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Foreword

Foreword

Pancreatic cancer is one of the most threatening cancers and the one

that my patients and their loved ones fear the most, and have more difficult
to cope with due to its bad reputation as a disease and its prognosis.

Such patients live in constant fear and despair, which impair their quality

of life, well-being, and ultimately their clinical outcomes.

In Europe for the past two decades, we have gathered scientific evidence
that shows the importance of assessing and addressing cancer patients’
emotional and psychosocial needs as a way to 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 already since 2015. Further on in 2021 the published Essential
Requirements for Quality Cancer Care for Pancreatic Cancer (2021)

by the European Cancer Organisation 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’ organizations 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

for 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, that | am honored to have collaborated with.

| hope that you will use 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 promote self-care.

1 The WHO, 2024
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1 What is emotional support

Emotional support in oncology, usually called psychosocial oncology care
(PSOC), focuses on the psychological concerns and emotional responses
of patients at all stages of the disease as well as their families.

PSOC provides ways to alleviate or reduce the impact of cancer on mental
health and improve patients’ coping skills2. These are designed to address
the challenges of treatment and the uncertainty of disease progression,
from pre-diagnosis to palliative care and survivorship. Integrating PSOC
into the standard care of patients and their families reduces distress

and psychosocial morbidity, improves quality of life and well-being during
and after cancer treatment and contributes to optimize clinical outcomes3.

The goal of psychosocial oncology is to provide methods and resources

to meet the needs that are triggered or made worse by a cancer diagnosis,
the demands and challenges of treatment and its side effects,

and the ongoing consequences of the disease*.

Emotional support is critical to patient-centred care, without which other
aspects of cancer care cannot be delivered effectively®.

7 2 Travado, Reis, Watson & Borras, 2017
3 Travado, & Dalmas, 2015
4,5 Krishnasamy, Hassan, Jewell, Moravski, & Lewin, 2023
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Being aware of my emotions

The importance of emotional support
in pancreatic cancer

Dealing with pancreatic cancer can be challenging in many ways
and can have a profound emotional impact on patients as well
as their families and friends.

é¢ The emotional impact of cancer can be

more harmful than the disease itself”6

Medical progress, the improvement in general living conditions

and increased life expectancy have led to an increase in the total number
of cancer cases. Above all, more patients are surviving cancer or living
with the disease for a longer time?”.

Despite developments in treatment options?, there has been progress

in improving survival rates for other cancers in general, however they remain
low for pancreatic cancer in advanced stages for which curative treatment

is no longer an option?.

& People diagnosed with pancreatic

éé

cancer have the worst survival
prognosis of any cancer” 10

Due to the advanced stage at which symptoms typically appear

and its similarity to those of other diseases™, pancreatic cancer is often
diagnosed late. This delay, combined with the disease's aggressiveness,
rapid progression, and complex treatment procedures'? can significantly
impact the hope and optimism of patients and their families.

Given the often-poor prognosis,
supporting people with pancreatic cancer
to maintain as good a quality of life

for as long as possible is a vital aspect

of their care” 13

6 Meyerowitz, 1980, as cited in Travado, 2024 9 Digestive Cancer Europe, 2022
7 Lang-Rollin & Berberich, 2018 10 Beesley, et al., 2016

8 Ebstein, Joseph & Hernandez, 2020 11 Digestive Cancer Europe, 2022
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When pancreatic cancer is diagnosed late, it often causes a high symptom burden.
The symptoms of the disease are described as follows:

unexplained

weight loss
depression nausea
[v]
changed abdominal
bowel habits: pain

pancreatic cancer

steatorrhea %
sympthoms
changed ' m mid-back

bowel habits: ﬁ e pain
s

diarrhoea .ﬁ‘ \H’

jaundice new onset of diabetes not
deep vein associated with weight gain
thrombosis (especially in case of pain)

é¢ Alltreatments are associated with
a significant side-effect burden, and
patients’ quality-of-life and psychological
wellbeing are notably worse compared
to people without cancer and those
with other forms of cancer”14

Pancreatic cancer and its treatments can impact many aspects of a person's
life, resulting in a variety of needs, such as informational, physical, practical,
psychological, emotional, social, and spiritual needs. Studies suggest

that these needs are not always adequately met, which can affect patients’
current and future quality of life’®>. When these needs are left unaddressed,
they may impact’¢:

o the capacity to tolerate or adhere to treatment,

o the capacity to engage in treatment decision-making,
» the patient experience and health outcomes,

e health system costs.

9 12 Watson et al,, 2019 15 Scott & Jewell, 2023
13  Scott & Jewell, 2023 16 Krishnasamy, Hassan, Jewell,
14 Chong, Crowe, Mentor, Moravski, & Lewin, 2023

Pandanaboyana, & Sharp, 2023
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Being aware of my emotions

Despite their serious consequences, emotional needs that impact
the well-being of patients and caregivers continue to be overlooked".

This matters to patients, as evidence shows that patients’ emotional
well-being is closely linked to their ability to make decisions, communicate
with members of their healthcare team, adhere to treatment, prolonged
hospitalisation, and achieve optimal physical health outcomes™.

Understanding and responding to the needs of patients with pancreatic
cancer remains a neglected area of research and service provision.
More attention needs to be paid to this aspect, as with other cancers.

é¢ Thereis a clear need for improved

understanding of the physical

and emotional well-being of patients

with pancreatic cancer, and factors

that may help improve their quality of life” 20

cancer remains a neglected area of research and service provision.
More attention needs to be paid to this aspect, as with other cancers.

A study has uncovered a “tsunami” of unmet needs among pancreatic
cancer patients, particularly those in the advanced stages of the disease.
It found that 96% of respondents reported some needs, while 54%

had moderate-high unmet physical and psychological needs (52%)?".

The three most commonly reported moderate to high needs were??;

* “not being able to do things they used to” (41%),
» ‘“concerns about the worries of those close” (37%),
» “uncertainty about the future” (30%).

Another study on the needs of pancreatic cancer patients examined risk
factors for current and future unmet need for supportive care. The study
showed that in patients who had undergone complete resection, the need
for supportive care decreased over time, while it increased in patients
with advanced stage or metastatic disease .

More must be done to identify patients' needs through routine assessment
using tools such as the holistic needs assessment. These tools can help
patients to receive appropriate and timely support that will enable them
to have a good quality of life for as long as possible?4.

. Supporting patients to manage disease symptoms and treatment side

7
é s effects throughout their healthcare journey is crucial. Providing timely

10

® and comprehensive information along with supportive care is critical
to achieving this goal®.

17  Krishnasamy, Hassan, Jewell, Moravski, & Lewin, 2023 21,22 Beesley, et al., 2016a
18 Gilmore et al,, 2021 23 Beesley, et al., 2016b
19 Krishnasamy, Hassan, Jewell, Moravski, & Lewin, 2023 24,25 Scott & Jewell, 2023

20 Watson et al,, 2019
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2.1 Integrating psychosocial oncology into treatment care

Psychosocial aspects can modulate the course of the disease,
and usually have a profound impact on the physical and psychological
well-being of patients?®,

As a result, the demand for psychosocial interventions to treat and support
patients with oncological diseases and cancer survivors has increased
significantly in recent decades?.

Integrating psychosocial support into cancer care is about harmonising
patients' emotional and social needs with medical care. This includes

a range of strategies such as routine screening for distress, collaboration
between healthcare professionals, patient education, counselling

and supportive care services. By integrating support into treatment,

the aim is to enhance patients' well-being to improve their quality

of life throughout their cancer journey. Patients and their caregivers
emphasise the importance of consistently assessing and addressing
patients' emotional needs?.

Quality cancer care is not limited to the provision of appropriate treatment,
but also recommends that patients' psychosocial needs are systematically
assessed and that psychosocial oncology services and mental health
specialists are available to address these needs, as an integral part

of comprehensive and quality cancer care?.

In order to achieve the highest standards for the health and quality of life
of cancer patients, the International Psycho-Oncology Society (IPOS)
has established a global standard, which sets out the following3°:

o
-

1. Psychosocial cancer care
should be recognized
as a universal human right,

2. Quality cancer care must
integrate the psychosocial
domain into routine care,

3. Distress should be measured
as the sixth vital sign after

temperature, blood pressure,
pulse, respiratory rate and pain

11 26,27 Lang-Rollin & Berberich, 2018 29,30 Travado, Reis, Watson & Borras, 2017

28 Krishnasamy, Hassan, Jewell,
Moravski, & Lewin, 2023
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What is distress

What is distress

According to the National Comprehensive Cancer Network in 2024, distress
is “a multifactorial unpleasant experience of a psychological (ie, cognitive,
behavioural, emotional), social, spiritual, and/or physical nature that may
interfere with one’s ability to cope effectively with cancer, its physical
symptoms, and its treatment. Distress extends along a continuum,

ranging from common normal feelings of vulnerability, sadness, and fears
to problems that can become disabling, such as depression, anxiety, panic,
social isolation, and existential and spiritual crisis.”*’

é¢ Distressis very common
among people with cancer” 32

From diagnosis through all stages of the disease, it is normal to experience
various emotional responses. While some of these emotions are natural
andadaptive psychological responses and may fluctuate over time, others,
especially in more extreme forms, such as severe distress, may lead

to anxiety and depression which will require special attention and care.

Almost everyone who has cancer has some degree of distress at some point
in their treatment journey. However, if left unaddressed, these intense negative
emotions can have undesired consequences on treatment adherence

and quality of life, which may impact clinical outcomes and survival.

Although emotional support is becoming available in hospitals, cancer
centres and oncology clinics, many pancreatic cancer patients who experience
high levels of distress, do not receive the support they need, as resources

in this area of care are still scarce and far from being optimal or integrated

in patients’ treatment plan.

&4 Early detection and treatment of distress
is required through routine screening

12

and access to mental health services” 33

The process of identifying patients with clinically relevant distress is
established on the intensity of emotional responses34. For example,

the Distress Thermometer is a screening tool created to help patients
measure their level of distress and identify problems in their life with which
they are struggling. This tool is very helpful as it enables patients to share
their distress with the healthcare team and highlights their support needs®.

31 NCCN, 2024 33 Scott & Jewell, 2023

32 Cancer Support Resource for Patients, 34 Dekkeretal, 2020
Families, Caregivers, n.d. 35 NCCN, 2024
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3.4 Common emotional responses to pancreatic cancer

Emotions have evolved over the course of human history in order to better
adapt to new conditions or situations. Emotions serve different purposes:
they alert, motivate and prepare us to deal with these situations. Anxiety,
for example, triggers cognitive, behavioural and physiological responses
that help us to cope with threatening situations. Sadness, on the other hand,
directs our gaze inwards and promotes acceptance and resignation. In addition,
expressing sadness can evoke compassion and support from others3e,

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

Some of these are adaptive and may come and go over time:

fear
calmness anger

hope
£

sadness

relief distress

frustration

panic

a discomfort

range of emotions
faced with pancreatic cancer

worry

. helplessness
uncertainty

ﬁ H
@ : ‘Q guiltiness
shock

loneliness . blame
hostility

13 36 Dekker et al, 2020
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These emotions can be triggered by various factors, such as the diagnosis,
the severity of the symptoms, the aggressiveness of the treatment,

the prognosis, the fear of recurrence or of progression of the disease,

the surgery and the emotional and psychological impact of the disease.

For example, patients can experience a state of anxiety defined

as “preoperative anxiety”, which is characterised by an unpleasant feeling
of discomfort or tension associated with waiting for anaesthesia

and surgery. The causes of preoperative anxiety have been categorised
into three dimensions?®”.

o the fear of the unknown
» theidea of being sick
» the possibility of life ending

71

This condition can contribute to increased perceptions of worry, fear
and uncertainty, which can be associated with depression, to the capacity
to cope with the disease, and psychological resilience38,

The level of anxiety may be influenced by various contextual factors,

such as the arrangements for hospitalisation and the amount of information
provided, as well as the patient's psychosocial functioning in terms

of cognitive style, behavioural and coping strategies, and perceived

quality of social support. These stressors can have a negative impact

on preoperative anxiety levels and perioperative outcomes, such as
perceived pain, length of hospital stay, analgesic consumption

and readmission rates?®.

Patients also refer to existential distress, which may include*°:
» loss of dignity,

» loss of control,

e hopelessness,

o demoralisation,

« feeling a burden to others.

14 37,38,39 Marinelli et al, 2020
40 Gooden et al.,, 2016
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3.2 Adaptive and maladaptive emotions

éé

éé

éd
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Emotions are essentially adaptive when they help us to adapt to situations,
such as in the diagnosis and treatment of cancer#'.

In general, a strong emotional experience
in response to cancer is natural
and potentially adaptive” 42

Emotions are maladaptive when they are severe or persistent
and interfere disproportionately with functioning. When emotions interfere
with adaptation, they can lead to significant distress and disability“3.

Examples include severe anxiety

leading to the avoidance of cancer
treatment, depression leading to unrealistic
negative expectations and lack

of motivation to continue treatment,

or fear of death leading to unrealistic
optimism regarding the outcome

of further treatment” 44

According to the theory of emotion dynamics, patients with maladaptive
emotions are characterised by emotional symptoms that persist and
perpetuate over time, are more extreme or are more unstable as compared
to patients with adaptive emotions#.

Studies have shown that patients

with pancreatic cancer suffer more
frequently from depression, anxiety

and a poor quality of life compared

to patients with other types of cancer” 46

Although psychological interventions for pancreatic cancer patients

are not as extensively documented in the literature as for other cancers,
research has evolved and increasingly recognises the need for psychosocial
support for pancreatic cancer patients and their caregivers. Consequently,
there is evidence for the effectiveness of certain psychological interventions
that address the emotional needs of patients, families and caregivers.

There are also therapies in the literature that use meaning# - and dignity-
centred approaches to address existential challenges such as hopelessness,
the search for meaning in life and maintaining dignity, which may be

also important for patients with pancreatic cancer, in advanced stages

of the disease. Some patients also report that they are satisfied

with the results of acupuncture.

41, 42, 43, 44, 45 Dekker et al.,, 2020 47 Scott & Jewell, 2023
46 Janda et al,, 2017
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What is distress

e e S S

One study reported that patients perceived the healthcare team
as an important source of emotional support and felt they understood

the burden of the illness, so they did not feel the need to explain the impact
of the illness. Patients appreciated empathetic care that was tailored to their
wishes*8, A study has shown that increased discussion of psychosocial issues

by nurses and oncologists improves the well-being of patients*.

Oncologists recognise the importance of emotional support as an important

clinical task. They recognise that an emotional response is normal

and a natural reaction to a cancer diagnosis or treatment>°,

They emphasise responding to patients' emotions by building supportive
relationships, normalising their experiences, offering reassurance

and ensuring continuity of care5".

Emotional challenges in advanced stages

In the advanced stages of cancer, patients and their families face new
emotional challenges as the disease progresses. As symptoms intensify
and treatment options are limited, patients typically experience

a rollercoaster of emotions, such as fear, worry, anxiety and sadness.
Coping with pain and side effects of treatment, as well as dealing

with end-of-life decisions, can lead to complex emotions and increased
distress. During this phase, patients in particular need special forms

of support, including effective pain management to ensure comfort
and quality of life, comfort care, family support, emotional, spiritual
and compassionate support, respect for dignity and open and honest
communication. Caregivers also benefit from bereavement counselling
and practical support.

48,49 Dekker et al,, 2020
50 Granek et al., 2018a
51 Granek et al., 2018b
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The importance of information and
communication with patients and caregivers

Providing emotional support is essential for patient-centred care in cancer
treatment. It depends on how well healthcare providers communicate

and engage patients in discussions about their needs, preferences and
concerns at every stage of their cancer journey. Having enough time and
resources to address emotional needs is crucial for healthcare providers.

For patients, the availability of opportunities, and encouragement to express
themselves, and recognition of the validity of their concerns are important
facilitators of emotional support>2.

A study found that communication skills were highlighted by almost

every patient and caregiver as crucial for providing emotional support.
Methods such as maintaining eye contact, introducing oneself at the

start of consultations, using the patient's name, reviewing case notes
beforehand, and conducting consultations in a relaxed manner were noted
to significantly impact the perception of being emotionally supported

and “recognized as a person, not just a patient”s3.

Patients' unmet needs can also increase the burden on caregivers.
On the other hand, the challenges faced by caregivers are closely tied
to the well-being of patients. Left unresolved, these caregiver issues
or unmet needs can not only decrease their own quality of life

but also negatively impact patients' health outcomess*.

52,53 Krishnasamy, Hassan, Jewell,
Moravski, & Lewin, 2023

54 Wang, Molassiotis, Chung & Tan, 2018
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Conclusion

Research suggests that emotional and psychological well-being
impacts physical health.

Psychosocial support helps patients better adapt and cope with pancreatic
cancer, ameliorating and reducing the impact of the disease,
which can enhance their overall well-being and quality of life.

Therefore to achieve the best clinical outcomes, patients’ emotional
and psychosocial needs must be addressed and included
in @ comprehensive treatment plan.
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