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The Role of Non-Governmental
Organization in Preterm Infant
Follow-up

Jui-Hsing Chang MD.
Chairperson of Premature Baby Foundation of Taiwan

RIEEAGE

g Vi = 5 ‘l’-@' 3 ”\)\
E%‘?—: E% =] t’/""’l‘_" Hr T?o'(? grow r:? %tﬂ .
Prem f Taiwan

3 1117 RRERH
ature Baby Foundation o



A\

10.6%

The preterm birth
rate in Taiwanin

2022.
W

W\

15,000

The humber of
premature infants
each year




Premature Baby Foundation of Taiwan ’ \F

/ \ «  January 1992

Jointly founded by Mackay Memorial Hospital

/ 1 1 with other non-profit organizations.
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Incidences of Preterm Birth
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Incidences of Low Birth Weight and Very Low Birth Weight
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Prematurity is one of the major causes of neonatal »
death and long-term morbidity! /

/ The rate of preterm birth has increased from 7.1% in 1998 to
‘ a high of 10.75% in 2022.

o One premature baby is born every 30 minutes.

Over 1200 very low birth weight premature babies born every year.

Approximately thirty percent of very low birth weight premature
babies are found to have moderate-severe developmental
disabilities.



Purposes of Premature Baby Foundation of Taiwan/’\F

Enhancing health care quality

/ To ensure that every premature infant receives appropriate
medical care.

Committing to prevention of premature births

+ To ensure correct knowledge and prenatal care are
delivered to pregnant women and the publics.

Building social resonance

] To raise government and public awareness of premature x
birth, by all means.
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Important Milestone

1991

1992~

Planning, with the first board meeting

« Initiated services

« Subsidized premature infant hospitalization expenses

« Conducted health education and promotion related to
prematurity

« Organized professional training courses for medical personnel




¢ National Health Insurance
was launched in 1995. L.
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» Conducting Provision of rental
follow-up subsidies for home

examinations medical equipment.

after discharge.
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Members & Enroliment of Taiwan
Premature Infants Follow-Up Network (TPFN)

26 hospitals

All VLBW patients admitted to the neonatal
intensive care units of the participating
hospitals are screened for eligibility.
Infants without major congenital
malformation and chromosomal abnormaility
and admitted within 7 days after birth are

recruited to this project.
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Follow-up Team

Central 1
Central 2

Tainan
Kaohsiung

North 1
North 2
North 3
North 4

North

Central

East

South

LM\

The follow-up team in each area consists
of a main investigator, a child
psychologist, a case manager (usually a
registered nurse) and sometimes with
additional neonatologists or pediatric
neurologists.

Data collected at the outpatient database

are analyzed regularly.
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Expanded Service Program

* Follow-up assessments
» Follow-up clinics at participating
hospitals

« 42 hospitals

 For institutions caring
preterm infants without
sufficient resources

« Provide information and

| EY |
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‘ " Parents book appointments

resources relevant to preterm
infants follow-up Referral to specialists
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Enroliment & Follow-up . . °
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Interviewed and Arrange an Evaluate at
Informed appointment corrected age of

6,12,24m and 5y
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Timing of Testing

© O

6 months 12 months

(Om=()

Preschool 5 years old 24 months

*% Referral to Early Intervention System if Needed
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Measurements for Growth and
Psychomotor Development

M Psychomotor
easurement
development
Measurements of Under 3 years old:
growth, and Bayley Scales of
assessment of Infant Development,
general health, 3rd edition(BSID Ill)
neurological, and 5 years old: Revised
psychomotor Wechsler Preschool

development are

performed. Intelligence(WPPSI-1V)

yw

and Primary Scale of

Behavior and
Temperament

Parents and The
child’s teacher are
asked to fill out an
Activity Questionnaire
and a Children'’s
Temperament
Questionnaire.




Neurosensory Examinations

9

Hearing test

Hearing test is done
before 4 month-old.
Follow-up evaluation is
arranged according to
clinical condition.

Eye ground
examinations

Eye ground examinations
are done in the first year
of life and visual acuity is
assessed annually by
ophthalmologists.




& case number attended follow-up clinic
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m Case number enrolled

33163756

3,159
2,855
2,543
2,362
2,126 2, 103,
J 1,962 1941 1918 1,998

m Case number visiting follow-up clinics

3,361

3,135

i

3,191

3,003

2,866 2,896

!

2,602
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Case number enrolled
in expanded service program
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’\\\ Service volume fcb'
premature infants follow-
e
] Sl

61,786 3,354 NTSI50M

2 years old 5 years old Expense
August 1995 -
2006 - 202 2
September 2021 006 - 2020 over 25 years .



Advocating for Premature Infants & Raising
Government Awadreness

2012
Meeting with the m7
Health Bureau
Seminar on Discussion of First Annual
Premature Birth Commemoration of
Prevention, Treatment, World Prematurity Day
Follow-up, Home Care, on November 17th.

etc.
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Advocating for Premature Infants & Raising
Government Awadreness

2013 2018

public hearing public hearing

, - “Improving the shortage of
medicines and medical

Hosted with legislators
“Speaking up for Tiny

17 materials for children”

Feet!” Public Hearing to

advocate the medical Taiwan PBF urged the

rights of premature public to establish a

infants. logistics platform
dedicated to scarce
medical resources.
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Government

». Actions

il ppa seee

Pioneering Program for
Follow-up and Care of Very
Low Birth Weight Premature
Infants. Commissioned by
the Premature Baby
Foundation to Execute.
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Follow up and care of very low birth
weight preterm infants-a pilot
program
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Department of Health, New Taipel City Government

The New Taipei City Health
Bureau has been
collaborating with the
Premature Baby Foundation
since 2019 to lead the
Premature Infant Case
Management Program.

.

e e

Home Care Program for Low
(including Very Low) Birth
Weight Infants since 2022.
As of October 2023, HPA has
collaborated with 80
hospitals, extending
professional care services to
home settings.

e



VLBW Infants in Taiwan vs TPFN

2000 100.00%

1500 90.00%
1000 80.00%
500 70.00%
60.00%

2018 2019 2020 2021 2022

Expended Service mmmm TPFN = Taiwan Rate
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Survival Rate of VLBW Infants in TPFN, 2022
(By Gestational Age)

2018 30.8% 41.7% 63.8% 74.4% 77.8% 88.3% 955% 93.3% 96.6% 97.7% 97.9% 95.9% 955% 94.4% 100.0% 1,197
2019 25.0% 42.9% 64.8% 80.0% 88.8% 91.5% 96.6% 97.0% 97.7% 95.4% 100.0% 98.5% 98.1% 95.2% 92.3% 1134
2020 1NMI% 42.9% 66.7% 82.9% 91.4% 883% 93.8% 98.6% 96.4% 991% 989% 96.3% 97.7% 100.0% 100.0% 1,164
" 2021 33.3% 50.0% 58.9% 81.4% 86.5% 92.9% 92.4% 96.6% 98.7% 100.0% 97.7% 98.2% 97.0% 92.6% 90.9% 1,151

2022 30.0% 29.5% m3% 75.9% 86.9% 87.3% 93.2% 981% 98.4% 98.5% 100.0% 100.0% 93.1% 94.4% 100.0% 989

\ TPFN 2022 Annual Report

25
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Survival Rate of VLBW Infants in TPFN, 2022 @
(By Gestational Age)
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2018

2019

2020

2021

2022

Survival Rate of VLBW Infants in TPFN, 2022
(By Birth Weight)
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Survival Rate of VLBW Infants in TPFN, 202
(By Birth Weight)
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Survival rate and follow-up rate in TPFN

Rate of
Survive to Survival Death after Survive at 2 Follow up rate of survivors
Enrolled _ . complete
discharge rate discharge years of age at 2 years of age
BSID Ill data
2016 1,397 1,247 89.3% 6 1,241 1,020 (82.2%) 995 (97.5%)
2017 1,217 1,081 88.8% 12 1,069 905 (84.7%) 879 (97.1%)
2018 1,197 1,052 87.9% 6 1,046 905 (86.5%) 863 (95.4%)
2019 1,155 1,036 89.7% 10 1,026 868 (84.6%) 845 (97.4%)
2020 1,164 1,059 91.0% 7 1,052 861 (81.8%) 842 (97.8%)
P N
Total 6,130 5,475 "9.3% .41 5,434 4,559 (83.9%) 4,424 (9¥. %NR
g N\
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Morbidity/Period

Sepsis/Meningitis
Necrotizing enterocolitis
Retinopathy of prematurity

Severe ROP (3+4+5)

Intraventricular
hemorrhage (IVH)

Severe IVH (3+4)

Cystic periventricular
leukomalacia

Post-hemorrhagic

n=8,807
17(15.83%)
695 (8.06%)

3308 (48.37%)
780 (11.44%)
2749 (44.47%)
702 (11.36%)

346(5.8%)

174(3.6%)

n=11,649
2060 (18.24%)
634 (5.45%)

4223 (41.49%)
1076 (10.57%)
4843 (43.12%)

962 (8.57%)

466 (4.17%)

422 (3.87%)

Morbidities of Very Low Birth Weight Preterm Infants /

Period | Period Il
1998~2007 2008~2017

0.100
<0.001

<0.001

<0.001

0.087

<0.001

<0.001

0.402 1114




Definition of NDI

Mild or no neurodevelopmental impairment (NDI)

A Bayley-Ill cognitive composite score A Bayley-Ill motor composite score
of 85 or higher of 85 or higher
Moderate NDI

A Bayley-lll cognitive composite score or motor composite score of 70 to 84 or GMFCS level 2 or 3.

Severe NDI

A Bayley-lll cognitive composite score or motor composite score lower than 70, GMFCS level 4 or 5,
bilateral blindness, or bilateral severe functional hearing impairment
4 'l 'D -
h oo
[ 4 0 0
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NDI of Infants Enrolled in 2
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Y 4 B
Out-Patient Medical Resources Usage
B at'2 Years of Age in VLBW Infants born in 2011-2017

n/N (%)
Sensation (Hearing and vision) 270/6080 (4.4)

Rehabilitation (PT, OT, ST and

unspecified rehabilitation therapy) 2095/6080 (34.5)

PT 735/6080 (12.1)
oT 544/6080 (8.9)
ST 1010/6080 (16.6)
Unspecified rehabilitation therapy 1045/6080 (17.2)
Early intervention service 1001/6080 (16.5)
Neurology 248/6080 (4.1)
Child psychiatry 153/6080 (2.5)
Other 740/6080 (12.2)

Total ﬁ/ | f,2645/6080 (43.5)



Recent Publications

*Lan-Wan Wang, Chi-Hsiang Chu, Yung-Chieh Lin, and Chao-Ching Huang, for Taiwan Premature Infant
Follow-Up Network. Trends in Gestational Age-Related Intelligence Outcomes of School-Age Children
Born Very Preterm from 2001 to 2015 in Taiwan. J Pediatr 2023;261:113584.
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Ophthalmol 2023 Mar:247:170-180.

*Chia-Ling Wu, Chia-Huei Chen, Jui-Hsing Chang, Chun-Chih Peng, Chyong-Hsin Hsu, Chia-Ying Lin, Wai-
Tim Jim, Hung-Yang Chang on behalf of the Taiwan Premature Infant Follow-up Network. The effect of
patient volume on mortality and morbidity of extremely low birth weight infants in Taiwan. Journal of
the Formosan Medical Association 122 (2023): 1199-1207.

*Wang LW, Lin YK, Lin YC, Huang CC; Taiwan Premature Infant Follow-up Network. Early Mental
Trajectories Predict Different Cognitive Levels at School Age in Very Preterm Children. Neonatology.

2022;119(2):222-229. !



Future Outlook

Promote Our
Beliefs &
Achievements

Advocate and
Seek
Cooperation

Expand the Enhance
Services the Qualit
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THANKYOUALL _ ©
7 for your care and love
~ for premature infants. ¥
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