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Abstract 

Self-management activities were previously mainly identified in people with 
chronic conditions. This study explored curable and incurable cancer patients’ self-
management activities, their support needs and their experiences with eHealth in 
this regard, through online focus groups and semi-structured individual interviews. 
All transcripts were analyzed qualitatively. Main themes were categorized using the 
four self-management domains in the Dutch General Model of Self-Management. 

All 24 cancer patients appeared to undertake comparable self-management 
activities, irrespective of the disease stage. Self-management activities of 
particular importance include gathering disease and treatment related information 
(Experience-Based Knowledge), pouring out your heart, accepting the situation 
and setting limits (Living with the Condition), considering information from 
the doctor, your own feelings and the consequences of treatments in decision-
making (Contributing to Care), and arranging financial assistance and care yourself 
(Organization of Care). Participants had little need of additional support from, e.g. a 
nurse. Despite a generally positive attitude towards eHealth, participants stress that 
it cannot replace personal contacts with nurses or other healthcare professionals. 

Nurses and other healthcare professionals should assess self-management 
activities of particular importance to cancer patients, for optimal self-management 
support. Additionally, nurses could promote the use of eHealth, being aware that 
eHealth cannot replace personal contacts.
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Introduction

In the last decade, the concept of self-management has received increasing attention 
in the scientific and professional literature. Self-management can be described as 
an individual’s ability to manage their physical and psychosocial symptoms and to 
make decisions concerning treatment and/or care in order to optimally incorporate 
the disease in their daily life and to maintain a satisfactory quality of life despite the 
disease [1,2].

Most research in this area has been done on people with chronic diseases such as 
diabetes and Chronic Obstructive Pulmonary Disease [3-5]. Results show that self-
management helps self-efficacy [3] and improves health-related quality of life [5]. 
Self-management covers several different domains. In the Dutch national care 
standard on self-management [6], four self-management domains are distinguished 
as part of the General Model of Self-Management [7]. These are:
1. Experience-Based Knowledge; The patient acquires knowledge about their 

health problem. This knowledge is based on general information about the 
disease and it accumulates as they draw on their own experience, to become their 
own, personal field of knowledge. The patient learns to recognize the disease’s 
progress, the desirable and undesirable effects of the treatment and what has a 
positive or negative effect on their health. This experience-based knowledge lets 
the patient deal with the disease and the associated consequences appropriately, 
and gives them a place in the patient’s life.

2. Contributing to care; The patient monitors his health, and makes decisions about 
the preferred treatment and care. The patient invests in interventions that help 
him mitigate the consequences of the condition.

3. Living with the Condition; The patient’s activities that allow him to live a 
satisfactory life by coping appropriately with the physical, emotional, and social 
consequences of the disease.

4. Organization of Care and Support; The patient’s activities that enable him to find 
out about, decide on, and arrange appropriate support and care [6,7].

When undertaking the activities in these domains, patients may require the 
support of professionals in addition to the support they receive from their family 
[8]. In addition, eHealth (for example online monitoring applications and personal 
electronic health records) might be useful in supporting self-management [9-12].

The research literature on the relevance of the above-mentioned self-
management domains and sources of support is not as extensive at present for 
the case of cancer as in the case of chronic diseases such as diabetes. The existent 
literature is scattered and mostly related to specific tumor types [13-15] and/or 
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very specific self-management strategies regarding e.g. fatigue, social contacts, 
everyday life occupations [16-20]. In addition, to our knowledge there have not 
yet been any studies of self-management and its perceived importance comparing 
cancer patients who are being treated with curative intent with patients in the 
palliative stage. Therefore, the objective of the present study was to gain insight 
into which self-management activities cancer patients undertake, in which self-
management domains, at different stages of the disease. The research questions 
addressed are:
1. a. Which self-management activities do cancer patients engage in?

b. Do patients find self-management activities important, and if so, why?
2. In which domains of the General Model of Self-Management can these activities 

be categorized?
3. Do cancer patients need support in their self-management from professionals 

and/or via eHealth?
4. Do cancer patients in the palliative stage differ from patients who are being 

treated with curative intent with regard to their self-management activities and 
self-management support needs?

Methods

Recruitment and sample
Patients were recruited in various ways: from a pre-existing Dutch nationwide 
panel study of chronic illness, which also included cancer patients in family doctor 
practices [21]; via outpatient oncology wards; via homecare organizations; and 
through social media. 

The recruitment resulted in a sample of 24 adult cancer patients (12 males and 
12 females), with a mean age of 65 years. 11 participants had curable cancer and 
nine participants had incurable cancer. The disease stage of four participants was 
unknown. Their background characteristics are shown in Table 1.

All participants signed an informed consent form prior to participating in an 
online focus group or interview. In accordance with Dutch legislation, the study did 
not need a review by a medical ethical committee because the participants were not 
subject to procedures or required to follow rules of behavior [22].
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Table 1 Patient characteristics (n=24)

Total
(n=24)

Online focus groups 
(n=14)

Interviews 
(n=10)

Sex

Male 12 8 4

Female 12 6 6

Mean age (range) 65 (43-88) (n=20) 63 (47-75) (n=10) 67 (43-88) (n=10)

Educational level

General secondary education and pre-
vocational training

6 5 1

Senior general secondary education and 
pre-university secondary education

2 0 2

Secondary vocational education 2 0 2

Higher vocational education and university 8 5 3

Data missing 6 4 2

Cancer type

Prostate 6 5 1

Colorectal 4 0 4

Breast 3 2 1

Hematological 3 0 3

Neuroendocrine 2 1 1

Melanoma 1 1 0

Head and Neck 1 1 0

Data missing 4 4 0

Time since diagnosis

Less than six months 2 0 2

Between six months and two years 3 0 3

More than two years 15 10 5

Data missing 4 4 0

Treatment aim(s) (could be multiple)

Curative 11 6 5

Palliative and/or Life Prolonging 10 5 5

Data missing 4 4 0
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Data collection
In January 2015, three online focus groups were organized: two with patients 
only and one with patients together with their informal caregivers. In the online 
focus group that consisted of patients and informal caregivers, only the patients’ 
contributions were analyzed for this paper.

The online focus groups were carried out asynchronously, meaning that 
participants were able to log in to the website of the online focus group and participate 
by writing their responses in discussion threads at a time of their choosing, 24 hours 
a day, and without having to wait for other participants to join the discussion [23]. 
Privacy was protected by using aliases and personal login names and passwords for 
logging in to the secure websites of the online focus groups. Participants were not 
able to see each other; all discussions were in writing.

All online focus group discussions continued for two weeks. Every two days, one 
or more questions concerning self-management or self-management support were 
placed online by the moderator (VNS). The discussions were moderated by posting 
additional questions to clarify participants’ responses. Transcripts of the discussions 
in the online focus groups were generated automatically.

For practical reasons (i.e. avoiding travel time for the patients), we initially 
planned to solely organize online focus groups. However, after conducting the 
online focus groups, there was a need for additional information. Therefore, semi-
structured individual interviews were conducted as this is a qualitative method 
suitable for acquiring more detailed information and for understanding interviewees’ 
personal views on certain topics [24]. The individual interviews with newly recruited 
patients were conducted by the first author (VNS), and at the patient’s home (or 
other preferred place). The individual interviews took 60 minutes on average, and 
were audio-recorded and transcribed verbatim.

The topics and semi-structured questions for the online focus groups and 
interviews were derived from the General Model of Self-Management [7] and 
existing literature, e.g. on patients’ supportive needs [25]. Additional questions 
concerned the use of eHealth in self-management and self-management support. 
See Box 1 for examples of questions posed in the discussion threads of the online 
focus groups. Some questions or topics were amended or added to the interview 
guide during the study on the basis of insights from interim analyses.
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Data analyses
Data analysis of the online-focus-group transcripts commenced immediately after 
the online focus groups started, following a cyclical process of collecting data, 
analyzing data, collecting new data, and so on. 

All transcripts of the online focus group discussions and the interviews were 
analyzed qualitatively by first reading and rereading the transcripts, and subsequently 
by coding them inductively. Next, the themes and subthemes emerging from the 
inductive analyses of the transcripts were deductively categorized according to the 
four self-management domains of the General Model of Self-Management (see 
‘Introduction’).

All online-focus-group and interview transcripts were analyzed independently by 
the first author (VNS) and at least one co-author. The main themes and subthemes 
were discussed by the analyzing author and co-authors.

Physical complaints such as fatigue, pain, and loss of appetite often occur with 
cancer. These complaints can have consequences for the daily life of someone with 
cancer and their close relatives.

1. Does this description fit your own experience?
2. If so, what can patients or their close relatives do to deal with physical complaints 

in their daily life?
3. Would you like information and support from a nurse or other care professional 

when dealing with physical complaints in your daily life?
4. In this context, what are your views on the usefulness of eHealth, i.e. information 

and support via the Internet (on the computer, iPad etc.) or via smartphone 
applications?

5. If you look at the previous questions and the answers, do you think it makes a 
difference whether someone still has a chance of being cured of cancer or not?

People with cancer have to make decisions about the treatment or care they want, 
often doing so with their close relatives.

1. Does this description of choices that need to be made about treatments or care fit 
with your experience? Can you give examples of situations where this happens?

2. Who do you normally discuss such decisions with?
3. How do you make a decision about treatment and/or care? 
4. What is important to you when making such a decision?
5. Would you like information and support from a nurse or other care professional 

when making decisions about treatments or care?

Box 1 Examples of questions posted on the website of the online focus groups
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Figure Themes categorized in the self-management domains of the General Model of Self-Management 
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Results

Participants’ self-management activities
An overview is presented in Figure 1 of the themes resulting from the analyses of the 
transcripts according to the four self-management domains — Experience-Based 
Knowledge, Contributing to Care, Living with the Condition, and Organization of 
Care and Support — in the General Model of Self-Management [7]. The themes are 
discussed further in the sections below.

Nearly all participants mentioned self-management activities that can be 
classified in one or more of the self-management domains. Most of the self-
management activities mentioned by the participants can be classified in the 
domains Living with the Condition and Contributing to Care. The next most common 
domain is Experience-Based Knowledge. Self-management activities that can be 
classified in the domain Organization of Care and Support were mentioned least 
often.

Some participants were active in all domains while others were only active in 
two domains, for example Experience-Based Knowledge and Organization of Care. 
There were also participants who only appeared to be active in one domain.

Figure 1 Themes categorized in the self-management domains of the General Model of Self-
Management
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The degree of involvement in the different domains also seemed to vary 
between individual participants. For instance, some participants seemed to be 
‘passive’ with regard to the Experience-Based Knowledge domain but ‘active’ in 
the Contributing to Care domain. These participants said that they do not actively 
search for information but they did explain how they take decisions and what is 
important in this for them.

Experience-based knowledge
According to the General Model of Self-Management, Experience-Based Knowledge 
means building a knowledge base consisting of general information about the 
disease and personal experiences with living with the disease.

On the one hand there were participants who said they did not search for 
information themselves, for example about a treatment. They said they felt no need 
for this as the information they received from their doctor or nurse was sufficient. 
Some participants, on the other hand, did actively search for information. They said 
they obtained the information from a variety of sources, for example talks, patient 
associations and their websites, and peers as well as through forums for sharing 
experiences (see too ‘Use of and opinions about eHealth’).

There seems to be a difference between participants who were being treated with 
curative intent and participants in the palliative stage of cancer. The latter category 
of participants generally seemed to be more actively searching for information 
about the disease, complaints, and treatments. There was less prognosis-related 
variation in the importance participants attached to information, with both groups 
often mentioning the same topics (see the following paragraphs).

Searching for information yourself: importance and motivation
Some participants said they actively searched for information themselves about 
cancer, symptoms, treatments, and side effects. They mentioned that they find it 
important to have information in order to take the right decisions and to understand 
the disease and their complaints. This gives them a feeling of certainty and being in 
control:

“That [knowing what is going on, ed.] gives me a good feeling. Kind of being in control. 
Of course that’s not true at all, but I feel like I’m in control. (...) I want to have an 
overview of what there is now and what’s up ahead. So yes, I think that is a way of 
… of having a kind of certainty. Like you’re in control so you don’t need to be afraid of 
anything.” (pat. 13, palliative stage)
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These participants also explained that they use the information so that they can take 
action if anything happens, for example take decisions about a treatment or care, or 
obtain more new information from the doctor. They draw up a list for example with 
questions that they would like to ask the doctor in the next consultation. However, 
this did not work for everyone. 

“I’m not the kind of person who drives to the hospital beforehand saying: now I’ll 
ask the doctor that, and then... I do have a few questions but I wait and see what 
happens. Because I’d already discovered that nine times out of ten, if I was prepared 
for something it turned out differently. And that brings you disappointments. So I find 
it very important to approach things with an open mind.” (pat. 18, palliative stage)

The participants who were actively gathering information often said this was 
something they had always done as they were curious and had a thirst for 
knowledge. This had not changed since they became ill. But this did not apply to all 
participants, as one participant was more alert about his treatment and care due to 
previous negative experiences. 

“But I saw this go a bit wrong with my father, you know, perhaps that glitch made 
me think I really don’t want that happening to me. Perhaps that’s why I keep a close 
eye on things, you know, why I want to know what chemo I’m getting, I want to know 
everything. I want to find out about everything.” (pat. 15, curative stage)

Patients who actively searched for information themselves often said they did not 
need any (additional) support in dealing with physical or psychological complaints. 
However, they often also added that they were not always satisfied with the 
quality of the support. They mentioned the lack of time for the patient, and lack of 
understanding and compassion; specialists focused mainly on the disease and the 
treatment, and did not consider the patient’s perspective sufficiently.

Furthermore, patients who had another disease in addition to cancer said that 
specialists were not aware of each other’s involvement and the patients themselves 
had to point out to the specialists that there was more going on than just the cancer.

Contributing to care
The General Model of Self-Management describes Contributing to Care as activities 
regarding health monitoring, and making decisions about the preferred treatment 
and care.

All participants said that having to make decisions about treatment and/or care 
fitted with their own experience with living with a disease. Some participants also 
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talked about the considerations underlying the decisions that these participants 
had made or were still making.

There seems to be a slight difference between participants who were being 
treated with curative intent and participants in the palliative stage of cancer, 
whereby participants being treated with curative intent were somewhat less explicit 
about how they took decisions. When talking about how participants in general 
take decisions and what is important to them then, both participants who were 
being treated with curative intent and participants in the palliative stage of cancer 
mentioned the same topics (see the following paragraphs).

Using experience-based knowledge
Participants often said that they relied on what the doctor advised or told them 
when taking the final decision for example on whether or not to start a treatment. 
They said that they assumed the doctors knew what they were doing. Participants 
who actively searched for information gave examples of situations in which they 
also took information they had obtained themselves into account when taking a 
decision about a treatment or care, or even when proposing a treatment themselves.

“[...] in my case, I had a huge hypersensitive reaction to anti-hormone tablets. 
My oncologist wanted to continue with them but I didn’t. I’d been to some talks by 
oncologists about hormonal therapy and I’d heard there that 50% of women don’t 
need it. So I had side effects from drugs that weren’t even definitely going to help me. 
I had all the side effects mentioned in the Patient Information Leaflet. So I stopped.” 
(pat. 11, stage unknown )

Considerations in decisions
When taking a decision, participants also took their own feeling and previous 
experience with a treatment into account. For example, one participant said that 
they did not want to undergo a certain treatment again as it had made them very 
sick in the past. The participant did not want to put themselves and the people 
around them through this again.

These participants also said they wanted to carry on enjoying life for a while 
or wanted to continue living with their partner for as long as possible. They also 
mentioned reasons that had to do with the fact that a treatment needs to have 
benefits. Participants were still able to enjoy life and do things at the moment. But 
if this would no longer be possible or if you are no longer able to be yourself and are 
dependent on help, then that would be the end.
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Living with the condition
Living with the condition, as described by the General Model Self-Management, 
covers activities regarding living a satisfactory life by being able to deal with the 
physical and emotional consequences of the disease, and the effects the disease has 
on e.g. family, friends, work, spare time, and recreation.

Participants seemed to cope when having to deal with fatigue, a loss of energy, 
uncertainty, worries, the fact that they have a (possibly incurable) disease, and the 
effect it has on their social contacts. However, some participants said they had had 
support for certain complaints.

There did not appear to be a difference between participants who were being 
treated with curative intent on the one hand and participants in the palliative 
stage of cancer on the other in their self-management concerning physical and/
or psychosocial complaints and changes in their daily lives. Regarding this self-
management domain too, all participants mentioned the same topics (see the 
following paragraphs).

Listening to your body, scheduling quiet times
Participants who were affected by fatigue and a loss of energy said that they dealt 
with these complaints by listening properly to their bodies, scheduling frequent 
quiet times, and picking things up again step by step. Participants said that you 
can find out what you can and cannot do, what you are and are not capable of by 
constantly testing your limits and by doing more and more. Changing their daily and/
or weekly schedule also helped them get through the day despite their complaints. 
Participants also said that you had to grab a rest when you needed it.

“I try to plan as much rest as possible but that’s not always easy. But I do go to bed 
early to get plenty of rest. If I’m out during the evening or the entire day then I drink a 
glass of coke — which I never normally would — and that gives me just enough energy 
to get through the evening or day.” (pat. 14, stage unknown)

Participants who received help and support in dealing with these complaints talked 
about loved ones who took over household tasks, for instance, or the home care 
service providing help with personal care and/or a physiotherapist helping them 
build up their physical fitness again.

Pouring out your heart
Participants who suffered from uncertainty and worries talked about how important 
it is to pour your heart out and let off steam. It helps you to express what is on your 
mind and talk about things because then you are rid of it and able to process it. 
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However, some participants commented that you should not spend too much time 
talking about such feelings and you need to allow for the fact that not everyone 
wants to hear this. 

“It doesn’t improve your outlook and it’s important not to have the approaching end 
dominate your life. That’s not only hard for the patient but definitely for your loved 
ones and partner as well. You also need to be able to laugh.” (pat. 5, palliative stage)

Not all participants were able to deal easily or as they wished with complaints such 
as anxiety or worries, or being ill in general. Indeed, some participants received 
support from a medical psychologist or social worker.

“I think ... well, OK, I just have to accept what I’ve got. But it’s taken a long time. In 
the hospital, they said, perhaps you should see a medical psychologist? You don’t talk 
about yourself at all. I don’t do that very easily, not to strangers. So then I went ... but 
it did actually help.” (pat. 23, curative stage)

Letting go, accepting, and remaining positive
Participants who said they did not experience any anxiety or somber moods 
explained that this was because they “accepted it,” “remained in the here and now,” 
“stayed positive,” and “went with the flow”. This made them feel calm. The same 
applied for dealing with the fact that they were no longer able or allowed to do the 
things they were used to doing. Participants who experienced this said that they 
accepted it.

“You have to look reality square in the face. Just say: guys, I need to get on with my life. 
What you’ve got is a loss, you have your weaknesses, and if you can just deal with that 
and not give up, then you can really get somewhere.” (pat. 21, palliative stage)

Changing social network: accepting, stating your limits, learning to give 
yourself priority, and learning to find a balance being doing something and 
letting others do it
Participants often said that their social network had changed since they became ill. 
Some friends and acquaintances had stopped contacting them and no longer visited. 
Participants stated that they were disappointed and sometimes angry about this. 
But here too, participants said that they let this go and accepted that people were 
no longer in contact. Some participants also pointed out how irritating it was that 
people assumed you were unable or not allowed to do anything anymore now that 
you were ill, and that these people started to take over from you. They said that you 
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should do the things you are still able to do yourself and make agreements with the 
people around you for the things you are not able or allowed to do. Talking about 
this, one participant said: “I expect the family to take you seriously and not spare you. 
I prefer to set my own limits. You should always let someone own the situation for as 
long as possible. Even if they’ll need more and more care.” (pat. 14, stage unknown)

Following on from the above, participants said you should also not stop doing 
the things that you enjoy. One participant, for example, explained how much joy 
looking after a grandchild brings, even though it resulted in being exhausted and 
bone-weary all next day.

Organization of care and support
According to the General Model of Self-Management, the Organization of Care 
and Support encompasses activities in which the patients find out about and 
arrange appropriate support and care themselves. Examples are home care or the 
physiotherapist, as well as financial assistance.

Among the participants who had received different kinds of assistance or care 
were participants who said they had initiated this themselves as well as participants 
who had not done so. There were also participants where it was not clear who had 
taken the initiative. Furthermore, there were participants who had not received any 
form of support or assistance other than the care they were already getting.

There did not seem to be a difference between participants who were being 
treated with curative intent and participants in the palliative stage regarding the 
organization of care and support. The two groups also seemed similar in terms of the 
different (paramedical) disciplines that were engaged, and the financial measures 
that were taken.

Participants who organized care or support on their own initiative did so because 
the care providers did not pay any attention to that aspect or because they were 
dissatisfied with the support that they were receiving at the time. 

“I’ve always been healthy and know virtually nothing about the Dutch medical system, 
and I was amazed at times about the lack of communication. I found it difficult to deal 
with the fact that the brochures were promising all this support... that turned out to be 
empty words in practice. That caused a lot of stress. Organizing things myself did help 
me from the point of view of my treatment, but because I don’t know the ropes I did 
sometimes need the help of the oncological nurse who was there, fortunately, and the 
help of the family doctor. Anyway, I managed it...so OK. But it was a painful learning 
process.” (pat. 6, palliative stage)
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The group also included the participants who actively went in search of information 
and wanted to know everything about their disease and treatment. Some 
participants, for example, had organized their own treatments and applied for 
financial aid.

Use of and opinions about eHealth
Some participants said they felt no need for information and support via eHealth. 
However, they could imagine that others might have that need.

Participants’ experience with eHealth mainly took the form of using the Internet 
as a source of information and reference works, the electronic medical record, 
and e-mail contact with their doctor about the treatment or specific symptoms, 
for instance. The participants who actively worked on their experience-based 
knowledge were also often the participants who used eHealth to a greater or lesser 
degree. These participants said that when they used the Internet, they tended to 
look for information in reliable sources and did not generally read the stories of 
peers.

“I looked up an awful lot on the Internet and I just ignored all the blogs — because that 
weighs people down; I focused purely on what doctors have written. You do need to 
read the good things and not what people... Right, because my experience of pain is 
different to your experience.” (pat. 20, palliative stage)

These participants also said that it actually made them distressed as the online 
forums are often about the somber and negative experiences. In addition, not 
everything is applicable and it only makes you uncertain.

The fact that information is not always applicable was mentioned by other 
participants as a reason why they did not use the Internet. Furthermore, there is 
sometimes so much information that you do not know what is correct.

Participants said that an eHealth application should therefore offer targeted 
information. No two patients are the same and everyone experiences their illness 
in a different way, explained one participant. Another participant said that tailored 
solutions makes all the difference.

The participants who used the Internet as a source of information were also often 
the ones who made use of their electronic medical record as well. They mentioned 
advantages such as the fact that you can see at a glance how you are doing, both 
in the hospital and at home. You can also see your results and the communication 
between the various specialists and the family doctor.
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“I really like the fact now that I’m connected up. That I can see at home if there’s a new 
message or when my appointments are. So I really like that. But also the feeling that 
you’re involved. So if the hematologist writes a letter to my family doctor, I can read it. 
Or if there are some results, I can see: oh, right, that’s going well.” (pat. 18, palliative 
stage)

These participants were also generally positive about the e-mail contact with 
doctors. The lines of communication were shorter and more focused. It is also useful 
if you just want to check something about the treatment or a complaint. On top 
of that, it saves on a trip to the hospital, which helps you feel less of a ‘patient’. 
However, they did not always prefer e-mail and it was not always effective: “When 
you talk to a doctor, you say more in ten minutes than you wrote in thirty-five e-mails.” 
(pat. 21, palliative stage)

Although these participants made use of eHealth, they also stressed that eHealth is 
not appropriate for everything or all situations. For example, participants mentioned 
that it was not a good option in situations where there was still a great deal of 
uncertainty, for ‘bad news’ talks, or for important results. Personal contact was also 
needed because sometimes you needed the specialist’s ability to empathize or their 
powers of persuasion when deciding whether or not to start a treatment. But you 
also needed the personal contact of a nurse passing by who spontaneously asks how 
you are doing. This is not possible with eHealth. 

Participants who were being treated with curative intent had the same views on 
this subject as participants in the palliative stage of cancer.
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Discussion

Irrespective of their disease stage, people who are confronted with cancer mainly 
seem to undertake self-management activities in the self-management domains 
of Experience-Based Knowledge, Living with the Condition, and Contributing to 
Care. They undertake fewer activities in the domain of the Organization of Care and 
Support.

One of the self-management activities in the Experience-Based Knowledge 
domain is searching for additional information. Some participants did this because 
they had a natural curiosity and thirst for knowledge. Others, on the other hand, 
did this from a need for support: In their eyes, these participants had not received 
enough information from the doctor or nurse. Participants searched for information 
themselves because they found it important to be informed and because they 
wanted to know what their disease involved, what effect the disease would have 
on them, and what treatments were available. These findings are in line with a 
longitudinal interview study by Hansen et al. about the illness experiences of 
patients with hepatocellular carcinoma at the end of life: they also said they had 
searched for information, in part because they wanted to understand what was 
happening to their body [15].

People who are confronted with cancer sometimes choose not to undergo a 
treatment or discontinue a treatment because of the side effects and the desire 
to maintain their quality of life [15]. People also often weigh up what benefits a 
treatment will bring against the effect it will have on their lives. Such considerations 
and decisions fall within the Contributing to Care domain.

Furthermore, it seems that people who are confronted with cancer want to live 
the life they were used to for as long as possible, even if that costs more effort and 
time than in the past. A corollary is that they do not want to be treated as a patient 
or as ‘different’ by the people around them. Various studies among patients with 
different kinds of advanced cancer also show that these are key issues when dealing 
with cancer [18,19,26]. A study by Lewis et al. of how women with metastasized 
breast cancer deal with their disease showed that they sought to lead as normal a 
life as possible, for example by starting to do the housework again or by maintaining 
social contacts and taking part in social activities [18]. The household tasks gave 
their lives a purpose and value again while the social activities were important for 
them in making sure that people saw them as a normal person rather than a cancer 
victim [18].

Despite the importance of aiming for as normal a life as possible and 
participating in social activities when dealing with cancer, these two goals can be 
difficult to achieve precisely because of the cancer. The patients in our study said 
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that physical symptoms such as fatigue prevented them from continuing to practice 
certain pastimes or welcome visits from friends and family. The self-management 
activities that they undertook to deal with this were listening to your body, taking 
rests, and changing the daily schedule, also mentioned in the study by Peoples 
et al., investigating how patients with advanced cancer manage their daily lives 
[19]. Besides changing their daily schedule, patients also made choices about which 
social activities to take part in and which social contacts to maintain. These choices 
were also described in a recent study on the impact of changes in social networks 
cancer survivors [17]. Despite the adaptations people had to make and the difficulty 
they sometimes had in managing their daily lives, some people said they still had 
quality of life [17,19]. This is something all the participants in our study also generally 
said: despite the fact that they were ill and/or had had to make sacrifices, they were 
satisfied with the life they were now leading.

According to our study, other self-management activities for dealing with 
being ill and psychological complaints such as uncertainty and worry are talking, 
letting go, and accepting the situation. This fits with research by Johnston et al., 
which showed that acceptance let people with incurable cancer manage the disease 
better and more effectively [26]. In our study too, some patients said they did not 
suffer from symptoms such as anxiety and uncertainty because they had let go and 
accepted ‘it’. A review of strategies used by survivors of breast cancer, prostate 
cancer, or colorectal cancer for dealing with their disease also found that patients 
often focus on acceptance and searching for information [14]. However, there were 
differences between people in the extent to which they applied these strategies [14] 
which we also found in our study. These differences are however not related to the 
disease phase (curative or palliative).

Whether or not people undertake activities within all the self-management 
domains and which specific activities or strategies they adopt may be related 
to patients’ personal characteristics such as optimism and independence, or 
sociodemographic characteristics such as age, financial situation, and whether or 
not they are part of a social network.

Despite their positive comments on eHealth, they also saw downsides. For 
example, e-mail contact with doctors has advantages such as shorter lines of 
communication but it is also impersonal and not always practical. In general, 
eHealth works well for information about treatments, drugs, or side effects. Even 
so, eHealth is not suitable for all situations, for example situations in which there is 
still a great deal of uncertainty. These findings are in line with those of Baudendistel 
et al. [11]. In their research into the role of patients with colorectal cancer in 
managing their personal electronic health records, the patients mentioned both 
advantages, such as increasing the patient’s personal responsibility for their health, 
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and disadvantages. For instance, they did not always view the fact that they could 
see all their personal medical information in a positive light. This was because this 
could lead to uncertainty or anxiety [11].

Strengths and limitations
A strength of the present study is that we did not simply identify separate self-
management activities; instead, we ordered them within a framework that has 
previously proved its worth in the case of people with chronic diseases such as 
diabetes but has not been used to this extent for people with cancer.

A methodological concern is possible selection bias. The participants in this study 
were primarily active, articulate people. This may be why most of the participants in 
the study had little need of additional support from, for instance a nurse.

The choice for online focus groups automatically meant that people were 
recruited who used computers and had access to the Internet. These people 
may have more affinity with eHealth than people without such resources. It also 
transpired that the patients who were interviewed generally used the computer 
and the Internet. As a result, the findings about eHealth cannot be automatically 
extrapolated to people with cancer in general.

Conclusion

Participating cancer patients found their self-management activities important 
for dealing with the disease and letting them take decisions about their treatment 
and care. Nurses and other healthcare professionals should try to gain insight into 
self-management activities which are of particular importance to cancer patients, 
when supporting them in dealing with the consequences of the disease in daily life. 
In this regard, the General Model of Self-Management can serve as a starting point 
by ensuring that attention is paid to the individual self-management domains and 
that support is tailored to the wishes and requirements of the individual patient. As 
patients with cancer often made use of eHealth, nurses could promote its use, while 
also being aware that eHealth cannot replace personal contacts.
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