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GENERAL INTRODUCTION

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

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

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

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



PEOPLE FACING INCURABLE CANCER

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

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

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

Impact on patients

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

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

Impact on informal caregivers

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

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

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



SELF-MANAGEMENT

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

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

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

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

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

Self-management in people facing incurable cancer

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

General Model of Self-Management

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

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

This knowledge is based on general information about the disease and it

accumulates as patients draw on their own experience, to become their own,

personal field of knowledge. This experience-based knowledge lets the patient
deal with the disease and the associated consequences appropriately.

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

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

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

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



need for research particularly on self-management and self-management support
needs of incurably ill cancer patients and their informal caregivers, according to
several reviews on this matter [24-27].

SELF-MANAGEMENT SUPPORT

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

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

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

Nurses and self-management support

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

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

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

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

5 A’'s Behavior Change Model

When structuring self-management support, nurses and other healthcare
professionals can use the 5 A’s Behavior Change Model (5 A's model) [35-38]. The 5
A’s model distinguishes five steps, namely:

1. Assess: assessing the patient’s knowledge, beliefs, and behaviors;

2. Advise: advising the patient by providing specific information about the disease
and information about the patient’s health status in an understandable manner
so the patient can relate their self-management skills and behaviors to their
health status;

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

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

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

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



EHEALTH IN SELF-MANAGEMENT AND &SELF-
MANAGEMENT SUPPORT

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

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

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

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

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

Given the growing importance of eHealth in modern health care and its claimed
advantages and features, eHealth might be useful in self-management and self-
management support. However, more research is needed on its usefulness for
people facing a life-limiting illness [44]. Therefore, this thesis will also describe
the effects of eHealth on people confronted with cancer, and incurably ill cancer
patients’ and nurses’ opinions about eHealth in the context of self-management and
self-management support. Additionally, an eHealth component as part of a nurse-
led self-management support intervention will be studied regarding its usefulness
to both nurses and patients.
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A NURSE-LED SELF-MANAGEMENT SUPPORT
INTERVENTION FOR PEOPLE FACING INCURABLE
CANCER

In conclusion, incurable cancer can have a huge impact on the daily lives of both
patients and informal caregivers. Some people might need support in managing the
consequences of their life-limiting illness in order to maintain their quality of life.
There is, however, a paucity of research on self-management support and related
(eHealth) interventions for this target group, as well as on nurses as providers of
self-management support to people facing incurable cancer.

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

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

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

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



AlM AND RESEARCH QUESTIONS

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

The following main research questions are addressed:
1. a. What evidence exists for the effects of eHealth for patients with incurable
cancer and their informal caregivers?
b. What are cancer patients’ and nurses’ views on eHealth and its use in the
context of self-management and self-management support?
2. How do people facing incurable cancer self-manage the consequences of the
disease in their daily lives?
3. How do nurses perceive their competencies and their actual performance in self-
management support for people facing incurable cancer?
4. a. Whatis the feasibility of the structured nurse-led self-management support
intervention for patients with incurable cancer?
b. How do nurses and patients with incurable cancer evaluate this structured
nurse-led self-management support intervention?
c. Are there indications that the self-management support intervention
positively influences patient activation and quality of life of patients with

incurable cancer?

OUTLINE OF THE THESIS

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

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

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

The results of Chapters 2 to 5 informed the development of a structured nurse-led
self-management support intervention. It is evaluated in Chapters 6 and 7, which
address research questions 4a and 4b, and 43, 4b, and 4¢, respectively.

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

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

Background: eHealth can be defined as information provision about illness or health
care and/or support for patients and/or informal caregivers, using the computer or
related technologies. eHealth interventions are increasingly being used in cancer
care, e.g. to support patients and informal caregivers in managing symptoms and
problems in daily life.

Objectives: To synthesize evidence from systematic reviews on the effects of
eHealth for cancer patients or their informal caregivers.

Materials and Methods: A systematic meta-review, in the sense of a systematic
review of reviews, was conducted. Searches were performed in PubMed, Embase,
CINAHL, PsycINFO, and the Cochrane Library. All steps in the review process were
either performed by two reviewers independently or checked by a second reviewer.
Disagreements were resolved by consensus.

Results: Ten systematic reviews were included. All reviews focused on the effects
of eHealth for patients and none on effects for informal caregivers. Except for one
review of high methodological quality, all reviews were of moderate methodological
quality. Evidence was found for effects on perceived support, knowledge levels, and
information competence of cancer patients. Indications of evidence were found for
health status and healthcare participation. Findings were inconsistent for outcomes
related to decision-making, psychological wellbeing, depression and anxiety, and
quality of life. No evidence was found for effects on physical and functional wellbeing.

Conclusion: There is evidence for positive effects of eHealth on perceived support,
knowledge, and information competence of cancer patients. For effects on other
outcomes in cancer patients, findings are mainly inconsistent or lacking. This meta-
review did not find relevant reviews focusing on or including the effects of eHealth
on informal caregivers, which seems a rather unexplored area.



HIGHLIGHTS

Evidence for effects on perceived support, knowledge, and information
competence.

Indications of evidence for, among more, health status, and patientinvolvement. ig

Inconsistent findings for, among more, psychological outcomes and quality of
life.

No focus on informal caregivers, various disease stages, and specific tumor
types.
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INTRODUCTION

Cancer and its treatment make a great demand on patients as well as on informal
caregivers. Cancer patients often suffer from problems and symptoms such as
pain, fatigue, depression, anxiety, and hopelessness [1]. In addition, their informal
caregivers often experience a high care burden, psychological problems, and a
decrease in social activities [2]. Professional support can help them in dealing
with these symptoms and problems. However, given that many people prefer to
keep control over their own life and in view of increasing healthcare costs, it is
not self-evident that all support should be given in face-to-face contacts between
professionals and care recipients. EHealth may complement or replace traditional
professional support to some extent [3,4]. We define eHealth as the provision of
information about illness or health care and/or support for patients and/or informal
caregivers using computers or related technologies. Our definition is inspired by
Eysenbach’s well-known statement describing eHealth as “... an emerging field
in the intersection of medical informatics, public health and business, referring to
health services and information delivered or enhanced through the internet and
related technologies” [5].

Nowadays, various computer-based and internet-based eHealth interventions
are available for patients and informal caregivers confronted with cancer. These
interventions provide information about cancer and its treatment (e.g. www.
oncolink.org), support in decision-making (e.g. www.prostaatkankerkeuzehulp.nl),
support in self-management, (e.g. www.oncokompas.nl), support for physical and
emotional problems (e.g. www.helpforcancercaregivers.com), and peer support
(e.g. www.cancerstories.info).

Given the growing importance of eHealth in modern health care, it is relevant to
seewhatevidence already existsregarding the effects of eHealthin people confronted
with cancer. Since several systematic reviews had already been published, we
performed a meta-review in which we analyzed and synthesized the evidence from
existing reviews. In this meta-review we address the following primary question:

1. Whatevidence can be derived from existing systematic reviews about the effects
of eHealth for patients with cancer and/or their informal caregivers?

The secondary question is:

2. What specific types of eHealth interventions for patients with specific types of
cancer and/or their informal caregivers are addressed in the relevant systematic
reviews?



MATERIAL AND METHODS

Design

We conducted a meta-review, i.e. a systematic review of reviews. This review type
is suitable for describing the quality, discerning the heterogeneity, and identifying
lacunas in the current evidence base, since it synthesizes evidence from relevant
previous systematic reviews [6].

Eligibility criteria

References were eligible for inclusion if they concerned a literature review that

satisfies all of the following four criteria, namely if it:

1. reports on the effects of eHealth. As stated before, we define eHealth as the
provision of information about illness or healthcare and/or support for patients
or informal caregivers using computers or related technologies;

2. concerns the effects on adult patients diagnosed with cancer and/or their
informal caregivers. Reviews that also include studies among non-cancer groups
were only eligible for inclusion if they reported the effects on cancer patients
separately;

3. is a systematic review. We considered a review ‘systematic’ if the following
criteria were satisfied: (a) search terms are presented; (b) searches are done
in PubMed/Medline or Cancerlit and at least one other international literature
database;

4. has an overall methodological score of 23 (see Section ‘Quality assessment’).

Search methods and terms

First, we developed a search strategy for PubMed, which is available as
supplementary material. Subsequently, we adapted the strategy for searches in
Embase, CINAHL, PsycINFO, and The Cochrane Library. For the development and
adaption of the search strategies, databases’ thesaurus terms for eHealth, cancer,
systematic review and meta-analysis or specific ‘systematic review filters' were
used, as well as free text words describing eHealth. The searches were performed
on March 6th 2014.
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Review selection

The review selection process consisted of three phases:

1. Screening of titles and abstracts. First, VNS and HRP independently screened
the titles and available abstracts of a random selection of 10% of the references
identified. The interrater agreement between the two reviewers about the final
inclusion and exclusion was 100%. The interrater agreement about whether
the three separate inclusion criteria were met, was 99.59% on average. Next,
the remaining 90% of the references were divided among VNS and HRP, who
each screened the titles and available abstracts of 3600 references. Finally, they
discussed the list of references eligible for full text screening as well as references
where it was not very clear whether they should be included or excluded.

2. The full texts of all references remaining after the first selection phase were then
screened by VNS and ALF independently, using the first three inclusion criteria.
The interrater agreement between the two reviewers was high: In 84% of the
references they agreed about the final inclusion and exclusion. Discrepancies
were discussed until consensus was reached.

3. Subsequently VNS and ALF independently assessed the methodological quality
of the references remaining after the second selection phase (see Section
‘Quality assessment’). In accordance with the fourth criterion concerning the
methodological quality, only studies with a methodological score of 3 or more
were finally included.

Also in this phase, discrepancies were discussed and resolved by consensus.

Quality assessment

After review selection, the methodological quality of the systematic reviews was
assessed using the Quality Assessment Checklist for Reviews [7,8]. This checklist
is one of the few for which the psychometric properties have been documented
[9], and it has been used in other meta-reviews [10,11]. The overall scores on this
checklist range from “extensive flaws” (score 1 or 2), to “major flaws” (score 3 or
4), “minor flaws” (score 5 or 6) and “minimal flaws” (score 7). We calculated the
average overall score when the overall scores of the VNS and ALF differed by 1
point. Differences of 2 or more points were resolved by consensus.

For the best evidence synthesis (see Section '‘Data synthesis’), we classified the
scores into three quality categories: “high quality” (score 5—7), “moderate quality”
(score 3—4.5) and “low quality” (score 1-2.5).



Data extraction

A pre-defined data extraction form—encompassing such items as the review aim,
cancertype, types of eHealth, and reported outcomes—was used to extract data from
the reviews. VNS performed the data extraction and IMVdL or CFU independently
cross-checked the extracted information. We only extracted data concerning the
effects of eHealth on cancer patients and/or informal caregivers, although some of
the reviews had a broader focus, e.g. chronic conditions (including cancer).

Data synthesis

We categorized outcomes into categories including “psychological wellbeing”,
“depression”, “anxiety”, “knowledge and information”, and “decision-making"”. The
categorization was based on the types of outcomes reported in the reviews.
Pooling of results was impossible because of the large variety of methods used
and eHealth interventions studied, and the lack of numeric results in the reviews.
We did, however, indicate the level of evidence regarding the effects of eHealth on

a specific outcome category, using the criteria displayed in Box 1.

Box1  Principles of best evidence synthesis

Evidence:

Consistent effects on a specific outcome in at least one high quality systematic
review, based on at least two underlying effect studies.

This is under the condition that no more than two moderate quality systematic
reviews or no other high quality systematic review report conflicting findings.

OR

Consistent effects on a specific outcome in at least three moderate quality systematic
reviews, based on at least two underlying effect studies per systematic review.

This is under the condition that no high quality systematic review or no more than
two other moderate quality systematic reviews report conflicting findings.

Indications of evidence:

Consistent effects on a specific outcome in one high quality systematic review, based
on one underlying effect study.

This is under the condition that no more than two moderate quality systematic
reviews and/or no other high quality review report conflicting findings.

OR
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Consistent effects on a specific outcome in one moderate quality systematic reviews.
This is under the condition that no high quality systematic review and/or no more than
two other moderate quality systematic reviews report conflicting or inconsistent findings.

Inconsistent findings:

Inconsistent effects on a specific outcome, when findings of a (number of) high
quality systematic review(s) are being contradicted by a (number of) other high
quality systematic review(s).

OR

Inconsistent effects on a specific outcome, when findings of a (number of) moderate
quality systematic review(s) are being contradicted by a (number of) other moderate
quality systematic review(s).

No evidence:

No effects on a specific outcome when a (number of) high quality systematic review(s)
did not find effects.

This is under the condition that no other (number of) high quality systematic review(s)
or no more than two moderate quality systematic reviews report conflicting findings

OR

No effects on a specific outcome when three or more moderate quality systematic
reviews did not find effects. This is under the condition that no other systematic
review reports conflicting findings.

No research found:

None of the included reviews examined effects on a specific outcome.

These criteria were inspired by the principles of best evidence synthesis in
systematic reviews, as developed by Steultjens et al. [12]. However, we had to
adjust the criteria of Steultjens et al. [12] since we conducted a systematic meta-
review of reviews rather than a traditional systematic review of RCTs. Adjustments
concerned redefining the levels of evidence and corresponding criteria by taking
into consideration the methodological quality of the included reviews rather than of
the methodological quality of separate RCTs.



RESULIS

Results of review selection and quality assessment

Through the searches, we identified 8157 unique potentially relevant references
(Figure ).

After examining the titles and available abstracts, 5o references remained
for screening based on their full text versions. Thirteen review papers turned out
to be eligible for inclusion, and were assessed on their methodological quality,
subsequently.

Total of 8423
potentially relevant references

266 duplicate references excluded

8157 potentially relevant references
remained

8107 titles and abstracts excluded:

- eHealth and effects of eHealth (n=7992)

- Adult cancer patients or family caregivers (n=16)
- Systematic review (n=99)

5o references remained for
full text screening

37 full text versions excluded:

- eHealth and effects of eHealth (n=29)

- Adult cancer patients or family caregivers (n=2)
- Systematic review (n=6)

13 systematic reviews remained
for methodological assessment

3 reviews excluded due to a score of <2 on the
methodological assessment: —
Score: 1 (n=1) and 2 (n=2)

10 reviews included for final analysis

Figure 1 Flowchart of review selection process
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Table 1 Methodological assessment scores

Reference Methodological assessment scores
Beatty and Lambert [13] 5
Bender et al. [14] 3
Griffiths et al. [15] 3
Gysels and Higginson [16] 4.5
Hoey et al. [17] 4.5
Hong et al. [18] 3
Johansen et al. [19] 3.5
Ryhanen et al. [20] 3.5
Salonen et al. [ 21] 3.5
Ventura et al. [22] 3

Only one review [13] received a high quality rating, namely 5 points on the checklist
used, indicating only minor flaws (Table 1).

Nine reviews [14-22] were judged as likely to have major flaws (score range:
3—4.5). In general, these reviews scored best on items concerning the description
and comprehensiveness of searches, and use of explicit inclusion and exclusion
criteria. However, most reviews scored poorly on items referring to an independent
reference selection and screening and items referring to a methodological appraisal
or data synthesis.

Three reviews [23-25] had a very low quality rating of 1 or 2, and were excluded
(in accordance with exclusion criterion no. 4 described in Section ‘Eligibility criteria’)
in the end. Consequently, ten reviews remained for inclusion in this meta-review.

General and methodological characteristics of the ten
reviews and their underlying studies

Table S1 provides an overview of the ten reviews’ main general and methodological
characteristics, such as the eligibility criteria used. Table S1 is available as a
supplementary material. Only one review [14] explicitly mentioned family caregivers
as well as patients in the inclusion criteria. All other reviews explicitly excluded
studies about informal caregivers or did not make any statement regarding informal
caregivers. Eight reviews exclusively included studies focusing on cancer patients
(type unspecified) and two specifically included studies in breast cancer or prostate
cancer populations [20,21]. Most of the reviews did not restrict their eligibility
criteria to patients in a certain disease stage or clinical stage. Two reviews specified



outcomes in their eligibility criteria, such as distress, emotional wellbeing, and
depressive symptoms [13,15].

Table S1also includes the main characteristics of the reviews’ underlying studies.
These studies were often RCTs or quasi-experimental studies among patients with
breast cancer, prostate cancer, or colorectal cancer, or mixed groups of cancer
patients. Only one underlying study also concentrated on patients’ partners. There
was also great variety regarding the disease stage or clinical stage; studies concerned
newly diagnosed patients, patients under treatment, or post-surgery patients.
There appeared to be some overlap in the underlying studies included in the ten
reviews, since reviews often included the same underlying studies, such as studies
of the eHealth intervention known as the Comprehensive Health Enhancement
Support System for breast cancer patients (CHESS) [26-29].

Characteristics of the eHealth interventions

Most of the reviews did not clearly define what type of interventions they were
interested in. Only Ryhanen et al. [20] gave a definition of the eHealth interventions
they focused on, namely “Internet-based patient education as the use of the World
Wide Web or with modem connections to a central server for communication for
patient education” [20].

All reviews, except for one, included studies concerning internet-based and/or
computer-based interventions (Table 2). Bender et al. [14] were the only ones who
focused solely on smartphone applications.

Most eHealth interventions studied were multi-component with a mixture of
informationandsupport.Insome cases, copingskillstraining[13-15,20] or monitoring
and tracking features [14,19,21] were also part of the content. Different forms of
support were available like emotional and/or psychosocial support [15,18,21,22],
reminders for appointments or medication [14], and psycho-educational strategies
[21]. Support was provided through, for example, a ‘chat functionality’ with
healthcare professionals or by other cancer patients (peer support) [13-18,20].
The above-mentioned CHESS eHealth intervention is also multi-component and
involves components like information, discussion groups, and treatment decision
aids. Only Griffiths et al. [15] separately analyzed and compared single-component
eHealth interventions versus multi-component interventions. Single-component
eHealth interventions concerned internet support groups, for example, where
participants could exchange personal stories.
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Effects of the eHealth interventions

All reviews except one [14] found studies concerning the effects of eHealth
interventions. Bender et al. [14] did not find any study meeting their eligibility
criteria, most likely due to their narrow focus on smartphone applications available
in Canadian and French online application stores. The results of the nine remaining
reviews are presented in Table S2 which is available as supplementary material.

The reviews studied a variety of outcomes and were based on underlying studies
using different, mostly multiple, points in time, varying from pre-test, post-test, and
follow-up after nine months, to baseline, six weeks, and 12 weeks.

Since many different outcomes were reported, we consider only those outcome
categories that are discussed in a majority of the reviews. The level of evidence for
each outcome category is summarized in Table 3.

Effects on knowledge and information competence

Evidence exists for positive effects of eHealth interventions on knowledge and
information competence (the ability to acquire information as well as to use the
acquired information) [16,18,20,21].

Gysels and Higginson [16], who studied the effects of interactive multimedia
programs, elaborated on a study describing increased knowledge levels about
breast cancer and improvements in information competence in women with breast
cancer two months and five months after attending an internet support group,
and on women who are non-Caucasian, uninsured or less educated. These findings
appear to be supported by Ryhanen et al. [20]. Comparable results were yielded for
prostate cancer patients. Hong et al. [18] found some evidence for improvements
in information competence, information seeking, and information exchange in a
patient population with various types of cancer.

Effects on perceived support
Evidence is also found for positive effects of eHealth interventions on perceived
support [16-22].

Table S2 shows that three reviews [17,18,22] described positive effects on the
provision of social support and one review [19] on the reduction in perceived needs
for support. Two reviews specifically mentioned eHealth interventions positively
influencing the provision of social support for breast cancer patients [16,20]. Salonen
et al. [21] reported some improvement in informational support to prostate cancer
patients and satisfaction with that support. Similar results for breast cancer patients
were found by Hoey et al. [17].
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Effects on decision-making
Findings concerning the effects of eHealth interventions on decision-making are
inconsistent [16,20-22].

While two reviews [20,22] solely found positive effects, Gysels and Higginson
[16] found mixed results for the effects of interactive multimedia technologies on
decision-making by breast cancer patients regarding treatment, namely studies
describing positive effects as well as studies describing no effects on breast cancer
patients’ satisfaction with decision making concerning treatment. Gysels and
Higginson explained these mixed findings as a result of the differences between the
studied eHealth interventions. Additionally, Salonen et al. [21] described the results
of internet and computer-based programs for prostate cancer patients and found
that these programs positively influenced not only levels of decision control, and
patient involvement in decision-making but also decisional conflict.

Effects on healthcare participation and patient involvement
Indications of evidence exist for positive effects of eHealth interventions on
healthcare participation and patient involvement in care [16-18,20,22].

Results varied from positive effects to no effects, but mainly involved positive
effects. Table S2 shows that positive effects on healthcare participation were
experienced by breast cancer patients after two months of using an internet-based
program [16-18,20] and by women with breast cancer who are non-Caucasian,
uninsured, or less educated [16]. The effect on healthcare participation after two
months, however, seemed to dissolve after five months [16]. There also appeared
to be no effect on patient involvement during consultations for choosing breast
cancer treatment [16]. Ventura et al. [22] described mixed results on healthcare
participation but mostly positive ones.

Effects on depression and anxiety
Inconsistent findings were yielded regarding depression [15-21] and anxiety
[16,17,19,20].

With regard to the effects on depression, Griffiths et al. [15], Hoey et al. [17],
and Hong et al. [18] found positive effects from internet support groups and
online cancer support and resources on symptoms of depression in breast cancer
patients and survivors. These findings are likely to be strengthened by the result
that showed internet support groups to be more successful for patients with
breast cancer than for patients with other (non-cancer) diagnoses [15]. However,
two reviews [16,18] also reported that the aforementioned finding is likely not to
apply to recently diagnosed breast cancer patients [18] and women with early stage
breast cancer [16]. Additionally, Griffiths et al. [15] reported no effects of multi-
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component internet support groups on breast cancer patients and head and neck
cancer patients. With respect to prostate cancer patients, Salonen et al. [21] found
positive results for internet and computer-based programs in reducing depression.
Electronic symptom reporting in the context of consultation support appeared to
reduce depression as well [19].

Fourreviews reported varying results concerning effects on anxiety [16,17,19, 20].
Ryhanen et al. [20] found no effect of internet and computer-based programs on
anxiety among breast cancer patients. Gysels and Higginson [16] seem to contradict
this result by reporting that the use of interactive multimedia programs during the
discussion of diagnosis and treatment helped reduce anxiety among breast cancer
patients. Internet peer support programs [17] and electronic symptom reporting
[19] were also found to reduce anxiety in breast cancer patients and cancer patients
in general respectively.

Effects on psychological wellbeing
Findings on the effects of eHealth interventions on psychological wellbeing and
related outcomes are inconsistent [13,15,17-19,21].

Hoey et al. [17] and Hong et al. [18] found mixed effects and no effects
respectively of online cancer support (from peers) on emotional wellbeing [17,18].
Johansen et al. [19] found underlying studies on electronic symptom reporting that
demonstrated a positive impact from providing feedback on emotional wellbeing
but they found no effect for electronic symptom reporting in general.

Psychological wellbeing was discussed in four reviews [13,15,18,21]. Beatty and
Lambert [13] and Salonen et al. [21] present contradictory findings for the effects on
psychological distress: Beatty and Lambert argue that online interventions had no
impact while Salonen et al. see a positive impact.

Effects on quality of life and health status
Findings on the effects of eHealth interventions on quality of life are inconsistent
[23,16-19,21,22].

Some reviews found positive effects [16,19,21], while others did not [13,17] or
found mixed results [17,22]. For instance, Gysels and Higginson [16] found one study
describing positive effects of internet support groups specifically for women with
breast cancer and who are of color, uninsured, or with less education. Johansen et al.
[19] described positive effects of electronic symptom reporting on the health-related
quality of life. However, Hong et al. [18] studied online cancer support and found no
effects on the health-related quality of life, while these authors did find positive effects
on the self-reported quality of life. Ventura et al. [22] discussed comparable mixed
results.



The four reviews reporting on outcomes related to health status presented
results that are inconsistent [13,16,18,22]. Two reviews [13,16] found positive
effects. However, one review [22] described some studies with positive effects on
general health and others with no effects on general health of internet or computer-
based programs. Both Ventura et al. [22] and Hong et al. [18] found no effects on the
self-rated health status.

Effects on physical and functional wellbeing
No evidence is found for effects of eHealth interventions on physical [13,17,18] and
functional wellbeing [18].

One review [18] found mixed results concerning physical wellbeing and another
[17] found positive effects. Positive effects specifically concerned reductions in
patients’ reaction to pain. These findings, however, are contradicted by Beatty and
Lambert’s high quality review [13] that found no effects on physical wellbeing.

Functional wellbeing was mentioned in only one review and appeared not to be
influenced two months after using an online cancer support program [18].

DISCUSSION

This meta-review shows that evidence exists for effects of eHealth on cancer
patients’ knowledge level, and information competence. Patients’ knowledge
levels increased as well as their ability to acquire information and to use the
acquired information [16,18,20,21]. The use of eHealth also reduced patients’
needs for support as it improved provision of support [16—22]. Evidence regarding
health status [13,16,18,22], healthcare participation and patient involvement in
care is sparse [16—18,20,22], since we found only indications for effects of eHealth
on these outcomes. Although results described in the systematic reviews mainly
concerned positive effects [13,16-18,20,22], they also reported studies showing no
effects on mentioned outcomes. Findings are inconsistent with regard to effects
on psychological outcomes (psychological wellbeing [13,15,17—19,21], depression
[15—21], and anxiety [16,17,19,20]), quality of life [13,16-19,21,22], and decision-
making about treatment or care [16,20-22]. For example, some systematic
reviews described positive effects on patients’ satisfaction with their decision
about treatment, while other systematic reviews found mixed or no effects in this
regard. Besides, evidence is lacking for effects on physical [13,17,18] and functional
wellbeing [18]. Remarkably, only one review [14] aimed to consider the effects of
eHealth for informal caregivers as well as patients. Since this review did not find any
effect studies at all, evidence for the effects of eHealth for informal caregivers could
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not be obtained. Moreover, of the three reviews that were excluded because of poor
methodological quality, two [23,24] did not include studies on the effects of eHealth
in informal caregivers of cancer patients. Nevertheless, we do have indications that
some research into the effects of eHealth on informal caregivers has already been
conducted, e.g. Farnham et al. [30], and Namkoong et al. [31].

The reviews included in our meta-review concerned internet-based and/or
computer-based eHealth interventions, the only exception being Bender et al.’s [14]
review, which looked at smartphone applications only. The eHealth interventions
described in the ten reviews concerned both single-component interventions and
multi-component interventions with content that varied considerably. Examples of
single-component interventions are websites that only provide information about
the disease or treatments. Multi-component interventions, for example, offer
information as well as the possibility to ‘chat’ with healthcare professionals. It is,
however, difficult to conclude if the type of eHealth modality, e.g. internet-based
or computer-based, moderates possible effects. Moreover, it is also often difficult to
determine whether multi-component interventions are more effective than single-
component interventions based on the existing systematic reviews. In the case of
multi-component eHealth interventions, it is difficult to establish which particular
component contributes most to an effect on a certain outcome. In this regard,
Griffiths et al.’s [15] results are likely to be the most informative, since they separately
reviewed the effects of single-component and multi-component interventions.

Asurprising findingisthat most of the reviews as well as the underlying studies did
not focus on patients in a specific disease or treatment stage. Consequently, we do
not know whether eHealth is equally effective for patients in the diagnostic, curative
and palliative phase of cancer. The effects of eHealth might be different depending
on patients’ needs for information and support, which may vary during the disease
and treatment trajectory. Cancer patients in the curative phase, for example, may
be in more need of information about how to cope with late effects of surgery or
chemotherapy, while patients with advanced cancer may want information about
the self-management of pain and psychological distress. In future research (both at
the level of separate intervention studies and the level of systematic reviews), more
attention should be given to the effects of eHealth interventions in relation to the
disease stage.

We also found that almost none of the reviews considered patients with specific
tumor types, while there may be differences in patients’ needs for information and
support depending on their diagnosis. People with lung cancer for example, may
be more in need of information about dyspnea while women with cervical cancer
might appreciate information concerning infertility.



Additionally, we discovered a considerable overlap between four reviews in the
underlying studies theyincluded. This may be due to the fact thatthe Comprehensive
Health Enhancement Support System for breast cancer patients is the most
researched eHealth intervention among the available eHealth interventions. Hence,
in some cases, the reported effects and evidence may apply more to breast cancer
patients than to patients with other tumor types. This is all the more reason why
future research should concentrate on specific tumor types.

Lastly, demographic characteristics such as age or education were not taken into
account by the reviews, while such background characteristics might be important
since older people or less educated people may have more difficulties with the use
of eHealth.

More tailored eHealth interventions may yield stronger effects. However, more
research is needed to confirm this hypothesis.

Strengths and limitations

The strengths of this meta-review are: (1) sensitive search strategies with
few limitations and in a range of literature databases; (2) assessment of the
methodological quality, which led to the exclusion of systematic reviews of poor
quality; (3) a broad range of eHealth interventions and outcomes studied in the
reviews included. The latter, however, is also a limitation as it shows heterogeneity.
Therefore, findings have to be interpreted with prudence. We decided to perform
a meta-review since we believed many systematic reviews concerning eHealth for
patients and informal caregivers had already been published. While this assumption
was correct for patients, it was not for informal caregivers. None of the reviews we
looked at studied eHealth targeting informal caregivers. Given this, it may have been
more sensible to separately review eHealth for informal caregivers in a systematic
review instead of a meta-review.

CONCLUSIONS

This meta-review based on systematic reviews found evidence for the effect of
eHealth on cancer patients’ knowledge, information competence, and perception
of the support they received. For effects on other patient outcomes the evidence is
inconsistent, limited, or seems to point to no effect.

None of the systematic reviews focused on eHealth for informal caregivers of
cancer patients. Future systematic reviews should provide insight into the effects
of eHealth in informal caregivers in particular. To further demonstrate effects
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in patients and/or informal caregivers, researchers should separately analyze
and compare single-component and multi-component eHealth interventions.
Additionally, future reviews should focus more on comparing the effects of eHealth
in different groups of patients, distinguished by treatment stage (curative or
palliative) and tumor types, for instance.
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SUMMARY POINTS

What was already known on the topic
eHealth might complement professional face-to-face support to people
confronted with cancer.
A variety of eHealth interventions for people confronted with cancer and which
focuses on information provision and (peer)support in managing physical and
emotional problems, decision-making, and self-management, has already been
developed.
Several systematic reviews on effects of eHealth have already been published.
A comprehensive overview of evidence for effects of eHealth on cancer patients
and their informal caregivers is absent.

What this study added to our knowledge
Paucity of high quality systematic reviews.
Demonstration of (lack of) evidence for effects of eHealth on different outcomes
like perceived support, knowledge and information competence, psychological
outcomes and decision-making.
Identification of lacunas in the existent evidence base regarding effects on:
informal caregivers of cancer patients;
patients with specific tumor types;
cancer patients in a specific treatment or disease stage.
Recommendation to focus future research on the identified lacunas, and
separately study different types of eHealth interventions, like single-component
and multi-component eHealth interventions.
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SUPPLEMENTARY MATERIAL

Search strategy PubMed

For the development and adaption of the search strategies, databases’ thesaurus
terms for eHealth, cancer, systematic review and meta-analysis or specific
‘systematic review filters’ were used, as well as free text words describing eHealth.

Search Strategy for PubMed

(telecommunications[Majr] OR “Medical Informatics/education”[Mesh] OR
“*Medical Informatics/nursing”[Mesh] OR “Medical Informatics/psychology”[Mesh]
OR Computer Communication Networks[Majr] OR educational technology[Majr]
OR Biomedical technology[Majr] OR Mobile applicationsilMeSH Terms] OR
electronic health records[Majr] OR Health Records, Personal[MeSH Terms]
OR Telenursing[MeSH Terms] OR telemedicine[tiab] OR tele?medicine[tiab]
OR telehealth[tiab] OR ehealth[tiab] OR e?health[tiab] OR mhealth[tiab] OR
m?health[tiab] OR “mobile health” OR telecare[tiab] OR tele?care[tiab] OR
ecare[tiab]OR e?care[tiab] OR app care OR teleconsult*[tiab] OR tele?consult*[tiab]
OR econsult*[tiab] OR e?consult*[tiab] OR videoconsult* OR video?consult*[tiab]
OR telecommunicat*[tiab] OR tele?communicat*[tiab] OR ecommunicat*
OR e?communicat*[tiab] OR electronic communicat* OR videocommunicat*
OR video?communicat*[tiab] OR telemonitor*[tiab] OR tele?monitor*[tiab]
OR e?support[tiab] OR telesupport[tiab] OR “health technology” OR "“health
care technology” OR wireless[tiab] OR telenurs*[tiab] OR tele?nurs*[tiab] OR
“mobile applications” OR e?coach*[tiab] OR elearn*[tiab] OR e?learn*[tiab]
OR web?base*[tiab] OR email*[ti] OR e?mail*[ti] OR smartphon*[tiab] OR
smart?phon*[tiab] OR mobile phone* OR “tablet computer” OR “tablet computers”
OR iphone*[tiab] OR ipad*[tiab] OR text?messag*[tiab] OR internet*[ti] OR
online*[tiab] OR “health 2.0” OR tele?health[tiab])

AND

(cancer[Majr] OR neoplasms[Majr] OR medical oncology[Majr] OR carcinoma[Majr]
OR Sarcoma [Majr] OR metastasis[Majr] OR cancer*[tiab] OR neoplasm*[tiab] OR
“medical oncology”[tiab] OR oncolog*[tiab] OR tumor*[tiab] OR carcinom*[tiab]
OR metastas*[tiab] OR Sarcom*[tiab] OR leukem*[tiab] OR leucem*[tiab] OR
hodgkin*[tiab] OR lymphom*[tiab])



AND

((((Meta-Analysis[ptyp] OR Review[ptyp] OR systematic[sb]))) OR ((systematic
review[ti] OR meta-analysis[pt] OR meta-analysis[ti] OR systematic literature
review[ti] OR (systematic review[tiab] AND review[pt]) OR consensus development
conference[pt] OR practice guideline[pt] OR cochrane database syst rev[ta] OR acp
journal club[ta] OR health technol assess[ta] OR evid rep technol assess summ[ta]
OR drug class reviews][ti]) OR (clinical guideline[tw] AND management[tw]) OR
((evidence based[ti] OR evidence-based medicine[mh] OR best practice*[ti] OR
evidence synthesis[tiab]) AND (review[pt] OR diseases category[mh] OR behavior
and behavior mechanisms[mh] OR therapeuticsimh] OR evaluation studies[pt]
OR validation studies[pt] OR guideline[pt] OR pmcbook)) OR ((systematic[tw] OR
systematically[tw] OR critical[tiab] OR (study selection[tw]) OR (predetermined[tw]
OR inclusion[tw] AND criteri*[tw]) OR exclusion criteri*[tw] OR main outcome
measures[tw] OR standard of care[tw] OR standards of care[tw]) AND (survey[tiab]
OR surveys[tiab] OR overview*[tw] OR review[tiab] OR reviews[tiab] OR
search*[tw] OR handsearch[tw] OR analysis[tiab] OR critique[tiab] OR appraisal[tw]
OR (reduction[tw] AND (risk[mh] OR risk[tw]) AND (death OR recurrence))) AND
literature[tiab] OR articles[tiab] OR publications[tiab] OR publication[tiab] OR
bibliography[tiab] OR bibliographies[tiab] OR published[tiab] OR unpublished[tw]
OR citation[tw] OR citations[tw] OR database[tiab] OR internet[tiab] OR
textbooks[tiab] OR references[tw] OR scales[tw] OR papers[tw] OR datasets[tw]
OR trials[tiab] OR meta-analy*[tw] OR (clinical[tiab] AND studies[tiab]) OR
treatment outcome[mh] OR treatment outcome[tw] OR pmcbook) NOT (letter[pt]
OR newspaper article[pt] OR comment[pt]))))

=
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CHAPTER 5

Perspectives of cancer patients on self-
management activities: an online focus group
and interview study

Vina N Slev, H Roeline W Pasman, Corien M Eeltink, Mieke Rijken,
Irma M Verdonck-de Leeuw, Cornelia F van Uden-Kraan, Anneke L Francke
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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.



INTRODUCTION

Inthe lastdecade, 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 itaccumulates 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. Inwhich 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].



Table 1 Patient characteristics (n=24)

Sex

Male

Female

Mean age (range)
Educational level

General secondary education and pre-
vocational training

Senior general secondary education and
pre-university secondary education

Secondary vocational education
Higher vocational education and university
Data missing

Cancer type

Prostate

Colorectal

Breast

Hematological

Neuroendocrine

Melanoma

Head and Neck

Data missing

Time since diagnosis

Less than six months

Between six months and two years
More than two years

Data missing

Treatment aim(s) (could be multiple)
Curative

Palliative and/or Life Prolonging

Data missing

Total
(n=24)

12

12

65 (43-88) (n=20)

15

11

10

Online focus groups
(n=14)

8
6

63 (47-75) (n=10)

Interviews
(n=10)

4
6

67 (43-88) (n=10)
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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
participantswereabletologintothewebsite ofthe onlinefocus 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 foracquiring more detailed information and forunderstanding 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.



Box1  Examples of questions posted on the website of the online focus groups

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?

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. Inthis 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?
Who do you normally discuss such decisions with?

How do you make a decision about treatment and/or care?

What is important to you when making such a decision?

Would you like information and support from a nurse or other care professional
when making decisions about treatments or care?

oo W

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
analyzedqualitatively by firstreadingandrereadingthetranscripts, 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’).

Allonline-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.



SN

RESULIS

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.

Experience-Based
Knowledge

- Searching for
information on the
Internet

- Talking to peers

- Relying on information
and advice from a
doctor

- Basing on own
information and
previous experience

Contributing to
Care

- Using experience-
based knowledge

- Weighing up options

and taking account of:

* own wishes/needs

* people around you

* consequences of
taking/not taking
action

Living with the
Condition

- Listening to your body
- Pouring out your heart

- Letting go and

acceptance

- Making yourself the

priority

- Learning to find a

balance between
doing things yourself
and getting help

Organization of
Care and Support

- Arranging treatment in
another hospital

- Requesting home care

- Engaging other
disciplines (medical
psychologist, dietician,
social worker)

- Requesting financial
assistance

Figure1 Themes categorized in the self-management domains of the General Model of Self-

Management



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 seemsto 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 | feel like I'm in control. (...) | want to have an
overview of what there is now and what’s up ahead. So yes, | 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... | do have a few questions but | wait and see what
happens. Because I'd already discovered that nine times out of ten, if | was prepared
for something it turned out differently. And that brings you disappointments. So | 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 | saw this go a bit wrong with my father, you know, perhaps that glitch made
me think | really don’t want that happening to me. Perhaps that’s why | keep a close
eye on things, you know, why | want to know what chemo I’'m getting, | want to know
everything. | 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



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, | had a huge hypersensitive reaction to anti-hormone tablets.
My oncologist wanted to continue with them but | 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 | 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 | 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.



SN

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 | do go to bed
early to get plenty of rest. If I'm out during the evening or the entire day then | 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.



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. | don’t do that very easily, not to strangers. So then | 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, | 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: "/ expect the family to take you seriously and not spare you.
| 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 | was amazed at times about the lack of communication. | 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 | don’t know the ropes | did
sometimes need the help of the oncological nurse who was there, fortunately, and the
help of the family doctor. Anyway, | managed it...so OK. But it was a painful learning
process.” (pat. 6, palliative stage)



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.

" looked up an awful lot on the Internet and I just ignored all the blogs — because that
weighs people down; | 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 | 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, | can read it.
Or if there are some results, | 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 forimportant 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.



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

7%
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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 [17,29]. 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,



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 concernis possible selection bias. The participantsin this study
were primarily active, articulate people. This may be why most of the participantsin
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.

7%
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ABSTRACT

Background: Self-management by patients and informal caregivers confronted
with advanced cancer is not self-evident. Therefore they might need self-
management support from nurses. This article reports on nurses’ perspectives on
self-management support for people confronted with advanced cancer, and nurses’
experiences with eHealth in this context.

Methods: Six online focus groups were organized, with a total of 45 Dutch nurses
with different educational levels and working in different care settings. Nurses were
asked how they support patients and informal caregivers facing advanced cancer in
managing physical and psychosocial problems in their daily life. Questions were also
asked regarding the nurses’ experiences with eHealth. Transcripts of the online focus
group discussions were analyzed qualitatively following the principles of thematic
analysis. The main themes derived from the analyses were ordered according to the
elements in the 5 A's Behavior Change Model.

Results: Within the scope of self-management support, nurses reported that they
discuss the background, personal situation, wishes, and needs of advanced cancer
patients (‘Assess’ in the 5 A's model), and they provide information about cancer and
specifically the advanced type (‘Advise’). However, nurses hardly give any advice on
how patients can manage physical and psychological problems themselves and/or
pay any attentionto collaborative goal-setting (‘Agree’). Neither do they explain how
follow-up can be arranged (‘Arrange’). In addition, they do not appear to pay much
attention to self-management support for informal caregivers. Nurses’ attitudes
towards eHealth within the scope of self-management support are positive. They
see many advantages, such as allowing advanced cancer patients to stay in charge
of their own care and lives. However, nurses also explicitly stressed that eHealth can
never be a substitute for personal contact between nurses and patients.

Conclusions: Nurses value self-management support and eHealth for advanced
cancer patients and their informal caregivers. However, they seem to disregard
important elements in the support of self-management, such as providing practical
advice, collaborative goal-setting, and arrangement of follow-up. We recommend
further promoting and clarifying the essence and importance of self-management
support, including self-management support for informal caregivers.



BACKGROUND

Self-management by patients and informal caregivers confronted with a life-limiting
illness, such as advanced cancer, is not self-evident. Patients might have limited
self-management skills, among more, because of their physical deterioration [1].
Alongside physical symptoms and problems, such as pain, fatigue and loss of
appetite, patients also have to deal with psychological problems like anxiety and
depressive moods. Symptoms and problems which may be severe and progressive
over time in patients with an advanced form of cancer [2]. Besides, research
literature suggests that incurably ill patients often lack fundamental knowledge and
understanding of the progression of their illness, and have limited insight into care
opportunities. Aspects which are important for self-management [3]. Patients may
therefore require self-management support from healthcare professionals, such as
nursing staff.

Informal caregivers who care for patients may also suffer from problems such
as depressed moods, anxiety, and/or a decrease in social activities related to their
often high care burden [4].

Hence, both patients and informal caregivers may need self-management
support. In this study we use Wagner et al.’s definition of self-management support:
“[...] Acknowledging the patients’ central role in their care, one that fosters a sense
of responsibility for their own health. It includes the use of proven programs that
provide basic information, emotional support, and strategies for living with chronic
illness. [...] Using a collaborative approach, providers and patients work together
to define problems, set priorities, establish goals, create treatment plans and solve
problems along the way.” [5].

Different models have been developed for self-management and self-
management support (e.g. Battersby [6], Battersby et al. [7], Lorig et al. [8,9]). A
widely accepted model is the 5 A’s Behavior Change Model, originally developed
by the U.S. Department of Health [10], further developed by Glasgow et al. [11],
and a point of departure for the Dutch national care standard on self-management
[12], as well as for other recent research on self-management and self-management
support [13]. The 5 A’s model (Figure 1) entails five steps, namely:

1. Assess: Assessing the patient’s knowledge, beliefs, and behaviors;

2. Advise: Advising the patient by providing specific information about the disease
and information about the patient’s health status in an understandable manner
so the patient can relate their self-management skills and behaviors to their
health status;

3. Agree: Agreeing on goals collaboratively set with the patient and according to
the patient’s priorities;
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Five A’'s Model of Self-Management Support

ASSESS:
/;eliefs, Behavior & Knowledge\‘

ARRANGE: ADVISE:
Specify plan for Provide specific
follow-up (e.g., visits, information about
phone calls, mailed / health risks and
reminders) benefits of change
Personal Action Plan
1. List specific goals in behavioral terms
2. List barriers and strategies to
address barriers
3. Specify follow-up plan
4. Share plan with practice team and
patient’s social support
ASSIST: / AGREE:
Identify personal barriers, Collaboratively set goals
strategies, problem-solving based on patient’s interest
techniques, and b and confidence in his or
social/environmental support her ability to change the
behavior

Figure 1 Glasgow et al.’s 5 A’s model of self-management support [11]

4. Assist: Assisting the patient by identifying and resolving barriers that hinder the
patient in achieving the set goals;
5. Arrange: Arranging follow-up via e.g. e-mail or telephone.

The model assists healthcare professionals in structuring self-management support
within a dynamic and tailored process. The 5 A's model was originally introduced for
self-management support for patients. However, we believe the 5 A's model to be
relevant for informal caregivers as well.

For self-management support to be effective, it is important that it is provided
by suitable healthcare professionals. Nurses in particular are appropriate providers
of self-management support since empowering patients and enabling them
to understand and cope with their disease or disability, its treatment, and its
consequences are core competences for nurses [14,15].

Nurses are indeed main providers of self-management support in practice in the
Netherlands and other European countries [16]. Some previous studies focused on



nurses’ self-management support for patients with cancer or a variety of chronic
conditions, and/or for their informal caregivers (e.g. Johnston et al. [17], Hammer
et al. [18], Kaltenbaugh et al. [19], Northouse et al. [20], Verkaik et al. [21], Been-
Dahmen et al. [22]). However, these studies often describe effects of interventions
rather than nurses’ experiences and perspectives on self-management support
to people in the advanced stage of an illness, or more specific, in the advanced
stage of cancer, which is our main focus. Research on self-management support
in people with advanced and ultimately fatal illnesses, apparently is still a rather
young research area [23]. To our knowledge, no research has been done on how
nurses experience and perceive self-management support specifically to patients
and informal caregivers facing advanced cancer. Also the role of eHealth appears
unexplored within this specific scope and target group.

For self-management support to be effective, it is essential that it is tailored
to the recipient’s needs and properly facilitated [24]. In this regard, eHealth in the
form of web-based or smartphone applications might be useful, supplementing or
(partially) substituting for face-to-face self-management support by professionals.
Furthermore, eHealth could be of particular added value for people with reduced
mobility and who are too ill to travel [25]. Several studies have already investigated
the effects of eHealth for cancer patients and informal caregivers, and their attitudes
to eHealth along with the attitudes of various healthcare professionals (e.g. Slev et
al.[26], Lubberding et al. [27], Paul et al. [28]). Some studies specifically investigated
eHealth for people with life-limiting ilinesses (e.g. Johnston et al. [25], Neergaard et
al. [29], Collier et al. [30]). However, there appears to be a lack of studies focusing on
nurses’ opinions about the use of eHealth specifically for self-management support
for people confronted with advanced cancer.

We performed an online focus group study to gain more insight into how
nurses perceive their role in self-management support for people confronted with
advanced cancer and their opinions about the use of eHealth in this regard. The
following research questions are addressed in this paper:

1. a. How do nurses in the Netherlands currently support patients and
informal caregivers facing advanced cancer in their self-management of
problems and symptoms related to advanced cancer (e.g. pain, fatigue, loss
of appetite, sadness/depressive moods, and anxiety, and a high care burden)?
b. Howwould these nurses support the self-management activities of patients
and informal caregivers in the ideal situation? Are there any discrepancies
between the current situation and the ideal situation?

2. What are experiences and expectations of these nurses regarding the use of
eHealth for self-management by or self-management support for patients and
informal caregivers facing advanced cancer?
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METHODS

Recruitment and sample

In the Netherlands, three categories of nurses can be distinguished according to
theirlevel of education: registered nurses (RN) with secondary vocational education;
registered nurses with higher professional education (Bachelor’s degree); and ‘nurse
specialists’ with a Master’s degree in Advanced Nursing Practice. All three categories
of nurses can follow specific continuing education courses in, for instance, oncology
nursing or palliative care. Hereafter the term ‘nurse’ will be used interchangeably
for registered nurses with secondary vocational education or higher professional
education (Bachelor's degree) and nurse specialists with a Master’s degree, unless
otherwise specified.

Nurses were eligible for inclusion in the study if they 1) work with patients with
advanced cancer on a daily basis, and 2) work in a hospital, home care, transmural
care or hospice setting. Nurses were recruited via open calls placed on social media
(Facebook, Twitter) and via e-mails directly sent to nurses (n=45) in the authors’ own
professional network (LinkedIn). Additionally, announcements were placed on the
website and the social media account of the Dutch Oncology Nursing Society.

The recruitment resulted in 56 nurses showing their interest in participating in
the study. Recruitment via LinkedIn appeared to be most successful as it yielded 36
positive replies. All potentially interested nurses (n=56) were sent an information
letter by e-mail explaining the study objectives and methods. Ultimately, 11 of
these 56 nurses did not participate due to e.g. personal circumstances or not having
enough working experience with people with advanced cancer, or because they did
not post any comments to the questions posed in the online focus group. These
nurses were considered as non-participants. This resulted in a sample of 45 nurses
working in different parts of the Netherlands, and in rural as well as urban areas.
None of the participating nurses were close private or professional contacts of the
authors. The participants were divided into six online focus groups. Table 1 depicts
the participants’ characteristics.



Table 1  Characteristics of the participating nurses (n=45)

Sex

Male 1

Female 4t

Mean age (range) (n=36) 45.3 (25-62)

Care setting

Hospital 19

Home care 11
Hospice 9

Other (e.g. transmural) 6

Mean work experience as nurse in years (range) (n=35) 22.4 (3-41)

Highest degree in nursing

Master’s degree in Advanced Nursing Practice 15
Higher professional education (Bachelor’s degree) 23
Secondary vocational education 7

Additional education course

Oncology and/or palliative care 23
No additional course in oncology or palliative care 12
Unknown 0

Data collection

Data were collected through online focus group sessions. Online focus groups are a
relatively new online method for qualitative research using a group of participants
[31]. An asynchronous form of the online focus group was used, meaning that
participants could log into a secured website and respond to questions of the
executive researcher (VNS), and posts of other participants, at times of their
choosing, 24 h a day [32]. All online focus groups lasted 2 weeks.

Anonymity and protection of participants’ privacy were ensured by using aliases
and personal login names and passwords. Six, of which four ran simultaneously,
asynchronous online focus groups were organized: one for registered nurses
working in a hospital, one for registered nurses working in a home care setting, one
for nurse specialists working in a hospital, one for registered nurses working in a
hospice and two mixed groups of registered nurses and nurse specialists working
in a hospital, home and/or hospice setting. The study started with the first four
homogeneous online focus groups. The two heterogeneous online focus groups
started 1 week later, while the first four were still running.
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Table 2 Examples of questions posted on the secured websites of the online focus groups

Physical symptoms such as fatigue, pain and loss of appetite are common in advanced cancer cases. These
symptoms can have consequences for people with cancer and their informal caregivers.

+ Do you recognize this description?/Is this description familiar?

+ What do you do at present to support these patients and/or informal caregivers in dealing with these
physical symptoms (=aspects of self-management support)? And how would you want to do this in the
ideal situation?

+ What are your thoughts on the use of eHealth in this context?

Advanced cancer can be associated with somber moods, anxiety and uncertainty. Both the person with
cancer and their informal caregivers may have these feelings.

+ Do you recognize this description?/Is this description familiar?

+ What do you presently do to help these patients and/or informal caregivers deal with these feelings (=as-
pects of self-management support)? And how would you want to do this in the ideal situation?

+ What advice do you give patients and/or informal caregivers for situations where they would like to talk to a
healthcare professional or caregiver but where this is not possible or only to a limited extent?

- What are your thoughts on the use of eHealth in this context?

The decision was made to have both homogeneous and heterogeneous online
focus groups in order to provoke discussion and potentially elicit different opinions
regarding self-management support and eHealth for advanced cancer patients and
their informal caregivers.

Semi-structured open ended questions concerning self-management support in
dealing with physical and psychological complaints, and decision making regarding
care and treatment were placed in discussion threads on he secured websites of the
online focus groups. Some examples of the questions are presented in Table 2.

The posed questions were directly related to the main research questions (see
‘Background’), and were based on e.g. the existing literature on the most prevalent
symptoms in patients with advanced cancer [2]. The questions were drawn up in
consultation with all members of the project group which encompasses, amongst
others, four professionals with a nursing background (VNS, CME, ALF and HRWP).

Like in traditional face-to-face focus groups, not everyone had to respond to
every question. Nevertheless, on the first page of each online focus group where
instructions for participation were set out, and in e-mail alerts which were sent
after a new question was posed, participants were asked to login regularly and
were stimulated to respond to the presented questions, to comment on other
participants’ posts, and to look back and respond to previously posed questions.



Data analyses

A qualitative analysis method was used that was inspired by thematic analysis
[33,34]. Data analysis of the transcripts commenced as soon as the first online
focus groups started, as part of a cyclical process of collecting data, analyzing data,
collecting new data and so on.

Every day and multiple times a day, the executive researcher (VNS) logged ininto
the websites of the online focus groups, to analyze the responses to the questions
in the discussion threads. Where appropriate, questions were amended or added to,
depending on the responses of participants in the online focus groups. Hence, data
collection and data analysis commenced as soon as the first participant responded
to the first question placed in the first discussion thread.

First, all transcripts were read and re-read. The full transcripts of the discussions
were automatically generated from the websites of the online focus groups, and
concerned the literal responses of the participants. Next, open inductive coding
was performed in order to identify important themes and subthemes related to the
research questions. These themes and subthemes were then deductively categorized
in accordance with the 5 A’'s model for self-management support (see ‘Background’).
Negative data, i.e. data that did not fit the five A's, were not found. All themes could
be ordered using the model. However, it was not always possible to fit themes
exclusively in one specific ‘A’ as it applied to several A’s of the 5 A's model.

The executive researcher (VNS) analyzed all the transcripts for the six online
focus groups. To deepen and validate her analyses, two co-authors (HRWP and
ALF) each independently analyzed one half of the transcripts. The main themes
and subthemes were then finalized through discussion [33]. The interim and final
analyses were also discussed with the other authors, who all read at least one
transcript.

RESULTS

Number of posts

On average, 41 posts were placed in each online focus group. The number of posts
per participant varied from 1 post to 12 posts (on average 6 posts per participant).
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Table3 Current situation and ideal situation regarding nurses’ self-management support in the case
of advanced cancer

5A's Current situation Ideal situation
Self-management Self-management Self-management Self-management
support for patients  support for informal  support for patients  support for informal
caregivers caregivers
Assess Obtaining an =% More time In general: More
understanding of the attention

patient’s background,
personal situation,
wishes, and needs by
initiating a discussion,
enabling an open
discussion about
topics, actively asking
follow-up questions,

listening
Advise Giving information Giving information £3
and guidance, and guidance,
advising, listening, advising, listening

and referring the
person to other
disciplines or
organizations

Agree Jointly setting goals, -* -k
letting patients
prioritize symptoms
themselves

Assist Mapping barriers and K3 -*
strategies applied
in the past, giving
practical tips

Arrange Continuity of care -* In general: Better cooperation between
intramural and extramural healthcare

Throughout More attention to self-management support
all5 A's in the home situation

* no information from online focus groups that relates to the ‘A’ in question.

Self-management support by nurses

In this section, the themes resulting from the analyses of the transcripts are
presented and categorized in the ‘Assess’, ‘Advise’, ‘Agree’, ‘Assist,” and ‘Arrange’
steps in the 5 A's model [11] (Table 3). Table 3 also shows the extent to which the
current situation matches the ideal situation, as outlined by the participants in the
online focus groups.



Assess
Nurses in all the care settings covered said that when talking to patients with
advanced cancer, they always try first to gain an understanding of their background,
personal situation, wishes, and needs. Nurses find this important because they can
only offer the desired, optimal self-management support if they are aware of the
patient’s background and issues.

Nurses also said that obtaining a picture of the patient’s situation makes things
clearer for the patient too, and this helps generate or enhance self-awareness.

"When we ask for information, patients find that they reflect on things more.” (nurse
specialist)

Nurses said that the patient’s insight into their own situation and functioning puts
the patient more in control of what is happening. This lets the patient take charge
and/or stay in charge, which helps in tackling the issues at stake. Nurses also
mentioned that if the patient and the informal caregiver have a good picture of the
situation, this creates mutual understanding between them. Mutual understanding
can improve the communication between the patient and the informal caregiver;
any misunderstandings and confusion can be straightened out. This also often
improves communication between the patient, the informal caregiver, and the
nursing professional.

Nurses assess the patient’s issues and support needs by initiating a discussion,
making it possible to talk openly about topics, proactively asking follow-up
questions, and listening.

"What I do now is first ask what the problem is, how important is it for the patient, get to
know the patient well so that | can give advice that suits their situation.” (nurse specialist)

Some nursing professionals said that they use screening tools when assessing the
patient’s symptoms, for example the Utrecht Symptom Diary which is a Dutch
translation of the Edmonton Symptom Assessment System [35], and the Lastmeter,
the Dutch version of the Distress Thermometer [36].

"What we do, is we let the patient fill out a Utrecht Symptom Diary, so the patient gets
insight in the symptoms he suffers from.” (hospital nurse)

"In practice, the Distress Thermometer is being used which also gives insight in not
immediately discussed feelings.” (nurse specialist, in the context of support with
dealing with psychological problems)
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The screening results can present angles from which to start discussing issues.
However, others also emphasized that running through the screening tools should
never be an end in itself, that nurses must not blindly trust the figures.

"I 'am also somewhat anxious about translating complaints or symptoms into scores
or numbers. It could be used as a starting point [...] but not more than this.” (nurse
specialist)

Thediscussiontechniquesthatnursesusetoobtaina picture ofthe patient’sbackground
depend on the nature of the issues—physical, psychological, or spiritual/existential. In
the case of physical problems, nurses said that actively asking follow-up questions
is often the best way to determine the nature and cause of physical symptoms. This
is in part because some of these symptoms may be due to psychological or social
problems, such as increasing pain caused by too many family visits.

Some also mentioned that it can be necessary to proactively initiate a discussion
about anxiety, for example, or somber moods, uncertainty and distress about the
prognosis. They say that patients do not always speak out about these feelings,
even not to their informal caregivers.

"Getting a conversation going (if people allow that) can make people feel relieved and
sometimes they learn how to understand each other’s emotions better.” (transmural
nurse)

According to the nurses, whether the symptoms listed above are eventually
discussed in detail depends on the patient’s needs.

Nurses added that the actual situation in this regard is close to what they would
ideally do. Evenso, they stressed that they would like more time—with the exception
of a number of home care nurses whose organizations offer the option of ‘continuity
visits’ (home visits following discharge from hospital). Nurses emphasized that with
more time, they could assess the patient’s interests, needs, wishes, and cognitive
capacity better, as well as the disease stage, in order to improve tailoring of self-
management support:

"The ideal situation would be that | would be able to find out what skills the patient
has that are necessary for self-management and work with the patient and/or informal
caregiver to determine interventions that tie in with that.” (nurse specialist)

Furthermore, nurses in hospices in particular said that in the ideal situation more
attention would be given to assessing the informal caregivers’ situation:



"In the ideal situation, we hospice staff would be better informed about the informal
caregivers’ hobbies, social activities and how they deal with social contacts [...] The
combination of this [ed. combination of care for a patient and continuing with their
‘'own’ social activities] and ensuring contact with their sick relative in the hospice is so
important for the informal caregivers in particular.” (hospice nurse)

Advise
Nursessaidthat helpingadvanced cancer patients deal with problemsand symptoms
in their daily lives involves giving them information and guidance, advising them,
listening to them, and referring them to other disciplines or organizations. As with
‘Assess,’ this too is important in engendering and enhancing self-awareness and
mutual understanding between the patient, their informal caregivers, and nurses.
Giving information and guidance is relevant for example in dealing with loss of
appetite in the palliative phase.

"The loss of appetite often causes a lot of frustration with one another and distress. |
try [...] to explain how the loss of appetite is part of the disease process. | find that this
takes some of the pressure off and that the client and their informal caregivers start to
understand each other better again.” (transmural nurse)

Nurses said that they provide information repeatedly in different forms (verbally,
on paper, and digitally). This gives patients the opportunity to read the information
several times, which helps them retain the information. Despite this, nurses felt
that providing information deserves more attention. This applies in particular to
providing clear, unambiguous information, and clear communication about the
prognosis.

Nurses working in hospices sometimes said that they "[... ] involve informal caregivers
in the talks as well. They [ed. informal caregivers] are also given support in the form of
information about the extent to which symptoms are a part of the final stage of life and
how they can continue to give support and care.” (hospice nurse).

Nurses mentioned occasionally that they give practical tips that advanced cancer
patients and their informal caregivers can apply at home, mainly with regard to
physical symptoms. For example, if a patient is low on energy, nurses advise the
patient to draw up a schedule of activities and concentrate on allocating their
energy well.
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"We explain about dividing energy and taking into account the, to the patient,
important moments, e.qg. visitors, hobbies, etc. In practice, it appears that the patient
mentions having hobbies, but that hobbies get put on hold because of low energy. A
daily schedule can help to save enough energy for this.” (hospice nurse)

In the case of psychological symptoms, nurses often deliberately refrain from giving
advice and offering solutions. They said that somber moods, anxiety, uncertainty,
distress, and worry are feelings that cannot be alleviated and that each individual
patient deals with this in their own way. Nurses concentrate mainly on listening,
acknowledging these feelings, and being there for the patient. According to nurses,
these are the best approaches for supporting patients with symptoms of this nature.

"[...] leaving room for everything they are feeling, thinking and experiencing, not giving
each other advice and not coming up with solutions. Anything is allowed.” (transmural
nurse)

Some do give a few tips to the patient, such as talking about the symptoms and
looking for diversion.

Furthermore, nurses said that they refer patients to other disciplines, such as a
psychologist or spiritual caregiver, to help them deal with psychological problems.
Hospice nurses in particular also frequently mentioned pointing out the options
for complementary care, such as creative therapy, aromatherapy and massages
for both psychological symptoms and physical symptoms. They said that patients
derive energy from this.

Nurses gave few examples—even after follow-up questions—of how informal
caregivers are supported in dealing with the patient’s problems and symptoms or
their own problems. Only some hospice nurses and home care nurses gave examples
in this regard.

"Informal caregivers’ feelings of powerlessness are often an issue here. They already
have to hand over a lot of things when their relative is admitted to a hospice. [...] We
often then look for alternative responsibilities for the relatives [...]. For instance, you
can explain how to give good oral care. Complementary care, such as giving a hand
massage, can also be handed over to relatives to some extent.” (hospice nurse)

"We support informal caregivers by listening and giving tips and advices. For example
[...] by taking the pressure off nutrition. My experience is that informal caregivers
feel like they are not giving proper care, if the ill one eats insufficiently. We also offer
voluntary palliative care so informal caregivers could unwind a little.” (home care nurse)



Agree

According to the 5 A’'s model, collaborative goal-setting is part of the ‘Agree’ step.
However, nurses barely mentioned setting goals in partnership with an advanced
cancer patient and/or informal caregiver, or the use of an individual plan. Nurses did
mention that wherever possible they look at what the patient’s wishes are and that
they let the patient decide which symptoms and/or feelings or problems should be
given priority. Nurses emphasized that it is important to do this with the patient
because this lets the patient remain in control as much as possible, or puts the
patient in control if that was not already the case.

"When getting insight in the patient’s problems, it is also important to know what is
important to the patient himself, to work on. What does the patient experience as the
biggest issues.” (nurse specialist)

Forexample, when decisions have to be taken, nurses support the patient by helping
them to draw up a list of advantages and disadvantages and weigh these up against
one another, and to write down any questions for the next appointment with the
treating physician, family doctor or nurse.

"Patients sometimes ask then what they should do. | can’t give them that advice but |
can help them to get an overview of everything. It helps enormously if they write this
down on paper and e.g. assign a degree of importance.” (hospice nurse)

Assist

According to the 5 A's model, an important aspect of this step is assisting in
developing plans to meet goals. This also implies mapping any barriers that might
prevent the patient or informal caregiver from achieving the goals, deploying
interventions and giving practical advice that can help them achieve the defined
goals. Anumber of nurses mentioned that when dealing with patients with advanced
cancer, they assess whether there are barriers, for example in dealing with feelings
of anxiety, somber moods, and uncertainty, and if so, what strategies the patient
has for removing those barriers.

"[...] how did you respond to difficult situations in the past and what helped you then
to get back on track?” (home care nurse)

Nurses stated that every patient is unique and deals with their feelings, symptoms
and problems in their own way; that is one reason why it is important to put
the patient in control when dealing with symptoms. Patients often know best
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themselves where their strengths lie. If that is not the case, the patient will need
assistance, to be made more aware of their own strengths by becoming actively
involved in their own care.

Arrange

Nurses did not explicitly state how they arrange follow-up. The only point made by
some is that they sometimes encourage patients to write down goals and questions
so that these can be referred back to in a subsequent consultation. Nurses stressed
the importance of follow-up primarily in terms of the continuity of care. In the ideal
situation it would not just be about the continuity of the care they are delivering;
their care would be part of a multidisciplinary collaborative approach within and
between intramural and extramural care providers. This would ensure follow-up in
the home situation as well.

"Home visits should also be much more effective. This currently depends on the hospital
and partnerships with home care organizations. The hospital can also inform the primary
care side and make sure the family doctor is aware of the bad news at an earlier stage
and that the oncological or palliative care nurse makes contact. So that needs better
cooperation between the primary care and the hospital.” (home care nurse)

Throughout all 5 A’s

Regarding self-management support in the ideal situation, hospital nurses said that
self-management support should be extended to include dealing with problems
when at home.

"I think one point for improvement would be instructing people in the hospital where
they can find information/support themselves to make it easier for them to tackle this
when they get home. There should be more continuity here; at the moment the hospital
and the home are two separate worlds. [...] More continuity too in information and so
on; there are loads of different information sources at the moment and patients can no
longer see the wood for the trees.” (hospital nurse)

Experiences with and opinions on the use of eHealth in self-
management support

Nurses said they do not often use eHealth. They do see potential added value
from eHealth, both for general healthcare information and for disease-specific
information and practical advice. Some mentioned that it is important that patients
can choose their own topics, that the eHealth application has an appropriate design



for the target group, that it is available on smartphones, computers, and tablets,
and that there are options for printing.

Nurses also said that eHealth can let patients remain in control, for example if there is
a digital symptoms diary or the ability to view your own health record, if it makes it easier
to ask a healthcare professional questions, or if it enables online contact with peers.

"Use of a symptoms diary can certainly be worthwhile and could be part of an
eHealth program. Using this can also give a patient a better understanding of their
symptoms, and they may be able to make their own connections between activities
and symptoms.” (hospital nurse)

"[...] precisely for those who want to remain self-reliant for as long as possible. A digital
patient record with the patient as the owner could be particularly beneficial in letting
the patient be in control.” (hospice nurse)

Hospital nurses in particular said that eHealth could promote and safequard the
continuity of care if there isa link between the eHealth application and the physician,
family doctor, and/or nurses. Moreover this would ensure the accuracy and clarity
of the information.

However, nurses also made qualifying remarks. For instance, they repeatedly
emphasized that eHealth cannot and should not replace personal contact. They
therefore prefer a combination of eHealth and personal contact with a healthcare
professional.

Nurses also said that eHealth is not suitable for everybody. Some hospice nurses
saw the main potential added value of eHealth in the care of patients in the early
palliative phase. Patients often no longer have enough energy to use a laptop or
tablet, for example, in the final phase. According to the hospice nurses, eHealth
could still have added value for informal caregivers in the terminal phase.

"However, | frequently see patients bringing their tablets, setting up a laptop but
subsequently hardly having time/energy for it. Relatives possibly might benefit from it
more.” (hospice nurse)

Home care nurses said that eHealth is less suitable for the current generation of
older patients because they do not know how to use computers and cell phones.

"I frequently deal with (frail) elderly people (+75 years), 99% don‘t have knowledge of
controlling a PC, app or tablet. This would probably be different in the next generation
of older people.” (home care nurse)
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Furthermore, some nurses said that eHealth is more suitable for support in dealing
with physical problems than psychological problems. According to nurses, eHealth
cannot remove or resolve feelings of somberness, anxiety and uncertainty, although
putting tips online on how to deal with this could be worthwhile.

"Of course a program with tips and tricks and elements to cheer people up would be
OK. I don't think anything fundamental can be done about somber moods, anxiety and
uncertainty.” (hospital nurse)

DISCUSSION

Within the scope of self-management support, Dutch nurses pay considerable attention,
to the assessment of a patient’s background, personal situation, wishes, and needs
(‘Assess’ inthe 5 A's model), and to the provision of iliness-related information and advice
(‘Advise’ in the 5 A's model). This result is in line with the findings in the study of nurses
working with patients with various chronic conditions by Been-Dahmen et al. [22].

Our study, however, also shows that nurses are not inclined to give advice about
psychological problems; they tend mainly to listen to the patient and refer them
to a psychologist or spiritual caregiver. This also fits with the findings of Been-
Dahmen et al. [22], as well as with the systematic review by Ventura et al. [37] of
patients receiving palliative care at home and their informal caregivers. That study
concluded that nurses and other professionals provide better-targeted support for
physical problems than for psychological problems [37].

The findings above are striking as paying attention to psychological problems is
actually seen as an essential element of palliative care [38].

It is interesting to note that ‘Agree’ (collaborative goalsetting) and ‘Assist’
(assisting patients in achieving their goals) are barely mentioned by the nurses
in our study, whereas these are essential aspects of self-management support.
Nurses also seem to pay relatively little attention to follow-up as an aspect of self-
management support (‘Arrange’ in the 5 A’s model). In a European study of how
self-management support is integrated into the care for the chronically ill, Elissen
et al. [16] also concluded that collaborative care planning and structured follow-up
receive little consideration in practice. These are therefore areas for improvement.

Furthermore, it is noticeable that nurses currently pay little attention in their
daily practice to self-management support for informal caregivers. This result is
remarkable, given that support for relatives is an essential part of the care of the
incurably ill (see the WHO definition) [38] and of self-management support (see
Wagner et al. [39]). The above result, however, is not a new finding.



Previous research on oncology and palliative care also pointed to the fact that
informal caregivers still are an underserved population [37,40-42]. Explanations
for this finding regard: Informal caregiving often is a gradual process, and relatives
are not really aware of the fact that they are becoming an informal caregiver.
Realization often comes later in the disease trajectory [40]. Once the caregiver role
is acknowledged, most informal caregivers find it hard to discuss their own support
needs in the presence of the cared-for person [41]. To overcome these barriers,
consultations for informal caregivers alone, have to be arranged [41].

Still, there appear to be differences between settings in this regard: Hospital nurses
hardly mentioned self-management support to informal caregivers, while some
hospice nurses and home care nurses did mention this. Paying consideration to self-
management support to informal caregivers, therefore, seems to be more of a matter
forthe latter mentioned group of nurses. Signs of stress and physical and psychological
symptoms in informal caregivers might be more likely to be picked up in the home
care or hospice setting [40]. Hospital nurses often mainly see the patient and are busy
with technical tasks during the patient’s visit to the hospital or outpatient clinic or
during treatment. Nurses in home care and hospice care may have a better picture of
what the informal caregiver could do to cope with the impact of their relative’s illness
on their daily lives. Because of the qualitative nature of this study and therefore the
small sample size, we should be cautious on reporting ‘differences’ between nurses.
Therefore, above-mentioned findings have to be interpreted with prudence.

Furthermore, this study shows that nurses see benefits from eHealth. However
they stress that it should never replace personal contact and that its applicability
depends on patients’ digital skills, the disease stage and the nature of the problems
and symptoms. Other studies [25,29,30] among both doctors and nurses working
in palliative care came to similar conclusions. The finding that eHealth can enhance
the patient’s control over things, for example by letting the patient record and
monitor their symptoms online, is also backed up by studies by Collier et al. [30] and
Johnston et al. [25]. The nurses in our study do not see a role for eHealth in the self-
management of psychosocial problems such as anxiety, uncertainty, and somber
feelings. Such views did not emerge in the aforementioned studies and contradict
the support on the effectiveness of web-based psychological interventions in
diverse patient populations [43,44].

This study indicates that nurses value self-management support. However,
sometimes they appear to omit providing practical advice, and they seem to pay
little attention to the A's of ‘Agree’, ‘Assist’ and ‘Arrange’ of the 5 A’s model. The fact
that the steps in the 5 A's model were not explicitly mentioned in the questions in
the online focus groups may have contributed to this outcome. Findings might have
been different if we asked directly about the A’s of the 5 A's model.
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We intentionally chose to include practical descriptions of ‘self-management’
and ‘self-management support’ rather than definitions, to avoid differences in
participants’ interpretation of self-management and self-management support.
However, the data yielded may have been constrained by the nurses’ perception
of self-management support. If self-management support in nurses’ understanding
of the concept, does notinclude e.g. the provision of practical advice, collaborative
goal-setting and arranging follow-up, then perhaps it is logical that these elements
were not discussed. Despite, one could expect that at least some nurses would refer
to the essence of the steps in the model as the 5 A's model is a starting point in the
Dutch national care standard on self-management, and because self-management
support is mentioned as a core task of today’s nurses, in the national report on
nursing roles in the Netherlands [15].

Strengths and limitations of this study

For this study we used a combination of convenience and purposive sampling. To
involve nurses with different backgrounds, we approached and eventually included
nurses working in various care settings, in different areas of the Netherlands and
with differences in years of working experience. We prevented that only nurses
with a specific interest in self-management support participated, as we did not use
‘providing self-management support’ or ‘being acquainted with self-management
support’ as inclusion criteria. None of the participating nurses were close private or
professional contacts of the authors.

Another choice made in this study was to opt for online focus groups rather
than traditional face-to-face focus groups. This choice was made, primarily for
practical reasons: nurses are often very busy and prefer not to spend time traveling
to a location for a traditional focus group. In general this worked well. We were able
to recruit enough nurses to gain a picture of how nurses offer self-management
support for dealing with the symptoms and problems that people may encounter
when faced with an incurable form of cancer. Given that the final online focus group
did not produce any significant new information, we can assume that we achieved
data saturation.

In the course of the 2 weeks that each online focus group was active, we added
further in-depth questions. Moreover, we sometimes repeated questions for debate
and added a question about a specific example. Some participants did not log in
for every new question and this could mean that some of the in-depth questions or
repeat questions were not read by all the participants. This is a limitation of online
focus groups when compared with traditional face-to-face focus groups.



CONCLUSIONS

The nurses in this online focus-group study value self-management support and
eHealth for advanced cancer patients. However, they seem to disregard important
elements of self-management support, such as providing practical advice,
collaborative goal-setting, and arranging follow-up. At present little consideration is
given to self-management support for informal caregivers. We recommend making
nurses more aware of the importance of self-management support for both patients
and informal caregivers. This awareness could be achieved through targeted (re)
training of nurses in self-management support and the 5 A's model using the Dutch
national care standard as starting point, and incorporating self-management, self-
management support and the 5 A’s model as integral part of nursing education.
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ABSTRACT

Objectives: To explore how nurses perceive their self-efficacy and performance in
supporting self-management among patients with incurable cancer, and whether
these perceptions differ between community and hospital nurses.

Sample & setting: 222 hospital nurses (N=94) and community nurses (N=128)
working with adult patients with incurable cancer.

Methods & variables: An online survey included the Self-Efficacy and Performance
in Self-Management Support instrument. Possible differences in age, gender, work
setting, and additional training in oncology between groups were explored.

Results: Nurses felt confident about their self-efficacy, particularly in assessing
patients’ knowledge and beliefs and in advising about their disease and health status.
Nurses felt less confident in their performance, particularly in the use of technology
(arranging follow-up care), but also in agreeing on collaborative goals and assisting
patients in achieving these goals. Compared to hospital nurses, community nurses
reported significantly higher scores on self-efficacy and performance.

Implications for nursing: More effort is needed to increase nurses’ confidence in
providing self-management support, with a focus on arranging follow-up care with
the use of technology and on collaborating with patients in setting and achieving
goals.



IKNOWLEDGE TRANGSLATION

A discrepancy exists between nurses’ (particularly hospital nurses’)
perceived (high) self-efficacy and (low) performance for supporting self-
management among patients with incurable cancer.

Community nurses are more confident than hospital nurses in supporting
self-management.

Nurses rarely initiate or facilitate follow-up care.
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Living with incurable cancer can have devastating effects on psychological, social,
physical, economic, and cultural aspects of a person’s life [1,2]. Patients with
incurable cancer must cope with life-limiting, changing conditions, as well as the
consequences of the disease and treatment in daily life [2-5]. Assisting with self-
management might help patients deal with these consequences, improve problem-
solving skills, and prepare for death [6-8].

Self-management can be described as a person’s ability to manage physical and
psychosocial symptoms and to make decisions concerning treatment and/or care to
integrate the disease as well as possible into daily life and to maintain a satisfactory
quality of life despite the disease [9,10]. At the end of life, self-management focuses
on “living with dying"”; activities are likely to be beneficial if focused on symptoms
or impending death and directed toward emotional and psychological adjustment
to the incurable illness. For instance, activities can focus on how to deal with fatigue
or pain, how to plan important moments or daily care, and how to rest in between
these moments. In addition, changes in personal (physical, emotional, or social) or
care aspects (cancer status, treatment, or palliative phase) prompt changes in self-
management [5]. Support should acknowledge these possible transitions and be
directed toward present and future care needs, quality of life, and other outcomes
identified by patients as necessary for self-management [5,11,12].

Literature Review

Self-management support acknowledges patients’ central role in their own care,
fostering a sense of responsibility for their own health [13]. It uses proven programs
that provide adequate information about actual or potential problems, emotional
support, and strategies for living with a chronic illness that enable patients to care
forthemselves in a way they prefer[7,14]. Using a collaborative approach, providers
and patients work together to assess problems, set priorities, establish goals,
create treatment plans, and solve problems [15]. The role of nurses in supporting
self-management in patients with incurable cancer is important [1], and it requires
a range of educational, supportive, and communicational competencies [16,17].
These competencies can be distinguished by the phases of the 5 A’s model, which
include the following [18,19]:

Assessing the patient’s knowledge, beliefs, and behaviors

Advising the patient by providing specific information about the disease and

information about the patient’s health status in an understandable manner so that

patients can relate their self-management skills and behaviors to their health status

Agreeing on goals collaboratively set with the patient and according to the

patient’s priorities



Assisting the patient by identifying and resolving barriers that make it difficult
for the patient to achieve the goals set
Arranging follow-up (such as by email or telephone)

The five A's are interrelated and provide a structure for self-management support [18].

A precondition for performing self-management support activities is self-
efficacy—the confidence a person has in his or her skills and perceived ability to
perform the behavior [20]. Self-efficacy as perceived by nurses can be an indicator
for the activities they perform; more confidence in skills (e.g. using technology) is
a predictor of choices and behavior (e.g. applying technology) [21]. A study with
598 respondents revealed a discrepancy between higher reported self-efficacy and
lower reported performance of self-management support activities in a general
nursing population [19]. This discrepancy increased in the subsequent phases of
the 5 A's model , with larger differences between self-efficacy and performance
in the Agree, Assist, and Arrange phases [19,22]. Nurses seem to focus mainly on
assessment of background (Assess) and advice and information (Advise) [19,22];
whereby such advice seems restricted to physical problems and psychological
problems and receives less attention [23,24]. Activities in the Agree, Assist, and
Arrange phases seem to be limited, although these aspects are essential in self-
management support [16,25].

Studies using the 5 A's model reported inconsistencies regarding self-
management support in patients with chronicillnesses[19,26]. However, knowledge
about nurses supporting self-management in people with incurable cancer is still
limited. Several studies have suggested that setting and additional training (e.g.
in oncology) improve the provision of self-management support [27,28], which
is based on the perceptions of nurses or patients. As a result, the current authors
expected that nurses caring for patients with incurable cancer would perceive their
self-efficacy and subsequent performance as better than nurses caring for patients
with chronic conditions. The first aim of the current study was to explore how nurses
perceived their self-efficacy and performance in supporting self-management
activities in patients with incurable cancer.

Inaddition, in the Netherlands, the role of nurses in supporting self-management
is currently emphasized more for community nurses than for hospital nurses, who
focus more on medical treatment [19]. The authors hypothesized that community
nurses would have more positive perceptions about their self-efficacy and
performance and their support of self-management in the subsequent phases of
the 5 A's model. The second aim of the study was to determine to what extent the
setting (community versus hospital) affected nurses’ perceived self-management
support for patients with incurable cancer.
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METHODS

Design and ethical approval

In June 2016, the authors conducted a cross-sectional quantitative study among
nurses using an online questionnaire. For such a study, Dutch legislation (Medical
Research Involving Human Subjects Act) does not require ethical approval by a
medical ethics committee. Study participation was voluntary, and participant
consent was assumed upon return of completed questionnaires. The questionnaire
data were stored and analyzed anonymously, in accordance with the Dutch Personal
Data Protection Act.

Study population

Nurses working in hospitals or the community were selected from a pre-existing
research sample, the Nursing Staff Panel. This panel consists of a nationwide
representative sample of nursing staff members working in various healthcare
sectors. Members of the Nursing Staff Panel are mainly recruited via Dutch
employee insurance agencies (with which every healthcare employee is registered).
All participants of the Nursing Staff Panel agree to complete questionnaires about
issues in nursing on a regular basis (at least twice a year). To recruit participants for
this study, the authors sent an email with information about the aim and content of
the survey, as well as a link to the questionnaire, to members of the Nursing Staff
Panel (N=692) who worked as RNs in the community or at a general or university
hospital. One or two email reminders were sent to nonresponders after one and
three weeks to improve the response rate. No incentives were provided. After
entering the online site, potential participants answered study-specific questions
about age, gender, work experience, work setting, and additional training in
oncology. If they stated that they had provided care to adult patients with incurable
cancer in the past 12 months, they were invited to complete the questionnaire and
were included.

Instrument

The primary outcome was a quantification of nurses’ self-efficacy and performance
in providing self-management support. The authors used the validated Self-Efficacy
and Performance in Self-Management Support (SEPSS) instrument, Dutch version
[22]. SEPPS consists of six subscales, which are based on the 5 A's model (Assess,
Advise, Agree, Assist, and Arrange) and a subscale that addresses the overall



competencies that are necessary in each step of the model, such as respecting
the cultural background of the patient, reflecting on their own performance, and
recognizing ethical dilemmas [22]. Each subscale of the SEPSS contains six items
(a total of 36 items). Self-efficacy, defined as the nurse’s belief in his or her ability to
perform a specific behavior (i.e. self-management support) was assessed with the
statement "l can do this,” which was rated on a five-point Likert-type scale ranging
from o (not at all) to 4 (good). Performance (i.e. the actual behavior) was assessed
with the statement "I do this,” which was rated on a five-point Likert-type scale
ranging from o (never) to 4 (always). In the final section, nurses could add free-form
text about their needs in terms of improving self-management support for patients
with incurable cancer.

In previous studies, the Cronbach alpha was 0.96 for self-efficacy and o.95 for
behavior, respectively [19,22]. In the current study, the Cronbach alpha was 0.96 for
both self-efficacy and performance.

Analysis

Data were screened for repetitive response patterns, and questionnaires with less
than 10% variation in answers (i.e. identical answers to at least 64 out of 72 items)
were excluded from further analysis. In addition, data were screened for missing
subscale scores (all subscales were complete).

Descriptive analyses were used for summarizing demographic characteristics
of nurses, including age (years), gender (male or female), work experience (years),
additional training in oncology (yes or no), and setting (community or hospital).

To determine perceived self-efficacy and performance, the authors computed
sum scores for each of the subscales, as well as average sum scores for self-
efficacy and performance (range o—4, indicating not at all or never to good or
always). Because the scores on the SEPSS subscales were not normally distributed,
nonparametric presentation (median scores with interquartile ranges [IQRs]) and
analyses were used to present the scores.

Differences between perceived self-efficacy and performance in each group
were calculated with Wilcoxon tests, and differences between community and
hospital nurses were calculated using Mann-Whitney U tests. Linear regression
analyses were used to estimate the differences in self-efficacy and performance
that were associated with the setting (community or hospital). Because age and
work experience were correlated (Pearson correlation coefficient= 0.83), only age
was included in the model.

All statistical analyses were performed with IBM SPSS Statistics, version 22.0. A
p-value of less than 0.05 was considered statistically significant.
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RESULIS

A total of 334 members of the Nursing Staff Panel returned the questionnaire
(response rate= 48%). Of these, 234 had cared foradult patients with incurable cancer
in the previous 12 months. Twelve questionnaires were excluded from analysis,
mainly because of repetitive or absent responses. Of 222 questionnaires that were
included in the analysis, most were completed by female nurses with a median age
of 51 years and median work experience of 25 years (see Table 1). Responders were
older than nonresponders (median of 52 and 42 years, respectively, p < 0.001) and
had more work experience (median of 25 and 16 years, respectively, p < 0.001). No
significant difference in gender was noted between responders and nonresponders.

Tableax Sample characteristics

Hospital Community p?

(n=94) (n=128)
Characteristic M IQR M IQR
Age (years) 50.5  (41-57) 52 (41-58)  0.58
Work experience (years) 25 (25-33) 25 (212-34) 0.54
Characteristic n n p°
Gender, female 84 120 0.24
Additional training in oncology and/or palliative care, yes 27 21 0.03
Oncology or palliative care team, yes 17 12 0.06

2The p values were based on Mann-Whitney U tests
®The p values were based on > tests
IQR—interquartile range; M—median

Self-efficacy in self-management support

The overall median score for self-efficacy in self-management support was 2.8
(IQR=2.5-3.1) (see Table 2), which was considered almost sufficient, based on the
response categories ranging fromo (not at all) to 4 (good). With respect to the subscales,
nurses perceived their self-efficacy as sufficient (median=3) in “assessing patients’
knowledge and belief,” “advising about disease and health status,” and the subscale
“overall competencies.” The remaining subscales were perceived as almost sufficient.

When focusing on single items, nurses felt least confident with using assistive
devices and technology (i.e. eHealth) to provide remote guidance (median=1,
indicating not sufficient) and discussing with patients how they can use self-
management assistive devices (e.g. a diary) in their daily activities (median=2,
indicating more or less competent).



Table2 Medians and IQRs of hospital and community nurses’ perceived self-efficacy and
performance

Self-efficacy Performance
Subscales Hospital Community Hospital Community

Median IQR  Median  IQR p Median QR Median IQR p
Assess (N=222) 3.0 2.5-3.2 3.0 2.8-3.2  0.56 2.0 1.6-2.8 2.7 2.0-3.0 0.001

Advise (N=218) 3.0 2.5-3.3 3.0 2.5-3.0 0.45 2.2 1.5-2.7 2.3 1.7-2.8 0.8

Agree (N=213) 2.7 2.2-3.0 2.8 2.3-3.0 0.14 1.3 0.8-2.0 2.2 1.7-2.7 0.000
Assist (N= 211) 2.8 2.2-3.2 2.8 2.5-3.0 0.23 1.8 1.0-2.3 2.2 1.7-2.5  0.002
Arrange (N= 210) 2.4 1.8-3.0 2.8 2.5-3.2  0.000 1.1 0.5-1.8 2.0 1.7-2.5 0.000

Overall (N=208) 3.0 2.5-3.2 3.0 2.8-3.3 0.02 2.2 1.5-2.8 2.8 2.3-3.2 0.000
Sum score 2.7 2.3-3.1 2.9 2.6-3.1  0.06 1.8 1.3-2.4 2.3 2.0-2.7 0.000

IQR—interquartile range

Note. Self-efficacy was assessed with the statement "I can do this,” which was rated on a scale ranging from
o (not at all) to 4 (good). Performance was assessed with the statement "I do this,” which was rated on a scale
ranging from o (never) to 4 (always).

Note. The p values were based on Mann-Whitney U tests.

Performance of self-management support

The overall median score on performing self-management support was 2.1 (IQR=1.7—-
2.6), which was considered as occasional performance (response categories ranged
from o (never) to 4 (always)). With respect to the subscales, nurses reported occasional
to frequent performance in overall competencies (median=2.7), assessing patients’
knowledge and beliefs (median=2.3), and advising (median=2.2). Nurses reported that
theyrarelyto occasionally arrangedfollow-up care by email ortelephone (median=1.8).
They also reported that they never used assistive devices and technology to provide
remote guidance to the patient (median=0), rarely discussed how patients could use
self-management assistive devices in their daily activities (median=1), and rarely
discussed with patients who they will inform about their condition (median=1).

Comparison of community and hospital nurses

Nurses working in the community perceived their self-efficacy in the Arrange phase
as higher than nurses working in hospitals (median values=2.8 and 2.4, respectively,
p <0.001). This indicates that community nurses felt more confident in their ability to
arrange follow-up contact. After adjusting for gender, age, and additional training,
the authors found that community nurses still perceived their self-efficacy in self-
management support as higher than hospital nurses (estimated difference= 0.18,
95% confidence interval (Cl) (0.04-0.37), p=0.01) (see Table 3).
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Table3 Linear regression analysis of perceived self-efficacy and performance

Model 1 Model 2
Subscale b? 95% Cl b? 95% Cl
Self-efficacy
Setting (hospital versus community)® 0.16 [0.02-0.30] 0.18 [0.04 - 0.33]
Gender (male versus female)© - - —0.21 [-0.46 - 0.05]
Age (years) - - 0.00 [—0.006 - 0.006]
Additional training (no versus yes)? - - 0.16 [-0.13 - 0.33]
Performance
Setting (hospital versus community)® 0.47 [0.30-0.64] 0.53 [0.36 - 0.70]
Gender (male versus female)* - - —0.40 [-0.71 - —0.10]
Age (years) - - —0.004 [-0.01 - 0.004]
Additional training (no versus yes)? - - 0.35 [0.14 - 0.55]

@ Unstandardized

® Hospital = 0, community =1

¢Male = o, female =1

9No=o0,yes=1

Cl—confidence interval

Note. Model 1 is setting only (R* = 2% for self-efficacy, 12% for performance). Model 2 is setting, gender, age,
and additional training (R? = 5% for self-efficacy, 19.5% for performance).

Considering perceived performance, community nurses had significantly
higher median scores in four out of five subscales of the 5 A's model; the subscale
Advise was the only one in which no significant differences were found in perceived
performance. After adjusting for gender, age, and additional training, the authors
found that community nurses still perceived their performance as higher than
hospital nurses (estimated difference= 0.53, 95% Cl (0.36-0.7), p < 0.001). Male
gender and additional training also made a statistically significant contribution
(estimated differences= 0.4 and 0.35, respectively).

Community and hospitals nurses perceived their self-efficacy as higher than
their performance. All differences between self-efficacy and performance in the
subsequent subscales were statistically significant.



DISCUSSION

Community nurses and hospital nurses reported occasionally performing self-
management support activities in patients with incurable cancer and reported their
self-efficacy as almost sufficient. Community nurses reported an average of o.5
points higherin performance (on a five-point Likert-type scale) than hospital nurses,
particularly in the phases of assessing, agreeing on goals, and arranging follow-up
contact. They also reported 0.2 points higher in self-efficacy.

The self-reported performance and self-efficacy reveal deficits in the self-
management support provided by nurses. Self-management support for patients with
incurable cancer seems comparable to that given to patients in general. Other studies
using SEPSS among university hospital nurses [19] or nurses (including students) from
various settings [22] revealed comparable results for self-efficacy. However, in terms
of performance, the current results are 0.4 points higher than those in other studies,
mainly because of more self-management activities performed by community nurses.

More hospital nurses had additional training in oncology; however, they
reported lower self-efficacy and performance. One study suggested that inadequate
preparation of student nurses hampers transferring theory of self-management
supportinto practice, as well as a lack of role models and hours of training to increase
self-confidence; the study did not include additional training [29]. Another study
suggested that the perceived difference between performance (occasional) and self-
efficacy (sufficient) is influenced by knowledge about self-management support,
role conflict, lack of engagement, and time [8,19,27]. As a result, both initial and
additional training should focus not only on medical management and knowledge of
medical management, but also on self-management skills and techniques, as well as
collaborative and proactive care planning together with the patient [27,29].

The 10% higher scores of community nurses confirm the current authors’
hypothesis that these professionals apply self-management support in patients
with incurable cancer more often than hospital nurses [19]. In community care, self-
management support takes place in the social context of the patient. Community
nurses have stronger coordination skills and knowledge of other healthcare
providers and services. These competencies might explain the difference between
community and hospital nurses in the phases Agree, Assist, and Arrange of the 5 A’s
model. In particular, hospital nurses did not feel sufficiently confident in arranging
follow-up care and hardly ever performed this task.

In patients with incurable cancer, hospital and community nurses felt most
confident in assessing patient knowledge, beliefs, and behavior and in advising
patients about the disease and health status. This is in line with other studies in
cancer and chronic care, which concluded that self-management support focuses
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primarily on personal situations and wishes (Assess) and medical management
and treatment compliance (Advise) [16,25,30,31]. Other aspects, such as managing
psychosocial problems or planning and documenting care (Agree), are not carried
out by nurses [25,32]. From the provider’s perspective, coaching skills, which are
necessary throughout all phases, are used to a lesser extent [31]. Activities for
which the required time and effort are difficult to estimate, such as talking to
patients or educating patients and families, are more often omitted and seem to
receive the lowest priority [32]. The lowest scores were found for arranging follow-
up care (Arrange); nurses hardly initiate or facilitate follow-up care with patients
prior to discharge. In nurse education, less attention is given to this aspect [29]. In
addition, in some hospitals, follow-up care is arranged by transferring nurses or case
managers, which might have contributed to the low scores on the items.

Scores for single items revealed that assistive devices and technology are
hardly ever used by community or hospital nurses. Technology may provide
opportunities for nurses (related to symptom management, patient education, or
training interventions) [8,33]. In an online focusgroup study, nurses expressed a
positive attitude toward technology [25]. However, one study reported that nurses
and nursing students do not feel self-competent about using technology [34,35].
In addition, technology may not be available in everyday practice, and nurses may
not have time to learn about applying technology in patient care. More people are
becoming familiar with assistive devices [33], and technology provides opportunities
for self-management support. In people with cancer, technologic applications
positively affect perceived support, knowledge levels, and information competence
[36,37]. Future training should focus on competencies and the possibilities for using
technology for supporting self-management in patients with incurable cancer.

Limitations

The data in this study reflect nurses’ self-reported perceptions of their self-
management support for patients with incurable cancer. These perceptions might not
reflect their actual performance. Additional observations may provide a better picture
of the actual self-management support.

Theresponse rate wasfair (48%) but not highenoughto eliminate the risk of selection
bias. It may represent an underestimate of the actual response rate of eligible nurses.
Nurses may have moved or changed positions in recent months and, consequently, had
not been providing care to patients with incurable cancer. Some mentioned this upon
returning the survey; others may not have responded for this reason.

In addition, the authors could not include the educational background of
nurses in the analysis. The information about education among the Nursing Staff



Panel members is continuously changing because of job rotation and professional
development. Not all changes are communicated; as a result, the authors decided
not to include this variable.

The SEPPS instrument was limited in that it focuses on self-management support
of patients; questions do not include informal caregivers. The latter are crucial in
the support of patients with advanced cancer; they may experience psychosocial
burdens, strain, or distress [38], and they need support in terms of information,
what to expect, and how to manage consequences in daily care [6].

Implications for nursing

The findings of this study indicate that more effort is needed to increase nurses’
confidence in supporting self-management. Nurses are not confident in agreeing
on goals set collaboratively, in assisting patients in achieving these goals, and
in arranging follow-up care. Integrating the 5 A’'s model in training and in team
practice is recommended, with emphasis on the phases Agree, Assist, and Arrange.
In addition, specific attention should be given to the use of devices and technology,
for which nurses reported a lack of knowledge and a lack of time to learn about.

Future research should focus on developing and evaluating training programs
for self-management support skills in nurses and, more specifically, on collaborating
with patients in care planning and coaching. In addition, studies should examine
preferences and possibilities of applying technology in patients with incurable
cancer, from both a nursing and a patient perspective, in hospital and community
care. They should also explore the relationship between nurses’ self-efficacy to
support self-management and patients’ self-efficacy to perform it.

CONCLUSION

This cross-sectional study found a discrepancy between nurses’ (particularly hospital
nurses’) perceived (high) self-efficacy and (lower) performance for supporting self-
management among patients with incurable cancer. Community nurses were more
confident than hospital nurses in supporting self-management in this population.
More effort is needed to increase self-management support by nurses, with a focus
on arranging follow-up care and use of technology.

This research was funded by a grant (520002001) from the Netherlands Organisation for
Health Research and Development. Verdonck-de Leeuw has previously received support
from Achmea, Bristol-Myers Squibb, Danone Nutricia, Redkite, and Zilveren Kruis.




SN

REFERENCES

Johnston B, McGill M, Milligan S, McElroy D, Foster C, Kearney N. Self care and end of life care in
advanced cancer: literature review. Eur J Oncol Nurs. 2009;13(5): 386-98.

Lin HR, Bauer-Wu SM. Psycho-spiritual well-being in patients with advanced cancer: an integrative
review of the literature. J Adv Nurs. 2003;44(1): 69-80.

Khan NF, Mant D, Carpenter L, Forman D, Rose PW. Long-term health outcomes in a British cohort
of breast, colorectal and prostate cancer survivors: a database study. Br J Cancer. 2011;105 $S29-37.

Lenihan DJ, Oliva S, Chow EJ, Cardinale D. Cardiac toxicity in cancer survivors. Cancer. 2013;119(S11):
2131-42.

Schulman-Green D, Bradley EH, Knobf MT, Prigerson H, DiGiovanna MP, McCorkle R. Self-
management and transitions in women with advanced breast cancer. J Pain Symptom Manage.
2011;42(4): 517-25.

Johnston BM, Milligan S, Foster C, Kearney N. Self-care and end of life care--patients’ and carers’
experience a qualitative study utilising serial triangulated interviews. Support Care Cancer.
2012;20(8): 1619-27.

McCorkle R, Ercolano E, Lazenby M, Schulman-Green D, Schilling LS, Lorig K, et al. Self-
management: Enabling and empowering patients living with cancer as a chronic illness. CA Cancer
JClin. 2011;61(1): 50-62.

Tocchi C, McCorkle R, Knobf MT. Multidisciplinary Specialty Teams: a self-management program for
patients with advanced cancer. J Adv Pract Oncol. 2015;6(5): 408-16.

Barlow J, Wright C, Sheasby J, Turner A, Hainsworth J. Self-management approaches for people with
chronic conditions: a review. Patient Educ Couns. 2002;48(2): 177-87.

Bodenheimer T, Lorig K, Holman H, Grumbach K. Patient self-management of chronic disease in
primary care. JAMA. 2002;288(19): 2469-75.
Landier W. Survivorship care: essential components and models of delivery. Oncology (Williston
Park, NY). 2009;23(4 Suppl Nurse Ed): 46-53.

Noonan VK, Lyddiatt A, Ware P, Jaglal SB, Riopelle RJ, Bingham CO 3rd, et al. Montreal Accord on
Patient-Reported Outcomes (PROs) use series - Paper 3: patient-reported outcomes can facilitate
shared decision-making and guide self-management. J Clin Epidemiol. 2017;89 125-35.

Battersby M, Von Korff M, Schaefer J, Davis C, Ludman E, Greene SM, et al. Twelve evidence-based
principles for implementing self-management support in primary care. Jt Comm J Qual Patient Saf.
2010;36(12): 561-70.

Schulman-Green D, Jaser S, Martin F, Alonzo A, Grey M, McCorkle R, et al. Processes of self-
management in chronic illness. J Nurs Scholarsh. 2012;44(2): 136-44.

Von Korff M, Gruman J, Schaefer J, Curry SJ, Wagner EH. Collaborative management of chronic
illness. Ann Intern Med. 1997;127(12): 1097-102.

Elissen A, Nolte E, Knai C, Brunn M, Chevreul K, Conklin A, et al. Is Europe putting theory into
practice? A qualitative study of the level of self-management support in chronic care management
approaches. BMC Health Serv Res. 2013;13:117.

Sahlsten MJ, Larsson IE, Sjostrom B, Lindencrona CS, Plos KA. Patient participation in nursing care:
towards a concept clarification from a nurse perspective. J Clin Nurs. 2007;16(4): 630-7.

Glasgow RE, Davis CL, Funnell MM, Beck A. Implementing practical interventions to support chronic
iliness self-management. Jt Comm J Qual Saf. 2003;29(11): 563-74.

van Hooft SM, Dwarswaard J, Bal R, Strating MM, van Staa A. What factors influence nurses’ behavior
in supporting patient self-management? An explorative questionnaire study. IntJ Nurs Stud. 2016;63
65-72.



Bandura A. Self-efficacy: toward a unifying theory of behavioral change. Psychological review.
1977;84(2): 191-215.
Bandura A. Social Cognitive Theory of Self-Regulation. Organ Behav Hum Dec. 1991;50(2): 248-87.

Duprez V, Van Hooft SM, Dwarswaard J, van Staa A, Van Hecke A, Strating MM. The development
and psychometric validation of the self-efficacy and performance in self-management support
(SEPSS) Instrument. J Adv Nurs. 2016;72(6): 1381-95.

Been-Dahmen JM, Dwarswaard J, Hazes JM, van Staa A, Ista E. Nurses’ views on patient self-
management: a qualitative study. J Adv Nurs. 2015;71(12): 2834-45.

Ventura AD, Burney S, Brooker J, Fletcher J, Ricciardelli L. Home-based palliative care: a systematic
literature review of the self-reported unmet needs of patients and carers. Palliat Med. 2014;28(5):
391-402.

Slev VN, Pasman HRW, Eeltink CM, van Uden-Kraan CF, Verdonck-de Leeuw IM, Francke AL. Self-
management support and eHealth for patients and informal caregivers confronted with advanced
cancer: an online focus group study among nurses. BMC Palliat Care. 2017;16(1): 55.

Duprez V, Vandecasteele T, Verhaeghe S, Beeckman D, Van Hecke A. The effectiveness of
interventions to enhance self-management support competencies in the nursing profession: a
systematic review. J Adv Nurs. 2017;73(8): 1807-24.

Faithfull S, Samuel C, Lemanska A, Warnock C, Greenfield D. Self-reported competence in long term
care provision for adult cancer survivors: A cross sectional survey of nursing and allied health care
professionals. Int J Nurs Stud. 2016;53 85-94.

Griffiths P, Simon M, Richardson A, Corner J. Is a larger specialist nurse workforce in cancer care
associated with better patient experience? Cross-sectional study. Journal of health services research
& policy. 2013;18(1 Suppl): 39-46.

van Hooft SM, Becque YN, Dwarswaard J, van Staa A, Bal R. Teaching self-management support in
Dutch Bachelor of Nursing education: A mixed methods study of the curriculum. Nurse Educ Today.
2018;68 146-52.

Ercolano E, Grant M, McCorkle R, Tallman NJ, Cobb MD, Wendel C, et al. Applying the Chronic Care
Model to support ostomy self-management: implications for oncology nursing practice. Clin J Oncol
Nurs. 2016;20(3): 269-74.

Ter Maten-Speksnijder AJ, Dwarswaard J, Meurs PL, van Staa A. Rhetoric or reality? What nurse
practitioners do to provide self-management support in outpatient clinics: an ethnographic study.
JClin Nurs. 2016;25(21-22): 3219-28.

Ausserhofer D, Zander B, Busse R, Schubert M, De Geest S, Rafferty AM, et al. Prevalence, patterns
and predictors of nursing care left undone in European hospitals: results from the multicountry
cross-sectional RN4CAST study. BMJ Qual Saf. 2014;23(2): 126-35.

Knobf MT. Being prepared: essential to self-care and quality of life for the person with cancer. Clin J
Oncol Nurs. 2013;17(3): 255-61.

van Houwelingen CTM, Ettema RGA, Kort HSM, Ten Cate O. Internet-generation nursing students’
view of technology-based health care. J Nurs Educ. 2017;56(12): 717-24.

van Houwelingen CTM. Telehealth competence in nursing: Enhancing skills and practice in providing
care remotely (Doctoral dissertation). Utrecht University. 2018. Available from: https://dspace.
library.uu.nl/handle/1874/364125.

Hoek PD, Schers HJ, Bronkhorst EM, Vissers KCP, Hasselaar JGJ. The effect of weekly specialist
palliative care teleconsultations in patients with advanced cancer -a randomized clinical trial. BMC
medicine. 2017;15(1): 119.

Slev VN, Mistiaen P, Pasman HR, Verdonck-de Leeuw IM, van Uden-Kraan CF, Francke AL. Effects
of eHealth for patients and informal caregivers confronted with cancer: A meta-review. Int J Med
Inform. 2016;87 54-67.

Girgis A, Lambert S, Johnson C, Waller A, Currow D. Physical, psychosocial, relationship, and
economic burden of caring for people with cancer: a review. J Oncol Pract. 2013;9(4): 197-202.







CHAPTER &

A nurse-led self-management support
intervention for patients and informal caregivers
facing incurable cancer: a feasibility study from
the perspective of nurses

Vina N Slev, Cornelia M Molenkamp, Corien M Eeltink, H Roeline W Pasman,
Irma M Verdonck-de Leeuw, Anneke L Francke, Cornelia F van Uden-Kraan

Accepted for publication in European Journal of Oncology Nursing



SN

ABSTRACT

Purpose: Investigation of the feasibility of recruitment through nurses of patients
with incurable cancer, and the feasibility (adoption, usage) and nurses’ evaluation of
a nurse-led self-management support intervention, integrated in continuity home
visits and based on the 5 A’s Behavior Change Model.

Method: Questionnaire, registrations, evaluation forms, and interviews.

Results: Recruitment was complicated; many patients were ineligible for
participation, nurses appeared protective of their patients (gatekeeping), and
recruitment during the first continuity home visit appeared to be a barrier as a lot
of other issues had to be discussed. The adoption rate was 81%, meaning that 18
out of 22 nurses recruited were willing to use the intervention. The usage rate at the
nurse level was 56%, meaning that 10 nurses applied the intervention in full (having
applied all five A's) in at least one patient. Nurses used the intervention in full in 21
out of the 36 patients included, implying a usage rate at the patient level of 58%.
Nurses’ mean general satisfaction score for the intervention was 7.57 (range o-10).
Nurse were especially positive about the 5 A's model, and considered the continuity
home visits to be an appropriate setting for the intervention.

Conclusions: Timing of recruitment and gatekeeping complicated recruitment of
patients through nurses. Although nurses were positive about the intervention,
nurses often not fully applied the intervention. To improve the usage, it is suggested
that nurses should first be trained in using the 5 A's model.



HIGHLIGHTS

Nurses regarded continuity home visits an appropriate setting for the
intervention.

Nurses were positive about the 5 A's model for structuring self-management
support.

Usage rates showed that ‘Assist’ and ‘Arrange’ of the 5 A's model are applied least.

Nurses need extra training in applying the A's Assist and Arrange.
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INTRODUCTION

A variety of self-management interventions have already been designed for
people confronted with cancer [1-3]. However, few interventions focus on patients
facing incurable cancer who live at home and their informal caregivers, and few
focus specifically on self-management support provided by nurses [4,5]. Self-
management in cases of incurable cancer is important, although it might be quite
challenging, e.g. due to physical and psychological symptoms, and existential issues
that may be severe and progressive over time.

When people do not have sufficient self-management skills, guidance in self-
management may be needed. eHealth is increasingly proving itself useful in self-
management [6-8] and possibly has added value in self-management support
[9,20]. However, to our knowledge, no interventions have been developed that
combine face-to-face support at home and eHealth.

A structured, nurse-led self-management support intervention for people facing
incurable cancer and their informal caregivers was therefore developed, combining
personal contact at home with a specialist oncology and/or palliative care nurse,
and eHealth. This article reports on its feasibility for nursing practice.

Technological and other medical advances are now letting patients remain in the
palliative phase of cancer longer than ever before. This additionally results in the
possibility of living in their home environment for longer, often with little or no
support from professionals in particular [11]. With symptoms mostly arising at home,
the demands made on self-management are high. Self-management by patients
facing incurable cancer and their informal caregivers can be rather complex. Self-
management can be described as an individual’s ability to manage their physical
and psychosocial symptoms and to make decisions about treatment and/or care
in order to optimally incorporate the disease into their daily life and to maintain a
satisfactory quality of life despite the disease [12,13].

Both patients and informal caregivers are confronted with problems and
symptoms related to the irreversibility of the disease. Patients are often faced
with a variety of problems and symptoms, such as fatigue, pain, lack of energy,
loss of appetite, dyspnea and worry [14,15]. Not everyone has the skills to deal
with the multifaceted consequences of the disease appropriately in daily life. Self-
management support from healthcare professionals may therefore be needed [11].

Self-management support concerns 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 [16].



Nurses are the appropriate healthcare professionals to provide self-management
support [2,3]. Historically, nurses are the healthcare professionals whose care
is not focused solely on medical and physical issues but also on emotional and
psychosocial problems, and guiding and helping patients deal with these problems.
Additionally, in the Netherlands, supporting self-management is described in the
professional nursing profile document for the year 2020 as a core competence of
nursing professionals [17,18].

The use of eHealth tools can be integrated into the self-management support
provided by nurses [19]. Inspired by Eysenbach’s definition [20], we define eHealth as
the provision of information about illness or health care and/or support for patients
and/or informal caregivers using computers or related technologies. A meta-review
of the effects of eHealth for cancer patients published in 2016, showed evidence for
improvement in perceived support, knowledge levels and information competence, as
well asindications of evidence for effects on health status and healthcare participation of
cancer patients [21]. In addition, previous research has shown that nurses see potential
in the use of eHealth in self-management support. However, most of them emphasize
that it is should be supplementary to face-to-face self-management support [10,22].

As mentioned before, a structured nurse-led self-management support intervention
was developed for people facing incurable cancer and their informal caregivers.
The intervention combines personal contact at home with a specialist oncology
and/or palliative care nurse, and an eHealth tool for patients (see the ‘Intervention’
section). The intervention is complex as it 1) targets providers and receivers of the
intervention, 2) involves interacting components, namely face-to-face contact,
an eHealth component, and customization to individual problems and needs, and
3) multiple outcomes. The Medical Research Council distinguishes several stages for
developing, piloting, evaluating and implementing complex interventions [23]. This
study discusses the feasibility of the intervention as part of the piloting stage.

This study additionally discusses the feasibility of study recruitment by nurses
among people facing incurable cancer. Recruitment is a challenging aspect of
conducting research, especially among people with a life-limiting illness such as
cancer, and perhaps even more when it is done by healthcare professionals. It is
not always possible for researchers to recruit potential participants personally and
directly, e.g. due to privacy regulations. In this case, recruitment through healthcare
professionals is often the only option. Furthermore, healthcare professionals who
best know the patient appear to be the appropriate people to explain about a study
and ask the patient to consider participating. While this approach appears feasible, it
also has its downsides. Numerous ethical and practical matters complicating patient
recruitment have already been studied extensively [24-27], for example the limited
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time available to spend on patient recruitment, fear of damaging the relationship
with the patient, and “gatekeeping” (being protective about patients participating in
a study due to the burden the research could possibly impose on them), particularly
in patients whose physical or mental condition is vulnerable. While many strategies
have been proposed to surmount the difficulties [24,26,28-30], recruitment through
healthcare professionals and among people facing incurable cancer seems to remain
complex. This article aims to add to the dialogue on this intricate matter.

The goal of the present study was therefore twofold: 1) to investigate the
feasibility of study recruitment among the target group of home dwelling patients
with incurable cancer through nurses, and 2) to investigate the feasibility of the
self-management support intervention by determining nurses’ adoption and actual
usage of the intervention, plus nurses’ subjective evaluations of the intervention for
the target group of patients with incurable cancer who live at home.

MATERIALS AND METHODS

Intervention

This study addresses the feasibility of a structured nurse-led self-management support
intervention. In the earlier development stage, we first conducted a systematic meta-
review of eHealth in cancer [21]. Subsequently, to optimize how the intervention could
fit patients’ and nurses’ preferences, online focus groups and individual interviews were
conducted [22,31], alongside several expert meetings with oncology and palliative
care nurses, medical experts and representatives of patients and informal caregivers.

The structured nurse-led self-management support intervention was integrated
into what are known as ‘continuity home visits’ made by specialist oncology and/or
palliative care nurses, for cancer patients who are not yet receiving regular home
care. The visit's purpose is to guarantee continuity of care after discharge from
hospital and to assess new problems that arise at home [11,32]. A continuity home
visit takes 75 minutes on average, depending on the home care organization.

Self-management support as provided in the intervention was structured
according to widely accepted 5 A’'s Behavior Change Model (hereinafter simply
the “5 A's model”) [33,34], a framework for providing self-management support
that underpins the Dutch care standard for self-management [35]. The 5 A's model
entails five steps, namely: 1) Assess, 2) Advise, 3) Agree, 4) Assist, and 5) Arrange.

The core of the intervention protocol, a schematic overview of how the five A’s
are addressed in the intervention, is presented in Table 1. The full version is available
from https://nivel.nl/sites/default/files/pdf/interventieprotocol-sms-EN.pdf.
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Additional to face-to-face support the intervention comprises the use of two
tools: a prototype of Oncokompas tailored to incurably ill cancer patients covering
five topics (pain, fatigue, depression, anxiety and stress) and the Informal Care
Quick Scan (in Dutch: Quick Scan Mantelzorg). Oncokompas is a web-based self-
managementinstrumentthat aims toincrease what patients know about the impact
of cancer, help patients to identify support needs for cancer-related problems, and
facilitate access to supportive care [6,36-38]. The Informal Care Quick Scanis a short
questionnaire that provides a picture of informal caregivers’ care burden, inspired
by the “3-minute check” [39].

The intervention was also aligned with the Discussion Topics Checklist for Home
Visits in the Palliative Phase (in Dutch: Checklist Gespreksonderwerpen Huisbezoek
in de Palliatieve Fase), covering topics relating not only to physical and mental
problems but also to the need for practical support [40]. This is an existing checklist
that can be used to assess the problems and self-management support needs of the
patient and informal caregiver.

Study sample and procedures

Nursesfrom four Dutch homecare organizations were purposefully recruited through
the co-authors’ professional networks between October 2016 and December 2016.
They were invited to participate in this study. Nurses were eligible to take partin the
study if they a) were specialist oncology or palliative care nurses who had followed
additional training in oncology and/or palliative care, and b) made continuity home
visits to incurably ill cancer patients.

Nurses first received an informational letter about the feasibility study and
information about the structured nurse-led self-management support intervention
by e-mail. After showing interest in participation, nurses were informed in person by
the researcher (VNS) about the study, the self-management support intervention
and the intervention protocol.

Additionally, nurses were asked to recruit eligible patients and informal
caregivers for a parallel pre-test/post-test study into the preliminary effects of the
self-management support intervention in patients (described in De Veer et al. [41]).

A card stating the eligibility criteria and recruitment procedures was handed out
during the first meeting. Several meetings at each homecare organization followed
duringthe study, to monitor recruitment. The experiences of team members at their own
organization and elsewhere were shared at these meetings; facilitators and barriers to
recruitment were identified and scripts to facilitate further recruitment were provided.
Moreover, nurses received a financial incentive for every five patients recruited. In
addition, newsletters about recruitment progression were sent to the nurses.



A mixed-method design was used, including 1) a short questionnaire on
nurses’ sociodemographic and work-related characteristics; 2) nurses’ recording of
background characteristics on all patients newly referred for continuity home visits.
Data was the most complete for the period from January 2017 to March 2017, as
all organizations provided records of newly referred patients for this period. This
information hastherefore been used to describe the characteristics of newly referred
patients and the recruitment rate; 3) a study-specific evaluation form comprising
items about the application of the self-management support intervention, an
estimate of the time needed for applying the intervention, the application of the
five A's during the continuity home visits, and the suitability of Oncokompas and the
Informal Care Quick Scan for patients and informal caregivers respectively. Nurses
were asked to fill in the evaluation form for every patient included in the study, and;
4) interview data about the design of the intervention, and recruitment of patients
and informal caregivers.

Semi-structured interviews with the nurses were conducted by VNS and
CFvU. These interviews were conducted by phone, were audio recorded with the
interviewee's permission and transcribed verbatim. An interview guide was used to
structure the interviews (see Box 1 for examples of the questions asked).

Box1  Examples of questions asked during the interviews

How satisfied are you with the intervention? (0-10)

What do you think of the 5 A's model?

What do you think of the fact that the intervention is offered during a home visit?
Do you think this is a correct/suitable moment?

What do you think of the combination of structured personal support and
eHealth?

Do you have suggestions for improving the intervention?

Could you say how you felt about recruiting clients and relatives for the study?

All participating nurses (see Figure 1) were asked to take part in an interview.
Four nurses declined to take part as they had not recruited any patients and
consequently did not apply the intervention.

To gain a picture of nurses’ subjective evaluations, nurses who had three or more
of their patients participating in the study (meaning three possibilities to apply the
intervention) were asked how satisfied they were with the intervention on a scale
ranging from o (not satisfied) to 10 (very satisfied).
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Outcome measures

The structured nurse-led self-management support intervention was defined being
feasible in the event of adoption and usage rates of 64%, and a mean satisfaction
score of at least 7. The adoption and usage rates were based on rates reported in
previous studies [8,42]. The usage rate was determined at both the nurse level and
the patient level.

Adoption

The adoption rate was defined as the percentage of nurses who agreed to participate
and were thus willing to use the self-management support intervention during
continuity home visits.

Usage at the nurse level

The usage rate at the level of the nurse was defined as the percentage of nurses who
applied the intervention in full, meaning they applied every A from the 5 A’s model
(namely Assess, Advise, Agree, Assist and Arrange) in at least one patient.

Usage at the patient level

The usage rate at the level of the patient was defined as the percentage of patients
for whom the nurses applied the intervention in full, meaning they applied every A
from the 5 A’s model (namely Assess, Advise, Agree, Assist and Arrange) in providing
self-management support to the patient.

General satisfaction

Nurses' general satisfaction with the intervention was assessed based on the mean
score of study-specific question “How satisfied are you with the intervention?”
(112-point Likert scales from o (poor) to 10 (good)).

Data analyses

Descriptive statistics were used to describe the adoption, usage and general
satisfaction. Analyses were performed using SPSS Statistics 23 (IBM SPSS Statistics).

All interview transcripts were read and re-read in order to get familiar with the
data. Information about the design of the intervention and study procedures was
selected and summarized into a list of main themes by the first author, VNS. The list
was discussed with CFvU and disagreements were solved by consensus.



RESULIS

Study sample

Each of the four homecare organizations had a special team consisting of on average
five specialist oncology and/or palliative care nurses. All nurses (n=22) were invited
to participate. During the study, four nurses dropped out, leaving a study sample of
18 (see Figure 1).

22 nurses
eligible to participate

22 nurses included
and willing to use the

intervention

4 dropped out

-1 nurse retired

-1 nurse changed employer
- 2 nurses withdrew from the study as

participation felt as too much of a burden

18 nurses remained

(adoption)

7 nurses did not include any patients

11 nurses with
participating patients

T

10 nurses used the 1 nurse did not use the
complete intervention, intervention at all,
in at least one patient as follow-up was not
(usage) planned

Figure 1 Flow chart for the nurses



SN

The majority of the participating nurses had Bachelor’s degrees in nursing
and had completed oncology and/or palliative care training. The average work
experience was 27.11 years. These nurses’ background characteristics are presented
inTable 2.

Table 2 Characteristics of the participating nurses

Total

(n=18)
Gender (female) 17
Mean age in years (SD) 50.06 (6.97)
Mean work experience as a nurse in years (SD) 27.11 (6.95)
Highest degree in nursing
Higher professional education (Bachelor’s degree) 10
Secondary vocational education 5
In-service nursing education 3
Additional education courses
Oncology and/or palliative care 14
Palliative care and haematology/oncology certificate 2
Haematology/oncology and haematology certificate 2

Feasibility of study recruitment through the nurses

Nurses were asked to record how many patients were newly referred for continuity
home visits, whether they were eligible according to the inclusion criteria used
and if so whether they were indeed asked to participate. These records were most
complete in the period from January 2017 to March 2017, as all the organizations
provided records of newly referred patients for this period (the total recruitment
period lasted 17 months). This information therefore provides the best indication of
the feasibility of study recruitment.

A total of 195 newly referred patients were registered in the above-mentioned
period. Of these 195 patients, a total of 94 (48%) were ineligible, mainly because
they did not meet the inclusion criterion of “having incurable cancer”. Of the 109
patients who did meet the inclusion criteria according to the nurses, 67 (62%) were
asked by the nurse to participate. Of these 67 patients, a total of 37 (55%) stated that
they were interested or might possibly be interested in participating. The remaining
45% who were not interested mostly did not give a reason for not being interested,
according to the nurses. Not having much energy was the most widely mentioned
reason given by those who did provide one.



For patients who met all the inclusion criteria, nurses stated they often struggled
with the recruitment and mentioned several reasons. They explained that they
sometimes forgot about recruitment as they were occupied with other things like
e.g. a reorganization in the homecare organization. Furthermore, the timing of
recruitment — namely during the first continuity home visit — was a major barrier.
The first visit's main purpose is getting to know the patient, gaining the patient’s
trust, building a relationship, and introducing the organization and the continuity
home visits. To the nurses, it felt inappropriate to ask patients if they were interested
in participating in the study as well. Patients were already having to deal with so
much, the nurses explained, and some patients were in denial of their diagnosis.

"It depends on the patients; | do sometimes find it awkward. If you notice that people
are not really ready yet even to mention the word palliative and are still so focused on
recovering, then | am very cautious.” (Nurse 6)

As an alternative, nurses opted for patient recruitment during the second home visit
or at the hospital, which is usually where patients are first informed about continuity
home visits.

Nurses also stated that they decided for some patients before even asking that
participation would be too much of a burden, e.g. elderly or fragile patients or
patients who had to cope with physical symptoms like fatigue or those who had just
heard their prognosis.

"What | find tricky about it is that I'm already feeling it in and it's sometimes a
burden for the client, shall we say. [...] I'm well aware of how some people don't like
questionnaires, and here’s another list...” (Nurse 9)

However, nurses also revealed that some patients were interested in the study,
when they had expected the opposite.

Furthermore, nurses also pointed out that patients with incurable cancer were
referred for the continuity home visits rather late in the disease trajectory. In such
a late stage, those patients were often mentally and physically unable to fill in a
questionnaire (e.g. people who already appeared to be in the terminal stage of
cancer), making them ineligible for study participation.
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Feasibility of the intervention

Adoption

All 22 eligible nurses were willing to use the self-management support intervention
during continuity home visits. However, four nurses changed their minds shortly
after (see Figure 1). Therefore, the adoption rate was 81% (18/22).

Usage at the nurse level

Ten out of 18 participating nurses used the complete intervention, meaning that
they applied every A from the 5 A's model (namely Assess, Advise, Agree, Assist and
Arrange) in at least one patient (see Table 3 for details). The usage rate at the level of
the nurses was therefore 56%. One nurse did not have the opportunity to apply the
intervention, as no follow-up occurred. The other seven nurses did not have patients
who participated in the study (see Figure 1).

Usage at the patient level

A total of 69 patients were included in this feasibility study of whom 36 completed
the study. Nurses applied every A of the 5 A's model (namely Assess, Advise, Agree,
Assist and Arrange) in 21 patients. This implies a usage rate of 58%, taken at the
patient level (see Table 3 for details). In seven patients, only four A's were applied.
Three A's were applied in one patient. Nurses did not use the intervention at all (no
A’s applied) in five of their patients. Reasons mentioned for this were a follow-up not
being planned, or follow-up taking place by phone. Data on two other patients was
missing as no evaluation forms were filled out.

Data from nurses’ evaluation forms about all 36 patients revealed that the A's
that were applied most often were Assess and Advise, namely in 29 patients. The
A's applied least often were Assist and Arrange, namely in 25 patients (see Table 3).
Some nurses explained that goals and follow-up were written in a care plan. In
most cases, the care plan was discussed with the patient and the practice team that
provided daily care.



Table3 Detailed overview of usage at the nurse and patient levels

Usage atthe Usage at the Number of Assess Advise  Agree  Assist Arrange
nurse level patient level A's applied
Nurse 1 Patient 1 5 X X X X X
Nurse 2 Patient 2 5 X X X X X
Patient 3 5 X X X X X
Patient 4 5 X X X X X
Nurse 3 Patient 5 5 X X X X X
Nurse 4 Patient 6 5 X X X X X
Nurse 5 Patient 7 5 X X X X X
Patient 8 5 X X X X X
Patient 9 5 X X X X X
Nurse 6 Patient 10 5 X X X X X
Nurse 7 Patient 11 5 X X X X X
Patient 12 5 X X X X X
Patient 13 5 X X X X X
Nurse 8 Patient 14 5 X X X X X
Nurse 9 Patient 15 5 X X X X X
Patient 16 5 X X X X X
Patient 17 5 X X X X X
Patient 18 5 X X X X X
Patient 19 5 X X X X X
Nurse 10 Patient 20 5 X X X X X
Patient 21 5 X X X X X
Patient 22 4 X X X X -
Patient 23 4 X X X - X
Patient 24 4 X X X - X
Patient 25 4 X X X - X
Patient 26 4 X X - X X
Patient 27 4 X X X X -
Patient 28 4 X X X X -
Patient 29 3 X X X - -
Total number of patients in which the A is applied: 29 29 28 25 25
Patient 30 o No follow-up
Patient 31 o Follow-up by
phone
Patient 32 o No follow-up
Patient 33 o No follow-up
Patient 34 o Follow-up by
phone
Patient 35 - Missing

Patient 36 - Missing
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Nurses’ subjective evaluation of the intervention

Nurses were generally positive about the intervention. They said the intervention
fitted current practice and helped to support and to promote self-management. The
mean score for general satisfaction was 7.57 (range 7-9) (SD 0.79) (n=7).

Following the intervention took asmuch time as usual care, on average 69 minutes
(data available on 22 patients). However, nurses reported that in four patients, the
time normally spent on continuity home visits was exceeded by 14 minutes.

Evaluation of the 5 A’s model

Nurses approved the choice of the 5 A's model. They pointed out that the steps in the
model correspond with current practice. Despite that familiarity, nurses said that it
raised awareness about how they currently structure their self-management support.

"It does make clear exactly what steps you're taking. Otherwise you’re doing it a bit
more subconsciously, but now you’re a bit more aware of what you're doing. And you’re
also paying a bit more attention to discussing the care plan and what my role in it can
be for that person. | do try to pay a bit more attention to that in this case.” (Nurse 7)

Evaluation of Oncokompas
Nurses were ambivalent about the added value and suitability of Oncokompas for
their patients.

Nurses said on the one hand that Oncokompas lets people take action
themselves, like looking up information about their symptoms at any time they
prefer, and that it helps them get a grip on their situation. Additionally, nurses said
that Oncokompas helps them to address their patients’ needs better.

"Things are then offered in Oncokompas too. [...] And then, in your role as an oncology
community nurse, you can help them by saying okay did you think of this, or that? Take
mindfulness, for example: if that’s the result, it’s available there, or there... So you can
use your own social map again.” (Nurse 17)

On the other hand, nurses also said that Oncokompas is not really suitable for their
patientgroup, e.g. patients are too tired to use Oncokompas or do not have sufficient
Internet skills. Nurses also remarked on the usability of the tool, e.g. the registration
procedure was considered rather complicated. In addition, they indicated that the
tool lacked use of multimedia, which made it predominantly usable for patients who
are textually oriented. Despite, nurses still saw potential in Oncokompas, e.g. for
patients who do not appreciate home visits or who do not prefer support in person
by e.g. anurse.



Evaluation of the Informal Care Quick Scan

Nurses were positive about the incorporation of the tool in the intervention. They
said that the Informal Care Quick Scan encouraged them to pay more attention to
the informal caregivers. This might result in the informal caregiver feeling more
acknowledged, according to the nurses.

"By filling in the Informal Care Quick Scan, they are getting some acknowledgement.
That really gives them a feeling of OK, you’re coming for me too. It's great if you can
show them 'I'm coming to you, I'm there for you too’ by having them complete a
questionnaire like that.” (Nurse 13)

In addition, nurses indicated that discussing the outcomes of the tool allowed
conversations about the burden of care to be focused more specifically.

However, nurses shared that sometimes they did not have the opportunity to
discuss the results with the informal caregiver because of the (limited) timespan of
the home visit.

Evaluation of the suitability of the setting
Nurses saw continuity home visits as a suitable setting and saw specialist oncology
and/or palliative care nurses as the appropriate healthcare professionals to apply
the intervention.

They stated that following the intervention in general and the steps of the 5 A’s
model specifically requires time and calm that may be absent in other settings such
as hospitals.

"Making an inventory is always possible; you can do your intake then as well. Although
I know that’s not really what the time is for. You really need a lot of time to do this
thoroughly and carefully, following the model. And it's exactly the calmness and the
time that we have during home visits that makes them so suitable.” (Nurse 3)

Nurses stated that an outpatient clinic might perhaps be an appropriate setting as
well. However, they also said that an important advantage of continuity home visits
is the possibility of supporting and seeing the patient in their own home.

"You really get a lot more extra information. Yes, someone is in their own environment
s0 you soon see, for example, how people interact with each other. | mean, if there are
two of them, and there are often children there too. Well, | always reckon that gives a
lot of information.” (Nurse 7)

g
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Nurses said that nurses specialized in oncology and/or palliative care nurses in
particular — are the appropriate healthcare professionals for this, considering their
specific focus on people confronted with incurable cancer. They pointed to the
additional oncology and/or palliative care training in which nurses are trained in
paying attention to four dimensions (physical, psychological, social and spiritual or
existential), communicating about death and dying and other palliative care topics,
and their expertise in oncology.

Personal support and eHealth: a good combination or not?
In general, nurses emphasized the importance of considering the patient’s
preference.

Some nurses preferred support in person, others were in favor of a combination.
Nurses who preferred support in person explained that face-to-face contact makes
in-depth conversations easier and allows a better assessment of the patient’s
situation, which lets nurses respond better to care and/or support needs.

Nurses who preferred a combination said that eHealth complements personal
contact and that it saves time.

"Well, actually, the client has already done some preparatory work so that you already
have the specific questions out in the open. And if you only do it verbally, you need a
little while just to find out what the questions are.” (Nurse 5)

DISCUSSION

Feasibility of study recruitment through nurses

Study recruitmentthrough nursesturned out to be challenging, resultinginalengthy
recruitment period; it took 17 months in total to include a sample of 69 patients.
Based on our results, three possible explanations for this are 1) that patients who
were referred for continuity home visits often did not meet the eligibility criteria
for the current study, 2) inappropriate timing of recruitment, and 3) nurses often
functioning as a “gatekeeper”.

Many newly referred patients appeared either to be in the curative phase or
already in such a late stage of the disease trajectory that they were not eligible for
participation in this feasibility study and a parallel pre-test/post-test study of the
preliminary effects in patients (described in De Veer et al. [41]).

Furthermore, recruitmentduring the first continuity home visit was inconvenient,
as the purpose of that visit is getting to know the patient and building a relationship.



Additionally, nurses found it inappropriate to ask patients if they were willing to
participate in a study.

In addition, in line with earlier studies [24,27,29,43], nurses often (unconsciously)
functioned as a ‘gatekeeper’. They said they were making assessments for their
patients that participating in the parallel pre-test/post-test study would be too
burdensome. To reduce gatekeeping among nurses, the benefits for patients of
participating in research should be emphasized, such as patients’ desire to give
something back to research and society, and the possibility that they themselves
could benefit from the intervention being studied [44,45].

Feasibility of the nurse-led self-management support
intervention

The current study provides insight into the feasibility of a structured nurse-led
self-management support intervention for patients living at home who are facing
incurable cancer (and their informal caregivers). Although 18 nurses were willing to
use the intervention (an adoption rate of 81%), the usage rate at the nurse level was
56%, and the usage rate at the patient level 58%. This implies that the intervention
is not feasible, as the desired adoption and usage rates of 64% were not achieved
[8,42]. However, nurses were positive about the intervention, giving it a general
satisfaction score of 7.57.

Nurses were especially positive about the 5 A's model that was used for
structuring the self-management support. The most widely applied A’'s were Assess
and Advise, while the least commonly applied were Assist and Arrange. These
findings are comparable with those of previous studies, which additionally showed
that Agree is often forgotten as well [22,46-49]. Moreover, this corresponds with
findings from the parallel pre-test/post-test study, which showed that patients
perceived these A's as being applied less often by their nurse [41].

The A's of Agree and Assist in particular are important and representative for
the collaborative approach in self-management support. Future training in self-
management support should therefore pay extra attention to nurses’ competencies
in agreeing goals with the patient that are based on the patient’s needs, assisting
the patient in achieving the goals set, and arranging follow-up care.

The “Informal Care Quick Scan” tool was considered by the nursesto be avaluable
partof the intervention, as it made sure self-management support could be provided
for informal caregivers and elicited areas of concern that showed the burden on
the caregiver. Nurses said that the eHealth tool Oncokompas might be a useful
addition to face-to-face self-management support. Nurses stated that discussing
the outcomes of Oncokompas allowed quicker assessment of patients’ problems
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and needs and helped them to tailor their self-management support better. Given
the general positive attitude of nurses towards incorporating Oncokompas and the
Informal Care Quick Scan in the self-management support intervention, it should be
worth the effort of investing in these tools.

Continuity home visits were felt to be a suitable setting for the intervention,
as these visits are specifically for cancer patients and are carried out by specialist
oncology and/or palliative care nurses. In addition, the setting seemed appropriate
because one aim of these visits is to provide advice, instructions and education
about symptoms, care and support [11,32]. Promoting self-management fits very
well with this aim.

However, as said, many patients referred for the continuity home visits were in a
rather late stage of the disease trajectory. This might imply that the setting is, in this
regard, not the most appropriate one. Perhaps if continuity home visits are to be part
of standard practice and offered to all cancer patients living at home irrespective of
the prognosis or disease stage, the intervention would be available for more patients
who are in an earlier stage of the palliative phase of the disease. It is therefore
recommended that research should be conducted into which patients are currently
missing out on an intervention and if they could possibly benefit from it.

Strengths and limitations

A strength of this study is that developing and pilot testing the nurse-led self-
management support intervention means that knowledge is being accumulated
about integrating self-management support and care for people with incurable
cancer [4].

Moreover, many of the existing interventions involve a healthcare professional
as a teacher and expert in self-management, instead of focusing on the
collaboration between the patient and the healthcare professional, which is
typical of self-management support [5,16]. Incorporating the 5 A's model as the
framework for structuring self-management support emphasizes the role of the
healthcare professional or nurse as working with the patient and assisting their self-
management.

A limitation of this study is the rather strict definition of the usage rate at the
patient level, which was defined as nurses applying all of the A’s (namely Assess,
Advise, Agree, Assist and Arrange) of the 5 A's model. It is important to be aware
of the fact that providing self-management support is a dynamic and collaborative
process between the healthcare professional and the patient or informal caregiver.
This implies that it is possible that an aspect such as ‘Assist’ may not be applied,
e.g. whenthe patient does not need help in achieving the agreed goals. Not applying



oneormorestepsofthe 5 A'smodel doesnot necessarily meanthattheinterventionis
unfeasiblein practice. Furthermore, itshould be noted that we did not define ‘applied’
any further, meaning that no data was collected about the extent to which the nurse
applied each aspect. It is consequently unknown if a nurse merely mentioned the
possibility of e.qg. agreeing on goals, or if goals were actually discussed and agreed.

CONCLUSION

Inconvenient timing of recruitment and gatekeeping hampered the feasibility of
study recruitment through nurses. It is recommended that future research should
focus more on appropriate recruitment planning and strategies to overcome
gatekeeping, in order to optimize recruitment by nurses.

Although 18 nurses were willing to use the self-management support
intervention, and generally evaluated the intervention positively, the usage rate
was moderate. To improve the usage rate further, it is recommended that nurses
should be trained in the use of the 5 A's model; especially in the A’s that were least
applied, namely helping the patient achieve the goals set (Assist) and sorting out
follow-up care (Arrange).
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ABSTRACT

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

Sample and setting: Patients (n=36) receiving support at home.

Methods and variables: A pre/post-test mixed-method design with a period of
twelve weeks between the tests and qualitative interviews with 11 patients post-
test. Outcome measures were the perceived application of the intervention,
patients’ satisfaction, patient activation and quality of life (QOL).

Results: Patients gave the intervention an average general satisfaction score of 7.2.
Most of the patients (85%) were satisfied with the assessment of their needs and
the advice received. They valued the nurses’ expertise and the assistance provided
at their homes. A quarter of the patients (25%) used Oncokompas. No statistically
significant changes in patient activation and QOL were found.

Implications for nursing: This intervention can be used for encouraging self-
management by people with incurably cancer. Further refinement and tailoring is
desirable. Offering the intervention as early in the palliative phase as possible is
recommended.



IKNOWLEDGE TRANGSLATION

People with incurable cancer value nurse-led self-management support
from a specialist nurse at their own home.

The value of Oncokompas, the eHealth tool in the intervention, seems to
depend on the patient’s state of health.

After twelve weeks, patient activation and quality of life were not
improved.
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INTRODUCTION

Medical advancesare letting patients withincurable cancerliveindependently longer
than before. Living with the knowledge of a limited life expectancy, uncertainty,
and (in the longer term) deterioration of health may make it difficult not to let the
disease negatively affect daily living and may result in loss of self-management
capacities [1,2]. In this regard, self-management support can be helpful. The aim
of this study is to gain an understanding of how patients with incurable cancer
perceive a new nurse-led self-management support intervention with an integrated
eHealth application and its potential effectiveness on patient activation and quality
of life (QOL).

Self-management is a dynamic, interactive daily process that individuals use for
managing their illness [3] and refers to a person’s ability to manage physical and
psychosocial symptoms and to make decisions concerning treatment and/or care to
integrate the disease as well as possible into daily life and to maintain a satisfactory
quality of life despite the disease [4,5]. 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 kinds [4-6].

Self-management, however, is not easy for everyone and some people need
help managing the consequences of their disease on daily life. Self-management
is challenging for people with incurable cancer who have to deal with physical
deterioration and a limited life expectancy [1,2]. These patients may need self-
management support. Self-management support is 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 [7,8].
In the Netherlands, assisting self-management by patients is part of the scope
of nursing practice [9]. 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 diabetes, COPD, and rheumatoid arthritis, while patients with
cancer, and particularly incurable cancer, have received less attention [10-13].
In addition, most of the interventions are not aimed at nurses who provide self-
management support.

A structured nurse-led self-management support intervention for people
facing incurable cancer was developed (https://nivel.nl/sites/default/files/pdf]
interventieprotocol-sms-EN.pdf) involving face-to-face contacts and an optional
eHealth component. eHealth is the provision of information about illness or health
care and/or support for patients and/or informal caregivers using computers or



related technologies [14]. The face-to-face contacts were integrated into ‘continuity
home visits’ by a specialist oncology and/or palliative care nurse for patients who
are not yet receiving regular home care [15,16]. The nurse’s self-management
support during the visits was structured according to the five steps of the 5 A’s
model [17,18]. Currently, in the Netherlands, the 5 A's model is increasingly being
adopted and integrated into care standards, nursing education and interventions in
self-management support (e.g. Beck et al. [19] and Huis in het Veld et al. [20]).

The optional eHealth component to be used by patients was ‘Oncokompas’, a
web-based self-management instrument for monitoring various QOL aspects by
means of Patient-Reported Outcome Measures (PROMs), followed by automatically
generated tailored feedback and personalized advice about supportive care services
[21-23].

In this study, we tested the feasibility of the intervention from the patient’s
perspective. The feasibility among nurses has been described elsewhere [24] and
showed a high adoption rate (intention to use) of 81%. Nurses’ subjective evaluation
of the intervention was positive (general satisfaction score of 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.
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 obtain a picture of the possible effects of the intervention on

patient activation and QOL. Patient activation can be described as the individual’s

knowledge, skills, and confidence for managing their health and healthcare [25].

Activated patients are patients who believe they have important roles to play

in self-managing their care, collaborating with providers, and maintaining their

health. Studies have demonstrated that patient activation positively affects various
health-related self-management behaviors and is associated with improved health

outcomes [26-31].

The following research questions are addressed in this paper:

1. 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, collaboratively set goals, helped achieve these goals, and arranged a
care plan and follow-up?

2. 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?

3. How is Oncokompas used and evaluated by patients as an extra service?

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

Study 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 drop-out rate of 30% [32], 68 patients
had to be included.

A convenience sample was used. Between November 2016 and May 2018,
eligible patients were invited to participate in this study by nurses from four home
care organizations in the Netherlands. Patients were eligible for study participation
if they met the following inclusion criteria: a) were 18 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-post design was used with a questionnaire at baseline (To) and twelve
weeks later (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. Patients’ 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 e-mail to patients who provided
an e-mail address. Prior to the second continuity home visit, these patients were
asked to complete Oncokompas.

Research ethics and patient informed consent

UnderDutch legislation, the study did not need review by a medical ethical committee
because the participants were not subject to procedures or required to follow rules of
behavior [33]. All patients gave written informed consent to participate.

Measures

A study-specific questionnaire was put together comprising items about
sociodemographic and clinical factors (To), items about the application of the self-
management support intervention in general and satisfaction with it, and about
Oncokompas specifically (follow-up (T1)), and scales for the patient’s activation and
quality of life (To and T1).



Recognition of the 5 A’s model being applied by the nurse was measured at T1
with statements about the five 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: "I am satisfied with
the extent to which...”

“...the nurse spoke to me about my experiences (problems, wishes and needs)”

(Assess).

“...the nurse provided information (information, advice and tips)” (Advice).

“...the nurse set goals together with me for handling my problems or being able

to cope with them better” (Agree).

“...the nurse offered assistance solving the daily problems due to my illness”

(Assist).

“...the nurse made an individual care plan with me containing agreements for

the continuation of care” (Arrange).

The response options were a 5-point Likert scale (strongly disagree to strongly
agree) and a sixth category of ‘not applied’. Perceived application of the five A’'s was
operationalized as the percentage of patients indicating that every A of the 5 A’s
model was applied by the nurse.

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

Use of Oncokompas was defined as the percentage 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 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 the Patient Activation Measure (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 4-point Likert scale (strongly disagree
to strongly agree) or to indicate that the item was not applicable. The total score
was transformed to a standardized activation score ranging from o to 100 [34]. The
Dutch translation of the PAM has good internal consistency (Cronbach’s alpha=0.88)
and a moderate test-retest reliability (r=0.47) [35].

Quality of life (QOL) was measured using the EORTC QLQ-Ca5-PAL [36]. The
European Organisation for Research and Treatment of Cancer Quality of Life
Questionnaire-Core 15-Palliative (EORTC QLQ-Ci5-PAL) contains 15 items. It
was developed as an abbreviated tool for assessing the QOL in patients receiving
palliative care [37]. It includes two functional scales (physical and emotional), two
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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—14) on a 4 point Likert scale (1—not
at all, to 4—very much). Overall QOL is rated from 1 (very poor) to 7 (excellent).
Each scale/item is converted to a score ranging from o to 100. Although the EORTC
QLQ-Ca5-PAL has been developed 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-Ca5-PAL proved to be

reliable and valid [38-42].

Box 1

Topics addressed in the interviews and central questions asked

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
support 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 due 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 continuation 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 towards self-management: How do you feel about someone explaining/
advising you about what you yourself could do to deal with the disease and the
consequences it has for your daily living?



To obtain a picture of patients’ experiences with the self-management support
intervention, semi-structured interviews were held among a sub-sample of patients
(n=11). Patients who had completed the T1 questionnaire were contacted and asked
to participate. An interview guide was used to structure the interviews (Box 1). The
interviews were conducted by phone, took about 45 minutes, were audio-recorded
with the interviewee's permission, and transcribed verbatim.

Data analyses

Analyses were performed using SPSS Statistics 23 (IBM SPSS Statistics). We used
descriptive statistics for reporting on perceived application of the A’s of the 5 A’s
model, Oncokompas usage rate, and general satisfaction. To assess the effects of
the self-management support intervention on patient activation and QOL, paired
t-tests were conducted. Statistical significance was assumed when p <o.05 (two-
tailed). All interview transcripts were read and re-read for familiarization with the
data. Information about the self-management support intervention in general and
Oncokompas specifically was selected and summarized in a list of main themes by
AdV and VNS. All text fragments were arranged by theme and placed in Excel, after
which AdV and VNS discussed the conclusions for each theme. Disagreements in
coding and conclusions were solved through consensus.

RESULTS

Study sample

Out of 131 patients who showed interest in participating in the study, 69 (53%) were
included as they gave informed consent and returned the To questionnaire (Figure
1). Reasons for non-participation included that we lost contact with the patient
after several reminders (n=13), that patients found themselves (physically and/or
mentally) incapable of participating (n=9g), and that patients were too late returning
the To questionnaire and informed consent, namely prior to the second continuity
home visit (n=7) (Figure 1).

In total, 33 out of 69 patients (48%) dropped out during the study, leaving a
study cohort of 36 patients. The main reason for dropping out was the death of the
patient (n=23) (Figure 1).
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131 patients expressed interest in 62 non-participants (multiple reasons possible)
© Unable to reach patient (n=3)
® Unknown; contact with patient lost (n=13)

participating

e Incapable of participating (n=9)

* No To questionnaire and informed consent returned (n=2)

e Too tired (n=6)

© Not interested (n=5)

 Too late to participate as second continuity home visit had taken place already (n=7)
* No energy (n=3)

* Wanting to focus on other things than the disease (n=3)

© No reason mentioned (n=3)

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

v . . .
* To questionnaire was too confrontational (n=2)

69 patients completed the To ® Too burdensome (n=2)
questionnaire and returned the e Patient’s situation was too hectic to also participate (n=2)
e Patient had already participated in numerous other studies (n=1)
e Patient formally ended care via continuity home visits (n=1)
o Notincurablyill (n=1)

informed consent

33 patients dropped out
% e Passed away (n=23)
 Retracted from study (n=10)
- No energy (n=3)

v - No reason mentioned (n=2)
- Wanting to focus on other things than the disease (n=2)
36 patients completed the T1 - Patient has been transferred to another care provider (n=2)
questionnaire - No response after multiple Ta reminders (n=1)

Figure 1 Flow of participants

Characteristics of the study sample

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 (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 wellbeing were more common among those who
dropped out. Significant differences were also found for physical functioning,
fatigue, appetite loss, and overall QOL (better among participants). This reflects a
poorer state of health among those who dropped out group and is in line with the
large number of deaths in the drop-out group.



Table1 Demographic and health characteristics of the participants (n=36) and those who dropped
out (n=33)

Participants? Drop outs?
n % n % p*
Age (n=67)
60 years or younger 11 32% 8 24% 0.719
61— 70 years 14 41% 14 42%
71 years or older 9 27% 11 33%
Gender (n=69)
Female 18 50% 14 42% 0.528
Male 18 50% 19 58%
Time since diagnosis (n=69)
Less than 6 months 17 47% 16 49% 0.397
Between 6 months and two years 8 22% 11 33%
More than two years 11 31% 6 18%
Education (n=69)
Primary: 16 44% 14 42% 0.848
elementary, middle
Secondary: 12 33% 10 39%
high school, vocational college
Tertiary: 8 22% 9 18%
Bachelor’s and Master’s degree
Occupational status (n=69)
Employed 6 17% 7 21% 0.630
Unemployed 30 83% 26 79%
Cancer treatment (surgery, chemotherapy,
radiation or hormones) (n=69)
Yes 30 83% 25 76% 0.434
No 6 17% 8 24%
Aim of received care
Slowing down tumor growth, 18 62% 8 33% 0.037
yes (n=53)
Symptom relief and general wellbeing, 12 41% 17 71% 0.032
yes (n=53)

Mean PAM score (0-100) (SD) (n=62) 57.2(14.1) 51.5(9.5) 0.072
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Table1 Continuved

Participants? Drop outs?

n % n % p*
Mean QLQ-C15-PAL (0-100) (SD)
Physical functioning® (n=69) 82.1(20.6) 64.6 (24.8) 0.002
Emotional functioning*(n=69) 71.8 (27.0) 65.2 (30.7) 0.345
Dyspnea®(n=69) 25.0(32.2) 33.3(31.2) 0.280
Pain?(n=69) 37.0(29.0) 42.9(32.6) 0.430
Insomnia®(n=69) 36.1(37.7) 32.3(31.7) 0.655
Fatigue? (n=68) 44.0 (24.0) 56.3(23.1) 0.036
Appetite loss? (n=69) 25.9 (33.0) 444 (37.0) 0.031
Nausea and vomiting?® (n=69) 25.0(30.2) 35.4 (34.3) 0.187
Constipation®(n=68) 12.4 (23.0) 22.2(27.2) 0.111
Overall quality of life*(n=69) 67.6 (18.7) 56.6 (23.9) 0.036

*High scores represent high functionality or higher quality of life

2 High scores represent high symptomatology or lower quality of life
3 Due to rounding, not all percentages add up to 100

“T-testand x2 tests, two-sided p-value

Perceived application of the intervention

The following results are for the 36 patients who participated at T1. According to
almost three fourths of the patients (74%, 25 out of 34, 2 missing), the nurse applied
the intervention 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 2 shows that Agree, Assist, and Arrange were the A's that were
least recognized.

Satisfaction with the Intervention

Bestappreciated werethe nurse’sassessment of abroad range of actual and potential
problems of the patient as well as their family members and the recommendations
of the nurse (Figure 2).

"...someone who comes round 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)
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Figure 2 Extent to which patients agreed with the statements on satisfaction about elements of the
5 A’s model ("I am satisfied with the extent to which...”) (n=34, 2 missing)

"...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... | think that people do benefit from not having
whatever hope is left taken away from them.” (respondent 11)

Patients mentioned all kinds of subjects that the nurse gave advice about, such as
practical advice on how to arrange a taxi, medical and other aids, or domestic help,
information about possible places for dying or how to deal with symptoms, as well
as 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
feeltooill to go Googling.” (respondent 11)
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Patients were generally also satisfied with the other A’s of the intervention, if
applied (Agree, Assist, and Arrange —see Figure 2). In the interviews, patients stated
that they perceived these A's as less necessary. When asked if goals had been set,
one patient (11) answered that there were no goals as "/ 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 (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 2.0). The average score for support by the nurse was 7.9
(range 1-10, SD 1.7) These broad ranges indicate large differences in how much the
intervention was appreciated.

Patients greatly appreciated specialist oncology and/or palliative care nurses visiting
them. The patients interviewed generally perceived this as pleasant 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 relaxing. 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 patients (out of 69=86%) provided an e-mail address and were sent
a registration link for Oncokompas. According to logging data, 35 patients (51%,
drop-outs included) registered, and 17 patients (25%, drop-outs included) used
Oncokompas. Whereas patients in the drop-out group and patients in the study
cohort provided an e-mail address equally often, fewer drop-out patients registered
(36%) than patients in the study cohort (64%). Twelve percent of the patients in the
drop-out group (4 out of 33) used Oncokompas, compared to 36% of the patients in
the study cohort (23 out 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
usingOncokompas; these were that their physical condition was too poor orthey were
too tired (n=4), no interest in using Oncokompas (n=4), recurrent hospital admissions
or visits (n=2), technical problems (n=2), not receiving access to Oncokompas (n=2),



not remembering that Oncokompas was available (n=1), no Internet (n=1), did not
understand Oncokompas (n=1), did not know Oncokompas (n=1).

The average score for Oncokompas was 6.5 with large differences in scores
(range 1-9, SD 1.9). In the interviews, patients noted that the value of Oncokompas
is related to personal preferences (patients e.g. remarked that the topics in
Oncokompas did not really fit their situation) and to the disease burden.

"...s0 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)

Changes in Patient Activation and QOL

There was no statistically significant change in patient activation (PAM score) or
QOL (QLQ-Cas-PAL scores) after the intervention (Table 2).

Table2 Mean and standard deviation scores for patient activation (PAM) and QOL scales (QLQ-
C15-PAL) at pre-test (To) and post-test (T1)

n To Ta p

PAM 30 57.6 (14.4) 53.0(9.5) 0.054
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) 20.0 (22.5) 0.501
Pain? 30 34.4(28.3) 26.7(28.2) 0.080
Insomnia? 30 36.7(37.5) 28.9(30.0) 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) 1.00
Nausea and vomiting? 30 25.6 (28.6) 24.4 (28.9) 0.861
Constipation* 28 10.7 (18.3) 19.0 (27.9) 0.109
Overall quality of life* 30 67.2 (16.7) 66.7 (15.8) 0.865

* High scores represent high functionality or higher quality of life
2 High scores represent high symptomatology or lower quality of life
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DISCUSSION AND CONCLUSION

Discussion

The present 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 quality of life. 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 previous studies
on specialist home palliative and cancer care professionals [43,44] reporting that
competent specialist care was perceived as reassuring by patients and increased
the self-perceived ability to deal with symptoms [43]. Furthermore, earlier research
revealed that visits by healthcare professionals to the patients’ own homes were
often greatly appreciated by people facing a life-limiting disease, as such visits
provide a sense of security [44,45].

Oncokompas was less highly valued (mean score 6.5). Other studies of
Oncokompas showed mean scores of 6.9 and 7.3 respectively from breast cancer
survivors [46]and head and neck cancer survivors [22]. Some patients interviewed in
the present study considered Oncokompas to add little value as 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 educational levels and with complex, unstable
health conditions were found to be less open to eHealth than people with higher
educational levels and less complex health conditions [47,48]. 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 [22,47,49]. In addition,
our 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. Three fourths of the patients
(74%) recognized these steps as being applied by their nurse. Nurses particularly
assessed problems, wishes and needs and gave information 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 [24]. A recent 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 [50]. 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 effectiveness of the intervention on
patient activation and QOL. Patient activation is a prerequisite of self-management
behavior. High patient activation wasfoundto be associated with higherengagement
in advance care planning [51], which is an important aspect of qualitatively good
palliative care and self-management in terms of patients contributing to their care.
The mean activation scores in our group were 58 (To) and 53 (T1), corresponding to
mean activation scores of people who rated their own health as poor or fair [25].
The post-test activation scores of our group were lower than the mean score found
for breast cancer survivors (61 at T1 [46]). 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 [52]. Still, there are indications that there
might be room for improvement in patient activation.

The intervention did not improve the QOL, as no statistically significant changes
were found across the study period of twelve weeks. It could be argued that even
maintaining or slowing down the decline of patient activation and QOL might be a
positive effect of the intervention. However, due to the absence of a control group, it
is unknown what these patient outcomes would have been without the intervention.
Additional information from professionals at To and T1 about the functional status
of the patient (measured with e.g. the Palliative Performance Scale) could also have
helped interpret our 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 and which is specifically developed for
the healthcare professional [10,11,52]. Moreover, considering the recent review
by Wakefield et al., this appears to be the first study with a pre-test and post-test
design among people facing a life-limiting illness that included a relatively large
group of patients [52].

Furthermore, our study also illustrates the difficulty of carrying out intervention
studies with people with incurable cancer. The low activation scores and the
high percentage of deceased patients in the drop-out group shows the extreme
vulnerability of our study group, and sets limits on the feasibility of such studies.
In addition, patient recruitment turned out to be challenging, given that it took
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17 months to include 69 patients. This is partly due to newly referred patients for
continuity visits being either too ill to participate or being treated with curative
intent, timing of recruitment, and because of nurses’ “gatekeeping” behavior [24].
Our recruitment and drop-out data of 50% can help future studies estimate the
number of people with incurable cancer required.

Anotherstrength of this study is the mixed-method design, providing anin-depth
picture of patients’ experiences with distinct features of the intervention such as the
home setting, specialist nurses supporting self-management, and Oncokompas.

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. Further research
should be carried out with a control group and larger numbers of patients.

Implications for nursing practice and research

The intervention was appreciated by both nurses [24] and patients with incurable
cancer for structuring self-management support and enhancing self-management
of disease-related problems and needs. Using a model that distinguishes various
domains of self-management, such asthe Dutch General Model of Self-Management
[18,53], 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 Support’. Nurses could use these domains to systematically assess
problems and needs within each domain and further tailor their self-management
support.

Oncokompas can be offered to patients for optional use, as some patients
appreciated the eHealth tool. 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 [54]. Nurses
stated that discussing the outcomes of Oncokompas allowed quicker assessment
of patients’ problems and needs and helped them to tailor their self-management
support better [24]. As patients’ intentions to use eHealth depend strongly on their
perceptions and expectations of eHealth [22,47,49], it is important that nurses help
their patients with usingOncokompas by forinstance explaining the use and showing
the possibilities, as well as showing the possible gains of using Oncokompas.

Itis 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 quality of life. Using the Palliative Performance Scale
score (or something similar) might assist in establishing a continuum of when such
an intervention is helpful and when it is not. This needs further research.

Conclusion

People with incurable cancer gave a positive assessment of the nurse-led self-
management support intervention, although the usage of Oncokompas was rather
low. The intervention did not positively influence patient activation and QOL.
Offering patients the intervention in an earlier phase would probably enhance the
efficacy of the intervention.
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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. Whatevidence 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?



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 