstrated that the U.S. is currently lacking sufficient amounts of
items like cancer, parenteral nutrition, and blood pressure drugs, as well as saline, automated
external defibrillators, and iodinated contrast.'” Other medications and equipment may not meet
the FDA’s shortage threshold, but are at significant risk due to exclusive contracting schemes and
few available production sources.

In an interview with 60 Minutes earlier this year, Dr. Mitch Goldstein, a neonatologist at Loma
Linda University Children’s Hospital in California, described the severity of shortages for drugs
used to treat premature and sick babies.

“It can be certain minerals. It could be certain salts. Things that you would ordinarily find
in a college chemistry lab, we can’t get.”

“These are basic things: glucose, sugar. It’s not hard to make. But the point is we can’t get
it.”20

60 Minutes reported that there are shortages of about 300 essential drugs on most days,
sometimes leaving hospitals with no other choice but to put patients on medications that aren’t as
safe or as effective as their usual treatments.

At the same time as the U.S. is a leading global producer of advanced medical equipment, it is
highly dependent on China and other countries to produce basic medications and supplies like
personal protective equipment. This reliance leaves the U.S. vulnerable in the event of an
unforeseen disruption to global supply chains, such as during the Covid-19 pandemic, when
hospitals could not access sufficient amounts of N95 masks, which are almost entirely produced
abroad.

In September 2020, American Economic Liberties Project’s Rethink Trade Director Lori Wallach,
then of Public Citizen, testified before the U.S. International Trade Commission on this issue. Her
research found that the U.S. had a global trade deficit of about $6 billion for critical medical goods
during the one year preceding the March 2020 domestic outbreak of Covid-19, a figure which
temporarily worsened during the early months of the pandemic.?!

What’s more, the production of many of the drugs imported to the U.S. is highly concentrated in
just two countries. In 2019, 84% of U.S. diuretic imports arrived from India, 76% of U.S. anti-
inflammatory and painkiller medication imports came from India and China, and 62% of U.S.
cardiovascular drug imports derived from India.??

19 “Report to Congress: Drug Shortages for Calendar Year 2021,” U.S. Food and Drug Administration,
https://www.fda.gov/media/159302/download; “FDA Drug Shortages,” U.S. Food & Drug Administration,
https://www.accessdata.fda.gov/scripts/drugshortages/default.cfm.

20 “Medical Middlemen: Broken system making it harder for hospitals and patients to get some life-saving drugs.”
2! Lori Wallach, Written Testimony, U.S. International Trade Commission Hearing on Covid-19 Related Goods:
The U.S. Industry, Market, Trade, and Supply Chain Challenges,” September 21, 2020, https://www.citizen.org/wp-
content/uploads/Public-Citizen- Written-Testimony-Covid-and-trade-with-Add-Submission.pdf.

22 Ibid.




These shortages do not happen by chance, and are not merely the result of expensive domestic
production costs or mismanagement in the American health care system. GPOs play a significant
role in contributing to this problem. As examples of medical equipment that have faced harmful
shortages in recent years as a result of GPOs’ middleman position and our resultant dependence
on other countries for production, we highlight personal protective equipment (PPE) and pediatric
chemotherapy drugs.

Personal Protective Equipment (PPE)

Early on during the COVID-19 pandemic, the U.S. experienced a severe shortage of PPE,
including medical masks, gowns, and gloves. Much of this is attributable to China’s decision to
cut off its exports of various medical supplies to cater to its domestic needs. While the U.S. does
make some of its own PPE, a significant amount is imported — mostly from China. In 2019, Chinese
companies manufactured 75% of imported PPE to the U.S., a significant increase from 13% thirty
years prior.>?

The greater production affordability in China compared to the U.S. is an attractive factor for any
supplier deciding where to locate their manufacturing. By demanding administrative fees to sell
products to their hospital members, GPOs tilt the scale even more towards the cheaper source.
Indeed, Vizient was among the corporate interests lobbying the U.S. Trade Representative to grant
exceptions to tariffs on China for medical supplies like PPE.?*

Furthermore, an October 2020 national survey of healthcare supply chain executives by FTI
Consulting found that GPO contractors offered minimal help during the spring 2020 surge in
demand for PPE. The consulting firm found:

“Suddenly, a program contractually designed to help most American hospitals
control their expenses had little to no effect or influence in doing so. In fact, many
hospitals that pledged and were honoring their GPO’s high-commitment
purchasing thresholds, created through single-supplier contract strategies, found
themselves aggressively competing with peers in their purchasing aggregation
cohort for the same supply pallet of PPE, sparking bidding war frenzies among local
hospitals within the same community.”?

Pediatric Chemotherapy Drugs

In May 2022, 60 Minutes aired a segment documenting how GPOs have made it challenging for
medical facilities to obtain pediatric drugs like vincristine, an essential and inexpensive

3 Ibid.

24 Shoshana Krilow, Letter from Vizient Vice President of Public Policy & Government Relations Shoshana Krilow
to U.S. Trade Representative Robert Lighthizer, December 22, 2020, https://www.vizientinc.com/-
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n.pdf.

% “Rethinking Healthcare Expense Management Post-COVID,” FTI Consulting, 2021,
https://www.fticonsulting.com/emea/-/media/files/us-files/insights/articles/2021/jan/covid-19-rethinking-healthcare-

expense-
management.pdf?rev=60da887c¢96ce46148227c4102beef21e&hash=67C8C18F497032BE5SAA8F6D5D35434F9.




chemotherapy medication used to treat leukemia, among other diseases.?® As a generic medication
that’s been around for decades, a vincristine dose has a price-tag of about $5, significantly lower
than new, brand drugs that can cost buyers well into the tens, if not hundreds, of thousands, of
dollars. This price factor makes more expensive medications far more attractive for pharmaceutical
companies to manufacture, regardless of how crucial a generic drug may be.

By charging excessive fees to suppliers, GPOs make the preference for highly profitable drugs
worse. As of 2019, just two companies produced vincristine, Teva Pharmaceuticals and Pfizer, but
the former decided in July of that year to stop making it. The result was not just Pfizer’s subsequent
monopoly, but also that when Pfizer ran into a quality control issue forcing it to pause production
for six weeks, health care providers had no alternative to turn to. The supply shortage left pediatric
cancer patients without an essential chemotherapy drug they had been using for years. Teva
eventually agreed to restart production following an outcry, though in a troubling sign for the
company, it closed a key facility in Irvine, California in August. *’

Section I11: The History of Group Purchasing Organizations

Group purchasing organizations were not always so concentrated, nor did they always have this
sort of payment structure. Indeed, shortages themselves are relatively new in the American medical
system. According to the Healthcare Supply Chain Association, the first GPO, called the Hospital
Bureau of New York, was created in 1910.?® The number of GPOs rose slowly to just 10 by 1962,
at which time the organizations focused mostly on disposable goods and other commodities for
purchase by hospitals in a given city or state.?’ With the establishment of Medicare and Medicaid
in 1965, hospital executives sought to reduce operational expenses by driving down supply costs,
resulting in significant demand for and growth of GPOs during the 1970s.3°

It was during this time that the GPO business model started to change. Initially, hospitals and other
healthcare providers had pooled their resources together to fund GPOs as nonprofits. In the mid
1970s, however, large hospital chains began to establish for-profit companies to which other
hospitals could pay dues in order to become a member. By 1980, there were more than 120 GPOs,
and nearly all hospitals in the country belonged to one.?! But consolidation also began among
many of the GPOs as private, investor-owned hospitals and nursing homes entered the market
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during this decade. The variety of products procured by GPOs also widened, as drugs started to
make up a larger proportion of procurement deals. This trend continued in the 1980s.*

For most of their history, GPOs were also locally or regionally based. However, in 1977, Voluntary
Hospitals of America launched the nationwide model that exists today, followed by American
Healthcare Systems, the Consortium of Jewish Hospitals (today known as Premier), and
MAGNET. In 1984, 27 nonprofit medical centers merged to create University HealthSystem
Consortium (today known as Vizient). In 1986, four regional GPOs — Rhode Island’s Haricomp,
Missouri’s Health Services Corporation of America, Hospital Shared Services of Western
Pennsylvania, and Utah’s Intermountain Healthcare — combined to form AmeriNet (today known
as Intalere).*?

Late 1980s: Anti-Kickback Safe Harbor

Rising health care costs led Congress to transition the Medicare program from a fee-for-service to
a fixed-rate payment model in the Social Security Amendments of 1983. Looking to make up for
the ensuing revenue losses, hospitals adopted new cost-saving business strategies, such as
physician incentive plans, hospital-physician joint ventures, and physician recruitment programs.
But these arrangements risked violating the federal Anti-Kickback statute, which outlaws
renumeration in return for patient referrals or medical supply purchases. **

President Ronald Reagan signed into law the Medicare and Medicaid Patient and Program
Protection Act of 1987. Section 14 of the measure directed the Health and Human Services (HHS)
Department to issue exemptions, known as safe harbors, to the anti-kickback laws for GPOs and
other business ventures. In return, the law sought to broaden the federal government’s enforcement
power by giving the HHS Office of Inspector General (OIG) the civil authority to exclude a
violating medical center from the Medicare and Medicaid programs. Previously, criminal
prosecution by the Justice Department was the sole enforcement mechanism.>

The HHS OIG issued its final rules in July 1991, dictating that GPO-negotiated contracts do not
have to put administrative fee percentages that suppliers would pay in writing to members unless
they are above 3%. Nevertheless, GPOs would have to report to their hospital members the fees
they received from contractors annually. 3¢
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Despite effectively charging suppliers more than 3% of a good’s price, GPOs found ways to avoid
having to disclose that in contracts under the HHS OIG’s rule.’” GPOs invented junk fees such as
“marketing,” “advance,” “conversion,” and “licensing” payments, as well as rebates and prebates
that together can add up to well above 3%, and they have risen in some cases to more than 50%.
For instance, the GPO Novation, now known as Vizient, in 1998 charged a 56.25% fee from Ben
Venue Laboratories to market Diltiazem, a medication used to treat high blood pressure, to its
member hospitals. This excessive fee only came to light because of a federal whistleblower lawsuit
against Novation.*®

99 ¢¢

In a 2012 study called “Connecting the Dots: How Anticompetitive Contracting Practices,
Kickbacks, and Self-Dealing by Hospital Group Purchasing Organizations Caused the U.S. Drug
Shortage,” Phillip Zweig, an investigative journalist and executive director of Physicians Against
Drug Shortages, and Patricia Earl, then CEO of Secure Pharma Distributor Network LLC,
described the fallout of the 1987 GPO safe harbor decision as follows:

Before long, GPOs morphed into a corrupt “pay to play” scheme whose goal was
to maximize vendor kickbacks. In return for billions in kickbacks, the vendors got
sole source and dual source contracts that gave them exclusive access for their often
inferior, unsafe and obsolete products at GPO member hospitals. And because GPO
revenue (kickbacks) is based on a percentage of vendor sales volume, higher
product prices mean more money for the GPOs. Hospitals really don’t care because
the higher prices are reimbursed by Medicare—and ultimately taxpayers. GPOs
became the marketing agents for dominant vendors that could pay the biggest
kickbacks, turning their backs on their original role as servants of patients and
hospitals.*’

1990s: More Deregulation and Industry Consolidation

Supposedly looking to make healthcare more affordable, the administration of President Bill
Clinton took further steps to limit enforcement of antitrust laws. In 1993, the Justice Department
and FTC announced new “antitrust safety zones,” or ventures that the agencies would not
challenge. These included joint purchasing arrangements among health care providers or GPOs,
essentially supporting the development of buyer cartels in healthcare. Unless there were
“extraordinary circumstances,” the Justice Department and FTC pledged not to challenge such
arrangements “if the group’s purchases account for less than 35 percent of the total purchases of
the relevant product or service, and the cost of the product or service being jointly purchased
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accounts for less than 20 percent of the total revenues from all products or services sold by each
participant in the joint purchasing arrangement.”*

The Justice Department and FTC followed these pledges with clarifying statements in 1994,
though the guidance on GPOs specifically remained largely the same.*' The agencies made further
revisions in August 1996, describing safeguards that GPOs falling outside the antitrust safety zone
can use to mitigate the likelihood that they otherwise raise anticompetitive concerns. The agencies’
statements appear to have served as a guide for GPOs to skirt antitrust laws while violating them
in spirit. For example, GPOs can forego requiring members to use the arrangement for all their
purchases of a particular product, employ an agent to negotiate with suppliers who is not employed
by a member, and keep communications with individual members confidential.*?

The revised guidelines also give GPOs great leeway in deciding whether to block market access
to certain health care providers, based on structural conditions at the time:

The existence of a large number and variety of purchasing groups in the health care
field suggests that entry barriers to forming new groups currently are not great.
Thus, in most circumstances at present, it is not necessary to open a joint purchasing
arrangement to all competitors in the market. However, if some competitors
excluded from the arrangement are unable to compete effectively without access to
the arrangement, and competition is thereby harmed, antitrust concerns will exist.*

Such statements, condoning or allowing GPOs to refuse to do business with certain hospitals or
providers, gives them another tool to expand their market power by serving as gatekeepers for
health care providers’ access to medical supply markets.

However, the diversity of firms in the GPO industry would not last. In 1990, Greater New York
Hospital Association, Rochester Regional Hospital Association, and Nassau-Suffolk Hospital
Shared Services joined to form Healthcare Purchasing Alliance.** In January 1996, American
Healthcare Systems, SunHealth Alliance, and Premier Healthcare Alliance merged to form
Premier Inc.* Premier oversaw purchasing for approximately 33% of hospitals in the U.S.*® In
January 1998, VHA and University HealthSystem Consortium merged to form Novation. By 1998,
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the six largest GPOs controlled procurement contracts for at least 80% of the roughly 5,400 acute-
care hospitals in the U.S.%’

Late 1990s-Early 2000s: Allegations Trigger Media & Government Investigations

Over the course of the late 1990s and early 2000s, a number of media and government
investigations brought attention to GPOs’ potentially negative effects on the quality and abundance
of medical supplies. Journalists and lawsuits exposed how GPO contracting arrangements propped
up the legacy providers of dangerous needle sticks and less effective oxygen monitors and
prevented superior alternatives from entering the market.* These revelations led the Senate
Judiciary Subcommittee on Antitrust, Business Rights, and Competition to hold four hearings on
GPOs between 2002 and 2006 where lawmakers raised concerns about improper financial ties
between GPOs and providers, a lack of supplier diversity, and high prices of goods.*

During this timeframe, the GAO released studies on the industry, one of which found that GPOs
did not guarantee that hospital members saved money.* In July 2004, the Justice Department and
FTC released a study on health care competition, stating that the “[a]gencies would examine on a
case-by-case basis the facts of any alleged anticompetitive contracting practice to determine
whether it violates the antitrust laws. The HHS OIG also released an audit of three of the largest
GPOs, finding their revenue from suppliers “significantly exceeded operating costs.” The audit
then evaluated how 21 GPO members accounted for the distributed funds they received,
determining they did not fully account for them on their Medicare cost reports.’!

Later, in September 2010, Grassley released a Senate Finance Committee minority report that
studied the conduct of seven major GPOs. The assessment found, among other conclusions, that
these organizations offer services outside traditional GPO activities, funded with administrative
fees that exceed the original intent of the 1987 safe harbor, and a portion may be distributed to
members, only to then be given back to the GPOs in the form of payments for other services. The
report ultimately concluded that Congress and the American public did not have data to determine
the success of the safe harbor provision, and given the industry’s evolution over the years,
lawmakers should consider legislation that would give HHS OIG more oversight.>?

In November 2011, Sens. Barbara Boxer, Grassley, Kohl, Richard Durbin, and Tom Harkin wrote
Federal Trade Commission Chairman Jonathan Leibowitz, requesting that the agency review the
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anticompetitive practices of GPOs in the health care marketplace.>® While the FTC did not act, the
GAO continued to release investigations, revealing in March 2012, for example, that the HHS OIG
does not routinely exercise its authority to review disclosures of GPO contract administrative fees.

Conclusion

A comprehensive 6(b) study of the GPO industry is essential to prevent medical supply shortages
and disincentivize overreliance on offshore production. Specifically, we request that the FTC
investigate the following:

SAINAIF o e

The effects of concentration in the GPO industry;

GPOs’ effects on competition in medical supply markets;

The effects of GPOs on medical supply prices and reliability of medical supplies;

The effects of GPO purchasing and contracting practices on medical supply shortages;
The frequency and effects of GPOs’ use of sole-sourced or exclusive contracts;

The connection between GPO concentration and the offshoring of medical supply
production;

Whether elimination of the anti-kickback statute safe harbor would alleviate any of these
problems, and

Whether the ‘“antitrust safety zones” for joint purchasing arrangements should be
eliminated.

Federal agencies, congressional committees, and watchdog organizations have gathered clear
evidence of exploitation by GPOs over three decades. GPOs diminish medical supply market
resilience, weaken patient care, and threaten national security. We urge the FTC to launch an
investigation immediately.

Sincerely,

American Economic Liberties Project
Center for Economic and Policy Research
Demand Progress Education Fund

Free to Care

Our Revolution

Physicians Against Drug Shortages
Practicing Physicians of America

Public Citizen

Revolving Door Project
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Essential evidence-based practices that can transform
the health and well being of NICU families and staff

based on the National Perinatal Association's
Interdisciplinary Recommendations for Psychosocial Support of NICU Parents

PROMOTE PARTICIPATION

Honor parents’ role as primary caregiver, Actively welcome mﬂ
parents to participate during rounds and shift changes.
Remowve any barriers to 24/7 parental invelvement and avoid

unnecessary separation of parents from their infants.
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LEAD IN DEVELOPMENTAL CARE
Teach parents how to read their baby’s cues. Harness your staff's

; . o~
knowledge, skills, and experience to mentor families in the principles

of neuroprotection & developmental care and to promote attachment.
FACILITATE PEER SUPPORT

Invest in your own NICU Parent Support program with dedicated staff,

Involve veteran NICU parents. Partner with established parent-to-parent
support organizations in your community to provide continuity of care.
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ADDRESS MENTAL HEALTH

Prioritize mental health by building a team of social workers and
psychologists who are available to meet with and support families.
Provide appropriate therapeutic interventions. Consult with staff on ‘\\

trauma-informed care - as well as the critical importance of self-care, *\/‘.
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SCREEN EARLY AND OFTEN

Establish trusting and therapeutic relationships with parents by meeting
with them within 72 hours of admission. Follow up during the first week
with a screening for common maternal & paternal risk factors. Provide
anticipatory guidance that can help normalize NICU distress and timely
interventions when needed. Re-screen prior to discharge.

OFFER PALLIATIVE &
BEREAVEMENT CARE

Support families and NICU staff as they grieve. Stay current with best
practices in palliative care and bereavement support. Build relationships
with service providers in your community.
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PLAN FOR THE TRANSITION HOME

Set families up for success by providing comprehensive pre-discharge
education and support. Create an expert NICU discharge team that works
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with parents to find specialists, connect with service providers, schedule
follow-up appointments, crder r y medical suppli ill Rx.

FOLLOW UP

Re-connect with families post-discharge. Make follow-up calls, Facilitate in-home
visits with community-based service providers, including Early Intervention.
Partner with professionals and paraprofessionals who can screen families for
emotional distress and provide timely therapeutic interventions and supports.

SUPPORT NICU CARE GIVERS

Provide comprehensive staff education and support on how to best
meet families” psychosocial needs, as well as their own.
Acknowledge and address feelings that lead to "burnout.”
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HELP US HEAL

Welcome the pastoral care team into your NICU to serve families & staff,
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Featured Conference: Fragile Infant Forums for
Implementation of Standards (FIFI-S):
January 19-20, 2023, Aurora, Colorado

Joy Browne, Ph.D., PCNS, IMH-E(IV)

A Hybrid Forum for Intensive Care Interprofessionals who are in Key Positions to Make System Change
Happen and Guide Implementation of Evidence-Based Standards, Competencies, and Best Practices for
Infants and Families in Intensive Care

Overview: Evidence-based Infant and Family-Centered Developmental Care (IFCDC) Standards,
Competencies, and Best Practices for Intensive Care have been developed and distributed by the Gravens
Consensus Panel on IFCDC (https://nicudesign.nd.edu/nicu-care-standards/). However, their implementation is
hampered by a lack of integration into the fabric of the unit and hospital system. Feedback from the first FIFI-S
forum, held in July of 2022, revealed a lack of understanding and useful strategies to address systems change
that underpin the successful implementation of evidence-based standards. As a result of the initial FIFI-S, a
white paper was developed and distributed, laying the groundwork for systems change as it applies to the domain
of Feeding, Eating, and Nutrition Delivery. The second FIFI-S Forum will introduce participants to the process
and strategies of systems change so that they can successfully change any of the recommended standards they
choose to address in their units. The result should allow participant leaders in the field to systematically and
successfully implement the IFCDC standards.

Goal: The overall goal of the Second FIFI-S forum is to guide participants through the process of systems
change and lay a foundation for the application of IFCDC standards in intensive care settings.

Participants: Intensive care professionals positioned to initiate, plan and conduct activities to implement IFCDC
Standards, Competencies, and Best Practices in Intensive Care. Additionally, participants will be those who will
be leading groups to understand and provide guidance toward the successful implementation of standards.

Interprofessional faculty and planning committee (tentative):

Interprofessional faculty (virtual and/or in person) Planning Committee
Carol Jaeger Joy Browne

Carole Kenner Carol Jaeger

Joy Browne Mitchell Goldstein
Erin Ross Michael Hynan
Kelly McGlothen-Bell

Marina Boykova

Debra Paul
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USFHealth

College of Public Health

cac/lac

Perinatal Advisory Council;
Leadership, Advocacy and Consultation

2018

The initial preparation for the FIFI-S Second Forum: Participants will receive an electronic copy of the White
Paper of Process Implementation, FIFI-S: Feeding, Eating, and Nutritional Delivery for review prior to the forum:

Additional work handouts will be distributed to the participants in advance for use during the forum:

CQl Implementation forms (Gap Analysis for each section of standards)
Logic Model Template

S-0O-A-R Template

Fishbone Diagram Template

P-D-S-A Model

Key Driver Diagram Template



Agenda (Subject to change)

Date/Time Topic Objectives Speaker/Facilitator
January 19 Day 1
8:15 - 8:30 am MT Welcome, J Browne
introduction, goals
& plan for the
virtual forum
8:30 — 9:15 am MT Lessons Learned Provide a perspective of E Ross

from FIFI-S about
systems thinking
& implementation
process

using a systems process
and tools to implement the
IFCDC standards

9:15 - 9:45 am MT

Value of Systems
Thinking

Describe the essential
elements of systems
thinking & the meaning of
their inclusion in the
IFCDC Standards
Demonstrate the
operationalization of
systems thinking
Outline why systems
thinking underpins
change

C Jaeger & C Kenner

9:45-10:30 am MT

Change within a
healthcare
organization

Describe the impact of
change

Identify the difference
between research and
Evidence-based Practice
(EBP)

Planning using a strategic
plan or a business plan
Motivating the
stakeholders

C Jaeger & C Kenner

10:30 — 11:15 am MT

Break (lunch in

ET/CT zone)
11:15 am - 12:00 pm MT | Continuous Describe the CQl process | C Jaeger & C Kenner
Quality to operationalize an
Improvement idea/research/evidence in
(CQl)as a practice
systems thinking Identify the applicable
process to systems thinking
implement standards/competencies
change
12:00 — 12:45 pm MT Measures and Describe the importance E Ross
metrics of measures and metrics
to monitor progress
Identify the applicable
systems thinking
standards/competencies
Provide examples of
measures and metrics
12:45 pm — 1:30 pm MT Lunch
1:30 - 2:30 pm MT Tools of CQl Outline the steps of using | M Boykova
Implementation — the Logic Model, including
Logic Model advantages and

disadvantages




Date/Time

Topic

Objectives

Speaker/Facilitator

Identify the situation/
problem, the team/
stakeholders, and issues/
concerns impacting the
outcome(s)

Discuss questions and
comments with the group.

2:30 - 3:30 pm MT

Workgroup(s) —
Logic Model

Members will use an
example to work through
the steps of the Logic
Model

Faculty

3:30 -4:15 pm MT

Group discussion

Discuss the experience of
working through the logic
model using a specific
example

Faculty

4:15-5:00 pm MT

Summary

Summarize the day’s
activities

Entertain comments and
questions

Prepare for day 2

J Browne

January 20, 2023

Day 2

8:15-8:30 am MT

Welcome, goals,
and plan for the
continuation of
the forum

J Browne

8:30-9:15 am MT

Tools of CQl

Implementation —

Gap Analysis

- Strengths,
Opportunities,
Aspirations,
Results (S-O-
A-R)

Describe the IFCDC
standards, competencies,
and best practices to
identify gaps in practice,
potential challenges, and
obstacles

Engage team/
stakeholders in assessing
the strengths,
opportunities, aspirations,
and results (S-O-A-R)
template to prioritize
needs based on strengths
and aspirations to achieve
the intended result

Note measures/metrics/
data needed

Identify “what’s in it for
me?” — for the baby, staff
caregivers, and parents —
by implementing the
IFCDC standards

D Paul

9:15-10:00 am MT

Tools of
Implementation —
Fishbone diagram

Assess the factors of
cause and effect of the
problem/change initiative
Use an example to work
through the use of the
template

Discuss questions,
comments, and ideas

K McGlothen-Bell
C Jaeger
C Kenner




Date/Time Topic Objectives Speaker/Facilitator
10:00 — 10:45 am MT Break (lunch in

ET/CT zones)
10:45 - 11:30 am MT Workgroup using e Using an example, identify | Faculty

the Fishbone the cause(s) and

diagram effects(s) of a

problem/situation

11:30 am — 12:15 pm MT | Group discussion | e Discuss the process and Faculty

use of the Fishbone
diagram

12:15 - 1:00 pm MT

Lunch

1:00 — 1:45 pm MT

CQl Tools to build
the steps of the
change initiative —
P-D-S-A Model
(Aim-Objectives-
Outcomes) and

e Use an example to talk
through the process

¢ |dentify strategies to
implement the initiative

e Describe the measures
and metrics demonstrating

C Jaeger & C Kenner

Key Driver progress or the need for
Diagram strategy adjustment.
1:45 — 2:45 pm MT Workgroup e Using an example, identify | C Jaeger C Kenner

the strategies to
implement an initiative on
the Key Driver Diagram

2:45 - 3:15 pm MT

Group discussion

e Discuss the process and
use of the Key Driver
Diagram

¢ |dentify advantages and
disadvantages noted
using this process

C Jaeger & C Kenner

3:15-4:00 pm MT

Bringing the CQl
process full- circle

e Implementing the CQl
plan of change

¢ Record and evaluate the
progress

e Disseminate the
information

e Sustain the practice for
improved outcomes

C Jaeger & C Kenner

4:00 — 4:45 pm MT

Feedback on the
forum

e Was this process helpful?

¢ What would you change?

e  Will you use this process
or parts of it?

e  Where should we go from
here?

J Browne

Notes:

o Times were adjusted to accommodate folks across the time zones better — breaks were adjusted to

accommodate lunch in ET/CT zones and lunch to accommodate in-person faculty/facilitators.

o Examples in the presentations and workgroups will be pulled from the standards, competencies, and

best practices.

e Scribes and facilitators will be assigned to the workgroup sessions and discussions to capture the verbal
and chat comments.

o Panel members will participate virtually as one workgroup.




Corresponding Author

Joy Browne, Ph.D., PCNS, IMH-E(IV)

Clinical Professor of Pediatrics and Psychiatry
University of Colorado School of Medicine
Aurora, Colorado

Telephone: 303-875-0585

Email: Joy.browne@childrenscolorado.org

Position available for Neonatal Nurse Pretensioner (NNP)

Excellent practice opportunity for a NNP in an established Los
Angeles neonatal practice. The Neonatal Hospitalist Group
(NHG) is interviewing for an NNP to join the practice. The
practice includes four NICU’s in the Burbank and Glendale
area. Call is from home with excellent work life balance. If you
are interested, please email Robert Gall, MD, at
robertgallmd@gmail.com.

Protecting your baby from

Respiratory
Viruses:

What parents need to know
this RSV and flu season

RSV (Respiratory Syncytial Virus)
and flu infections affect the lungs

and can cause serious breathing
problems for children and babies.

Certain diagnoses can make children
and babies more vulnerable for serious
complications - including prematurity,
chronic lung disease, heart conditions.

O You can limit the spread of viruses
by wearing a mask, washing your

¢
/‘/‘ ﬁ hands with soap & water, and using
€L

alcohol-based hand sanitizer.

The fewer germs your baby is

exposed to, the less likely they are /\
to get sick. Limit visitors. Avoid

crowds. Stay away from sick people.

Immunizations save lives. Stay up-
to-date with your family's flu and
COVID-19 vaccinations. This helps
stop the spread of deadly viruses.

Babies older than 6 months can get a
flu shot. There is no vaccine for RSV,
but monthly antibody shots during
RSV season can help protect them.

@ National

Perinatal

Association

www.nationalperinatal.org/rsv
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ONCE UPON A PREEMIE ACADEMY AP

eLearning Courses =

Health and Racial in the NICU

Meet Our Faculty

+Jenné Johns, MPH
Once Upon A Preemie Academy

+ Deidre McDaniel, MSW, LCSW
Health Equity Resources and Strategies

+ Dawn Godbolt, Ph.D.
' National Birth Equity Collaborative

+ Dalia Feltman, MD, MA, FAAP
Univ. of Chicago Pritzker School of Medicine

+ Chavis A. Patterson, Ph.D.
Children’s Hospital of Philadelphia

+ Terri Major- Kincade, MD, MPH
Pediatrician and Neonatologist

+ Shanté Nixon
Connect2NICU

+ Ashley Randolph
Glo Preemies

REGISTER TODAY

OnceUponAPreemieAcademy.com

The first and only virtual training academy focused on delivering health and racial equity educational
programs for perinatal and neonatal healthcare professionals. Our purpose is to raise awareness

and offer real-time solutions for addressing health and racial equity.

Continuing Education Partner, paclac.org/continuing-education



http://OnceUponAPreemieAcademy.com

Global awareness about respiratory syncytial virus (RSV) is lacking. RSV is a relatively unknown
virus that causes respiratory tract infections. It is currently the second leading cause of death —
after malaria — during infancy in low- and middle-income countries.

The RSV Research Group from professor Louis Bont, pediatric infectious disease specialist in the
University Medical Centre Utrecht, the Netherlands, has recently launched an RSV Mortality
Awareness Campaign during the 5" RSV Vaccines for the World Conference in Accra, Ghana.

They have produced a personal video entitled “Why we should all know about RSV” about
Simone van Wyck, a mother who lost her son due to RSV. The video is available at
www.rsvgold.com/awareness and can also be watched using the QR code on this page. Please
share the video with your colleagues, family, and friends to help raise awareness about this
global health problem.

RSV

A Global Mortality Database for Children with RSV Infection

The RSV awareness video was produced in collaboration with the Bill & Melinda Gates Foundation


http://www.rsvgoid.com/awareness
http://rsvgold.com
http://emilyshane.org

Thirteen-vyear-old Emily Rose Shane was tragically murdered on April 3, 2010 on
Pacific Coast Highway in Malibu, CA. Our foundation exists to honor her memory.

August 9, 199 - April 3, 2010

Each year, the Emily Shane Foundation SEA(Successful Educational Achievement)
Program provides academic and mentoring support to over 100 disadvantaged middle
school students who risk failure and have no other recourse. We have served over 700

children across Los Angeles since our inception in the spring of 2012. Due to the
COVID-19 outbreak, our work is in jeopardy, and the need for our work is greatly
increased. The media has highlighted the dire impact online learning has caused for the
very population we serve; those less fortunate. We need your help now more than
ever to ensure another child is not left behind.

Make a Difference in the Life of a Student in Need Today!
Please visit emilyshane.org

Sponsor a Child in the SEA Program

The average cost for the program to provide a mentor/ tutor for one child is listed below.

1 session $15

1 week $30

1 month $120

1 semester $540

1 year $1,080
Middle School $3,240

The Emily Shane Foundation is a 501(c)3 nonprofit charity, Tax id # 27-3789582. Our flagship SEA (Successful Educational Achievement)
Program is a unique educational initiative that provides essential mentoring/tutoring to disadvantaged middle school children across Los
Angeles and Ventura counties. All proceeds directly fund the SEA Program, making a difference in the lives of the students we serve.
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Peer Reviewed

National Perinatal Association and AngelEye Health Enter
Strategic Partnership

Kristy Love

The National Perinatal Association
(NPA)is an interdisciplinary organiza-
tion that strives to be a leading voice for
perinatal care in the United States. Our
diverse membership is comprised of
healthcare providers, parents & caregiv-
ers, educators, and service providers,
all driven by their desire to give voice to
and support babies and families at risk
across the country.

Members of the NPA write a regular
peer-reviewed column in Neonatology
Today.

g National

Perinatal

Association

Educate. Advocate. Integrate

vides education and advocacy around is-
sues affecting the health of parents, ba-
bies, and families, today announced that
it has entered into a strategic partner-
ship with AngelEye Health. Under the
terms of the multi-year agreement An-
gelEye, a leading provider of patient and
family engagement solutions for hospital
neonatal and pediatric units will serve
as the primary corporate sponsor of the
NPA's Interdisciplinary Guidelines and
Recommendations for NICU Discharge
Preparation and Transition Planning
(The Guidelines). (1) Developed with the
mission of educating healthcare provid-
ers and NICU families, the framework
offers best practices for preparing fami-
lies for their transition from the Neonatal
Intensive Care Unit (NICU) to home.

“Patient and Family
Engagement Solution
Provider to Serve as

the Primary Corporate
Sponsor of the NPA’s NICU
Discharge Preparation

and Transition Planning
Guidelines”

“NICU discharge
readiness is defined as

the attainment of technical
skills and knowledge,
emotional comfort, and
confidence with infant care
by the infant’s primary
caregivers at the time of
discharge.”

The National Perinatal Association and
AngelEye Health share a passionate be-
lief that bringing a child home from the
NICU should be a time of celebration

The National Perinatal Association
(NPA), a 501c3 organization that pro-

NICU discharge readiness is defined
as the attainment of technical skills
and knowledge, emotional comfort, and
confidence with infant care by the in-
fant’s primary caregivers at the time of
discharge. With this framework, NICU
families will benefit from a continuum
of individualized, family-centered, and
culturally-competent support and edu-
cation services that link the family to
needed community resources and en-
sure a successful transition from NICU
to home.

Comprehensive NICU discharge prepa-
ration and transition planning have prov-
en to have a positive impact on infant
and family outcomes. Based on existing
literature, practice, available policy state-
ments, and expert opinions, the recom-
mendations were recently published in
the Journal of Perinatology. (2)

“The National Perinatal Association
and AngelEye Health share a passion-
ate belief that bringing a child home from
the NICU should be a time of celebration,”
said Jaylee Hilliard. MSN, RN, NEA- BC,
CPXP, (3) senior director of clinical
strategy, AngelEye Health. “Through this
sponsorship of the Interdisciplinary Guide-
lines and Recommendations for NICU
Discharge Preparation and Transition
Planning, our organization is making a
strong commitment to ensuring that dis-
charge planning is executed in a timely,
organized, and consistent manner, es-
pecially as we know first-hand how im-
portant it is to improve family and staff
satisfaction, as well as patient care.”

The NPA initially developed the Guide-
lines to facilitate and ensure consistent
and efficient comprehensive discharge
preparation and transition planning for
all families. This includes assisting
providers in delivering clear and con-
sistent messages of both action and
guidance for parents and families - as
well as offering a systematic approach
to required tasks and advanced planning
of discharge teaching prior to anticipated
discharge.

“In their role as an
industry-leading
neonatal and pediatric
family engagement
technology provider,
AngelEye understands
the importance of family-
centered care and is
focused on supporting
care teams and families
with tools and resources
that allow them to work
together and be proactive
throughout their child’s
hospital stay and journey
home. ”
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Ultimately, these recommendations are expected to ensure
more uniformity and equity in discharge preparation, reduc-
ing the disparities, uncertainty, and stress often associ-
ated with the NICU discharge experience.

In their role as an industry-leading neonatal and pediatric family
engagement technology provider, AngelEye understands the
importance of family-centered care and is focused on sup-
porting care teams and families with tools and resources that
allow them to work together and be proactive throughout their
child's hospital stay and journey home. The synergies between
their mission and what the NPA was looking to accomplish by
developing The Guidelines made the corporate sponsorship
opportunity particularly attractive to the organizations.

“n their role as an industry-leading
neonatal and pediatric family
engagement technology provider,
AngelEye understands the importance

of family-centered care and is focused
on supporting care teams and families
with tools and resources that allow

them to work together and be proactive
throughout their child’s hospital stay and
journey home. ”

“Our partners at AngelEye Health understand the impor-
tance of family-centered care and how consistent com-
munication and engagement with the care team facilitates
a trustworthy patient and provider relationship both in the
hospital and at home,” said Kristy Love, former NICU Parent
and Executive Director of NPA. “With this sponsorship sup-
port of our guidelines, the National Perinatal Association will
be empowered to carry out even more innovative programs
and initiatives. We are extremely grateful for the collaboration
and look forward to continuing to work together in support of
families during their time of need.”

Under the terms of the multi-year partnership, AngelEye will
license The Guidelines and plans toincorporate the recommen-
dations into the company’s future technology offerings.

“AngelEye Health is thrilled to join forces with The National
Perinatal Association in support of their recently announced
Interdisciplinary Guidelines and Recommendations for NICU
Discharge Preparation and Transition Planning,” said Chris-
topher Rand, CEO at AngelEye Health. (3) “As an organiza-
tion, we are passionate about empowering families with
the tools and resources to navigate through every step
of their NICU journey with the goal of bringing their child
home.

Arming them with best practices for preparing for the discharge
and transition process should be a key element of that pro-
cess.

The National Perinatal Association (NPA) is an interdisciplin-
ary organization of professionals, parents, students, and ad-
vocates.

NPA leaders are driven by their shared desire to support and
advocate for women, pregnant people, infants, families, and the
professionals who care for them.

AngelEye Health deeply understands the value that family
engagement and family-centered care bring to the neonatal
and pediatric intensive care environment.

We provide a complete HIPAA-compliant platform to integrate
parents simply and seamlessly into the child’s care team.

Our approach has a proven positive impact on the quality of
the family experience, care delivery workflows for the dedi-
cated bedside team, and patient outcomes. From admission
to discharge, AngelEye positively impacts staff, families,
and patients along the journey and ultimately to a success-
ful transition home. The company was recently named to
the Inc. 5,000 listing of America’s Fastest-Growing Private
Companies. www.angeleyehealth.com (3)

The newly launched and ever-expanding website www.NICU-
toHome.org serves as a resource for NICU families and their
care teams as they plan their transition from NICU care to com-
munity care.

“The newly launched and ever-expanding
website www.NICUtoHome.org serves as
a resource for NICU families and their care
teams as they plan their transition from
NICU care to community care.”

References:
1.  https://www.nature.com/articles/s41372-022-01313-
9#Sec3

2. https://www.nature.com/articles/s41372-022-01313-9.pdf
3.  https://www.angeleyehealth.com/about-us/

Disclosure: The National Perinatal Association www.nationalperina-
tal.org is a 501¢3 organization that provides education and advocacy
around issues affecting the health of mothers, babies, and families.

NT

Corresponding Author:

Kristy Love

Executive Director

National Perinatal Association (NPA)
Email: klove@nationalperinatal.org
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Respiratory
Syncytial Virus:
How you can advocate for
babies this RSV season

Track national data and trends
at the CDC's website
www.cdc.gov/rsv

Teach families how
to protect

Q©

their babies from
respiratory infections

Identify the babies at
greatest risk

including those
with CLD, BPD, CF,
and heart conditions

Advocate broader insurance
coverage for palivizumab

prophylaxis so more babies
can be protected *

Tell insurers
what families need

\..u

and provide the
supporting evidence

Use your best
clinical judgement

when prescribing
RSV prophylaxis

@ National

Perinatal

Association

*See the NPA's evidence-based guidelines at
www.nationalperinatal.org/rsv

Respiratory Syncytial Virus

eally
erious
Irus

Here's what you need to
watch for this RSV season

Rapid breathing

Coughing that gets
and wheezing

worse and worse

A | 48

Breathing that causes Bluish skin, lips,
their ribcage to "cave-in" or fingertips

RSV can be deadly. If your baby has
these symptoms, don't wait.

Call your doctor _
and meet them at &
the hospital.

Fever that is more than
101° Fahrenheit

which is especially
dangerous for babies
younger that 3 months

Thick yellow, green,
or grey mucus

666

that clogs their nose
and lungs, making it
hard to breathe

@ National

Perinatal

Association

www.nationalperinatal.org/rsv
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Protecting your baby and family from Y Y
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Respiratory Viruses: A\ Y«
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What parents need to know this RSV and flu season

Like COVID-19, RSV (Respiratory Syncytial Virus) and flu
affect the lungs and can cause serious breathing problems
for children and babies. Talk to your family about the risks.

Certain diagnoses can make children and babies more vulnerable
for serious complications from respiratory viruses
- including prematurity, chronic lung disease, and heart conditions.

You can limit the spread of viruses by wearing a mask,
washing your hands with soap & water, using an
alcohol-based hand sanitizer, and getting vaccinated.

The fewer germs your baby is exposed to, the less likely they
are to get sick. Let people know you need their help to stay well.
Limit visitors. Avoid crowds. Stay away from sick people.

Immunizations save lives. Stay up-to-date with your family's
flu vaccinations and COVID-19 boosters. This helps our
community stay safe by stopping the spread of deadly viruses.

Babies older than 6 months can get a flu shot and COVID-19
vaccinations. There is no vaccine for RSV, but monthly
antibody shots during RSV season can help protect them.

' WE CAN HELP PROTECT EACH OTHER. g National
Perinatal

Association

www.nationalperinatal.org/rsv
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LOMA LINDA

National Network

Education, Resources, and
of NlCU Support for Perinatal Mental
psyc holog ists Health Professionals

oXFORD

We are pleased to announce

. the Publication of this
vioral Health |
E::Eces with High-Risk & N E\W/ Essential Resource
infants & Families !

] ilies, and
Needs of Potients. Fafﬂr _
:ﬁfr;ﬁi Fetal, Niﬂﬂntnf Intensive Care Unit,

PO e o Up Settns Behavioral Health Services with
High-Risk Infants and Families

Meeting the Needs of Patients,
Families, and Providers

in Fetal, Neonatal Intensive Care Unit,
and Neonatal Follow-Up Settings

[agiteet dm
Allison G. Demprsey,
joanna CM Cole,

and Sage N, Saxton

Use discount code ASPROMPS
and save 33%

online at www.oup.com $56.00

NATIONALPERINATAL.ORG/PSYCHOLOGISTS
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Respiratory Syncytial Virus The Gap Baby:
DID YOU KNOW? n RSV Story

a highly contagious seasonal virus
that causes respiratory infections
such as pneumonia and bronchiolitis

|

Infants under age 1

Postpurtum Revolution

RSV is the @ANGELINASPICER

leading cause of
hospitalization

16x more likely
to get RSV than
the flu

a5 Kids under age 5
’ ' experience

5 500,000 emergency
& o
'0‘% room visits for RSV

each year

@ 57,000

s
@ hospitalizations
for RSV each year

Readers can also follow
NCIJIH E\:t;ﬁifl;rln(f[):zlljltt!;“ LEARN MORE )
NEONATOLOGY TODAY
via our Twitter Feed
@NEOTODAY
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January 12th 11-12:30PM PT
Register using the QR code or the link here

PRESENTERS:

INFANT AND FAMILY CENTERED DEVELOPMENTAL
CARE: EVIDENCE FOR PRACTICE

Joy V. Browne, PhD, PCNS, IMH-E (V)

Clinical Professor, Dept of Pediatrics

University of Colorado Denver School of Medicine
Pronouns: she/her/hers

USING THE EVIDENCE TO GUIDE PARENTS IN
OPTIMIZING THE EARLY NICU ENVIRONMENT

Bobbi Pineda, PhD OTR/L, CNT

Assistant Professor, University of Southern California
Chan Division of Occupational Science and
Occupational Therapy,

Pronouns: she/her/hers

VARIATION IN FAMILY CENTERED CARE METRICS
ACROSS CALIFORNIA

Jochen Profit, MD, MPH

Professor of Pediatrics (Neonatology), Stanford School of
Medicine

Chief Quality officer at CPQCC

Pronouns: he/him/his
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Family Centered Care Taskforce: National NICU Parent
Support Organizations: An Essential Partner

Keira Sorrells, Meegan Snyder
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“An abundance of research confirms

that having a premature or critically ill
newborn in the NICU leaves parents at

risk for developing acute stress disorder
(1,4), posttraumatic stress disorder (1), and
postpartum depression (2,3). ”

An abundance of research confirms that having a premature or
critically ill newborn in the NICU leaves parents at risk for devel-
oping acute stress disorder (1,4), posttraumatic stress disorder
(1), and postpartum depression (2,3). We also know that endur-
ing a NICU stay can have long-lasting adverse effects on both
the child and the parents (11), such as lack of bonding (5), lower
breastfeeding rates (7,8), impaired decision-making of the parents
(9,11), and may even lead to the neglect or abuse of the child (10).

“ Notably, of the eleven new
recommendations, five relate specifically
to the inclusion of and support for NICU
families: recommendation on immediate
Kangaroo Mother Care, recommendation
on family involvement, recommendation on
family support, recommendation on home
visits, and best practice statement on
parental leave and entitlements.”

On November 15, 2022, the World Health Organization launched
new recommendations based on new evidence that has emerged
over the years that can improve the care of preterm or low birth-
weight infants. (6) Notably, of the eleven new recommendations,
five relate specifically to the inclusion of and support for NICU
families: recommendation on immediate Kangaroo Mother Care,
recommendation on family involvement, recommendation on fam-
ily support, recommendation on home visits, and best practice
statement on parental leave and entitiements.

Commentary (12) on the recommendations published in The
Lancet on November 15, 2022, stated: “These recommendations
call for a ‘re-positioning of power’ within health systems, allowing
the mother and family to take the pivotal role in their baby’s care.
Families need to be empowered and supported to take their cen-
tral place as providers of care for their preterm and LBS infants.”
We would add to this statement that all families in the NICU, re-
gardless of gestational age or birth weight, deserve the same.

“Peer-to-peer support should be central

to developing this holistic, individualized
support system for parents. Peer support
can be defined as ‘the provision of
emotional, appraisal and informational
assistance by a selected social network
member who possesses experiential
knowledge of a specific behavior or stress
and similar characteristics as the target
population’ (13). ”

Peer-to-peer support should be central to developing this holistic,
individualized support system for parents. Peer support can be
defined as ‘the provision of emotional, appraisal and informational
assistance by a selected social network member who possesses
experiential knowledge of a specific behavior or stress and similar
characteristics as the target population’ (13). Peer support has
long been recognized and utilized as a proven mental health in-
tervention for various medical conditions such as breast cancer
(14), diabetes (15), Post-Traumatic Stress Disorder in military
veterans (16), and addiction recovery (17). The evidence for the
efficacy and effectiveness of peer-to-peer support in the neonatal
intensive care unit is less established; however, as noted in the
National Perinatal Association’s Recommendations on Providing
Psychosocial Support to NICU Families (18), peer-to-peer support
is a “unique form of support that can complement or supplement,
but not replace, services provided by professional NICU staff.”

There are several ways in which peer-to-peer support can be im-
plemented and delivered to NICU families, including bedside one-
on-one support, in-person support groups, virtual support groups,
moderated online messaging forums, and virtual one-on-one sup-
port sessions via phone, text, or video conference. Many hospitals
have well-organized peer support groups, education, and resourc-
es for families that a veteran parent support navigator leads, often
in collaboration with NICU staff. Unfortunately, the prevalence of
such programs is not ubiquitous. As well, community-based orga-
nizations with a national reach exist that can either fill that gap if a
unit cannot start or sustain one or become an additional resource
to the existing local, in-hospital group.

The NICU Parent Network is a US-based collaborative of over
40 community-based NICU family support organizations, many of
which have a national presence. These organizations share key
characteristics that may allay NICU staffs concerns in recom-
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mending a national organization that does not have a local pres- from this interaction. The interview is set up this way for

ence in their area. multiple reasons, a few of which are: can the parent be
) o . an active listener, can they listen to someone else’s story
1. Community-based organizations are 501c3, public nonprof- and not make comparisons, and it offers an opportunity
its, or small businesses. This distinction is important to note for the Director to have a first-hand understanding of their
as a level of Iegal, Compliance, and fiscal responsibility must current emotional state while sharing their Story.
be embedded when running a business to ensure a 501c3
status or Certificate of Good Standing is not revoked. Not all parents that are interviewed will go on to become
) o a mentor. Often the parent may realize they are not ready
2. Community-based organizations are not run by or owned by to be a mentor. If it is decided that the parent is a good
a hospital — though they may still contract with a hospital fit, they then start the training to become a mentor. The
as a vendor or service provider to provide peer-to-peer sup- training starts with an online video and quiz and contin-
port programs, education, and family resources. They are ues throughout their time as mentors via monthly meet-
autonomous entities governed by their Board of Directors or ings. We firmly believe in continuous learning and the
leadership team. support of our mentors. Our training program is designed

to help prepare parents to interact with potential mentees
in the best way possible. All our training is conducted
virtually as a national organization with mentors across
the country. We include topics such as Trauma Informed
language, matching etiquette, knowing when a mental
health professional should become involved, and more in
these monthly meetings.

3. Peer-to-peer support programs should always be provid-
ed through the organization by a trained, veteran NICU or
loss parent. The importance of appropriate peer special-
ist screening and training cannot be understated. Having
a NICU or loss experience is not enough to allow a parent
to have one-on-one contact with a family currently in crisis.
This is for the mental health protection of the mentor and
the mentee. Meegan Snyder, co-author of this piece and Di-
rector of the Preemie Parent Mentor Program at Graham’s

Foundation, shares some highlights of their protocol below: “Community-based organizations often
expand their peer-to-peer support services

“Peer-to-peer support programs to encompass the maternal healthcare
should always be provided through the Journey from high-risk pregnancy
organization by a trained, veteran NICU or  through NICU, loss if it occurs, and post-
loss parent. The importance of appropriate  discharge.”

peer specialist screening and training

cannot be understated. Having a NICU or 4. Community-based organizations often expand their peer-
. . to-peer support services to encompass the maternal health-

loss experience Is not enough to allow a care journey from high-risk pregnancy through NICU, loss
. if it occurs, and post-discharge. This is a gap filled by many

parent to have one-on-one contact with a national organizations if hospital-run parent peer-support

services do not formally extend beyond the baby’s discharge

H 7 icic
family currently in crisis. from the NIGU.

5.  Community-based organizations often have deep networks
of trained, veteran peer mentors with a wide variety of medi-

At Graham’s Foundation, | do all screening and training cal experiences, conditions, and experiences that allow the
in-house. | am a veteran NICU parent myself and have parent receiving support to be matched with a mentor who
undergone training as a Trauma-Informed Professional can most closely relate to the shared experience. These
and peer support specialist. Organizations vary in the de- mentor networks may number from 20 to over 200 trained
marcation point as it relates to the distance a prospective peer mentors.

mentor has from their personal experience. For our orga-
nization, if they are at least one year from discharge, they = 6. Community-based organizations are likely equipped to pro-

can fill out an application that will lead to an interview with vide services anytime, anywhere, regardless of the parents’
the Director. location.

The interview is one of the most important parts of our 7. Community-based organizations often provide a variety of
mentor screening. Prospective mentors are invited to services in addition to peer-to-peer support that may include
share their stories with the Director and then listen to the but are not limited to: counseling by mental health profes-
Director share her own story. So much can be learned sionals, education through podcasts, webinars, apps, and

NEONATOLOGY TODAY is interested in publishing manuscripts from Neonatologists,
Fellows, NNPs and those involved in caring for neonates on case studies, research results,
hospital news, meeting announcements, and other pertinent topics.

Please submit your manuscript to: LomalLindaPublishingCompany@gmail.com
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printed materials, essential and emergent needs care pack-
ages and devices, financial assistance programs, and oth-
ers.

8. Community-based organizations will often partner with local
support organizations to ensure a holistic support network
for the family is established. The overarching goal is for ev-
ery parent to receive the individualized support, education,
and resources they need.

Understanding the importance of peer-to-peer support for NICU
families and the key characteristics of a national, community-
based organization can enable hospital teams to feel confident in
seeking partnerships with such organizations. There are a variety
of ways in which these partnerships can be constructed. How-
ever, the NICU Parent Network strongly supports the provision
of a relationship bound by a contract to define the expectations,
roles, responsibilities, and consistency of the relationship clearly
and thoroughly. The COVID-19 pandemic highlighted how critical
having a contract in place can be as only those organizations in
the NPN membership with a Business Associate Agreement were
deemed essential by all levels of hospital and NICU administration
and therefore did not see an interruption in their ability to provide
much-needed services to families. Avoiding the volunteer desig-
nation in these instances proved to be a notable differentiation.

“The COVID-19 pandemic highlighted how
critical having a contract in place can be
as only those organizations in the NPN
membership with a Business Associate
Agreement were deemed essential by all
levels of hospital and NICU administration
and therefore did not see an interruption
in their ability to provide much-needed
services to families. ”

As with any partnership with an entity outside the hospital, it is
essential to thoroughly vet the organization, their leadership, and
those who provide direct services to the families. Below is a list of
questions and recommendations to help determine if an organiza-
tion is credible, established, and operating as a business. Orga-
nizations should be transparent and have no problem providing
complete and thorough responses to the following:

1. A 501c3 designation letter from the IRS or a copy of their
Certificate of Good Standing from the Secretary of State
should be provided.

2. References from clinicians they have partnered with and
from families who have received their services.

3.  Find out what their processes and programs are to support
their mentors to avoid burnout and mitigate vicarious trauma
& compassion fatigue.

4. Communication between the organization and unit staff
leadership is critical. Ask how often they debrief with their
unit point person.

5. Ask how they handle concerns where a mental health pro-
fessional is needed.

6. Ask what the organization needs from you to ensure a suc-
cessful relationship or partnership.

7. Ask about their screening and training protocols for their
peer mentors. Ask what the qualifications are for their men-
tors to have direct contact with families.

8.  Ask what their written policies and agreements are regarding
confidentiality, liability, and boundaries with families. Organi-
zations should have policies around social media interaction
and privacy for the mentor and the family receiving services.

9. If the organization utilizes a Facebook group or other online
community as part of its support services, they should be
moderated by trained peer support staff or volunteers.

“HIPAA and fears about privacy and
liability are often the number one
roadblock for hospitals to connect with,
partner with, or refer families to an outside
organization.”

HIPAA and fears about privacy and liability are often the number
one roadblock for hospitals to connect with, partner with, or re-
fer families to an outside organization. This is another reason the
Business Associate Agreement is important, as this contract is the
legal document to afford these protections and legal compliance.

Preterm and sick newborns will continue to be admitted to the
NICU, and this traumatic life experience will significantly impact
families. We must never forget that these infants are new mem-
bers of families, new citizens of our global community, and pre-
cious humans entering life with the odds stacked against them.
As professionals in perinatal and maternal-infant health, we must
ensure that we fully embrace and put into practice elevating the
family as the central and essential member of that baby’s care
team. As such, we must ensure every family has equitable ac-
cess to the variety of support, education, and resources available
through local and national organizations and programs so that a
holistic, individualized support system can be firmly in place for
each of them.
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Recent developments in diagnostic and therapeutic aspects of cardiac and neonatal issues have advanced the care of the
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About the Program

* WHO SHOULD TAKE THE PROGRAM? This program is designed for both office and hospital staff in all disciplines
that interact with pregnant patients and their families. A key focus is recognizing risk factors for perinatal
mood and anxiety disorders, and mitigating their impact through provision of trauma-informed care.

* WHY TAKE THE PROGRAM? Families will benefit when staff have improved skills, through enhanced parental
resilience and better mental health, and improved parent-baby bonding leading to better developmental
outcomes for babies. Benefits to staff include improved skills in communicating with patients; improved
teamwork, engagement and staff morale; reduced burnout, and reduced staff turnover.

* HOW DOES THE PROGRAM ACHIEVE ITS GOALS? Program content is representative of best practices, engaging
and story-driven, resource-rich, and developed by a unique interprofessional collaboration of obstetric and
neonatal professionals and patients. The program presents practical tips and an abundance of clinical
information that together provide solutions to the emotional needs of expectant and new parents.

* HOW WAS THE PROGRAM DEVELOPED? This program was developed through collaboration among three
organizations: a multidisciplinary group of professionals from the National Perinatal Association and Patient
+ Family Care, and parents from the NICU Parent Network. The six courses represent the different stages

of pregnancy (antepartum, intrapartum, postpartum), as well as perinatal mood and anxiety disorders,
communication techniques, and staff support.

Program Objectives

- Describe principles of trauma-informed care as standards underlying all
communication during provision of maternity care in both inpatient and
outpatient settings.

- Identify risk factors, signs, and symptoms of perinatal mood and anxiety disorders;
describe treatment options.

- Define ways to support pregnant patients with high-risk conditions during the
antepartum period.

- Describe obstetric violence, including ways that providers may contribute to a patient's
experience of maternity care as being traumatic; equally describe ways providers can
mitigate obstetric trauma.

- Describe the importance of providing psychosocial support to women and their
families in times of pregnancy loss and fetal and infant death.

- Define the Fourth Trimester, and identify the key areas for providing psychosocial
support to women during the postpartum period.

- |dentify signs and symptoms of burnout as well as their ill effects, and describe both
individual and systemic methods for reducing burnout in maternity care staff.

Continuing education credits will be provided for physicians, clinic and bedside nurses,
social workers, psychologists, and licensed marriage and family therapists. CEUs will
be provided by Perinatal Advisory Council: Leadership, Advocacy, and Consultation.



PROGRAM CONTENT

COMMUNICATION SKILLS CEUs offered: 1

Learn principles of trauma-informed care, use of universal precautions, how to support LGBTQ patients,
obtaining informed consent, engaging in joint decision-making, delivering bad news, dealing with
challenging patients.

Faculty: Amina White, MD, MA, Clinical Associate Professor, Department of OB/Gyn, University of North Carolina, Chapel Hill,
NC; Sue Hall, MD, MSW, FAAP, St. John's Regional Medical Center, Oxnard, CA; Karen Saxer, CNM, MSN, University of North Carolina
Maternal-Fetal Medicine, UNC Women'’s Hospital, Chapel Hill, NC; Tracy Pella, Co-Founder & President, Connected Forever, Tecumseh, NE.

PERINATAL MOOD AND ANXIETY DISORDERS CEUs offered: 1

Identify risk factors for and differential diagnosis of PMADs (perinatal mood and anxiety disorders),
particularly perinatal depression and/or anxiety and posttraumatic stress syndrome. Learn the adverse
effects of maternal depression on infant and child development, and the importance of screening for
and treating PMADs.

Faculty: Linda Baker, PsyD, psychologist at Unstuck Therapy, LLC, Denver, CO; Sue Hall, MD, MSW, FAAP, neonatologist at St. John's
Regional Medical Center, Oxnard, CA; Angela Davids, Founder of Keep ‘Em Cookin’, Baltimore, MD; Brittany Boet, Founder of Bryce's
NICU Project, San Antonio, TX.

PROVIDING ANTEPARTUM SUPPORT  CEUs offered: 1

Identify psychosocial challenges facing high risk OB patients, and define how to provide support for
them, whether they are inpatient or outpatient. Recognize when palliative care is a reasonable option
to present to pregnant patients and their families.

Faculty: Amina White, MD, MA, Clinical Associate Professor, Department of OB/Gyn, University of North Carolina, Chapel Hill, NC;
Sue Hall, MD, MSW, FAAP, neonatologist at St. John's Regional Medical Center, Oxnard, CA; Angela Davids, Founder of
Keep ‘Em Cookin’, Baltimore, MD; Erin Thatcher, BA, Founder and Executive Director of The PPROM Foundation, Denver, CO.

PROVIDING INTRAPARTUM SUPPORT  CEUs offered: 1

Describe how to manage patient expectations for labor and delivery including pain management;
identify examples of obstetric violence, including identification of provider factors that may increase
patients’ experience of trauma; learn how to mitigate patients’ trauma, and how to provide support
during the process of labor and delivery.

Faculty: Sara Detlefs, MD, Fellow in Maternal-Fetal Medicine, Baylor College of Medicine, Houston, TX; Jerry Ballas, MD, MPH,
Associate Clinical Professor, UCSD Health System, Maternal-Fetal Medicine, Department of Obstetrics, Gynecology and Reproductive
Sciences, University of California at San Diego, San Diego, CA; MaryLou Martin, MSN, RNC-NIC, CKC, Women's and Children’s Services
Nurse Educator, MclLeod Regional Medical Center, MclLeod, SC; Claire Hartman, RN, IBCLC, Labor & Delivery, University of North
Carolina Hospital, Chapel Hill, NC; Crystal Duffy, Author of Twin To Twin (from High Risk Pregnancy to Happy Family), and NICU Parent
Advisor, Houston, TX; Erin Thatcher, Founder and Executive Director of The PPROM Foundation, Denver, CO.

PROVIDING POSTPARTUM SUPPORT ~ CEUs offered: 1

Define the 4th Trimester and the importance of follow-up especially for high risk and minority patients,
learn to recognize risk factors for traumatic birth experience and how to discuss patients’ experiences
postpartum; describe the application of trauma-informed care during this period, including support for
patients who are breastfeeding and those whose babies don't get to go home with them.

Faculty: Amanda Brown, CNM, University of North Carolina Hospital, Chapel Hill, NC; ; Sue Hall, MD, MSW, FAAP, neonatologist at
St. John's Regional Medical Center, Oxnard, CA; Crystal Duffy, Author of Twin To Twin (from High Risk Pregnancy to Happy Family),
and NICU Parent Advisor, Houston, TX.

SUPPORTING STAFF AS THEY SUPPORT FAMILIES ~ CEUs offered: 1

Define burnout and compassion fatigue; identify the risks of secondary traumatic stress syndrome to
obstetric staff; describe adverse impacts of bullying among staff; identify the importance of both work-
life balance and staff support.

Faculty: Cheryl Milford, EdS, Consulting NICU and Developmental Psychologist, Director of Development, National Perinatal
Association, Huntington Beach, CA; Sue Hall, MD, MSW, FAAP, neonatologist at St. John's Regional Medical Center, Oxnard, CA; Erin
Thatcher, BA, Founder and Executive Director, The PPROM Foundation, Denver, CO

Cost

- RNs: $10/CEU; $60 for the full program

- Physicians, licensed clinical social workers (LCSWSs), licensed marriage and family therapists (LMFTs):
$35/CEU; $210 for the full program

- Although PACLAC cannot award CEs for certified nurse midwives, they can submit certificates to their own
professional organization to request credit. $35/CEU; $210 for the full program

Contact help@myperinatalnetwork.org to learn more.
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Faculty

Linda Baker, PsyD
Psychologist at Unstuck Therapy, LLC, Denver, CO.

Jerasimos (Jerry) Ballas, MD, MPH

Associate Clinical Professor, UCSD Health System, Maternal-
Fetal Medicine, Department of Obstetrics, Gynecology
and Reproductive Sciences, University of California at San
Diego, San Diego, CA.

Amanda Brown, CNM, MSN, MPH
University of North Carolina-Chapel Hill Hospitals, Chapel
Hill, NC.

Sara Detlefs, MD
Fellow in Maternal-Fetal Medicine, Baylor College of Medicine,
Houston, TX.

Sue L. Hall, MD, MSW, FAAP
Neonatologist, Ventura, CA.

Claire Hartman, RN, IBCLC
Labor & Delivery, University of North Carolina Hospital,
Chapel Hill, NC.

MaryLou Martin, MSN, RNC-NIC, CKC

Women's and Children's Services Nurse Educator, MclLeod

Cheryl Milford, EdS.
Former NICU and Developmental psychologist, in memoriam.

Karen Saxer, CNM, MSN
University of North Carolina Maternal-Fetal Medicine, UNC
Women's Hospital, Chapel Hill, NC.

Amina White, MD, MA
Clinical Associate Professor, Department of Obstetrics and
Gynecology, University of North Carolina, Chapel Hill, NC.

Parent/Patient Contributers:
Brittany Boet
Founder, Bryce's NICU Project, San Antonio, TX.

Angela Davids
Founder, Keep ‘Em Cookin’, Baltimore, MD.

Crystal Duffy
Author of Twin To Twin (from High Risk Pregnancy to Happy
Family), and NICU Parent Advisor, Houston, TX.

Tracy Pella, MA
Co-Founder and President, Connected Forever, Tecumseh, NE.

Erin Thatcher, BA
Founder and Executive Director, The PPROM Foundation,

Regional Medical Center, Mcleod, SC. Denver, CO.

-]
CANCELLATIONS AND REFUNDS

- For Individual Subscribers:
- If you elect to take only one course, there will be no cancellations or refunds after you have started the course.

- If you elect to take more than one course and pay in advance, there will be no cancellations or refunds after
payment has been made unless a written request is sent to help@myperinatalnetwork.com and individually
approved.

- For Institutional Subscribers:
- After we are in possession of a signed contract by an authorized agent of the hospital and the program fees have been
paid, a 50% refund of the amount paid will be given if we are in receipt of a written request to cancel at least 14 (fourteen)
days prior to the scheduled start date for your hospital's online program.

- Refunds will not be given for staff members who neglect to start the program. Also, no refunds for those who start the
program, but do not complete all 6 courses within the time frame allotted.

For Physicians: This activity has been planned and implemented in accordance with the Institute for Medical
Quiality and the California Medical Association’s CME Accreditation Standards (IMQ/CMA) through the Joint Pro-
vidership of the Perinatal Advisory Council: Leadership, Advocacy and Consultation (PAC/LAC) and the National
Perinatal Association. PAC/LAC is accredited by the Institute for Medical Quality/California Medical Association
(IMQ/CMA) to provide continuing education for physicians. PAC/LAC takes responsibility for the content, quality
and scientific integrity of this CME activity. PAC/LAC designates this activity for a maximum of 6 AMA PRA Category
1Credit(s)TM. Physicians should only claim credit commensurate with the extent of their participation in the activity.
This credit may also be applied to the CMA Certification in Continuing Medical Education.

For Nurses: The Perinatal Advisory Council: Leadership, Advocacy and Consultation (PAC/LAC) is an approved
provider by the California Board of Registered Nursing Provider CEP 5862. When taken as a whole, this program
is approved for 7 contact hours of continuing education credit.

For CAMFT: Perinatal Advisory Council: Leadership, Advocacy, and Consultation (PAC/LAC) is approved by
the California Association of Marriage and Family Therapists to sponsor continuing education for LMFTs and
LCSWs. CE Provider #128542. PAC/LAC maintains responsibility for the program and its content. Program
meets the qualifications for 6 hours of continuing education credit for LMFTs and LCSWs as required by the

California Board of Behavioral Sciences. You can reach us at help@myperinatalnetwork.org.

Follow us online at @MyNICUNetwork

www.myperinatalnetwork.org Phone: 805-372-1730
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SHARED DECISION-MAKING

PROTECTS MOTHERS + INFANTS

DURING COVID-19

KEEPING MOTHERS +

INFANTS TOGETHER
Means balancing e
the risks of... » SEPARATION AND TRAUMA
EVIDENCE
O ’ . L
.II“I ( ,: We encourage families and clinicians to
remain diligent in learning up-to-date evidence.
*
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_ _ EACH A DECISION
for this unique dyad? VALUATE THE DECISION
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\ggé Both parents and providers ¢
7 are confronting significant... e UNCERTAINTY

LONGITUDINAL DATA

We need to understand more about outcomes for mothers
and infants exposed to COVID-19, with special attention to:

. e POSTPARTUM CARE DELIVERY 2 1 I L
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NEW DATA EMERGE DAILY. NANN AND NPA ENCOURAGE PERINATAL CARE PROVIDERS TO ENGAGE IN CANDID CONVERSATIONS
WITH PREGNANT PARENTS PRIOR TO DELIVERY REGARDING RISKS, BENEFITS, LIMITATIONS, AND REALISTIC EXPECTATIONS.

Partnering for patient-centered care
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when it matters most.
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FREE ONLINE EDUCATION

A viral
pandemic

within a viral
pandemic

Will mental
IlIness be the
next inevitable
pandemic?

National Perinatal Association My Perinatal Network and My NICU Network

are products of a collaboration between NPA and NPN.
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National Network of NICU Psychologists

FREE for our NICU COMMUNITY

e Helping Children and Families Cope
e Bonding with Your Baby
e Caregivers Need Care Too

Download at www.nationalperinatal.org ychologists

Caring for Babies and their Families: @ s O

Providing Psychosocial Support to NICU Parents T

newly
validated

7- Module Online Course in NICU Staff Education mynicunstwork g

@ National Perinatal Association
PERINATAL SUBSTANCE USE

nationalperinatal.orgfposition
wwhw nationalperinatal.orgfsubstance_Lise

Why do
women wait?

The threats of
discrimination,
incarceration, loss
of parental rights.
and loss of
persanal autonomy
are powerful
deterrents to
geeklng
appropnate

The NUCDF is a non-profit organization
dedicated to the identification, treatment
and cure of urea cycle disorders. NUCDF
is a nationally-recognized resource of
information and education for families
and healthcare professionals.
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Seniors Gain Access to Preventive COVID-19 Treatment

Michelle Winokur, DrPH

The Alliance for Patient Access, founded in 2006, is a national
network of physicians dedicated to ensuring patient access to
approved therapies and appropriate clinical care. AfPA accom-
plishes this mission by recruiting, training and mobilizing policy-
minded physicians to be effective advocates for patient access.
AfPA is organized as a non-profit 501(c)(4) corporation and
headed by an independent board of dif1]rectors. lts physician
leadership is supported by policy advocacy management and
public affairs consultants.

In 2012, AfPA established the Institute for Patient Access, a re-
lated 501(c)(3) non-profit corporation. The Institute for Patient
Access is a physician-led policy research organization dedicated
to maintaining the primacy of the physician-patient relationship
in the provision of quality health care. In furtherance of its mis-
sion, IfPA produces educational materials and programming de-
signed to promote informed discussion about patient access to
approved therapies and appropriate clinical care.

Visit allianceforpatientaccess.org and instituteforpatientaccess.
org to learn more about each organization.

Alliance for
Patient Access

Institute for
Patient Access

“By including mAbs under Medicare
Part B for the first time, the Centers for
Medicare and Medicaid Services will
expand patient access to these powerful
— and now affordable — drugs.”

Starting next year, Medicare will cover monoclonal antibodies as
a preventive treatment against COVID-19. (1) By including mAbs
under Medicare Part B for the first time, the Centers for Medicare
and Medicaid Services will expand patient access to these power-
ful — and now affordable — drugs.

Permanent coverage under Medicare Part B’s vaccine benefit
means seniors can get mAbs at no out-of-pocket cost. This is a
substantial change in the short term, especially with an anticipat-
ed winter wave of COVID-19. (2)

“Long-term, covering mAbs as
prophylaxis for seniors signals

the federal policymakers’ potential
openness to covering them for children.
This precedent points toward CMS
eventually including preventive mAbs,

a type of immunization, in the federal
government’s Vaccines for Children
Program.”

An Important Precedent

Long-term, covering mAbs as prophylaxis for seniors signals the
federal policymakers’ potential openness to covering them for
children. This precedent points toward CMS eventually including
preventive mAbs, a type of immunization, in the federal govern-
ment’s Vaccines for Children Program.

If mAbs are approved for preventive care, at no cost, for one large
population vulnerable to respiratory diseases — seniors- they
should be available to all such patients, including infants and chil-
dren.

“Next-generation RSV preventive mAbs
are already in development and could,
for the first time, provide protection to
all infants and reduce the burden of
RSV on both patients and the healthcare
system.”

RSV and the Case for Inclusion

Infants, the principal beneficiaries of the Vaccines for Children
Program, are at particular risk of the respiratory syncytial virus.
Indeed, 97% of all babies contract RSV by age 2, (3) which is
the leading cause of bronchiolitis and pneumonia among infants.
(4) Next-generation RSV preventive mAbs are already in develop-
ment and could, for the first time, provide protection to all infants
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and reduce the burden of RSV on both patients and the health-
care system.

CMS’s decision to provide seniors coverage for mAbs as a pre-
ventive treatment for COVID-19 may pave the way for other pre-
ventive mAbs that protect infants and children from RSV. (5)Such
a policy would undoubtedly be welcome news for parents and pro-
viders hoping to protect infants and young children from the really
serious virus.

“CMS’s decision to provide seniors
coverage for mAbs as a preventive
treatment for COVID-19 may pave the
way for other preventive mAbs that
protect infants and children from RSV.”
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Michelle Winokur, DrPH, is the Executive Director of the Institute
for Patient Access. This article was also published at healthpoli-
cytoday.org.
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PERINATAL MENTAL HEALTH
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OFFER
ANTICIPATORY
GUIDANCE

Families need to know
that women are

more likely to develop
depression and anxiety
during the first year
after childbirth than

at any other time in
their life,

Educate. Advocate. Integrate.

SHARED DECISION-MAKING

PROTECTS PARENTS + BABIES

COVID-19 ¢

INFORMED
PROVIDERS
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H elp explore options
A ssess preferences
R each a decision
E valuate the decision

CARE DELIVERY REQUIRES

PARTNERSHIP

Sign up for free membership at 99nicu, the
Internet community for professionals in neonatal
medicine. Discussion Forums, Image Library,

Virtual NICU, and more...”
www.99nicu.org

99nicu
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- 1»‘ exclusively serving Pediatric and Adult %] Subscribe Electronically
§ Cardiologists that focus on Congenital/ .___J Free on the Home Page
CONGENITAL Strugtural He'art Disease (CHD), and www.CongenitalCardiologyToday.com
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Keeping Your Baby Safe

during the COVID-19 pandemic

How to protect your little one
from germs and viruses

Even though there are some things we don't know about COVID-19 yet,

there are many more things that we do know. We know that there are
proven protective measures that we can take to stay healthy.

Here's what you can do...

Wash Your Hands

e This is the single, most
important thing you can
do to stop the spread of
viruses. Stay 6 feet apart when out.

Use soap.

Limit Contact
with Others

Stay home when you can.

Wear a face mask when out.

Change your clothes when
you get home. ——

Wash for
more than

20 seconds. Tell others what

you're doing to
stay safe.

Use alcohol-
based sanitizers.

Take Care of
Yourself

Stay connected with
your family and friends.

Provide Protective
Immunity
¢ Hold baby skin-to-skin.

e Give them your

breast milk. Sleep when you can.

Drink more water and
eat healthy foods.

e Stay current with
your family's

immunizations. Seek mental health

support. ]
Immunizations vaccinations save lives. Protecting your baby from

flu and pertussis lowers their risks for complications from coronavirus. '

Never Put a Mask on Your Baby

e Because babies have smaller airways, a mask
makes it hard for them to breathe.

e Masks pose a risk of strangulation and suffocation.
¢ A baby can't remove their mask if they're suffocating.

If you are positive for COVID-19

e Wash with soap and water and put on fresh
clothes before holding or feeding your baby.

s 5
hy

e Watch out for symptoms like fever, confusion, or trouble breathing.

e Wear a mask to help stop the virus from spreading.

e Ask for help caring for your baby and yourself while you recover.

@ Mational

We can help protect each other.
Learn more
www.nationalperinatal.org/COVID-19

sociation

Peniknatal

The Gap Baby:
n RSV Story

A collaborative of professional, clinical,
community health, and family support
organizations improving the lives of
premature infants and their families through
education and advocacy.

The National Coalition for Infant
Health advocates for:

e Access to an exclusive human milk
diet for premature infants

e Increased emotional support resources
for parents and caregivers suffering
from PTSD/PPD

e Access to RSV preventive treatment for
all premature infants as indicated on the
FDA label

e Clear, science-based nutrition guidelines
for pregnant and breastfeeding mothers

e Safe, accurate medical devices and
products designed for the special
needs of NICU patients

www.infanthealth.org
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I CAN Digitally Involved (I CANDI): Happy Holidays
and Warm Tidings from the International Children’s
Advisory Network

Abby Clark

“We cannot continue to empower kids
worldwide without your help. As the end
of the year approaches, we want to reflect
on some highlights from our wonderful
2022!”

Happy holidays and warm tidings from the International Children’s
Advisory Network Inc. (iCAN)! This holiday season, we at iCAN
want to thank our community for their generosity throughout 2022.
On Tuesday, November 29, 2022, iCAN participated in the world-
wide day of giving - Giving Tuesday. We sincerely thank those
who supported iCAN, both financially and otherwise. We cannot
continue to empower kids worldwide without your help. As the end
of the year approaches, we want to reflect on some highlights
from our wonderful 2022!

iCAN held its premier annual event, the iCAN Research, and Ad-
vocacy Summit presented by Jumo Health in Lyon, France, on
July 11-15, 2022. It was a huge success, with over 150 people in
attendance, including, for the first time, our Uganda chapter.

Additionally, this past October, iCAN attended the 2022 American
Academy of Pediatrics National Conference and Exhibition (AAP
NCE). Thank you to everyone who stopped by our booth. In 2023,
iCAN will be at the 2023 AAP NCE held in Washington, D.C., on
October 20 - 24 at booth 1841. Also in October, our president,
Leanne West, spoke at the Patient Engagement Open Forum
(PEOF) in Barcelona, Spain, on the topic of Patient Engagement
(PE) and Patient Involvement (PI) in different areas of clinical and
research practice.

iCAN partnered with the Multi-Regional Clinical Trials Center of
Brigham and Women’s Hospital and Harvard (MRCT) to bring a

youth member and our president, Leanne West, to the 2nd Ca-
ribbean Congress for Youth and Adolescent Health. There, they
spoke on a panel regarding the importance of including young
people in health research.

iCAN also partnered with Eli Lilly to send a youth member to share
their story at the Twelfth Annual Eli Lilly Pediatric Symposium: Ac-
celerating Drug Development in Pediatrics in November.

Thank you to those who made these, and many other events like
these, a reality over the 2022 year!

.-~y N

1r,ﬁ o L AESS
JCAN *CANMakeADifference

e CONtiNUeE to Support at iICAN.health

iCAN CHAPTER NEWS

. For anyone interested, you can now Help Support A Child for
the 2023 iCAN Research and Advocacy Summit sponsored
by Jumo Health! Please see the flyer below or email abbyc-
lark@icanresearch.org for more information.

“For anyone interested, you can now
Help Support A Child for the 2023

iCAN Research and Advocacy Summit
sponsored by Jumo Health! Please see
the flyer below or email abbyclark@
icanresearch.org for more information.”
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2 Help Support a Child
ICAN $1,000
Help Our Youth Share Their Story

Theet Inbemnaticnal Chitdren's Advisory Netwerk. Inc.. (iCAN) s 3 worldwide network of children's
advisory groups, known as Kids Impacting Disease Through Science (KIDS) and Young Persons
Advisary Groups (YPAGS), These dedicated youth member greups werk in unison around the
world to provide a vesoe lor children and families in medcine. research. and Mnovabion. Every
year iCAN hosts a summit that brings these groups legether in shared experience and
camaraderse. (CAN is a lax eoempd coganizalion a5 described in
Section 501ic13 of the Intermal Revenue Code.

‘We wanl as many children 1o come 1o the summall as passible. However, atlending the Summil =
nod abways passible for gur families who often axperience financial handships. So ICAN pays for
lodging. masl feed, and a transpartabion slipend In addlion Lo summi activitles. As mare youth
join iCAM, we noed your help more than ever! Your lax-deductible donation of §1,000 will help
bering @ child ta the Sumemit. bo make il possible for that child to share their vodes, and lo interact
with medical professichals and alher kids ke them, We will scknowledge you as an indnidual
donor or you may dedicate the donatien in honor of a loved coe. a5 you wish

www.icanresearch.org #IiCANMakeADifference

. iCAN’s Parent Chapter has developed a brief survey for our
parent community about pediatric clinical trials. (1) The goal
of this survey is to help families better understand as well
as navigate the process of clinical trials. We would love to
hear your input on this vital topic. To learn more, contact
iCANParent@icanresearch.org. Additionally, we are recruit-
ing parents to participate. Their child can be of any age and
does not have to be involved with iCAN. All are welcome.

“We would love to hear your input

on this vital topic. To learn more,
contact iCANParent@icanresearch.org.
Additionally, we are recruiting parents to
participate. Their child can be of any age
and does not have to be involved with
iCAN. All are welcome.”

. For all interested doctors, iCAN is collecting quotes answer-
ing the question, “Why is Clinical Research Important?” to be
included in the collaborative anthology project held in con-
junction with the Pediatric Trials Network (PTN) and Duke
Clinical Research Institute (DCRI). Click this link to the sub-

mission page (2) or contact info@icanresearch.org to submit
a quote.

SAVE THE DATE:

° iCAN’s unique youth series ‘Ask the Experts’ has our fi-
nal session of the year planned for December 17, 2022, at
10:00 a.m.EST. The topic is: “The Innovation Pathway in
Pediatric Care.” To join this fun and free event, please reg-
ister at www.icanresearch.org/events. (3) All are welcome to
attend, and kids of all ages are invited to join. Additional ses-
sions for 2023 will be coming, so keep your eyes open! We
welcome all doctors, researchers, and community leaders
to join us. Sign up for this session, as you will not want to
miss it.

Join iCAN!

Ask. the
Experts .

" With Dr. Anthahy Chang
The Innovation Pathway in PEdiatric Care

-

I

VA=W search.org/register

° iCAN 2023 Summit Information -

o  The summit next year will be held in Southern California
from July 10 - July 14, 2023. We will partner with the
International Society for Pediatric Innovation (iSPI).

o You can stay up to date on all the coming informa-
tion and updates by bookmarking www.icanresearch.
org/2023-summit. (4) We need sponsors, speakers,
and donations. To join in, email us at abbyclark@ican-
research.org. In case you missed the week-long event
of the summer, the International Children’s Advisory
Network, Inc. (iCAN) is pleased to share our excitement
about the 2022 iCAN

Summit presented by Jumo Health in a video (5) high-
lighting the wonderful event. Check it out at: https://you-
tu.be/5facza6ONFA. (5)
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2023 HCANSUMMIT

to be held July 10-14th in Southern California

, . - Join Us In-Person for 2023
Sl (T = A ids - I
‘ A ’q "‘F : _ ‘f,_: | Kids - Make Your Summer Count!

_""'"“-—'-11- = -n---n--- *—d‘

L

+ Travel to California
\/ g - _ Share your expert voice
/ - . Shape the future of clinical research

+ Support new pediatric innovation
+ Learn about careers in healthcare
Engage with global leaders
Meet friends from around the world
~~ .+ Make a positive impact in healthcare

&~
ICAN

Learn more:
www.iCANResearch.org
Registration opens March 1st, 2023

HCAN b s rrcpncite nr Srade for arrpared ol seuel turemgements (includfiog Bt aaf Reited n lght, i, car, lemper? af
wny ki, oroommodetions, meos, resenvolions o olfrer rental # vooolion serwios oogaired)) by porlicipoe's jov any seuson
CAN & riot responsible orany otfender medics! reeds.  ICAN advises sitmdes 1o povchose frowel insuranie for the £AN Summil.

If you want to create a project or initiate a new chapter, please
contact Abby Clark at abbyclark@icanresearch.org to get started
today. Chapter groups can be as small or large as needed - with
the emphasis on helping to spotlight the youth voice. To learn
more, check out https://www.icanresearch.org/chapters. (6)
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SHARED DECISION-MAKING
PROTECTS

MOTHERS + INFANTS
DURING COVID-19

KEEPING 3 :‘;;‘g;;fon
MOTH ERS Risk of and trauma
+ INFANTS ?“1’”2‘?”“3'
TOG ETH ER Infection r

Means balancing...

EVIDENCE

We encourage families and
clinicians to remain diligent in
learning up-to-date evidence.

PARTNERSHIP S esxearriciarion ¢ ‘
I ELP EXPLORE OPTIONS %
SHARED DECISION-MAKING
J\ SSESS PREFERENCES
What is the best for I EACH A DECISION

i i ?
this unique dyad? E VALUATE THE DECISION .o 2

TRAUMA-INFORMED

{{‘i% Both parents | ceap
c,\%lfdb and providers
o

& are confronting * GRIEF
significant...  * UNCERTAINTY

LONGITUDINAL DATA ’

We need to understand more about
outcomes for mothers and infants exposed
to COVID-19, with special attention to:

AMACRITAL WE AT TL
L | AL HEAl

« POSTPARTUM CARE DELIVERY “ Il

NEW DATA EMERGE DAILY

MANN AND NPA ENCOURAGE PERINATAL CARE PROVIDERS TO ENGAGE IN CANDID
CONVERSATIONS WITH PREGNANT PARENTS PRIOR TO DELIVERY REGARDING
RISKS, BENEFITS, LIMITATIONS, AND REALISTIC EXPECTATIONS.

Partnering for National g N ti |
patient-centered Association of ationa
care when it Neonatal er] natal
matters most. Nurses Association
nann.org nationalperinatal.org

Your Pregnancy and

Substance Use

4 Things you can do to improve your health
and lower your risk for complications

Get Prenatal Care

Start early. Go to all your visits. Empower yourself
with information so you can make smart decisions.
Build relationships with providers who understand
Substance Use Disorders (SUDs) and know how
to help. Partner with them to reach your goals.

But remember, you do not need to be abstinent
from substance use to get care. Go now.

Reduce Your Use

There are simple things you can do to limit the
harm substances might do.
* Use fewer substances
¢ Use smaller amounts
e Use less often
e Learn how to use safer

Reducing or quitting smoking is a good place to
start. Set your goals, then ask for help.
One of the best things you can do is to stop
= using alcohol. We know that even small
amounts are risky. And when combined with
uy benzos and opioids, alcohol can kill.

Use Medications for Opioid
Use Disorder (MOUD) i you are opioid

dependent

Methadone and Buprenorphine (Subutex® or
Suboxone®) are the "Standard of Care" during
pregnancy because they:

P
-—

¢ Eliminate the risks of illicit use
* Reduce your risk for relapse
¢ Can be a positive step towards recovery

Take Good Care of Yourself
You deserve a healthy pregnancy & childbirth.

¢ Eat healthy and take your prenatal vitamins
¢ Find the right balance of rest and exercise
¢ Surround yourself with people who care

Your Health Matters
(_‘;j Academy of Perinatal %I"{atiﬁ:"lal
@ Harm Reyduction PEt:lﬂatal

www.perinatalharmreduction.org | www.nationalperinatal.org
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D AsK the
Experts

With Anthény Chang, MDa. -

2022 Sessions Presented by iCAN and Dr. Anthony Chang:

January 15! Kids and Covid-18

February 19: Leadership

March 18: Insight Into Pediatric Heart Disease

April 16:: Innovation in Pediatrics

May 21. Advisors vs. Advocates
i, June 18: What does it mean to be Rare?

July 11: 2022 iCAN Summit Week

August 20: What Can Kids do to Help?

September 17: Insight into Pediatric Cancer

October 15: Specialty Careers in Medicine

MNovember 19. Patient Rights

December 17: Hot Topics in Pediatrics

Register Today
iCANResearch.org/events

saemen: BLACK LIVES MATTER
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- Education.
Anytime, Anywbere.

N C&emy of Neonata] C?I‘e

The Academy of Neonatal Care serves to educate
Respiratory Therapists, Nurses, and Doctors in
corrent and best practices in Neonatal ICU care. We
prepare RTs new to NICU to fully function as a
bedside NICU RT. Our goal is to enrich NICU care at
all levels. Beginner to Advanced Practice, there is
something for you at:

www.AcademyofNeonatalCare.org.
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Keeping Your Baby Safe -

from respiratory infections RSV
COVID-19

colds
How to protect your little ones from germs and viruses flu

This year is an especially dangerous cold and flu season - especially for vulnerable infants
and children. Fortunately, there are proven protective measures that we can take to stay healthy.

Here's what you can do...

Wash Your Hands Limit Contact with Others

This is the single, most important thing Stay home when you can.
you can do to stop the spread of viruses.

Stay 6 feet apart when out.
Use soap.
Wear a face mask when out.
Wash for more than 20 seconds.

N Change your clothes when you get home.
Use alcohol-based sanitizers. .
- Tell others what you're doing to stay safe.

Provide Protective Immunity Take Care of Yourself

« Hold your baby skin-to-skin. » Stay connected with your family and friends.

PN
e Give them your breast milk. ¢ Drink more water and eat healthy foods.
o Stay current with your > e Seek mental health support.
family's immunizations. t ' A . Sleep when you can. .

Get Immunized Vaccinations save lives. Protecting your baby from COVID-19, flu
and pertussis lowers their risks for complications from respiratory infections.

Never Put a Mask on Your Baby
» Because babies have smaller airways, a mask makes it hard for them to breathe.

» Masks pose a risk of strangulation and suffocation.

«

|

e A baby can't remove their mask if they're suffocating.

WARNING

If you feel sick or are positive for COVID-19

+ Wash with soap and water and put on fresh clothes before holding or feeding your baby.
¢ Wear a mask to help stop the virus from spreading.
» Watch out for symptoms like fever, confusion, or trouble breathing.

o Ask for help caring for your baby and yourself while you recover.

We can help protect each other. @ National
www.nationalperinatal.org/rsv Per]ﬂatal

clatian
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FREE RESOURCES FOR YOUR NICU

PROTECT YOUR FAMILY FROM

RESPIRATORY VIRUSES , _
Coping During

flu coronavirus

WASH YOUR HANDS Targeted interventions
often with soap and to improve the mental health

of parents, infants, families, and providers
warm water.

COVID-19

= . |
gf;u‘;ﬁfgé:}‘gi“ BONDING WITH === by 52
Ask about prntectivé YOUR BABY T
injections for RSV. ey
COVER COUGHS
AND SNEEZES. M o
Sneeze and cough = & HELPING
into your elbow. =SSR . CHILDREN
ST, AND FAMILIES
COPE

USE AN
ALCOHOL-BASED
HAND SANITIZER.

l -
CAREGIVERS b ctaesid A

STAY AWAY NEED CARE ey —
FROM SICK PEOPLE TOO H Fums i-—
Avoid crowds. ﬁ ﬂ;—___
Protect vulnerable = iz

babies and children.

% National National Network
Perinatal of NICU
www.nationalperinatal.org Association pS}fChDIﬂngtS

naticnalperinatal.org/psychologists
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Respiratory

Syncytial Virus:

How you can advocate for
babies this RSV season

Track national data and trends
at the CDC's website
www.cdc.govirsy

Identify babies at Teach families how
greatest risk to protect

e

including those
with CLD, BPD, CF,
and heart conditions

their babies from
respiratory infections

Advocate for insurance
coverage for palivizumab
prophylaxis so more babies
can be protected *

Tell insurers
e E I ES EED

,“.

Use your best
clinical judgement

and provide the
supporting evidence

when prescribing
RSV prophylaxis

g National

Perinatal

Association

"See the NPA's evidence-based guidelines at
www.nationalperinatal.org/rsv

Survey Says: RSV

RESPIRATORY SYMCYTIAL
VIRUS, or RSV, ina

dangercus Wirus thal can lead o)

15
C1 Heapitalizaticn
T Lifalang health
' camplicalions -
L
) o
ey Doy *I’ g
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i
a1 o 8
Snariin " g—
. -

ACCORDING TO A
NATIONAL SURVEY,

.‘:_'pvn'nhr Health Care Providers sary:

Thay treat RSY as a priarity,
ans “wlion” o “always” wvalusling
thaslr patlonts

REY (3 the "mort serious and
rrw ) dangerous™ Mmess for children
[1T,1- T2 =T

Earrairs o acoent and dintali
from insurancs companie (imik
patkents’ abRity Lo gel provenlive
REY treatmant

REV EDUCATION & AWAREMNESSE (Al HELF
After parents learned mare aboul RSV, they were:

“Morn concamed! st ek

child contractong the disdeiee

-

about REV
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Peer Reviewed

Featured Program at the World Congress of Pediatric Cardiology
and Cardiac Surgery: Cardiovascular Disease in the Neonate

Gil Wernovsky, MD, FAAP, FACC

For the first time in the history of this prestigious international con-
ference, a comprehensive scientific track, “Cardiovascular Dis-
ease in the Neonate,” will be featured throughout the convention.
This meeting is for all who care for neonates with heart disease,
including neonatologists, bedside and advanced practice nurses,
fellows and trainees, respiratory therapists, and more.

Background: The World Congress of Pediatric Cardiology and
Cardiac Surgery (WCCPCS) is an international quadrennial meet-
ing designed to promote the sharing of ideas to improve cardiac
care for children across the globe. Separate pediatric cardiology
(est. 1980) and cardiac surgery (est. 1989) were combined to form
the current collaborative structure in 1993. In 2015, after six years
of extensive research and planning and competing against seven
other countries, the International Steering Committee awarded
the bid to host the 8" Quadrennial Meeting to the USA for the
first time ever. This historic meeting, considered the “Olympics of
Our Field,” will occur in our nation’s capital, Washington DC, from
August 27" — September 1, 2023.

The WCPCCS will bring together over 4,500 physicians, nurses,
the medical industry, administrative stakeholders, and technol-
ogy leaders from around the globe to collaborate and develop in-

novative and sustainable models of care for children and young
adults with congenital and acquired heart disease. As care for the
neonate with cardiac disease has been increasingly collaborative
and successful, the WCPCCS organizing team partnered with the
Neonatal Heart Society, the Pediatric Cardiac Intensive Care So-
ciety, the Society of Pediatric Cardiovascular Nurses, and 11 other
societies to form a comprehensive, collaborative program.

“This historic meeting, considered the
“Olympics of Our Field,” will occur in our
nation’s capital, Washington DC, from
August 27th — September 1st, 2023. ”

Vision: To improve the global standard for pediatric and congeni-
tal cardiac care.

Mission: To organize the most comprehensive scientific forum
ever convened for this patient population and their caregivers
to improve the duration and quality of life for neonates, infants,
children, and adults with pediatric and congenital cardiovascular

NEONATOLOGY TODAYé¢www.NeonatologyToday.net¢December 2022
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disease.

Special Features:

A Multi-Dimensional Anatomy Lab (first of its kind) inte-
grates historical pathologic heart specimens, traditional
angiography, echo and cross-sectional imaging, newer ap-
proaches to 3D printing, surgery and/or catheter intervention
planning, as well as state-of-the-art virtual and augmented
reality.

Digital Futures and Technology (first of its kind) features
hands-on sessions with academic centers and tech indus-
try partners. There will be scheduled demonstrations and
presentations from global experts in artificial intelligence,
machine learning, augmented, virtual and extended reality,
applied visual effects, and gamification/simulation.

Selected Sessions:

Hemodynamics of the Extremely Premature Infant

Cardiovascular Implications in Patients with Congenital Dia-
phragmatic Hernia

Echocardiography by the Neonatal ICU Practitioner
Hemodynamics of Septic Shock
The Fetal and Neonatal Brain in Congenital Heart Disease

Management Of the PDA in Very Tiny Babies: Does it Need
Closure? If So, How?

Oral Abstracts in Neonatal Cardiology

The Effects of Pain, Analgesia, and Sedation on the Neona-
tal Brain

Pulmonary Hypertension: Basics & Beyond in 2023
Surgery and Cath in Tiny Babies - Why?, When?, How?

Featured Plenary Sessions on Hypoplastic Left Heart Syn-
drome, Transposition of the Great Arteries, and Tetralogy of
Fallot

Ethical Issues in Intensive Care

Roundtable Lunch: How to Best Optimize Neurodevelop-
mental Care?

Quality Improvement in the NICU
Hands-On ECMO

Acute Persistent Pulmonary Hypertension of the Newborn:
State-of-the-Art Management

Arrhythmias in the NICU

Hope to see you there!

Financial Funding/Disclosure: No disclosures indicated

NT

Corresponding Author

Gil Wernovsky, MD, FAAP, FACC

Co-Chair, 8" World Congress of Pediatric Cardiology and Cardiac
Surgery

Pediatric Cardiology and Cardiac Intensive Care

Children’s National Hospital, Washington DC USA

www.wcpccs2023.org
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SHARED DECISION-MAKING

PROTECTS MOTHERS + INFANTS

DURING COVID-19

KEEPING MOTHERS +
INFANTS TOGETHER

¢ HORIZONTAL INFECTION
¢ SEPARATION AND TRAUMA

Means balancing
the risks of...

EVIDENCE

We encourage families and clinicians to
remain diligent in learning up-to-date evidence.

= L Ry

——

PARTNERSHIP

What is the best
for this unique dyad?

SHARED S EEK PARTICIPATION
| ELP EXPLORE OPTIONS

PEIH RIS /A SSESS PREFERENCES -
R EACH A DECISION

[E VALUATE THE DECISION I

TRAUMA-INFORMED °

¢ \a Both parents and providers ~ ® GRIEF
r are confronting significant... ~ ®* UNCERTAINTY

LONGITUDINAL DATA

We need to understand more about outcomes for mothers
and infants exposed to COVID-19, with special attention to:

‘éﬂ

. ¢ POSTPARTUM CARE DELIVERY
NEW DATA EMERGE DAILY. NANN AND NPA ENCOURAGE PERINATAL CARE PROVIDERS TO ENGAGE IN CANDID CONVERSATIONS
WITH PREGNANT PARENTS PRIOR TO DELIVERY REGARDING RISKS, BENEFITS, LIMITATIONS, AND REALISTIC EXPECTATIONS,
Partnering for patient-centered care National Q, _____
. Association T
when it matters most.
howsn P rmatal

nann.org nationalperinatal.org Nurses
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PREEMIE BOOK ON SALE

ONCE UPON
A PREEMIE

BY JENNE JOHNS

AUTHOR | SPEAKER | ADVOCATE

= “ONE OF A KIND"

P28 “PERFECT FOR PREEMIE FAMILIES”
. “ENCOURAGING”
@ONCEUPONAPREEME W B WONCEAPREEME  EMAIL: H@ONCEUPONAPREEMIE

ONCE UPON A PREEMIE IS A BEAUTIFUL NEW WAY TO LOOK AT THE LIFE OF

A PREEMIE BABY. IT EXPLORES THE PARENT AND CHILD NEONATAL
INTENSIVE CARE UNIT (NICU) JOURNEY IN A UNIQUE AND UPLIFTING WAY.

SPEAKING ENGAGEMENTS MEDIA
25, ARERT ALLIAMCE SLpARA
HATIOM AL i@é?&ﬁﬁ;h OF F'LElﬂliénTAL Egﬂg‘_ WORIKERS APPEARA NCES

CONGRESSIONAL BLACK CalCUS ANNUAL LEGISLATIVE CONFEREMCE
MATIOMAL MEDHC AL ASSOCIATION AMMUAL COMFEREMCE
HUDSON VALLEY PERINATAL PUBLIC HEALTH CORFEREMNCE

bAATERMITY CARE CULITHOM ADNVCICATY DAY

| ® __PEBBLES
fh— 5 Df I-.lc;p_{-ﬂ

& Preemie Family

@f @CBSRADID Wgté91.9

Moshengion, DC

AVAILABLE FOR $12.99 ON AMAZON OR ONCEUPONAPREEMIE.COM
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Still a Preemie?

Some preemies are born months early, at extremely low

birthweights. They fight for each breath and face nearly

insurmountable health obstacles.

But that’s not every preemie’s story.

— stiLiA
pREEMIE
Just like preemies born much earlier, 4
these “late preterm” infants can face:

@ J 0 —

Jaundice Feeding issues Respiratory
problems

Born between
34 and 36 weeks'
gestation?

z

And their parents, like all parents
of preemies, are at risk for
postpartum depression and PTSD.

Born preterm

at a “normal” [—=
ight? | STgg —
weight? | PRE
PhEEie
Though these babies look healthy, —

they can still have complications

and require NICU care.

But because some health plans
determine coverage based on a
preemie's weight, families of
babies that weigh more may
face access barriers and
unmanageable medical bills.

Born preterm
but not admitted

to the NICU?

Even if preterm babies
don't require NICU care,
they can still face health challenges.

0| Bl

Those challenges can extend through
childhood, adolescence and even
into adulthood.

]
) =
9
R J~
/
P
Some Preemies i All Preemies
Will spend weeks Face health
Gl in the hospital : @ risks
Will have lifelong Deserve appropriate
Jv_:; health problems g % health coverage
QeQ Are disadvantaged Need access to
[ﬂpi@ from birth : proper health care

o

AUTF [ National Coalition
J for Infant Health

Pestessia hocrss o rematmrs Il thrvmsh ke Tose

www.infanthealth.org

OPIOIDS and NAS
When reporting on mothers, babies,

and substance use

LANGUAGE MATTERS

| am not an addict.

| was exposed to substances in utero.
| am not addicted. Addiction is a set of
behaviors associated with having a

Substance Use Disorder (SUD).

| was exposed to opioids.
While | was in the womb my mother and |
shared a blood supply. | was exposed to
the medications and substances she

used. | may have become physiologically
dependent on some of those substances.

NAS is a temporary and
treatable condition.

» There are evidence-based pharmacological
and non-pharmacological treatments for
Neonatal Abstinence Syndrome.

My mother may have a SUD.

She might be receiving Medication-Assisted
Treatment (MAT). My NAS may be a side
effect of her appropriate medical care. It is

not evidence of abuse or mistreatment.

My potential is limitless.

I am so much more than my NAS
diagnosis. My drug exposure will not
determine my long-term outcomes.
But how you treat me will. When you
invest in my family's health
and wellbeing by supporting
Medicaid and Early
Childhood Education you
can expect that | will do as
well as any of my peers!

@National

Learn more about

Neonatal Abstinence Syndrome Perinatal

at www.nationalperinatal.org Association
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FREE Online CE Activity

Nurses:
parents trust you.

You can help reduce the risk of Sudden Infant Death Syndrome (SIDS),

the leading cause of death among infants between 1 month and 1 year of age.
Take our free continuing education (CE) activity to stay up to date on the latest
safe infant sleep recommendations. Approved for 1.5 contact hours.

Learn more about the free online activity at https://nichd.nih.gov/SafeSleepCE.

The CE activity explains safe infant sleep recommendations from the American Academy of Pediatrics and is
approved by the Maryland Nurses Association, an accredited approver of the American Nurses Credentialing
Center's Commission on Accreditation.

i SN
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SAFE TO SLEEP|



https://extranet.nichd.nih.gov/nursececourse/Welcome.aspx

Medical News, Products & Information

Compiled and Reviewed by Saba Saleem, BS, OMS 4

AAP Issues Reports On Com-
mon Cause Of Intellectual Dis-
ability: Congenital Hypothy-
roidism

NEWS PROVIDED BY
American Academy of Pediatrics
December 19, 2022

Congenital hypothyroidism (CH), an inborn condition in which thy-
roid hormone (TH) levels are insufficient for normal development,
is one of the most common preventable causes of intellectual dis-
ability worldwide. Proper screening, diagnosis and early initiation
of treatment can prevent serious impacts, including permanent in-
tellectual disability. However, 70% of newborns worldwide do not
undergo screening, which is not established in all countries glob-
ally. The clinical report, “Congenital Hypothyroidism: Screening
and Management,” along with an accompanying technical report,
are published in the January 2023 Pediatrics (published online
Dec. 19). The reports, written by the AAP Section on Endocrinol-
ogy and Council on Genetics, along with the Pediatric Endocrine
Society and the American Thyroid Association, offer updated rec-
ommendations on newborn screening for CH, which can be per-
formed via a blood sample that should be obtained after 24 hours
of life (preferably between 48 to 72 hours). The report includes
recommendations for the optimal evaluation and treatment of in-
fants with CH. In addition, the reports recommend that all women
take prenatal vitamins containing 150 mcg of iodine daily before
and during pregnancy and during breastfeeding because iodine is
a critical component of TH production.

Media Contact:
Lisa Black
630-626-6084

Iblack@aap.org
SOURCE AAP News
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NCDC Expands Updated COVID-19
Vaccines to Include Children Ages 6
Months through 5 Years

NEWS PROVIDED BY
CDC Newsroom Release
December 9, 2022

Following FDA action, today CDC expanded the use of up-
dated (bivalent) COVID-19 vaccines for children ages 6 months
through 5 years. Children ages 6 months through 5 years who
previously completed a Moderna primary series are eligible to
receive a Moderna bivalent booster 2 months after their final
primary series dose. Children ages 6 months through 4 years
who are currently completing a Pfizer primary series will receive
a Pfizer bivalent vaccine as their third primary dose.

Updated COVID-19 vaccines are formulated to protect against
some of the more recently circulating viruses.

Most importantly, COVID-19 vaccines are critical to providing
ongoing protection as immunity wanes and the virus continues to
mutate.

The vast majority of children in this age group have not received
any doses of a COVID-19 vaccine. CDC is working to increase
parent and provider confidence in COVID-19 vaccines and
improve uptake among the 95% of children who are not vacci-
nated or who have not completed the COVID-19 vaccine primary
series. Parents should talk to their child’s health care provider

to ensure their child is up to date on their COVID-19 and other
vaccines.

Contact: Media Relations
(404) 639-3286
SOURCE CDC
NT

The NUCDEF is a non-profit organization
dedicated to the identification, treatment
and cure of urea cycle disorders. NUCDF
is a nationally-recognized resource of
information and education for families
and healthcare professionals.
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Kids Born by C-Sec-
tion May Have Weaker
Response to Vaccines

NEWS PROVIDED BY
U.S. News HealthDay
November 16, 2022
By Denise Mann

Babies born via cesarean section may not
mount as strong an immune response af-
ter some childhood vaccines compared
to babies delivered vaginally, researchers
suggest.

Antibody levels can be checked in blood
or saliva, and babies born vaginally had
higher levels of antibodies in their saliva to
pneumonia shots at one year and menin-
gococcal shots at 18 months, a new study
showed.

But the study authors are quick to caution
that their findings are not a reason to skip
recommended childhood vaccinations.

“Vaccines are one of the best ways that
you can protect your child against dis-
ease,” said study author Debby Bogaert,
a clinical fellow and honorary consultant
in pediatric infectious diseases at the Uni-
versity of Edinburgh in Scotland. “Although
we observed differences in how the two
different groups of babies responded to
the vaccines, there was still enough of an
immune response in both groups to pro-
vide protection against infection.”

The findings also can’t be inferred to say
whether babies born via C-section are
more likely to develop other infections
such as COVID-19, flu or respiratory syn-
cytial virus (RSV), all of which are circulat-
ing now.

“Our research only focused on vaccines
that are currently given in early childhood
that protect against certain lung infections
and meningitis,” Bogaert said.

The study took place in the Netherlands,
where vaccine schedules and recom-
mendations differ from the United States.
The U.S. Centers for Disease Control and
Prevention recommends infants receive
four doses of the pneumonia shot at 2, 4,
6 and 12-15 months. The meningococcal
vaccine is not routinely recommended for
infants in the U.S.

In addition to higher antibody levels against
pneumonia and meningitis in saliva, infants

born via vaginal delivery showed changes
in their populations of good and bad gut
bacteria that reflected the higher antibody
responses to the two vaccines.

The study was published Nov. 15 in Nature
Communications.

The findings add weight to other studies
suggesting that the route of delivery can
affect a baby’s vaccine response, said Dr.
Paul Krogstad, a professor of pediatrics
and infectious diseases at UCLA Health in
Los Angeles.

“The antibodies made from these two
vaccines were highest in breast-fed and
vaginally delivered infants,” said Krogstad,
who reviewed the findings.

“More women have the opportunity to
choose to breastfeed versus bottle-feed,
but the mode of delivery is largely driven
by what is safest for mother and infant,” he
said.

Importantly, the new study can’t say that
babies born via C-section will get more
infections or have more severe bouts of
vaccine-preventable illnesses.

“It says the immune system is not as well
prepared to produce antibodies that we
can measure in the lab,” Krogstad said.

More information is needed to draw any
firm conclusions about how the new find-

Supporting NICU Staff so they can support families

The preeminent provider of compelling perinatal education on
psychosocial support created through interprofessional collaboration

Providing online

education that is...

« Story-Driven
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ings affect a baby’s health and well-being.
More information

Visit the U.S. Centers for Disease Control
and Prevention to view the recommended
infant vaccination schedule in the United
States.

SOURCES: Debby Bogaert, PhD, senior
clinical fellow and honorary consultant,
pediatric infectious diseases, University of
Edinburgh, Scotland; Paul Krogstad, MD,
professor, pediatrics and infectious dis-
eases, UCLA Health, Los Angeles; Nature
Communications, Nov. 15, 2022

SOURCE U.S. News HealthDay
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Home Births in the
U.S. Increase to
Highest Level in 30
Years

NEWS PROVIDED BY
CDC. National Center for Health Statistics
November 17, 2022

Home births in the United States rose 12%
from 2020 to 2021, and reached the high-
est level since at least 1990. These find-
ings are included in a new report to be
released on Thursday by CDC’s National
Center for Health Statistics (NCHS).

The report “Changes in Home Births by
Race and Hispanic Origin and State of
Residence of the Mother: United States,
2019-2020 and 2020-2021” examines
changes in the percentage of home births
in the United States from 2019 to 2020 and
from 2020 to 2021 broken down by race
and Hispanic origin, month, and state of
residence.

Other findings documented in the re-
port:

The 12% increase in home births from

2020 to 2021 follows a 22% increase from
2019 to 2020, with increases by mater-
nal race and Hispanic origin ranging from
21%-36%.

The percentage of home births for all U.S.
women increased between 2020 and 2021
for most months, peaking in January 2021
at 1.51%.

From 2020 to 2021, the percentage of
home births increased in 30 states, with
increases ranging from 8% for Florida to
49% for West Virginia.

There were 51,642 home births in 2021,
an increase of 13% from 2020 (45,646).
This increase followed a 19% rise in the
number of home births from 2019 (38,506)
to 2020.

For (non-Hispanic) White women, the per-
centage of home births increased 10%,
from about 1.9% of all births in 2020 to al-
most 2.1% in 2021. This followed a 21%
increase from 2019 (1.55%) to 2020.

Home births among (non-Hispanic) Black
women increased 21%, from 0.68% to
0.82% of all births from 2020 to 2021. The
percentage of home births increased 36%
from 2019 (0.50%) to 2020.

For Hispanic women, home births in-
creased from 0.48% in 2020 to 0.55% in
2021, an increase of 15%. The percentage
of home births increased 30% from 2019
(0.37%) to 2020.

The home births report will be available on
the NCHS web site at www.cdc.gov/nchs.

Contact: CDC, National Center
for Health Statistics, Office of
Communication (301) 458-4800

E-mail: paoquery@cdc.gov
SOURCE CDC, NCHS Pressroom
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Not So Fast for NSAID
Closure of Heart De-
fect in Preterm New-
borns

NEWS PROVIDED BY

MedPage Today
December 7, 2022

By Nicole Lou

Trial results favor waiting for patent ductus
arteriosus to close on its own.

Early ibuprofen administration did not help
babies born preterm with patent ductus
arteriosus (PDA), as waiting for the heart
defect to close on its own was associated
with non-inferior, perhaps even better clini-
cal outcomes, in a randomized trial.

For infants born with moderate or larger
PDAs, expectant management worked
at least as well as early ibuprofen for the
trial's composite primary endpoint at 36
weeks postmenstrual age, at 46.3% ver-
sus 63.5% for early ibuprofen (risk ratio
[RR] 0.73, 95% CI 0.59-0.91, P<0.001 for
non-inferiority), as supported by the three
individual components of the composite
endpoint:

Necrotizing enterocolitis: 17.6% vs 15.3%
(RR 1.15, 95% CI1 0.67-1.97)

Moderate-to-severe  bronchopulmonary
dysplasia: 33.3% vs 50.9% (RR 0.66, 95%
C10.48-0.90)

Death: 14.0% vs 18.2% (RR 0.77, 95% CI
0.44-1.32)

Rates of other adverse outcomes were
similar between the two study groups, ac-
cording to Willem-Pieter de Boode, MD,
PhD, of Radboud University Nijmegen
Medical Center in the Netherlands, and
colleagues. Findings from the BeNeDuc-
tus study were published in the New Eng-
land Journal of Medicine and presented at
the 2022 Hot Topics in Neonatology meet-
ing.

A common finding in preterm infants, PDA
occurs when the vessel connecting the
aorta and the pulmonary artery does not
close normally and results in a left-to-right
shunt. Ibuprofen and other cyclooxygen-
ase inhibitors have been used to close
PDAs in newborns, though they have not
been shown to improve neonatal morbidity
and mortality in placebo-controlled,
randomized trials.

“The results of this trial should not be inter-
preted to suggest that there is no causal
relationship between PDA and neonatal
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morbidity in extremely preterm infants,” de
Boode and colleagues wrote.

“‘Rather, it is plausible that an attempt to
close the PDA with ibuprofen may be more
harmful than the condition itself,” they said,
citing prior observational data consistent
with the suggestion of excess bronchopul-
monary dysplasia with ibuprofen use due
to the inhibition of angiogenesis.

The researchers called for further study of
potentially safer and more effective treat-
ments for PDA.

BeNeDuctus was a non-inferiority trial con-
ducted at 17 neonatal ICUs in the Neth-
erlands, Belgium, and Denmark. Included
were 273 babies who were born extremely
preterm (<28 weeks gestational age) and
had PDAs at least 1.5 mm in diameter.

Infants were randomized soon after birth to
expectant management or early ibuprofen.

Expectant management comprised with-
holding treatment to close PDA unless
criteria were met for cardiovascular failure
associated with a left-to-right shunt. Peers
assigned early ibuprofen received it start-
ing at a median postnatal age of 63 hours
at a median dose of 10 mg/kg, followed by
two subsequent doses of 5 mg/kg.

The study cohort had a median gestational
age of 26 weeks and birth weight of 845 g
(1.86 Ibs). Baseline maternal and neona-
tal characteristics were similar except for
a greater preponderance of mothers with
hemolysis, elevated liver enzymes, and
low platelets in the expectant management
group.

Results may not be generalizable to infants
of different races or gestational ages or to
those receiving prolonged invasive venti-
lation, de Boode and colleagues warned.
They also had to stop enrollment after
randomizing less than half of the planned
sample size due to slow recruitment and
funding issues.

“Our trial focused on the short-term effects
of PDA management in the neonatal period
and cannot inform management beyond
this period, including whether neonatal fol-
low-up should include routine echocardio-
graphic screening for potentially prolonged
exposure to transductal left-to-right shunt-
ing,” they added.

Disclosures

The study was funded by the Netherlands
Organization for Health Research and De-

International

velopment and the Belgian Health Care
Knowledge Center.

de Boode disclosed no relationships with
industry.

Primary Source
New England Journal of Medicine

Source Reference: Hundscheid T, et al
“Expectant management versus early
ibuprofen for patent ductus arteriosus”
N Engl J Med 2022; DOI: 10.1056/NEJ-
Moa2207418.

SOURCE MedPage Today
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AAP Issues Reports on
Point-of-care
Ultrasonography
Applications in the NICU

NEWS PROVIDED BY
American Academy of Pediatrics
November 28, 2022

Point-of-Care Ultrasonography (POCUS)
can be performed at the bedside of pa-
tients in neonatal intensive care units
(NICU). If performed in a timely fashion,
POCUS has the potential for enhancing
quality of care and improving outcomes.
The clinical report, “Use of Point-of-Care
Ultrasonography in the NICU for Diagnos-
tic and Procedural Purposes,” along with
an accompanying technical report, are
published in the December 2022 Pediat-
rics (published online Nov. 28). Although
the performance and interpretation of ul-
trasonography have traditionally been lim-
ited to pediatric radiologists and pediatric
cardiologists, POCUS refers to ultrasonog-
raphy performed at the bedside by non-ra-
diology and non-cardiology practitioners in
the NICU for diagnostic, therapeutic, and
procedural purposes. The reports, written
by the Committee on Fetus and Newborn
and the Section on Radiology, state that
the technology is increasingly used world-

wide. Yet, there are no published guide-
lines on implementation of point-of-care
ultrasonography programs in U.S. neona-
tal intensive care units. The AAP suggests
institutional guidelines for the use of point-
of-care ultrasonography and other steps to
help overcome barriers in use of the tech-
nology.

Media Contact:
Lisa Black
630-626-6084

Iblack@aap.org
SOURCE AAP News
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American Academy of
Pediatrics, Section on
Advancement in Thera-
peutics and Technology

Released: Thursday 12/13/2018 12:32
PM, updated Saturday 3/16/2019
08:38, Sunday 11/17/2019 and Friday
11/20/2020

The American Academy of Pediatrics’
Section on Advances in Therapeutics and
Technology (SOATT) invites you to join our
ranks! SOATT creates a unique commu-
nity of pediatric professionals who share
a passion for optimizing the discovery,
development and approval of high qual-
ity, evidence-based medical and surgical
breakthroughs that will improve the health
of children. You will receive many impor-
tant benefits:

. Connect with other AAP members
who share your interests in improving
effective drug therapies and devices
in children.

. Receive the SOATT newsletter con-
taining AAP and Section news.

. Access the Section’'s Website and
Collaboration page — with current
happenings and opportunities to get
involved.
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PAC/LAC’s core values for improving maternal and child health have
remained constant for over 30 years — a promise to lead, advocate and
consult with others.

Leadership

Providing guidance to healthcare professionals, hospitals and healthcare
systems, stimulating higher levels of excellence and improving outcomes
for mothers and babies.

Advocacy

Providing a voice for healthcare professionals and healthcare systems to
improve public policy and state legislation on issues that impact the
maternal, child and adolescent population.

Consultation

Providing and promoting dialogue among healthcare professionals with the
expectation of shared excellence in the systems that care for women and
children.
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. Network with other pediatricians,
pharmacists, and other health care
providers to be stronger advocates

for children.

. Invitation for special programming
by the Section at the AAP’s National
Conference.

. Access to and ability to submit re-
search abstracts related to advanc-
ing child health through innovations
in pediatric drugs, devices, research,
clinical trials and information technol-
ogy; abstracts are published in Pedi-
atrics.

AAP members can join SOATT for free. To
activate your SOATT membership as an
AAP member, please complete a short ap-
plication at http://membership.aap.org/Appli-
cation/AddSectionChapterCouncil.

The Section also accepts affiliate mem-
bers (those holding masters or doctoral
degrees or the equivalent in pharmacy
or other health science concentrations
that contribute toward the discovery and
advancement of pediatrics and who do
not otherwise qualify for membership
in the AAP). Membership application
for affiliates: http://shop.aap.org/aap-
membership/ then click on “Other Allied
Health Providers” at the bottom of the

page.

Thank you for all that you do on behalf
of children. If you have any questions,
please feel free to contact:

Christopher Rizzo, MD, FAAP, Chair, criz-
z0624@gmail.com

Mitchell Goldstein, MD, FAAP, Immediate
Past Chair, MGoldstein@Ilu.edu and

Jackie Burke
Sections Manager
AAP Division of Pediatric Practice

Department of Primary Care and Subspe-
cialty Pediatrics

630.626.6759

jourke@aap.org
Dedicated to the Health of All Children

Hi#t#

The American Academy of Pediatrics is
an organization of 67,000 primary care
pediatricians, pediatric medical subspe-
cialists and pediatric surgical specialists
dedicated to the health, safety and well-
being of infants, children, adolescents
and young adults. For more information,
visit www.aap.org. Reporters can access
the meeting program and other relevant
meeting information through the AAP
meeting website at_http://www.aapexperi-

ence.org/
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Drug deaths among
pregnant women hit a
record high

NEWS PROVIDED BY
NBC Health News
December 6, 2022
By Erica Edwards

There have always been barriers to treat-
ment for substance use during pregnancy.
The pandemic made it worse.

The number of pregnant women and new
mothers dying from drug overdoses grew

dramatically as the pandemic took hold,
reaching a record high in 2020, a new
study finds.

The research, published Tuesday in
JAMA, provides a stark look at how sub-
stance use disorder is harming pregnant
people who are less likely than others to
seek or receive help for a dependency on
opioids and other drugs.

“Drug use is incredibly stigmatized in gen-
eral,” said Dr. Nora Volkow, director of the
National Institute on Drug Abuse. “It goes
to an ever higher level of stigma among
pregnant women.”

Researchers at Columbia University Mail-
man School of Public Health looked at the
death certificates of 7,642 people who died
while pregnant or had just given birth from
2017 through 2020. Of those, 1,249 died
of a drug overdose — usually from meth-
amphetamine, cocaine or the synthetic

opioid fentanyl.

During that time, the rate of overdose
deaths in that group nearly doubled, from
6.56 to 11.85 per 100,000. And the rate
of overdose deaths particularly sped up
in 2020, said Emilie Bruzelius, a doctoral
candidate of epidemiology at Columbia.
She does not work with pregnant women
or those with substance use disorder, but
did crunch the numbers for the new re-
search.

“When you stop and take a minute and
think about those 1,200 deaths, it's incred-
ibly sad,” she said.

Drug overdoses of women in their child-
bearing years in general also increased,
especially during 2020, Bruzelius’'s study
found.

While the rate of overdose deaths among
women of childbearing age was higher —
19.76 per 100,000 in 2020, compared with
14.37 per 100,000 in 2017 — the rate of
increase was much faster among pregnant
women and those who’d given birth within
the previous year.

Dr. Tricia Wright, an obstetrician and ad-
diction medicine expert at the University
of California, San Francisco, was unsur-
prised by the latest research.

“Overdose deaths in general have in-
creased, and pregnant women aren’t im-
mune to the effects of addiction,” Wright
said.
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Medications to help drug withdrawal

Opioid use among pregnant women has
been skyrocketing for more than a decade,
increasing by 131% from 2010 to 2017, ac-
cording to the Centers for Disease Control
and Prevention. Left untreated, their babies
are more likely to be born too early and at
a low birth rate, and must go through drug
withdrawal that can last for weeks.

Medications like methadone and buprenor-
phine to treat the disorder can be used
safely in pregnant women and greatly in-
creases the chances mom will carry the
baby to full term, said Dr. Stephen Patrick,
a neonatologist and director of the Vander-
bilt Center for Child Health Policy in Nash-
ville.

“It's not even a question. We know — con-
vincingly — that outcomes are better with
these medications,” he said. He was not
involved with the new research.

Even doctors who treat opioid use disorder
may be unlikely to help a woman if she’s
pregnant. Patrick led a 2020 study that
found pregnant women who called treat-
ment centers were less likely than other
women to get an appointment.

“Oftentimes what we find is addiction med-
icine doctors not comfortable taking care

NPA

of pregnant women, and obstetricians not
comfortable taking care of addiction,” Pat-
rick said. Pregnant people are left stuck in
the middle.

The pandemic worsened the situation.

“Pregnant women became even more
vulnerable during Covid because access
to treatments for anything that wasn’t Co-
vid went down,” said Dr. Anna Lembke,
a professor of psychiatry and addiction
medicine at Stanford University School of
Medicine.

“So now you’ve got a population of pa-
tients who already have barriers to treat-
ment, are reluctant to access treatment,
and then access to treatment isn’t readily
available,” Lembke said. She was not in-
volved in the new study.

“At the same time, fentanyl was increas-
ing everywhere throughout the country,”
Wright said. “It was kind of a perfect storm.”

A Biden administration report, released in
October, called for broader access to opi-
oid treatment medication among pregnant
women and de-stigmatize addiction treat-
ment during pregnancy.

“The power of stigma is exceptional,” Pat-
rick said. “It drives people away from treat-

-
walk 1.

ment, and kills them.”
SOURCE NBC Health News
NT

2023 Virginia Apgar
Award in Neonatal Peri-
natal Medicine. Call for
Nominations

Deadline: January 27, 2023

The American Academy of Pediatrics’ Sec-
tion on Neonatal-Perinatal Medicine is
now accepting nominations for the 2023
Virginia Apgar Award. This award, widely
recognized as the highest honor in our
field, is given annually to an individual
whose career has had a profound continu-
ing influence on the well being of newborn
infants. It is named after Dr. Virginia Ap-
gar, whose eponymous score was but one
of her many pioneering achievements in
obstetric anesthesiology, academic medi-
cine, neonatal care, and public heath.

Do you know
enough about

PMADs

Perinatal Mood and
Anxiety Disorders

to make a
difference?

nationalperinatal.org/mental_health
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All AAP fellows interested in Neonatal -
Perinatal Medicine are invited to submit
nominations. The nominee need not be
a member of the AAP. The nomination
should include a cover letter and acurricu-
lum vitae of the nominee. A second letter
in support of the nomination is required
and up to four support letters will be ac-
cepted. Candidates who have been previ-
ously nominated in the previous two years
but not selected may be re-nominated by a
letter indicating renewal of their prior nomi-
nation. It is not necessary to resubmit all
the paperwork if the original nomination
package was complete.

The nominations must be received by
January 27, 2023. Please send all nomi-
nations to:

Jim Couto, MA

Director, Perinatal & Neonatal Initiatives
American Academy of Pediatrics

345 Park Blvd

Itasca, IL 60143

jcouto@aap.org

630/626-6656

The Virginia Apgar Award is sponsored by
a grant from Abbott and will be presented
at the meeting of

the Neonatal — Perinatal Medicine Section
during the 2023 National Conference &
Exhibition of the

American Academy of Pediatrics in Wash-
ington, DC.

NT

2023 Avroy Fanaroff
Neonatal Education
Award

CALL FOR NOMINATIONS
DEADLINE January 27, 2023

The AAP is now accepting nominations

for the Section on Neonatal - Perinatal
Medicine Avroy Fanaroff Neonatology
Education Award. This award will be given
annually to an individual who has made
outstanding contributions to education in
neonatal-perinatal medicine. It is named
after a true pioneer in our field, Dr. Avory
Fanaroff, in honor of his decades of com-
mitment to our understanding of newborn-
stheir physiology, and their families.

The candidate’s contribution may be one
of innovative education technique; origi-
nal concept; seminal event; an exemplary,
effective, high impact program; or a sub-
stantial long-term contribution to the high-
est ideals of education. Preference will be
made to educational efforts that have had
a demonstrable effect on clinical care.

The recipient is chosen by the SONPM
Executive Committee each year at the
SONPM Perinatal Spring Workshop. Final
AAP Board of Directors approval will be
granted in June of 2023 and the recipient
will be notified at that time.

If you wish to nominate an individual, or
yourself, please submit:

* A letter of interest including justifica-
tion as to why this individual should
receive the award.

*  The candidate’s curriculum vitae.

»  Two supporting letters from two mem-
bers of the Section on Neonatal-Peri-
natal Medicine.

If you are interested in re-nominating an in-
dividual, please contact Jim Couto before
submitting any

materials. (Candidates who have been
previously nominated in the previous two
years but not selected may be re-nominat-
ed by a letter indicating renewal of their
prior nomination.)

ALL INFORMATION MUST BE COM-
PLETE BEFORE MAILING IN YOUR
NOMINATION.

Please send all materials no later than

January 27, 2023 to:

Jim Couto, MA

Director, Perinatal & Neonatal Initiatives
American Academy of Pediatrics

345 Park Blvd

Itasca, IL 60143

jcouto@aap.org

630/626-6656

The Avroy Fanaroff Neonatal Education
Award is sponsored by a grant from Mead
Johnson Nutrition and will be presented at
the meeting of the Section on Neonatal -
Perinatal Medicine during the 2023 Nation-
al Conference & Exhibition of the American
Academy of Pediatrics in Washington, DC.

NT

2023 Neonatal
Landmark Award

2023 NEONATAL LANDMARK AWARD
Call for Nominations
Deadline: January 27, 2023

Nominations are now accepted for the Sec-
tion on Neonatal-Perinatal Medicine Land-
mark Award. This award is given to an
individual in recognition of a seminal con-
tribution which has had a major impact on
Neonatal-Perinatal practice. The recipient
does not necessarily have to be the author
of the original description or publication of
the contribution, but could be the individual
responsible for dissemination and accep-
tance of the innovation within/by the profes-
sion and/or lay community. To be eligible,
the “event” must have occurred at least 15
years ago, and the nominee must not have
received the Virginia Apgar Award. The
award can be awarded posthumously.

NEONATOLOGY TODAY is interested in publishing manuscripts from Neonatologists,
Fellows, NNPs and those involved in caring for neonates on case studies, research results,
hospital news, meeting announcements, and other pertinent topics.

Please submit your manuscript to: LomalLindaPublishingCompany@gmail.com
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The recipient is chosen each year at the
Perinatal Spring Workshop. Final AAP
Board of Directors approval will be granted
in June of 2023 and the recipient will be noti-
fied at that time.

If you wish to nominate an individual, or
yourself, please submit:

*  Aletter of interest including justification
as to why this individual should receive
the award.

e The candidate’s curriculum vitae.

«  Two supporting letters from two mem-
bers of the Section on Neonatal-Perina-
tal Medicine.

If you are interested in re-nominating an in-
dividual, please contact Jim Couto before
submitting any materials. (Candidates who
have been previously nominated in the pre-
vious two years but not selected may be re-
nominated by a letter indicating renewal of
their prior nomination.)

ALL INFORMATION MUST BE COMPLETE
BEFORE MAILING IN YOUR NOMINA-
TION.

Please send all materials no later than Jan-
uary 27, 2023 to:

Jim Couto, MA

Director, Perinatal & Neonatal Initiatives
American Academy of Pediatrics

345 Park Blvd

ltasca, IL 60143

Phone: 630/626-6656

FAX 847/434-8000

]

- . > .

EST

jcouto@aap.org

The Landmark Award is supported by Mead
Johnson Nutrition, and will be presented at
the meeting of the Section on Neonatal -
Perinatal Medicine during the 2023 National
Conference & Exhibition of the American
Academy of Pediatrics in Washington, DC
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PROTECT YOUR FAMILY FROM
RESPIRATORY VIRUSES

coronavirus

WASH YOUR HANDS

often with soap and
warm water.

o
P

SOAP

GET VACCINATED

for flu and pertussis.
Ask about protective
injections for RSV,

) COVER COUGHS
AND SNEEZES.

Sneeze and cough
into your elbow.

USE AN
ALCOHOL-BASED
HAND SANITIZER.

STAY AWAY
FROM SICK PEOPLE

Avoid crowds,
Protect vulnerable
habies and children,
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“Even in the middle of taking this
course, | could see myself
changing the way that | spoke to
parents. After taking this course, |
am much better at.emotionally
supporting our NICU families."

COURSE PARTICIPANT

My NICU Network
Learn How Now My Perinatal Network

validated online NICU staff education @ . O
W W W a M Y N I C U N E T W O R K » O p G National Perinatal NICU I'-‘.:r-.;-hr

Association Metwark
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Consider
The Emily Shane Foundation

For Your End of Year
Tax Write-Off!

Our SEA Program in Action

Your donation will help empower underserved students. Our
work helps lead to academic, personal, and future success.

Help us make a difference!

emilyshane.org/donate
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Genetics Corner: Mild Expression of COL7Z7Al1-Associated
Epidermolysis Bullosa in a Mother and Child

Subhadra Ramanathan, MS, MSc, CGC, and Robin D. Clark, MD

“A 2-week-old male with small blisters
on both hands presented to the
Emergency Department of an outside
children’s hospital. His mother had
noticed the bullous lesions on his hands
on DOL 2. He was admitted for two

days, during which he had a skin biopsy
and was treated with topical and oral
antibiotics.”

Case Report:

A 2-week-old male with small blisters on both hands presented to
the Emergency Department of an outside children’s hospital. His
mother had noticed the bullous lesions on his hands on DOL 2.
He was admitted for two days, during which he had a skin biopsy
and was treated with topical and oral antibiotics. His mother was
instructed to follow up with a dermatologist. The blisters increased
in number on his hands and feet. Due to insurance issues, he
was seen at three months by an adult dermatologist, who did not
provide a diagnosis. At around four months of age, he was evalu-
ated by a pediatric dermatologist (Figures 1 and 2). The initial
skin biopsy results were unavailable, so a second skin biopsy was
performed. Based on his clinical presentation, a provisional epi-
dermolysis bullosa (EB) diagnosis was made. He was referred to
Clinical Genetics.

When evaluated in the Genetics clinic at five months and in fol-
low-up at seven months of age, bullae were resolving, and the
resolved lesions had healed well without scarring. There were no
oral or mucosal lesions. The infant was thriving and was on tar-
get for his developmental milestones. No other health concerns
were identified. The pregnancy was uneventful. Fetal ultrasound
exams were normal. The baby was delivered by NSVD at term

to a healthy 24-year-old primigravida mother. Birth weight (3.48
kg) and length (50.8 cm) were normal. There were no postnatal
complications except for mild jaundice. The baby was discharged
with the mother after receiving phototherapy for one day. No skin
lesions were appreciated.

“The infant was thriving and was

on target for his developmental
milestones. No other health concerns
were identified. The pregnancy was
uneventful. Fetal ultrasound exams
were normal. The baby was delivered by
NSVD at term to a healthy 24-year-old
primigravida mother. Birth weight (3.48
kg) and length (50.8 cm) were normal.
There were no postnatal complications
except for mild jaundice.”

The family history was significant for dystrophic thick great toenails
in his mother and maternal grandfather. The mother also reported
occasional blisters on her feet when she walked a lot. There was
no other family history of skin lesions, birth defects, developmental
delay, intellectual disability, early infant deaths, or multiple miscar-
riages. Parental consanguinity was denied.

“There was no other family history

of skin lesions, birth defects,
developmental delay, intellectual
disability, early infant deaths, or multiple
miscarriages. Parental consanguinity
was denied.”

NEONATOLOGY TODAY is interested in publishing manuscripts from Neonatologists,
Fellows, NNPs and those involved in caring for neonates on case studies, research results,
hospital news, meeting announcements, and other pertinent topics.
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Gene testing with an epidermolysis bullosa gene panel was or-
dered while dermatohistopathology results were pending.

Histopathology on skin biopsy did not identify any definitive evi-
dence of epidermolysis bullosa, but the clinical findings, preserved
collagen VI staining, and intact lamina densa on electron micros-
copy supported a diagnosis of epidermolysis bullosa simplex. Mo-
lecular genetic testing detected a pathogenic variant in COL7A1:
€.6007G>A (p.Gly2003Arg) associated with the dystrophic form of
EB. This variant was maternally inherited.

The skin histopathology that suggested a diagnosis of EB simplex
and the molecular genetic testing results that supported a dys-
trophic type of EB were discrepant in our patient. This may have
been due to the site from which the skin sample was obtained.
Pathogenic variants in COL7A1 cause a wide variety of dystrophic
EB (EBD) phenotypes. The significant family history of dystrophic
toenails in the mother and maternal grandfather, and occasional
blisters on the feet in the mother, without other significant skin le-
sions, supported an autosomal dominant inheritance pattern with
variable expression.

“Histopathology on skin biopsy did

not identify any definitive evidence of
epidermolysis bullosa, but the clinical
findings, preserved collagen VIl staining,
and intact lamina densa on electron
microscopy supported a diagnosis of
epidermolysis bullosa simplex.”

Assessment and counseling:

Epidermolysis bullosa (EB) is a genetic skin disorder character-
ized clinically by blister formation from mechanical trauma. The
main types of epidermolysis bullosa are:

. Epidermolysis bullosa simplex: The most common type of
EB affects mainly the palms of the hands and soles of the
feet. Heat and friction increase the risk of blisters that occur
in the basal keratinocytes and heal without scarring.

° Junctional epidermolysis bullosa: This type of EB is char-
acterized by fragility of the skin and mucous membranes,

and blisters form with little or no trauma. Blistering may be
severe, and granulation tissue can form on the skin around
the oral and nasal cavities, fingers and toes, and internally
around the upper airway. Examination of the skin basement
membrane on transmission electron microscopy can detect
splitting in the lamina Lucida of the basement membrane of
the epidermis or just above the basement membrane at the
level of the hemidesmosomes in the lowest level of the ke-
ratinocytes layer.

° Dystrophic _epidermolysis bullosa: EBD is divided into two
maijor types based on the inheritance pattern: recessive dys-
trophic epidermolysis bullosa and dominant dystrophic epi-
dermolysis bullosa. Each type is further divided into multiple
clinical subtypes. The diagnosis is confirmed by molecular
genetic testing or skin biopsy. Immunofluorescence staining
on a skin biopsy specimen may help establish the broad cat-
egory of EB type based on the level of clefting in the skin.
Collagen VII staining using antibodies is diminished or ab-
sent but may be normal in milder types.

° Kindler syndrome: This type of EB can involve all layers of
the skin with extreme fragility. The blisters tend present in
infancy or early childhood. It increases sun sensitivity and
can cause the skin to look thin, mottled, and wrinkly.

“The COL7A1 variant in our patient was
located in a hotspot region of the gene
associated with dominant EBD, at amino
acid residues 2000-2080, in the triple
helical domain of the protein. This same
variant was reported as being causative
in the original family described by Bart
etal. in 1966 (1, 2). ”

The COL7A1 variant in our patient was located in a hotspot re-
gion of the gene associated with dominant EBD, at amino acid
residues 2000-2080, in the triple helical domain of the protein.
This same variant was reported as being causative in the origi-
nal family described by Bart et al. in 1966 (1, 2). Bart subtype of
EBD (EBD, Bart, MIM #132000) is a more severe phenotype than
expressed in our patient, characterized by congenital absence of
skin on the lower extremities, blistering of the skin and mucous
membranes, and congenital absence or deformity of nails.

Clinical, ultrastructural, and immunohistologic findings were re-
ported on 37 family members from the original Bart kindred (3).
There was a wide variability of clinical symptoms in affected family
members ranging from nail involvement only to congenital absence
of skin on the lower extremities. Twenty-one family members had
a congenital localized absence of skin (CLAS) with blistering of
the skin or mucous membranes and nail abnormalities. Ten had
blistering and nail involvement without CLAS, 3 had nail involve-
ment only, and two had blistering only. While there was complete
penetrance, there was variable expressivity. Importantly, at least
two mildly affected family members (with nail involvement only)
had offspring with blistering or CLAS. The same variant was also
reported in a family from China with Bart syndrome in which three
members presented with congenital absence of skin at birth, and
one had blisters on the mucous membranes. There was complete
healing with minimal scarring on follow-up (4).

These reports of severe EBD in patients with the same COL7A1
variant as this family led us to counsel the family that future af-
fected offspring could have a severe presentation with congenital
localized loss of skin. We counseled the family that the infant’s
presentation appears mild, with decreasing frequency and reso-
lution of blisters without scarring. While we do not expect him to
have severe symptoms, as the mother is heterozygous for the
pathogenic COL7A1 variant, she has a 50% chance of having off-
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spring with EBD, type Bart with the possibility of CLAS, and other
features of this subtype.

“ While we do not expect him to have
severe symptoms, as the mother

is heterozygous for the pathogenic
COL7A1 variant, she has a 50% chance
of having offspring with EBD, type Bart
with the possibility of CLAS, and other
features of this subtype.”

Practical applications:

1.

Dystrophic epidermolysis bullosa presents with a variable
phenotype with wide intrafamilial variability. The significance
of the mother’s dystrophic toenails was only appreciated af-
ter the return of the genetic test results.

EBD can present with mild blisters, in this case, on day of
life 2. Any blisters in a newborn warrant genetic and derma-
tologic evaluations. The consequences of a late diagnosis
could be a second and perhaps more severely affected child
born to these parents.

Believe the clinical presentation when the presentation con-
flicts with dermatopathology and use genetic testing early in
the evaluation. A recent retrospective review of EB by Saun-
derson et al. (2019)( 5 )suggested that “rapid molecular di-
agnostic testing can provide the precise diagnosis of EB in
many cases, negating the need for skin biopsy... for less
severe cases.”

Clinical correlation of the pathogenic variants requires a
careful review of the published literature review, which is
crucial in providing a recurrence risk for the family.

Figure 1: Bullous lesion on the palm of our patient:

Figure 2: Healing lesions on ankle and heel.
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Respiratory Syncytial Virus is a
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S erious

Virus

Here's what you need to
watch for this RSV season

Coughing that gets Rapid breathing
worse and worse and wheezing

M
- B

Breathing that causes Bluish skin, lips,
their ribcage to "cave-in" or fingertips

RSV can be deadly. If your baby has
these symptoms, don't wait.

Call your doctor and meet
them at the hospital.

If you baby isn't
breathing call 911.

Thick yellow, green, Fever that is higher
or grey mucus than 101* Fahrenheit
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hard to breathe younger that 3 months
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Did you know that
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of Postpartum
Maternal Deaths?

Why Pregnant and Nursing Women

Need Clear Guidance on
THE NET BENEFITS OF EATING FISH
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benefits for pregnant
women and babies alike:
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eating less fish than recommended.

GET THE FACTS

ON FISH CONSUMPTION
FOR PREGNANT
WOMEN, INFANTS,
AND NURSING MOMS.

i\'(;'[}_] Rl LEARN MORE »

NEONATOLOGY TODAY#www.NeonatologyToday.netéDecember 2022 152



http://nationalperinatal.org/mental_health
https://www.linkedin.com/groups/8483139/
http://infanthealth.org
http://www.NeonatologyToday.net
http://neonatologytoday.net

NMEOMNATAL
NTENSIVE CARE
PREMATURITY, AND
COMPLICATED

PREGNANCIES

MD, PhD

Translated by Phyllis Aronoff @nd Howard Scott



https://utorontopress.com/9781487504014/breathe-baby-breathe/

Did you know that premature and low birth
weight babies have a 4x greater risk for SIDS?

At First Candle we're educating parents, grandparents
and caregivers about safer sleep to make sure all babies
reach their first birthday. Learn more at firstcandle.org

“Even in the middle of taking this
course, | could see myself
changing the way that | spoke to
parents. After taking this course, |
am much better at.emotionally
supporting our NICU families."

COURSE PARTICIPANT

My NICU Network
Learn How Now My Perinatal Network

validated online NICU staff education ® . O
WWW. MYNICUNETWORK.ORG "

Mational Perinatal  NICLU Parent
Association Metwark
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Vaccines and
Preventive
Monoclonal
Antibodies

WHAT'S THE DIFFERENCE?

The Importance of
Immunization

Vaccines and preventive monoclonal antibodies
are two different types of immunization. While
they function differently, they both serve the same
purpose: protecting people from serious illnesses
and diseases.

Different Technology,
Same Protective Value

NPA's

o5 o5

VACCINES PREVENTIVE MONOCLONAL ANTIBODIES

Teach the body to create antibodies that
fight off a specific disease.

Introduce antibodies that are ready to
ward off disease in the body.

By introducing an inactive piece
of a disease or proteins that look
like the disease, they trigger an How does
immune response, training the it work?
body to create antibodies that
defeat the disease.

Instead of teaching the
body to create antibodies
and defenses, they provide
antibodies that are readily
available.

Both support the immune system’s defenses.

Many vaccines are readily and
easily available.

What are the
benefits?

Preventive monoclonal antibodies
can provide protection for diseases
where there isn't an existing vaccine
or there isn't an existing vaccine for
certain patient groups.

The technology behind vaccines
has been around for decades.

Both protect against disease and provide a public
health benefit by decreasing the burden of disease.

Polio '*' 'ﬁ'
Measles What can this RSV

COVID-19 immunization COVID-19
protect
against?

And more

Both can provide tailored protection from a variety of diseases.

Yes

Is it safe?

Both vaccines and preventive monoclonal antibodies undergo extensive testing for safety and efficacy.
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NC IH National Coalition
for Infant Health

Protecting Access for Premature Infants through Age Two
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Introduction

Each year in the United States, parents welcome about 4 million babies to the
world. The next two years of life mark a period of extraordinary growth and
development - transitioning from milk to solid foods, from baby coos to first

| words, from shaky first steps to independent walking.

i

For some families, however, infants’ early years are fraught with challenges.
About one in every nine babies is born prematurely and, tragically, not all

| preemies survive. Those who do often face lifelong health challenges: visual and
hearing impairments, feeding and Gl complications, cerebral palsy, chronic lung
disease or learning difficulties.

And early health challenges aren’t [imited to preemies. Jaundice and feeding
issues can also plague term infants, while seasonal threats such as respiratory
syncytial virus can cause problems for infants and young children alike. These
experiences also pose emotional challenges for parents.

Unfortunately, access to appropriate health care may elude infants and their
families. Some parents must fight for their infants to receive the medication,
nutrition and level of care they need. Those who succeed may be left with yet
another challenge: staggering medical bills that leave them financially strapped.

Infants are a vulnerable and voiceless population. Protecting their access
to appropriate health care requires that families, advocates and health care
providers unite in support of education, awareness and effective policymaking.

Dr. Susan McCune
of FDA speaks at the 2019 Infant
Health Policy Summit

NCfIH Membership & Sponsorship | InfantHealth.org




About the National Coalition
for Infant Health

The National Coalition for Infant Health (NCfIH) is a collaborative of professional, clinical,
community health and family support organizations focused on improving the lives of infants
and their families. NCfIH’s mission is to promote lifelong clinical, health, education and support
services needed by premature infants and their families.

NCfIH promotes its mission by championing
the following values:

« SAFETY
Products, treatments and related public
policies should prioritize these fragile
infants’ safety.

« ACCESS
A patient-centered care approach to
health care will ensure infants can access
care tailored to their specific needs.

* NUTRITION
Access to safe and proper nutrition will
keep all infants healthy - especially those
born preterm.

« EQUITY
Prematurity and related complications
disproportionately impact minority and
economically disadvantaged families.
Equitable access to care will help reduce
existing disparities.

NCfIH Membership & Sponsorship | InfantHealth.org

NCfIH is organized as a 501(c)4 nonprofit
advocacy organization of over 200 diverse
stakeholders, including professional, clinical,
community health and family support
organizations.

NCflIH Steering Committee members include:
* Alliance for Patient Access

« American Academy of Pediatrics

e Association of Women’s Health,
Obstetric and Neonatal Nurses

* Council of International Neonatal Nurses
* Expecting Health

* GLO Preemies

* Hand to Hold

National Association of Neonatal Nurses

National Association of Neonatal Therapists

¢ National Black Nurses Association

National Perinatal Association
NICU Parent Network

* PreemieWorld



NCIIH Associate Membership

Educational Initiatives &
Advocacy Programs

NCfIH sponsors educational initiatives and
advocacy programs designed to encourage
informed policymaking and educate on the
benefits of access to optimal health care.
These include:

NCfTH e ,
The Burden of RS

|| Families

\mpacti!’\g Al

JUNE 2022

* Conducting stakeholder policy and
advocacy training workshops

Providing media outlets with opinion
editorials and comment

* Organizing stakeholder meetings
with health policymakers

Participating in policy conferences

and panels Why Become an
* Producing online educational resources ASSOCIate Member

such as infographics and videos Associate members sustain NCflH’s advocacy

and education efforts with their financial
support, allowing NCflIH to continue fighting
for policies that protect and promote infant
health. Becoming an associate member
allows you to:

* Offering comment or testimony on
proposed legislation and regulations

* Hosting summits, roundtable meetings,
webinars and other events to highlight

access barriers and policy solutions
¢ Interact with steering committee

members and broader NCfIH
membership

Raise awareness among coalition
membership about issues impacting
infants and their families

infants deserve .
PROTECTION

and the mﬁ.\m
HEALTH

Advise coalition leadership and
membership on policy issues
impacting the infant health
community

e Connect with academic and clinical
leaders from across the country

@)
©

NCfIH Membership & Sponsorship | InfantHealth.org



Annual Associate Membership Levels

Silver Gold Platinum
Membership | Membership B=l11]eL=1g3s11e)
($50,000) ($75,000) ($100,000)

When appropriate, the
opportunity to join with
other associate members
in participating in NCfIH
sponsored programming
and events.

Opportunity to nominate
members to join NCfIH’s
membership.

Opportunity to preview
draft materials and offer
comments, suggestions
and proposed revisions.

Opportunity to submit
up to three questions on
the annual NCfIH online
membership survey.

NSNS S

v
v
v
v

Opportunity to submit
an eight-question stand-
alone survey to NCfIH
membership.

Recognition as a sponsor
at the 2023 Steering
Committee meeting and
opportunity to present
an issue or policy topic.

N
N

Recognition as a sponsor
at the 2023 Infant Health
Policy Summit and
opportunity to present
an issue or policy topic.

N

While the programming of NCflIH is financially supported by grants, donations, associate
membership dues and sponsorships, the establishment of NCflH’s policy priorities, selection
of its membership and production of its programming lie solely within the province of NCflH’s
leadership and management.

NCfIH Membership & Sponsorship | InfantHealth.org



Annual Event
Sponsorships

2023 Infant Health
Policy Summit

In September, the National Coalition for Infant
Health will produce the 9th annual Infant Health
Policy Summit in Washington, DC. The summit
is designed to shed light on the core access and
safety challenges facing the nation’s infants and
their families.

et Health

STRUCTURE: The event will commence with a
speakers & sponsors’ reception the evening prior
to the plenary session, with the plenary featuring
speakers, interactive panel presentations and
agenda-setting, solutions-oriented discussions.

OUTCOMES: The summit will provide the
foundation for a national strategy to guide
NCfIH partners and stakeholders in educating
policymakers, the media and public and promote
informed decisions regarding access, safety,

nutrition, and appropriate clinical care standards.

INVITEES: Invitees include NCfIH steering
committee members, and approximately 100
policy-minded health care providers, patient
advocates, preemie and infant support groups,
and policymakers.

NCfIH Membership & Sponsorship | InfantHealth.org

SPONSORSHIPS

Platinum ($50,000)
* Receive recognition on the summit
webpage and event signage
e Submit a full-page ad in the
conference brochure
* 6’ exhibitors table

Gold ($25,000)
* Receive recognition on the summit
webpage and event signage
* Submit a half-page ad in the
conference brochure
* 6’ exhibitors table
Silver ($15,000)
* Receive recognition on the summit
webpage and event signage
* 6’ exhibitors table

Bronze ($10,000)
* Receive recognition on event signage
* 6’ exhibitors table

Exhibit ($2,500)
* 6’ exhibitors table

SPECIALTY SPONSORSHIPS

Speakers & Sponsors Reception ($7,500)
* Recognition on reception signage
and verbal acknowledgement

Buffet Lunch ($5,000)

* Recognition on buffet lunch signage
Continental Breakfast ($2,500)

* Recognition on continental

breakfast signage

WiFi Access ($2,000)

* Recognition on WiFi signage
Networking & Coffee Break ($1,000)

* Recognition on networking and
coffee break signage



2023 Steering Committee
Meeting

In May, the NCflIH Steering Committee will convene

for its annual meeting.

STRUCTURE:

The NCflIH Steering Committee meeting will feature

presentations on policy and advocacy matters
impacting infant health and their families.

OUTCOMES:

The meeting will provide the foundation for

an updated national strategy to guide NCfIH
members in educating policymakers, the media
and public, and promote informed decisions
regarding policy issues impacting access to
approved therapies and appropriate care for
infants and their families.

INVITEES:
NCfIH Steering Committee members.

!\ ’( ‘ I ! ! National Coalition
for Infant Health
Protecting Access for Premature Infants through Age Two

2020 K St NW | Suite 505
Washington, DC 20006

° InfantHealth.org

o @coalitionforinfanthealth

SPONSORSHIPS

Platinum ($15,000)
* Recognition on the meeting agenda,
reception signage and printed
materials

* Opportunity to submit four questions

in the pre-meeting survey of Steering
Committee members

¢ 15-minute time slot on the agenda to
present a policy matter

Gold ($10,000)
* Recognition on the meeting agenda
and printed materials
* Opportunity to submit four questions
in the pre-meeting survey of Steering
Committee members

Bronze ($5,000)
* Receive recognition on the meeting
agenda and printed materials

Contact

Contact Susan Hepworth for more
information or to secure your associate
membership or event sponsorship.

susan@infanthealth.org
(202) 951-7084

0 @InfantCoalition

%! Floos
valk 1
entic



Corresponding Author

Susan Hepworth

Director

National Coalition for Infant Health

1275 Pennsylvania Ave. NW, Suite 1100A
Washington, DC 20004

Email: info@infanthealth.org

Corresponding Author

Mitchell Goldstein, MD, MBA, CML
Professor of Pediatrics

Loma Linda University School of Medicine
Division of Neonatology

Department of Pediatrics

Email: mgoldstein@llu.edu

National Coalition for Infant Health Values (SANE)

Safety. Premature infants are born vulnerable. Products, treat-
ments and related public policies should prioritize these fragile
infants’ safety.

Access. Budget-driven health care policies should not pre-
clude premature infants’ access to preventative or necessary
therapies.

Nutrition. Proper nutrition and full access to health care keep
premature infants healthy after discharge from the NICU.

Equality. Prematurity and related vulnerabilities disproportion-
ately impact minority and economically disadvantaged families.
Restrictions on care and treatment should not worsen inherent
disparities.

SUPPORTING
KANGAROO

CARE

SKIN-TO-SKIN CARE SIS
COVID-19

GET INFORMED
ABOUT THE

RISKS + BENEFITS

work with your medical
team to create a plan

GET CLEAN

WASH YOUR HANDS,
ARMS, and CHEST

with soap and water for
20+ seconds. Dry well.

T

PUT ON
FRESH CLOTHES

change into a clean
gown or shirt.

IF COVID-19 +
WEAR A MASK

and ask others to
hold your baby when
you can't be there

@ National

nicuawareness.org

P l nationalperinatal.org/NICU_Awarenass
er]nata prajectiwesipeas.com
Association nationalperinatal.erg/skin-to-skin
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The Signs & Symptoms of RSV

RESPIRATORY SYNCYTIAL VIRUS

Know the Signs & Symptoms of RSV

£

Cough Runny Nose Struggling to Breathe

(breastbone sinks inward when breathing)

<

Difficulty Eating Lethargy Wheezing

RESPIRATORY
SYNCYTIAL VIRUS

is a highly contagious

seasonal virus that can lead
to hospitalization for some
babies and young children.

Know the Signs.

hh ’CIIE ! National Coalition
J for Infant Health LEARN MORE )
Protecting Ac

cess for Premature Infants through Age Two


https://www.infanthealth.org/rsv-1

The True Stop, of
gherlock and Jacks,, ' SE N:

I R OG R AM

Ellen Shane
tustrated bu: Bernard Joaguin and Patrick Horan

Purchases of this engaging true story provide disadvantaged middle school students, risking academic failure, the
opportunity to attain their best personal and academic potential.

Purchasing options include a limited quantity of signed and numbered books specifically to support the SEA Program, an
ebook, soft and hardcover versions, and the option to donate one or more books to support organizations supporting young
children.

You can provide both reading entertainment for younger children, and make a difference
in the lives of the disadvantaged middle schoolers we support.

Sales support our nonprofit charity's SEA Program. You can make a difference for these children!

Emily's Gift-Click Here to Buy

Direct SEA Support-Click Here

Gifts of Joy!

The Emily Shane Foundation is a 501(c)3 nonprofit charity. Our flagship SEA (Successful Educational Achievement) Program is a unique
educational initiative that provides essential mentoring/tutoring to disadvantaged middle school children across Los Angeles and Ventura
counties. All proceeds fund the SEA Program, which make a difference in the lives of the students we serve.

For more information, please visit



https://kp-pub.com/ellen-shane-emilys-gift-the-true-story-of-sherlock-and-jackson/

The Preemie Parent's

SURVIVAL
GUIDE «

to the \ ‘

Dreemic World.com’s l
e iscenza e
Medical Editor \
Alan R. Spitzer, M.D.

HOW TO second edition
MAINTAIN YOUR SANITY
& CREATE A NEW NORMAL



https://preemieworld.com

@ National Perinatal Association

PERINATAL SUBSTANCE USE

nationalperinatal.org/position
www.nationalperinatal.org/Substance_Use

We know

that there are
barriers that
keep pregnant
people from
accessing care,

We believe
that perinatal
providers
. have aduty to
help remove
\ those barriers.
L

§§ﬂ‘ The only worldwide monthly publication
e exclusively serving Pediatric and Adult Eﬂ
Cardiologists that focus on Congenital/
conental  Structural Heart Disease (CHD), and
cAarDIOLOGY  Cardiothoracic Surgeons.

TODAY

Subscribe Electronically
Free on the Home Page

www.CongenitalCardiologyToday.com

International
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“The definitive work in genetic evaluation of newborns”
- Judith G. Hall

GENETIC CONSULTATIONS

$99.95

" NEWBORN @

Robin D. Clark | Cynthia ]. Curry

GENETIC
CONSULTATIONS

in the

NEWBORN

A streamlined diagnostic manual for neonatologists,
clinical geneticists, and pediatricians - any clinician who
cares for newborns

Organized by symptom and system, enriched with more
than 250 photography and clinical pearls derived from
authors’ decades of clinical practice

Includes “Syndromes You Should Know” appendix,
distilling the most frequently encountered syndromes
and chromosomal abnormalities in newborns

OMIM numbers for each condition situate authors’
practical guidance in the broader genetics literature,
connecting readers to the most up-to-date references

Comprising of more than 60 chapters organized by
system and symptom, Genetic Consultations in the Newborn
facilitates fast, expert navigation from recognition to
management in syndromes that manifest during the
newborn period. Richly illustrated and packed with pearls
of practical wisdom from the authors’ decades of practice,
it empowers readers to recognize the outward signs and
symptoms crucial for an effective diagnosis.

Order now by clicking here.



https://global.oup.com/academic/product/genetic-consultations-in-the-newborn-9780199990993?cc=us&lang=en&

Peer Reviewed

Clinical Pearl:
Buprenorphine versus Methadone for Opioid Use
Disorder in Pregnancy

Joseph R. Hageman, MD

“Several important findings begin with
the lower risk of adverse neonatal
outcomes associated with buprenorphine
use compared with methadone in
pregnancy (1). However, the risk of
adverse maternal outcomes was similar

(1).”

| was impressed as | reviewed a large cohort study done in Mas-
sachusetts by Suarez and colleagues at Brigham and Women'’s
Hospital and Harvard Medical School using national data from
2010-2018 from 2,548,372 pregnancies of pregnant women en-
rolled in public insurance programs using buprenorphine versus
methadone for opioid use disorder (1). Several important findings
begin with the lower risk of adverse neonatal outcomes associ-
ated with buprenorphine use compared with methadone in preg-
nancy (1). However, the risk of adverse maternal outcomes was
similar (1).

“Neonatal abstinence syndrome (NAS)
was seen in 52% of those infants exposed
to buprenorphine in the 30 days before
delivery compared to 69.2% of infants
exposed to methadone in the 30 days
prior to delivery (adjusted relative risk
0.73, 95% con. Int. 0.71-0.75) ”

- Neonatal abstinence syndrome (NAS) was seen in 52% of
those infants exposed to buprenorphine in the 30 days be-
fore delivery compared to 69.2% of infants exposed to meth-
adone in the 30 days prior to delivery (adjusted relative risk
0.73, 95% con. Int. 0.71-0.75) (1).

- Preterm birth in early pregnancy was seen in 14.4% of in-
fants born to mothers exposed to buprenorphine compared
to 24.9% of infants exposed to methadone ( adjusted relative
risk 0.58 (95% C.I. 053-062) (1).

- Severe maternal complications were seen in 3.3% of bu-
prenorphine pregnant women compared with 3.5% metha-

done pregnant women (adjusted relative risk 0.91 with 95%
confidence interval 0.74-1.13) (1).

- One other point that the authors made was that the bu-
prenorphine mothers were felt to receive better overall care
compared with the methadone mothers (1).

“One other point that the authors made
was that the buprenorphine mothers
were felt to receive better overall care
compared with the methadone mothers

(1).”

References

1. Suarez EA, Huybrechts KF, Straub S, et Al. Buprenorphine
versus Methadone for Opioid Use Disorder in Pregnancy. N
E J Med 2022; 387 (22): 2033-2044.
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SUPPORTING

KANGAROO CARE

SKIN-TO-SKIN CARE FSTIv:

COVID-19
GET INFORMED
ABOUT THE
RISKS + BENEFITS
@ work with your medical
team to create a plan

GET CLEAN

WASH YOUR HANDS,
ARMS, and CHEST

with soap and water for
20+ seconds. Dry well.

PUT ON
FRESH CLOTHES

change into a clean
gown or shirt.

IF COVID-19 +
WEAR A MASK

and ask others to
hold your baby when
you can't be there

@ National @NPN

Y '_.\'!?.1'-:_'_1-' Parikh Perinatal nicuparentnetwork.org

by Lente .f]U'fL'IH.li_'_l.l- Association  nationalperinatal.org/skin-to-skin
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MedEd On The Go" presents

rams in Short-Form \ o Format

The Role of Nutrition &
Exclusive Human Milk

for Very Low Birth
Weight Infants

. - - ._'.";
Preventing Preventing Preventing
Bronchopulmonary Neonatal Retinopathy
Dysplasia Sepsis of Prematurity
1.75 credit hours 0.5 credit hours 1.0 credit hour

WATCHNOW EaRET WATCHNOW ST o3 WATCH NOW/

www.MedEdOTG.comNvideo/program/599 www.MedEdOTG.comNvideo/program/609 www.MedEdOTG.com/video/program/608

Im >

Stephen E. Welty, MD Dan L. Stewart, MD Jonathan R. Swanson, MD, MSc
Clinical Professor of Pediatrics Professor of Pediatrics & International Pediatrics Associate Professor of Pediatrics
University of Washington University of Louisville 5chool of Medicine University of Virginia
School of Medicine Co-Director of NICU & ECMO Children's Hospital
Seattle, W& Morton Children's Hospital Charlottesville, W&
Louisville, KY
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National Network Education, Resources, and

of NICU Support for Perinatal
PsyCh0|OgiStS Mental Health Professionals

QN

joral Health
32?:'%‘2&5 with High-Risk Preorder

infants & Families

e e s, . nd Behavioral Health Services with

Inpensree Care UL

High-Risk Infants and Families

Use discount code ASPROMPS8
and save 33%
online at www.oup.com $56.00

[ vy monta oot pran | — - R
Y L g e n_-ly Mood === —

Free Resources

Empower families with
the skills they need.

Download our perinatal Mental = B B A—
Health Plan worksheets.

BONDING wmn YOUR BABY
Support NICU families mrmommers . oy | Niek
and staff during COVID-19. EeTIESEs !g:; Jé P
See resources created by SR P e
the National Network of S s e
NICU Psychologists. [re——

Q’ National L

Perinatal

Association
NATIONALPERINATAL.ORG/PSYCHOLOGISTS
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Academic True Open Model (ATOM)

Loma Linda Publishing Company supports the Academic True  Any journal that supports the ATOM principles can be listed
Open Model (ATOM) here, along with their logo and a link back to their site, free of

charge. Please contact Loma Linda Publishing Company at
Journals listed support the following principles: LomalLindaPublishingCompany@gmail.com for additional details.

Free subscriptions (electronic or paper) to all. Neonatology Today, a publication of Loma
Peer review of all submitted manuscripts Linda Publishing Company.

Timely review of manuscripts ©2006-2020 by Neonatology Today
Timely response to letters to the editor Published monthly. All rights reserved.

Listing and correction of erratum ] . .
Appropriate disclosure of any related conflicts of interest in ISSN: 1932-7137 (Online), 1932-7129 (Print)

published manuscripts

No charge for submission of manuscripts

No charge for review of manuscripts

No charge for processing of artwork, color, layout, or length
of manuscript

No charge for publication of manuscript in electronic or
digital form.

A commitment to the ethical treatment of humans and
animals in research.

Documentation of informed consent where indicated.

NT

NEONATOLOGY TODAY¢www.NeonatologyToday.net#December 2022 173



http://www.NeonatologyToday.net
http://www.neonatologytoday.net
mailto:LomaLindaPublishingCompany%40gmail.com?subject=
http://www.neonatologytoday.net
http://www.neonatologytoday.net
http://www.Twitter.com/NeoToday

Will your PRETERM INFANT need Las nuevas mamds necesitan acceso

EARLY INTERVENTION services 2 a la deteccion y tratamiento para
LA DEPRESION POSPARTO

Preterm infants are: 19’5 §
— -
i ©)
2X more likely to o (.

have developmental
delays -

55X more likely D
to have learning 1

challenges
A =

1n3 preterm infants
will require support
services at school

1 DE CADA 7 MADRES
AFRONTA LA DEPRESION
pOSPARTO, experimentando

Lianto Suefio Ansiedad
incontrolable interrumpido ‘ ¢

Desplazamientos en Ideas de hacerse  Distanciamiento de
los patrones de  dafo a si mismas  amigos y familiares
alimentacion o al bebé

Ear’! intervention can help preterm infants:

S 8 @

% recibe tratamiento’
Enhance Build more Proce: ial and Addi Prevent mild

LA DEPRESION
rl;r:‘nr;::: jm e n eng ficulties from pOSTpA RTO
NO TRATADA
PUEDE
AFECTAR:

Sin embargo, sélo el 15%

. Lasalud de la madre

Early diagnosis

could qualify babies for their

state’s early intervention ..but many Ellsuefonla allm:ntuczd.y;‘ .. La c;pu;‘xdad ia;a
services... parents are 3 el comportamiento cuidar de un bebé
) . _y sus hermanos
unaware. del bebé a medida que crece

PARA AYUDAR A LAS MADRES A
ENFRENTAR LA DEPRESION POSPARTO

+
——
L : —n___

LOS ENCARGADOS DE 8 LOS HOSPITALES PUEDEN:

FORMULAR POLITICAS i Capacitar a los
NICUstaﬁr nurses PUEDEN: profesionales de la salud

| X ’ ’ . = Financiar los esfuerzos de para proporcionar apoyo

pedzatrlaans and SOClGl despistaje y diagnostico psicosocial a las familias..
workers should talk with NICU g Especialmente aquellas con

= Proteger el acceso al
families about the challenges tratamiento

b! '
;,g their baby may face.

Awareness, referral
& timely enrollment
in early intervention
programs can help
infants thrive and grow.

bebés prematuros, que son 40%
mas propensas a desarrollar
depresion posparto*

Conectar a las mamas con
una organizacion de apoyo

- - —— P Ml

A : I Coal b f Jational Coalitio:
NQJ\IIH E}?};:;":nltl[l':allill‘:" Visit CDC.gov to find contact '\,( “f '{;_f Infani Healt
» n

cams for Premutors nfumts dhesagh Age Tuoe information for your state’s early

intervention program. .
www.infanthealth.org www.infanthealth.org

NEONATOLOGY TODAYé¢www.NeonatologyToday.net¢December 2022 174


http://www.infanthealth.org
http://www.NeonatologyToday.net
http://infanthealth.org

Pediatrix® Neonatology Grand Rounds
Series: Hot topics in neonatal care

_’ =4(N
- = "‘*‘*‘r{ -

Hosted by the Pediatrix® Center for Research, Education, Quality and Safety (CREQS), our Pediatrix
Neonatology Grand Rounds series occur the first Wednesday of every month at 4 p.m. Eastern Time.
The monthly hour-long webinars are a great way to earn accredited CE and learn about the latest
goings-on in neonatology. Join us as we explore relevant topics such as:

* May 4 — Neurodevelopmental outcomes in the drug-exposed premature infant.

* June 1 — Growth assessment and coding for malnutrition in the NICU.

Visit our Neonatology Grand Rounds website today to view future topics and reserve your spot!

*Webinar topics and speakers subject to change.

Accreditation

The Pediatrix Center for Research, Education, Quality and Safety is accredited by the Accreditation Council for Continuing Medical
Education (ACCME) to provide continuing medical education for physicians.

The Pediatrix Center for Research, Education, Quality and Safety designates each Internet Live activity for a maximum of 1 AMA PRA
Category 1 Credits™. Physicians should claim only the credit commensurate with the extent of their participation in the activity.

The Pediatrix Center for Research, Education, Quality and Safety is accredited as a provider of nursing continuing professional
development by the American Nurses Credentialing Center’'s Commission on Accreditation.

The Pediatrix Center for Research, Education, Quality and Safety designates each Internet Live activity for a maximum of
1 nursing contact hour. Participants should claim only the credit commensurate with the extent of their participation in the activity.

@) pediatrix

CENTER FOR RESEARCH,
EDUCATION, QUALITY AND SAFETY
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Upcoming Medical Meetings

39th Annual Advances In Care
Conference — Advances In
Therapeutics And Technology:
Critical Care Of Neonates, Children,
And Adults
Ontario, CA
https://paclac.org/advances-in-care-
conference/

AAP Workshop on Perinatal
Strategies
February 3-5, 2023
Scottsdale, AZ
https://shop.aap.org/2023-workshop-
on-neonatal-perinatal-practice-
strategies-scottsdale-az/

NEO: The Conference for
Neonatology
February 22-24, 2023
Las Vegas, NV
https://www.mednax.com/neo-
conference/

California Association of
Neonatologists (CAN)
Annual Conference
San Diego, CA
March 3-5, 2023
https://canneo.org

36th Annual Gravens Conference
on the Environment of Care for High
Risk Infants
The Future is Now for Babies,
Families, and Systems
Sand Key, FL
March 8-11, 2023
https://paclac.org/https-paclac-org-
gravens-conference/

Southeastern Association of
Neonatologists (SAN)
Marco Island, FL
May 25-28, 2023
www.southeastneo.com

Perinatal District 8 Conference
June 1-4, 2023
San Diego, CA
https://district8sonpm.org/

Perinatal District 6 Conference
Date: TBA
Chicago, IL
https://www.d6an.org

For up to date Meeting
Information, visit
NeonatologyToday.net and click
on the events tab.
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Outstanding BC/BE Neonatologist Opportunities in Florida’s Collier County

Nicklaus Children's Health System and Nicklaus Children’s Pediatric Specialists (NCPS), the
health system’s physician-led multispecialty group practice, have three exceptional
opportunities for board-certified or board-eligible (BC/BE) fellowship-trained neonatologists
with a minimum of three years of experience (preferred) for a 19-bed Level Il NICU located on
Florida’s Gulf Coast in Collier County.

Each position will be part of a comprehensive perinatal and neonatal program for babies in a
Level Il NICU. These roles present a unique and exciting opportunity for motivated candidates
to flourish in a burgeoning market. Applicants should possess a passion for advocacy and
improving care for all children. The BC/BE neonatologists will be responsible for attending
deliveries, providing prenatal consultations to high-risk babies, resuscitating and stabilizing
newborns in the delivery room, rounding on well babies, as well as provide leadership,
oversight and supervision in the Level Il nursery. Candidates should be proficient in newborn
resuscitation, including neonatal intubation, umbilical line placement and peripheral
cannulation, lumbar punctures, etc. These roles offer salaries that are competitive and
commensurate with experience.

Nicklaus Children's neonatology program is consecutively ranked among the best in the nation
by U.S. News & World Report. It was the first of its kind in South Florida and receives referrals of
the most critically ill neonates from hospitals throughout Florida, Latin America and the
Caribbean. The Level Il NICU will be a part of the NCPS Section of Neonatology and the
neonatologists will have access to the educational and professional development resources of
Nicklaus Children’s Health System.

Founded in 1950, the rebranded Nicklaus Children’s Hospital, a 309-bed freestanding children's
hospital and Level | trauma center, is renowned for excellence in all aspects of pediatric
medicine and has numerous subspecialty programs that are routinely ranked among the best in
the nation. It is also home to the largest pediatric teaching program in the southeastern U.S.
Many of our physicians have trained or worked at other leading medical institutions. Join a
phenomenal team that brings lifelong health and hope to children and their families through
innovative and compassionate care.

Collier County is located on the Southwest Coast of Florida with easy access to Southwest
Florida International Airport. Outdoor activities include golf, boating, fishing and beautiful
beaches.

Competitive compensation and benefits package.
Qualified candidates please contact:
Joyce Berger, Physician Recruiter

joyce.berger@nicklaushealth.org or 786-624-3510

nicklauschildrens.org/NCPS

DFW
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Clinical Trial Center (Full-Time, Day Shift) - Research Coordinator

The Loma Linda University Health’s Clinical Trial Center is actively seeking and recruiting top clinical
research coordinator talent.

Our mission is to participate in Jesus Christ’s ministry, bringing health, healing, and wholeness to humanity by
Creating a supportive faculty practice framework that allows Loma Linda University School of Medicine
physicians and surgeons to educate, conduct research, and deliver quality health care with optimum efficiency,
deploying a motivated and competent workforce trained in customer service and whole-person care principles
and providing safe, seamless and satisfying health care encounters for patients while upholding the highest
standards of fiscal integrity and clinical ethics. Our core values are compassion, integrity, humility, excellence,
justice, teamwork, and wholeness.

Able to read, write and speak with professional quality; use computer and software programs necessary to the
position, e.g., Word, Excel, PowerPoint, Access; operate/troubleshoot basic office equipment required for the
position. Able to relate and communicate positively, effectively, and professionally with others; provide
leadership; be assertive and consistent in enforcing policies; work calmly and respond courteously when under
pressure; lead, supervise, teach, and collaborate; accept direction. Able to communicate effectively in English in
person, in writing, and on the telephone; think critically; work independently; perform basic math and statistical
functions; manage multiple assignments; compose written material, work well under pressure; problem solve;
organize and prioritize workload; recall information with accuracy; pay close attention to detail. Must have
documented successful research administration experience focused on managing clinical trials function. Able to
distinguish colors as necessary; hear sufficiently for general conversation in person and on the telephone; identify
and distinguish various sounds associated with the workplace; see adequately to read computer screens and
written documents necessary to the position. Active California Registered Nurse (RN) licensure preferred. Valid
Driver’s License required at time of hire.

The Clinical Trial Center is actively involved in many multi-center global pediatric trials, which span
different Phases of research to advance health care in children. Please reach out to Jaclyn Lopez at 909-
558-5830 or JANLopez@llu.edu with further interest. We would love to discuss the exciting research
coordinator opportunities at our Clinical Trials Center.

Additional Information

e Organization: Loma Linda University Health Care
e Employee Status: Regular

e Schedule: Full-time

e Shift: Day Job

e Days of Week: Sunday, Monday, Tuesday, Wednesday,
Thursday, Friday, Saturday
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UNIVERSITY
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Loma Linda University Children’s Hospital
is hiring Neonatal Nurse Practitioners

Children’s Hospital, centrally located in Southern California, has earned Magnet
Recognition as part of the American Nurses Credentialing Center’s (ANCC) Program.

We are looking for experienced or new graduate Neonatal Nurse Practitioners (NNPs) who are
excited to join a cohesive team that practices in a collaborative, fast-paced, high-acuity setting.

Full-time and part-time positions available
Level IV, 84-bed Neonatal Intensive Care Unit (NICU)

Regional referral center encompassing
Tiny Baby unit, ECMO, Cardiac ICU,
Neuro NICU and Surgical services

For more information,

Maternity services and delivery center
please contact:

24/7 coverage by NNP team and Fellows Karin Colunga, MSN, RN, PNP-BC
Director of Advanced Practice Nursing
Competitive employee benefit packages kecolunga@llu.edu | 909-558-4486

*Offering a sign-on bonus with relocation reimbursement
for full-time, direct applicants who meet requirements.

BEST ) .
CHILDREN'S y e e
HOSPITALS ~ ©
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LOMA LINDA
UNIVERSITY

HEALING. HEALTHY. HAPPY. CHILDREN’S

A Seventh-day Adventist Organization HOSPITAL
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from 1,045
NICUs in the
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Your Recruitment Advertising Includes:

» Full color Recruitment Ad in the issue(s)
* Your recruitment listing in the e-mail blast for the issue(s) with a hot link

« 3-Step Special Recruitment Opportunity Website Section on three (3) areas of the
website

» We can create your recruitment ad at no extra charge!

For more information, contact:
Andrea Schwartz Goodman
+1 (302) 313-9984 or
andrea.schwartzgoodman@neonatologytoday.net
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P. Syamasundar Rao, MD - UT-Houston Medical School ALCOHO‘L-BASED
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Avoid crowds.
Protect vulnerable
babies and children.
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Neonatology Today's Policy on Animal and Human Research

Neonatology Today’s policies ensure the protection and respon-
sible use of animals and humans in all research articles under
consideration. Authors are encouraged to follow the guidelines
developed by the National Centre for the Replacement, Refine-
ment & Reduction of Animals in Research (NC3R), International
Committee of Medical Journal Editors, and the Guide for the
Care and Use of Laboratory Animals and U.S. Public Health Ser-
vice's Policy on Humane Care and Use of Laboratory Animals
(PHS Policy). Authors are expected to demonstrate to their in-
stitutional review board or suitable proxy that ethical standards
are met. If there is doubt whether research conducted was in
accordance with ethical standards, then there must be verifica-
tion that the institutional review body approved the uncertain
aspects. Research not following these policies on participating
animal and human subjects may be rejected. Researchers have
a moral obligation towards the humane treatment of animals and
ethical considerations for humans participating in research and
are expected to consider their welfare when designing studies.

https://www.nc3rs.org.uk/arrive-guidelines

http://www.icmje.org

https://olaw.nih.gov/policies-laws/phs-policy.htm

NT

Neonatology and the Arts

This section focuses on artistic work which is by those with an

interest in Neonatology and Perinatology. The topics may be var-

ied, but preference will be given to those works that focus on
topics that are related to the fields of Neonatology, Pediatrics,
and Perinatology. Contributions may include drawings, paintings,

Manuscript Submission: Instructions to Authors

1. Manuscripts are solicited by members of the Editorial Board or]
may be submitted by readers or other interested parties. Neonatology
Today welcomes the submission of all academic manuscripts includ-
ing randomized control trials, case reports, guidelines, best practice]
analysis, QI/QA, conference abstracts, and other important works. All
content is subject to peer review.

2. All material should be emailed to:
LomalLindaPublishingCompany@gmail.com in a Microsoft Word, Open
Office, or XML format for the textual material and separate files (tif, eps,
jpg, gif, ai, psd, or pdf) for each figure. Preferred formats are ai, psd, or
pdf. tif and jpg images should have sufficient resolution so as not to have|
visible pixilation for the intended dimension. In general, if acceptable for]
publication, submissions will be published within 3 months.

3. There is no charge for submission, publication (regardless of number
of graphics and charts), use of color, or length. Published content will}
be freely available after publication. There is no charge for your manu-
script to be published. NT does maintain a copyright of your published
manuscript.

4. The title page should contain a brief title and full names of all au-
thors, their professional degrees, their institutional affiliations, and
any conflict of interest relevant to the manuscript. The principal au-
thor should be identified as the first author. Contact information for the,
principal author including phone number, fax number, e-mail address,
and mailing address should be included.

5. A brief biographical sketch (very short paragraph) of the principal
author including current position and academic titles as well as fellow-
ship status in professional societies should be included. A picture off
the principal (corresponding) author and supporting authors should be
submitted if available.

6. An abstract may be submitted.
7. The main text of the article should be written in formal style using

correct English. The length may be up to 10,000 words. Abbreviations|
which are commonplace in neonatology or in the lay literature may be

sketches, and other digital renderings. Photographs and video
shorts may also be submitted. In order for the work to be con-
sidered, you must have the consent of any person whose photo-
graph appears in the submission.

used.

8. References should be included in standard "NLM" format (APA 7*
may also be used). Bibliography Software should be used to facilitate
formatting and to ensure that the correct formatting and abbreviations
Works that have been published in another format are eligible for are used for references.
consideration as long as the contributor either owns the copy-

right or has secured copyright release prior to submission. 9. Figures should be submitted separately as individual separate]

electronic files. Numbered figure captions should be included in the

Logos and trademarks will usually not qualify for publication. main file after the references. Captions should be brief.

10. Only manuscripts that have not been published previously will
be considered for publication except under special circumstances.
Prior publication must be disclosed on submission. Published articles]
become the property of the Neonatology Today and may not be pub-
lished, copied or reproduced elsewhere without permission from Neo-
natology Today.

This month we continue to feature artistic works created by our
readers on one page as well as photographs of birds on another.
This month's original artwork again features Paula Whiteman,
MD who submitted a Poinsettia. Our bird of the month is sub-
mitted by William Lutin, MD, PhD this month. This is a Phinizy
Barred Owl on Close Snag

11. NT recommends reading Recommendations for the Conduct, Re-
porting, Editing, and Publication of Scholarly Work in Medical Journalsj
from ICMJE prior to submission if there is any question regarding the|
appropriateness of a manuscript. NT follows Principles of Transpar-
ency and Best Practice in Scholarly Publishing(a joint statement by
COPE, DOAJ, WAME, and OASPA). Published articles become the]
property of the Neonatology Today and may not be published, copied
or reproduced elsewhere without permission from Neonatology Today.

NT

Mita Shah, MD,

Neonatal Intensive Care Medical Director
Queen of the Valley Campus

Emanate Health, West Covina, CA

NT

NEONATOLOGY TODAY is interested in publishing manuscripts from Neonatologists,
Fellows, NNPs and those involved in caring for neonates on case studies, research results,
hospital news, meeting announcements, and other pertinent topics.

Please submit your manuscript to: LomalLindaPublishingCompany@gmail.com
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NICU BABU'S

Bill of Rights

My parents know me well. They are my voice and my best advocates. They need to be knowledgeable about my progress, medical records, and
prognosis, so they celebrate my achievements and support me when things get challenging.

2- THE RIGHT TO MY PARENTS’ CARE
In order to meet my unique needs, my parents need to learn about my developmental needs. Be patient with them and teach them well. Make
sure hospital policies and protocols, including visiting hours and rounding, are as inclusive as possible.

3- THE RiGHT TO BOND WITH MY FAMILY
Bonding is crucial for my sleep and neuroprotection. Encourage my parents to practice skin-to-skin contact as soon as and as often as possible
and to read, sing, and talk to me each time they visit.

4- THE RIGHT TO NEUROPROTECTIVE CARE

Protect me from things that startle, stress, or overwhelm me and my brain. Support things that calm me. Ensure I get as much sleep as possible.
My brain is developing for the first time and faster than it ever will again. The way I am cared for today will help my brain when I grow up.
Connect me with my parents for the best opportunities to help my brain develop.

5- THE RIGHT TO BE NOURISHED
Encourage my parents to feed me at the breast or by bottle, whichever way works for us both. Also, let my parents know that donor milk may
be an option for me.

6- THE RiGHT TO PERSONHOOD
Address me by my name when possible, communicate with me before touching me, and if I or one of my siblings pass away while in the NICU,
continue referring to us as multiples (twin/triplets/quads, and more). It is important to acknowledge our lives.

7- THE RiGHT TO CONFIDENT AND COMPETENT CARE GIVING
The NICU may be a traumatic place for my parents. Ensure that they receive tender loving care, information, education, and as many resources
as possible to help educate them about my unique needs, development, diagnoses, and more.

8- THE RiGHT TO FAMILY-CENTERED CARE
Help me feel that I am a part of my own family. Teach my parents, grandparents, and siblings how to read my cues, how to care for me, and
how to meet my needs. Encourage them to participate in or perform my daily care activities, such as bathing and diaper changes.

9- THE RiGHT TO HEALTHY AND SUPPORTED PARENTS

My parents may be experiencing a range of new and challenging emotions. Be patient, listen to them, and lend your support. Share information with
my parents about resources such as peer-to-peer support programs, support groups, and counseling, which can help reduce PMAD, PPD, PTSD,
anxiety and depression, and more.

10- THE RiGHT TO INCLUSION AND BELONGING

Celebrate my family’s diversity and mine; including our religion, race, and culture. Ensure that my parents, grandparents, and siblings feel
accepted and welcomed in the NICU, and respected and valued in all forms of engagement and communication.

Presented by:

NICU Parent Necwork

Visit nicuparentnetwork.org to identify national, state, and local NICU family support programs.

* The information provided on the NICU Baby's Bill of Rights does not, and is not intended to, constitute legal or medical advice.
Always consult with your NICU care team for all matters concerning the care of your baby.

copyright © 2020 NICU Parent Network
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NANT 13 - Call for Abstracts
Presented by the National Association of Neonatal Therapists (NANT)
Conference Dates:
Main Conference: April 14-15, 2023
Pre-Conference: April 13
Location: Tucson, AZ USA*

*Barring any restrictions to the contrary, NANT 13 is scheduled to be held in- person. However, in
the event such restrictions occur, the event will be hosted online including all accepted
sessions/posters.

The theme for NANT 13 is Inspiring Competence & Confidence.

NANT and our Members aim to deliver best practices for NICU babies and
parents all over the world. This advanced practice area requires a high level
of competence, fueled by interprofessional collaboration and research.

Competence is not finite—it is an ongoing commitment to the pursuit of
scientific knowledge and skill proficiency. We never arrive or are experts in
all areas of practice. We rely on each other and use our unique professional
lenses and experiences to advance the field of neonatal therapy.

We are calling upon you to share your research and clinical expertise. What
can you contribute to the standard of care? How can you fill the gaps in
neonatal therapy competency?

NANT intends to develop attendees’ confidence to serve, lead, and
implement collaboratively. We seek the right individuals, research, and
tools to make that happen.

Sharing your valuable work in this internationally attended conference is a
powerful way to inspire new levels of competence and confidence in this
specialty.

We invite you to submit an abstract to present an oral or poster presentation
at NANT 13.

Click here to submit an abstract.

Abstract Submission Deadline: Monday, August 15, 2022


https://form.jotform.com/nant/nant-13-cfa-abstract-submission

Save the Date for the Second Fragile Infant
Forum for the Implementation of Standards (riFi-s)

January 18-20, 2023

“Implementing Evidence Based Strategies to
Alleviate Stress in the Baby and Family in
Intensive Care”

For more information contact
PACLAC.org

QQQII.QC NT :..—.‘1'”( e USFE:élth

“Storyteller” painting by Sharron Montague Loree, 1982
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