BACKGROUND

Timely reporting of health and developmental
outcomes for extremely low birth weight (ELBW)
Infants Is critical for prenatal counseling of parents,
treatment decisions, and post-discharge planning
and care. Follow-up data from multiple centers or
specific regions permit assessments of large
cohorts of Infants and more precise estimates of
outcome status.

STUDY GROUP GOALS

1. Evaluate growth, health, sensory, motor, and
cognitive outcomes for ELBW infants.

2. Analyze center, region, and group data to enable
trending and comparisons over time.

3. ldentify opportunity to improve follow-up care for
Infants most at risk for severe disabillity.

PARTICIPATING CENER AIMS

1. Increase by 10% per year the rate of evaluated
infants at 18-24 months’ adjusted age.

2. Achieve and sustain a follow up rate of 85% or
more.

3. Identify opportunities to improve post-discharge
follow through care or outcomes or both for
ELBW infants.

STUDY GROUP METHODS

Eligible infants were born 1/1/14 — 12/31/16 with
birth weight (BW) 401 to 1000 grams (inclusive) or
gestational age (GA) 22 weeks 0 days to 27 weeks
6 days surviving until hospital discharge. Data were
collected using standardized tools at the time of the
18 - 24 months’ corrected age follow-up visit.
Participating centers contributed to the VON VLBW
database, and were affiliated with a Follow-up

o Clinic in which the
Eligibility Flowchart Bayles Scales of

[ wm Infant Development
(BSID) were use for
neurodevelopmental
assessment. All
collected data was
de-identified. Center
participation was
voluntary and open
annually. Each
center was
responsible for
determining the
need for IRB review
and patient consent.
Centers were not
identified in group
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Akron Children’s Hospital Children’s Hospita
Ascension- St Joseph’s Hospital Children’s Hospita
Aurora Baycare Medical Center Children’s Hospita

Baptist Memorial Hospital for Women
Baystate Medical Center

Beth Israel Deaconess Medical Center
CHOC Children’s Hospital

CHOI at OSF St. Francis Medical Center
Cape Fear Valley Medical Center
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Follow-up clinics have a critical role In
the follow-through of prematurity related

morbidities that impact infant growth,
nhealth and neurodevelopment.

Table 1: Health after discharge.

Table 2: Severe Disabllity at follow-up.

Evaluated Infants

Median
Severe Disability 22%
* Impaired vision 3%
» Impaired hearing 5%
« Unable to walk with support 22%
» Cerebral Palsy 36%
« BSID Ill < 70 Cognitive 28%
« BSID Ill < 70 Language 61%
« BSID Ill < 70 Motor 41%

» Too severely delayed to complete 4%

Figure 2: Severe disability components.
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CENTER REPORT
SEVERE DISABILITY

ELBW Infant Follow-Up Report for Center
Table 15: Severe Disability
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Median IQR
Support after discharge 79% (73,95)
« Oxygen 33% (18, 46)
* Respiratory Medication 48% (27, 63)
* Oral Feeding Support 25% (13, 33)
» Speech Support 42% (30, 65)
« Motor Support 64% (46, 88)
Medical re-hospitalizations 36% (27, 41)
Surgical procedures 30% (24, 40)
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SECTION A: HEALTH STATUS _ | ELBW Infant Follow-Up Report for Center
1. Status at 18 = 24 Months Corrected Age: [ Alive [] Expired ) Unknown
2. Consent Obtained: [ ¥es mm . 1
3. Corrected Age at the follow-up visit ([months/days):  months _ days Ta b |E‘ 6: S Up PDrt A&E r DISCha rge
SECTION B: LIVING SITUATION
4, Maternal Age at Infant Birth: L] Unknown 2016 2014-2016
5. Home Child Resides:  [] Parent/Family member [] Foster care [ Institution 3
. Care givers: [] Single parent [] Two parent [ Institutional Cases N 04y Cases M 04y
Check | v) anly one [] single parent extended family ] Two parent extended famil i}
7. Primary Caregiver Education ] some High School or less [ 5ome college/university Suppgrt After [}igcharge
Check {«] only ane [] High School degree/GED [ College/university degree Yes 21 21 100 36 45 80
] Not applicable [ Unkngwn
USA CENTERS ONLY No 0 21 0 9 45 20
B. Below 2016 HHS P Guideline: ¥ M Unk
I;E(:;n:m@:am. 61t pc;vzmt-,r uideline: [ Yes Mo ] Unkmown Unsure 0 21 0 0 A5 0
Caregiver(s) Primary Language ] English [] Spanish [ other
Support (1)
SECTION C: SUPPORT AFTER DISCHARGE SECTION D: MEDICAL RE-HOSPITALIZATIONS Tracheostomy 0 21 o0 0 36 0
10. Outpatient support [after ultimate discharge): | 11. Medical readmissions (after ultimate discharge):
1 ves [ no [ Unsure [ Yes L1 No [ Unsure Ventilator 1 21 5 1 36 3
IF Yes, Check {+) all that apply IF Yes, Check {+) all that apply i Admissions
s Any time | At present L] Respiratory lliness o DX}I’QEH 11 21 52 19 36 53
Uppert  ater discharge clinic visit [] Mutrition/Failure to Thrive I
aaaaaaaaaaaaaa O O [ seizure Disorder - GEStFDStOFT'I}I’ 72 2N 10 g 36 14
b. Ventilat | O [] Shunt Complication R
c. Oxygen | | Infections (not respiratory or shunt infections) 9
4 Controstomy 0 0 0] Meningits o MNasogastric Feeds 1 21 5 1 36 3
e. Nasogastric Feed o O [ urina f o - - -
£, Apnes or CPmo 0 O D) Gastrointesting! Infection - Apnea or Cardio-RBespiratory Monitor o 21 0 0 36 0
g Pulse Oximetry | O [ other Infection: __ -
h. Respiratory Med(s) O ] ] Other Medical Readmission (not to includ Pulse Dxlmetr}f 13 21 62 21 36 28
surgeries listed below): - - -
L Oral Feeding Suppor - 0 L Respiratory Medication 11 21 52 16 36 44
Speech Suppor ] &= 1
k. Motor Support O O SECTION E: SURGERIES Oral Feeding Support 721 33 4 36 39
12. Surgical procedures after ultimate discharge:
R, o 0] Unsure 5peech Support 7 21 33 16 36 44
Yes F ply (use P-Codes) Motor Support 13 21 62 24 36 67
{P-Code) o
r:::,i """""" T 1: An infant could have one or more types of support.
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U. Mississippi Heath Care
of Wisconsin
& Clinics, Minneapolis

Cone Health Women'’s Hospital
Connecticut Children’s Medical Center
Dartmouth Hitchcock Medical Center
Driscoll Children’s Hospital

Eastern Maine Medical Center
Golisano Children’s SW Florida

Goryeb Children’s Hospital

Henry Ford Hospital

Helen Devos Children’s Hospital

KK Women’s & Children’s Hospital
Massachusetts General Hospital
Mercy San Juan Medical Center

RCCS Ospedale Maggiore di Milano
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RMONT OX DEVELOPME
CTION A: GROWTH PARAM
Corrected Age Growth m W b d (months/days): onth: d
Weight: .k ead Circumference: . com
SECTION B: VISION & HEARING
Post Discharge Eye m O hthalmal [ retinal [l Both I neither ] Unsure
a. Post Discharge E ment: |:| Las |:| Ant F D None |:| UUUUUU
5. Blindness: [lon [ 1 Both eyes I Neither [_] Unsure
Prescription Glasses |:| Yes |:| No
Post Discharge Heari [ ves Cne - -1
Hearing Impairment |:| on |:| Both ears |:| Neith |:| Severe DISEbI“t}’ l:”
Amplification: [ ves (Ine - .
CTION C: CEREBRAL PALSY Impaired Vision
Cerebral Palsy [ ve [InNe - .
IF Yes, impairment: O pipl [_] Hemipl [ quadriplegia |mpa”Ed Heanng
IF No, Muscle tone: OH [7] Hype [] Both [ norma | i
CTION D: GROSS MOTOR MILESTON Unable to waIkWIth Suppﬂrt
Sits Independently: |:| Yes [ Na
IF No, Sits with support: Ces [ Ne Cerebral PE'S’}"
Walks ten {10) steps ind dentl [ ves [ ne :
IF No, Walks ten (10) steps with [dves [INa Any BSID -1 CGmEGSItE Score <70
CTION EVELOPMENT .-
3. Developm | Evaluati O Completed e Ik mpleted [] Not done BSID- Il Cognltwe <70
a. IF ially completed d heck {+') wh
O neurosensory impairment [ Too severely delayed [] un [ other BSID - III LEHQUEQE </0
b. IF completed or partially completed, check (¥') which test:
| Bayley Scales of Infant Development-111 [ Griffiths Mental Development Scales O other BSID - [l Motor <70
14. Corrected Age Used In Scoring (months/days): months days Too SE\I"ETE|}" DE"E}"EC' to Complete BSID
15. Results (BSID-III) Scaled Score Composite Score
LI BsiD-1it cogniti o _
[ 8sio-in Lan (sum) ___ -
L1 esio-m mo {sum) __ _—
16. Results (GMDS) no ctedScore Correcte d Score
DTotal Scale (GQ) o -
D Lecomoter - -
DP sonal-Social - -
U Hearing and Speec h - -
DHEI d and Eye Coord - -
u Performance - -
SECTION ER
17. Clinical Appraisal:  Cognitive function [ normal (O suspect Cim
LI norma [ [ suspect L impaired
Motor function L norma I DSus ct Oim d
@20
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Mississippi Baptist Health Systems
New Hanover Regional Medical Center
Oklahoma U Health Sciences Center
Providence Tarzana Medical Center
Rainbow Babies & Children’s Hospital

Randall Children’s Hospital Legacy Emanuel

Rocky Mountain Hospital for Children

PARTICIPATING CENTERS for BIRTH YEAR COHORTS 2014-2016

St. Barnabas Medical Center

St. John Hospital & Medical Center
Sunnybrook Health Sciences Centre
Tufts Medical Center

UCSF Benioff Children’s Hospital SF
UMass Memorial Health Care

USA Children’s and Women’s Hospital
University Hospital San Antonio
University of lllinois at Chicago
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RESULTS

For 2014-2016, there were 7,878 ELBW Iinfants born
at Study Group centers. Of these, 6,019 infants
were eligible for follow-up and 2,917 (48%) were
evaluated. The median center follow-up rate
Increased over this period from 47% to 55%.

Of evaluated infants, 10% weighed < the 3
percentile and 20% weighed < the 10" percentile at
follow-up: 9% had a head circumference (HC) < the
3'd percentile and 17% a HC < the 10" percentile
(WHO Growth Data).

Of evaluated infants, 79% received some type of
support between discharge and follow-up. Of these,
25% received oral feeding support, 42% speech
support and 64 % motor support. (Table 1, Figure 1)
Of evaluated infants 36% were re-hospitalized at
least once between discharge and follow-up. Of
these re-hospitalizations, 77% were for a respiratory
liness. Surgical procedures were performed for 30%
of evaluated infants. Of these surgeries, 26% were
for tympanostomy tubes and 21% were inguinal
hernia repairs.

Of evaluated infants, 8% had cerebral palsy (CP);
22% had a BSID Cognitive score < 84, 40% a
Language score < 84 and 26% a Motor score < 84.
Severe disablility (SD), defined as any of bilateral
blindness, hearing loss requiring amplification, any
BSID score < 70, CP, or inabllity to walk with
support, occurred in 22% of assessed infants
(center IQR;11%,26%). Of infants with SD, 36% had
CP, 28% a BSID Cognitive score < 70, 41% a BSID
Motor score < 70 and 61% a BSID Language score
< 70. (Table 2, Figure 2) The percent of infants with
SD increased with decreasing BW or GA.

CONCLUSIONS

Center follow-up rates vary widely. Severe disability
remains highest among infants of lowest birth weight
and gestational age.

FUTURE DIRECTIONS
1. Improve the overall rate of follow-up..

2. Focus follow-through and follow-up effort on
Infants born 22-24 weeks gestational age.

3. Transition to assessment using the Bayley-4.

4. Link patient level data between ELBW
Nightingale data and follow-up data.

University of lowa Children’s Hospita
University of Louisville Hospita
University of Vermont Children’s Hospita
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