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Foreword

Foreword

Pancreatic cancer is one of the most threatening cancers. Pancreatic cancer
is the one that my patients and their loved ones fear the most and have
more difficulty coping with. Often people diagnosed with pancreatic cancer
experience difficult emotions including fear and despair, which can impair
their quality of life, well-being, and their clinical outcomes.

In Europe for the past two decades, scientific evidence shows the
importance of assessing and addressing cancer patients’ emotional and
psychosocial needs. This can prevent severe distress and psychological
suffering, avoid disrupted quality of life and family burden related to cancer,
and to optimize patients’ clinical outcomes. Regular provision of this care by
psychosocial oncology services has been recommended by the European
Guide for Quality National Cancer Control Programmes since 2015. Further
on in 2021 the European Cancer Organisation published the Essential
Requirements for Quality Cancer Care for Pancreatic Cancer (2021), which
emphasizes the need for integrating psychosocial and psycho-oncology care
services in the treatment of pancreatic cancer patients. More recently the
European Commission Beating Cancer Plan emphasizes this area of care as
a priority for the treatment and quality of life of all European cancer patients
and their families to be improved in actionable national cancer policies.

Much is still to be done at the country and hospital levels to resource this
area of care, with specialists integrated in clinical teams to adequately
address and reduce cancer patients’ emotional and psychosocial suffering.
But cancer patients’ organisations, and we as European citizens are entitled
to the best care available, and we have an important role in demanding
more for its availability!
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As a clinician and specialist in psycho-oncology, and having contributed

to the improvement of European cancer policies and actions for the

past decades, it is with great joy that | welcome and endorse the current
initiative of Pancreatic Cancer Europe, on developing a supportive emotional
informative resource for patients and health care professionals, who face
pancreatic cancer. | am honored to have collaborated with. | hope that you
will use it.

Emotional suffering is mostly silent and very lonely, but you are not alone,
you are entitled to receive emotional support alongside treatment and
follow-up to maximize your well-being, quality of life and clinical outcomes.
So please don't wait for it, but proactively ask for it!

LUZIA TRAVADO, PHD, MSC, CLINPSYCH

Senior clinician and researcher of Psycho-oncology,
Champalimaud Clinical & Research Centre,
Champalimaud Foundation, Lisbon, Portugal;

President-Emeritus of the International Psycho-Oncology Society



Introduction

Introduction

Pancreatic Cancer Europe (PCE) has developed this informative resource
to raise awareness of the urgent need to integrate emotional support
into pancreatic cancer care and to address the unmet needs of patients
and caregivers across Europe.

According to the World Health Organisation (WHO), which defines health
as a ‘state of complete physical, mental and social well-being™,

and in line with our previous publications highlighting the importance

of physical activity and nutrition, emotions also play an essential role

in our well-being and quality of life.

Based on studies and experiences of emotional support shared

by pancreatic cancer patients, survivors and caregivers, this document
has been developed with the aim of helping those struggling

with this disease, by using practical strategies to reduce the emotional
impact and to promote self-care.
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6 1 The WHO, 2024
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1 Emotions facing pancreatic cancer

When you are diagnhosed with cancer, it can be very common for you

to experience many different emotions, some of which you may find difficult
to cope with. You may experience shock when you are first diagnosed

and find it difficult to take in information your medical team is giving you.
You may experience fear and anxiety about your cancer and your treatments.

When faced with pancreatic cancer, it is natural to go through a range
of different emotions.

Some of these may come and go over time:

fear
anger

loneliness *l
@ # sadness
range of emotions

faced with pancreatic cancer

? a panic

helplessness discomfort

hostility

distress
blame

guiltiness




2 | Beingaware of my emotions

2 Being aware of my emotions

If you are experiencing any emotions, such as sadness, fear, panic or worry,
and they become persistent, extreme or unstable, it is important that your
healthcare team knows how you are feeling. Otherwise, this can affect

your ability to cope with the disease and treatments, and lead to conditions
such as depression and anxiety. For others, these emotions may come

and go and they are able to manage within their support network

— including their family and friends.

2.1 Symptoms of depression

It is common to feel sad and depressed long after a cancer diagnosis.

These feelings can be caused by a multitude of personal and life alterations,
such as: receiving a cancer diagnosis, physical symptoms due to the cancer
and/or the treatment, the fear of the unknown challenges of the future?
and uncertainty, an altered body image, which can affect self-esteem

and self-confidence, family and work roles may change and it is normal

to grieve over these losses and changes, and the fear of death.

During depression, it can be difficult to cope with cancer treatment.

That's why it's important to recognise and treat depression. Your healthcare
team is there to support you. Talk to your doctor and/or nurse openly about
your feelings; this will give some people relief and they can give you the help
you need. For some, talking to a psychologist or a mental health professional
is enough to alleviate their symptomes, as these specialists will provide you
with tools to help you deal with and reduce depression3. For others,
medication along with psychological support may be more appropriate.

Here are the most common symptoms of depression that you should be aware of:

— e you feel depressed or very sad most of the time,

I 2l

~

e you lose interest in activities that you used to enjoy,
] e crying most of the time
e changes in weight or appetite,

8 2,3 Cancer Support Resource for Patients, Families, Caregivers, n.d.(a)
4 American Psychiatric Association, 2013
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e sleep problems or too much sleep,

» feeling restless or slowed down,

» tiredness or lack of energy,

« feeling worthless or guilty,

« difficulty concentrating or making decisions,
» thoughts of death or suicide*.

Symptoms of anxiety

After a cancer diagnosis, it is normal to experience periods of anxiety.
However, if left untreated, it can affect the patient’s ability to cope with

the cancer®. There are various ways to treat anxiety, including psychological
support, medication and coping strategies such as recognising and addressing
negative thoughts, relaxation techniques and mindfulness. Cancer centres
usually offer access to psychologists, social workers, counsellors and support
groups who specialise in helping cancer patients cope with anxiety®.

Here are the most common anxiety symptoms to look out for and share
with your healthcare team so they can help you find the best support.

e excessive worry about many things most days,

» feeling restless or tense,

e getting tired easily,

» finding it hard to concentrate,

o feelingirritable,

e tense muscles,

e being scared or feeling persistent fear

» sleep problems, including difficulty falling asleep
or staying asleep’.

Some patients report that despite negative emotions, they also experience
positive emotions such as calmness and hope. Remember that everyone
has their own experiences. While some people experience certain negative
emotions, others deal with their cancer differently.

Most patients show remarkable resilience, adapt and cope well with the
disease, allowing them to maintain their functional abilities. Even though
patients demonstrate resilience, this does not mean that they do not need
support. On the contrary, patients seek emotional support from family,
friends and peers, including doctors, nurses and medical staff®.

5,6 Cancer Support Resource for Patients, Families, Caregivers, n.d.(b)
7 American Psychiatric Association, 2013
8 Dekker et al., 2020
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3 How to manage my emotions
during my cancer journey

3.1 Coping Strategies

Coping is the way we adapt to stressful situations, by using our resources

to cope with demands that exceed our usual capabilities®. There are many
techniques that can give you guidance, develop your resources and help
you feel more in control. These include, for example, setting your priorities,
setting yourself small goals and deciding what kind of support you need.
Some common coping strategies include talking about your feelings, finding
comfort in faith or spirituality, or doing something you enjoy every day™.

We have put together some exercises based on the ‘Transactional Model

of Stress and Coping’ and ‘Cognitive and Behavioural Theory’, as well as other
simple techniques to help you recognise, understand, accept and manage
any negative emotions. It is important that you choose the exercises

that work best for you, depending on your circumstances and goals.

Managing Stress

Objective

This technique explores how you cope with stress by examining
how you assess and perceive stressful situations and evaluate
your ability to manage them. It helps you to develop effective
coping strategies for these situations.

Exercise

» Identify one (or more) stressor(s) that you are currently facing in
relation to your pancreatic cancer. This could be physical symptoms,
emotional challenges, family problems, financial difficulties,
your work or other worries.

» Now think about how you notice them and assess your ability
to deal with them by asking yourself:

10 9 Lavarone, Ziello, Pastore, Fasanaro & Poderico, 2014
10,11 Pancreatic Cancer UK, 2022
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e How important is this stress factor for me?

e What impact does it have on my life?

e Do | have the necessary resources to deal
with this stressor effectively?

Identify your internal resources (motivation, optimism, resilience,
determination, personal strengths, skills, etc.) and your external
resources (support from family and friends, your trusted healthcare
team, support groups and social services, etc.)

Based on the stressor you have identified and your available
coping resources, list specific actions (coping strategies) that can
help you manage stress effectively: problem focused coping
strategies (address the stressor), e.g., make medical appointments,
get a second opinion, look for patient organisations, etc.,

and emotion-focused coping strategies (regulate emotional
responses), e.g., talk to a psychologist, do mindfulness

or relaxation exercises, use hypnosis, etc.

Choose one or two coping strategies from your list that you can use
in response to the stressor. Create an action plan describing

how you will use these strategies in real-life situations. Create a
contingency plan in case there are obstacles.

Apply your action plan by using the coping strategies you have chosen
when you are confronted with the stressor and adapt it if necessary.

Addressing negative thoughts

Objective
This technique helps you to recognise and change automatic negative
thoughts that can increase stress and anxiety.

Exercise

>

Start a diary and write down your negative thoughts that arise
during the day. For example: “| feel like I'll never get better”
or “This is too much for me”.

Ask yourself: “Why do | think these thoughts are true?”,

“Are they based on facts or feelings?”, “Can | see it differently?”,
“What advice would | give to someone in the same situation?”.
Formulate more positive and realistic thoughts, such as “I'm doing

” &

my best” or “Support is available”, “I know I'm not alone”, “l can do
this”, “Better days will come”, “| am surrounded by love and support”,
“I can face this challenge”, “| am grateful for the love and support |

am receiving’, “| am focusing on the positive’, “| am taking one day
at atime’, etc.

Replace your initial negative thoughts with more positive
ones, for example:

11
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= Instead of “| feel like I'll never get better” you could say:
“This is a challenge, but I've dealt with difficult situations
before and can get help when | need it”. Instead of "This is too
much for me.", you could say: "I'm doing my best".

= Regularly write down new automatic negative thoughts
and replace them with more balanced ones each time,
as it takes time to change habits.

= Read your diary regularly to see your progress.

= |f you apply this technique systematically, you can change
your thought patterns, reduce your distress and increase
your overall well-being.

Problem Solving

Objective
This technique helps you to recognise and solve certain problems that contribute
to your stress and anxiety

Exercise
» Identify a specific problem that is stressing you out, for example: “I live alone and have
no one to help me at home".

» List all the possible solutions that come to mind, for example: “Ask the doctor to provide
me with a social worker to help me find home support’, “Possibility of spending some time

in a rehabilitation centre’, “"Hire a house keeper or assistant’, "Ask relatives or close
friends for help’, etc.

» Evaluate each option: “Hire a house keeper or assistant” (-) can be expensive,
“Ask relatives or close friends for help® (+) no cost, etc.

» Choose the most favourable solution for your situation, e.g: “Ask relatives or close friends first".

» Next, create an action plan: find out who can help you, list all the tasks you need help with,
contact available relatives or close friends and ask for help, plan to check back in a few weeks.

If you apply this technique systematically, you can reduce the feeling of helplessness
and strengthen your sense of control over your life circumstances.

12
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Mood Monitoring

Objective

This can be a valuable technique to improve mood and motivation.
Depression often stops us from doing things that bring joy and
meaning to our lives, making us feel even worse. With this technique,
we can reverse this cycle through our actions and choices.

Exercise
Date:

» Find 4-5 activities that you enjoy and observe your mood
before and after, e.g. from 1-10:

My mood

My mood afteré

Time Activity
i before the ¢ the activity
i activity (1-10) i (1-10)
08:00 AM : Enjoying your preferred hot morning drink P2 7
i 10:00AM : Listen to music 3 P 6
. 02:115PM | Meditation pause L 6
i 03:00 PM Talk with someone you care about 4
i 06:00PM | Go forawalk P2

» List your personal goals, for example:
1. Enjoy your favourite hot morning drink - 20 min, every morning.
2. Listen to music - 20 min, every morning.
3. Meditation break - 5 min (..

» Plan your enjoyable and meaningful activities for the week:
Monday: enjoy your favourite hot morning drink, meditation break;
Tuesday: (...)

» Identify possible obstacles and solutions, example:
Obstacle: | forget to register my mood.
Solution: | write reminders on my mobile phone.

» Exercise regularly this creates new habits, and frequently change
your routine to incorporate other enjoyable activities, to increase
motivation and enthusiasm. This also helps to build your muscles.

» Schedule activities at times when you are most likely to succeed,
e.g. when you feel less tired, such as in the afternoon.

» At the end of each week, reflect on how your mood has changed
during the week, which activities improved your mood the most,
what obstacles you encountered and how you overcame them.

13
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Breathing and Relaxation Exercises, 5- 10 min

Objective
Reduce stress, anxiety and panic through controlled breathing
and relaxation techniques.

Exercise1 | Box Breathing

Box breathing, also known as “square breathing”, is a deep breathing
technique that helps to slow down breathing, calm the nervous
system, reduce anxiety, stress, fear and panic and alleviate worry.

It improves sleep and controls hyperventilation, lowers blood pressure
and cortisol levels.

By focussing on counting to 4, you can bring your breathing back

into a relaxed rhythm:

» Make yourself comfortable. Sit on a chair, stand or lie on your back.
Choose a posture that keeps your back and neck straight and relaxed.

» Breathe normally for one minute and observe how your chest
and abdomen rise and fall.

» Breathe in deeply so that your belly rises, not just your chest.
» Close your eyes or stare at a point in front of you.

» Breathe in through your nose and count slowly to 4.
Feel the air entering your lungs.

» Hold your breath for 4 seconds. Try not to breathe in or out for 4 seconds.
» Breathe out slowly through your mouth for 4 seconds.
» Hold your breath again for 4 seconds.

Repeat the exercise until you feel calm. Count the seconds in your head.
Start with 2- or 3-second intervals if 4 seconds is too long for you

Exercise2 | Diaphragmatic Breathing

» Inhale deeply through the nose, placing one hand on the chest
and the other on the abdomen.

» Breathe in slowly and deeply through your nose and fill your
stomach. The hand on the chest should remain almost motionless.

» Breathe out slowly through your mouth and feel your stomach sink.
The exhalation should be longer than the inhalation.
For example, breathe in for a count of 4 and out for a count of 6.

Keep doing this until you feel calmer.

Exercise 3 | Progressive Muscle Relaxation

» Tense and relax each muscle group, starting with the feet
and working up to the head.

» This helps you to relax and relieve physical and mental tension.

14
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Exercise 4 | Simple Breathing
» Inhale slowly through your nose.
» Breathe out slowly through your mouth.

Concentrate on the air flowing in and out. You can do this anywhere
and at any time. Keep doing this until you feel calmer.

Mindfulness and Meditation Exercises, 15 - 20 min

Objective

Mindfulness helps us to develop the ability to pay full attention to the
present moment. Paying attention to the present moment, instead

of the past or the future can help you to manage and reduce stress and
anxiety and improve acceptance. Most of the time we act automatically
without really being aware of our experiences. As a result, we run

the risk of missing out on our lives and losing touch with what is
important'. You can sit or lie down and make yourself as comfortable
as possible. Closing your eyes during the mindfulness and meditation
exercises is optional, so you can do whatever suits you best.

Exercise1 | To Stop
Pause and observe your experiences in the here and now.

» Stop everything for a few moments and observe every moment.

» Choose an object close to you and hold it in your hands,
you can also choose a flower, plant, fruit, your child’s hair, etc.

» Ask yourself: What is it made of? What is its texture? How thick is it?
Is it bendy? Is it cold?

» Observe the outline of the object. What shape and colour is it?
What noise does it make? What does it smell like?

How do you feel at this moment? What thoughts are going
through your head at this moment?

Exercise2 | Return to the present moment by becoming aware
of your breathing

Concentrating on the breath means immersing yourself

in the here and now.

» Become aware of the air at the entrance to your nose:
the air that flows in and out of your nostrils.

» Notice the sensations in your belly as the air flows in and out
of your lungs.

» Place a hand on your belly to accompany the movement
of your breathing.

15 12 Inspired by the work of Ilios Kotsou (2016)



3 | How to manage my emotions during my cancer journey

» Become aware of all the physical sensations associated with breathing.

» Thoughts will quickly race through your head. The moment you
realise this, calmly return your attention to your breathing.

The aim is not to control your breathing or your thoughts, but simply
to reconnect with the experience of the moment.

Exercise3 | Observe your thoughts without judgement
Observing without judgement creates a new freedom. This freedom
proves to be a very good tool for deciding, for example, whether an
action or behaviour is appropriate.

» Pause for a few minutes, look at your face and describe it
as objectively as possible.

» Observe your thoughts as they come and go without making
judgements.

» Make a note of any judgement that comes to mind and return
to the previous steps.

Exercise 4 | Observe your experience as it is
» Just sit still, be attentive and receptive to everything you encounter.

» Observe with curiosity and don't get stuck on anything.
» Observe how your mind is used to having goals and expectations.

» Thoughts, sensations and feelings can arise, take their place
and then disappear again.

Be fully aware and be open and mindful of what may arise in your mind.

Exercise5 | Top 5 of your negative thoughts

Observing your thoughts as they arise gives you the opportunity to
distance yourself from them and thus gain some control over these
thoughts.

» Make a note of the 5 negative thoughts that bother you most often.

» Then learn to recognise them as quickly as possible: for example,
“Hey, here comes my thought number 3!", “It's my fault”
and “l can't do this”.

Exercise 6 | Bodyscan

This exercise is about consciously exploring every part of your body
in the rhythm of your breathing so that you can fully perceive your
sensations. By concentrating on each part of your body individually,
you are recognising sensations, but you are also distracting yourself
from any negative thoughts that you might have.

» Make yourself comfortable, whether you are lying down or sitting,
or wherever you are. Become aware of your body — its weight,

16
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its grounding and its position in space. Also notice your breathing,
the air you breathe in and out.

» Take a moment to feel the contact surfaces of your body.
For example, if you are sitting on a chair, notice the parts that are
in contact with the chair (back, feet on the floor).

» Visit each part of your body without judgement. Start this exercise
with the toes of your left foot. Concentrate on the sensations
that are present there: the contact between the toes,
the temperature or another sensation.

» Then focus your attention on the sole of the foot, the heel
and the upper part of the foot. Pay attention to the smallest
sensations. Then move on to the ankle, the lower left leg, the calf,
the knee and so on.

» Notice each part of your body in turn: left thigh, then left or right
feet, right leg, pelvis, abdomen, chest, fingers, hands, arms,
shoulders, neck, head and face. Take your time. Feel your breath in
your body, feel each sensation and observe how it changes.

Exercise 7 | Maeditation without object

Sit with your legs crossed or lie down, make yourself as comfortable
as possible without moving, very still. Breathe slowly. Just be yourself.
Use the exhalation to relax. Nothing more than just being there,
sitting and doing nothing.

Exercise 8 | 10 Fingers of gratitude exercise

This gratitude exercise combines the practice of mindfulness with the
contemplation of the small positive things in life. It involves counting
on your fingers ten things you are grateful for, starting with larger and
easily recognizable aspects, such as the support of family and friends,
and moving on to smaller things that often go unnoticed, like the
sound of rain, sunlight streaming through a window, or the warmth of
a blanket.

The goal is to help you connect with moments of gratitude,
promoting a sense of well-being and inner peace.

By focusing on simple and positive details, the exercise encourages
deeper reflection on the impact of these small things in daily life.

Regular or daily practice can help you strengthen your resilience,
allowing you to find sources of comfort and joy, even in the most
challenging moments?3.

Exercise 9 | Dignity and Self-esteem Strengthening Exercise
This exercise is designed as a tool for reflection and to keep your
self-esteem up, particularly during challenging times when negative
thoughts or stress may be overwhelming. It encourages you to step

17 13 Adapted from Williams & Penman (2011)
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back and view your life from a positive whole perspective, to gain
clarity and un-focus from the disease (you are not the disease!),
find meaning and purpose in your life, and reduce the emotional
intensity of the moment. This is an exercise for difficult moments.

By focusing on your achievements and the resilience you've shown
throughout your life, this exercise aims to strengthen your sense
of dignity, fostering a deep sense of peace and fulfilment.

You'll begin by reflecting on the significant moments and
accomplishments that have shaped your life journey, considering
the milestones that filled you with pride and reinforced your sense
of self-esteem and dignity.

Identify the achievements that mean the most to you, whether
personal, professional, or relational, from childhood until the
present. Recall the feelings of satisfaction and worth that these
accomplishments brought you.

Consider how these achievements have contributed to your overall
sense of self-esteem, confidence, dignity and well-being. Recognize the
positive impact you've had on your own life and on the lives of others.

Reflect on the challenges you've encountered and how you've
managed to overcome them. Acknowledge the strengths and qualities
that have helped you through difficult times.

Finally, write a message of appreciation to yourself, affirming your
intrinsic value and dignity, regardless of the circumstances you
currently face™.

Psychological Flexibility (Acceptance), 15 - 20 min

Objective

This technique combines acceptance and mindfulness with behaviour
change strategies and aims to improve psychological flexibility. It
encourages patients to accept difficult emotions rather than fight
against them. It aims to raise awareness of physical sensations and
emotions without judging them or trying to change them.

Exercise | Beingin the present moment, to focus on breathing
and to observe your thoughts and emotions without judgement
» Take a few deep breaths.

» Concentrate on your breath and feel how the air flows in
and out of your body.

» Focus your attention on the physical sensations in your body,
you can choose the areas that are affected by cancer.

18 14 Adapted from Chochinov (2012)
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» Observe your thoughts and feelings and visualise them like clouds
passing in the sky as they appear, without trying to change

or judge them.

» Allow your thoughts and feelings to come and go and simply
observe them without attachment.

» Ifyou feel stuck in a thought or emotion, gently continue
to observe and, if necessary, return to the feeling of your breath.

» Notice how your thoughts, feelings and physical sensations
change over time.

Other mindfulness activities:

There are many other mindfulness practises you can do on your own,
such as eating mindfully, being mindful while walking, exploring nature
or doing other daily activities with full attention, taking a shower

while paying attention to the feeling of the water and soap

on the body, etc. You can also use recordings or apps of guided
mindfulness meditations.

3.2

Psychological interventions

Psychological interventions aim to improve patients’ physical

and psychological well-being. They help patients to adjust to their cancer
at all stages of the disease, reduce distress and psychological suffering
and maintain these benefits over time. These interventions can support
patients and families, individually or in group, and patients with their
partner or caregiver in dyads (two individuals together). They are based on
techniques such as information, education, emotional support, relaxation,
and techniques that act on emotions, thoughts and behaviours.

If you or your loved ones, including your children, need support,

you can ask your healthcare team for a referral to a psycho-oncologist,

a specialist in psychological care of cancer patients, who works

with your healthcare team, including your oncologist.

é¢ 1nformation about available emotional support
should directly be delivered by the hospital,
for instance doctors or nursing staff”

Pancreatic cancer survivor

19
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Building a support system

Resources for emotional support

There are different approaches to help you to deal with this disease,
and each person copes with it in their own way.

Here are several interventions that have been shown to be effective

at different stages of the disease and are aimed at reducing emotional
suffering through improving self-efficacy skills, such as reformulation

of catastrophic thoughts, increasing pleasurable activities, coping with pain,
and changing the focus of attention's:

psychological
support

| = =

— — g

pet therapy counselling

peer support
groups

emotional support E% psycho-
resources education
¢ M hypnosis

XA

meditation/
mindfulness

relaxation

techniques physical exercise,

sports

In addition, emotional support can be provided in other ways, such as online
and telehealth consultations and other online resources such as websites,
informative resources, apps, chat groups, forums, hotlines, counselling
services and the use of volunteer experts. As patients are often unaware

of these resources, efforts should be made to improve the accessibility

and availability of information on external support options's, considering
each patient’s local resources.

15 Lang-Rollin & Berberich, 2018
16 Dekker et al,, 2020
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4.2

21

Building a support system

Remember, support is available along the way. If necessary, you can ask
for help. There are various ways to provide you with the emotional support
you need, besides the specialised psycho-oncological or supportive care
at your hospital/centre when available.

Family and friends

The support of your loved ones is a tremendous source of strength, comfort,
and encouragement to help you throughout this difficult period.

They can help and support you on various levels—from emotional support,
like listening to, and help to relieve your stress and worry, to household
responsibilities, like assisting you with childcare, pet care, and more.

You can create a strong and supportive network together. But don't hesitate
to ask for help and accept it when offered.

Support groups
Support groups are an important source for patients for many reasons,
because they offer:
» emotional support and understanding by providing a safe space
to share feelings, experiences and strategies;

o valuable sources of information for patients about treatments, side effects
and coping strategies;

» asense of belonging, as contact with other patients provides emotional
support and alleviates feelings of isolation;

o stories from other patients can inspire and encourage and promote
optimism and motivation to keep fighting;

» support from fellow patients, which promotes personal strength and resilience;
o practical guidance and advice;
« advocating together for better care, which builds collective strength.
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4.3 Patient organisations

Patient organisations play a central role in supporting and empowering
individuals affected by cancer. They help to navigate the healthcare system,
provide information, and various resources of support for patients

and families. Below are the primary organisations dedicated to supporting
pancreatic cancer patients in Europe:

Pancreatic Cancer Europe (PCE) Contact: contact@pancreaticcancereurope.eu
i Website: www.pancreaticcancereurope.eu

Digestive Cancer Europe (DiCE) Contact: info@digestivecancers.eu
i Website: www.digestivecancers.eu

Cancer Patients Europe (CPE) Contact: info@cancerpatientseurope.org
:  Website: www.cancerpatientseurope.org

22
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The importance of information and
communication with your healthcare team

Usually, a visit to the doctor brings up numerous questions, especially

in the context of cancer. However, when we're face-to-face with the doctor,
we often forget to ask all the questions we have in mind. For this reason,

we have compiled some questions you can prepare in advance to ask

your doctor on the day of your appointment (please see the Appendix).

You don't need to select all of them, just those that are relevant to your situation.

It is usually helpful to ensure you have someone with you when you are
consulting with your doctor. This is so they can assist with asking questions
and to remember important information which patients can often forget
because of the stress of the situation.

It is important that you speak openly with your doctor and other members
of the medical team about your needs and concerns. Also, make sure

to write down all your symptoms so that you can share them

with your doctor. It is also beneficial to keep notes from your medical
appointments, and a relative can assist you with this as you may need

to refer back to them later.
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6 Many ways to prevent
caregiver burden

Informal caregivers, usually partners, relatives, or close friends, regarded
as “fellow sufferers”'” alongside patients, serve an increasingly important
role in the modern healthcare system, supporting the needs of patients

within and outside the healthcare setting®.

In the context of cancer, many caregivers do not feel prepared for all

the tasks they undertake. They provide support at different levels, such

as changing dressings, assisting with pain management and treatment
decision-making, helping manage nausea and fatigue, providing emotional
support, ensuring household tasks (e.g., cleaning and meal preparation),
and managing trips to the hospital for treatment and appointments.

Caregivers of patients with cancer play a central role in providing care or
assistance in the short and long term. In light of these, caregivers also experience
considerable unmet emotional needs, especially when the prognosis is poor
at the time of diagnosis, and when the caregiving role is prolonged™.

When the demands of the caregiving role exceed their emotional capacity,
caregivers may experience a sense of burden?®, Often, caregivers experience
the same or even more distress, such as anxiety and depression,
and higher levels of emotional stress than the patients they are assisting.
‘ Curiously, anxiety, but not depression, is more prevalent in caregivers

¢ ¢ thanin patients?. These emotional reactions can be acute and chronic.
Caregivers can report physical, psychological, social, and financial difficulties
associated with the caregiver role.

& Caregivers who experience anxiety and/
or depression develop a sense of burden
more often than caregivers who do not
experience anxiety and/or depression”22

Furthermore, faced with all these demands, they prioritise their sick loved
ones and often neglect their own needs. They often feel overwhelmed by all
the tasks they want to take on themselves, sometimes because they have
no choice, or because they don't want to “bother anyone”, or simply because
they are unaware of the support available to caregivers.

Many, even those who don't perceive caregiving as a burden, experience a
range of problems including sleep disturbances, anxiety and depression?,

24 17 Wang, Molassiotis, Chung & Tan, 2018 19 Krishnasamy, Hassan, Jewell,
18 Chong, Crowe, Mentor, Pandanaboyana, Moravski, & Lewin, 2023
& Sharp, 2023 20 Given, Wyatt, Given, Sherwood,

Gift, DeVoss & Rahbar, 2004
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& Combined, patients with advanced cancers
and their caregivers report emotional and
psychological needs as the most prevalent
unmet supportive care domains” 24

é¢ Informal caregivers and patients
with advanced cancer are considered
a whole unit in fighting the illness” 25

If you are a caregiver, prioritising your well-being is essential.

Whether you are feeling exhausted, overwhelmed, or even if you feel
that you are managing or coping, the following can help to support you
in your role as the caregiver in times of need:

1. Don't neglect your well-being, look after your physical
and mental health.

N

When possible, take breaks, it is important to take
time for yourself.

3. Do whatyou can.
Delegate tasks if possible.

n 5. Ask for help and don't hesitate to accept
assistance when offered.

6. Establish boundaries.
7. Seek help from a psychologist or a counsellor.
8. Seek support from friends, family or support groups.
Nz 9. Share your feelings with the doctor or the healthcare
é; team and with your loved ones.
10. Learn about caregiving roles and how to provide
care effectively.
11. Search for community supportive resources
in your area, they are available to help you.
25 21 Vedie & Neuzillet, 2019 24 Krishnasamy, Hassan, Jewell,

22 Razavi & Delvaux, 2019 Moravski, & Lewin, 2023
23 Wang, Molassiotis, Chung & Tan, 2018 25 Wang, Molassiotis, Chung & Tan, 2018
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Appendix List of possible questions you may want
to ask your doctor

Diagnosis:
e How is pancreatic cancer diagnosed?
e What additional tests do | need for a more precise diagnosis?

Disease Characteristics:

e Would you please write down my type of cancer?
e What stage is my pancreatic cancer at?

e Has it spread?

e What are the symptoms of pancreatic cancer?

o What will happen next?

Treatments:

o Does my cancer have treatments?

e What are the possible treatments?

e Inyour opinion, what is the best treatment?

o What treatments will | need?

e Issurgery a possibility? If yes, what is the goal of the surgery?

o« What are the risks and benefits of surgery for pancreatic cancer?
e If my treatment doesn't work, are there other possible treatments?
o If surgery doesn't work, are there other possibilities?

e When do the treatments start?

e When do the treatments end?

e |s the treatment painful?

e Can | choose not to undergo treatment?

e What are the advantages and disadvantages of the treatments?
e |s the treatment effective?

e Can | have more time to live?

e Are there experimental treatments or new treatments available
for pancreatic cancer?

o What is the success rate of treatments for pancreatic cancer
in my specific case?

26
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What are the signs that the treatment is working?

What is the impact of treatment on my immune system?

Are there vaccines or preventive treatments | should consider?
What are the treatment options for metastases, if they occur?

Side Effects:

What are the possible side effects of the treatments?
What are the pain control options for pancreatic cancer?

Disease and Its Evolution:

Can | have a recurrence?
Can | do something to help prevent it or delay it?
What are the signs that the disease is progressing to a terminal stage?

Impact on Personal Life:

Can pancreatic cancer affect my ability to work? How can | manage this?
How can | balance treatment and family life?

Can the disease and treatments impact my sex life?

Can the disease and treatments affect my fertility?

What resources are available to help with treatment costs?

How can | maintain an active social life during treatment?

Emotional and Social Support:

How can my family and friends help me?

What can | do if my spouse, relative, or friend is experiencing
emotional difficulties?

How can | cope with the emotional impact of my diagnosis
and treatment?

Are there support groups or counselling services available
for pancreatic cancer patients and their families?

What should | do if | feel distressed, anxious, sad, or worried?

What resources do you recommend for managing stress and anxiety
related to my condition?

Am | entitled to be accompanied by a psychologist?
Can the hospital psychologist also help my family and children?

Are there emotional support programs specifically
for pancreatic cancer patients?

How can | find psychologists or counsellors specialised in the emotional
needs of pancreatic cancer patients?

What are the signs that | need emotional or psychological help?
How can | find spiritual support, if desired?
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Family Communication:
e What and when should | tell my children about my illness?

e How can | explain the prognosis and treatment plan for pancreatic cancer
to my family members?

e What is the best way to keep the family informed about my progress
and health status?

e How can | involve my family in the decision-making process
regarding my care?

Quality of Life:

e Can |l continue to do exercise?

e What exercises can | do to maintain my well-being and quality of life?
e Should | follow any dietary regimen?

e How can pancreatic cancer and its treatment affect my digestion
and nutrition?

e |s there any nutritional supplement recommended for pancreatic
cancer patients?

e How can | deal with weight loss and loss of appetite during treatment?
e How can | manage treatment-related fatigue?

e Are there meditation or mindfulness techniques recommended
for cancer patients?

o What adjustments can | make at home to make my life easier
during treatment?

Complementary Therapies:
e What do you think of complementary therapies and its use in my case?

e Are there any complementary therapies that can help in the treatment
of pancreatic cancer or in improving my quality of life and well-being
along the treatment?

e Which complementary therapies have scientific evidence of benefit
for pancreatic cancer patients?

e Are there any contraindications of the use of complementary therapies
while undergoing conventional treatments?

Home Care:

o After my hospitalisation, can | receive help at home?

e How can | request home assistance?

o What type of home support is available to help with my daily activities?

Palliative Care:
e What is palliative care?
e Are there specific palliative care options for pancreatic cancer patients?
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Am | entitled to receive assistance (social, financial...)?
How can palliative care improve my quality of life?

What are the psychological support options or resources available
in palliative care?

Are there rehabilitation programs to aid in recovery during palliative care?

End of Life:

How much time do | have to live?

What will happen in my last days of life?

Will | suffer?

How can | express my wishes when | can no longer speak for myself?

When | can no longer speak for myself, how can | ensure my wishes
are respected?

How is sedation administered at the end of life?

Can you explain what happens after sedation?

What are my rights and legal options for end-of-life care?
How can | plan for my end-of-life care?
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