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L 8 Spain 217
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Szentesi A et al. Analysis of research activity in gastro-
enterology: Pancreatitis is in real danger. PLOS One 2016
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No Countries

1 USA

2 Germany

3 Japan

4 Italy
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6 |The Netherlands 32

7 France 29

8 Canada 18
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R Belgium 15

Szentesi A et al. Analysis of research activity in gastro-
enterology: Pancreatitis is in real danger. PLOS One 2016
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142 000 items

4 months

PubMed
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Specific question

Comprehensive search and
selection

3. Statistical summary of evidence
4. Answer to the question (if there

IS any)

$

Quantitative synthesis
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‘ HISTORICAL OVERVIEW \ Published articles only

1967 Feinstein — problems with local, induvidual decision makings

1972 Cochran —randomized clinical trials

Crucially important
A EBM 104 294 y P
100.000 ==

Teaching purposes
()]
Ll
020 £0.000 L Decision makings
-
(a

Improving financial

0 — issues
>

1995 2000 2005 2010 2015

Year
Hungarian Pancreatic Study Group — Magyar Hasnyalmirigy Munkacsoport
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09.2012 -04.2014

‘ MIRROR - EBM \ Acut pancreatitis: 600 patients

Fluid resuscitation EBM OTHER
Mortality: 1.5% 3.8%
Severe pancreatitis: 11.5% 18.4%
Enteral feeding
' Mortality: 21.799, 47.06%

EBM GUIDELINES ARE ESSENTIAL TO MAKE

THE RIGHT DECISION!
Hungarian Panereatic,Study Group —Magyar-Hasnyalmirigy Munkacsoport A
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‘GRADE OF EVIDENCES \

The classification of the evidence was based on the GRADE Working Group
internationally accepted system, which was established in 2011
(www.gradeworkinggroup.org), and it was applied according to the UpToDate®
systems guideline (http://www.uptodate. com/home/grading-tutorial#).

Strenght of recommendation Evidence level
GRADE L strong A High
B Moderate
2 Weak
C Low
100%
' Full agreement i YES
Strong agreement 70%
CONSENSUS Weak agreement 50%
Weak disagreement 70%

Strong disagreement 100%
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‘GRADE OF EVIDENCES \

The classification of the evidence was based on the GRADE Working
Group internationally accepted system, which was established in 2011

(www.gradeworkinggroup.org), and it was applied according to the
UpToDate® systems guideline (http://www.uptodate. com/home/grading-

tutorial#)
Strenght of recommendathl)n Evidence level
GRADE 1 Strong A High
B Moderate
2 Weak

C Low

100%
' Full agreement i YES

Strong agreement 70%
CONSENSUS Weak agreement 50%
Weak disagreement 70%

Strong disagreement 100%
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AVAILABLE EBM GUIDE
SLIDES ARTICLES

(EBM) - Konszenzus Talalkoz, 2014, szeptember 12.

\"Mlmlnscpch EBM kezslési irdnyelvei 2014 OSSZEFOGLALO KOZLEMENY NIALVIKIG Y

Bizonyitkon Alapuls Ory

A Magyar Hasnya

e ACUT PANCREATITIS (AP)
Al _—
Blzonyitkon Alapul Orvosss (E8M) - Konscenzus Tallkozd, 2014, suepiember 12 S ETEROCEALC KO ehetT
A Misgyar Hasnyaimiriey Munkacsoport EBM kezelel Irsnyeivel 2014
HI’SaUl\ Krénikus pankreatitisz (KP)
Bizonyitskon Alpul Oruosiss (EBM) — Kor islors, 2010 sceptember 12 AVGTRIALG ROTLERERY
A Magyar Hasnyslmiiy Munkacsoport EBM kezelsi irayetvei 2014
b AUTOIMMUN PANCREATITIS (AIP)
-] Bizonyitékon Alapuld Orvosids (EBM) - Konszenzus Taldlkozé, 2014. szeptember 12.

(Lo A gy sy bunkacopor EEA ezl rnyete 2014

HPSG2014 PANCREAS RAK (PR)

— n /y
Bizonyitskon Alapulo Orvols (EBM) - Konsgenzus Tllkozd, 2014, sreptember 12
. TP b ey Mikacsopon (O i ko 2014 O ERIEF AL O BN ERENT
HpSG2014 GYERMEKKORI PANCREATITIS (GYP) — S
o |GYERMEKKORI PANCREATITIS GyenbEkkor fenceaiits
A Magyar Hasnyalmirigy Munkacsoport bizonyitékon alapulo
eléadé: kezelési ivanyelvei — 2014
— Parniczky Andrea Pirniczky Andrea dr.! » Czaké Ldszl6 dr.* » Dubravesik Zsolt dr.®
F elékészitd Farkas Gyula dr.* » Hegyi Péter dr.* » Hritz Istvin dr.:
Parniczky Andrea &s Lisztity Natali = Kelemen Dezsé dr.” = Morvay Zita dr.' » Oldh Attila dr.* = Pap Akos dr.”
arniczky Andrea és Lasztity Natalia Sahin Toth Miklés dr.” » Szabé Flora drt' = Szentkeresati Zsolt dr.'?
Konzulensekés birsldk: Szmola Richdrd dr.™* » Takdcs Tamds dr.? = Tiszlavicz Liszlé dr.’
Farkas Gyula, Hegyl Pé Istvdn, Kelemen Dezsd, Morvay Zita, Oldh Attila, Pap Veres Gibor dr.* » Sziics Akos dr.’® = Lasztity Natilia dr.',
Akas, Pamiczky Andrez, Sahin-Toth Mikids, Szabi Fléra, SzentheresztiZsolt, szmala

Richrd, Takaes Tamds, Tiszlavicz Liszl6

Hungarien Paneresticsesy Sroup - Magyar HesapbimiigyMunkacsopert

WWWw.pancreas.hu

Hungarian Pancreatic Study Group — Magyar Hasnyalmirigy Munkacsoport
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BROAD RANGE OF SCIENTIFIC ACTIVITY

| INSTITUTE FOR TRANSLATIONAL MEDICINE I

= &, o p— www.tm-centre.org
(%] P T U S Vo QU
c e o n=4:7:7/15:40:56
L = e e R HM First/Last
O (ﬁ (2] (@ ST 30 ez TOTAL &m / &m
/7] & oy ) O e = 300 T e 130 T [
= | = 5 K 2 250 + 110 ¢
e B = . - .
% - \ c o .. " él ’ a 20 Sa00 4 5 9 T
m e ‘P (D - [«}] % aiEls yations < 2 ® E 70 +
A ﬂ} & T = R e e T g 15 £150 + b
o~ 5L 0 \ e = 10 5 § sot
E--g | = 0= E E100-- g 0l
h ~orl 8 5 1 J 50 + 10 + U
x'” |: 4 0 Blalls mlailla o .-\‘--...--'--.— 10
\:‘ 2011 2012 2013 2014 2015 2016 2017 2018 2011 2012 2013 2014 2015 2016 2017 2018 T 72011 2012 2013 2014 2015 2016 2017 2018
HM : mD1l mQl Q2 »Q3 =Q4 mOther —a—|F —a—IF

2011 | 2012 | 2013 | 2014 | 2015 | 2016 | 2017 | 2018
FirstLast/Total 68% 16% 66% 32% 29% 70% 65,3% | 55,5%

4 BASIC SCIENCE

01.01.2016 - 30.06.2019

i META-ANALYSIS

s CLINICAL TRIALS EXCELLENCE
:RETROSPECTIVE DA 150 10 art?CIeS (above IF: 100) IS A MUST
WNARRATIV REVIEWS articles 21 articles (above IF: 5.0)
5 PROSPECTIVE DA Average: 4.188

W TRIAL PROTOCOLS

m OTHERS

28%
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NECESSITY AND USAGE OF ANTIBIOTICS MORTLITY DECREASED IN ACUTE PANCREATITIS
DECREASED WITH 50%
- 23 countries 28.3% —
%ﬁ 62 Centl‘eS 30% Mortality * 30% 1800kca|/day lge'ﬁ*
9728 patients 25% 25%
e EEEETEE ) 20% 20% 10.0%
B e %1 2.8% 0.3% %% | 1.0% I
lm | - 0% o
4 db ‘ ,’ TOTAL  Mild ie;’ ToTAL  Mild Sev
~ 98 e AP AP AP
' ’ - 9 TRIALS ARE RUNNING
Values in & AB + AB - HEALTHCARE COSTS
&%MEASY Srmyresen & MEVLY_ rmpieiprs
SEVERE 151 142 R sty ot
25% é“'!%%é}ﬁ ﬁ"’!ﬁl@ﬁﬁé? & MELEFANT é“’!éﬁptﬁw & MANTILOPE

u@ 964 = 1285
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Ole H Petersen Cited by VIEW ALL

Professor, Cardiff University All Since 2014

\/arifiad amail at ~rardiff ar nilke —~— e P PR

Dennis Brown FOLLOW Cited by VIEW ALL
Professor of Medicine, Massachusetts General Hospital All Since 2014
TITLE _
John Neoptolemos Cited by VIEW ALL
Calcium-
OH Peterse .
Nature 307 Stephen Holgate Cited by VIEW ALL
Synergis  TITLE University of Southampton, Faculty of Medicine Al Since 2014
Efﬁz;gg Verified email at soton.ac.uk - Homepage Citations 111319 25151
Nature 330 TRPCB is Immunopharmacology allergy asthma pollution h-index 163 79
normalret  TITLE i10-index 939 379
J Reiser, KR
Nature gene
Postope 6000
Localizatic  definitic ~ TITLE CITEDBY  YEAR
clusterinir ~ CBassi,| 4500
ti , surgery 1 - .
genetic re: Air pollution and health 3372 2002
Postope B Brunekreef, ST Holgate 3000
definitic The lancet 360 (9341), 1233-1242
©Bassl’ Community study of role of viral infections in exacerbations of asthma 1995 1995 1900
in 9-11 year old children ]
SL Johnston, PK Pattemore, G Sanderson, S Smith, F Lampe, L Josephs, ... 2012 2013 2014 2015 2016 2017 2018 2019 0

Bmj 310 (6989), 1225-1229
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Péter Hegyi Andrea Szentesi
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PHD AND PROF. METAANALYS!S [l PATIENT REGISTRY
| MEDICAL GROUP | l TRAINING ] l COORDINATION | l COORDINATION L CLINICAL

Balint Erdss Zsolt Szakacs Szabolcs Kiss Vivien Vass Judit Antal Katalin Marta Noémi Zadori

Qa P R 2

| \ )
BIOSTATISTICS INFORMATICS DATA & PATIENT COMMUNICATION | HR & FINANCIAL HEALTH ECONOMICS
GROUP . GROUP COORD. GROUP GROUP } GROUP _ GROUP

5

TRIAL COORDINATION

Nelli Farkas Richard Farkas Emadke Miklos Dalma Dobszai Margit Solymar Antal Zemplényi
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INTERDISCIPLINARY
Main tasks

Translational Medicine program

Center development

Organization of translational patient care
Research support (clinical research)
 Meta-analyses

« Patient registries

e Clinical trials

Course and textbook development

Communication l
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Strategic consultation ‘Kﬁwﬂﬂt
 What is the I
appropriate method Strategic consultation

' for that specific

guestion?
Meta-analysis Patient registry
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UNIT

Schedule for today

Future perspectives

Courses 'ﬂ@ eing— [T V4
* methods ‘f |2 Meeting _| 19th March [T
. _ ' Y L R hangarian e |
Meta-analysis course y e )
° Reg|Stry course T Bring your own PICO!
 Clinical trial course h 4
6-month .
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Meta-Analysis

Profocol of meta-analysis

Illuilﬂﬂlll
Vi
Content "
I n¥eduction
Il Personnalinvalved Establishing regisiries
Il Technical support areg
IV, Schadule of meta-analye:
V. Authors’ sbligafions Content
Publizafian re: . Gerarglinfroduction
Calaction of usetul inks I ertore, descripfion, explanafion, conbact detals Kiinlkal vissgilat inditds fetyamata
2. Tasks of regity Soardmatar
| Schedule for new regisines

or better healthcare

=

L Intieduetion ’
The Univarsity of Pécs Canire for Trarzafional Medicine (UP CTM) wishes to 5. Coliecfing data ——
provide ol # pariners, cinicians and bosic reseancher, the oppertunity to 4. Publicafion rules L anciomeg s .
irifiate meto-cnalyzes. Werkflow s supparted by mentors and siafisficians. 7. Pincipal invesfigater abligafions . Albalanos bevezeies
Suppart caver: the whele work of meta-analysis produchion including 1. REvidith sek, ipek izmartatise, 3 Gas
+ an education course on how fo do a metfa-onalysis (every eptember) 1. Generdl Infroduchion Il Kiniksi vimgdlat koordindter felodatai
+ adapiafion of clinizal quesfion: bo the genre of meta-analysis . P, AT .
 seup of o mata-andiyes protacal | Tre Uriversty of Béc: Centre for Trarslofional Madicine [UP CTM) wishes V. Menahend Semzediftdza djonnan indulé vizzghiaiok zetén
+ staps search, selaction, dafa colection, and ritk of bics asessment to provide all it parines, clinicians and basic ressarchers, the V. Adatok gyUjtése
+ stafishcal analyss oppartunity to eshbiish regiziies. Az @ part of cur sarvice, we help and VL. Publikéciss zabalyck
+ technical and language prosfreading of the manuscript support to siart new registries. This includes: WL A vizmpdlotvezetd kutats kitelezetivdgei
« siafisfical background
] ] + Mdevelopment
m:m"“:x"’“"” ’f"‘:;" Md:m:::: + data management and data mantoring
r ] r ] anfee methadalagy. high quality 3  estoblithing pafient clubs
O O r I a I O soneparant co-cuhambipe. + obtaining ibieal hearras in Hungary I Altalénos bevezetés
Fease, consull ewr mela-analysis coordinater before starling a new mela- * assifing infernafional distibution L . N . e L
anvlysls via meto@tm-cente o + data procesing A PTE Trarzléciés Medicina Kizpont (TMK) egyk 15 célkitizéce, hogy segitéget
+ research and publcafion axistance rylitsan Kinkusoknak £2/vegy clap Iinikai vizmgdictok inditasd APE
. o and data p . i ined in the TMIE segitsdge @ fefjes folyamaing kiterjed beledrive

ethics license

L]
P confidenfiality + a shafishika hatiersd,
 only the data uploaders and approver from the given insfitufion « informatkai fejlesziést
can acces the data, this other researchers cannot see. "
. et 4 adat
i

w

the data uploaders and the approvers can see anly their own
data, although everyone can see the fotal number of pafients in . LS g
the regizhy nemzsfis terestad,

If somecne has a research idea, shefhe ha: to hard ina adaticldalgonist £ analfst,

-
research plan fo a relevant shudy group in the TV, The: canters S
con decide i thay would lice o ottend fhe rssanch. lutatdsi & publicacids segidget, o 3
+ gz efkai engeddiyben fogialt . geaabiyol

TS Vihen ishing registries and ing trials, itis s that gerantdlasat,
everyane should follow the chronclegicd, ethical and meritoring sheps » a fikomdg garantalasat:
that 2nsure proper spartion ond full compiance with both ¥ Az odathor oz adot intézménybdl FeHahak, jbvahagysk Frhetnek homs,

confidenfiaity and copyright rules. rt s ookt e Wathatidk.
[ ] ¢ A felfBliSk &5 intézményi [évahagysk s caok wojét adataikat IGhafik.
y Azonben art minderki Iathafia, hogy Suzesen hany bateg adata van a
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Statistics
« sample size calculation
« statistical analysis

Data & patient coordination * Statistical methods
(publications)

- a ° Informed consent
e patient questionnaires
< J biological samples Communnication

- data collection, upload, communication (including

CENTRAL

INTERDISCIPLINARY

UNIT

IT development contre! patient clubs) |
eCRF mformatlon_al materlals
data bases HR fi . * even _organlzanon

financial . website
access levels . organization
networks .

grants

e events .
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Meta-analyses

TRAN!
Meta-Analysis

| STRATEGY |

Péter Hegyi

vl META-ANALYSIS
» = PROTOCOL |
' = Clinical question PICO !
w| Pre-search

:=] PROSPERO registration
-4 Search

wf Filtering publications
== Data collection

Bias evaluation
Statistical analysis

Interpretation | miostanistics COMMUNICATION
_ GROUP GROUP |
! Manuscript | , |

Publication Nelli Farkas

Szabolcs Kiss

ﬁ 'i
HR & FINANCIAL HEALTH ECONOMICS
GROUP

GROUP
Dalma Dobszai Margit Solymar Antal Zemplényi
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Patient Registries

_ srareey | operation |

Péter Hegyi Andrea Szentesi

| REGISTRY

:=1 PROTOCOL |

> oo ’

7. Pincip @ Short Summary

"7+ Feasibility

=+ International [ wenicat Grour |

! e registries

2%« Discussion Balint Erdss Vivien Vass
== «  Documentation

== o  Ethical permission
-.» IT development >
-1« Patient enrollment

wl * Analysis

";%, ¢ Publication BIOSTATISTICS INFORMATICS DATA & PATIENT COMMUNICATION HR & FINANCIAL HEALTH ECONOMICS
GROUP ‘ GROUP COORD. GROUP GROUP GROUP _ GROUP ‘

Nelli Farkas Richard Farkas Emoke Miklos Dalma Dobszai Margit Solymar Antal Zemplényi




TRANSLATIONAL MEDICINE

TM

lfdz//y 6{/:?000'6/‘/'6&' fd/" /ﬂd b‘/é/{f@ j@/(@f/'b‘&’ TRANSLATIONAL

Chinical Trials

| STRATEGY | B OPERATION |

meion Péter Hegyi Andrea Szentesi
L4,

CLINICAL TRIAL
= PROTOCOL !
f..f «  Short summary ‘ | |
|- ermationa [hevcr orow ] B chvicn o coouomunon

L registries Balint Erss Judit Antal  Katalin Mérta \Noémi Zdori

« Sample size
£ 2

. calculation
o -1+ Discussion
N -4+ Documentation
) . o
‘v * Ethical permission A

* Registration | BIOSTATISTICS INFORMATIC S DATA & PATIENT COMMUNICATION HR & FINANCIAL HEALTH ECONOMICS
* IT development GROUP | GROUP COORD. GROUP GROUP J GROUP GROUP
.« Analysis Nelli Farkas Richard Farkas Emoke Miklos Dalma Dobszai Margit Solymar Antal Zemplényi

 Patient enrollment
® PUincation _
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. Balint Erdss Zsolt Szakacs Szabolcs Ki Vivien Vass Judit Antal Katalin Marta Noémi Zadori
 |IT, Data&Patient coord. i —— u | v

and trainings @ ﬂ Registry CRA

Pata upload controksystem el B course Training

local administrator check (1.)
local investigator check (2.)

In-house monitoring

central administrator (3.)
antral investigator (4

. On site monitoring

Richard Farkas Emdke Miklos DATA EXTRACTION - EXAMPLE

"A" form

Inpatient day Form id State Approval state Physician Form date Recording date Bio samples Actions

1 APAAS/AT9061205 await inspection QOO0 Dr. Bajor Judit B/12/2015 750 AM /1920712 10:11 AM ® L G4
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Support is free for researchers

« University of Pécs

 GINOP, EFOP grants

« NKFI, UNKP

« University grants to cover data administration (University of Pécs)

Responsibilities of the principal investigator

« Continuous professional control
* Follow-up of the projects
« Supervising and controlling inclusions (electronic database)
' « Analysis and publication
* Principal investigator can be dismissed if tasks are not fulfilled (for the

Interest of the other participants of the projects)
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‘ Clinical Trials 16 (9)
<E iMEIEJN:TRERDISClPUNARY Patient Registries 34 (20)

for better healthcare

Meta-analyses 101 (41)

) N




TRANSLATIONAL MEDICINE

™

b‘dg//y 6//:{"00()‘6/‘/'6«? fﬂ/" /ﬁd lf/@/( s /Wféf/ 144 ' TRANSLATIONAL

| MEDICINE

@

1) The interdisciplinary unit supports the planning, development
and running of research projects (meta-analyses, patient
registries and clinical trials).

2) Main areas: strategic consultation, professional
coordination, biostatistics, informatics, data management,
health economics.

3) Professional control from the principal investigator is crucial

4) We are happy to support your research projects!
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Thank you for your attention!

Registry coordinator
Vass Vivien
e-mail: reqistries@tm-centre.org M
phone:

+36 30 571 8188
' +36 72 536 000 / 31885

www.tm-centre.org A
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The decision about the registry,
aims and international research

Andrea Parniczky
' Pécs, Hungary
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Definition

A patient registry Is an organized system that uses
observational study methods to collect uniform data (clinical
and other) to evaluate specified outcomes for a population
defined by a particular disease, condition, or exposure, and that
serves a predetermined scientific, clinical, or policy

' purpose(s).

Gliklich RE, Dreyer NA: Registries for Evaluating Patient Registries: A User’s Guide: AH blication No. 07-
EHCO01. Rockville, MD. April 2007
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A patient registry can be a powerful tool

-to observe the course of disease,

-to understand variations in treatment and outcomes;

-to examine factors that influence prognosis and quality of life;
-to describe care patterns, including appropriateness of care and
disparities in the delivery of care;

' -to assess effectiveness;

-to monitor safety and harm;
-to measure quality of care;
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Advantages

observe every-day clinical practice
collect all of the information needed to assess patient outcomes in
a generalizable way
outcomes reported are more representative (,real-world practice”)
- evaluate patient outcomes when clinical trials
- are not practical (e.qg., very rare diseases)
' - are not ethically acceptable
-difficult to conduct (surgery, very long-term outcomes)
- data can be used for sample size calculation or optimizing

protocol for further clinical trial A
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BUT:

- Interpreting this information correctly requires analytic
methodology geared to address the potential sources of bias

- requires checks of internal validity

- external data sources to validate key assumptions

- design is not suitable to test hypothesis

' - ,,Association,, can be drawn
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How can we start?

- What is/are your/our aim(s)?

Is registry the best way to acheive it/them?
International registry? Other national registry?
EBM qguidelines, position papers

Cohort analysis

Acute/chronic registry
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Management of Familial Adenomatous Polyposis Management of Juvenile Polyposis Syndrome in Children

in Children and Adolescents: Position Paper From and Adolescents: A Position Paper From the ESPGHAN
the ESPGHAN Polyposis Working Group Polyposis Working Group

*Warren Hyer, 'Shlomi Cohen, *Thomas Attard, SVictor Vila-Miravet, 'Corina Pienar, . ) . " I .
"Marcus Auth, "Seth Septer, *Jackie Hawkins, **Carol Durno, and “Andrew Latchford Shlomi Cohen, 'Warren Hyer, ** Emmanuel Mas, "Marcus Auth, 'Thomas M. Attard,

* Johannes Spalinger, "Andrew Latchford, and **Carol Durno

Should children and families with familial TABLE 7. Areas requiring research in the field of juvenile polyposis
adenomatous polyposis be managed within a
polyposis registry? Does a specific paediatric colonic juvenile polyposis phenotype predict

colorectal cancer risk in adulthood?
Are children and adolescents with 4 or 5 metachronous juvenile polyps and

Recommendation 9:

Where feasible, children and adolescents should be no identifiable mutation at risk of gastrointestinal malignancies
enrolled into their regional or national polyposis registry adulthood?
(depending on local and national provision) to coordi- Chemoprevention in juvenile polyposis including collaboration with basic

nate their care. Polyposis registries improve outcome for
FAP patients by improving the rate of diagnosis of FAP
and reduce the incidence of CRC. S ) ) ) .
(weak recommendation, moderate-quality evidence, members and no identifiable mutation require genomic evaluation in order

consensus agreement 100%) to identify additional genes involved in juvenile polyposis phenotypes.

scientists to better understand underlying mechanisms.
Well characterized juvenile polyposis kindreds with multiple affected
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How can we start?

What is/are your/our aim(s)?

Is registry the best way to acheive it/them?
International registry? Other national registry?
EBM guidelines, position papers

Cohort analysis

Acute/chronic registry
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ACUTEPANCREATITIS FORMB

Further days

Patient Questionnaire

1. Patient pe
Insurance number:
Date of Birth:.
Gender:

Name:

Race:

Childhood pancres|
Admission date: _|
Last day of treatmg
Date of interview:

2. Details fro

The clinical final r
and the questionn|

TRANSLATIONAL MEDICINE

PANCREATIC
STUDY GROUP
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PANCREATIC
STUDY GROUP

1. Patient personal details

RegisterAP No
Name: Doctor code:
Pediatric pancreatitis: yes /no /no data
dmission date:
Last day of treatment:
2, Status

Heart rate (/minute): ...
Body height {em):..........
Body temperature (axillary, _—
Previous 02 therapy: vyes/no/nodata
Abdominal guarding: yes / no / no data

Blood pressure (Hgmm)i.oooooooeecen
Body weight (kg):... S

. y rate (/
Oxygen saturation (%):
Abdominal tenderness: yes / no / no data
Jaundice: yes / no / no data

3. Lab results (if any)
Amylase increased more than 3x yes /[ no [ no data

Lipase increased more that 3x vyes [/ no [ no data

Alcohol consumptif Amylase (U/])
ifyes: fre Lipase (U/1)
am white blood cell {(WaC) count (G/1)
For Red blood cell (RBC) count (1/1)
Total alcoh Hemaoglobin (g/1) Conversion: mmal/1
B - Hematocrit (%)
.:;:::;—M Thrombocyte (G/1)
Glucose {mmol/l) Conversion: mg/dL
Bloed urea nitrogen (mmol/l) Conversion: mg/dL
Creatinine (umol/l) Conversion: mg/dL
eGFR
Guide for es Cereactive protein (mg/l}
1 di beer (4 ASAT/GOT (U/T)
2 di wine (12 Lactate dehydrogenase LDH (U1}
2 df hard dri Calcium {mmol/1)
M“;‘YES: am Only arterial blood gas parameters should be registered. Please indicate the measuring condition of blood
Ho gas porameters
Pad Measuring conditional of blood gas parameters: NfA / room air / 1009 Oz

Previous O2 therapy: ves/no /no data

| Sodium (mmol/l) | ‘
| Potassium (mmal/l) | |

HUNGARIAN PANCREATIC STUDY GROUP
HPSG Chair: Péter Hegyi Tel +36 70 375 1031 e-mail:

mail.com

director: Andrea Szentesi Tel: +36 70 293 7537 e-mail: s
Address: Hungary

Koranyi fazor 8-10., 6720
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FORMP
FORMA FORMB FORMC
FORM E Pregnancy form .
Admission form Follow-up Complication form BD
Endoscopicform M -
REGISTRY
| CROHN'S AND COLITIS
CROHN'SDISEASE CROHN'SDISEASE  CROHN'SDISEASE (oo e picrac AROHNS N JEAE STURY SRouP
1 Padient] Patient personal details
I v
nsurance i :
X L. Patient Patient pe Parien| Insurance number: City:
Name:. ...
X Ni .. ital:
Date of bil Insurance Tnsurance Insura e Hospital
Name:. . Date of birth:. Doctor:
Contact o Name:.... Name:
Gender: Date of bir Date of bil Date o Contact number:.
Ethnicity/] Contact ny Contact m Conia Pregnancy
Blood typ Gender: Was the pat{ent pregnant before? yes/ no
Allergie: If yes, the number of conceivings:.
) Time of qu A Tleo-co the number of live births:..
Time of qu if yes: recur If yes . .
w t Way of ady carcinoma The da _P' egnancy: yes/no
s Writiey Patient wa Localisation The na ifyes. the date of pregnancy”....._______...___(year. month)
},‘m ﬂtfild The da the way of gefting pregnant: spontaneous / assisted reproduction
atient wa .
i Was anv e . number of pregnancy weeks:.. ... (weeks)
If the pati s Indica
Da e de[: ! Disease activity:
23 n Devicel At conception: active/ in remission
&1 date First trimester: active/ in remission
. des Pr Second trimester: active/ in remission
2. Derails | rep Third trimester active/ in remission
o Did the pa 3. Infe
Smoking I Ifyes: 180-2 Live birth: yes/ no
% W if yes, name Premature birth: ves/ no
ifal & Caesarean operation” ves/ no
Did If yi The weight of the newborn baby:........................
if 1 APGAR of the newbom baby (0. minute): .......... /10
“f‘ | Hae Premef APGAR of the newbom baby (10. minute): __..._/10
tFyes: 180-2 Congenital Developmental Disorder: yes/ no
2.1. Curr i#yes, name Vital p) If yes, type of the Congenital Developmental Disorder:. ...
Alcohol co Localisation Abortion” ves/
if i I w Date:......... on: yes/ 1o e -
spbsmce . Therapy-... If yes: artificial/ spontaneous
times per d: Insuffl]
mc / supposito 5. Soli . Ectopic pregnancy: yves/ no
g{g Other com if yes, the h mage
. If yes: 1BD-2
ify| Ir w Localisation Boston
stibstance:. TNM stage:
fimes W & Date:.
{ suppositor Therapy:....
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Shared data structure e ey oot

amount (g/occassion):.....

For how many years? ...
Total alcohol consumption in thE Iast 2 weeks

if not: Did the patient drink alcohol earlier? yes/no/ no data
if yes: frequency: uccaaiunallw’ monthly/weekly/daily
amount (g/occasion)......
For how many years?....
How long ago did the patlent stnp dnnklng alcnhnl ...........................

Guide for estimation of the amount:

1 dl beer (4.5 vol. %) = ~3.5 g alcohol

1 dl wine (12.5 vol. %) = ~10 g alcohol

1 dl hard drink (50 vol. %) = ~40 g alcohol

Smoking: yes / no/ no data
if yes: amount (cigarettes/day):........cccouere.
How many years ago have you started? ......cccccvevcccmcnane,
Pack year (automatically calculated) ...

if not: Did the patient smoke earlier? yes/no/ no data
if yes: amount (cigarettes/day)....
For how many years?....
Pack year: I:autnmatlcall-,r calculated}
How long ago did the patient stop smnkmg?
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Am J Gastroentercl. 2017 Dec;112(12):1896-1894. doi; 10.10328/ajg.2017.393.

the Trypsinogen Activation Peptide in Chronic Pancreatitis.
Németh BC'-2, Sziics A%, Hegyi P*7, Sahin-Tath M.
E' -,EH.
pege: www.alseviar.com/locate/pan |_&

B . b k Novel PRSS1 Mutation p.P17T Validates Pathogenic Relevance of CTRC-Mediated Processing of

Pancreas. 2019 Feb43(2)e12-e14. doi: 10.1097MPAO000000Q00001214.

Evaluation of the Pathogenic Significance of the Novel p.T58M Chymotrypsin C Variant in . , . £
Recurrent Acute Pancreatitis. e Secreting anion O S

Németh BC', Hegyi P, Takacs T. egyi ~°, Istvan Hritz %, Liszl6 Czaké 2,

e ey et eope . _3aba Németh 9, Judit Gervain ®, Ferenc Izbéki ®,

. - e " r - - ; - - h - h
Eszter Hegyi, MD,*+ Andrea Geisz, PhD,*} Miklés Sahin-Téth, MD, PhD,# Monique H. M. Deril, MD,} Adtient Halsz ', Dezs Kelemen  Richanl ffa“}f;'r"ga anos NV Oﬁt‘ér;&fﬁ;m:ﬁ o
Balazs Csaba Németh, MD, PhD,} Anita Balazs, MD,* Istvan Hritz, MD, PhD,* Ferenc Izbéki, MD, PhD.§ . ) ' . ' e

anos Stimegi ", Attila Szepes °, Zsolt Dubravcsik °, Matalia Laszdry P, Andrea Parniczky P
Adrienn Haldsz MD.§ Andrea Pdrniczkv. M.l Tamds Takdes. MD. PhD. DSe.* '!,—,,,r . .,,E, 0 s a ,E,J,', T zrsoll: Szenﬂ(ere:grtyrs, ky %,

PLoS One. 2018 Mov 813(11):20206869. deic 10.137 1jjournal pone. 0206569, eCollection 2015, s Sahin-Toth **, Jonas Rosendahl ™',
in Pancreatic Study Group

The common truncation variant in pancreatic lipase related protein 2 (PNLIPRP2) is expressed

poorly and does not alter risk for chronic pancreatitis.

Németh BC'-?, Pesei ZG'2, Hegyi E'-®, Sziics A*, Szentesi A*2, Hegyi P*°, Lowe ME®, Sahin-Tath M'.

Article

Genetic Analysis of Human Chymotrypsin-Like
Elastases 3A and 3B (CELA3A and CELA3B) to Assess
Anita Balazs, MD, the Role of Complex Formation between Proelastases
First Department of Medicine, University of Szeged, Szeged, Hungary and Procarboxypeptidases in Chronic Pancreatitis

- o - ' - an A e o

A Common CCK-B Receptor Intronic Variant in Pancreatic
Adenocarcinoma in a Hungarian Cohort

Andrea Parniczky 1t, Eszter Hegyi 1'¥, Anna Zs6fia T6th 1, Akos Sziics 2, Andrea Szentesi %4,
Aron Vincze 5, Ferenc Izbéki ®, Balazs Csaba Németh ?, Péter Hegyi ** and Miklés Sahin-Téth 1+
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. Be sure that establishing a registry is the best way to answer
your guestions and reach your scientific aims

2. Incorporate the knowledge and experience of international

registries
' 3. Use the shared data structure to elevate the impack of your
work
4. Collect biomedical sample to build up a disease specific
biobank




Thank you for your attention!
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PRACTICE:

Registry Article Overview

Zsolt Szakacs
Pécs, Hungary
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6 Question

6 Answers

' Each group presents 1 Answer
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1. What is the objective/nypothesis of the study?
2. Why is the question raised important (so what???)?

3. What are the major data sources? Can you judge how reliable they are?

4. What are the eligibility criteria? Would you add extra criteria or subtract any of
them?
' 5. Why did use standardized incidence instead of raw incidence?

6. How long is the observation period? Does it impose any form of bias?
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Thank you for your participation!
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