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Introduction

Pancreatic cancer is the only cancer with mortality on the rise in both sexes and is currently the
4th largest cause of death by cancer in Europe (Figure 1). If we do not act now, the situation will

get worse.
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Figure 1. Top 5 highest cancer mortality rates in Europe. The absolute number of deaths is
represented on the X-axis. Modified from Globocan.

The usual late diagnosis of pancreatic cancer is notably due to its aggressive biology and the
lack of specific symptoms and early diagnosis biomarkers, and the low sensitivity of the imaging
techniques. Increasing survival rates depend on improving knowledge of the disease behavior
and on increasing the ability for an early diagnosis. Pancreatic cancer registries are a
prerequisite if advances in pancreatic cancer research are to be made and the commitments of
Member States to effective cancer control fulfilled.
To address this requirement, Pancreatic Cancer Europe (PCE) is working on implementing a
European network of pancreatic cancer registries under the umbrella of the PancreOS project.
PancreOS builds upon existing population-based and pancreatic cancer registries. It aims to
create a network of registries by integrating and reporting summarized data on pancreatic
cancer. PCE supports the coordination of PancreOS. PancreOS is a long-term project, developed
over 5 years. It is based on the results achieved by the pilot registry implemented in 2015 by
the Spanish Cooperative Group on Digestive Tract Tumors (TTD).
The main goals of PancreQS are:

v To implement a European network of pancreatic cancer registries to provide a

comprehensive view of pancreatic cancer patient management in Europe.

v To foster the accuracy of pancreatic cancer data gathering and reporting.

v To stimulate and support the cooperation among registries.

v To promote a better understanding of the biology of the disease and the development of

more effective prevention policies, diagnostic strategies, and personalized treatments.
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In order to achieve the above-mentioned goals, PancreOS 2022 specific objectives are:

¥ To map and characterize the existing registries and biobanks on pancreatic cancer in
Europe, through the collection of summary data.

v To create connections among the existing registries and biobanks on pancreatic cancer in
the EU member states.

v To build links with the European Network of Cancer Registries.

v To identify the European legal framework constraints applied to the existing registry
activities.

v To contribute to pancreatic cancer society knowledge and visibility

v To build up a strong European network and collaborate with American and Asian registries

Thus, we believe that the initiative will provide information on pancreatic cancer registries,
diagnosis, treatments, and survival in Europe, identifying the heterogeneity between countries
as well as the inequalities and issues for improvement. We are confident that this information
will be of interest to patients, researchers, health care providers, and policymakers. Therefore,
PancreOS is necessary and beneficial to society and will make a real and fundamental change in

what is known so far about pancreatic cancer.
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1. Workplan year 2022 (to be actualized until December 2022)
‘Februmy‘ March ‘ April ‘ May ‘ June

Goal 1: Identify the existing registries on pancreatic cancer in the EU member states

Define sources of information

Data selection: inclusion and exclusion criteria definition

Data collection and assessment: Which data should be collected?

Goal 2: Reaching those registries

Mail template preparation

Sending mails

Create & support connections

Goal 3: Mapping the state of the art of the existing registries on pancreatic cancer, as per data collection and management

Goal 4: Online seminars to involve EU national registries on pancreatic cancer and European Network of Cancer Registries

Goal 5: Research on the legal national and European framework applied to the existing registry

Review per country

European legislation review

Goal 6: PancreOS report

PancreOS overall

Methodology: Workflow & data collection and registration of patients registries

Overview of the European registries involving data related to pancreatic cancer

Summary of the connections created and how we are supporting them

Legal framework description

PancreOS future directions: Next steps

2. Registries mapping description

The process of mapping the patient registries or network of patient registries started with either
one or a combination of the cases below:
v Registries selected from peer-reviewed publications (Research through different tools).

v Direct contact by PCE to participate in the PancreQOS project (e-mail, phone calls, etc.).

3. Registries mapping process

Three different approaches were used to map the existing pancreatic cancer registries in
Europe.
- Pubmed

On 11 April 2022, an advanced search was performed to identify the existing pancreatic
cancer patient registries in Europe. The query used was the following:
((pancreatic neoplasms[MeSH Terms]) AND (adenocarcinoma[MeSH Terms]) AND
((registries[MeSH Terms]) OR (cohort studies[MeSH Terms])) AND (europe[MeSH Terms]))
In total, 278 papers were found. They were screened using the R package Metagear
(Lajeunesse, 2016). The registry was included based on the inclusion and exclusion criteria

(see below).
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- Orphanet
The following terms were used to identify the potential registries included in this
database:
® ORPHA:1333 Familial pancreatic carcinoma
® ORPHA:424058 Intraductal papillary mucinous carcinoma of pancreas
® ORPHA:424053 Mucinous cystadenocarcinoma of the pancreas
® ORPHA:217074 Rare carcinoma of pancreas
® ORPHA:424033 Rare epithelial tumor of pancreas
®= ORPHA:180824 Rare tumor of pancreas
= ORPHA:424073 Serous cystadenocarcinoma of pancreas
= ORPHA:424065 Solid pseudopapillary carcinoma of pancreas
®= ORPHA:424039 Squamous cell carcinoma of pancreas
A registry was considered for PancreOS based on the inclusion and exclusion criteria (see
below).

- iPAAC
All the cancer registries included in the Innovative Partnership for Action Against Cancer
were considered for PancreOS.

4. Data selection

4.1 Inclusion criteria

A PancreOS candidate registry should be a collection of standardized information about

pancreatic cancer patients collected in a systematic and comprehensive way for clear purposes

and objectives to facilitate clinical and epidemiological research and the monitoring of care

provision and therapeutic interventions for pancreatic cancer. It should have served for one or

more predetermined scientific, clinical, or policy purposes.

Reportable cases:

v All primary malignant pancreatic tumors, exocrine tumors, with or without microscopic
verification, based on the judgment of the clinician.

v Incident cases.

v All reported data to PancreOS should have been obtained according to the legal

requirements of each country

4.2 Exclusion criteria
A registry was not considered for PancreOS network if:
v It was a study conducted to reach scientific/clinical aims that recruited pancreatic cancer

patients, i.e. clinical trial or clinical/epidemiological studly.
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v If only primary pancreatic lymphoma cases or DCO (death certificate only) cases were
included in the registry.
¥ The clinical data collection was not performed in a systematic way (e.g. single-center

database, private clinical data collection).

5. Contacts with the registries

Registries were contacted via email. They were asked to complete a survey to better understand
the nature of the data collected in each registry. Information was gathered on:

v Contact information

v General information

v Type of data collected by the registry

v Funding data

The complete survey is available at this link (Annex ).

6. European legal framework

Based on the General Data Protection Regulation (GDPR), the elements that were considered

when collecting and integrating data, and reporting summary data from the different registries

were:

¥ The purpose of collecting registries' information must be clear. Therefore, the information
collected might not be used for any purpose other than that stated when the data were
collected.

v For the use of the data was necessary an explicit consent where they allow the use of such
information for a purpose.

v The time periods during which the stored data will be kept were established and
communicated to the registries.

¥ The information collected should be managed securely and those who shared the
information with us were reassured of this.

¥ The information collected from the registries will not be distributed to third parties. The
distribution of the summary data is allowed, as long as each registry is informed of the
purpose of collecting the information.

¥ The information can be used for the declared purpose(s) of collection only

Regarding the National legal framework, all registries included in PancreOS must have

guaranteed that they comply with the legislation in force in their area regarding data regulation.


https://forms.gle/U55U3mo6D7HVCU6i9
https://drive.google.com/file/d/1Pwmc8OJq8a5SaKeSSafC1NLGrZukuwpW/view?usp=sharing
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PancreOS current situation

Overall, we identified 72 existing registries collecting pancreatic cancer cases in Europe using
three different approaches.

1. Pubmed: 38 registries

2. Orphanet: 23 registries

3. IPAAC: 11 registries

Of these 72 registries, 10 are monographic for pancreatic cancer and 62 also include other types
of cancers. As for the type of registry, 21 are hospital-based and 51 are population-based. In
addition, 35 of these registries are at regional level, 36 are at national level, and 1 is at European
level.

Once we identified the registries, we contacted them to present the project and to ask them to
fill in the survey that would have allowed us to know precisely the nature of the data collected
by each registry. As of 30 June 2022, 17 registries had completed the survey. A summary of the

responses is shown in Figures 2, 3, 4, and 5.

Figure 2. Map showing the geographical distribution of the registries that have responded
to the survey.

The geographic distribution of the countries is as follows:
1. Azores Cancer Registry, Azores Archipelago (Portugal)
Girona Cancer Registry, Girona province (Spain)
Cancer Registry of Baden-Wiirttemberg, Baden-Wirttemberg (Germany)

The Italian Rare Pancreatic Exocrine Cancer Initiative, Italy

AR

Veneto Tumor Registry, Veneto Region (Italy)
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Norwegian pancreatic cancer registry, Norway

6
7. Registres des Tumeurs Digestives du Finistere, Finistary (France)
8. Basque Country Cancer Registry, Basque Country (Spain)

9. Registo Oncoldgico Regional do Norte (RORENO), North Region of Portugal
10. StuDoQ | Pancreatic surgery, Germany

11. BACAP, France

12. Registro de Tumores de Castellén, Castellén (Spain)

13. Registre des tumeurs digestives du Calvados, Calvados (France)

14. Granada Cancer Registry, Granada (Spain)

15. Slovenian Cancer Registry, Slovenia

16. Swedish National Registry for periampullary and pancreatic cancer, Sweden

17. Navarra Cancer Registry, Navarra (Spain)

Most of the registries that responded to the survey are population-based, 2 are hospital-based
and 1 is mixed. Those registries cover regional (11) and national (6) areas. Regarding the tumor
types collected by each registry, only 4 are exclusively focused on pancreatic cancer, 2 are
collecting digestive tumors also, and the rest include all tumor types. The type of pancreatic
cancer present differs across the different registries: 11 have all pancreatic cancer types, 4
collect only pancreatic ductal adenocarcinoma (PDAC), and 1 is focused on PDAC and rare
histotypes (Figure 3). All registries cover follow-up information, and almost all of them also
collect clinical and epidemiological information. Biobank is available in 5 of the registries (Figure
4). Finally, only two registries are closed and, of them, Azores is going to resume their activity
in 2023 (Figure 5).

Registry type
. Hospital-based

. Population-based
Population-based, Hospital-based

Registry coverage

. National
. Regional

Tumor types

. All tumors

Digestive tumors

. Pancreatic cancer

PC types
. All pancreatic cancer
. Pancreatic ductal adenocarcinoma

rare histotypes

Figure 3. Registry type and coverage, and tumor type and pancreatic cancer type are
collected by the registry.
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Figure 4. Information type collected by the registries. On the Y-Axis the absolute number of
registries is plotted and each bar represents an information category.

Timeline

Girona Cancer Registry

BASQUE COUNTRY CANCER REGISTRY

Registo Oncolégico Regional do Norte (RORENO)

StuDoQ|Pancreatic surgery

Registro de Tumores de Castellén

1960

1980 2000 2020

Figure 5. Registries over time. On the X-axis is represented the timeline. Each bar represents
a different registry which started the day the registry was open and finishes today when it is

stil

| open or on the date it was closed.
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PancreQS future directions

To continue the development of the European network of pancreatic cancer registries, we plan:

v

v

v

To compile the information from the rest of the registries and to complete the map.

To report on the activities of the present pancreatic cancer registries in Europe.

To jointly design the list of variables for PancreOS to be considered. To this extent, we will
suggest a working team to improve the quality of the variables collected.

To identify the online system to be implemented to collect summarized data. Ideally,
Common Data Models Systems (such as OMOP) allow handling data without moving them
from the original site they were collected at. In this way, all records will have access to the
summarized data and their own individual data but not to those of the other registries.

To jointly establish which data is openly available on the website and which data is accessed
on request.

In the long term, we will continue with the following objectives:

v

v

To gather summarized data from all the participant registries.

To conduct statistical analyses based on the summarized data. An integrative approach will
be used to overcome the difficulty of not working with individual data.

To report on pancreatic cancer management inequalities in Europe using the performed
analysis.

To disseminate the report to all stakeholders.

To make PancreOS sustainable.

To summarize the available biological samples from the different biobanks and design
together a common translational research project to foster pancreatic cancer’s biology
knowledge.

11
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PancreQOS contribution

PancreOS is intended to be a network of pancreatic cancer registries integrating, managing, and
reporting summarized data. The project, in coordination with the different registries that
include pancreatic cancer in Europe, will help to increase both the visibility of this disease and
the registries at the national and European levels. Thus, PancreQOS will also promote and support
scientific collaborations across Europe. Moreover, we also intend to use PancreQOs as a training

tool for students from all biomedical specialties.

As mentioned, PancreOS also plans to publish reports on pancreatic cancer management to be
disseminated to all stakeholders (patients, clinicians, surgeons, pathologists, researchers,
National and European cancer data centers, policymakers, pharma companies, and mass
media). For this purpose, all participating registries will be listed in these reports. Likewise, for
scientific publications, all registries will be included by mentioning the PancreQS project in the

authors' list and annexing the list of participants.

The added value of PancreOS lies in its potential for identifying the commonalities and
differences, as well as the gaps, in pancreatic cancer patient management in Europe and the
requirements for pancreatic cancer registries, highlighting the inequalities across the continent.
Besides the identification of disparities in pancreatic cancer in Europe, PancreQS also provides
information on pancreatic cancer patient management to all the relevant stakeholders:
patients, clinicians, surgeons, pathologists, researchers, National and European cancer data
centers (ENCR, JRC, IPAAC, REDECAN, etc.), policymakers, pharma companies, and mass media.
Additionally, Biobank’s network opens the possibility of multidisciplinary research, answering
scientifically interesting questions. In doing so, PancreOS will have an impact at both the patient
and societal level and thus will contribute to changing the current devastating situation of

pancreatic cancer.

12



