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INTRODUCTION TIHENETWORK

TheCanadianPediatric Surgery Network (CAPSNet) is a ntiutlisciplinary group of Canadian health
researchers working together on research issues concerning pediatric surgical care. To date tB@re are
network members, including 2dediatric surgeons, 5 perinatologistaaternal fetal medicine specialists
and 4neonatologists.

The main objectives of the network are to:

V Maintain a national pediatric surgical database, providing an infrastructure to facilitate and
encourage collaborative national research.

V ldentify variations in clinical practices across Caaradentres and identify those practices
which are associated with favourable and unfavourable outcomes.

V Disseminate new knowledge through effective knowledge translation, and study impact of
practice change.

V Study the economic impact of clinical practaecisions to enable identification of treatment
strategies that are efficacious and castective.

Currently CAPSNet is its 9" year of data collection and we are pleased to report that etwork has
28 manuscripts publishednd 1 in pressTo da&e, there have bee®0 conference proceedingp@dium

or poster presentationpat national and international conferences. For a complete list of all past and
current CAPSNet projects, please ggpendix I

RECENNETWORKCTIVITY

NEWNETWORKD-DIRECTOR ANDAPSKTGCOORDINATOR

Dr.Pramod Puligandla has been appointed as the networ#fi@xztor. Alison Butler has joined the
team as the new network coordinatoBhehas workechard to get up to speed and was able ttead
the CAPS meeting in CharlottetowPEl|ast September.

CAPSHKTRUNDING

CAPSNet remains in a reasonably solid financial position with remaining CIHR grant funds and the
financial support provided by CAR8nding for the CAPSNet Coordinator posith@s beerawarded by
Dr. Shoo Le#or 3 years, which means sites will continue to have ongoing supplogultimate
sustainability of data collection requires a continued transition of the costs of data collection to the
participating hospitals. We need tmntinue to work towards this goal.

CAPSHNTDATAABSTRACTIORDSTS

Ourcentresacross Canada continue to seek out alternate funding sources to ensure the longevity of the
project, which is a testament to the progress CAPSNet has made over theupstof years. The

network isa valuable source of datar researchers across Canada andls® an excellentesource for
national benchmarkingvhich can leado improved health services for CDH armsgoschisidabies

Kudos toall the centres that have ade this successful transiti@nd thanks to thoseentresthat

continueto seek out funding for the projecfAs ofDecember2013 centresnow paying for their own

data abstraction are:
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STE PROVINCE
BC Children's Hospital BCCH | British Columbia

ChRNBYyQa | 2&LMAGIE 27F 9F ad CHEO| Ontario
Hamiltona Oal aGSNJ / KAf RNBy Qa HHSC | Ontario

London Health Sciences Centre LHSC | Ontario
Montreal Children's Hospital MCH | Quebec

Royal University Hospital RUH | Saskatchewan
Toronto Sick Kids HSC | Ontario

Victoria General Hospital GVS | British Columbia

DATABASIHARMONIZATIORROJECTS

Three projects which will combine CAPSNet data with comparable datasets are under walgerdr

Emil is the PI of a collaborative group at McGill who have partnered witragoks at UCLA to try to
harmonize gastroschisis data from CAPSNet with the OSHPD database (A California Hospital
administrative database). Using common data definitions established a priori, data will be analyzed
independently and combined afterwards, sian to what might be done in a metanalysis.Another
collaboration is underway between CAPSNet and B2®RSS, the birth defects database of the British
Association of Pediatric Surgeons. In this proposal, a pediatric surgeon from the UK has proposed
bringing BAPEASS data into Canada, and combining the datasets here. A third project spearheaded by
Dr. Rob Baird at McGill with colleagues in the US is exploring the use of a technique of dataset
KENXY2yATFGA2Yy OFft SR acCS yaMagilnpidérfidbgist, PDisabe Fortier ¢ ® 2 2 N,
from the Maelstrom Research Centre, the groups plan to use database harmonization methods and
software to conduct combined studies of cohorts of GS and CDH patients between CAPSNet and the

I KAt RNXB Y Q dnatalZCansditiiinh (CHNCp $his method is especially appealing since it offers
robust dataset integration for outcomes analysis, without exipgr data out of either country. Stay

tuned for exciting developments in this area!

THECANADIANBILIARYATRESIAREGISTR{CBAR

DevelopedbyDiwA O1 { OKNBAOSNE F LISRAFGNARO 3IFaliNRPSYGSNRT 2
modeled after the structure and governance of CAPSNet, and shares much of its data collection
infrastructure. CBAR will create a nationatwork and database for biliary atresta enable outcome

studies and identification of best practices for BAe CBAR steering committee will beatmired by

Dr. Schreibeand Dr. JeaitMartin Laberge. Other members include Dr. Najma Ahnhéahtreal,
gagroenterologist),Mr. George AnthopoulosMontreal, BA parent), Dr. Brian Camerddamilton
surgeon) Dr. Sherif Emil (Montreal, surgeon), Dr. Carolina Jimenez (Ottawa, gastroenterologist), Dr.
Steven Martin (Calgary, gastroenterologist), and Dr. Na¥aigchar (Halifax, surgeo).addition to her

0.5 FTE role as coordinator for CAPSNet, Alison Butler has been hired as the CBAR coordinator, which
brings additional synergy to the two networks.
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OTHERPROJECTS

EPIQ

The Canadian Neonatal Network (CNN) deageloped a national, collaborative practice improvement
program called EPIQ (Evidence Based Practice for Improving Quality). This program uses Best Practice

9POARSYOS I'a RSUSNNVAYSR o0& O2YLINBKSyaAagsS f xhd SNI U dzN.

quality improvement methods and infrastructure to drive care improvement in NICUs across Canada.

As a collaborative initiative between CNN and CAPSNet, a congenital diaphragmatic hernia (CDH) EPIQ
program led by Pramod Puligandlia,being organizetb develop a parallel approach to improve care

and outcomes for CDH across Canatiao years agoagroup of CAPSNet surgeons attended a

Canadian EPIQ conference and workshop to receive methodology training and to meet with a number of
interestedneonatb 2 3A &4G& G2 ONBFGS I LINBEAYAYFENE fAEG 2F
the basis for CDH evidence reviews.

A survey was sent out to Neonatologists and Pediatric SurgeonssdCamsada in late summer of 2012
to identify key topics of inteest. Seven key topics were identified, which resulted in the creation of 7
CDH EPIQ review groups whose mersbee a mixture of pediatric surgeonseonatologists pediatric
intensivists and pediatric anesthesiologisislist of the seven groups alongthvtheir selected review
topic is listed below:

Ventilation Strategies in CDH

Dr. Guilherme Sant'/Anna Dr. Pramod Puligandla
Dr. Doug McMillan Dr. Peter Cox

Dr. Avash Singh

Management of Pulmonary Hypertension in CDH

Dr. Therese Perreault Dr. Alfonso Solimano
Dr. Nicola Buvinezbouali

Perinatal Management of CDH

Dr. Keith Barrington Dr. Georg Schmoelzer
Dr. Karel O'Brien

Type, Timing and Indications for Surgical Repair in CDH
Dr. Erik Skarsgard Dr. Mary Brindle

Dr. Ahmed Nasr Dr.Jamie Blackwood
Dr. Jeremy Luntley

Use of Surfactant in CDH

Dr. Bruno Piedboeuf Dr. Amuchou Soraisham
Dr. Andreana Butter

Surveillance Protocols for Disability in CDH

Dr. Anne Synnes Dr. Michelle Bailey
Dr. Patricia Riley Dr. Priscilla Chiu
Palliation inCDH

Dr. Natdie Yanchar Dr. Robert Baird

Dr. Aideen Moore
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Groups are currently in the process of developing literature search strategies in collaboration with
health sciences librarians. The working groups are due to complete their literature searches ant conso
diagramsby Spring, 2014Evidence will be summarized and gradedl will be used by expert panels for
the development opractice guidelines and care bundles.

SECONDARANALYSIEROJECT

This CIHRunded project combines CAPSNet data with Vital Statistics aled explores the

epidemiology of gastroschisis based on geospatial incidence variation in Canada. Working with
Geayraphic Information System epidemiologists in Toronto, the research team (Skarsgard, PI, Brindle,
co-Pl) is using a case control methodaldg study maternal exposures at the level of household
dissemination areas (determined by maternal postal code of residence). The other component of the
study looks at aboriginal health outcomes for gastroschisis and CDH, and is being done in calfaborati
with an Aboriginal Health outcomes researcher, Dr Margo Greenwood of UNBC.

ACKNOWLEDGEMENTS

We would like to acknowledge the CAPSNet Steering Committee members for their lepderdhi
commitment to the Network

Dr. Sarah Bouchard Hopital{ ( S 1 WHMmniiéaly S

Dr. loana Bratu University of Alberta, Edmonton

Dr. Mary Brindle University of Calgary, Calgary

Dr. Priscilla Chiu Hospital for Sick Children, Toronto

Dr. Helen Flageole McMaster University Medical Centre, Hamilton

Dr. Sharifa Himidan Hosptal for Sick Children, Toronto

Dr. Richard Keijzer /| KAt RNByQa | 2aLIAGHET 2AYyY,
5N WSIFymal NIAY [ a2y diNBIf / KAfRNByQa | 2aLXHKi
Dr. Aideen Moore Mount Sinai Hospital, TorontpNeonatology

Dr. PramodPuligandla a2y iNBIf / R, venndaly Qa | 2 aLJ
Dr. Greg Ryan a2dzyd {AYyFA 1 2aLAGHE T ¢2NJ
Dr. Prakestkumar S Shah Mount Sinai Hospital, Neonatology

Dr. Erik Skarsgard .l I KAftRNBY QA | 2ALRAGHT X +|
Dr. Doug Wilson University of Calgary I £ 3+ NEmmt SNAY | {2t
Dr. Natdie Yanchar IWK Health Centre, Halifax

We sendour sincereappreciatonto Mr. Sonny Yeththe MiCare System Administrator at Mount Sinai
Hospital for his work incompiling the national dataset, updating the CAPSNet software, and
maintaining the database

We acknowledge each of our Data Abstractors, whose attention to detail and high quality work serves as
the foundation for the database. Many thanks ffsaneh AfshaDebbie ArsenauliSheryl Atkinson,

Charlene Car¢,ola Cartier, Megan ClafkatalieCondron, Valerie Coo¥ijctoria Delig Alda DiBattita,

Nathalie FredetteAimee Gosdraye Hickey, Ullas Kapo&rjn KehogRobin Knighton, Lizy Kodiattu,

Tanya McKeeRicha MethaNima Mirakhur] 2 NB I v y S, KrGtiPatéDahigl RierrardRashmi

Raghavan, MaryJo Ricci, Margaret Rudslydrea SecordVendy SeidlitzEllen Townsorkrancois
TshibembaJocelyne Vadk, and Susan Wadsworth

2013 CAPSNet Annual Rep@t1) - Page4 of 33 £

CAPSNet



We also acknowledge the many trainees, their site sponsors and the CAPSNet Steering Committee
members who havand are currently utilizing the data for analyses (for a full list of ancillary projects to
date seeAppendix ).

CAPSNet is grateful for the financial support received from the Canadian Institutes of Health Research
(CIHR), the Executive Council of @@nadian Association of Pediatric Surgeons (CAPS)|kiieteam in
al GSNY It o FNHIYyNBU FINE 6Stf a AynmlAyR O2y(UNROdziA 2V

201 3DATAANALYSISDATA INTILMARCH31,2013

ThisCAPSNet Annual Report combines data ftam versions of the CAPSNet database (2005 and 2012)
and includes babies o until March 31, 201.3Changes in data definitions and variable formatting

meant that some variables previously reported may be reported or analyzed in different Exaers.

effort was made to analyze the data in a manner that unifies all variableshabhdansiders any

changes in definitions. Babies born until December 31, 2011 were entered into the old database version.
For all data requestd, is important to note thainew variables added into the database redesign will

only be available for babidsorn January 1st, 2012 or later.

Cases included in this report wemontributed by the CAPSNet centres listed below. All cases meet the
CAPSNet eligibility criteria of a diagnosi&asktroschisis (GS) or Congenital Diaphragmatic Hernia (CDH)
madeprenatally or within 7 days of lifdbata from the CAPSNet database has been cleaned by the
CAPSNet coordinating centre and checked with abstractors in the event of a possible discrepancy. Data
from the CNN database has been cleaned by the CNN coordinating.centr

Individualcases are attributed to the centre in which the surgery took place (i.e., if a baby was admitted

at CAPSNet cente but transferred to CAPSNet centBdor surgery, the baby is included as a case for

CAPSNet centr8). Finally, nformation from transfers within CAPSNet or CNN have been linked where

possible in order to provide ammpleteof a picture as possiblier § KS o6l 0@ Qa O02YLX SiGS O+
hospital care.
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CONTRIBUTINGENTRES FORIE2Z013ANNUALREPORT

Site City Province
Victoria General Hospital Victoria BC
British Columbiad KA f RNBYy Q& | 2a LA G ¢ Vancouver BC
l'f0SNIF / KAfRNByQa | 2aLAGI f Calgary AB
University of Alberta Hospital Edmonton AB
Royal University Hospital Saskatoon SK
Winnipeg Health Sciences Centre Winnipeg MB
in cooperation with St. Boniface General Hospital Winnipeg MB
Hospital for Sick Children Toronto ON
in cooperation with Mount Sinai Hospital Toronto ON
aOal &GSNJ /KAt RNBYQa | 2aLAGI f Hamilton ON
London Health Sciences Centre London ON
Kingston General Hospital Kingston ON
/| KAt RNByQa 1 2aLAdGrt 2F 91 adSNY hy Otawa ON
in cooperation with The Ottawa Hospital Ottawa ON
a2y iNBIf / KAfRNByQa | 2aLAGI Montréal QC
in cooperation with McGill University Health Centre Montréal QC
Hopital Ste-Justine Montréal QC
/ SYGNS 1 2aLIAGFtASNI RS [ Q! YADSNAEAG SteFoy QC
IWK Health Centre Halifax NS

WHySglé& /KAt RNBSYQa

| SIFfGK FyR wSK{G® W2K NL
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SUMMARY OIPDATA BYDIAGNOSIS ANBIRTHOUTCOMES

*Cases included in tiianalysis are grouped aggregatedatafor babies born fron2005 toMarch 3£, 2013 There were a total of11), birth
cases thahave not been includedhiany of the tables or amgses due to unlinked CNN data.

Congenital Gastroschisis Other/Unknown CAPSNe
Diaphragmatic Hernia (GS) total
(CDH)

Complete live births 442 793 - 1235
Still-births and spontaneous 5 11 - 16
abortions
Elective terminations 56 14 - 70
Died prior to CAPSNet 17 2 - 19
admission

Represents live births where the infant did
not survive to admission at a CAPSNet
tertiary pediatric centre (e.g., live births in
a community setting where the baby did
not survive transfer, or live births at a non
CAPSNet with a planned palliative

approach).

Unknown/Lost 6 10 - 16
Incomplete casesOther 17 50 42 109
Diagnosis

Represent20052013cases for which
there is only partial data entry and/or the
baby is still in hospital, as dbct30", 2013

Total Case Incidenc: 1465

ANTENATAMISDIAGNOSES
V 2 cassofsuspected COHwe@2 Y FANXY SR | { (nal)addk © 2 iy & Q&R i K § NE
K § NYED) ¢
V 7casesofsuspectdd{ ¢ SNBE O2y T A NigHalbcelé (6=5),aidiB & KIBHRE ¢ &
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GRAPHA: DISTRIBUTION GBSCASES BY CENTRE
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GASTROSCHISDESCRIPTIVENALYSES

TABLEL.O: PATIENT POPULATION

GS complete live births
n=793

Overall survival rate

Median-non-survivors(n=23)

97.1%

Inborn rate 77.9%
Mean birth weight 245009
Mean GA 36 weeks
Proportion of males 52.1%
Proportion of males with
undescended testis/testes 14.0%
Isolated defect+ 73.4%
SNARII scoregn = 737+

Mean - survivors(n=714 9.7

Mean-non-survivors(n=23) 17.8

Median - survivors(n=7149 (154

F /FasSa gAGK |

NELEZ2NISR RA&AOKI NHS RS&atGAYylGAZY
** An isolated defect determined based on the absence of other congenital anomalies as entered in the CNN database.

(-1

*** SNAPI: Score foNeonatal Acute Physiology, version Il. 8ppendixl for definitions.

TABLEL.1: SURVIVAL BY CENTREMBIE

The following tableshows the survival rate grouped by centre voluew volumecentres are those

that see an average of <3 GS cases per ygtn,volumeD Sy i NB &
andmid volumecentres includes all those in between.

GASTROSCHISPROGNOSTISCOREGPS)

The Gastroschisis Prognostic Score (GPS) was developed by CowanietjalAPSNet data collected at

thetimeof Kk S & dzZNBS2y Qa TFTANRG OAadz f

atresia, necrosis, perforation) were weighted based on a regression analysis, thus creating the GPS,

188 |y

F58aSaavySyid 27

which was validated using the CAPSNet database (patients born0dagN\ay 2009). The GPS risk

group is assigned based on the composite GPS deorecores of <2, the patient is considered low risk.

Patients are considered as high risk for morbidity if thel®d 2 NB  ednfamts withd R NIhaveax

high riskfor both morbidity andmortality.

! CowankN, Puligandla PS, Laberge JM, SkarsgamdEBhard Syanchar N, Kim P, Lee SK, McMillan D, von Dadelszen P, and the Canadian
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SNARII Gastroschisi$rognostic Score‘

Centre volume Count @) Survival Median Range Mean Range
(%)

High (4 centres) 400 97.5% 5 0-51 1.4 0-12

Mid (8 centes) 343 97.1% 7 0-68 1.1 0-10

Low (4 centres) 50 94.0% 7 0-50 1.5 0-9

* Nonsurvivors are defined as those babiek 2 4 S RA a OKI NHS RSadA yAl Gtheledsesaréparteds LJ2 NI S R
RAZOKI NBSR (2 ado@herSiéstnationierarolpdd lurideér sugviMdrs.

GS Ultrasound Measurements
Bowel dilation thickness measurements taken during ultrasound examinations at 4 different time points
were recorded as follows:

First ultrasound taken at the tertiary CAPSNet centre;

Last ultrasoundaken between 23+0 and 31+6 weeks;

Last ultrasound taken between 32+0 and 34+6 weeks; and
Last ultrasound before delivery

PN PE

The data presnted reflects the worst (i.@greatest) measurement reported on any of the above
ultrasounds No dilation reportedndicates that at leasbne ultrasound examination wascordedbut
the variable wagither not measuredr reported as not dilateddilated, but no measuremeimdicates
that bowel dilation was reported, but no measurement was providesultrasoundndicates that no
ultrasound examination wacorded

HGUREL.2: MAXIMUM BOWEL DILATMGREPORTED ON ANTENAULTRASOUND

No Ultrasoun
5%

Dilated, but no
measurement
9%

2013 CAPSNet Annual Rep@t1) - Pagel0Oof 33

CAPSNet

«



HGUREL.3: EARLY VI.ATE ANTENATREFERRAL
Not referredmeans that the mother was not referred to a tertiary centre prior to delivery.

Not referred
4%

Unknown
10%

Initial visit at
24 weeks or
more
18%

GRAPHL.4: GESTATIONAL AGE ARBH

Gestational age is in complete weeksd calculated according to afgorithmin CNNwhich considers
both pediatric and obstetric estimates.

240

N
=
o

=
o0}
o

=
a1
o

120

Number of cases

©
o

(o2}
o

w
o

o
|

<30 30 31 32 33 34 35 36 37 38 39 40 >40
Gestational Age (w)

2013 CAPSNet Annual Rep@t1) - Pagellof 33

CAPSNet



TABLEL.5: ANTENATADELIVERIPLAN AS OB2 WEEKS$5ESTATIONAAGE

[\ %
No predetermined plan 148 18%
Spontaneous vaginal delivery 235 28%
Elective Caesarean SectieMaternal Factors 30 4%
Elective CaesarearFetal Factors 27 3%
Induction 309 37%
Other 10 1%
Unknown 71 9%

*Thistable includes alpregnancy otcomes(n =830)

GRAPHL.6: PROPORTION IAESAREASECTIONGROUPEIBY STE- 2005102013

CAPSNet data reports delivery type in 3 categories: vaginal delbe@yareanand unknownThe
percentge ofcaesarean sectiodeliveriesis preseted belowby ste. The denominatofor each year is
the total number ofGScases where delivery type was reportétbte that years in which a site had zero
reported cases were not included in the averagdculation

H Average 2005-200¢
Sites reporting less
than 10 cases
A E, LM

H Average 2009-201:
Sites reporting less
than 10 cases
C,E KL

Percentage % of GS cases

A B C D E F G H I J K L M N O P
CAPSNEet Site
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TABLEL.7: TIMING OF GASTROSGSISLOSURE
Thedenominator in this figure is the number of cases irichrsurgery was performed£785.

Timing of Closure n %

< 6 hours 376 48%
6-12 hours 73 9%
12-24 hours 29 4%
> 24 hours 205 38%
Unknown 12 2%

GRAPHL.8: SURGEOS TREATMENT INTENTEGENTRE

The denominator in this figure is the number of cases irctvBurgery was performed£785). Across

£t OSyuNBasz GKS &dzNBS?2yaarganthitay YdSyfeiin 58629 9T o1 &
cases and elective primariosure (enabled by als) in 486 (= 348. In the remaining % (=16) of

OFrasSaz (GKS adaNBES2yQa GNBFidYSyd AyiSyld Aad dzylyz2s6yo

The CAPSNet definition ofgent primary closures repairof the defectwithin 6 hours of NICU
admission Elective primary closuiie delayed repia (>24 h)of the defect facilitated bgilo placement.

Percentage %

H % Urgent
H % Elective

® Unknown

R
CAPSNet Site &
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HGUREL.9: METHOD OBURGICACLOSURE

CAPSNet data reports method of surgical closure in 7 categories: primary fascia, mass closure, umbilical
cord flap closure, skin flap closure, biologic dmgsiand unknownThe percent of each closure type
reported is presented belowl’he denominator for each time period is the total number of staly

closure typesWhere DOB is unknown (n=7), cases were grouped in the time period a2Q085

*Categoryadded in 2012

HGUREL.9A: METHOD OF SURGICADSUWEC 2005102008
Unknown

Skin flap &L

cord flap
7%

HGUREL.9B8: METHOD OF SURGICADSWEC 2009702013

Other
2%

Biologic dressi
0.5%

Skin flap closur:
7%

Mass closur
1%

Umbilical cord fla|
18%

2013 CAPSNet Annual Repd@¥tl)

- Pagel4of 33

CAPSNet



TABLEL.10. OPERATIVE SUCCESS

Of 785 primary operations, 83 wee recorded as successful. Théd veported as failed initi@losures
were for the following reasons:

N %
Bowel not reducible 90 67%
Bowel would reduce, but IPP or PIP too high to close 12 9%
Bowel would reduce, but seemed too tight to close 23 17%
Unknown or missing 10 7%

RHGUREL.11A: PROPORTIONAEASTROSHISIPROGNOSTICOREGPSBCORING
The GPS risk group is assigned based on the composite GPS score. For scores of <2, the patient is

considered low risk67.5%; n=535)Patients are considered as high risk for morbidity if the®® 2 NB A &

while infarts with& O 2 NB@veaxighriskor both morbidity andmortality. Of the patents at high
risk (17.86; n = 139), & are af high risk for mortality (n = 0.

High risk
morbidity and
mortality
13%

High risk
morbidity only
4%
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TABLEL.11B: SELECTED NEGRAL OUTCOMESRATIFIED BESPSRISK

Length of Stay TPN Days Days to Enteral Feeds
*cases with incomplete or unverified data were omitted from final calculafansach stratified group

ALLCASESN = 793

Mean 57.4 45.3 18.0
Median 36.5 28 14
Rang 1-627 2¢604 1-216

LOWRSK(GP< 2; n = 535
*0.9% (n=5) of low risk died

Mean 46.5 36.8 16.1
Median 34 27 13
Range 1-595 3¢573 3-216

HIGHRSK MORBIDITYGPSK2; n =139)
*11% (n=13) of high risk died

Mean 96.3 75.1 26.3
Median 68 51 19
Range 1¢627 4-604 2-166

HGHRSK MORTALIT{GPSk4; subgroup of high risk group above: ri84)
*12.5% (n=13) of subgroup died

Mean 95.9 77.7 27.6
Median 655 50 20
Range 1-627 4¢ 604 2-166

GRAPHL.12 SELECTED NEONATAL COIBATIONS

25%
20%
X
L 15%
g
c
@
O
o 10%
o
5%
Abdominal Bowel Wound TPN on
NEC compartment ) Chylothorax| Line Sepsis - . Cholestasis
Obstruction Infection discharge
syndrome
| H% 5% 2% 8% 1% 14% 11% 13% 22%
*For outcome definitions, pleaseeappendix |
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CONGENITADIAPHRAGMATIEEERNIADESCRIPTIVENALYSES

TABLE2.0: PATIENT POPULATION

CDH complete live births
n=442

Overall survival rate 79.2%
Died without surgery 14.3%
Inborn rate 60.6%
Mean GA 37weeks
No prenatal diagnosis 35.7%
Mean birth weight 3054.3grams
Mean age at repair 6 days
Proportion of males 59.0%
Isolated defect~ 59.0%
Proportion requiring ECMO 7.0%
Proportion with left-sided defect 71.0%
SNARII scores+

Mean ¢ survivors (=323 14.6

Mean ¢ non-survivors (=87) 33.9

Median ¢ survivors (=323 12.0

Median ¢ non-survivors (=87) 32.0

F /FaSa 6AGK I NBLIZNISR RAAOKINHS RSAGAYFGAZY Fa GK2YSE 2NJ ¢

** An isolated defect determined based on the absence of another congenital anomalies as entered in the CNN database.
***SNAPI: Score for Neonatal Acute Physiology, version Il Apeendixl for definitions.
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TABLE2.1: SURVIVAL BY CENTREMBIE
This able shows the survival rate grouped by centre volubhmvvolumecentres are those that see on

Ly

average<2 CDH cases per yedigh volumeO Sy (i NB &
volumecentres include all those in between

ass

F dSNF A/idx p

Count @) Survival (%) SNAPRI Median  SNAPII Range
High volume 4 centres) 268 79.1% 12 0-77
Mid volume (7centres) 143 79.0% 16 0-68
Low volume (5entres) 31 87.1% 16 0-53

HGURR2.2: MAXIMUM LUNGHEAD RATI(LHR)

LHR is measured during ultrasouimderrogations for infants wh a prenatal diagnosis of CDFhe data
presened here reflects the best (i.greatest) measurement reported on any oakrasound

examination for the periods listed below:

PwpbPE

First ultrasound taken at the tertiary CAPSNet centre;
Last ultrasound taken between 23+0 and 27+6 weeks;
Last ultrasound taken between 28+0 and 32+6 weeks; and
Last ultrasound before delivery

Not meauredindicates that at least one ultrasound waecorded but the lunghead ratio was not

measured.

Less than
5%
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HGURR2.3:EARLY VS ATENITIALVISIT

Not referredmeans that the mother was not referred to a tertiary centre prior to deliv€fithe
patients who were not referred prenatally (24%, n=128), 87.5% were not prenatally diagnosed (n=112).

GRAPH2.4: GESTATIONAL AGE ARBH

Gestational age is in complete weeks and calculated according to the CNN algorithm, which considers
both pediatric and obstetd estimates.
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