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This final chapter summarizes and reflects on the main findings, discusses general 
methodological strengths and limitations, and provides recommendations for 
future research and practice.

Summary

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

The definition of self-management used in this thesis was inspired by the definitions 
of Barlow et al. [1] and Bodenheimer et al. [2]. It is formulated as: 

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.

Self-management support refers to:

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 [3,4].

eHealth can be part of self-management and self-management support. The 
following definition of eHealth, which is based on Eysenbach’s definition [5], was 
used: 

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

The first main question addressed in this thesis was:

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?
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To gain insight into the existing evidence on the effects of eHealth tools in cancer 
care, a meta-review of relevant systematic reviews was conducted (Chapter 2). Ten 
systematic reviews were included, all focusing on the effects of eHealth for cancer 
patients. No systematic reviews about the effects of eHealth on informal caregivers 
of people with cancer were found.

Evidence was found for effects on perceived support, knowledge levels, and the 
information competence of cancer patients. Findings regarding effects on decision-
making, psychological wellbeing, depression and anxiety, and quality of life were 
inconsistent.

The large majority of the eHealth tools studied were meant for a rather broad 
target group of people with cancer and did not focus on a specific disease stage, 
such as the palliative stage. Furthermore, eHealth was often just one component in 
a multi-component intervention, and effects were rarely analyzed separately. This 
means that it was not always clear which component was responsible for an effect.

Next, cancer patients’ views on eHealth were investigated. In three online focus 
groups and 10 semi-structured individual interviews, both patients with curable 
cancer and patients with incurable cancer were asked about their experiences with 
and views on eHealth (Chapter 3). Generally, patients’ attitudes towards eHealth 
were positive. eHealth was deemed useful for looking up information about 
treatments, drugs, or side effects, and for online communication with healthcare 
professionals. However, patients with curable cancer as well as those with incurable 
cancer emphasized that eHealth cannot fully replace face-to-face contact with 
healthcare professionals.

Furthermore, nurses’ views on eHealth in the context of self-management and 
self-management support were explored in six online focus groups with 45 nurses 
from various care settings (Chapter 4). Nurses explained that they see advantages 
in eHealth, e.g. the possibility of looking up disease-specific information, and 
monitoring symptoms via digital symptom diaries, allowing patients to stay in charge 
of their own care and lives. In addition, nurses said that whether or not eHealth is 
feasible for incurable cancer patients depends on their digital skills, the disease stage, 
and the severity and nature of their problems and symptoms. Nurses also highlighted 
advantages in terms of continuity of care when both patients and healthcare 
professionals have direct access to the eHealth application. Despite this, in an online 
survey of nurses’ self-management support competencies and performance, nurses 
reported they do not feel confident in using eHealth, and never use eHealth to provide 
remote support (Chapter 5). In addition, they reported that they rarely discuss with 
their patients how the patients could use eHealth in their daily activities.

Like the patients, the nurses stressed that eHealth cannot fully substitute for 
personal contact between them and patients.
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The second main research question addressed was:

2. How do people facing incurable cancer self-manage the consequences of the 
disease in their daily lives?

In three online focus groups and 10 semi-structured individual interviews, insight 
was obtained into the self-management activities of both patients with curable 
cancer and patients with incurable cancer (Chapter 3). The data that were gathered 
were analyzed qualitatively. The main themes derived from the analyses were 
categorized using the four domains of the Dutch General Model of Self-Management 
[6,7]. All cancer patients appeared to undertake comparable self-management 
activities, irrespective of the disease stage. The self-management activities mostly 
encompassed:
• Gathering information about the disease and treatments (which fits the 

‘Experience-based knowledge’ domain in the General Model of Self-
Management);

• Accepting your situating, pouring out your heart and setting limits (which fits 
the ‘Living with the condition’ domain);

• Taking into account information from the doctor, your own feelings, and the 
consequences of undergoing (or not undergoing) treatment (which fits the 
‘Contributing to care’ domain).

Arranging home care, financial assistance, or other forms of care and support 
(fitting the ‘Organization of care and support’ domain) was not mentioned as often.

Patients considered their self-management activities important in dealing 
properly with the disease and making decisions about treatment and care.

The third main research question addressed was:

3. How do nurses perceive their competencies and their actual performance in 
self-management support for people facing incurable cancer?

In six online focus groups with nurses working in various settings and with different 
educational qualifications, nurses were asked how they currently support incurably 
ill cancer patients and informal caregivers in managing and dealing with the physical 
and psychosocial consequences of the disease, and how they would support them in 
the ideal situation (Chapter 4).
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The online focus groups were analyzed qualitatively, and themes were 
categorized according to the steps of the 5 A’s Behavior Change Model (5 A’s model) 
[7,8]: Assess, Advise, Agree, Assist, and Arrange. The model assists healthcare 
professionals in structuring self-management support.

The nurses turned out to give most attention to assessing incurable cancer 
patients’ personal situation, wishes, and needs (‘Assess’ in the 5 A’s model), and 
providing information on cancer, specifically incurable cancer (‘Advise’ in the 5 A’s 
model). The other A’s, Agreeing on goals, Assisting patients in reaching the goals 
set, and Arranging follow-up, were mentioned less frequently as part of nurses’ self-
management support. Nurses also said that, in the ideal situation, they would have 
more time to spend with the patient in order to optimally tailor self-management 
support to the patient’s needs. Additionally, nurses said that they would pay more 
attention to involving informal caregivers.

In a subsequent online survey among a nationwide sample of 222 hospital 
and community nurses, nurses’ competencies and confidence in providing self-
management support to incurably ill cancer patients were examined. In the 
questionnaire, the steps of the 5 A’s model were explored (Chapter 5). The results 
showed that the nurses felt sufficiently confident about their ability to assess 
patients’ situation and needs (‘Assess’ in the 5 A’s model), and to provide information 
on cancer and treatment (‘Advise’ in the 5 A’s model). Nurses had close to sufficient 
confidence in their ability to agree on goals (‘Agree’ in the 5 A’s model), assist in 
achieving the goals set (‘Assist’ in the 5 A’s model), and arrange follow-up (‘Arrange’ 
in the 5 A’s model).

In line with the online focus groups discussed in Chapter 4, it was found that 
‘Assess’ and ‘Advise’ were the elements of self-management support most often 
applied by nurses. Also, in line with the online focus groups, the survey established 
that nurses were less likely to set goals collaboratively with patients (‘Agree’ in the 5 
A’s model). The same applies for assisting patients in achieving their goals (‘Assist’) 
and arranging follow-up care (‘Arrange’). These latter elements of the 5 A’s model 
turned out to be the least applied in practice, and were also the A’s about which 
nurses felt least self-confident.

The survey results discussed in Chapter 5 also revealed differences between care 
settings: community nurses appeared to have more confidence in their ability to 
support self-management and performed self-management support more often 
than hospital nurses.

The aforementioned findings informed the development of a nurse-led self-
management support intervention for people facing incurable cancer. The self-
management support intervention consisted in part of face-to-face contacts 
between patients and specialist oncology and/or palliative care nurses in the setting 
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of existing ‘continuity home visits’. Such home visits are performed to guarantee 
continuity of care after hospital discharge, and to ensure the timely identification 
of problems.

The purpose of the intervention was to guide nurses in supporting self-
management among people with incurable cancer, and at the same time to foster 
self-management among people facing incurable cancer.

The nurse-led self-management support intervention was structured according 
to the steps of the 5 A’s model. In addition to the face-to-face contacts, two tools 
were used: a prototype of the eHealth tool Oncokompas, adapted for patients in the 
palliative phase, and the Informal Care Quick Scan (in Dutch: Quick Scan Mantelzorg) 
for informal caregivers. Oncokompas is a web-based self-management instrument 
that aims to increase patients’ knowledge about the impact of cancer, to assist 
patients in identifying supportive care needs regarding cancer-related problems, 
and to facilitate access to supportive care. In Oncokompas, patients can monitor 
their quality of life with Patient-Reported Outcome Measures (PROMs), followed by 
automatically generated tailored feedback [9-12]. The Informal Care Quick Scan is a 
short questionnaire that provides information on informal caregivers’ care burden.

The fourth main research question addressed in this thesis was:

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?

This fourth research question was answered in a mixed-method study consisting 
of two parts, namely a feasibility study among nurses (Chapter 6) and a feasibility 
study among patients (Chapter 7). Data were collected through forms completed 
by nurses for this study on new referrals for continuity home visits, and through 
questionnaires and interviews with nurses and patients.

The feasibility study among 22 nurses revealed that the nurse-led self-
management support intervention was feasible in some respects but not feasible 
in others (Chapter 6). On the one hand, the intervention was feasible, as 18 of the 
22 recruited nurses were willing to use the intervention during continuity home 
visits. This is a rather high adoption rate of 81%. In addition, nurses evaluated the 
intervention positively with a mean general satisfaction score of 7.6 (range of 0-10), 
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and they said that the intervention fits with current practice. In individual interviews, 
nurses were particularly positive about the inclusion of the 5 A’s model. Nurses 
considered the continuity home visits as an appropriate setting for the intervention, 
as more time is available for the patient and informal caregiver than e.g. in a hospital.

On the other hand, the intervention was not feasible in all respects, as only some 
of the nurses (10 out of 22) used the full intervention, meaning they applied every A 
of the 5 A‘s model in at least one patient. This is a usage rate of 56% at the nurse level. 
The usage rate at the patient level was 58%, as the nurses used the intervention fully 
for 21 of the 36 included patients. In line with previous sub-studies, the A’s that were 
applied least were ‘Assist’ and ‘Arrange’.

Nurses were divided about whether or not eHealth (in this case Oncokompas) was 
useful as an integrated part of the intervention. Half of the nurses were in favor of the 
combination of eHealth and face-to-face support (as in the intervention), while the other 
half preferred face-to-face support only (Chapter 6). With regard to Oncokompas, the 
first half of the nurses said that it complements face-to-face self-management support, 
as discussing Oncokompas outcomes allowed a quicker assessment of patients’ 
problems and needs. Additionally, they said that it helped them to better tailor their 
self-management support. This motivation also applied to the Informal Care Quick 
Scan, the questionnaire used to assess informal caregivers’ care burden.

The feasibility study among nurses (Chapter 6) also showed that the recruitment 
of patients for the study was challenging for nurses. Participating nurses were 
asked to recruit their patients for the parallel feasibility study among patients 
(Chapter 7). The nurses found study recruitment challenging, particularly during 
the first continuity home visit, as a lot of other issues had to be discussed as well. 
Furthermore, nurses appeared to be protective of their patients (gatekeeping), and 
were consequently hesitant about asking patients to participate in the study.

The sub-study among the incurably ill cancer patients (n=36) showed that the 
patients were positive about the nurse-led self-management support intervention 
(Chapter 7). They evaluated the support with a mean score of 7.2. Patients 
emphasized the importance of having a specialized nurse who supported them in 
their own home environment during continuity home visits. The majority (74%) of 
the patients felt that their nurses supported their self-management in full, meaning 
that every A of the 5 A’s model was applied. Following from patients’ reports, it 
appeared that assistance from the nurse in reaching the goals agreed upon (‘Assist’ 
in the 5 A’s model), and making follow-up arrangements (‘Arrange’) were applied 
less frequently than self-management support in the sense of assessing patients’ 
situation and needs (‘Assess’), and providing information (‘Advise’). This finding is 
in line with findings from other sub-studies (Chapters 4, 5, and 6). Oncokompas, 
as part of the self-management support intervention, was only used by 13 out of 59 
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patients who provided an e-mail address for this purpose. Patients were ambivalent 
about Oncokompas. Some were positive but said that the information and advice 
provided in Oncokompas did not quite fit their situation. However, these patients 
explained that they see potential for its use by patients who are in a different 
situation, e.g. patients with more prominent symptoms.

The sub-study among patients (Chapter 7) also examined whether there were 
indications of effects of the intervention on patient activation and quality of life. No 
statistically significant changes in patient activation and quality of life were found. 
However, due to the absence of a control group, it is unknown what these patient 
outcomes would have been in patients who did not receive the intervention.

Reflections on main findings

eHealth to facilitate self-management and self-management support
Multiple studies in this thesis examined eHealth in the context of self-management 
and self-management support. Our systematic meta-review showed evidence 
for positive effects on perceived support, knowledge levels, and information 
competence (Chapter 2).

In addition, in the qualitative sub-studies, both cancer patients and nurses were 
generally positive about the potential of eHealth (Chapters 3 and 4). However, 
patients and nurses also emphasized that eHealth cannot fully replace face-to-face 
contacts. Moreover, the feasibility study (Chapters 6 and 7) showed that patients 
were not unanimous about the added value of the eHealth tool Oncokompas, which 
was part of the self-management support intervention. Some patients said that it was 
not very useful to them, although they expected that Oncokompas could be more 
helpful for other patients, e.g. those with more prominent symptoms and problems.

Although eHealth tools such as Oncokompas may not be helpful for all patients 
or in all situations, eHealth has the potential to aid self-management, considering 
the evidence from previous research for positive effects on knowledge levels and 
information competence (Chapter 2). Use of eHealth also fits with the trend that 
patients increasingly use the Internet for looking up information about the disease, 
symptoms, treatment, and side effects (Chapter 3). Besides, eHealth is often 
a source of information that is available round the clock and allows patients to 
acquire information at their time of preference, letting them learn how they can 
deal adequately with the consequences of their disease.

A prerequisite for the usefulness and effectiveness of eHealth appears to be 
tailoring it to the patient’s needs and disease stage [3,13,14]. ‘Tailoring’ was embedded 
in Oncokompas. Nevertheless, patients said that the information in Oncokompas 
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