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Medical Advocacy in Early Life Course Disclosures

Outcomes: Can we improve outcomes
through policy?

September 8, 2025
What’s New in the NICU?

Ann Anderson Berry MD, PhD
Executive Director, CHRI
Professor, University of Nebraska Medical Center Department of Pediatrics
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« | have no financial interests to disclose.
« Advocacy pays non-financial dividends!
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Objectives

Name three different ways
an individual can interact
with the legislative
process to impact patient
populations.

Identify next steps in
medical advocacy for your
patient population that
need action this year.

Understand how "non-
health" related policies
impact early life course
health for our patients.
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Cost of Prematurity $$$$
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Category of Cost Total ($) Per Preterm Birth ($)

Medical Care for Affected Child 17126625946 44,116

Maternal Delivery Costs 1950230570 5024
Waitzman N, Jaai A, Grosse SD.

e et e vion (50 oaoass  1a0s Vetren N ik A Cre
‘Special Education Services 622,589,060 1604 @:‘32 States in 2213;251 An update.
PO 10820563 2 -

Lost Labor Masket Productivty wsonsers 122 EbIZDAAD
ol sicaews  eiss

Annual US Aggregate Cost of Prematurity: $25.2 Billion

Notes: All reported costs are “incremental”, that is above and beyond the average costs of term
births.
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Global Burden of Prematurity

13.4 million babies were born preterm in 2020

Preterm birth complications are the leading cause of death among children
under 5 years of age, responsible for approximately 900 000 deaths in 2019

Three-quarters of these deaths could be prevented with current, cost-
effective interventions

Across countries, the rate of preterm birth ranges from 4-16% of
babies born in 2020
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Global Burden of Prematurity Was Decreasing But Has

Reversed Course

Giobal, rgiora, and national burden o pretermbith, 1990-2021: a

Liang, Xfeng et a. eClicallecine, Volume 76, 102840

Giobal, regiora, and ntional burden o pn o

Liang, Xfeng ot a. eCinicalledione, Vols ™ e
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' Global Burden of Prematurity Associated Death

Continues to Decrease

(Giobal, reona, and national burden of preter bith, 1990-2021:

Liang, Xifeng et a. eClicallfedicine, Volume 76, 102840
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Areas with Larger Populations .
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' Distribution of Global Prematurity Impacts Low Income
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’ 2007 2 Pretem 2Bwesks
() Preterm 28 to <32 weeks
(0 Preterm 32 to <37 weeks.

Numberof preterm babies (millions)
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US Burden of Prematurity

Data and Graphics from the March of Dimes 2024 Prematurity Report
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Preterm

Rates in the

United -
States and

Nebraska

. 2023
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The preterm birth rate was

/ change from 2022

Preterm birth rate by year, 2013 to 2023

US Trends in
prematurity

in 2023, no

2023

Many irthing peopl

15.5%

moking
(3.8% of all births)

23.3%

Hypertension
(3.2% of all births)

Risks for
Preterm

Birth - US
28.8% f birthis I

Diabetes
(1.2% of all births)

son,dabet rognancy. Extromo.
100 o121 day

Notalty data, 2021:2023
202

Heahth Tracking Network, Hstorcsl 2023
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' Percentage of total preterm births which were associated

with anthropogenic ambient Particulate Matter

% protorm Births
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. (2017). Prelerm birth associated with maternal fine.
‘exposure: A global, 1 and
International. 101. 10.1016/.envint.2017.01.023

Malley, Chris & Kuylenstiem, Johan & Vallack, Harry & Henze, Daven & Blencowe,
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One third of the 100 US cities with the greatest number of live births had a
preterm birth grade of F in 2023
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In the US, the preterm birth rate among babies born to Black birthing
people is 1.4x higher than the rate among all other babies
Preterm birth rate by race/ethnicity, 2021-2023

DISPARITY 1 29
RATIO o

This data is intended to highlight
disparities in outcomes rlated to
race/ethnicity and should serve as a
starting point for discussion about
addressing systemic racism and
inequalty.

Note: The disp
Avalue closer to 1is most desirable, with 1 indicating no disparity.

toall others.
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PRETERM RATE OF 10.8 PERCENT USRATE NERATE NERANK
7O 111 PERCENT

BIRTH )
Learn more 10.4 1 40

GRADE
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Nebraska’s rates of preterm
birth are trending higher
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Preterm birth rate by year, 2013 to 2023
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Why are rates of preterm delivery different across
different states and countries?
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PRETERM BIRTH RATES BY COUNTIES AND CITY

County  Grade Preterm Bith Rate Change i rat romlast year
o o o
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PRETERM BIRTH RATES BY COUNTIES AND CITY

County Grade

Buffalo & 102% Improved
Dodge o 108% Improved
Douglas B 6% Improved
Hal £ 5%

Lancaster o asn

sarpy o na%

lekcanthe undarined counties t view more dtainPeitas.

city Grade
Omsha, NE F e Better
‘Sources Netions|Cantrfor Hoslth Statieics, 2022l da,
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Preterm birth rate
Rate per 100 births by maternal race/ethnicity, 2021:2023

DISPARITY 1 2
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What can drive health outcomes?
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Social Determinants of Health

Neighborhood Community
E;&'l‘“h w‘ and Physi Educat and Social He;":‘:':”
Environment Context X
: Hunger Social Health
integration coverage
Access to " o
healthy Support Provider
options systems availabilty
Community Provider
engagement linguistic and
B cultural
Discrimination  competency
Stress

Qualty of care

Tobacco Use

- L3 s st

- o
Income

Fanily & Social Support
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Alcohol & Drug Use

St Aty Where does policy impact these items?

AcesstaCare
Which items doesn't policy impact?

Are health outcomes driven by the

Community Satety individual???
Air & Water Quality

per—r—

from County Health Rankings & Roadmaps.
bt/ countybosithrankings.oroour-approach (sccessed July 16, 207).
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Many

N
15.5%

Policy drives pregnancy

The Maternal Vulnerability Index is used to
understand where and why birthing people may
be more likely to have poor health outcomes

Maternal Vulnerability Index by County

outcomes rths) a
m
m
Very Low Low @ Moderate @ High @ Very High
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g people in are most to poor due to the factors: l ‘
Nebraska eu—
?—) Maternity " w =
Health Care
Reproductive General Deserts
healthcare healthcare
Health, Maternal y ( ). 2024. https:/ m:“"‘ : -'.":'"" :
51 52

Adequate Prenatal Care - Medicaid - Calendar Year 2020
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Exposure to extreme heat or air pollution can
increase the risk of poor maternal and infant
health outcomes, including preterm birth
Nebraska Commme e
Environmental
Exposures 22 *lgg 6 J»
mpacting = ¥ - AR
Pregnancy -
Outcomes -
Data Source: United States Department of Health and Human Services, Centers for Disease Control and - :
Prevention, National Center for Health Statistics, Division of Vital Statistics, 2020 Natality Historic File.
tableau
53 54
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US and Nebraska Infant Mortality

NV e

'@ Childrens

Child Health
Research Institute

5

55

INFANT Over 20,000 babies died before their first birthday; the
MORTALITY  greatest Southand
RATE Infant mortality rate (deaths per 1,000 live births) by state, 2022

5.6 5

DISPARITY &
RATIO
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The tality for the first time in in2022
and babies born to Black birthing people have a rate 1.9x the national rate
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i lity rate i for the first time in decades in 2022
and babies born to Black birthing people have a rate 1.9x the national rate

Leading causes of infant death
Percentage of tota deaths by underlying cause,

Infant mortality rate
Rate per 1,000 lve births by maternal
racefethicity, 20202022
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The infant mortality rate increased in the last

decade; In 2022, 142 babies died before their
I’ first birthday

Rate per 1,000 live births

Nebraska Infant
Mortality is Increasing
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INFANT
MORTALITY 5.8 56 26
RATE

The infant mortality rate increased in the last
decade; In 2022, 142 babies died before their
first birthday
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The infant mortality rate among babies born to
' Black birthing people is 2.8x the state rate s

Infant mortality rate
Rate per 1,000 live births by maternal race/ethnicity, 2020-2022
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Leading causes of infant death
’ Percentage of total deaths by underlying cause, 2020-2022

Accldents

; I - - - How do we change this?
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ELBW infant VLBW Infant

v ~~
s Terminfants  NICU Discharge ™\
Exremely Premature  VeryPromature  Low Birth Weight

\

Societal Costs

Loss of Work
Productivity Educational Neods ~ Subspecallty Care

e

Advocacy to impact medical
outcomes
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Steps to Successful Advocacy

5

Identify the problem

" Understand the population

Involve the population if possible

¥ Understand the data

®©

Evaluate what others have done to solve this problem

* Gather a team

' Develop a plan

Implement with careful strategy

~——
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REDCAP LOGIN

Nebraska, where a < —
great life starts with

healthy moms and

healthy babies

VIEW OUR MISSION & HISTORY.

NEWSLETTER

What We Do

NPQIC seeks to improve the delivery of and access to evide

based health care for all Nebraska mothers and newborns.

67
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History of NPQIC
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CLINICAL MEASURES

The measures below are important indicators for
how Nebraska is supporting the health of birthing
people

251 22

PER 100,000 BIRTHS
MATERNAL MORTALITY

This shows the death rate of birthing
people from complications of
pregnancy or childbirth that occur
during the pregnancy or within 6
weeks after the pregnancy ends.

229 =

PERCENT

LOW-RISK

126 =

PERCENT

CARE

Percent of women who had Cesarean
births and were first-time moms,
carrying a single baby, positioned
head-first and at least 37 weeks
pregnant.

Percent of women who received care
beginning in the fifth month or later or
less than 50% of the appropriate
number of visits for the infant's
gestational age.

‘Source: National Center for Health Statistics, Mortality data, 2018-2022. National Center for Health Statistics, Natality data, 2023.
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MEDICAID EXTENSION

State has extended coversge for women 1o one year postoartm.

MEDICAID EXPANSION

MENTAL HEALTH

DOULA REIMBURSEMENT POLICY

State Mdicaid agency i activalyreimbursing coula care

PAID FAMILY LEAVE

CCOMMITMENT TO PREVENTION

ie £ 2 S ¢ ¢

N nsoaoler Vs X

nicsted undiaipoly

2 Childrens
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This table is a summary of report card measures.
Refer to each individual section for more info on each measure.

target. Ranks are determined for all states with available data with 1 being the best

Note: Al policies were assessed on October 15, 2024. Adequate PNC measure differs from inadequate PNC. Adequate

Child Health |

Preterm Preterm Infant Maternal flequate
birth disparityratio  mortality mortality c
Measure 1% 125 5.8 deaths per 1K 2511 deaths per 1%
births 100K births
Rank 40th of 52 22nd of 47 26th of 52 23rd of 40 9th of 52 h of 52
Direction from Improved Improved Worsened Improved Worsened broved
prior year
HP2030Target  9.4% 1.00 5.0deaths per1k 157 deaths per 1q 5%
births. births

thy People 2030
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NTSV Cesarean Delivery Rates NTSV CESAREAN DELIVERIES BY HOSPITAL ACCESS
(Nulliparous, Term, Singleton, Vertex)
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can happen at many levels

Y

Hospitals / Health
System

ghil
Hal
Cities - built
i , city

i

Counties - built

) branch

codes, county codes
transportation

Hospitals have influence

Doctors have influence

Nurses have influence
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Advocacy for policy change that impacts medical care

State - Legislative

+ Perinatal Quality I Collaborative - 2015

D R g AR < Sder the
Qualty Child Care Act for Safe Sicep - 2018

« CR424 Interim Study on Maternal Mortality 2020

+ LBOO Appropriations Committec Funding Bl for the
Nebraski Perinatal Quality Improvement Collaborative —

2021

- 196 Appropriations Commitiee Funding Bill for the
Nebraska Perinatal Quality I t Collabogatiye - 2021

TR Sty frprovemept Sollphorat ;{C 31

LB626 Maternal Mortality Reviews in Nebraska -202

1741 pllowing Sillbirth Reviews in Nebraska - 2030

LBY05 Extending Perinatal Depression Screening in Nebraska

~2022

« LBB929 Extending Postpartum Coverage in Nebraska - 2022

+ LB782 Appropriations Committec Funding Bl for the
Nebraska Perinatal Quality Improvement Collaborative —

« LR327 Interim Study on Severe Maternal Morbidity 2022

LB 12~ Donor Milk Bank for Nebraska 2023
* HB 13- Bonon Yook (R sk diadons

Research Institute | © Childrens

Legislative Bills NPQIC Has Partnered On

LB 419  Extending Posfpartum C Nebyaska -~ 2023
HB 942 s s e i ey

LB 1060 - Optaut abiliy for Newborn Screcning - 2024

LB 1355 — A Bill Designating Use of Opioid Settlement Funds -
2024

LB 857 Establishing a Prenatal Plus Program in Nebraska - 2024
LR433 Improving Access to State Maternal Child Health Data
LB 41 Materngl Syphilis Screening — 202

FR L Matenal Syphilis Screening 2% 41p Mothers - 2025
LB 310 Excmption from Newborn Screcning (opposc) - 2023
LB 37. t the Li d Mi Act -~ 2025

B 78 CrloRe i A ARLPE A7 42 and
statistical rescarch - Key consultant — 202

Al
« LB 676 Change provisions relating to Certified nurse midwives

(worked with NMA aj

s LB n
adding fluori

ind NHA to inform positions) - 2025
8701 Provide reimbursement of doula services - 2025

147 Change Provisions elaiing to approval and regulation of
 to the water supply of céttain political
subdivisions (oppose) — 2025

77
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How do we use our influence?

« Call legislators state and national on
specific bills

« Approach a senator on a specific issue
to work together on a solution

« Testify at a hearing on a bill of interest
during the legislative session

« Attend a professional society planned
lobby day

« Raise awareness about the issue in your
daily interactions and on social media

« Write an op-ed

« Attend town halls, ask questions, speak
up
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Where do we use our influence?

« Our influence can be visible in our daily
lives

* We need to be knowledgeable

» We need to be articulate

 We need to listen more than we talk

* We need to be willing to compromise for
the greater good

« Incremental progress is still progress
« Create a network
« Build trust in the community
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Thank you
« NPQIC Team
* Nebraska Families
« Nebraska Birthing Hospitals
« Nursing Staff and physicians in those hospitals
* Nebraska DHHS
« Senators Howard, Vargas, Dungan, Spivey and so many others
« CDC, HRSA, State of NE, NMA, COPIC, BCBS, UHC funding
« | Be Black Girl and the Doulas we work with
« Experts in Maternal Child Health who have informed policy
« ALIGN group
« Bob Rauner, MD
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Questions or thoughts?

\/

'@ Childrens

Child Health
Research Institute

80

9/5/25

14



