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General introduction

Living with cancer is hard in itself, let alone when confronted with an incurable form. 
Having to live with a life-limiting illness often results in physical and psychological 
symptoms that could lead to sweeping changes in daily living, such as fewer social 
interactions, not being able to work, or not being able to do housekeeping tasks.

Self-management is important in letting people live a satisfactory life and in 
preventing the disease from taking over. This is a daily process in which a patient 
manages the consequences the disease has on daily life and in which he or she makes 
decisions about preferred treatment and care. Self-management also applies to the 
patient’s partner, children, or other informal caregivers who might have to cope with a 
high caregiving burden.

Self-management, however, is not self-evident for everyone, and some people 
need support, for instance from nursing professionals.

In this general introduction we provide information on patients facing incurable 
cancer, the essence of self-management and self-management support and the 
promising role of eHealth in this regard. This is followed by the main research questions 
and a description of the structure of this PhD thesis about nurse-led self-management 
support for people facing incurable cancer.
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1People facing incurable cancer

Although average survival rates five years after diagnosis increased from 56% in 
2001-2005 to 64% in 2011-2015 [1], due to early detection as well as advancements 
in treatment, cancer was still the main cause of death in the Netherlands in 2017, 
responsible for 45,206 deaths [2]. The predominant cancer types responsible for 
deaths are (in decreasing order of frequency): gastro-intestinal cancer, lung cancer, 
hematological cancers, breast cancer, and male reproductive cancers [3].

When someone is diagnosed with cancer, generally the aim of treatment is 
curation with optimal health-related quality of life. However, if curative options 
are lacking or if at some point the cancer can no longer be cured, the care aim 
shifts to palliation. Palliative care includes life-prolonging treatment and symptom 
alleviation. The purpose of palliative care is to improve or maintain the health-
related quality of life of patients and their families facing a life-threatening illness, 
through the prevention and relief of suffering by means of treatment of pain and 
other physical, psychosocial, and spiritual problems [4].

Cancer can cause a rapid physical and/or mental decline, or slow deterioration. 
The latter implies that people with incurable cancer might still live for a long period 
of time, e.g. a year or more. This might also be the case for people who have 
successfully undergone life-prolonging treatment. While the possibility of living 
longer despite being incurably ill sounds advantageous, it also means that the rest 
of the patient’s life is spent dealing with the impact of the disease.

Impact on patients
Cancer and its treatment have a tremendous impact on the patient as the disease 
influences the course of daily life in different ways, and consequently the health-
related quality of life. Physical symptoms like fatigue and lack of energy prevent 
the patient from performing activities of daily living such as personal care or 
housekeeping [5]. Psychosocial problems such as depressive symptoms, worry, and 
anxiety might prevent the patient from undertaking social activities with family and 
friends [6]. In addition, visits to the hospital for treatment and checkups change 
daily routines.

When a patient is confronted with an incurable form of cancer, the patient 
also has to live with the irreversibility of the situation, alongside the likelihood of 
dying within a timespan which might be shorter than expected. This could result 
in additional psychological and social problems like existential uncertainty, fear of 
dying, and worries about having to leave loved ones behind [7,8].
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The physical deterioration, inextricably related to the disease, at some point 
makes living with incurable cancer even more difficult as the patient is confronted 
daily with the fact that they cannot do the things they are used to doing. As pain, 
fatigue and mobility problems become more of an issue, the patient increasingly 
becomes homebound and dependent on others as the disease progresses. This 
subsequently affects the health-related quality of life. Ultimately, it is important that 
the patient knows what their personal values are and what they consider important 
in life, so they will be able to make educated choices about how they want to spend 
the rest of their life [7].

Impact on informal caregivers
Cancer affects not only patients, but also their family members. The impact is even 
greater when the family member is also an informal caregiver, who then has to find 
a balance between being a caregiver and e.g. a spouse or child of the patient, which 
puts a strain on familial relationships [9].

Research has shown that informal caregiving is associated with a decrease in 
general health, physical symptoms such as sleeplessness, psychological problems 
like depression, and financial consequences due to the intensity and extent of the 
caring tasks [9-12]. A family member who is also an informal caregiver then has to 
deal with problems induced by informal caregiving, alongside personal problems 
related to having an incurably ill loved one, like seeing their loved one suffer and 
deteriorate physically and mentally [12]. Hence, family members may also have 
care needs of their own. As the consequences of cancer also extend to informal 
caregivers, they also have to decide what they consider important in life, and how 
they want to spend the time left with the patient, and the time ahead without the 
patient.

In summary, living with cancer is challenging as it heavily influences daily routines 
and the quality of life of both patients and informal caregivers. The impact, however, 
is even bigger when confronted with an incurable form, as those affected have to 
live with the knowledge of losing life or losing a loved one, probably sooner than 
expected. Self-management is required to maintain a satisfactory life and quality of 
life by preventing the disease from interfering with daily life.
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1Self-management

In this thesis, a definition of self-management will be used that is inspired by the 
definitions of Barlow et al. [13] and Bodenheimer et al. [14], namely:

An individual’s ability to manage the physical and psychosocial symptoms and to make 
decisions concerning treatment and/or care, in order to optimally integrate the disease 
in daily life, and to maintain a satisfactory quality of life despite the disease.

So far, self-management has mainly been used in the context of chronic diseases. 
This is because self-management is especially important for these patients, as daily 
care in most cases is a lifetime responsibility [15].

Self-management refers to the ability to manage the disease and the skills 
required to do so, on a daily basis, at home or in other places, and subsequently 
to keep control over one’s own life and care. Examples are the ability to acquire 
disease-related information and to use it in decision-making about treatment and 
care (see the section ‘General Model Of Self-Management’). Self-management 
is about the patient knowing and deciding what they consider necessary for 
maintaining a satisfactory quality of life, despite being ill, specifically at times when 
professional help is not available. People only spend a very small part of their lives 
seeing a healthcare professional, meaning that most of the time they are their ‘own’ 
doctor [14].

Although self-management originally referred to patients, the concept also fits 
informal caregivers as they have to deal with the patient’s disease and additionally 
the consequences of informal caregiving, and the reality of having a loved one who 
is incurably ill.

Self-management in people facing incurable cancer
Self-management, however, is not exclusive to chronic illnesses, but may also be 
relevant in patients with incurable cancer. Medical and technological advances 
enable incurably ill cancer patients to live longer than before, and also spend longer 
in their home environment. However, as mentioned before, it also means they 
spend the rest of their lives dealing with the consequences the disease has for daily 
life. Living with the knowledge of a short life expectancy, uncertainty and, in time, 
a deterioration in health and quality of life makes it difficult not to let the disease 
negatively affect daily living [7]. As physical and psychological problems become 
more prominent, and increasingly interfere with the patient’s daily activities and 
independence, the patient might have to self-manage even more. Besides, an 
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increasing number of decisions about treatment and care have to be made, leading 
to more reflections on what the patient values in life, for example spending time at 
the hospital for treatment and dealing with side effects, or spending time at home 
with loved ones [7,16]. Self-management, therefore, is also key for people who 
have been diagnosed with incurable cancer. Besides, the concept fits palliative care, 
as both are about maintaining quality of life and staying in control for as long as 
possible, despite being ill [16].

General Model of Self-Management
An essential element of self-management by both the patient and the informal 
caregiver is having knowledge about the disease and treatment, and knowing their 
personal preferences in care and life, in order to make well-informed decisions 
about e.g. whether or not to undergo a certain treatment and its consequences for 
daily living.

These aspects can be categorized in the following four domains of self-
management, described in the General Model of Self-Management [17] as follows:
1. Experience-based knowledge: acquiring knowledge about the health problem. 

This knowledge is based on general information about the disease and it 
accumulates as patients draw on their own experience, to become their own, 
personal field of knowledge. This experience-based knowledge lets the patient 
deal with the disease and the associated consequences appropriately.

2. Contributing to care: monitoring health, making decisions about the preferred 
treatment and care, and investing in interventions that help mitigate the 
consequences of the condition.

3. Living with the condition: living a satisfactory life by coping appropriately with 
the physical, emotional, and social consequences of the disease.

4. Organization of care and support: finding out about, deciding on and arranging 
appropriate necessary health care and support.

In order to effectively enable self-management in these domains, having knowledge 
about people’s perspectives on self-management and possible support needs is 
essential. Various studies concerning these matters have been published. They 
include studies of Lashbrook et al. [18], Kidd [19] and Northouse et al. [20] on 
self-management, and Girgis et al. [9] and Lambert et al. [21] on support needs. 
Research, however, is mostly focused on the curative and survivorship stage (e.g. 
Lashbrook et al. [18]), focused on specific tumor types, like Kidd on people affected 
with colorectal cancer [19], or specific symptoms such as fatigue and pain, like Chan 
et al. [22] and Gibbins et al. [23]. Although studies are accumulating, there is still a 
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1need for research particularly on self-management and self-management support 
needs of incurably ill cancer patients and their informal caregivers, according to 
several reviews on this matter [24-27].

Self-management support

Throughout this thesis, Wagner et al.’s [28] explanation of self-management 
support will be used, namely:

A collaborative approach, in which providers and patients work together to define 
problems, set priorities, establish goals, create treatment plans, and solve problems 
along the way.

Self-management support requires a partnership between the healthcare 
professional and the patient and/or informal caregiver. An important aspect of both 
self-management and self-management support is making the person’s wellbeing 
and quality of life the central aim rather than the disease. Hence, it is crucial that the 
healthcare professional recognizes, acknowledges, and respects the patient’s and 
informal caregiver’s own beliefs and values, and involves them in the management 
of the disease and the decisions that have to be made regarding treatment and/or 
care. Given this, suitable providers of self-management support are often nurses.

Nurses and self-management support
Nurses are key healthcare professionals in cancer and palliative care, and important 
providers of self-management support [16,29,30]. In fact, supporting self-
management is due to be integrated in Dutch nursing practice as one of the core 
competences of nursing professionals by the year 2020 [31]. Nurses often have 
relatively intense contacts with the patient, and are the ones who see patients on a 
regular basis, which makes nurses suitable healthcare professionals for supporting 
self-management [29]. Historically, nurses are those healthcare professionals 
whose care is not solely focused on medical and physical issues, but also on 
emotional and psychosocial problems, and on guiding and supporting patients in 
dealing with these problems. Accordingly, self-management support fits perfectly 
with the nursing profession.

Several previous studies considered (nurse-led) self-management support for 
both patients with curable cancer and those with incurable cancer and/or their 
informal caregivers, e.g. Howell et al. [32], Johnston et al. [16], Hammer et al. 
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[33], and Kaltenbaugh et al. [34]. However, most previous research reviewed the 
effectiveness of self-management support interventions, while less attention was 
paid to nurses’ professional perspectives on self-management support and how 
they provide self-management support.

Knowledge regarding nurses’ understanding of self-management support is 
important as supporting self-management calls for a different approach to the 
provision of traditional nursing care, namely a collaborative one in which the patient 
is a partner [14]. Therefore, it is important to know if nurses are competent and 
properly equipped for supporting self-management.

While suitable and competent providers are vital in effectively contributing to 
people’s self-management, it is also important that support is provided in a sound 
way, that is to say by actively involving and collaborating with the patient and 
informal caregiver. 

5 A’s Behavior Change Model
When structuring self-management support, nurses and other healthcare 
professionals can use the 5 A’s Behavior Change Model (5 A’s model) [35-38]. The 5 
A’s model distinguishes five steps, namely:
1. Assess: assessing the patient’s knowledge, beliefs, and behaviors;
2. Advise: advising the patient by providing specific information about the disease 

and information about the patient’s health status in an understandable manner 
so the patient can relate their self-management skills and behaviors to their 
health status;

3. Agree: agreeing on goals collaboratively set with the patient and according to 
the patient’s priorities;

4. Assist: assisting the patient by identifying and resolving barriers that hinder the 
patient in achieving the set goals;

5. Arrange: arranging follow-up via e.g. e-mail or telephone.

The 5 A’s model assists healthcare professionals in structuring self-management 
support within a dynamic and tailored process and forces the healthcare professional 
to work together with the patient as the third, fourth, and fifth steps in particular 
emphasize patient involvement and collaboration.
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1Ehealth in self-management and self-
management support

Self-management support often involves face-to-face contacts. However, this 
type of support is increasingly being offered online via the Internet [39]. eHealth 
tools appear to be a promising option for both self-management support and self-
management [40]. In addition, nowadays health care without the use of computer 
or related technologies is inconceivable.

Due to the lack of a uniform definition and existing definitions encompassing 
similar elements, we define eHealth, based on Eysenbach’s definition [41], as 
follows:

The provision of information about illness or health care and/or support for patients 
and/or informal caregivers using computers or related technologies.

People diagnosed with incurable cancer may benefit from eHealth. If a patient is in 
such poor health or faces mobility problems that prevent the patient from visiting 
the hospital, eHealth can bring care to the home by means of e.g. e-mail or video 
chats [42,43].

eHealth is a source of information through which patients can find out about 
care and support that they can arrange themselves, without the involvement of 
a healthcare professional. Besides, eHealth can include symptom monitoring, 
allowing patients to monitor their own health, and facilitating instant feedback on 
aberrations. This kind of personal information about patients’ health status is useful 
in both self-management and self-management support. In self-management, it 
enables patients to develop a personal knowledge base which can they can draw 
on in their own care, and to learn how to manage symptoms. In self-management 
support, it might enable the support to be aligned with patients’ needs, making 
eHealth valuable for patients as well as healthcare professionals.

Given the growing importance of eHealth in modern health care and its claimed 
advantages and features, eHealth might be useful in self-management and self-
management support. However, more research is needed on its usefulness for 
people facing a life-limiting illness [44]. Therefore, this thesis will also describe 
the effects of eHealth on people confronted with cancer, and incurably ill cancer 
patients’ and nurses’ opinions about eHealth in the context of self-management and 
self-management support. Additionally, an eHealth component as part of a nurse-
led self-management support intervention will be studied regarding its usefulness 
to both nurses and patients.
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A nurse-led self-management support 
intervention for people facing incurable 
cancer
In conclusion, incurable cancer can have a huge impact on the daily lives of both 
patients and informal caregivers. Some people might need support in managing the 
consequences of their life-limiting illness in order to maintain their quality of life. 
There is, however, a paucity of research on self-management support and related 
(eHealth) interventions for this target group, as well as on nurses as providers of 
self-management support to people facing incurable cancer.

Therefore, in this thesis research a structured self-management support 
intervention was developed that included an eHealth component. It focused 
specifically on people confronted with incurable cancer, while considering both the 
patients’ and the providers’ perspectives on self-management support.

The number of self-management support interventions focusing particularly 
on patients with incurable cancer and their informal caregivers is increasing, 
though still limited [24,26]. Moreover, to our knowledge, only a few of the existent 
interventions are specifically designed for the providers of self-management 
support, and most were not developed using a theoretically based model for the 
provision of self-management support [24].

The self-management support intervention discussed in this thesis is nurse-led, 
as there are plans to make supporting self-management a core competence for 
nursing professionals by 2020, and as nurses have a central role in both oncology care 
and palliative care. The intervention is based on the 5 A’s model since the Dutch care 
standard for self-management [35] recommends the use of this particular model as 
a framework for the provision of self-management support. Part of the intervention 
is an eHealth tool to be used by patients, as eHealth tools are a promising means for 
both self-management and self-management support.

The feasibility of the structured nurse-led self-management support intervention 
among nurses and patients will be evaluated in this thesis

16

Chapter 1



1Aim and research questions

The general aim of this thesis is to provide insight into nurse-led self-management 
support for people facing incurable cancer.

The following main research questions are addressed:

1. a. What evidence exists for the effects of eHealth for patients with incurable 

cancer and their informal caregivers? 

 b. What are cancer patients’ and nurses’ views on eHealth and its use in the 

context of self-management and self-management support?

2. How do people facing incurable cancer self-manage the consequences of the 

disease in their daily lives?

3. How do nurses perceive their competencies and their actual performance in self-

management support for people facing incurable cancer?

4. a. What is the feasibility of the structured nurse-led self-management support 

intervention for patients with incurable cancer?

 b. How do nurses and patients with incurable cancer evaluate this structured 

nurse-led self-management support intervention?

 c. Are there indications that the self-management support intervention 

positively influences patient activation and quality of life of patients with 

incurable cancer?

outline of the thesis

This general introduction is followed by Chapter 2, which presents a meta-review 
(a systematic review of systematic reviews) regarding the effects of eHealth on 
patients and informal caregivers confronted with cancer. This chapter addresses 
research question 1a. 

Chapter 3 addresses research questions 1b and 2. It describes how cancer patients 
self-manage the consequences the disease has for daily life, and what they consider 
important in self-management and self-management support. Furthermore, 
patients’ perceptions of eHealth in this context are discussed.
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Chapter 4 focuses on the way in which nurses support cancer patients and their 
informal caregivers in their self-management, what nurses consider important in 
self-management and self-management support, and their opinions on eHealth. 
This chapter addresses research questions 1b and 3.

How nurses perceive their competencies and their actual performance in self-
management support is outlined in Chapter 5, which addresses research question 3.

The results of Chapters 2 to 5 informed the development of a structured nurse-led 
self-management support intervention. It is evaluated in Chapters 6 and 7, which 
address research questions 4a and 4b, and 4a, 4b, and 4c, respectively.

Chapter 6 reports specifically on the feasibility of the intervention from the 
perspective of nurses, while Chapter 7 reports on the feasibility of the intervention 
from the patients’ perspective. This chapter also discusses the possible effects on 
patient activation and quality of life.

The thesis ends with Chapter 8, which gives a summary, reflections on the main 
findings, methodological considerations, and recommendations for education and 
practice.
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