Palliative Care & Social Practice

Review

The role of cancer nurses in cancer-related
pain management in Europe

Johan de Munter. Nikolina Dodlek, Ani Khmaladze, Sara Torcato Parreira,

Helena Ullgren

, Rik de Man, Floris A. de Jong and Wendy H. Oldenmenger

Abstract: Cancer pain is a common symptom in patients with cancer and can largely affect
their quality of life. Pain management is important to minimize the impact of pain on daily
activities. Cancer nurses are significantly involved in all steps of pain management and
contribute to the success of therapy through their knowledge and expertise. While they
generally play an important role in the screening, assessment, diagnosis, treatment and
follow-up of patients and their (pain) symptoms, this varies from country to country in Europe.
An important aspect is their role in educating patients and their families about what pain is,
what impact it can have, how it can be treated pharmacologically or non-pharmacologically
and what effects or problems can occur during treatment. While there is a great discrepancy
between education and training opportunities for cancer nurses in different European
countries, there is a continued need for education and training in pain management. Cancer is
increasingly becoming a chronic disease, and the management of pain in cancer survivors will
be crucial to maintain an adequate quality of life. With this, the crucial role of cancer nurses is

becoming even more important.
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Introduction

In 2020, 19.3million people worldwide were
diagnosed with cancer, and with the global preva-
lence of cancer steadily increasing it is estimated
that 28.4 million people will be newly diagnosed
with cancer in 2040.! Depending on the type of
cancer, for many patients, pain is often one of the
first symptoms that ultimately leads to a cancer
diagnosis, and the incidence of pain continues to
increase with disease progression and even more
during cancer treatment.??> The International
Association for the Study of Pain defines pain as
‘an unpleasant sensory and emotional experience
associated with, or resembling that associated
with actual or potential tissue damage’.* This def-
inition emphasizes that pain is subjective as expe-
rienced by the patient and that pain is present
whenever perceived as such by the patient. A sur-
vey of patients with cancer in Europe found that
56% suffered from moderate to severe pain at

least monthly? and a systematic review estimated
a prevalence of pain in 55% of patients during
cancer treatment and in 66% in the advanced
stages of the disease.? In addition, cancer pain
remains a challenging symptom even after treat-
ment is completed, with a prevalence of 20-50%
in cancer survivors.>> This applies equally to all
age groups.®

Causes of cancer-related pain include not only
the tumour and metastases, which inflame or
erode bones, viscera or nerves, but also pain
related to tissue or nerve damage caused by anti-
cancer treatments such as surgery, chemotherapy
and radiation or pain experienced in connection
with diagnostic procedures such as biopsies.”®
Patients with cancer may suffer from acute and
chronic pain syndromes simultaneously and can
experience painful symptoms at multiple sites.!?
Suffering from cancer pain may not only have
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Cancer-related pain can be classified as cancer pain, caused by the tumour or its metastases, or treatment-related pain,
that represents all types of pain due to an anti-cancer therapy. Visceral cancer pain is caused by damage to visceral organs
by the tumour or its metastases, while neuropathic pain is caused by damage to the central or peripheral nervous system.
Bone pain is thought to be a mixture of different pain classes.? Treatment-related pain can be distinguished according

to its cause into surgery pain, chemotherapy-induced pain and radiotherapy pain. The intensity of cancer-related pain

is influenced by many other factors, including any other pain that may occur in the patient, such as comorbidities or

independent pain.

physical consequences, such as sweating, nausea
or fatigue, but is also associated with psychologi-
cal sequelae, such as anxiety and depression as
well as a reduction in patient quality of life, and
has a social impact for affected patients, inde-
pendent of their age.!! Such interference with
daily activities can in turn worsen cancer pain,
limit coping skills and cause fatigue, anxiety,
depression and mood disorders.!1-13

However, it is important to note that pain in
patients with cancer is not synonymous with can-
cer-related pain (Figure 1).7” A comprehensive clin-
ical examination is needed to distinguish between
cancer pain, cancer treatment pain and pain due to
co-morbid conditions, and to identify the type of
underlying pain in order to treat it appropriately.14
Safe, effective and evidence-based management of
cancer-related pain is a cornerstone of comprehen-
sive cancer care.%!417 Advances in the early detec-
tion, diagnosis and treatment of cancer enable
patients to survive longer, and an increasing num-
ber of healthcare professionals consider cancer to

be a disease for which a chronic course can be
achieved.!® This means that comprehensive pain
management must also be continued for a longer
period of time and is essential for patients to main-
tain an adequate quality of life, especially since one
in five working-age cancer survivors suffers from
chronic pain.!® This requires a multidisciplinary
approach to the management of pain in cancer sur-
vivors, in which community nurses and general
practitioners play an important role, especially
once a patient has been cured of cancer, but may
still experience chronic pain.

Cancer nurses play a key role in the management
of pain and are often the single point of contact
for information and education, coordination of
care, screening and assessment of signs and
symptoms, and administration and follow-up of
pharmacological and non-pharmacological inter-
ventions. In addition, cancer nurses are often
more accessible to patients to openly discuss
their signs and symptoms and related concerns.
They also have an important role to play in
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Figure 2. The EONS Cancer Nursing Education Framework.
The overall purpose of this EONS Cancer Nursing Education Framework is to provide guidance regarding the fundamental
knowledge, skills and competencies required by nurses who care for people affected by cancer as part of multi-professional

teams across Europe.
EONS, European Oncology Nursing Society.

patient safety, as nurses are often the last line of
control in pain management.?!

Cancer nurses play a central role in the care of
patients and are the largest group of healthcare
professionals caring for patients with cancer. The
aim of this narrative review is to highlight the con-
tribution and impact of cancer nurses in the man-
agement of cancer-related pain. We aim to provide
insight into methods and approaches nurses use to
support patients with cancer-related pain.

Methods

Papers published in English were identified
through an extensive literature search of PubMed
using the following search terms: ‘oncology nurs*’,
‘cancer pain’, ‘nursing’, ‘pain management’ and
‘pain assessment’ from 2009 until 2022.

Articles were also identified through grey litera-
ture searches. Authors who were representatives

of six European countries identified any remain-
ing articles not picked up by the search or refer-
ence list search. The final overview of references
was generated on the basis of relevance for the
broad scope of this review.

The role of nurses in cancer care

According to the European Oncology Nursing
Society, cancer nurses are nurses who have com-
pleted specialized training with specific qualifica-
tions after which they have both the authority and
full responsibility to provide the necessary care to
patients with cancer. This care is based on evi-
dence-based research and practice, continuous
specialized education and training, and ethical
and personal skills and competences. Cancer
nurses have full responsibility for all nursing ser-
vices provided under their direction and the asso-
ciated patient outcomes in all areas of cancer care
as is summarized in Figures 2 and 3.
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Figure 3. The role of cancer nurses in cancer pain management.
Source: Reprinted from Young et al.,2' with permission from Elsevier.

Not only the training of cancer nurses but also
their autonomy varies widely across Europe. For
example, while nurses in some countries are
authorized by specific qualifications to prescribe
drugs, this may not be the case in other countries.
As an example, Supplemental Table 1 gives an
overview of the variation in educational qualifica-
tions from countries across Europe. The role of
nurses has evolved considerably over the past
century. Whereas in the past cancer nurses
worked at the bedside with few technological
advances, today they are largely advanced profes-
sionals and leaders responsible for all areas of
cancer care, from prevention and early detection
to survivorship and end-of-life care, as shown in
the cancer care continuum (Figure 3). The can-
cer care continuum is also a useful framework to
illustrate the contribution of cancer nurses at dif-
ferent stages and especially their contribution in
pain management.

Not only their role in cancer care, but also their
general role, is based on a professional partner-
ship with patients, their families and other health-
care professionals, the latter recognizing their

expertise in cancer and pain management and
being ready to discuss specific therapeutic strate-
gies with them as part of an interdisciplinary
team. They are not only the first point of contact
for patients, but often also the professionals who
spend the most time with patients and families;
for this reason, they are able to build a profes-
sional relationship of trust with patients and their
families.?? The communication skills of nurses are
based on their training and, together with the
relationship of trust between nurses and patients,
form a very good basis for correctly assessing the
patients’ pain, as patients are often more open
towards them than towards other healthcare pro-
viders. This enables them to support patients pro-
fessionally throughout their cancer journey and
fulfil a role as a professional advisor to patients.
The trust placed in nurses by society is also evi-
dent in the latest annual Gallup ratings of various
professions.23

Cancer nurses are usually involved in all steps of
cancer pain management, but their role varies
from country to country and also among different
institutions within a given country. Generally,
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nurses are responsible for pain screening, assess-
ment, patient education and monitoring, while
their role in other steps of pain treatment varies.
For example, specialist nurses are allowed to pre-
scribe medicines in the Netherlands and the
United Kingdom, whereas in most other European
countries this right is reserved for physicians.?*

The role of cancer nurses in pain

management

Cancer nurses play an important role in the
screening, assessment, diagnosis, treatment and
follow-up of patients and their (pain) symptoms.
To fulfil these responsibilities, advanced pain
assessment skills are required, as well as strong
clinical judgement to assess the patient’s needs,
determine the cause, develop and manage the
care plan and evaluate the outcome of treat-
ment.22 In addition, nurses should be familiar
with non-pharmacological treatment options,
understand the pharmacological properties of
analgesics used for pain management, be aware of
possible synergistic adverse effects/risks and mon-
itor and manage patients’ symptoms appropri-
ately.??2 Furthermore, nurses provide care and
support appropriate to the patient’s particular
psychosocial context.?>

Cancer nurses are an important part of the
patient’s interdisciplinary pain management
team and are in an excellent position to conduct
and document a thorough pain assessment at
every patient encounter. This permanent moni-
toring starts before treatment, continues through-
out the course of treatment, and is also carried
out after treatment as part of long-term monitor-
ing and treatment evaluation. Through frequent
contact with their patients, they also represent a
central point of contact for patients and families
and can be the first to recognize patients’ fears
about their disease and the associated treatments.
Coordination of cancer care also includes referral
to more specialized healthcare professionals or
services when needed.

Pain assessment tools

As pain can occur at any stage of cancer, regular
pain screening and accurate pain assessment
when pain occurs is an essential cornerstone of
nursing practice and treatment.?2 Numerous uni-
dimensional and multi-dimensional tools are
available for pain assessment. Regular monitoring
using simple unidimensional tools is the ‘gold

standard’ and should be performed at every
opportunity with patients.%1%17 The best known
and most widely used unidimensional tools for
responsive patients are the numeric rating scale,
the visual analogue scale and verbal rating scale.

For patients who are unresponsive or otherwise
limited, there are many other tools available, such
as Face, Legs, Activity, Cry, Consolability
(FLACC) Scale or the Rotterdam Elderly Pain
Observation Scale (REPOS).26:27 Once pain man-
agement is initiated, patients’ pain should be
reassessed at appropriate intervals to confirm
adequate pain control and to monitor for adverse
events.?2 However, as unidimensional tools do
not capture psychological or social components, a
more detailed assessment using a multi-dimen-
sional tool should be carried out once pain has
been identified by regular monitoring.

The concept of ‘total pain’ considers that pain
also has physical, psychological, social, emotional
and spiritual components. The combination of
these elements is believed to result in a ‘total pain’
experience that is individualized and specific to
each patient’s particular situation.?® Taking this
framework into account, it has been proven that
pain is often associated with other processes,
which in turn strongly influence pain.2°

Multi-dimensional pain instruments allow assess-
ment not only of the pain itself, but also of other
key features of pain, such as affective, cognitive,
social and spiritual dimensions. Common tools
for assessing these factors are the Brief Pain
Inventory — Short Form and the McGill Pain
Questionnaire.3® These should be used when
monitoring with a unidimensional instrument has
revealed that the patient is in pain to document
the pain and its impact on social, psychological
and other Quality of Life aspects. This is particu-
larly necessary as pain, through its social, psycho-
logical, spiritual and other dimensions, has a
significant impact on patients, their families and
leads to a deterioration in the quality of life of
patients and those closely related to them.2® A
second measurement with the same multi-dimen-
sional tool should be performed when an evalua-
tion of treatment after pain management has been
initiated and established.3!

Pain management
As diagnosis, stage of disease, response to pain
and interventions, and personal preferences vary
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from patient to patient,3! a tailored approach to
each patient is key to managing cancer pain. In
this context, a multimodal approach to pain man-
agement has been adopted for several years and
treatment decisions are made by an interdiscipli-
nary team including experts from different disci-
plines, such as oncologists, nutritionists, palliative
care specialists, anaesthesiologists or even cardiac
specialists, and are tailored to the needs of the
patient. In most European countries, cancer
nurses are full members of these interdisciplinary
teams and nurses appreciate the interprofessional
approach that prevails in the treatment of cancer
patients. Because nurses are usually in close con-
tact with patients and their caregivers, they often
serve as advocators for the patients within inter-
disciplinary teams.?!

Patient education

An important aspect of their work is to educate
patients and their families about what pain is,
what its physical consequences can be, how it can
be treated pharmacologically or non-pharmaco-
logically and what side-effects or problems can
occur during treatment. The latter are monitored,
assessed and managed by nurses.3?33 Educating
patients is a crucial part of nursing and cancer
care, including pain management.3? Patient edu-
cation may include when to use each medication,
what outcomes to expect, potential risks associ-
ated with a specific medication and how to use
follow-up systems such as patient diaries or apps.
An important aspect of appropriate pain manage-
ment is to ensure patient safety. Opioid medica-
tions, for example, are associated with some very
common side-effects such as dry mouth or consti-
pation. Patients should be educated on how to
manage such side-effects. It should be empha-
sized that the goal of pain management is not just
to provide pain relief, but also to maximize daily
functioning while minimizing pain interference.

Patient education - support for self-

management

As part of patient education, cancer nurses can
also provide patients with options for self-manage-
ment of pain. Self-management can be defined as
‘patient engagement in health-promoting activi-
ties, interaction with healthcare providers, adher-
ence to recommendations, monitoring of physical
and emotional status, making autonomous deci-
sions and management of role function and rela-
tionships’.34 Pain self-management is the patient’s

ability to manage pain using cognitive and behav-
ioural strategies; this includes knowledge, skills,
and psychosocial, relational and informational
support in performing health behaviours.3>

According to a systematic review by van Dongen
et al. from 2020, self-management can be assigned
to seven different domains:

(1) medicine and pharmacology (e.g. self-medi-
cation with painkillers), (2) lifestyle (e.g. use of
complementary and alternative medicine), (3)
psychology (e.g. keeping a diary), (4) social sup-
port (e.g. participation in support groups), (5)
knowledge and information (e.g. obtaining treat-
ment information), (6) navigation and coordina-
tion (e.g. financial planning) and (7) medical
decision-making (e.g. participation in advance
care planning).3¢

While there is some evidence for the effectiveness
of self-management approaches, the results of
these approaches are very heterogeneous in dif-
ferent studies, and overall, not all patients bene-
fit. Because of their knowledge of individual
patients, nurses are probably best placed to dis-
cuss with patients and their caregivers which of
these self-management measures are appropriate
for patients.

Patient education - support for patient

adherence to pain medication

One of the reasons why patients with cancer suf-
fer from unrelieved pain may be inadequate
adherence to prescribed analgesics.?” Among
patients with cancer-related pain, rates of adher-
ence to prescribed analgesics range from 0% to
92% in different studies. This wide variability in
reported adherence rates may be due to differ-
ences in the definition of adherence and/or meas-
urement of adherence (questionnaires, diaries or
electronic devices).3” The most important way to
improve patient adherence to therapy is to pro-
vide patient-specific information about the bene-
fits and risks of therapy. For this reason, patient
pain education programmes have been developed
to reduce patient concerns and increase patient
adherence.?” Cancer nurses should address fac-
tors influencing analgesic adherence behaviour
over the entire pain management journey begin-
ning from initiation of care up to treatment itself
and follow-up.38 Support for treatment adherence
is mostly offered in nurse-led consultations where
the principles of motivational interviewing and
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patient coaching are applied. Other obstacles
exist on the part of the patients, such as fear of the
side-effects of the medication, lack of education
about the importance of adherence to therapy
and fear of medication dependency. To pre-empt
potential concerns from patients and their fami-
lies about opioid treatment, it is also recom-
mended to discuss a withdrawal plan before
starting opioid treatment in cancer patients.

Barriers to pain management

Despite numerous guidelines and recommenda-
tions, barriers to good control of cancer-related
pain persist, and it is often inadequately treated
for a variety of reasons.3?® Uncontrolled or inade-
quately treated pain can lead to physical and
emotional impairment that increases the suffering
of patients as well as their families, thereby reduc-
ing quality of life.40 There is evidence suggesting
that pain management in cancer care can posi-
tively impact quality of life and quality of
death.40:41 Some of the obstacles to achieving
effective pain management include insufficient
support and patient education, inadequate assess-
ment and communication.*>%* Furthermore,
patients often have inadequate knowledge and
fearful attitudes about analgesia. This lack of
knowledge has been associated with reluctance to
take pain medication, lower treatment adherence
and thus higher pain intensity.324> Other barriers
to successful pain management may include the
patient’s culture, personal experience-based views
and family or social influences.#® Additional rea-
sons include the fact that pain is often not ade-
quately considered by medical staff during regular
oncology treatment, patients are reluctant to
address pain, and lack of access to prescriptions
of appropriate and timely analgesia.47:48

How to overcome these barriers

A patient-centred approach to communication
and proper education is particularly important to
reduce barriers to optimal treatment.*® In the
absence of understanding the type and extent of
the problem, pain management can be a major
issue for patients with cancer and their healthcare
providers. To reduce barriers to adequate pain
management, it is necessary to identify them.48
Awareness of the specific issues allows for the
provision of information to patients with cancer
pain and addressing their concerns about pain
and analgesia. These can be effective interven-
tions that can support self-management and lead

to better treatment outcomes.>? In coaching inter-
ventions with patients, cancer nurses should find
out the reasons for refusal, allay the patient’s
fears, fill gaps in knowledge and work out solu-
tions together with the patient. The patient should
be given space to express his or her concerns, and
both short-term goals and a longer-term strategy
for the modification of attitudinal barriers and for
improving pain management should be devel-
oped with the patient.5! Individual concerns
should be addressed, considering the patient’s
individual conditions and needs.

To break down barriers, cancer nurses are in a
privileged position, as they spend a relatively large
amount of time with the patients and their rela-
tives. They often know them best of all healthcare
providers and can therefore contribute signifi-
cantly to the success of pain management through
targeted and tailored communication.

Non-pharmacological pain management

Although pharmacological treatments are the cor-
nerstone in the management of cancer-related
pain, the use of other modalities and procedures
can often improve outcomes.'4# Patients and
healthcare professionals often underestimate the
impact of cancer pain on psychological distress
and do not appreciate the potential benefits of
psychological treatments and non-pharmacologi-
cal interventions. Healthcare professionals should
strive to understand how each patient copes with
pain and support the patient in developing pain
management skills.’2 However, it is up to the
nurse to select the interventions for each patient
based on appropriate assessment and the patient’s
preference. A meta-analysis of nurse-led non-
pharmacological pain interventions found that
although these interventions had low long- to
moderate short-term effects, they significantly
reduced patients’ pain, improved their knowledge
of pain management, reduced barriers to pain
management and pain coping, and improved
other physical and emotional symptoms.>3

Treatment follow-up

Even after cancer treatment is completed, patients
may suffer from pain, and cancer nurses continue
to play an important role in the patient’s history of
illness and/or pain. With their specialized knowl-
edge and expertise, they ensure appropriate fol-
low-up and monitor patients’ well-being and the
success of pain management. However, outpatient
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pain management for patients with cancer-related
pain is often inadequate due to communication
barriers between patients and professionals and
infrequent contact.>* This is especially a problem
when patients have different concerns and mis-
conceptions about pain and analgesics. Better
communication about their pain with profession-
als can help to improve pain management.’* A
study in the outpatient setting showed that more
than half of cancer patients reported that pain
noticeably interferes with their life activities.
Therefore, it is important to prepare patients
upfront to self-manage their pain at home, inde-
pendent of the current setting.>>

Telephone

One way of regularly recording pain intensity and
any side-effects of the medication for outpatients
are to collect this information in regular telephone
calls.

In addition to regular calls, a hotline where
patients or their caregivers can reach members of
the clinical care team is an easy way to allow
patients to connect in case of need. This provides
a simple and quick way for patients and their
healthcare providers to discuss symptoms or
treatment issues that arise. A study by Remy ez al.
tested a patient/caregiver hotline that allowed
outpatients to reach nurses. The reason for
calling was pain in more than half (59.6%) of
the calls and side-effects in about a quarter
(23.4%). In this study, nurses mainly provided
educational services, such as non-pharmacologi-
cal approaches to pain management or manage-
ment of side-effects by advising patients via
telephone, but they also clarified dosage and
intake instructions and provided information
about possible drug—druginteractions.?’ Therefore,
nurses must be able to classify patients according
to the severity of impairment even when not see-
ing the patients by using the right questions to
determine the priority of needs and the right
place of treatment.

Online tools

Another way for patients to take a more active
role in monitoring their symptoms in real-time is
by using online tools. Such tools can help mini-
mize the delay in treatment that would otherwise
occur.’* These online technologies are called
remote symptom monitoring technology and can

include telemedicine, electronic health (e-health)
and mobile health (m-health).56

A review by Zheng ez al.57 showed that these apps
are well accepted by patients and their use can
reduce pain intensity as well as the occurrence
and severity of side-effects. Oldenmenger ez al.>®
were able to show that an integrated programme
consisting of systematic pain recording, a pain
protocol and pain education for patients signifi-
cantly improved the identification of patients with
pain and their pain management. Over a 6-month
period, the percentage of patients who rated their
current pain intensity as moderate-severe
decreased significantly by 32%.58 Additionally,
patients were very positive about playing a more
active role in their pain management.’® A major
advantage of mobile applications is the regular
and timely recording of pain and symptoms of
possible side-effects. These real-time data allow
for quick action when needed and shorten the
time between the occurrence of a problem and
the response. Using instant messenger functions,
patients can easily get in touch with the nursing
staff at any time, ask questions or address prob-
lems. Digital tools should be compatible with the
electronic patient file to avoid time-consuming
copying of data between different systems or to
avoid patients having to tell their story repeatedly.
When introducing new digital tools, nurses may
find it difficult to find time to review patient input
in parallel with the use of other systems.

Unfortunately, often not enough resources are
made available to integrate these tools into the
actual daily work, or the tools are developed in a
way that makes integration difficult or even
impossible.

Discussion

In light of new developments with respect to
treatment and regarding new techniques for mon-
itoring and follow-up of patients with cancer-
related pain, it is important that nurses continue
to develop their knowledge and learn new tech-
niques for pain relief and monitoring. The differ-
ences in training and level of responsibility in
different European countries reinforce the ine-
quality in access and optimal treatment of patients
with cancer across Europe. These differences are
already evident when looking at the minimum
educational level of cancer nurses in the different
countries. The level of education on cancer pain
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varies not only between countries, but even within
countries and has great potential to be standard-
ized. More uniform cancer nurse recognition,
education and training would strengthen equal
access to optimal pain management and would
benefit patients in all European countries. Since
time is the most valuable and scarce commodity
in patient care, it would be desirable if each coun-
try did not have to make the same experiences
itself, but could avoid mistakes, for example, in
the implementation of new techniques, through a
mutual exchange within professional networks
based on comparable education levels and auton-
omy of nurses.

It would also be desirable to offer and initiate
regular education and training on new develop-
ments, designed in such a way that participation
is possible despite the heavy workload of nursing
staff throughout Europe.

Conclusion

Nurses play a key role in the management of can-
cer-related pain. During the entire journey of a
patient through cancer-related pain management
they are responsible for symptom management,
which includes the screening, assessment, diag-
nosis, treatment and follow-up of pain, as well as
advising on the type and timing of medication
administration and evaluation of dosage. In addi-
tion, nurses advise on non-pharmacological inter-
ventions. The work of cancer nurses is becoming
increasingly complex and requires a constant
expansion of personal knowledge. Although new
technologies simplify some of the work, the social
component and personal contact with the patients
must not suffer as a result and remains extremely
important to overcome barriers and ensure adher-
ence to appropriate treatment. The relationship
of trust between nurses, patients and their car-
egivers help them to cope with all the problems
associated with the disease. This trustful profes-
sional relationship may become an even more
important aspect in the future, as more and more
cancers are transformed into chronic diseases
thanks to new treatments, and as the manage-
ment of pain to maintain an adequate level of
quality of life becomes even more important.
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