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History of the registry

•The Registry for Pancreatic Patients was
established to collect data and biological
samples from patients with pancreatic diseases
for scientific purposes.
•Recieved the ethical and biobank permission in
2012 (TUKEB-22254-1/2012/EKU and IF 702-
19/2012).
•The enrollment of the patients started in 2012.
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Contributing centers

•Since the start 37 hungarian 23 foreign
institutios joined (from 17 countries).
•32 centers from Hungary and 5 centers from
abroad have already uploaded patient forms.
•Until 09/11/2016 1431 A forms (patients) were
uploaded.
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Top 10 Centers
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Enrolled patients

•Patients with acute pancreatitis can be enrolled
regardless to their age.
•Patients are allowed to be enrolled upon their
informed consent.
•Data can only be recorded from centers who
joined the Registry of Pancreatic Patients.
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Recorded data

•Patients are questioned about their medical
history, complains and symptoms.
•All these answers and data from their patient
files are uploaded.
•Details from their treatment is also recorded
(antibiotics, interventios, nutrition).
•Blood samples are collected (after informed
consent) for genetic examinatios.
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Recorded data

•All patients have an A form which contains their
medical history, complains and all data from the
day of the admission.
•The patients additional reports can also be 
uploaded on an A form.
•Data from the 2nd day are collected on B forms
each days.
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Data quality

•We use a four step approval method to maintain
good data quality:

•First step is the local administrator.
•Second step is the patients’ doctor
•Third step is the supervising administrator
•Fourth step is the registry PI
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Recorded forms

•1431 A forms were recorded.
•801 A (56 %) forms have all four approvals.
•80 A (5,5 %) forms were rejected.

•14240 B forms were recorded.
•8122 B (57%) forms have all four approvals.
•419 B (2,9 %) forms were rejected .
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Using this huge amount of data we are
able to:

•Obtain nearly nation wide information.
•Collect epidemiological data.
•Make groups of patinents using filters.
•Analyze the impact of certain treatments.
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Things to do:

•We have to speed up the approvals.
•Recruit new centers.
•Regulary update the registry making it easier to
use.
•Maintain high data quality with user guides, 
trainings and and continous feedback.
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Publication!
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If you are intrested please visit www.pancreas.hu
Or e-mail us: hspg.info@gmail.com

http://www.pancreas.hu/


www.pancreas.hu

Sponsors of the Conference

Thank you for your attention!
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The Hungarian Pancreatic Study Group is committed to improving
the lives of patients suffering from pancreatic diseases.
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