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How to Participate in Today’s Webinar

« Chat questions and comments to “Everyone” during the
presentations and discussion.

» Respond to Zoom poll questions posed during the session.
Select your answer(s) and click “Submit”.

* Please do not respond to polls via Chat.
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Our Responsibility to Follow Through for NICU Infants and Their Families.
Horbar JD, Edwards EM, Ogbolu Y.

Pediatrics. 2020 Dec;146(6):¢20200360. doi: 10.1542/peds.2020-0360. Epub
2020 Jun 16. PMID: 32546582.
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Poll Questions

1. Does your center have a formal follow-up program?
a. Yes - 81%
b. No - 19%

2. Do you provide care in that follow-up program?
a. Yes - 36%
b. No - 64%

3. Does your center contribute data to the VON ELBW Follow-up Database?
3. Yes — 48%
b. No - 52%

Select your answer(s) and click "Submit”
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Table 1

51 of yses of afer i
Newr Domains ___ Effect Size (5D Units) and 95% €1
Language' "+ Expressive language: —0.71 (—0.85, —0.55)

Receptive language: —0.83 (-0.97, —-0.69)

simple language function: 0,45 (~0.59, ~0.30)

Complex language function: ~0.62 (-0.82, -0.43)
Maotor® Balance, manual dexterity, ball skills: —0.65 (-0.70, —0.60)

Fime motor skills: —0.57 {(—0.99, —0.73)

Gross motor skills: —0.53 {~0.60, —0.46)

Visual motor integration” —0.69 (—0.80. —0.58) A

Attention™ Selective attention: -0.58 (-0.74, —0.43) ) o o L BMC Public Health, 2008
Sustainad tion: 0,67 {_1.03. _0.31) :n\e more tension, anger, and

Enecutive function® 5> Verbal fluency: —0.57 (-0.82, 0.32) atigue Food insecurity
Working memaory: —0.36 (—0.47, —0.20) L ul etal J of Perinatol, 2024

Cognitive flexibility: —0.49 ~0.65, -0.33)

and Infant

tion: -10.89, ~0.10)
nning: {-0.88, 500 Homele.

hi e ading: —0.48 (—0.60, -0.34)
Spelling: —0.76 (—1.13, —0.40)
Mathematics: —0.60 (—0.74, —0.46)

Contient Luy, et al. Clinics in Perinatology, 2017 13
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Nationally, only ~50% of eligible infants participate
in clinical high-risk follow-up programs.

Current approach systematically leaves behind:

Groups of infants

Moderately, late-preterm Engle, et al, Pediatrics, 2007

Term infants with NICU admission McCormick & Litt, Pediatrics, 2016

Surgical conditions Gischler, et al, J Ped Surgery, 2009

Uncommon genetic diagnoses Wojcik, et al, Pediatrics, 2019

Many families
Racially minoritized — Black compared to white
Language — Primary non-English compared to English speaking

Many communities
“Very Low” opportunity compared to “Very High” neighborhoods

Fraiman, et al, J Perinatology, 2021
o 5
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VON ELBW High-Risk Infant Follow-up (HRIF) Visits, 2010-2019
Racial Inequity in HRIF Participation Within and Between Hospitals

Current approach to follow-up

Varied services

I z Variety of settings * Medical

: § i + Academic hospital- « Developmental hd Complex

i i’ based clinics + Psychosocial
3 : . R%search-based (e.g. . Care * Fragmented
NICHD N | L H
! Network) eonata coordination * Variable
Sa;I% ; + Complex care clinics Multiple stakeholders
'§‘1 « Subspecialty clinics « Families

(e.g. neurology) + Primary Care Providers

w8 * Primary Care clinic + Subspecialists

o el - + Early Intervention

’ Fraiman, e‘l.al, Pediatrics, 2032 PreramS
21 22

Early Childhood Vaccination Status of e or i ) o Vermont Oxford
Prett:‘rl'n Infunts clayed or missing routine vaccinations N E T wo R K

Preterm infants are bes: Skety 5 hawe 8 family-contered medics . -
Bome than term om, peen: Lack of a medical home, missing

subspecialty services

e 8, €, S

imizing High-risk Infant Follow-up in
m reh-b d P, di The New

Frequent rehospitalizations, missed
neurosensory screening

Barriers to Early Intervention service receipt
Unrecognized and unmet adult physical
health problems

Follow-up Network

Understarding Ba

Early insarvention
s Loasons From Twe

Unrecognised and unmet physical health
problems in a national cohort of very low
birthweight young adults and controls

'Su
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1. Promote a Culture of Equity

P iall II. Identify Social Risks of Families and Provide
otentia Y Interventions to Prevent and Mitigate Those Risks

Better Practices I1I. Take Action to Assist Families After Discharge
for (Transition to Home)

IV. Maintain Support for Families through Infancy

Follow
Through

V. Develop Robust Quality Improvement Efforts to Ensure
Equitable, High-Quality Hospital and Follow-through
Care to All Newborns by Eliminating Modifiable
Disparities

VL

—

Advocate for Social Justice at the Local, State, and
National Levels
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v N Vermont Oxford
NETWORK
1. Promote a Culture of Equity
II. Identify Social Risks of Families and Provide
Interventions to Prevent and Mitigate Those Risks

III. Take Action to Assist Families After Discharge
(Transition to Home)

Evidence
Review

IV. Maintain Support for Families through Infancy

V. Develop Robust Quality Improvement Efforts to Ensure
Equitable, High-Quality Hospital and Follow-through
Care to All Newborns by Eliminating Modifiable
Disparities

VL
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Advocate for Social Justice at the Local, State, and
National Levels

Social
Determinants

Screening
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Screening for Social Determinants of
Health (SDoH)

1. Does your center use a standardized SDoH screening
tool
a. Yes — 500
b. No — 5l

2. If so0, have you noticed a positive impact for patients and
farmli
a. Yes — 46%
b. No — 54%

Select your answer(s) and click “Submit”

Screening in the NICU
* 34% (28%-40% by region) with standardized screening

Cordova Ramos ct al, Hospital Pediatrics, 2023
« Vermont Oxford Network membership survey

| N | No. [ %
Screen all families using a standardized tool | 700 | 403 | 576
Of those that did screening:
Housing screening 392 388 99.0
Food insecurity screening 393 377 95.9
Transportation needs screening 393 392 99.7
Utility needs screening 392 352 89.8
Interpersonal safety screening 391 381 97.4
Results are recorded in medical record 395 384 97.2
Include a social worker on the team 723 709 98.1
Include a paralegal or attorney on the team 689 110 16.0

Edwards et al, Pediatrics. 2024

Screening after NICU Discharge

* Screening For Social Determinants Of Health In A NICU Follow Up Clinic
— 1,270 families (64%) screened, median questionnaire completion percentage shifted
from 43% to 83%
— 36% of families screened positive, 21% of those requested assistance
— 57% of families received a list of relevant resources and 30% received tangible help
(gas card, access to food pantry, or payment of utility bills)
Lee et al, PAS Abstract, 2024
* New England Follow-up Network (NEFUN)
— 9 centers, 303 ELBW infants discharged home, 195 (74%) were evaluated at an
average CA of 4 months, 20 days
— 130 screenings were completed, of these 110 (85%) were screenings for food
insecurity
Unpublished data, 2023

Transition Home
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Transition Home

1. Does your center have a transition home program?
a. Yes — 24%
b. No —76%

2. If so, does your transition home program provide:
(check all that apply)
a. Medical care — 79%
b. Psychesocial support — 1%
¢. Material resource support —

Select your answer(s) and click “Submit”

Visiting Nurse Association (VNA) Visits

Talle:  Peedicnon of carmghver percaption of VHA sendcn Bulphulnes

« Often routine post-discharge care

infant and fomdy dwrocesing WA il OR
5% oy
. Parity (PO/P1 va 3 P2} 182 (135 2461
« In-home visit by nurse Apgar-scorie; |l 0571090, 1.04)
+ Assess infant well-being b I it rde
. . . . WH, guade® 144 (087, 236
Check weight, jaundice Respirataty dites syndiame 054 {073, 122)
Parert prepard (parect wifcating] 08 {072, 100

* Answer parent questions Pareet. prepased inuse satingl, techvical seom 0.3 {0.54, 1281

Farent prepased inwsse rating), emotional scose 082 10,53, 1.35)

Abkreviamions B, bodymeight CL confdence el GA, geatationd
208 IV, intraventicular hemonhages OR. odels rati YA, Visiting Musse
Association. *F < 305, “VH grade: 0= noe; | = VI 201

* Coordinate with community-based PCP

Awindaogo et al, ] Perinatology, 2016

Confidentia

a Stanford

32

Transition Home Plus Program Reduces Medicaid Spending and Health

Transition Home Gare Use for High-Risk Infants Admitted to the Neonatal Intensive Care
Unit for 5 or More Days

Plus Program ——— S o, -

ety Yo WD

Table . THP program interventions
Predrschaiges. Proveder Postscharge. Provider

Transition Home Plus Program Reduces Medicaid Spending and Health
Transition Home Care Use for High-Risk Infants Admitted to the Neonatal Intensive Care
Unit for 5 or More Days

Plus Program

iy L, P, Bttt W, MO, it Tacker, A, LS G, 4", Wi Kiachorar, WP, et
Sy Y VD

Table IV. Regression estimates of outcames between the intervention and comparison groups for Jansary 2001-
December 3014

mmmhwmam Social worker of famiy resoume  Cafl within A5 houny m ) e
Gommuncate svole b PGP il Fniogs of ol WD R4, sl ke, bamily Pe pationt Par Par
apecist g i
Wesily s wit: barndes THE S 27 on call D or WP Duarier Confcient = ConfMicient” = aertiet =
mnm_xmﬂm:m ‘Gocil worker of famy rescurce  Home st for itart Tamdly msessment WP F Tre] =0 r @ ™
At ' 7 a4 20 a5 @ " o
] =y 278 L4 L3 L)
mmm” phr l wker nd PP m MO R, nacl workes, tamely * i 281 ® by s
5 -ETEI" T L3 L) M
Gocis worker of fumdy reatasre  Edibung of 0 doys: faite refeeral Sl werier o famsly scuree L] s 330 % L) L}
an remcind 7 £ a7 105 L) L)
Socil worker of family resoune 1~ and L 4 . twmly ] o 368 & n o A
ienste el Ao i ITRCT [ Qi 45" n n -8 ]
Ltter trom MOTH? team Hespond 1o a8 Coretar” el brme: ‘Soctal worker o farsly source o’
serts o ETD viilt o honptariton peciai i MO and NG
. » -
Following Baby Back Home Following Baby Back Home
Goal: maximize the health and development of LBWPT (<2500 g and <37 weeks’ gestation) KRR S Mg e st oo et i 'y U, S it ol Soracty (U i i e ik T i
infants Mealth Care Daa uirome Tretmant tomral AT s o' BREA O [
) Maspitaizstions, mean (561 o5 008 025 ) 430 0:20-0411 268 (1 B2-L85) <001
1685 @13 086 008 BET MS-081 181 {14829 <o
Toihilitve H = H H HY 1 H 082 w0n 048 4005 152 (1S1-2 4 <00
Eligibility: LBWPT infants with chronic medical conditions at the time of discharge as ot et el e
identified by a neonatologist. Cunpationt on weness vists, mesn (511 188 B 101 1033 181 (135-2.8) oas
Froscrigtion medications, $iv, swan (51 154 052 R0 1047 198 0228 134 (10148 o
Beaith cane use Bnery aumzome
1 . ict 1 Ar lgaat sne hodpitaling i, & 10 "o 0an 56 (134 212 mee-0171 25 (1 e-Am)
Population: Referrals to FBBH are solicited from all NICUs in Arkansas. R i e it igdid et
Af least ane noaurgent ED waits, n 0N 185 4ED nriErn @18 012025 227 01 EB-2.84)
Program: 2 home visits per month for the first 2 months, 1 home visit per month until age 1, i R R e FEey DRk i
and alternating home and phone and/or virtual visits every month until age 3. “;::Y““""""‘ Yl prapiction 81} e aaem L b AR
Desth<ly o i 1821 T {1443 488 (7.10-10 88 A (1 32-MEN <001

Services: in-home treatments, track adherence to medical appointments and immunizations,
and facilitate medical appointments as needed

McKelvey et al, Pediatrics, 2021

T ATE % cabetated by A, Sowiie CrOpTAIY Y SEVETISE Mo OB 14 CRRAIN By bemininG
® R o ssaste g seeiabien 45 oM for binary variabies arw takadal by Qmiraiied inese made Wi the matched B a1 @ randos et

McKelvey et al, Pediatrics, 2021
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. . el . A Development s
Virtual Home Visiting Systematic s pn T i ettt St st e % it
« Pilot intervention in HRIF program at Boston Children’s Hospital Review =
. . . e
 Offer virtual home visit 2-4 weeks after NICU discharge — MD, NP, SW
.
Completed
Home V i
N (%) N (%) 0
Total 109 (100) 76 (70) & e =
Patient Portal Access Assistance 8(1D) g  Chidparent
Medical Referral 9(12) ey INteraction i
Early Intervention Referral 9(12)
Parent Support/Mental Health Referral 26 (34)
Financial/Material Resource Referral 14(18)
Completed First In-person Clinic Appointment 67 (88) Goyal et al, Pediatrics, 2013
Lit et al, ) Perinatology, in press Stan o & am  owm 0
! U st T 045 Gk 1201 840
Early Intervention
IDEA Part C — Early Education for Children with Disabilities
Maintain * Funds model-demonstration projects, research institutes, outreach activities, data systems,
Support for . technical assistance ) ] ) )
Families through Early Intervention * Comprehensive, community-based program of integrated developmental services which

uses a family centered approach to facilitate the developmental progress of children
whose developmental patterns are atypical or are at serious risk to become atypical
through the influence of certain biological or environmental factors
« Eligibility: specified conditions, “at risk”-defined by states
* Therapeutic program: interventions tailored to child’s needs-difficult to evaluate
- PT, OT, SLT
— Developmental Specialist
— Hippo, aqua

Infancy

Early Intervention Early Intervention

No large-scale effectiveness study for preterm infants
* 93% VLBW infants enrolled in EI in
Massachusetts, though considerably fewer among
Hispanic black d less educated Probability of EI participation according to FPL and state EI
non-Hispanic black, poor, and less educate eligibility category for a cohort of children (N = 900) at risk for
families adverse neurodevelopment. Tabie & Earty Intatenction Servee Dimensens snd Shits ol Schedl Age

Barfield, ct al, 2008 . S— - Acactor Sita Pty Tt St Tt

Participation is associated with improved functional skills in childhood

54% eligible children in South Carolina enrolled,
with neurologic risk, black race, and Medicaid
associated with higher enrollment rates

Wang, et al, 2009

cAmsnen Mok, DR 158% £ ©R (5% 2 Madt, OR: 5% C1)
T T
e

o

e
100196

Aol proba ity of 11
eipamen
s o
S

 Living in neighborhoods with high proportion Litt, at al, ] Pediatrics, 2017
poverty and Spanish speakers associated with Brasd Modarats Masrem

delays in provider assignment

Parents satisfied with services and feel that program participation improved their lives
Improved parent self-efficacy

McManus, et al. Pediatrics, 2009
Kim, et al, 2009

Litt, et al, PAS Abstract, 2014
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 Cognitive Outcomes
— Infancy: SMD 0.27 SD, 95% CI 0.15 to 0.40
- Preschool age: SMD 0.39 SD, 95% CI 0.29 to 0.50
— School age: SMD 0.16 SD, 95% CI -0.06 to 0.38

*  Motor Outcomes
— Infancy: SMD 0.12 SD, 95% CI 0.04 to 0.19
— Preschool age: SMD 0.08 SD, 95% CI-0.16 to 0.32
— School age: SMD -0.06 SD, 95% CI-0.31 to 0.18

Preterm Birth and Early Developmental Intervention

Cochrane

Orton et al, Cochrane Reviews, 2024

Maintain

Support for
Parental Mental Health

Families through
Infancy

w Stanford
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Support Through Infancy

support they need.

Select your answer(s) and click *Submit™

1. Parents of infants in my unit reccive the mental health

Parent-Child Interaction

Victorian Infant Brain Studies (VIBeS) Plus

 Parent education intervention from NICU discharge from the NICU to 1 year

+ Topics included: infant self- lation and to promote physical development.

* Inan RCT, primary caregivers in the intervention group reported less anxiety and depression when
compared with the control group.

Mother Infant Transaction Program (MITP)

Multicomponent intervention focused on educating and empowering parents to recognize their child’s
behavior, temperament, cues, and developmental stage.

Nurses to the parents of infants in the NICU beginning one week prior to discharge and continuing through
the first three months at home.

RCT with the intervention group showing higher observed maternal sensitivity/responsiveness at 12
months corrected age, with greater effects seen in first-time mothers.

Givrad et al, Early Human Development, 2021

onfidental %

Parent-infant

Psychotherapy

Barlow et al, Cochrane Library, 2015

' Sram
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Empowerment

Empowerment is
defined as a process
that strengthens one’s
capacity to think
critically, make
informed decisions,
and exert control over
one’s own life

A8 G n
C -

Zhang et al, Patient Education and Counseling, ni

2021
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Figure 1. Estimated level of maternal distress in very pre-
term and fuihterm groups with chik!'s age.

Mothers

Fige 2. Estimated lewel of maternad distress fn the veny
proturm group with child's age according to child neonatal
Prveclical risk.
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Fipin] it i

Depressive Symptoms

Anxiety Symptoms

McMahon et al, J Pediatric Psychology, 2020

@ Stantord Yaari et al, ] Pediatric Psychology, 2019
S Confidential

' Stanlord
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No data on efficacy or effectiveness of HRIF as currently
delivered for clinical care

.

Summary &
Future

Early developmental interventions, transition home, and A
home visiting have beneficial near-term effects

Directions
Early screening and identification of developmental
challenges are time-sensitive and critical for improving

JI1
¢

outcomes —
—
« Parents are vulnerable to mental health challenges due to —
NICU experiences, impact is long-lasting
* SDoH have outsized impact on child and family
outcomes, now learning about screening/supports in HRIF
51 52
LCHD Approach Life Course Health Development Precepts to Foster Vermont Oxford
Optimal Outcomes after Preterm Birth NETWORK

Integrated Health
Development

Continuous Unfoldi
of Health

Ecologic Approach to
Address the Complexity
of Health Development

Optimized Health Poten 1. Promote a Culture of Equity

II. Identify Social Risks of Families and Provide
Interventions to Prevent and Mitigate Those Risks

Potentially

IS @RI a6l 111 Take Action to Assist Families After Discharge
. (Transition to Home)

Timing Tailored to for

Individual Needs

Focus on Plasticity
Adaptation

ization and

IV. Maintain Support for Families through Infancy

Follow
Through

V. Develop Robust Quality Improvement Efforts to Ensure
Equitable, High-Quality Hospital and Follow-through
Care to All Newborns by Eliminating Modifiable
Disparities

Health Potential

Gestation Infancy Early Childhood Childhood Adelescence Adulthood
] &
Y &2 & /2

Life Course Stages
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Advocate for Social Justice at the Local, State, and
National Levels
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Litt etal, Children, 2024
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Coming Soon....
Potentially Better Practices for Follow-through Toolkit

Contributing Experts Project Team

Alejandra Barrero-Castillero Danielle Ehret

Yarden Fraiman Erika Edwards

Susan Hwang Jona_than Litt 9.6
Kayla Karvonen Denise Zayack >

Diana Montoya-Williams
Margaret Parker
DeWayne Pursley
Elizabeth Rogers

Gaby Cordova Ramos

Vermont Oxford

NETWORK

'su

Thank You!

w Stanford
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Guest discussants

Erika Edwards PhD

Research Professor

Sunah Hwang MD PhD MPH/MSPH
Associate Professor, Pediatrics-Neonatology

Children's Hospital Colorado University of Vermont

Chief Scientific Officer,

Vermont Oxford Network

University of Colorado Hospital

Questions? Comments? Ideas to Share?

Please Chat to
“Everyone"/v
n

Vwmlmmd
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Extremely Low Birth Weight Follow-Up Database

Benefits of ELBW Follow-Up Benchmarking and Measurement

« Improve counseling of parents

+ Plan and advocate for resources to help families transition beyond the NICU
+ Understand health care disparities

+ Identify areas for additional research and quality improvement

+ Optional reporting groups of similar centers for targeted benchmarking

Features:
+ Data collection on ELBW infants at 3-6 months and 18-24 months corrected age

« Annual reporting with key Follow-Up performance metrics
« Regularly scheduled webinars
+ Follow Through quality improvement toolkit

https://public.vtoxford.org/elbw-follow-up

wanmmd
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o.) Future sessions

Pong Rou®” VON Grand Rounds 2025

1. February 2025: Evidence to Practice: Therapeutic Cooling
2. May 2025: Evidence to Practice: Eat - Sleep - Console
3. August 2025: Evidence to Practice: Oxygen in the NICU

4. November 2025: Evidence to Practice: The NICU Environment

mwmm
NETWORK s

All Care is
Brain Care

mwmm
NETWORK
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'2:) All Care is Brain Care in 2025-2026

006 O

Bundling Care to Reduce IVH Neuroprotective
Lung Strategies

Reducing Pain and Pokes

Optimizing Neurodevelopment Promoting Parental Wellbeing and
for Infants with BPD Health Equity

QI Collaborative Info: https:/public.vtoxford.org/quality-education/brain-care

mwmm
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