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Foreword

Foreword

A diagnosis of pancreatic cancer can feel overwhelming for patients
and their families. It often arrives suddenly, with little warning,

and brings a flood of questions and emotions. In such a moment,
having clear, reliable information can make a profound difference.

This booklet, coordinated by Pancreatic Cancer Europe (PCE),

is designed to help patients and their families better understand
what lies ahead. It offers an overview of the key aspects of managing
pancreatic cancer, from the initial steps of diagnosis to treatment
options such as surgery, chemotherapy, and radiotherapy,

as well as personalized treatment options, clinical trials

and the importance of supportive care.

As a medical oncologist working closely with people affected

by pancreatic cancer, | know how important it is for patients

to feel informed and supported throughout their journey.

While this disease presents significant challenges, advances

in treatment and a more personalized, multidisciplinary approach
to care are providing new hope.
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No two experiences with pancreatic cancer are the same. This booklet does
not replace conversations with your healthcare team, but it can serve

as a companion and help you make sense of the process, prepare

for decisions, and feel more confident in asking questions and expressing
your preferences.

| commend Pancreatic Cancer Europe for coordinating this valuable resource
and hope it offers guidance and reassurance to those who need it most.

TERESA MACARULLA, MD, PHD

Head, Medical Oncology Department,
Hospital Clinic Barcelona

Barcelona, Spain



Introduction

Introduction

The pancreas is a complex organ that regulates food digestion as well as
blood glucose levels. It is situated in between the stomach, the duodenum
(upper part of the small intestine) and the spleen. The pancreas consists of
three main parts: the head that is located close to the duodenum, the body,
and the tail that is close to the spleen. The pancreas receives blood supply
from large arteries that are essential in the functioning of the organ.

Pancreatic cancer is a relatively rare cancer but is known for being
particularly aggressive. It is the third leading cause of cancer-related deaths
in Europe, and its prognosis can be challenging, especially when diagnosed
at advanced stages. While the exact cause of pancreatic cancer remains
unclear, several risk factors have been identified that may increase the
likelihood of developing the disease. These include:

i\l
Obese patients are at ny
greater risk of developing
pancreatic cancer aar
(
@ \
+ Modifiable Smoking is one of the most

significant risk factors
for pancreatic cancer

risk factors

Diets high in red meat
and low in fruits and vegetables
can contribute to the risk, A
although further studies

are needed in this area

Long-term conditions like diabetes
or chronic pancreatitis can also increase
the risk. A new diagnosis of diabetes
in people over the age of 50 years
can be a sign of pancreatic cancer
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Non-Modifiable
risk factors

The risk increases with age, A family history of pancreatic
with most cases occurring cancer or certain genetic
in people over the age of 65 conditions' can raise the risk

While these factors can increase the likelihood of developing pancreatic
cancer, other people with risk factors never develop the disease,
and some people with no known risk factors may still be diagnosed.

Goal of this booklet

This booklet aims to provide information and resources to help you
navigate the diagnosis and treatment of pancreatic cancer.

Facing a cancer diagnosis can be overwhelming, and understanding
the treatment options is an important step in making informed
decisions. This booklet provides information regarding key aspects
of pancreatic cancer diagnosis, staging and treatment, including
surgery, chemotherapy and radiotherapy. In addition, this booklet
provides insights into personalized treatments, clinical trials,

and supportive care options.

7 1 Genetic conditions caused by alterations in genes such as BRCA1/2, ATM, MSH6, PALB2, TP53
or CDKN2A, among others.
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I have the diagnosis, what is next?

I have the diagnosis, what is next?

This section provides an overview of staging, additional tests, and the
importance of a multidisciplinary medical team in planning your treatment.

Pancreatic cancer staging and implications for treatment strategy

Pancreatic cancer often has few or vague symptoms in its early stages,
which can make it hard to detect. When symptoms do appear, they may
include abdominal or back pain, unexplained weight loss, loss of appetite,
yellowing of the skin or eyes, dark urine, or light-coloured stools. Some
people may also experience fatigue, nausea, or new-onset diabetes.

Staging describes the extent of cancer and helps guide treatment decisions.
The most commonly used staging system for pancreatic cancer categorizes
itin 4 groups:

1. Resectable (Operable) Cancer: The tumour is confined
to the pancreas or has minimal spread to nearby
structures, making surgical removal possible.

2. Borderline Resectable Cancer: The tumour is close
to major blood vessels, making surgery more complex.
However, surgery may still be an option after
preoperative treatments such as chemotherapy
or radiation.

3. Locally Advanced (Unresectable) Cancer: The cancer
has spread extensively to nearby structures,
mostly relevant arteries and veins, making surgery
not an immediate option. Treatment focuses
on controlling the disease and symptoms.
In some cases, surgery may be attempted in highly
specialized centres after preoperative treatment.
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4. Metastatic Cancer: The cancer has spread
to distant organs, such as the liver or lungs.
Treatment aims to control disease progression
and maintain quality of life.

1.2 What additional tests should be considered?

If pancreatic cancer is suspected, additional tests are often needed to better
understand the disease and determine the most appropriate treatment plan.
The most relevant test include:

To assess tumour
size and spread.

J : Helps evaluate

the tumour and obtain tissue samples for biopsy.
May be
used to detect metastases in specific situations.
May help in
monitoring response to treatment.

®

Molecular
analysis of the tumour sample aimed at identifying
genetic mutations in the tumour that could influence
treatment options.

Checks for inherited
mutations? that may affect treatment decisions
or have implications for family members.

el
Q)&
g =

1.3 The multidisciplinary medical team

Because pancreatic cancer is complex, treatment is most effective when
managed by a multidisciplinary team (MDT) of specialists who work together
to develop a personalized care plan for each patient.

The team may include:

Oversees chemotherapy,
clinical trials and targeted therapies.

Evaluates whether surgery
is an option.

Evaluates imaging results to provide
an appropriate staging for each tumour.

Reviews all biopsy and tissue samples
to provide a definitive diagnosis.

Plans and delivers radiation
therapy if needed.

Manages digestive
complications and conducts diagnostic procedures.

9 2 See footnote 1



1 | | have the diagnosis, what is next?

o Palliative Care Specialist: Focuses on symptom relief
and improving quality of life.

o Nutritionist: Provides dietary guidance to help
maintain strength and manage digestive issues.

o Psychologist: Supports emotional well-being.

o Social Worker: Helps with practical aspects of care.

e Cancer rehabilitation expert and physical exercise
specialist: Plans, executes and follows up
the rehabilitation during and after treatment.

o Patient navigator or case manager: A health
professional, many times a nurse, who will guide
the patients throughout the diagnostic
and treatment process.

Seeking care at a specialized cancer centre or an excellence centre for pancreatic
cancer can improve access to the latest treatments and clinical trials.

10
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2 Surgery

Surgery is a relevant option for pancreatic cancer cure, but only a subset

of patients is eligible for this intervention. This section outlines when surgery
may be possible, the types of procedures available, and what to expect

in terms of complications and recovery.

2.1 When can surgery be an option?

Surgical removal of the tumour may be possible if the cancer appears
to be localized and has not extensively invaded major blood vessels
or spread to distant organs.

It is also important to emphasize that the medical team and MDT

will evaluate each patient on a case-by-case basis, carefully weighing
the benefits and risks of a surgical intervention. This kind of specialised
surgeries require expertise and may require several hours to ensure
optimal surgical removal of the tumour. Based on the staging outlined
in the previous section, surgery may be considered under the following
circumstances:

M o Resectable Cancer: Surgery is usually possible
# upfront without preoperative chemotherapy

or radiotherapy.

o Borderline Resectable Cancer: Surgery may be
possible if preoperative therapy successfully shrinks
the tumour and prevents disease progression.

e Locally Advanced Cancer: In highly specialized
centres, surgery may be an option in select cases.
These surgeries frequently require vascular
reconstruction and their feasibility is usually
determined through exploratory laparoscopy
(keyhole surgery) before proceeding with a full
resection. Such surgeries require expertise
in hepatobiliary and vascular surgery and are only
performed in high-volume centres, where a lot
of patients with pancreatic cancer are treated.

11
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2.2

2.3

N,

What types of surgery can be proposed for pancreatic cancer

The type of surgery recommended depends on the location of the tumour
within the pancreas:

The most common surgery for tumours in the head
of the pancreas. It involves removing the head of the
pancreas, part of the duodenum, the gallbladder, part
of the bile duct, and sometimes part of the stomach.

Used for tumours
in the body or tail of the pancreas. This procedure
removes the affected portion of the pancreas
and often the spleen.

Involves removing the entire
pancreas, along with parts of the digestive tract and spleen.

While the intent of these surgical interventions is to eliminate the cancer,
patients may require lifelong insulin therapy and pancreatic enzyme
replacement in many cases.

After surgical removal of the tumour, patients may require additional
treatment with chemotherapy of radiotherapy in order to decrease the risk
of the tumour recurrence. After completion of all the planned treatment,
patients will be followed up regularly with blood tests and CT-scans.

Complications and recovery

Pancreatic surgery is complex and requires a hospital stay after the intervention
to ensure a gradual return to eating, appropriate pain management and
nutritional, physical and emotional support. The surgical team will also carefully
monitor for potential complications to identify and address risks, including:

Leakage of pancreatic

Can result in nausea and vomiting Can occur at the surgical fluids'from
and lead to temporary difficulties site or internally the surgical area
in ensuring appropriate oral intake

B2

<« S

w
May lead to blood loss through If a large portion of the pancreas May be persistent or chronic,
the surgical wound or alternatively is removed, insulin and pancreatic depending on the type
give way to blood clots necessitating enzyme supplementation and extent of surgery
specific treatments may be needed

12
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3 Chemotherapy

Chemotherapy, which is administered intravenously in a hospital setting,
plays a central role in the treatment of pancreatic cancer. This section covers
the intent of chemotherapy based on cancer staging, commonly used
treatment regimens and strategies to manage side effects.

3.1 Chemotherapy intent based on initial staging
The goal of chemotherapy depends on the stage of the disease at diagnosis:

¢ Neoadjuvant chemotherapy (before surgery): Given to
patients with borderline resectable or selected locally
advanced tumours to shrink the tumour, improve
the chances of complete surgical removal,
and eliminate microscopic cancer cells.

e Adjuvant chemotherapy (after surgery): Used in
resectable cancer to reduce the risk of recurrence
by targeting any remaining cancer cells.

This is recommended for all patients who recover
well from surgery and have not received
preoperative treatment.

o Primary treatment for unresectable or metastatic
disease: In locally advanced or metastatic
pancreatic cancer, chemotherapy is the main
treatment to control tumour growth,
relieve symptoms, maintain or increase quality
of life and extend survival. It may also be combined
with radiation therapy (chemoradiation)
in certain cases.

13
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3.2 Chemotherapy regimens commonly used in pancreatic cancer

Several chemotherapy regimens are recommended by international guidelines,
including ESMO guidelines, and used in pancreatic cancer treatment,

with the choice depending on factors like disease stage, performance status,
local reimbursement policies and tolerability. Common regimens include:

1. FOLFIRINOX/NALIRIFOX: A combination of 4 drugs.
It is effective but may cause significant side effects,
so itis usually used in young and fit patients.

2. Gemcitabine + Nab-Paclitaxel: A combination of two
chemo-therapies. It is also effective but usually better
tolerated than FOLFIRINOX.

3. Gemcitabine alone: Includes a single chemotherapy agent.
It is not as effective as the previous regimens, but is very well
tolerated in most cases. It is often used in frail patients who
may not tolerate multiagent chemotherapy regimens.

4. Gemcitabine: Capecitabine as postoperative
treatment in patients who are not fully fit
but who have recovered well from surgery.

3.3 Managing side effect
Chemotherapy can cause various side effects, but proactive management
can prevent them and help maintain quality of life. It is important
for patients to report any side effects to their medical team, as adjustments
in treatment or supportive care can significantly improve tolerance.

It is important to follow your medical team'’s guidance for any side effect
you may present. Some common side effects and strategies to manage
them include:

Maintain a balanced diet, and engage in light
‘ physical activity, increasing in time to a moderate one.

h‘ ! Antiemetic drugs may help
if prescribed by the treating physician. Eating small,

frequent meals may also reduce symptoms.

Stay hydrated, adjust fibre intake,
and use medications as prescribed by a treating physician.

While this does not require a specific
E 84 treatment, it may increase the risk of infection. Regular blood
tests will be performed during chemotherapy, to monitor blood
cell counts and adjustments of the chemotherapy regimen
may be required.

Consists in tingling or numbness in hands
and feet. More common with oxaliplatin or nab-paclitaxel;
symptoms can be managed with dose adjustments.

(( May occur with some regimens.

Maintain good oral hygiene,
use mild mouth rinses, and avoid spicy foods.

14
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4 Radiotherapy

Radiotherapy uses high-energy rays to target and destroy cancer cells. It may
be combined with radiosensitising chemotherapy, which makes the cancer
cells more susceptible to radiation therapy, to provide better local tumour
control. This section outlines when radiotherapy is considered, the different
types available, and what to expect during the first session.

4.1 Radiotherapy intent based on initial staging

The role of radiotherapy, a local treatment in pancreatic cancer,
depends on the stage and treatment strategy:

« Neoadjuvant radiotherapy (before surgery):
In borderline resectable or selected locally advanced
cases, radiotherapy may be used after chemotherapy
to shrink the tumour and facilitate complete surgical
removal.

o Definitive radiotherapy (primary treatment
for unresectable cancer): In locally advanced
pancreatic cancer, radiotherapy may help control
tumour growth and alleviate symptoms when surgery
is not possible.

« Adjuvant radiotherapy (after surgery): Occasionally
used after surgery if there is concern about remaining
cancer cells at the surgical margins, though its role
is debated and it is not commonly used in most centres.

» Palliative radiotherapy: In advanced or metastatic
cases (oligometastatic disease — just a few visible
metastases), radiotherapy may also help relieve pain,
bleeding, or bile duct obstruction caused
by tumour growth.

15
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Radiotherapy

Types of radiotherapy

There are two main types of radiotherapy used in pancreatic cancer.

The choice between conventional radiotherapy (External Beam
Radiotherapy, EBRT) and Stereotactic Body Radiotherapy (SBRT) depends
on tumour size, location, and the patient’s overall condition.

e Conventional radiotherapy (EBRT): This type
of radiotherapy delivers radiation in small doses
over several weeks (typically 5—6 weeks). In some
centres, it is the standard option when combined
with chemotherapy for locally advanced disease.

e Stereotactic Body Radiotherapy (SBRT): This consists
of a highly focused radiation technique that delivers
high doses over a shorter period (typically 1-5 sessions).
It may be used in selected borderline resectable
or locally advanced cases, often after chemotherapy.
It may offer better tumour control with fewer side
effects than conventional radiotherapy.

What to expect with the first radiotherapy session

Before starting treatment, patients undergo a radiotherapy planning session
(simulation) to ensure precise targeting of the tumour. This will include

a Computed Tomography (CT) or Magnetic Resonance Imaging (MRI)

to map the exact location of the tumour, as well as a personalized
immobilization device (such as custom mold or cushion) to help keep

the patient still during treatment. Small ink marks or tattoos may also

be placed on the skin to guide radiation delivery.

Once the simulation is complete (which may last 1-3 weeks), the radiotherapy
sessions will begin. The actual radiotherapy session is painless and lasts
15—-30 minutes. During the session, the patient will lie on a treatment table
while a machine delivers targeted radiation beams.

Patients can usually continue normal daily activities during treatment but
should follow recommendations from their oncology team for managing
potential side effects, which may include fatigue, nausea and skin reactions.
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5 Personalized treatment

Personalized treatment, also known as precision medicine, tailors therapy
to the unique characteristics of a patient’s cancer. In pancreatic cancer, this
involves identifying biomarkers and genetic alterations that may influence
treatment decisions. This section explains the role of next-generation
sequencing (NGS), key biomarkers, and how they guide treatment strategies.

5.1 What are biomarkers and what is NGS?

Biomarkers are a measurable indicator of a biological state. For example,
the presence of a particular gene mutation or the expression

of a particular protein may indicate an increased likelihood of responding
to a particular treatment.

NGS is a comprehensive genetic testing method that analyses the DNA

of a tumour to identify mutations, gene fusions (better identified by RNA
- Ribonucleic Acid testing), and other molecular alterations. These findings
can help determine whether a patient is eligible for targeted therapies,
immunotherapy, or clinical trials. It is recommended for patients

with advanced pancreatic cancer.

Only a subset of patients will harbour such important biomarkers?.

While most pancreatic cancers do not yet have approved targeted treatment
options, genetic testing is critical in identifying patients who might benefit
from personalized therapies, especially in the context of clinical trials.

5.2 What does personalized treatment mean in pancreatic cancer?

Personalized treatment in pancreatic cancer involves using genetic and
molecular information to optimize therapy with drugs that block genetic
alterations’ effects, for each patient. This approach can include:

Treatments which specifically Treatments that mobilize Patients with specific biomarkers may
target a genetic alteration the immune system of the patients qualify for novel treatments under
against the cancer itself development in clinical trials, offering

new therapeutic opportunities

17 3 These biomarkers include BRCA1/BRCA2 or PALB2 Mutations, Microsatellite Instability-High (MSI-H)
or Mismatch Repair Deficiency (dMMR), NTRK fusions and many others.
4 Some relevant examples of pancreatic cancer include:
e BRCA1/BRCA2 or PALB2 mutations — These mutations indicate potential sensitivity to platinum-based
chemotherapy (FOLFIRINOX) and PARP inhibitors (olaparib). continued on next page
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6 Clinical trials

Clinical trials are essential for advancing pancreatic cancer treatment by
testing new therapies, improving existing treatments, and expanding the
range of available options for patients. This section explains what clinical
trials are, when they might be an option, and how to find a suitable trial.

For further information, please visit:
pancreaticcancereurope.eu/clinical-trials/

6.1 What is a clinical trial and why should it be of interest?

A clinical trial is a research study that evaluates new drugs, treatment
strategies or combinations, or medical procedures to determine their
effectiveness and safety. All clinical trials follow strict ethical and safety
international guidelines to protect participants. Participation in a clinical trial
is always voluntary, and patients can withdraw at any time. Understanding
the potential benefits, risks, and commitment involved is crucial before
making a decision. It is advisable for all patients to evaluate options of
participating in clinical trials during their disease. They are important in
pancreatic cancer for many reasons, because they:

o
} 4
o

18

o Offer access to promising new treatments: Some trials test novel
targeted therapies, immunotherapies, or drug combinations that could
be more effective than the standard of care.

o Carry the potential for improved outcomes: For some patients,
trial treatments may offer benefits when standard options are limited.

o Contribute to medical progress: Participation helps researchers develop
better treatments for future patients.

When can a clinical trial be an option?
Clinical trials may be available for all stages of pancreatic cancer, though

eligibility depends on specific criteria such as tumour type, prior treatments,

and overall health status. Discussing clinical trial opportunities early with
your oncology team is important to ensure all options are considered.

« NTRKfusion - If an NTRK fusion is found, the patient may benefit from TRK inhibitors.
o NRGa1 fusion - If an NRG1 fusion is found, the patient may benefit from zenocotuzumab.

5 Patients with MSI-H or dMMR tumours may be eligible for immune checkpoint inhibitors such as
pembrolizumab, which can lead to long-term disease control in select cases.


https://pancreaticcancereurope.eu/clinical-trials/
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6.3 How to find an appropriate clinical trial

Patients interested in clinical trials should discuss it with their
oncologist and medical team who can help to identify relevant trials
and determine if the potential patient is eligible.

Here are some useful steps:

o At an early stage after your diagnosis, discuss with your oncologist
and medical team to determine whether they are aware
of any medical trials for which you may be eligible.

e Research medical institutions, teams, and doctors who are engaged
in medical trials. This research can be done via ClinicalTrials.gov,
patient associations (such as Pancreatic Cancer Europe) or research
consortiums (European Organisation for Research and Treatment
of Cancer - EORTC). Certain jurisdictions may also have care
concierge services which may be able to help you research options.

¢ Contact the institutions, teams, and doctors who are engaged
in potentially available trials and ask for a secondary consultation.
These visits can potentially be virtual, although some require
an in-person visit.

19
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Supportive and palliative care

Supportive and palliative care is an essential part of pancreatic cancer treatment.
Both focus on improving quality of life by managing symptoms, reducing
treatment side effects, and providing emotional and psychological support.

According to the Multinational Association of Supportive Care in Cancers?,
supportive care is

éé the prevention and management of the adverse
effects of cancer and its treatment. This includes
management of physical and psychological symp-
toms and side effects across the continuum of the
cancer experience from diagnosis through treat-
ment to post-treatment care. Enhancing rehabilita-
tion, secondary cancer prevention, survivorship,
and end-of-life care are integral to supportive care.”

éé

20

According to the Center to Advance Palliative Care?, palliative care is

specialized medical care for people living with
serious illnesses. It is focused on providing patients
with relief from the symptoms and stress

of a serious illness—whatever the diagnosis.

The goal is to improve quality of life for both

the patient and the family. Palliative care is provided
by a team of doctors, nurses, and other specialists
who work with a patient’s other doctors to provide
an extra layer of support.

Palliative care is appropriate at any age and at any

stage in a serious illness, and can be provided
together with curative treatment.”

Often, they are used interchangeably and in pancreatic cancer they are
always used together. Palliative and supportive care are not limited

to end-of-life care; they can be integrated at any stage of pancreatic cancer,
alongside active treatment.

This section explores how supportive and palliative medicine help, when to seek
them, and strategies for managing pain and digestive symptoms.

6 https://mascc.org/
7 https://www.capc.org/
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How can supportive and palliative medicine help?

Supportive and palliative medicine is designed to improve symptom control,
including pain, nausea, fatigue, and digestive issues. It is also intended

to enhance quality of life, support emotional and psychological well-being.
To be effective for pancreatic cancer it requires a multidisciplinary team

that works together to address the complex physical, emotional,

and psychological needs of patients.

This team typically includes palliative care physicians and nurses,

pain specialists, gastroenterologists, psychologists and social workers.

In advanced cases, hospice care specialists may become involved to ensure
comfort-focused care. The coordination between these specialists ensures
that all aspects of the patient’'s well-being are addressed, helping to improve
daily functioning and overall quality of life.

When to seek specialised supportive and palliative care

The medical team and treating oncologist will evaluate each patient

to decide when this type of care is needed. Usually, early supportive care

is highly recommended, especially if symptoms such as pain, emotional
distress, asthenia - weakness, malnutrition- weight loss, or other treatment
side effects are present.

Pain management

Pain is a common symptom in pancreatic cancer. Pain management should
be tailored to each patient’s needs, ensuring comfort while minimizing side
effects. Management strategies include:

depending on the intensity and type of pain, drugs such
as paracetamol, anti-inflammatory drugs, opioids (morphine, oxycodone,
fentanyl) or gabapentin/pregabalin may be recommended.

A celiac plexus block (an injection targeting the nerves
near the pancreas) can provide long-term pain relief.

Palliative radiation can help reduce pain.
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Supportive and palliative care

Digestive symptoms management

Pancreatic cancer and its treatments can cause several digestive problems,
including malabsorption, nausea, and changes in bowel habits.
Common symptoms and management strategies include:

Pancreatic cancer may lead to severe
weight loss and loss of appetite. Nutritional support from a dietitian
can help optimize food intake. When appropriate, high-calorie,
high-protein diets and oral supplements may be recommended.

An active way of living and appropriate physical exercise should be
in the support plan.

these symptoms can be caused
by a lack of pancreatic enzymes, both due to the tumour itself and by prior
treatments (surgery, radiotherapy). Treatment with pancreatic enzyme
replacement therapy may be taken with meals to improve absorption.

This may occur due to delayed stomach emptying
or to chemotherapy side effects. Medications like metoclopramide
or ondansetron, given before meals or treatment, may provide
a significant benefit.
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8 Functional treatment

Functional treatment focuses on maintaining overall well-being throughout
the course of pancreatic cancer care, addressing the impact of the disease
and its treatments on daily functioning and quality of life. This approach
aims to preserve strength, prevent complications such as malnutrition

or muscle loss, support emotional resilience, and improve tolerance

to medical treatments.

By integrating nutritional support, physical activity, and emotional support
into the treatment plan, functional treatment helps patients remain as active
and independent as possible. It is an essential component of comprehensive
cancer care, enhancing both short-term comfort and long-term outcomes.

8.1 Nutritional support

Nutritional support helps manage weight loss and malabsorption.
Along with physical exercise, it is commonly called prehabilitation,

it prevents common symptoms in pancreatic cancer and may improve
tolerance to treatment, leading to a less severe post-surgical or medical
treatment complications and improvement in quality of life. It might be
helpful to include easy-to-digest, low-fat foods, to avoid refined sugars,
and to intake five or six small doses of food a day.

The right nutrient intake can be achieved through a personalized diet,
and when needed through a combination of oral nutrition, enteral nutrition
and parenteral nutrition.

Please refer to PCE'’s booklet “Nutrition and pancreatic cancer” for more
detailed information. You can download the available resources at this link.

8.2 Medical nutrition

Medical nutrition encompasses specialised products for nutritional
therapy, which may help patients of all ages to address nutritional
insufficiencies arising from a disease, disorder or condition, if they are
unable to meet their requirements via normal foods. Medical nutrition
includes Oral Nutritional Supplements, Enteral Tube Feeding (via the
gastrointestinal tract), and Parenteral Nutrition (intravenous feeding).

Medical Nutrition products are to be used under medical supervision.
Depending on the situation medical nutrition may be required

for short or long term or even for life and may be administered

in diverse healthcare settings or at home.

23
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Functional treatment

The European Society for Clinical Nutrition and Metabolism (ESPEN)
produces a comprehensive series of guidelines on the importance
of nutrition in different specific medical situations, including cancer
patients. Find more information at this link.

8.3

8.4

Physical activity

Exercise is an important part of a healthy lifestyle and may help pancreatic
cancer patients gain physical strength to help them better tolerate treatment.
However, cancer can lead to loss of energy, which may lead to difficulties

in exercising. It's important to find the balance and determine what is
appropriate for each individual.

Research indicates that physical activity may have beneficial effects on several
aspects of cancer survivorship, including weight gain, quality of life, cancer

recurrence or progression, and prognosis. Physical activity, even mild exercise,
can improve energy levels, reduce treatment side effects, and enhance recovery.

Please refer to the PCE’s booklet “Physical activity and pancreatic cancer” for
further information. You can download the available resources at this link.

Emotional support

Cancer is a challenging diagnosis that not only affects the physical health

of patients but also usually has a negative impact on their emotional
well-being. In fact, as cancer affects the patient’s body, it can also bring up

a lot of different feelings that might be new or more intense than usual.
The patient can feel overwhelmed, scared, stressed, anxious, hopeful, angry,
sad, grateful, lonely, or guilty.

These are all valid emotions, and it's important for the patient
to acknowledge and share them if they feel comfortable doing so.

Emotional and psychological support, including counselling and patient
support groups, is crucial for coping with the emotional challenges
of diagnosis and treatment.

Please refer to the PCE’s booklet “Emotional support and pancreatic
cancer” for further information. You can download the available
resources at this link.

24
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9 My navigation throughout diagnosis
and treatment

Receiving a pancreatic cancer diagnosis can be overwhelming,

but navigating treatment effectively involves seeking expert care, accessing
support networks, and planning for the future. This section highlights key
steps to understand available resources and to help patients make informed
decisions and receive the best possible care.

The appendix 1 contains a list of possible questions you may want
to ask your doctor.

9.1 Need to contact centres of excellence
Centres of Excellence are specialized medical institutions with expertise
in diagnosing and treating pancreatic cancer. These centres offer:
e Access to multidisciplinary teams.

¢ The latest treatment protocols and advanced surgical techniques,
including complex procedures like vascular reconstruction.

e Clinical trial opportunities for innovative therapies.

» The identification of molecular and biological alterations of the tumour
and the patient to tailor treatment and genetic counselling, if needed.

Seeking care at a high-volume centre improves access to specialized
oncology teams, experienced surgeons, and cutting-edge research,
which can lead to better outcomes.

9.2 How can patient associations help me?

Patient associations play a vital role in supporting individuals with
pancreatic cancer and their families. These organizations provide:

o Educational resources to help patients understand their diagnosis
and treatment options.

e Support groups and counselling to address nutritional, physical,
emotional and psychological challenges.

e Advocacy efforts to improve research funding
and healthcare policies.

e Guidance on accessing clinical trials and financial assistance programs.
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9 | My navigation throughout diagnosis and treatment

International cancer organizations such as Pancreatic Cancer Europe
(PCE), as well as national and local ones can connect patients
to essential resources and community support?.

You can help create better outcomes in pancreatic cancer!

Support or join a patient association and share your story.

Your voice can raise awareness and support fundraising initiatives.
Your contributions can also be useful to researchers in their project
development. PCE can put you in contact with national organisations
and institutions in your country.

9.3

9.4
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Advanced care planning

Advanced care planning ensures that a patient's medical preferences

and personal values are respected throughout their treatment journey.
While these decisions may be difficult to consider, early planning provides
clarity and peace of mind for both patients and their families, allowing them
to focus on quality of life and well-being.

This process usually involves discussions with healthcare providers and
loved ones to align care with the patient’s priorities and ensure their wishes
are honoured. In some circumstances, this process may include a living will,
which outlines the type of medical interventions a patient wishes to receive
or avoid in case they cannot communicate their decisions and a medical
power of attorney, which designates a trusted person to make healthcare
decisions on the patient’s behalf if they become unable to do so.

Patient’s rights: Information is part of care

Facing a diagnosis of pancreatic cancer involves more than clinical
decisions and treatments. Every patient has the right to be informed
about the administrative, legal, and social aspects of their journey.
In many European countries, patients may be entitled to:

It is important to ask your care team or hospital staff if a social worker,
patient navigator or case manager is available. Patient associations can
also be a valuable source of guidance regarding national regulations
and available services.

8 The updated list of national and local pancreatic cancer organisations
can be found at this link.


https://pancreaticcancereurope.eu/members/
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Final remarks

Receiving a diagnosis of pancreatic cancer can feel overwhelming,

but remember you are not facing it alone. Your healthcare team, loved ones,
and support organizations are here to guide and empower you every step
of the way. This booklet offers clear, up-to-date information on current
treatments and supportive therapies so that you can have informed,
confident discussions with your oncologist and decide together on

the plan that best suits your goals and values.

Significant strides have been made in pancreatic cancer surgery, systemic
therapies, and symptom management in recent years, and numerous
clinical trials continue to drive progress. While the journey ahead may be
challenging, advances in research and care provide renewed hope.

Stay curious, ask questions, participate actively in decisions, and lean on
the resources around you. Above all, focus on what matters most to you
and take each day one step at a time.



Appendix

Appendix List of possible questions you may want
to ask your doctor

e What type of pancreatic cancer do | have, and where is exactly located?

e Which is the extension of my cancer?

e Dol need any additional imaging or tests before we decide on treatment?
e Has my case been reviewed by a multidisciplinary team?

e s surgery an option for me, and if so, when and where would it be considered?
e What kind of surgery should | undergo?

e What are the expected risks of surgery in my current situation?

o What chemotherapy regimens are recommended in my situation?

e What is the aim of the treatment with chemotherapy in my situation?

e Are there any advantages to starting with chemotherapy
before surgery (neoadjuvant therapy)?

e Willl need radiotherapy, and what kind is best for my case?

e What are the potential short- and long-term side effects of chemotherapy?
e What are the potential short- and long-term side effects of radiotherapy?
e What is the intention of the treatment strategy? Can my cancer be cured?
e How will you evaluate whether the treatment is working?

o How will treatment affect my daily life and overall well-being?

e Willl be able to continue working during treatment?

e How long is the treatment expected to last?

e Have you or will you perform molecular analysis of the tumour?
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Is personalized or targeted therapy an option based on my tumour’s
characteristics?

Are there any clinical trials | might be eligible for in my current situation?

What supportive care services are available to help with symptoms
like pain, loss of appetite, fatigue, or digestion issues?

How can | manage my nutrition and weight during treatment?

What emotional or psychological support resources do you recommend?
If the cancer spreads or progresses, what are the next treatment steps?
Should | consider getting a second opinion or contacting a specialized centre?

What should | discuss with my family regarding advanced care planning
and medical decision-making?
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