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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

szeged, SZTE | sz. Belgyogyaszati Klinika

Szekesfehervar, Fejer Megyei Szent Gydrgy Korhaz

FPecs, PTE | sz. Belgyogyaszati Klinika

Budapest, Bajcsy-Zsilinszky Korhaz

Bekescsaba, Rethy Pal Korhaz-Rendelointézet

Szeged, SZTE ll-es Korhaz

szentes, Dr Bugyi Istvan Korhaz, Belgyogyaszat

Szeged, SZTE Il. sz. Belgyogyaszati Klinika

szeged, SZTE SBO

Gyula, Bekes Megyei Pandy Kalman Karhaza lll.sz. Bel/Gasztroenterologia
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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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FORM A Acute pancreatitis AP

Admission form

1. Patient personal details

Institute
Insurance Hu, Pécs, PTE |.sz.
number * Belgydgyaszati Klinika
Name * Orvos kéd

GS

Date of birth Year ¥ || -Month v || -Day ¥

Blood sample code

Gender * female male
Race - Please select - »

Date of blood sampling
Admission date | Year * || -Month * Day ¥ “Year v
’ Maonth v
Last day of Year ¥ ||-Month ¥ | |-Day v Day v
treatment
Date of interview 2016 v || Nov v |59 v

Hungarian Pancreatic Study Group — Eastern and Central European Pancreatic Study Groups



Acute Pancreatitis @%ﬁfﬂmmnn

_ _ _ _ MEDICINE
Biobank and Registry for Pancreatic Patients

UNIVERSITY OF PECS

BUDAPEST 2016

2. Details from the medical history

Alcohol Wyes Vno
consumption:

If yes: frequency: | - Please select - | amount (per occasion): | - Please select - ¥ |

for how many years: | - Please select - v |

Total alcohol consumption in the last two weeks?: | Please select - ¥ |

If not:

Did you drink alcohol yes no MA
earlier?

Ifyes:  frequency: |- Please select- 7 |

amount (g'occasion): | - Please select - v |

for how many years: | - Please select - ¥ |

How long ago did you stop drinking alcohol7:
|- Please select - ¥ |
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3. Etiology

The answer is “yes” if the etiological factor is proved, the answer is “no” if the etiological factor can be ruled out, the answer is “no
data” if the etiological factor was not examined. Please answer “yes” to 7 Idiopathic™ if etiological factor was not identified.

Biliary yes no '® N/A
Alcohol yes no ' N/A
Hypertrigliceridaemia yes no '® N/A
Post-ERCP yes no '® N/A
Virus infection yes no '® N/A
Trauma yes no ‘& N/A
Drug-induced yes no ' NA
Congenital anatomical yes no '® NA

malformation

Cystic fibrosis yes no ' NA
Gluten-sensitive yes no '® NA

enteropathy

Genetic yes no "* no tests were made
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4. Complains, symptoms

Abdominal pain: yes no

If yes: since when: |- Please select- v

type: |- Please select- ¥

intensity: |- Please select - v

Location: |- Please select - ¥

Specify location:

1 2 3
4 5 G
7 & 9
radiation:
Nausea: Ves no
Vomiting: yes no
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5. Admission details and state

Blood
pressure

Body
weight

Respiratory
rate

Oxygen
saturation

Abdominal
tenderness

yes

no

A

Hgmm

fmin

%o

Heart rate

Body
height

Body
temperature
(axiliar)

Body

temperature

(rectal)

Previous
02
therapy

Abdominal
guarding

yes

yes

/perc

cm

iC

"C

no fA

no A
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6. Laboratory parameters

Amylase increased more ' yes ‘" no O NA

than 3x

Lipase increased more yes 'Wno ONA

than 3x

Amylase | | L

Lipase | | i

WWhite blood cell (WBC) | | G/l

count

Red blood cell (RBC) | |TII

count

Hemaoglobin | | g/l Kenverzid: mmoll
Hematocrit | | %

Thrembocyte | | G/l

Glucose | | mmaol/l Kenverzia: ma/dL

Blood urea nitrogen | mmol/| Kenverzia: mg/dL

Creatinine | umol/l Konverzid: mgidL

|
|

C-reactive protein (mg/l) | |
|

Ui
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7. Imaging examinations yes O no

Does the patient have yes no A
pleural fluid
Does the patient have yEs no MIA

lung infiltrate

Does the patient have abnormal yes no MN/A
pancreatic structure:

If yes: type:
hy poechoic hyperechoic peripancreatic fluid
irreqular and blurred contours Wirsung dilatation (above 1Tmm) ascites
calcification cyst inhomogeneous structure fatty tissue infiltration

edematous pancreas enlarged pancreas

Abdominal ultrasonography: yes no
If yes: Description:
&
Abdominal X-ray: yEes no
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8. Interventions — firstday ©yes ©no

ERCP: yes no
If yes:
Successful bile duct yes no /A
cannulation:
If yes: description:
P
Precut: = no A
If yes: type: |- Please select- ¥
EST: yes no N/A
If yes: type: |- Please select- ¥
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9.a Intravenious fluid in the first 24 hours

Intravenious fluid in the | To be counted from the first moment until the end
first 24 hours of the first 24 hours of medical treatment
including AMNY KIMD of intravenous fluid {e.g. iv.
antikictics) given by the ambulance, emergency
unit and inpatient department.

ml

9.b Immediate therapy on the day of admission

The therapy questions refer to the day of admission from here.

Intravenous fluid: ) yes

) no
type of fluid amount
| . | i
| | | ml
| | | m
Parenteral feeding: yes “no
formula amount
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12. Complications

Flease register pancreatic complication of fluid collection/pseudocyst/necrosis only if you had imaging proof on the day of admission.

Pancreatic:

If yes:
Affecting other organs:

If yes:
Death:

If yes:

yes no MIA

type:
fluid collections pseudocyst necrosis diabetes other
yes no

argan:

lung heart kidney other

yes no

the exact time of death:
e.q. 10.25 or 22.45
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15. Severity of pancreatitis

Severity *
- Please select - r

Mild acute pancreatitis
-Mo ergan failure
-Mo local or systemic complications

Moderately severe acute pancreatitis
-Crgan failure that resolves within 48 h (transient crgan failure) and/or
-Local or systemic complications without persistent crgan failure

Severe acute pancreatitis
-Persistent crgan failure (=48 h)

-—3ingle crgan failure
-—Multiple organ failure

Banks P4, Bollen TL, Dervenis C, et al' Classification of acute pancreatitis-2012: revision of the Atlanta classification and definitions by international consensus.
Gut 2013; 82; 102-111. doi: 10.1136gutinl-2012-302773

! Consent form is filled *
| declare that the patient received the necessary information and signed the consent form.

MNotes
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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 Pl
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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!
@PLOS ‘ ONE

RESEARCH ARTICLE

Prospective, Multicentre, Nationwide Clinical
Data from 600 Cases of Acute Pancreatitis

Andrea Parniczky', Balazs Kui?, Andrea Szentesi>®, Anita Balazs?, Akos Sziics®,

Déra Mosztbacher®, Jozsef Czimmer®, Patricia Sarl6s®, Judit Bajor®, Szilard Godi®,
Aron Vincze®, Anita lllés®, Imre Szab6®, Gabriella Par®, Tamas Takacs?, Laszlé Czaké?,
Zoltan Szepes?, Zoltan Rakonczay?, Ferenc Izbéki’, Judit Gervain’, Adrienn Halédsz’,
Janos Novak®, Stefan Crai®, Istvan Hritz?, Csaba Gég'®, Janos Siimegi'’,

Petra Golovics'2, Marta Varga'?, Barnabas Bod'?, Jozsef Hamvas'®, Monika Varga-
Miiller’, Zsuzsanna Papp®, Miklos Sahin-T6th'®, Péter Hegyi>*'” *, on behalf of the
Hungarian Pancreatic Study Group"

1 Heim Pal Children’s Hospital, Budapest, Hungary, 2 First Department of Medicine, University of Szeged,
CrossMark Szeged, Hungary, 3 Institute for Translational Medicine, University of Pécs, Pécs, Hungary, 4 First
click far updates Department of Surgery, Semmelweis University, Budapest, Hungary, 5 Department of Pediatrics, Balassa
Janos Hospital of County Tolna, Szekszard, Hungary, 6 First Department of Medicine, University of Pécs,
Pécs, Hungary, 7 Szent Gyorgy University Teaching Hospital of County Fejér, Székesfehérvar, Hungary,
8 Pandy Kalman Hospital of County Békeés, Gyula, Hungary, 9 Bacs-Kiskun County University Teaching
Hospital, Kecskemét, Hungary, 10 Healthcare Center of County Csongrad, Maké, Hungary, 11 Borsod-
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If you are intrested please visit www.pancreas.hu
Or e-mail us: hspg.info@gmail.com
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Thank you for your attention!

The Hungarian Pancreatic Study Group is committed to improving
the lives of patients suffering from pancreatic diseases.

www.pancreas.hu

Sponsors of the Conference
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