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THE DISCUSSION

Alfredo Carrato, PCE Board of Directors: Opening

One of the activities of Pancreatic Cancer Europe is the creation of a network of the exocrine
pancreatic cancer registries already existing in the European Union. There are 22 registries that
have shown their interest in joining this project, and six of them have already started to insert
their data in the common database that RedCap provides as a platform. These are aggregated
data that guarantee anonymity and compliance with the European Data Protection Law.
Population-based registries are also participating, as well as hospital-based registries. The
objectives of this initiative are to know the diagnostic and therapeutic procedures and the
survival of the patients included. Also, to know the existing clinical and translational research
programs. Their incidence and mortality can only be calculated in the population-based
registries, as you know, and it will help us to know better its different types of biology, the areas
of improvement in each country, and will stimulate the network grouping, the research in a
homogeneous way, to know the data in real life of the programs of prevention, diagnosis, and
treatment of pancreatic cancer, as well as to propose and implement actions in prevention
policies, research, and therapeutic strategies that improve its survival.

Pancreatic Cancer Europe has many other programs, but this is one of its main programs, and
we are happy that this is moving forward as we have the commitment to defeat this deadly
illness, and there is much room for improvement ahead.

Raquel Benitez, PancreOS Project Officer: Keynote speech

The PancreOS Project is defined as a network of registries on pancreatic cancer across Europe.
Its main objective is to . ‘

provide a comprehensive prienc
view of pancreatic cancer The PancreOS project

patient management around Anetwork of reglstrles on Pancreatic Cancer

the continent. The other %"

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

Objective that is a|so very cancer patient management in Europe
important to this project is to

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

fO St er th € accura CV Of v To promote a better understanding of the disease and the development of more effective prevention policies, diagnostic
. strategies, and personalized treatments
pancreatic cancer data

gathering and reporting. £
With this project, we would 7" d
also like to stimulate and support the cooperation among the registries participating. And of
course, it will promote a better understanding of the disease and the development of more
effective prevention policies, diagnosis strategies, and personalised treatments.

The achievements of the project from 2022 to nowadays, started with mapping and
characterising the existing registries on pancreatic cancer in Europe. Then we contacted them
to create connections, and those who accepted to participate and show their interest in the
project, designed with us the list of variables that we will be collecting during this project,
variables related to pancreatic cancer, of course. Then we also implemented in parallel the
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online system in which we will collect the summarised data. As Alfredo mentioned, this is based
on the open-source tool called RedCap.
We also designed the PancreOS statistical analysis plan. As Alfredo mentioned, this project is
based on summarised data, not individual data, and it is not that simple how to manage the
analysis. That is why we also put a lot of effort into designing this plan. Then, during this process,
we also achieved consensus and signature of PancreOS Participation by getting the Agreement
with them. This is also a key point: everyone has to feel safe in participating in this type of
project. Then finally, we started the data collection from the first registries that are already
providing the data, which at the moment are seven. We are also starting to report on pancreatic
cancer present registries activities in Europe based on the data that we already have.
"Erc mestn Q It's worthy to mention the
mese  registries that are providing
the data at the moment,
which are the one based in

PancreOS achievements 2022 - 2024

v Mapped and characterized the existing registries on p tic cancer in Europe

v Created connections among the existing registries on pancreatic cancer in the EU member states

v Jointly designed the list of variables for PancreOS to be considered Registries Data providers G Irona ’ BA CA P F ran Ce, t h e
. 1. Girona Cancer Registry . . ,
v Implemented the online system to collect summarized data (REDCap) 2. BACAP, France cancer reg|st ry N Caste ”O n,
s ) 3. Resgistro de Tumores de Castellon

v Designed the PancreOS Statistical Analysis Plan (SAP) 4. Slovenian Cancer Registry t h e one ba se d | n S | oven ia

_— d " f1he P 05 Particiation A t 5. Swedish National Registry for PC 4
v Achieved consensus and signature of the Pancre! articipation Agreement | g pc Registry Hungary .

i i 7. Cancer Registry of Baden-Wirttemberg also the SwedISh Oner the one

v Started data collection from the first participant registries 8. Murcia Cancer Registry

based in Hungary. Also, the

v Reported on the pancreatic cancer present registries activities in Europe 4
£ . cancer registry based in

o= & Germany is already providing
the data but we did not have time to introduce the data for today's presentation that is why it

is not highlight in bold. And the Murcia Cancer Registry also started very recently to provide
data, but we did not have it completed, so it is not included in the presentation either.

Now, as mentioned, | will present the preliminary results that we had from the six registries
that have already provided the data. In this plot, we can see on the x-axis the different groups
that | mentioned before, and

on the y-axis, the total in raw General information PancreOS results

numbers. The number of

PANCREATIC

Age distribution by registries

Median age

pancreatic cancers collected Raerselioinons 08y gilies
per registry differs, but what
we can observe here is the
fact that, as mentioned
before, many patients, due to
their health conditions when
they arrive at the diagnosis
process of this cancer,arenot ...
confirmed histologically, and

then they are not reported as histologically typed. So, we do not know if they are PDAC or not.

3 20 .
.
v ’ I . = '~7 :
Phase |: PDAC + NOS : = F
B e 3
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Regarding the distribution of the registries that have already provided the data, they are more
or less, as it should be expected. The differences between them are not significant, and when
we check the overall age distribution by the registries, on the left of the presentation, the
brown one more or less, we observe that this is a trend that is reported in Europe for this type
of cancer.

Moving to the diagnostic procedures in the data collected by PancreOS, what we were asking
the registries, or what we are asking indeed, is if they have information about the diagnosis

process. Was it from cytology — se..... , ,
. Diagnostic procedures data collected by PancreOS
of the primary or tumor PaCREATI

Information about diagnostic procedures

metastatic, or maybe by

0O By cytology of the primary or metastasis tumor, by surgery, or unknown
surgery? Or maybe for some
patients that do not have the
information. We also ask for

the tumor tissue obtained at

Q  Tumor tissue obtained at diagnosis: primary, metastasis, both, or unknown

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

Phase |: PDAC + NOS

Call for More Data

diagnosis, was this from o L e S danoelh oot pomes Eirope.

metastasis, the primary L

tumor, or both? And also, the £ i
imaging, if they used imaging ¢ °°°¢ - d
diagnosis?

When we ask this, in this table are representing the information that they reported. In the first
column, we are presenting if they do collect this information or not. As you can see, the
Slovenian registry is the one that is not collecting this information at all. If in the table is
presented that the information is not available, it means that they are collecting this
information or have access to it but do not have the data ready to be provided to PancreOS.

In this regard, we would like to highlight that we need more data in order to understand the
differences in diagnostic procedures across Europe. We need to gather more comprehensive
and standardised data to make all this information comparable.

Regarding the tumor data that has been collected, we asked the registries about where the
g -1 Tumor data collected by PancreOS Q tumoris Iocated, if it is in the
meee  head, body, or tail of the

tumor. We also asked about

Information about tumor data

Q  Tumor location: head, body, tail, non-specified, overlapping, or not defined

O Stage at diagnosis: resectable, borderiine, locally advanced, or metastatic the state at diagnosis, if it was

a Clinical TNM and ediion resectable or not, and if they

are collecting the Clinical

;m;m; TNM and in which edition.

Hereis a summary of the data
they reported. In this case, all

£ ,".:‘ of them collect information
¢ vEPC )

about the tumor, its location
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and the state. In the TNM, it was difficult to compare them because they were reporting in
different TNM systems, not all in the same.

Regarding the location and stage, | will show some plots to give you an idea of how this data
differs across the different registries. Regarding the tumor location, for example, we can
observe that in the first registry, which registries are indicated in the x-axis, are represented
the backup, which is in France, and they are collecting information on which part of the
pancreas the tumor is present, orif it’s in another location or overlapping in different regions.

They do not have a non-
i Tumor data collected by PancreOS .

meen: — defined category. On  the

- Tumor location Tumor stage at diagnosis other hand, when we move to

the Castellén registry, they
only collect whether the
tumor is in one of the three

" h LILIN, L’ ] I I I parts, and the rest, probably

in another location or

Data providers

Need for Standardized Data overlapping, may go to the
Standardizing the collection of tumor data is crucial for better 4 i
understanding and comparison & . 1 - not d ef| ne d C atego ry an d SO
goerc / d on.

When we move to tumor stage of diagnosis, we observe a disparity in how the registries collect
the information, whether they have the same categories or not. | would like to highlight at this
point that we cannot compare differences between countries in tumor stadium or location
because the periods when the information was reported are not controlled in this analysis, and
this is summarised data, making comparisons difficult. However, the take-home message is that
there is a need for standardised data. The collection of tumor data is crucial for better
understanding and making the comparisons that are sorely needed across Europe.

Regarding the treatment data that we collected, we asked for the surgery intention, the type
of surgery, whether they gt Treatment data collected by Pancre0S
received radiotherapy, and Screc
Information about treatment data:
the same for chemotherapy,
Q  Surgery intention (curative or palliative) & type
including  the type of I
chemotherapy they received.
Again, you can check here if
they have the information or
not, or if they do have the
information but could not

provide it because of how it is £ &
prepared or listed. == - d _

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

Phase |: PDAC + NOS
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Here | am showing an .
’ Treatment data collected by PancreOS
example of the avcngine

chemotherapy treatment. As
you can see, we cannot
compare between countries,

. . . P Variability in Treatments
but here the information is s I Paliaive Treatment approaches for pancreatic
. . R » cancer across different regions need to
more homogeneous in how it » i characterized
. Phase I: PDAC + NOS . l =
is collected. Almost all of —t————

them have the same

categories, except for the & . &
Slovenian Cancer Registry, @-&rc ‘M
which is not reporting

whether they are receiving chemotherapy, neoadjuvant or not.

Chemotherapy
Toul %) Chemotherapy

Data providers

Our take-home message is that there is probably a huge variability in treatment across the
different countries, and treatment approaches for pancreatic cancer across different regions
need to be characterised to make these comparisons and check whether they are affecting
patient outcomes. As per the "% Survival PancreOS results

survival, here is represented ENEERe
the information we have for Sa'
the five registries that could — \
provide this data. As you can :
see, they are from different N
periods and different == M ™
extensions, so they are not
comparable. What we are ;
asking here to the registries is o tmedows £ 'y
for the percentage of ©°°°° A ,
patients that are still alive after 12, 24, and 36 months of diagnosis.

Percentage

Challenges in Data Collection
Collecting consistent and accurate
survival data presents significant
challenges

There is a huge challenge in how survival information is collected by the different registries,
and this data collection needs to be consistent and accurate to be able to identify the significant
challenges around Europe regarding this disease.

Finally, as a conclusion of this presentation, | would like to reinforce the idea that has been
repeated during the presentation: there is a need to agree on the variables to be collected and
to standardise the data collection process. With this initiative, we are able to provide
information on pancreatic cancer diagnosis, treatment, and survival in Europe. We can identify
the heterogeneity of management and outcomes among the countries and point at issues for
improvement.

In addition, this information is not only valuable for us researchers but also for patients,
healthcare providers, policymakers, and other stakeholders. As a final message, | would like to
say that PancreOS is necessary and beneficial to society, and it will make a real and fundamental
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change in what is known so
far about pancreatic cancerin
Europe with this initiative.
And, of course, to invite you Pancre0S registy initatve is able to

all to spread the word, and if
. + Identify the heterogeneity of management & outcomes among countries + Healthcare providers
you know someone involved +  Point at issues for improvement +  Policymakers

in registries or who may be
. d . .. . . PancreOS is necessary and beneficial to society and will make a real and fundamental
Interested in partIC|pat|ng In change in what is known so far about PC in Europe

this initiative, please contact

us. All registries and efforts to £ ‘ '

join this project are more
than welcome.

PA}NB}REI‘"IC
Conclusions

There is a need to agree on the variables to be collected and to standardize the data collection process

N . Y . - Very valuable information
+  Provide information on PC diagnosis, treatment, & survival in Europe « Patients

* Researchers

The full presentation is available at the following link:

https://pancreaticcancereurope.eu/wp-
content/uploads/2024/08/EPC PancreOS 20240627 slides.pdf

PANEL DISCUSSION: THE MANAGEMENT OF PANCREATIC CANCER PATIENTS IN
EUROPE: CHALLENGES AND FUTURE PERSPECTIVES

PCE Nuria Malats, PCE Board of Directors: Moderator of panel discussion

Appropriate and standardised data is fundamental to understanding what happens in Europe
regarding pancreatic cancer patient management, which are the gaps and heterogeneity in
management across European countries. This is the main aim of this discussion, in which we
want to bring different perspectives.

The first speaker is Giovanni Marchegiani. He’s expert in treating pancreatic cancer patients.
He will bring the perspective of the clinician-surgeon. Rafael Marcos-Gragera, head of the
epidemiological and cancer registry in Girona units, he will bring the perspective of an expert
in cancer registries and has been very much involved in PancreQS. Carmen Martos, an expert
also in cancer registries at the European level jointly with policymakers in this regard, will also
bring this perspective as well. Carmen is now working in Valencia in the Fundacién para
Fomento de Investigacién Sanitaria.

We also have the perspective of the patient organisation, represented by Francisco Lozano
from Cancer Patients Europe. Natalia Regidor Alvarez, from AstraZeneca, will comment on the
perspective from the industry. Finally, last but not least, Tit Albreht, from the National Institute
of Public Health in Slovenia, has a broad view of European health policies and will also comment
in this regard.
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Registries and Clinicians:

Which data registries and databases should be gathered in order to draw the picture, scenario
that we were discussing/aiming?

Giovanni Marchegiani, University Hospital in Padua (ltaly)

Asaclinician, surgeon, and pancreatologist, we are well aware that data from registries provide
us with a unique opportunity to picture what we have been doing so far and identify the gap
areas that are crucial for our research. During these days at EPC, we are extremely lucky to see
the preview of some extraordinary trials. As clinicians, we love to run trials, but sometimes we
fear that they do not provide the actual picture of the current practice across Europe, right
now. There are issues about patient selection or given treatments that may not be available in
certain regions of Europe. But we are part of a community, and we must have a broader view,
and that is exactly what comes from registries like this.

In the end, | think we need to bring this data at a different level, and | am talking about
stakeholders, even the EU, to provide quality indicators, which means how should we manage
the level of quality that we have right now at all different levels. This is really crucial, and we
have to do it together to identify how this can be done better because it is already clear that
we are probably speaking different languages. We used to say that pancreatic cancer is not just
one disease, but the treatment should be top level anywhere in Europe right now. So again, |
very much look forward to developing this together.

What do you think about the quality of the data, and how can we improve it and extend the data
already collected?

Rafael Marcos-Gragera, Unitat d'Epidemiologia i Registre de cancer de Girona (Spain)

It is clear that cancer registries can improve the management of patients with pancreatic
cancer, but we have to clarify that one of the main objectives of population-based cancer
registries is data comparability, mainly in epidemiological indicators as an incidence, survival,
and prevalence, which require standardisation in data collection, as mentioned by Giovanniand
Raquel.

| must add that population-based cancer registries are not monographic for a given tumor, in
this case pancreas. So the number of clinical variables is limited in cancer registries, as shown
in Raquel’s presentation. However, an opportunity to enrich with clinical data will be to be able
to link the data with clinical registries, for example biobanks, and clinical trials, and so on, with
population-based cancer registries. One of the main criticisms from clinicians and researchers
is that data from population-based cancer registries is outdated, making it difficult to evaluate
advances in new treatments in real time. Cancer registries should optimise data collection to
make it timelier.

Another problem is that in some countries, like Spain, we do not have full coverage of
population-based cancer registries. Currently, we only have information about 26% of the
Spanish population that is covered by population-based cancer registries. Also, those provinces
with large population like Madrid and Barcelona do not yet have population-based cancer
registries in this moment. Furthermore, we must take into account the information that we
have available on pancreatic cancer: in more than 50% of patients, there is no histological
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confirmation. This is a reality. We published this data in 2020, with a data from the Girona
Cancer Registry showing that in more than 50% of patients, we do not have histological
confirmation. Of those who do have the confirmation, in many cases, the diagnosis is made
through cytology, which make this historical diagnosis no sufficiently precise. Another
characteristic due mainly to the prognosis of the patient is that the 70% of patient, in real world
data, are staged in stage four. From an epidemiological point of view, we need to improve many
aspects of cancer registries to enhance the management of pancreatic cancer patients.

PancreOS in the European context

From your perspective at the European level, what are the links we need between policymakers
and cancer registries to make this possible?

Carmen Martos, Fundacio per al Foment de la Investigacio Sanitaria i Biomedica de la Comunitat
Valenciana, Valencia (Spain)

In my opinion, cancer registries are providing very useful information for planning and
evaluating any cancer control program. This information is very useful for policymakers. In this
framework, for example, cancer registries, as mentioned by Rafael, provide information on
incidence, prevalence, and survival. This data help identify the group of population and areas
at higher-risk. This information can be used by the policymakers to select the priorities and
allocate health resources.

Also, the evaluation and analysis of the survival can be very useful in evaluating the
management of pancreatic cancer patients. Cancer registries also provide information about
treatment and tumor stage, making it possible to evaluate new treatments in a real world data
and also to identify inequalities in access to the best treatments and diagnoses.

In my opinion, policymakers need this information from the cancer registries, and cancer
registries need the support of policymakers to advance in the management of pancreatic
cancer patients.

The patient organisations’ perspective

Usually, when we think about cancer registries, we barely think on the needs or worries of patients
with pancreatic cancer. From your perspective, what could the major obstacles that you can
identify for patients to be treated correctly and also without these inequalities that we were
mentioned?

Francisco Lozano, Cancer Patients Europe, Brussels (Belgium)

It is very important for us to be here and to bring our input, our points of view that may not be
clinical but are important. It is important to participate in these types of debates. From the
patients' point of view probably no matter where a patient lives in Europe, the diagnosis usually
isin a latest stage. There is no differences between countries in this regard, and late diagnosis
is the major obstacle for us. Because when we have a late diagnosis, we are in a point where
cannot find useful treatments, which is important for us.

The second point is that the industry does not have much interest in researching and
developing new and effective treatments for pancreatic cancer. That is a problem. Even,
participating in clinical trialsis difficult, and there are not many trials available, which is another
barrier in solving the problem.
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The third problem is that pancreatic cancer should be treated in specialised centres, but it is
not easy due to the low number of cases. We can probably find specialised centres in certain
capital cities or regions, but they are not well spread throughout Europe. The geographical
distance to these centres to be treated is another problem for us.

The industry perspective

What are the major challenges associated with the development of new treatments for pancreatic
cancer patients?

Natalia Regidor Alvarez, AstraZeneca, Madrid (Spain)

| think that one of the most important things for the development of a new drug is
understanding the patients’ needs, the clinical characteristics of the disease, and the molecular
biology of pancreatic cancer. This is one of the most important gap in drug development. Over
the past 20 years, many clinical trials have failed, but we have evidence that targeted therapies
play a role in this disease.

So, | think is very important to perform the histological confirmation to perform biopsies,
analyse the molecular profiles of patients, and identify key biomarkers to go directly to these
biomarkers to develop the drugs. Then, we have to design good clinical trials, to get positive
results and then obtain approvals. For this is very important this kind of registries containing a
lot of information that are essential to explore and analyse, for showing to the authorities, both
European and local, the importance of approving these drugs.

Regarding the allusions, | can say that in AstraZeneca, we have a clinical development program
for pancreatic cancer, including several clinical trials in the Precision Medicine group. We are
developing targeted therapies directed to different biomarkers and different targets, and we
hope to have positive results in the coming years. However, it is not easy.

The policy makers’ perspective

From your perspective, both at the National Health System level, not at the local level but also at
the European level, what are your comments on this?

Tit Albreht, National Institute of Public Health, Ljubljana (Slovenia)

| think these presentations have already showed the three groups of big challenges. The first is
definitely continuing the efforts of registries strengthen. We have an excellent European
network of cancer registries, which is methodologically strong and research-based network, of
course supporting also logistical issues and challenges of the registries. As Carmen mentioned,
we have to push for the policymakers to understand that only very granular data at the
collection level will give us strength that we need for taking responsible and informed decisions.
The second challenge, as Francisco touched on, is the relationship between centralisation and
decentralisation of care. For patients living in remote areas who need to travel far, even if they
can be located inthat centre, it is a stress for both the patients and their families, for the closest
ones, which they need a support of. We know we have a lot of evidence that for high quality,
we need close link to the third topic | wanted to raise and it was already underlined by previous
speakers that is the close relationship between care and research.

Of course, in a cancer that still needs a lot of development - all cancers need of course but
pancreatic - because of the shortcomings that we have in in survival and in late diagnostics, this
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link is essential. For some European countries, this is a big challenge and we are not only talking
about lower-income countries but we are talking simply of the small populations. However, we
have already found solutions: we have European networks for Paediatric cancers, we have
European networks for rare cancers of course pancreatic cancer is not a rare cancer, by strict
definitions, but of course at the level of these small Nations it can be considered almost rare.
So cross border collaboration and involvement of patients in cross border trials is definitely
going to give us more power. Finally, surgery is probably one of the rare things where you need
organ-based concentration so a surgeon that is specialised for pancreas should operate on
pancreas. For other aspects genomics, medical oncology and so on, this is now a little bit more
diverse. It goes in different ways specialty but also molecular based and research and so on.
Research will be strengthened also by the evidence that will be provided by the links between
the population and the clinical registries. We cannot have only one or the other or say like some
countries do with clinical registries, we will put together the data and then we will have a
picture. You should have population-based Registries because then you have a follow-up, you
can really follow and see what happens in real time.

Question to all the panellists: what would you think would be the next steps, the next phase for
this project, for this initiative? How would you advise PancreQS to go ahead?

Tit Albreht, National Institute of Public Health, Ljubljana (Slovenia)

| think we should definitely seek support from all European countries. Some of the variations
are probably to be expected, but same others are the result of differing methodologies. | think
Rafael could tell us a lot of the experience about aligning methodologies across different
countries because this is a very painstaking thing. But of course if we want to get more power
and also compare results this is definitely something that we need to aim at.

Natalia Regidor Alvarez, AstraZeneca, Madrid (Spain)

| would say that it would be very interesting and important to include the sample analysis, the
collection of some of samples of the all the patients including in the registry and maybe use the
artificial intelligent or some of this new technologies to analyse the data and to compare with
controls histological serious or something like that, to optimise the analysis of the data

Rafael Marcos-Gragera, Unitat d'Epidemiologia i Registre de cancer de Girona (Spain)

| think the main problem as | mentioned before is to join different population, different cancer
registry type of cancer registry. | think the problem is the lack of a standardisation of the data
for example in treatment. Treatment for population based cancer registries is very difficult to
collect this information in a standard way for this reason in order to analyse the data about the
treatment and stage for example, as Raquel mentioned, there are different type of
classification in order to collect the information about the stage. For treatment is a mess in
cancer registry to obtain the information about it. | recommend for PancreOS the
standardisation of the data before to include the cancer registry in this in this project because
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the way to obtain the data probably is different, the definition of case is different, the follow-
up is different and | think to follow and standardisation of the collection of the data.

Carmen Martos, Fundacio per al Foment de la Investigacio Sanitaria i Biomedica de la Comunitat
Valenciana, Valencia (Spain)

| agree with Rafael but also there are some European initiative that isimportant for this because
there is a European Network of Cancer Registries (ENCR) working group trying to standardise
the data collection for treatment also for recurrence that at the moment cancer registry usually
are not collecting population based cancer registry are not collecting this information. And now
there is an effort in order to improve the data collection, clinical data collection from the
population based cancer registry and now also we are participating Rafael and me, is a new join
action for improving the data in the European population based cancer registry just starting
now. We are in the negotiation with the majority of the European countries. | think it could be
a starting point for improving the data, the data complex and the data quality of the population
based cancer registry.

Giovanni Marchegiani, University Hospital in Padua (ltaly)

The feeling that we have dealing with pancreatic cancer and, | mean as surgeon we really like
to be very proactive, is that we really have no time. So we really want to stress the fact that
while we are collecting data something is already happening. We have new diagnosis every day
and this is really something that at a political level probably is not really heard enough, you
know, because we really have to fight against a biology that gives us no time literally. And so,
as we feel it as a true medical emergency | really think that the next step of registries like that
should be, again, proactive like we try to do. So the way | see and we have been doing this in
Italy at a national level is screening and collecting data from people at risk of developing
pancreatic cancer and this is something that we can do it really now and in this way we can
identify, and we have data we have published that recently, that yes in this way one of the key
words that | heard was early diagnosis that in this way we can really have early diagnosis.

That is the only way right now, not in 5 years or 10 years, together with molecular analyses of
course, to have better outcomes for our patients. So | see a next phase of this registries not
just, | know it's already a huge effort, but to try to dream big is not only on those diagnosed
with the disease but also those who are at higher risk of developing so so-called familiar cases
or also individual at higher risk so preneoplastic lesion because in this way we can really impact
now on prognosis looking for development of science and to have more funds to provide new
research because really it's an emergency and we literally have no time already.

Francisco Lozano, Cancer Patients Europe, Brussels (Belgium)

| think that more research is needed to identify in any way, to try to understand much better
pancreatic cancer in its early stages. | think this is essential and well we should allocate some
type of incentive to young researchers and young practitioners to try to work in this line. And
also going back to the specialised centres, and for instance there's a good network of breast
units, | think we can do more or less the same with clear indicators and evaluating those
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indicators and trying to build a network of specialised centre throughout Europe because we
really need that. So | will insist in research with young people but trying to identify pancreatic
cancer in early stages that is absolutely essential

CONCLUSIONS AND FINAL REMARKS

Alfredo Carrato, PCE Board of Directors

The panellists just have shown the rooms for improvement that we do have and the
heterogeneity that is so obvious when we compare countries and ways of doing things.
PancreQOS is a tool that will harmonise the data obtained, as we are going to proceed in a
consensus form and we will try to get closer to the European Union of cancer Registries to be
involved in their methodology. So, we have to know what we are doing for showing it to the
politicians, asking for help, to invest more money on pancreatic cancer, a deadly disease, to
help us on moving forward with more funds and more projects. This is a real huge task but if
each one of us contribute a little bit, we will succeed, | am sure of that. It requires that
everybody is committed to fight against this deadly disease that is causing 90% of mortality
rates now and, as Natalia said, we need to know our enemy with molecular analysis
Metabolomics, Genomics, Spatial, Transcriptomics etc. to target the Achilles tendon of this
disease properly and also to bring the Pharma industry the opportunity to invest more in
pancreatic cancer.

Nuria Malats, PCE Board of Directors

Since research is so fundamental also to moving forward in pancreatic cancer, to understand
pancreatic cancer, so PCE has set up this pancreatic cancer research map in Europe and we ask
you all, the research groups that are in Europe mainly, to contribute and to also draw the
scenario of research and pancreatic cancer in Europe by providing your data. So please contact
PCE secretariat to provide to ask for the credentials to enter in this tool and to upload your data
regarding which type of research you do, which resources you have, how large your lab is. This
will foster collaborations and also a foster training for young researchers.

THE PANELISTS

Tit Albreht, National Institute of Public Health, Ljubljana (Slovenia)

He is a Scientific Co-Ordinator at the National Institute of Public Health of Slovenia, and have
been leading and contributing to several projects and initiatives aimed at developing modern,
patient-oriented, and equitable health systems in the EU and beyond. He has also been a Senior
Health System and Health Services Researcher and Expert on Comprehensive Cancer Control
Policies, coordinating the Joint Action Cancer Control and the Joint Actions EPAAC, CanCon,
iPAAC and CraNE.
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Raquel Benitez, Pancreatic Cancer Europe (Belgium)

She is a Scientific Project Manager, specializing in cancer research, epidemiology, biostatistics,
and bioinformatics. She focusses on aligning project goals with strategic vision, ensuring timely,
budget-conscious delivery, and fostering team collaboration. She is passionate about turning
scientific discoveries into real-world solutions that improve lives.

Alfredo Carrato, Pancreatic Cancer Europe (Belgium)

He is presently Emeritus Professor of Medical Oncology at Alcala University and the Chairperson
of Pancreatic Cancer Europe. He is Director of the Research Group on Pancreatic Cancer at the
Spanish Network of Cancer Research — CIBERONC, and researcher at the Ramon y Cajal
Research Institute — IRYCIS, both in Madrid, Spain.

Francisco Lozano, Cancer Patients Europe (Belgium)

He is a cancer survivor, diagnosed with leukaemia 15 years ago and now fully recovered.
Professionally he is a doctor, specialised in stomatology. Since his cancer diagnosis, he have
essentially worked in public health, and have been responsible for several years of oral cancer
early diagnosis and prevention campaigns organised in Spain by the Ministry of Health with the
Spanish Dental Association, of which he was Secretary General. He has experience in European
affairs as has been vice president of the Council of European Dentists (CED) for 3 years and
President of the European Network for Smoking and Tobacco Prevention (ENSP) for 7 years.

Nuria Malats, Pancreatic Cancer Europe (Belgium)

She is currently the head of the Genetic and Molecular Epidemiology Group at the Spanish
National Cancer Research Centre (CNIO), Madrid, Spain. Her research primarily focusses on
pancreatic and urinary bladder cancers.

Giovanni Marchegiani, University Hospital in Padua (ltaly)

He is a pancreas surgeon, trained in pancreatic surgery at the University of Verona, the
Pancreas Institute. He holds a PhD in Pancreas Science, Inflammation Immunity and Cancer.
During his education he has spent several years in the United States of America, including for a
fellowship in Pancreas Surgery at the Massachusetts General Hospital of Harvard University. He
is currently leading the Young Talent Group of the European Pancreas Club, he is editor of the
BJS Open, and sits in the Council of the European African HPB Association and United European
Gastroenterology.

Rafael Marcos-Gragera, Unitat d'Epidemiologia i Registre de cancer de Girona (Spain)

He graduated in Medicine and Surgery (University of Barcelona), Master in Methodology in
Health Sciences (Autonomous University of Barcelona), and Diploma in Public Health (Catalan
Institute of Health). He is also Specialist in Preventive Medicine and Public Health (Ministry of
Education and Science). Since 1995, he has worked as an epidemiologist at the Epidemiology
and Cancer Registry Unit of the Girona-Catalan Institute of Oncology.
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Carmen Martos, Fundacio per al Foment de la Investigacid Sanitaria i Biomédica de la Comunitat
Valenciana, Valencia (Spain)

Sheis a medical doctor, epidemiologist, and works as Head of the Rare Diseases Research Area,
in the Foundation for the Promotion of Health and Biomedical Research of Valencia Region
(FISABIO). Previously, she has been working for at the European Commission's Joint Research
Centre in Ispra (ltaly) in the cancer information group.

Natalia Regidor Alvarez, AstraZeneca, Madrid (Spain)
She is the Lead of the Oncology Therapeutic Area for AstraZeneca Spain.

Find more on the PancreOS project on our webpage

https://pancreaticcancereurope.eu/project/pancreos-pancreatic-cancer-overall-survival-
registry-in-europe-2021/

WWW.pancreaticcancereurope.eu
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