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board
Kick-off meeting 18th of June

--------------------------------Call for members of
disease-specific workgroups
Every disease included in the
EPSA|ERNICA Registry has an own
workgroup with experts in the
concerning field. They attribute to
content of the registry, research and
reviewing corresponding proposals,
as well as to consensus meetings and
other activities. Join us !
Interested? Or know someone who
would be perfect? Let us know!
E-mail: n.teunissen@dica.nl

What is EPSA?
With the improved survival of
newborns with rare inherited
diseases and congenital
anomalies, clinical outcome
has become increasingly
important. Therefore in 2020
ERNICA applied for and
succesfully obtained financial
support of the European
Union to develop a patient
registry. The ultimate goal
being to gather comparable,
comprehensive and complete
pre-, peri- and postnatal data
to improve the quality of care.
For example by giving health
care providers insight in their
results in internationally
selected quality indicators,
thereby enabling them to
take action if necessary.
Additionally, the cumulative
data in the EPSA can be used
to conduct scientific research
to expand our knowledge of
these rare diseases, for
instance by identifying risk

factors of (different types of)
surgery.
The registry measures
structural, process and outcome
indicators on six diseases:
Hirschsprungs’ disease
Anorectal Malformation
Esophageal Atresia
Congenital Diaphragmatic
Hernia
Omphalocele
Gastroschisis
Currently efforts are made to
include other diseases,
ultimately creating a complete
registry. The data is entered
anonymously and is processed
completely adhering to the
GDPR.

Are you interested..
... in connecting your pediatric
surgical centre to our registry?
Go to:
https://ern-ernica.eu/registry/

The Kick Off!
On the 18th of June the
first official meeting
concerning the EPSA took
place! In attendance were the
clinical audit board, the
developers of MRDM and
project managers of ERNICA
and DICA. Among other things
patient involvement, the
process of choosing the (right)
quality indicators and a
timeline for the project were
discussed, resulting in useful
dialogues. All in
all it was a big success, which
generates confidence in our
future endeavours!
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