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OBJECTIVES: To gain an understanding of the
perceptions of patients with incurable cancer regarding
anew nurse-led self-management support intervention
with an integrated eHealth application (Oncokompas)
and its potential effectiveness.

SAMPLE & SETTING: 36 patients receiving support
in the home setting.

METHODS & VARIABLES: A pre- and post-test
mixed-methods design was used with a period of 12
weeks between the tests and qualitative interviews.
Qutcome measures were the perceived application
of the intervention, patient satisfaction, patient
activation, and quality of life.

RESULTS: 85% of patients were satisfied with the
assessment of their needs and the advice received.
They valued nurses’ expertise and the assistance
provided in their homes. Twenty-five percent of the
patients used Oncokompas. However, no statistically
significant changes in patient activation and quality
of life were found.

IMPLICATIONS FOR NURSING: This intervention

can be used for encouraging self-management by
patients with incurable cancer. Additional refinement
and tailoring is desirable. Offering the intervention

as early in the palliative phase as possible is
recommended.
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edical advances are allowing

patients with incurable cancer

to live independently for a lon-

ger period of time. Living with

the knowledge of a limited life
expectancy, the uncertainty that comes with that
knowledge, and the deterioration of health may neg-
atively affect daily living and may result in a loss of
self-management capacities (Bailey et al., 2011; Moens
et al,, 2014). In this regard, self-management support
can be helpful. The aim of this study is to gain an un-
derstanding of how patients with incurable cancer
perceive a nurse-led self-management support inter-
vention with an optional integrated eHealth applica-
tion and its potential efficacy for enhancing patient
activation and quality of life (QOL).

Self-management is a dynamic, interactive daily
process that individuals use for managing their illness
(Lorig & Holman, 2003). Self-management refers to a
person’s ability to manage physical and psychosocial
symptoms and to make decisions concerning treat-
ment and/or care to best integrate the disease into
daily life and to maintain satisfactory QOL despite
the disease (Barlow et al., 2002; Bodenheimer et al.,
2002). Prerequisites for self-management include
knowledge about the disease and being able to
acquire, select, and use appropriate information and
help, both professional and other types (Barlow et al.,
2002; Bodenheimer et al., 2002; Schulman-Green et
al., 2012).

Self-management, however, is not easy for every-
one, and some people need help managing the effect
of their disease on daily life. Self-management is chal-
lenging for patients with incurable cancer who have
to deal with physical deterioration and a limited life
expectancy (Bailey et al., 2011; Moens et al., 2014).
These patients may need self-management support.
Self-management support is a collaborative approach
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in which providers and patients work together to
define problems, set priorities, establish goals, create
treatment plans, and solve problems along the way
(Group Health Research Institute, n.d.; Von Korff
et al,, 1997). In the Netherlands, assisting patient
self-management is part of the scope of nursing prac-
tice (Committee on Nursing Roles, 2015). Nurses may,
therefore, be the appropriate professionals to provide
that self-management support.

Existing self-management interventions mainly
focus on patients with chronic diseases, such as dia-
betes, chronic obstructive pulmonary disease, and
rheumatoid arthritis, whereas patients with cancer,
and particularly incurable cancer, have received less
attention (Budhwani et al., 2019; Charalambous et
al., 2018; Schulman-Green et al., 2018; Zuidema et al.,
2019). In addition, most of the interventions are not
aimed at nurses to provide self-management support.

A structured nurse-led self-management support
intervention for patients with incurable cancer was
developed by Slev et al. (2016) and involves face-to-
face contact with a nurse and an optional eHealth
component. eHealth is the provision of information
aboutillness or health care and/or support for patients
and/or informal caregivers using computers or related
technologies (Eysenbach, 2001). The face-to-face
contacts were integrated into continuity home visits
by a specialist oncology and/or palliative care nurse
for patients who were not yet receiving regular home
care (Docter et al., 2010; van Harteveld et al., 1997).
The nurse’s self-management support during the
visits was structured according to the steps of the 5 A’s
model (Dutch Institute for Healthcare Improvement,
2014; Glasgow et al., 2003). In the Netherlands, the
5 A’s model is increasingly being adopted and inte-
grated into care standards, nursing education, and
interventions in self-management support (Beck et
al., 2019; Huis In Het Veld et al., 2017). The feasibility
among nurses, described in Slev et al. (2020), showed
a high adoption rate (intention to use) of 81%. Nurses’
subjective evaluation of the intervention was positive
(general satisfaction score = 7.57 out of 10). The usage
rate (actual usage) was, however, lower than expected
(56%), which suggests that the intervention did not fit
nurses’ self-management support practice sufficiently
well.

In the current study, the authors tested the feasi-
bility of the self-management intervention from the
patient perspective. The central aim of the current
study was to gain an understanding of how people
with incurable cancer evaluate the self-management
support intervention. A secondary aim was to examine
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the possible effects of the intervention on patient acti-
vation and QOL. Patient activation can be described
as the individual’s knowledge, skills, and confidence
for managing their health and health care (Hibbard et
al., 2005). Activated patients are patients who believe
they have important roles to play in self-managing
their care, collaborating with providers, and main-
taining their health. Studies have demonstrated
that patient activation positively affects various
health-related self-management behaviors and is
associated with improved health outcomes (Greene et

al., 2015; Greene & Hibbard, 2012; Hibbard et al., 2007;

Hibbard & Mahoney, 2010; Rask et al., 2009; Salgado

et al., 2017). The optional eHealth component was

Oncokompas, a web-based self-management instru-

ment for monitoring various QOL aspects by means

of Patient-Reported Outcome Measures (PROMs),
followed by automatically generated tailored feed-
back and personalized advice about supportive care
services (Duman-Lubberding et al., 2015, 2016; van

der Hout et al., 2017).

The following research questions are addressed in
this article:

m Do patients recognize that the nurses applied
elements of the 5 A’s model (i.e., assessed their
knowledge, beliefs, and behaviors related to
their health; gave advice; agreed on goals; helped
achieve these goals; and arranged a care plan and
follow-up)?

m Are patients satisfied with how the nurse applied
elements of the 5 A’s model, and how do patients
generally evaluate the self-management support
intervention?

m How is Oncokompas used and evaluated by
patients?

m Are there indications that the self-management
support intervention positively influences patient
activation and the QOL of patients with incurable
cancer?

Methods
Sample and Procedures
The sample size is calculated based on an expected
Cohen’s d effect size of 0.4 for patients, an alpha of
0.05, a power of 0.8, and a two-tailed t test. The power
analysis, based on the short version of the Patient
Activation Measure (PAM), resulted in a sample of 52
patients. Taking into account a nonparticipant rate of
30% (Hui et al., 2013), 68 patients were required.

A convenience sample was used. From November
2016 to May 2018, eligible patients were invited to par-
ticipate in this study by nurses from four homecare
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organizations in the Netherlands. Patients were eligi-
ble for study participation if they met the following
inclusion criteria: (a) were aged 18 years or older, (b)
had an incurable form of cancer, (c) were mentally
and physically able to fill out a questionnaire at the
time of recruitment, (d) had sufficient verbal and
written mastery of Dutch, and (e) were a new referral
for a continuity home visit.

A pre- and post-test design was used with a ques-
tionnaire at baseline (To) and 12 weeks (T1). Eligible
patients were asked by their nurses to participate in
the study during the first continuity home visit and
received an informed consent form and the baseline
questionnaire. Patient participation was confirmed
as soon as the signed informed consent form and the
baseline questionnaire were received. Subsequently,
a registration hyperlink for Oncokompas was sent
by email to patients who provided an email address.
Prior to the second continuity home visit, these
patients were asked to complete Oncokompas.

Under Dutch legislation, the study did not need
review by a medical ethical committee because the par-
ticipants were not subject to procedures or required
to follow rules of behavior (Central Committee on
Research Involving Human Subjects, n.d.). All patients
gave written informed consent to participate.

Measures
A study-specific questionnaire of sociodemographic
and clinical factors (To), items about the application
of the self-management support intervention in gen-
eral and satisfaction with it, and about Oncokompas
specifically (follow-up [T1]), and scales for the
patient’s activation and QOL (To and T1) were devel-
oped. Recognition of the 5 A’s model being applied by
the nurse was measured at T1 with statements about
the 5 A’s. Each A of the model was operationalized
into a single behavior. Patients were asked to indicate
whether they were satisfied with the extent to which
the nurse applied the following behaviors:

m  “I am satisfied with the extent to which the nurse
spoke to me about my experiences (problems,
wishes, and needs)” (Assess).

m  “I am satisfied with the extent to which the nurse
provided information (information, advice, and
tips)” (Advice).

m “Iamsatisfied with the extent to which the nurse set
goals together with me for handling my problems or
being able to cope with them better” (Agree).

m  “I am satisfied with the extent to which the nurse
offered assistance solving the daily problems due
to my illness” (Assist).

ONF.ONS.ORG

FIGURE 1. Patient Interview Guide

Motivation
Why did you decide to participate in the intervention?

Experiences With the Intervention
How did you experience participation in the intervention?

Experienced Effects of the Intervention
Has the intervention helped you?

Satisfaction With the Intervention
In the questionnaire, you rated the intervention at
[number]. Why?

The Content of the Intervention
What do you think of the combination of personal sup-
port and use of Oncokompas?

Assess

In the questionnaire, you said you were [. . .] satisfied
with the extent to which the nurse spoke to you about
your experiences (problems, wishes, and needs). Why?

Advise

In the questionnaire, you said you were [. . .] satisfied
with the extent to which the nurse provided information
(information, advice, and tips). Why?

Agree

In the questionnaire, you said you were [. . .] satisfied
with the extent to which the nurse set goals together with
you for handling your problems or being able to cope with
them better. Why?

Assist

In the questionnaire, you said you were [. . .] satisfied
with the extent to which the nurse offered assistance
solving the daily problems related to your illness. Why?

Arrange

In the questionnaire, you said you were [. . .] satisfied
with the extent to which the nurse made an individual
care plan with you containing agreements for the contin-
uation of care. Why?

Satisfaction With the Nurse
In the questionnaire, you rated the support provided by
the nurse at [number]. Why?

Satisfaction With Oncokompas
In the questionnaire, you rated Oncokompas at
[number]. Why?

Attitude Toward Self-Management

How do you feel about someone explaining/advising you
about what you yourself could do to deal with the dis-
ease and the consequences it has for your daily living?
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m  “I am satisfied with the extent to which the nurse
made an individual care plan with me contain-
ing agreements for the continuation of care”
(Arrange).

The response options ranged from strongly dis-
agree to strongly agree, with a “not applied” category
also available. Perceived application of the 5 A’s was
operationalized as the percentage of patients indicat-
ing that every A of the 5 A’s model was applied by the
nurse.

Satisfaction with the 5 A’s was assessed using the
scale mentioned previously. In addition, patients
rated their satisfaction with the overall intervention
and the nurse’s support on an 11-point Likert-type
scale ranging from o (very poor) to 10 (very good).

Use of Oncokompas was defined as the percent-
age of patients who actually used Oncokompas as
intended, based on logging data from the application.
In the patient questionnaire, users of Oncokompas
rated their satisfaction on an 11-point Likert-type
scale from o (very poor) to 10 (very good). Non-
users were asked why they had not used Oncokompas
(open question).

Patient activation was measured with PAM as a
13-item PROM on knowledge, skills, and confidence
about self-management of the patient’s own health
or chronic condition. Patients were asked to say how
much they agreed with various statements on a scale
ranging from strongly disagree to strongly agree, with
an additional option to indicate that the item was
not applicable. The total score was transformed to a
standardized activation score ranging from o to 100,
with higher scores indicating higher patient activation
(Hibbard et al., 2004). The Dutch translation of the
PAM has good internal consistency (Cronbach alpha =
0.88) and a moderate test-retest reliability (r = 0.47)
(Rademakers et al., 2012).

QOL was measured using the 15-item European
Organisation for the Research and Treatment of
Cancer Quality-of-Life Questionnaire-Core 15-
Palliative (EORTC QLQ-C15-PAL) (Groenvold et al.,
2006). It was developed as an abbreviated tool for
assessing QOL in patients receiving palliative care
(Fayers & Bottomley, 2002). The EORTC QLQ-C15-
PAL includes two functional scales (physical and
emotional), two symptom scales (pain and fatigue),
five single items (dyspnea, insomnia, loss of appetite,
nausea/vomiting, and constipation), and an overall
QOL item. Symptoms and functioning are assessed
using 14 items (Q1-Q14) on a four-point Likert-type
scale ranging from 1 (not at all) to 4 (very much).
Overall QOLisrated from1 (very poor) to7 (excellent).
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Each scale/item is converted to a score ranging from
o to 100, with higher scores indicating higher QOL.
Although the EORTC QLQ-C15-PAL has been devel-
oped partly with Dutch patients and professionals,
information about the psychometric properties of the
Dutch translation has not been published. In several
other countries, the EORTC QLQ-C15-PAL proved
to be reliable and valid (Alawneh et al., 2016; Bjorner
et al., 2004; Golci¢ et al., 2018; Sudrez-del-Real et al.,
2011; Zhang et al., 2016).

To describe experiences with the self-management
support intervention, semistructured interviews were
held among a subsample of patients (n = 11). Patients
who had completed the T1 questionnaire were con-
tacted and asked to participate. An interview guide
was used to structure the interviews (see Figure 1).
The interviews were conducted by telephone, took
about 45 minutes, were audio-recorded with the inter-
viewee’s permission, and were transcribed verbatim.

Data Analysis

Analyses were performed using IBM SPSS Statistics,
version 23.0. The authors used descriptive statistics for
reporting on perceived application of the 5 A’s model,
Oncokompas usage rate, and general satisfaction. To
assess the effects of the self-management support inter-
vention on patient activation and QOL, paired t tests
were conducted. Statistical significance was assumed
when p < 0.05 (two-tailed). All interview transcripts
were read and re-read for familiarization with the data.
Information about the self-management support inter-
vention in general and Oncokompas specifically was
selected and summarized in a list of main themes by
two authors (A.dV. and V.N.S.). All text fragments were
arranged by theme and placed in Microsoft® Excel, after
which A.dV. and V.N.S. discussed the conclusions for
each theme. Disagreements in coding and conclusions
were solved through consensus.

Results

Sample Characteristics

Of 131 patients who showed interest in participating
in the study, 69 (53%) were included after providing
informed consent and returning the To questionnaire
(see Figure 2). Reasons for not participating included
that the authors lost contact with the patient after sev-
eral reminders (n = 13), that patients found themselves
(physically and/or mentally) incapable of participating
(n = 9), and that patients were too late returning the
To questionnaire and informed consent, namely prior
to the second continuity home visit (n = 7). In total,
33 of 69 patients (48%) dropped out during the study,
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leaving a study cohort of 36 patients. The main reason
for dropping out was the death of the patient (n = 23).
No significant differences were found between
the participants and those who dropped out in terms
of age, sex, marital status, education, occupational
status, time since diagnosis, treatment modality, or
PAM score (see Table 1). Significant differences were
found for the aim of the received care as perceived by
the patients. Participants more often indicated that
slowing down tumor growth was the aim, whereas
symptom relief and well-being were more common
among those who dropped out. Significant differences
were also found for physical functioning, fatigue, appe-
tite loss, and overall QOL (better among participants).
This reflects a poorer state of health among those who
dropped out of the group and is in line with the large
number of deaths in the nonparticipant group.

Application of the Intervention

The following results are for the 36 patients who par-
ticipated at T1. According to 74% of the patients (n =
25 of 34, 2 missing), the nurse applied the interven-
tion in full, meaning that every A of the 5 A’s model
was applied. Three patients (9%) indicated that none
of the A’s were applied during the continuity home
visits. Figure 3 shows that agree, assist, and arrange
were the A’s that were least recognized.

Satisfaction With the Intervention

Some of the most appreciated aspects were the nurse’s
assessment of a broad range of actual and potential
problems of the patient as well as their family mem-
bers and the recommendations of the nurse.

... Someone who comes around to your home and
takes a good look at your issues, so that you can
have a right good talk about them. That’s valuable
to me. (respondent 31)

You're not only ill, as my oncologist said to me,
but you’ve both got to cope with the disease,
because it has a big impact. (respondent 79)

Some patients did not appreciate all the topics
the nurse put forward; those concerning the terminal
phase, in particular, were confrontational.

The facts are always being driven home . . . that
small glimmer of hope that you've still got, the
one thing you’re clinging onto in life . . . the hard
truth is rammed home and that can be pretty
tricky to cope with. .. . I think that people do

ONF.ONS.ORG

benefit from not having whatever hope is left
taken away from them. (respondent 11)

Patients mentioned many subjects that the nurse
gave advice about, such as practical advice on how to

FIGURE 2. Flow Diagram for Participants

Patients Declined to participate (N = 62)
expressing = Unknown; contact with
interestin patient lost (n = 13)

participating m Incapable (n=9)
(n=131) m Second continuity home visit

had taken place (n=7)

Too tired (n = 6)

Not interested (n = 5)

No energy (n = 3)

No reason mentioned (n = 3)

Unable to reach patient (n = 3)

Wanting to focus on other

things than the disease (n = 3)

m Did not like the way in which
the TO questions were asked
(n=2)

= No TO questionnaire and
informed consent returned
(n=2)

m Patient’s situation was too
hectic to participate (n = 2)

m Too burdensome (n = 2)

m TO questionnaire was too
confrontational (n = 2)

Patients com- Patients dropped out (N = 33)
pleting the TO m Died (n=23)

questionnaire = Noenergy (n =3)

and returning m No reason given (n = 2)

the informed m Patient has been transferred to

consent (n = 69) another care provider (n =2)

m Wanting to focus on other
things than the disease (n = 2)

= No response after multiple T1

reminders (n = 1)

Patients com-

pleting the T1

questionnaire
(N=36)

TO—baseline pretest; T1—12 weeks post-test
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TABLE 1. Participant (N = 36) and Nonparticipant (N = 33) Characteristics

Participant Nonparticipant

Characteristic n % n % p
Age (years) 0.719
60 or younger 11 31 8 24 -
61-70 14 40 14 42 -
71 orolder 9 25 11 33 -
Missing data 2 5 - - -
Gender 0.528
Female 18 50 14 42 -
Male 18 50 19 58 -
Time since diagnosis 0.397
Less than 6 months 17 47 16 49 -

6 months to 2 years 8 22 11 33 -
More than 2 years 11 31 6 18 -
Education 0.848
Primary: elementary, middle 16 44 14 42 -
Secondary: high school, vocational college 12 33 10 39 -
Tertiary: bachelor’s, master’s degree 8 22 9 18 -
Occupational status 0.63
Employed 6 17 7 21 -
Unemployed 30 83 26 79 -
Surgery, chemotherapy, radiation therapy, or hormone therapy 0.434
Yes 30 83 25 76 -
No 6 17 8 24 -
Aim of received care?

Slowing tumor growth 18 60 8 32 0.037
Symptom relief and general well-being 12 40 17 68 0.032
Characteristic X SD X SD p
Patient Activation Measure (n = 62)° 57.2 14.1 51.5 9.5 0.072
EORTC QLQ-C15-PAL

Physical functioning® 82.1 20.6 64.6 24.8 0.002
Emotional functioning® 71.8 27 65.2 30.7 0.345
Dyspnea® 25 322 333 31.2 0.28
Pain¢ 37 29 42.9 32.6 0.43
Insomnia® 36.1 37.7 32.3 31.7 0.655
Fatigue (n = 68)° 44 24 56.3 23.1 0.036
Appetite loss® 25.9 33 44.4 37 0.031
Nausea and vomiting® 25 30.2 35.4 34.3 0.187
Constipation (n = 68)° 12.4 23 22.2 27.2 0.111
Overall quality of life® 67.6 18.7 56.6 23.9 0.036

26 participants and 8 nonparticipants failed to provide responses.

®Scores range from 0 to 100, with higher scores indicating higher patient activation.

¢Scores range from 0 to 100, with higher scores representing higher functionality or higher quality of life.

dScores range from 0 to 100, with higher scores represent higher symptomatology or lower quality of life.

EORTC QLQ-C15-PAL—European Organisation for the Research and Treatment of Cancer Quality-of-Life Questionnaire-
Core 15-Palliative

Note. Because of rounding, percentages may not total 100.
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arrange for a taxi, medical and other aids, or domes-
tic help, information about possible places for dying
or how to deal with symptoms, and advice on how to
involve family and friends in the care.

It’s nice that you don’t have to search the whole
Internet to find exactly where you need to be at;
she knows the answers and will show you the way.
Some people simply feel too ill to go Googling.
(respondent 11)

Patients were generally also satisfied with the other
A’s of the intervention, if applied (agree, assist, and
arrange). In the interviews, patients stated that they
perceived these A’s as less necessary. When asked
if goals had been set, one patient (respondent 11)
answered that there were no goals and “I don’t know
what the future will bring.” Arrangements consisted
mostly of appointments for further contact or that the
patient agreed to contact the nurse when their state of
health worsened. As one respondent (respondent 70)
remarked, “When it gets that far . . . that you’ll have a
fixed contact then, someone you’ve gotten to know.”

Patients gave the structured nurse-led self-
management support intervention an average general
satisfaction score of 7.2 on a scale from o (very bad)
to 10 (very good) (range = 0-10, SD = 2). The average
score for support by the nurse was 7.9 (range = 1-10,
SD = 1.7) These broad ranges indicate large differ-
ences in how much the intervention was appreciated.

Patients greatly appreciated specialist oncol-
ogy and/or palliative care nurses visiting them. The
patients interviewed generally perceived this as pleas-
ant because of the nurses’ expertise, empathy, and
time for the patient. They also valued the fact that the
visits were at the patient’s home, as this led to a more
relaxed and open conversation.

At the hospital, you're immediately just another
patient. And the smell, and all the sick people you
see around you—that always makes me so sad.
(respondent 31)

At home, well, it’s cozier, more homey, more relax-
ing. Maybe the relaxing part comes first. You make
a coffee or a tea and then we can have a cozy chat
about it. (respondent 126)

Use and Evaluation of Oncokompas

In total, 59 of 69 patients (86%) provided an
email address and were sent a registration link for
Oncokompas. According to logging data, 35 patients
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registered, and 17 patients used Oncokompas.
Whereas patients in the nonparticipant group and
patients in the study cohort provided an email address
equally often, fewer nonparticipant patients registered
(n =12, 36%) than patients in the study cohort (n = 23,
64%). Twelve percent of the patients in the nonpar-
ticipant group (4 of 33) used Oncokompas, compared
to 36% of the patients in the study cohort (13 of 36).
Six patients stated at T1 that they had discussed their
scores with the nurse. At T1, 18 patients from the
study cohort gave reasons for not using Oncokompas;
these were that their physical condition was too poor
or they were too tired (n = 4), had no interest in using
Oncokompas (n = 4), had recurrent hospital admis-
sions or visits (n = 2), experienced technical problems
(n = 2), had not received access to Oncokompas (n =
2), did not remember that Oncokompas was available
(n = 1), did not have Internet access (n = 1), did not
understand Oncokompas (n = 1), or did not know
Oncokompas (n = 1).

The average score for Oncokompas was 6.5, with
large differences in scores noted (range = 1-9, SD =
1.9). In the interviews, patients noted that the value of
Oncokompas is related to personal preferences (e.g.,

FIGURE 3. Patient Satisfaction With Elements
of the 5 A’s Model (N = 36)
60 -
50

40 -

30

Responses (%)

20

10

o MBS BRI BT R M
Assess  Advise  Agree  Assist  Arrange
5 A’s Model Categories

Strongly agree Agree
Neutral Not applied

Note. 3% of participants chose “disagree/strongly disagree”
for the assist and arrange categories, respectively.
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patients remarked that the topics in Oncokompas did
not really fit their situation) and to the disease burden.

So, you've got to be up to it, be in good enough
shape physically and mentally just to sit there
with your PC or tablet and look everything up.
(respondent 72)

Generally, they preferred a nurse and believed
Oncokompas could sometimes have an added value.

For me, personal contact is what matters, and
Oncokompas can then be a nice extra on top of
that. (respondent 26)

There was no statistically significant change in patient
activation or QOL after the intervention (see Table 2).

Discussion

The current study provides an understanding
of patients’ evaluation of a structured nurse-led
self-management support intervention with optional
use of Oncokompas and the preliminary effects on
patient activation and QOL. The results showed a
mean satisfaction score of 7.2 for the intervention
as a whole, with patients being particularly satisfied
with the assistance from the nurse (7.9). Patients
greatly valued the expertise and attitude of the nurse,

the time available for a quiet conversation, and the
visits in their own home. This is in line with previ-
ous studies on specialist home palliative and cancer
care professionals (Coolbrandt et al., 2018; Sarmento
et al., 2017) reporting that competent specialist care
was perceived as reassuring by patients and increased
the self-perceived ability to deal with symptoms
(Coolbrandt et al., 2018). In addition, earlier research
revealed that visits by healthcare professionals to the
patients’ own homes were often greatly appreciated
by people facing a life-limiting disease because such
visits provide a sense of security (Kleijn et al., 2019;
Sarmento et al., 2017).

Oncokompas was less highly valued (X score = 6.5).
Other studies of Oncokompas showed mean scores
of 6.9 and 7.3 from breast cancer survivors (Melissant
et al., 2018) and head and neck cancer survivors
(Duman-Lubberding et al., 2016), respectively. Some
patients interviewed in the current study considered
Oncokompas to add little value because the topics
discussed did not really fit their situations, whereas
others appreciated Oncokompas greatly. In addition,
other studies found differences between people in the
use and intended use of eHealth. People with lower
education levels and with complex, unstable health
conditions were found to be less open to eHealth than
people with higher education levels and less complex
health conditions (de Veer et al., 2015; Greenhalgh et

TABLE 2. Scores for Patient Activation and Quality of Life at TO and T1

T0 T1
Scale n X SD X SD p
Patient Activation Measure? 30 57.6 14.4 53 9.5 0.054
EORTC QLQ-C15-PAL
Physical functioning? 30 84.1 20.8 76.3 27.2 0.072
Emotional functioning® 30 69.4 28.1 76.1 17.9 0.178
Dyspnea® 30 23.3 31.7 20 22.5 0.501
Pain° 30 34.4 28.3 26.7 28.2 0.08
Insomnia® 30 36.7 37.5 28.9 30 0.182
Fatigue® 30 43.9 22.5 46.7 27.5 0.517
Appetite loss* 30 24.4 32.7 24.4 28.9 1
Nausea and vomiting® 30 25.6 28.6 24.4 28.9 0.861
Constipation® 28 10.7 18.3 19 279 0.109
Overall quality of life® 30 67.2 16.7 66.7 15.8 0.865

@Scores range from 0 to 100, with higher scores indicating higher patient activation.

®Scores range from 0 to 100, with higher scores representing higher functionality or higher quality of life.

¢Scores range from 0 to 100, with higher scores represent higher symptomatology or lower quality of life.

EORTC QLQ-C15-PAL—European Organisation for the Research and Treatment of Cancer Quality-of-Life Questionnaire-
Core 15-Palliative; TO—baseline pretest; T1—12 weeks post-test
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al,, 2018). Perceptions, such as the belief that eHealth
will help, the perceived ease of use of an eHealth
tool, the extent to which the results of an eHealth
tool are easily observed, and self-efficacy were found
to be strongly related to the use of eHealth (de Veer
et al.,, 2015; Duman-Lubberding et al., 2016; Peeters
et al,, 2012). In addition, the current results suggest
that patients lose interest in eHealth as they become
weaker. Future research into the relationship between
the added value of Oncokompas and advanced disease
is desirable.

The nurse-led intervention to enhance self-
management was structured using five steps: assess,
advise, agree, assist, and arrange. Seventy-four percent
of the patients (n = 25 of 34) recognized these steps
as being applied by their nurse. Nurses particularly
assessed problems, wishes, and needs, and gave infor-
mation and advice. Setting goals, nurses’ assistance
in achieving these goals, and arranging future care
were less often applied, according to patients. This
corresponds to what nurses themselves in this study
indicated they had applied during the study period
(Slev et al., 2020). A study among nurses showed that
nurses felt confident in assessing and advising, but
less confident in agreeing on goals, assisting patients
in achieving these goals, and arranging follow-up care
(Jongerden et al., 2019). The general skill level of the
nurses may play a role in nurses feeling confident in
applying the five steps.

This study also evaluated the potential effective-
ness of the intervention on patient activation and
QOL. Patient activation is a prerequisite of self-
management behavior. High patient activation was
found to be associated with higher engagement in
advance care planning (David et al., 2018), which is
an important aspect of qualitatively good palliative
care and self-management in terms of patients con-
tributing to their care. The mean activation scores in
the group were 58 (To) and 53 (T1), corresponding
to mean activation scores of people who rated their
own health as poor or fair (Hibbard et al., 2005). The
post-test activation scores of the group were lower
than the mean score found for breast cancer survi-
vors (61 at T1) (Melissant et al., 2018). An explanation
might be that feeling empowered and self-efficacy are
less important for patients with a life-limiting illness
as they are for other patient groups (Wakefield et
al., 2018). However, there are indications that there
might be room for improvement in patient activation.

The intervention did not improve QOL; no sta-
tistically significant changes were found across the
study period of 12 weeks. It could be argued that even
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m Patients with incurable cancer value nurse-led self-management
support from a specialist nurse in their own home.

m The value of Oncokompas, the eHealth tool assessed in the inter-
vention, seems to depend on the patient’s state of health.

m After 12 weeks, patient activation and quality of life were not
improved.

maintaining or slowing down the decline of patient
activation and QOL might be a positive effect of the
intervention. However, because of the absence of a
control group, it is unknown what these patient out-
comes would have been without the intervention.
Additional information from professionals at To and
T1 about the functional status of the patient (mea-
sured with the Palliative Performance Scale) could
also have helped interpret the results.

Strengths and Limitations

A major strength is that the structured, nurse-led
self-management support intervention studied is one
of the few interventions that offers self-management
support for people with incurable cancer (Budhwani
et al., 2019; Schulman-Green et al., 2018; Wakefield
et al., 2018). In addition, considering the review by
Wakefield et al. (2018), this appears to be the first
study with a pre- and post-test design among patients
facing a life-limiting illness that included a relatively
large group of patients.

In addition, the current study also illustrates the dif-
ficulty of carrying out intervention studies of patients
with incurable cancer. The low activation scores and
the high percentage of deceased patients in the nonpar-
ticipant group shows the extreme vulnerability of the
study group and sets limits on the feasibility of such
studies. In addition, patient recruitment turned out to
be challenging, given that it took 17 months to include
69 patients. This is partly related to newly referred
patients for continuity visits being either too ill to par-
ticipate or being treated with curative intent, timing
of recruitment, and because of nurses’ gatekeeping
behavior (Slev et al., 2020). The recruitment and drop-
out data of 50% can help future studies estimate the
number of people with incurable cancer required.

Another strength of this study is the mixed-method
design, providing an in-depth picture of the patients’
experiences with distinct features of the intervention,
such as the home setting, specialist nurses supporting
self-management, and Oncokompas.
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Limitations are the small sample size and the lack
of a control group, which may have made it difficult
to test differences between To and T1. Subsequently,
no firm conclusions can be made about the efficacy of
the intervention. Additional research should be car-
ried out with a control group and larger numbers of
patients.

Implications for Nursing Practice

and Research

The intervention was appreciated by both nurses
(Slev et al, 2020) and patients with incurable
cancer for structuring self-management support
and enhancing self-management of disease-related
problems and needs. Using a model that distin-
guishes various domains of self-management, such
as the Dutch General Model of Self-Management
(Dutch Institute for Healthcare Improvement, 2014;
Timmermans & Havers, 2013), could further improve
the potential effectiveness of the intervention. This
model distinguishes four self-management domains:
experience-based knowledge, living with the condition,
contributing to care, and organization of care and sup-
port. Nurses could use these domains to systematically
assess problems and needs within each domain and
further tailor their self-management support.

Additional testing of Oncokompas is needed prior
to translation into the clinical arena. The prototype of
Oncokompas for patients in the palliative phase of the
disease that was used in this study has been developed
further and is currently being tested in a randomized
controlled trial (Schuit et al., 2019). Nurses stated
that discussing the outcomes of Oncokompas allowed
quicker assessment of patients’ problems and needs
and helped them to tailor their self-management sup-
port better (Slev et al., 2020). As patients’ intentions
to use eHealth depend strongly on their perceptions
and expectations of eHealth (de Veer et al., 2015;
Duman-Lubberding et al., 2016; Peeters et al., 2012), it
is important that nurses help their patients with using
Oncokompas by, for instance, explaining the use and
showing the possibilities, as well as showing the pos-
sible gains of using Oncokompas.

It is advisable to offer the intervention as early in
the palliative phase as possible. Patients’ perspectives
of their deteriorating physical and mental health may
make them lose faith in how they themselves could
still take control of matters. If it is offered earlier in
the palliative phase, patients will have more time to
learn how to self-manage and how they can stay in
control over their life and their care, and subsequently
maintain their QOL. Using the Palliative Performance
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Scale score (or something similar) might assist in
establishing a continuum of when such an interven-
tion is helpful and when it is not. Additional research
is needed.

Conclusion

People with incurable cancer gave a positive assess-
ment of the nurse-led self-management support
intervention, although the usage of Oncokompas was
rather low. The intervention did not positively influ-
ence patient activation and QOL. Offering patients
the intervention in an earlier phase might enhance the
efficacy of the intervention.
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