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The PancreOS project

A network of registries on Pancreatic Cancer
Objectives

v' To implement a European network of pancreatic cancer registries to provide a comprehensive view of pancreatic
cancer patient management in Europe

To foster the accuracy of pancreatic cancer data gathering and reporting
To stimulate and support the cooperation among registries

To promote a better understanding of the disease and the development of more effective prevention policies, diagnostic
strategies, and personalized treatments
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Girona Cancer Registry

Resgistro de Tumores de Castellon
Slovenian Cancer Registry
Swedish National Registry for PC

Cancer Registry of Baden-Wiirttemberg

Mapped and characterized the existing registries on pancreatic cancer in Europe
Created connections among the existing registries on pancreatic cancer in the EU member states
Jointly designed the list of variables for PancreOS to be considered Registries Data providers
Implemented the online system to collect summarized data (REDCap) ; BACAP, France
Designed the PancreOS Statistical Analysis Plan (SAP) i
Achieved consensus and signature of the PancreOS Participation Agreement 2 PC Registry Hungary
Started data collection from the first participant registries ; Murcia Cancer Registry
Reported on the pancreatic cancer present registries activities in Europe
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“Breaking down our goal into small steps”

To provide a comprehensive view of Pancreatic Cancer (PC) patient management in Europe
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“Breaking down our goal into small steps”

To provide a comprehensive view of Pancreatic Cancer (PC) patient management in Europe
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PDAC Adeno. NOS PC Not confirmed PC Rest confirmed PC
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Registry type

1
. Hospital based %

@ Registries participating
Providing data

Population based
Both

Tumor type Information type

. All tumors
Digestives tumors
Pancreatic cancer

q 3
Registry coverage
. National
Regional
‘

25

Clinical ~ Epidemio. Followup  Biobank

Pancreatic cancer type

. All Pancreatic cancer
PDAC
Rare histotypes
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Age distribution by registries

Median age
(SD)
Pancreatic Cancer (PC) type by registries *
Total
Data pr0|ders .
3000
L ]
70
2000 L] * . . L]
L]
65 L ]
1000
Phase I: PDAC + NOS oon “
b — e
pC PDAC Male Female Not conf. Non
PDAC PDAC PDAC PDAC
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Information about diagnostic procedures:
O By cytology of the primary or metastasis tumor, by surgery, or unknown
Q Tumor tissue obtained at diagnosis: primary, metastasis, both, or unknown

O Imaging obtained at diagnosis: ultrasound, CT scan, NMR, echoendoscopy, or unknown

Call for More Data
To understand the differences in diagnostic procedures across Europe,

we need to gather more comprehensive and standardized data
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Data providers

Phase I: PDAC + NOS
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Tumor data collected by PancreOS Q
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Information about tumor data;

Q Tumor location: head, body, tail, non-specified, overlapping, or not defined
Q Stage at diagnosis: resectable, borderline, locally advanced, or metastatic

O Clinical TNM and edition
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Data providers

Phase I: PDAC + NOS
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Tumor data collected by PancreOS

Tumor location Tumor stage at diagnosis

Total (%)
Total (%)
60
40
40 ™ Head
[ Body
B Tail
B Other location
[ Overlap 20
20 [ Not define
BACAP  Castelléon  Girona Slovenian  Swedish BACAP  Castellon  Slovenian  Swedish
France CR CR CR PCR France CR CR PCR

Need for Standardized Data
Standardizing the collection of tumor data is crucial for better
understanding and comparison

The content is provided for informational purposes only and is subject to change without notice. PCE reserves all rights to the content herein.
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¥ Resectable
[ Borderline
[ Locally advanced
[ Metastatic
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Information about treatment data:
Q Surgery intention (curative or palliative) & type

O Radiotherapy

Data providers

Q Chemotherapy (Adjuvant, Neo-adj, or palliative)

Phase I: PDAC + NOS
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Total () Chemotherapy

Data providers
i S - 40
. M o pecrad Variability in Treatments
X Wl Paliafive Treatment approaches for pancreatic
0 cancer across different regions need to
£ . characterized
Phase I: PDAC + NOS I_

BACAP Castellon Hungarian Slovenian Swedish
France CR PCR CR PCR
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Survival
751 Registry (Period, Follow-up type)
BACAP, France (2014-2023, Active)
¢ Castellon CR (2004-2018, Mixed)
¢ GironaCR (2016 -2018, Mixed)
¢ Slovenian CR (2018-2020, Pa}sive)
Data providers . (2013-2022, Mixed)
— g
8 * Challenges in Data Collection
o Collecting consistent and accurate
survival data presents significant
challenges
Phase I: PDAC + NOS 251
0 E

12 24 36
Time (Months)
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Conclusions
There is a need to agree on the variables to be collected and to standardize the data collection process

PancreOS registry initiative is able to:

o _ ) ) o Very valuable information:
* Provide information on PC diagnosis, treatment, & survival in Europe

» Patients
« Identify the heterogeneity of management & outcomes among countries > * Researchers

» Healthcare providers
* Point at issues for improvement *  Policymakers

J

PancreOS is necessary and beneficial to society and will make a real and fundamental
change in what is known so far about PC in Europe
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The PancreOS project’s preliminary results

Thank you!

pancreos@ pancreaticcancereurope.eu

contact@ pancreaticcancereurope.eu

With the support of:

#astcllas
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