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Context

« European Reference Networks

« European Reference Network for
nherited and Congenital Anomalies

(ERNICA)

- registries
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PUrpose

With clinical auditing Enabling comparison of ldentifying areas of best And that can .
you register your process and outcomes practice or with room forfll advance the quality
patient between hospitals improvement of care!
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What do we register - conditions

Fsophageal Atresia
Congenital Diaphragmatic Hernia
Omphalocele

Gastroschisis

Hirschsprung's Disease

More to follow
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ERNICA

Other
registries

Scientific
Committee

Governance
Esophageal CDH
atresia
Omphalocele




EPSA|ERNICA Registry

Dutch Institute for Clinical Auditing

By clinicians Provide Supporting
for clinicians direct insight team
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Other
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Governance
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The registration process

With clinical auditing Enabling comparison of ldentifying areas of best And that can .
you register your process and outcomes |lpractice or with room forfll advance the quality
patient between hospitals improvement of care!
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How do we register - Survey (MRDM)

Survey epsa-2022 All patients Patient the Netherlands/1354364745 Malformation Congenital Diaphragmatic Hernia (ORPHA:2140)/02-03-2022

£ Patient overview

Discharge
+ Patient Diaphragmatic Hernia 01-03-2022

Malformation Congenital Diaphragmatic Her... W ees Transfer from ECMO centre * No

® Yes

Type of malformation Unknown

Diagnosis

. ) Date of discharge * € 14-04 2022
Additional anomalies

Ventilation Discharge to Pediatric surgical center

ECMO Periferal hospital

Surgery ® Home

L Other
Complications

Discharge Weight at time of discharge (grams) * 2900

At time of discharge

Additional oxygen ® No Yes Unknown

Tube feeding No @ Yes Unknown

Antireflux medication Unknown
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What do we register: data points

Mumber of patients operated on, seperated per disorder Structural

Percentage of patients that receive surgical treatment for ancrectal malformation and is

screened for associated anomalies (ultrascnography of the kidneys, roentgenogram of Process

the lumbosacral vertebrae, chromosomal abnormalities (after birth) U d t k d : t : t t
Percentage of patients which surgical treatment for anoractal malformation with a Outcome n e r a e n | a g n O S | C e S S
postoperative wound infection [grade 3 or 4} or wound dehiscence

Percentage of patients with esophageal atresia (type C and 0} on whom ultrasonography Process AS S O C i ate d a n O m a | i e S

of the kidneys is performed

Percentage of patients with oescphageal atresia (type Cand O] with postoperative
lzakage of the anastomosis

Mumber of dilatations undar gensral anesthesia in patients with cesophageal atresia
(type C and [} with a suspicion of anastomotic stricture during the first vear of life

Percentage of patients with Hirschsprung disease in whom temporary colostomy is given Process D eta i |S Of p e rfo rm e d S U rge ry (e .g. | O Cati O n Of

priar to or during resecticn of the aganglicnotic segment

e it expratons s st et MM proces enterostomy, surgical approach or material useaq)

Madian duration of the period (in days) between the first operation and full 2nteral

fesdin Occurrence of complications (and specification

0. Percentage of patients with gastroschizis and postoperative central catheter septicasmia Outcome

Cwutcome

Date of surgery

Cwutcome

Percentage of patients with omphalocelz in whom consultation of clinical genstics is

- performed after birth Process q e re Of)

Percentage of patients with biliary atresia that undergoes Kasai procedure within &o days Process . , . , .
e et ooy st R Details of hospital admission and discharge
Percentage of patients with biliary atresia in whom serum Bilirubin has normalized Outcoms

{=zopumaol/L), & months after surgery

Percentage of patients with biliary atresia in whom a Kasai procedure is performed and
who died without liver transplantation in the first vear of life

Cwutcome




EPSA|ERNICA Registry

What do we measure - selecting quality indicators

Performing a Create alist of all Using a Delphi Patient involvement

ossible outcome,
prrc))cess and structure method to create through parallel
consensus Delphi

indicators

systematic literature
review
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What do we register: structure dataset

Datapoints for quality Scientific datapoints: explaining outcome
Elements measuring

. I

Adviso ry

Mandatory
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Who participate?

& ©SJD

S“KJIUKI*VEEEE Sant Joan de Déu
GENT Barcelona - Hospital
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PUrpose

With clinical auditing Enabling comparison of ldentifying areas of best And that can .
you register your process and outcomes practice or with room forfll advance the quality
patient between hospitals improvement of care!
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From burden to blessing: Codman Dashboard (DICA/MRDM

Codman EPSA > Indicators > Definitions 2022 () NLBenchmark (=) 2022

< Back Percentage of patients with Hirschsprung disease in whom...

Menu

ET Percentage of patients with Hirschsprung disease in whom temporary colostomy is given prior to or during resection of the aganglionotic segment Ask a question

Process indicators Internal 1-1-2020to 1-1-2023 DICA

Numerator Numerator Number of patients with Hirschsprung disease in whom temporary colostomy is given prior to or during resection of the aganglionotic segment
Denominator 12 Denominator Number of patients with Hirschsprung disease in whom resection is done of the aganglionotic segment
Percentage I 0.0 More details

Mational benchmark (NL) 409

Distribution per healthcare provider Chart

® Anonymous healthcare provider
@ Your healthcare provider
@ National benchmark (ML)

95% - confidence interval (NL)

The funnel plot shows the difference between individual healthcare facilities and the national benchmark. When a healthcare
facility is not within the confidence intervals, it means that itis 95% certain that the healthcare facility result is different from the
national benchmark. When only a few patients are considered, a reliable conclusion is not always possible.
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From burden to blessing: Codman Dashboard (DICA/MRDM)
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From burden to blessing: Annual Feedback Session

 Stimulating, supportive environment

e DISCUSS variation

e Learn from each other
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From burden to blessing: Research opportunities

 Improve knowledge of rare diseases

horough application procedure

» Recognition of contributing centers
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Questions?

Contact: n.teunissen@dica.nl



