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CDH study group

50  PAPS

2017.5.31

Kevin Lally, Pam Lally, Matthew Harting,

JCDHSG ~ CDHSG

1.
REDCap CSV file
csV file REDCap — CDHSG
JCDHSG
2. CDHSG re-coding
CDHSG IRB
CDHSG  IRB approved form
3. re-coding ex y/m/d
USA m/d/y d/m/y
4. CDHSG IC Follow-up study
IC follow-up IRB form IRB approved
form

5. JCDHSG 14

6. Defect A-D
7. CDH meeting liverpool long-term follow-up program
high risk(CD) low risk(AB) follow-up program

invasive  follow-up
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CDH study group

4.

CDH workshop

2017.11.14

Kevin Lally, Pam Lally, Matthew Harting,
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)
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Format
Excel
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1.5 3 6
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Japanese CDH study group

Our Registry

Retrospective Prospective

2006 - 2010 | 2011 - 2016 2017 -

Nation-wide cohort study Multicenter cohort study Multicenter cohort study
614 CDH neonates 426 CDH neonates on going

from 72 institutions from 15 institutions from 15 institutions

This cohort covers 1/2 of all

: This cohort covers 1/3 of all the CDH neonates in Japan.
the CDH neonates in Japan.

Structure of data

Prenatal Clinical data Follow-up data

information in hospital

Date of birth/admission

Delivery
General information Associated anomalies Physical measurement
Prenatal MRI Physical measurement Developmental test
Prenatal US Data within 24hrs Respiratory function test
Prenatal cardiac US Cardiac sonography

Treatment

Surgery

Complication

Outcome

48



The flow of the data

JCDHSG
database

Data adjustment

by JCDHSG

Each institution gains
approval of their own

institutional review
board.

Date/age issue

*The date is entered in
13 institutions.

*Age in days is entered -
in 2 institutions.

ex) admitted at birth
surgery at 5 days old
discharged at 20 days old

49

— Data entry —— Format conversion

y/m/d - m/d/y
Excel data

|

Each institution

Each institution provides
their Excel data to CDHSG.

—)

The date is provided.
Converted into

dummy date

birth: 2016/1/1
surgery : 2016/1/6
discharge : 2016/1/21



Detalils of follow-up data

Field label

1.5y0

3yo

6yo

9-12yo

weight

physical measurement

height

KSPD DQ

date or age

WISK-IV IQ

developmental test

developmental retardation

neurological finding

schooling

intestinal perforation

pneumothorax

sepsis

chylothorax

GER

CNS damage

intestinal obstruction

recurrent CDH

complication/associated

thoracic deformity

anomalies

hearing disorder

undescended testes

pulmonary sequestration

PDA needing surgery being cause of death?

Wound injection being cause of death?

Pulmonary bleeding being cause of death?

Atelectasis being cause of death?

Cholestatic liver dysfunction being cause of death?

other associated anomalies or complications

respiratory function test

FvC

respiratory function test

%FVC

FEV 1.0sec%

%FEV 1.0sec

KSPD; Kyoto Scale of Psychological Development

50




Conversion between KSPD and Bayley llI

BRAIN &
DEVELOPMENT

N Official Journal of
sl the Japanese Society
ELSEVIER Brain & Development 38 (2016) 377-385 of Child Neurology

www e lsevier.com/locate/braindev

CrossMark

Original article
Developmental assessment of VLBW infants at 18 months
of age: A comparison study between KSPD and Bayley III

d

3
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. Naohiro Yonemoto ", Satoshi Kusuda®, Shinya Hirano
3 r g
Osuke Iwata®, Kyoko Tanaka , Jun Nakazawa ©

Yumi Kono

The regression equations

Cog score = 53.94 + 0.62 = C — A DQ.
Lang score = 30.25 +0.55 x L - S DQ,

Mot score = 46.37 +0.53 <« P—- M DQ.
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Fig. 2. The relationship between Bayley 111 composite scores and DO of KSPD. (1) Cog score and C-A D) (I1) Lang score and L-S DQ; (1) Mot
score and P-M DQ. A, Scatter plots and B, Bland-Altman plots are shown. Differences in B were DQ of KSPD minus the composite scores of Bayley
[11. Dotted lines in B represent £ 1.96 SD of the differences. DO, developmental quotient; KSPD, Kyoto Scale of Psychological Development; Cog,
cognitive compaosite; C-A, Cognitive- Adaptive; Lang, language composite, L-8, Language-Social; Mot, motor composite; P-M, Postural-Motor.
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Adenomatoid Malformation (CCAM,

)
Stocker CCAM Congenital
Pumonary Airway Malformation (CPAM
)
CPAM
CCAM CCAM
CPAM
CPAM
1977
Stocker SCOPE 10

Congenital Cystic
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2
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CPAM
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1.

2.

1) Kuroda T: Prenatal and postnatal
manifestation of congenital cystic
lung disease; a nationwide study and
a novel classification.
International Symposium on Pediatric
Surgical Research 2017.9 New Delhi,
India

2)
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