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Abstract

Patients with haematological diseases are entitled to supportive care. Con-
sidering organisational and technological development, support in the form
of caring communication provided through the web is today a possible alter-
native. The aim of this thesis was to examine the usefulness and importance
of a web-based counselling service to patients with haematological diseases.
The basis for the thesis was a development project funded by the Swedish
Cancer Society, which provided an opportunity to offer patients communica-
tion with a nurse through a web-based counselling service.

Four studies were performed from a patient perspective. Study | had a cross-
sectional design, measuring occurrence of anxiety and depression, and these
variables’ associations to mastery, social support, and insomnia among pa-
tients with haematological diseases. Study Il was a qualitative content analy-
sis focusing on conditions for provision and use of the web-based counsel-
ling service. Study Il used a qualitative hermeneutical approach to focus on
patients’ experiences of using the counselling service. Study IV was a quali-
tative deductive analysis examining how communication within the web-
based counselling service can be caring in accordance to caring theory.

The results revealed that females of 30-49 years of age are vulnerable to
experiencing anxiety. Low sense of mastery and support are associated with
anxiety and/or depression. Being able to self-identify the need for support as
well as appreciate the written medium are necessary conditions for the web-
based counselling service to be used. The counselling service must also be
part of a comprehensive range of supportive activities and web-based ser-
vices to be useful. The main importance of the communication is that the
patient’s influence on the communication is strengthened, and that the con-
stant access to individual medical and caring assessment can imply a sense
of safety. When patients share their innermost concerns and search for sup-
port, nursing compassion and competence can substantiate in explicit written
responses.



A conclusion is that there is a caring potential in communication within a
web-based counselling service. To make this form of communication possi-
ble, nurses should take possession of and ensure that this medium for com-
munication is offered to patients. Nurses should also increase their
knowledge of caring communication in writing and how this possibly can
impact patients.
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| Introduction

To be ill with an acute or chronic haematological disease is serious, no mat-
ter whether it comes suddenly or gradually, is acute or chronic, or is life
threatening or more easily treatable. Although not all patients consider it as a
“crisis”, to experience somewhat disrupted health is anticipated.

The malignant diagnoses are most noted in research as they have a more
dramatic significance for the individual than the benign variants of haemato-
logical diseases. The medical care of patients with haematological malignan-
cies is becoming increasingly successful; more patients are cured thanks to
new therapies (Juliusson, 2014). This means the number of survivors, albeit
with various symptoms, increases. This, in turn, raises a need for extended
supportive care addressing emotional, social, and physical concerns connect-
ed to prolonged survivorship. Nurses have a work-related responsibility and
an opportunity to respond to patients’ health problems through communica-
tion with patients out of a caring approach. Exhibiting a caring approach
means to display a genuine presence and engagement with the individual
patient. Such an approach has the potential of promoting wellbeing and alle-
viating negative senses of illness (Dahlberg and Segesten, 2010). In addition,
healthcare offers more structured and directed efforts to promote patients’
psychosocial health. Structured efforts are often accommodated by the con-
cept “psychosocial support”, which includes directed information/education,
counselling, or group sessions, also with the objective to promote health.

However, according to research there are insufficiencies in the opportunities
for caring communication between patients and nurses within haematologi-
cal care (Botti et al., 2006; Kallerwald, 2007). In addition, unmet support
needs are noted among patients with haematological malignancies (Swash et
al., 2014). In a Swedish general cancer context, psychosocial support has
been considered as insufficient (Socialstyrelsen, 2014b). That there is a need
to improve patients’ access to supportive communication is therefore a fun-
damental starting point for this work.



Another basis for this thesis is the assumption that there is caring potential to
patients within communication in a nurse-led web-based counselling service.
Such caring is considered to promote health by strengthening patients’ abil-
ity to master and ease psychological distress (anxiety/depression) and symp-
toms (insomnia). When plans for this work started in 2006, it was still unu-
sual to provide web-based communication between patients and nurses with-
in Swedish cancer care, and research in this area was sparse. This thesis is
therefore based on a development project which in turn was funded by the
Swedish Cancer Society.

The project aimed to try a web-based counselling service; meanwhile, four
studies were carried out. The aim of the thesis was to examine the usefulness
and importance of a web-based counselling service to patients with haemato-
logical diseases.



2 Background

This chapter includes background information about the patient group, the
healthcare context, and finally the caring potential in communication within
a web-based counselling service. Some paragraphs are rounded off with a
description of the central concepts of this thesis. The background provides
the basis for the rationale described in Chapter 4, which in turn argues for
the purpose of the thesis.

2.1 To have a haematological disease

“Haematological diseases” is a collective term for a wide spectrum of diag-
noses. Some of the diagnoses are benign, meaning they are kept in check
completely with therapy, do not cause major disturbing symptoms, and do
not affect the overall lifetime (e.g. some sorts of anaemia or low blood
counts due to medications or related to underlying medical conditions). Oth-
er diagnoses are more serious as they can cause severe complications or be
directly life threatening (Gahrton and Juliusson, 2012). Another way to clas-
sify haematological diseases is whether it affects the red cells, the white
cells, or the platelets. The blood cells may be malfunctioning or their number
too low or too high. Disturbances in the formation of red blood cells are
associated with anaemia or over-production (e.g. Polycythemia vera). Dis-
turbances in the production or function of the white blood cells give rise to
what is commonly referred to as blood cancer or haematological malignan-
cies. Disruption in production of platelets can cause under- or over-capacity
of blood clotting (Hoffman, 2009).

Haematological malignancies include cancer diseases emanating from the
cells of the blood-forming organs and the immune system, such as leukae-
mia, lymphoma, and myeloma. The haematological malignancies are classi-
fied into several different diagnoses; some are immediately life threatening
and require intensive treatment while others behave more like chronic dis-
eases (Schmaier and Lazarus, 2011). Addressing the incidence of malignant
diagnosis in Europe is complicated by the variation of disease classification
systems between countries (Sant et al., 2010). In Sweden, however, the inci-
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dence of haematological malignancies is relatively stable and approximately
3,400 new cases are detected annually, which means that they represent
about 7% of all new cancer cases (Socialstyrelsen, 2014a). Haematological
malignancies are, after lung and prostate cancer, the most common cause of
death in cancer in Sweden (Juliusson, 2014). The risk of developing a hae-
matological malignancy increases with age, except for some diagnoses
which often affect children and young adults (Gahrton and Juliusson, 2012).

Common to haematological malignancies is that the normal bone marrow
production is inhibited or disrupted, causing conditions that might produce
symptoms in the form of, for example, fatigue, bleeding diathesis, or in-
creased susceptibility to infection (Schmaier and Lazarus, 2011). This is also
evident by studies describing the prevalence of symptom burden. Fatigue,
insomnia, and pain are highlighted as bothersome symptoms (Johnsen et al.,
2009; Manitta et al., 2011). As several diagnoses are life threatening, the
uncertainty of the prognosis, cure, and survival can cause distress and prob-
lems in adjustment. This is confirmed in qualitative studies describing how
the meaning of falling ill with haematological malignancies is perceived as a
threat not only to the physical body, but above all against the entire human
existence (Kallerwald, 2007; Xuereb and Dunlop, 2003). Studies demon-
strate that up to 50% of patients with haematological malignancies experi-
ence decreased quality of life and symptoms of psychological distress (anxi-
ety/depression) (Clinton-McHarg et al., 2014; Mitchell et al., 2011; Priscilla
etal., 2011).

For the purposes of the studies in this thesis, some concepts are focussed on
that are descriptive for the health and the ill health of patients with haemato-
logical diseases. The most overarching concept is health. Health can be un-
derstood as a sense of wellbeing in which the individual is capable of per-
forming life projects (Dahlberg and Segesten, 2010). Health, synonymously
used with wellbeing, can be operationalised to be measurable in terms of
“quality of life” and is as such a general description of an individual’s well-
being (or lack thereof) in daily life (Walters, 2009). Health and wellbeing are
used as antonyms to illness. According to Dahlberg and Segesten (2010),
illness refers to the individuals’ experience of having a disease, and is not
equivalent to the display of symptoms. Despite this, in order to relate to pre-
vious research and measurability, absence of complete health is focused on
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in terms of symptoms in this thesis. Il health is therefore used ahead as an
overall term for the exhibition of any negative physical/psychological/social
symptoms. In light of the above referenced studies, insomnia seems to be a
potentially relevant problem for patients with haematological diseases. In-
somnia is a sleeping disorder wherein there is a failure to either fall asleep or
stay asleep as long as wanted (Harvey, 2001). Psychological distress is used
as a generic term for anxiety and depression, and is also stated as a relevant
concern for patients with haematological diseases. Anxiety is about concerns
ranging from nervousness to fear or full-scale panic (Passer, 2009). Depres-
sion refers to a mood that is sad, with dulled affect, as well as apathy and
lack of energy (Passer, 2009). Psychological distress and anxiety/depression
are used interchangeably and basically synonymously in the thesis.

No studies have been found focussing on quality of life and the symptoms
insomnia, anxiety, and depression among patients with haematological dis-
eases in a Swedish context. In spite of no actual prevalence rate, an assump-
tion of illness, here described in terms of disrupted quality of life and in-
creased levels of symptoms, among this patient group is the prime reason
why this project was carried out. Patients’ signs of ill health can be under-
stood as there being a need for support, which motivates the implemented
web-based counselling service. The main objective with the communication
within the counselling service was to promote health, i.e. quality of life and
reveal ill health, i.e. symptoms like insomnia, anxiety, and depression.

2.2 To handle having a haematological disease

Understanding how patients react to and handle having a haematological
disease is important, as this is part of the knowledge necessary to encounter-
ing patients in a caring way. Dahlberg and Segesten (2010) describe how “to
handle” illness in terms of patients’ reformulating their life situation to re-
spond creatively to the disease. A more tangible and common way to under-
stand and explore how patients handle their illness is to rely on theories of
coping. Theories of coping strategies can also be understood as the starting
point for design of structured psychosocial supportive efforts provided by
healthcare.



How patients handle their haematological disease varies, according to empir-
ical research. The strategy “obtaining control” is one of the most frequently
used strategies for patients with haematological malignancies. Actively cop-
ing and searching for information in order to try to understand are highlight-
ed as ways to manage the situation of having a haematological malignancy
(Koenigsmann et al., 2006; Priscilla et al., 2011; Xuereb and Dunlop, 2003).
In addition to obtaining control, increasing hopefulness is another common
strategy, according to a systematic review by Koehler et al. (2009). This can
be achieved by avoiding or denying information (Hoff et al., 2007; Priscilla
et al., 2011). Other strategies are venting or the use of emotional support
(Koehler et al., 2009; Priscilla et al., 2011). Farsi et al. (2010) reveal that
patients with haematological diseases tend not to make use of one single and
consistent way to relate; rather there is a dynamic in the management pro-
cesses. In other words, how a patient reacts and handles having a severe
diagnosis is not a static state.

One way to theoretically understand how patients with haematological dis-
eases handle their illness situation is to consider Lazarus and Folkman’s
psychological theory of stress, appraisal, and coping (Lazarus and Folkman,
1984). The main features of the theory are that appraisal of a stressful situa-
tion is an evaluation process consisting of the interplay between personalities
and environmental circumstances, which determines the emotions that arise.
Based on the above review of strategies, it appears that an environmental or
external support in the form of informative and emotional supportive com-
munication (i.e. the implemented counselling service) might be able to facili-
tate patients’ handling of their situations.

One way to understand external support is to see it as strengthening the indi-
vidual’s own inner resources. Pearlin and Schooler (1978) describe the indi-
vidual’s inner resources in terms of “Psychological resources”, which, in
turn, stand for the personality characteristics: self-esteem, self-denigration,
and mastery. In this thesis, the concept of mastery is of interest. The sense
of mastery is defined as the extent to which one believes life changes are
under one’s control or if they are fatalistically ruled (Pearlin and Schooler,
1978). Mastery was originally considered a rather constant trait, yet
Pudrovska (2010) state that while being infected by a severe disorder, the
surrounding circumstances make the future somewhat unpredictable, no
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matter the inner sense of mastery. Mastery can therefore be understood as a
changeable state when in a difficult disease situation.

Mastery is considered as responsive to supportive efforts, and was in this
thesis chosen to represent what the focused web-based counselling service
intends to strengthen. That is, by having access to a caring communication
through a web-based counselling service, the patient’s sense of mastering a
situation is believed to be reinforced.

2.3 Caring for patients in a haematology con-
text

As signs of ill health as well as ways to handle a disease situation vary;
likewise, patients’ needs for support differ. In a clinical haematology con-
text, a distinction is usually made between medical treatment and structured
psychosocial support. Nursing care is typically offered during medical
treatment and the nurse normally has the role of mediating the contact with
more directed psychosocial support resources. The following sections de-
scribe these two care structures and the nurse’s supporting role within the
respective structures.

2.3.1 Medical and nursing care

The prognosis for haematological diseases varies by diagnosis, age, and
treatment. The treatments of the different malignant diagnoses are chemo-
therapy, radiation, and, in some cases, stem cell transplantation. Chemother-
apy is used in order to kill cancer cells and is typically administered as
scheduled treatments except for more indolent chronic diagnoses, where the
medication instead can consist of a low continuous dose. Radiation is used to
destroy diseased cells in a more localised area. Stem-cell transplantation may
be required in severe cases, preceded by a very powerful treatment of chem-
otherapy/radiation that damages the patient’s own production of blood cells
(marrow or stem cells). The deleted haematopoiesis is then replaced with
new, healthy cells, which can be either the patient’s own collected and puri-
fied cells, or new from a donor (Schmaier and Lazarus, 2011). The non-
malignant haematological diseases are a heterogeneous collection of diagno-
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ses, which often requires frequent treatment, monitoring, and blood sam-
pling. Some diagnoses have the potential to transition to being malignant
over time. The treatment of these diagnoses is normally characterised by the
addition of red blood cells or platelets, if there is a deficiency condition be-
ing treated. Alternatively is normalising blood values by exsanguination, if
the problem is over-production. Furthermore, the cause behind the current
disease must be treated by medication (Gahrton and Juliusson, 2012).

In itself, the medical treatment of haematological malignant diseases is de-
scribed as physically diminishing and a drain on energy from a patient per-
spective. The physical “decay” in terms of weight loss and fatigue will be a
reminder of the severity of the disease (Kallerwald, 2007; Persson and
Hallberg, 2004). To become decrepit by illness and treatment also means
changes in relation to the environment. This may bring new perspectives on
life and meaning, and new relationships in the form of dependence on others
(Farsi et al., 2010; McGrath, 2004).

The division of labour in the medical treatment of patients with haematolog-
ical diseases is traditional, meaning that physicians prescribe and nurses
normally perform the main distribution of treatment. This involves physical
inspections and blood sampling, and administration of intravenous medica-
tions, but also the coordination of different health care interventions and care
planning (Onkologiskt centrum, 2004). This, in turn, means nurses have
considerable contact with patients and thus occasions to carry out communi-
cation. Empirical research on the nurse perspective demonstrates that the
meaning of caring for patients (with different cancer diagnosis) is character-
ised by getting involved in a mutual closeness, in turn demanding compas-
sionate presence and listening (Iranmanesh et al., 2009). According to a
study by Quinn (2003) on nurses supporting cancer patients in their search
for meaning, some aspects appeared particularly important: spending time,
having the ability to communicate, and having the courage to be with pa-
tients in their suffering were conditions for being able to truly care for pa-
tients.

From a theoretical perspective, caring communication gives patients an op-
portunity to disclose how they feel. Space for such a narrative, in combina-
tion with a dignified reception, has the potential to alleviate negative feelings
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(Fredriksson and Eriksson, 2003). This can occur if the nurse is unpreju-
diced, open, and compliant to the individual patient. Communicating in a
caring way has its origins in the nurse’s having a caring approach. This
means that by upholding a caring approach and striving to communicate in a
caring way, the nurse has an ability to promote wellbeing and alleviate expe-
riences of illness (Dahlberg and Segesten, 2010). To uphold a caring ap-
proach reflecting a genuine presence and engagement is referred to as a cen-
tral part of nursing care by several caring or nursing theorists (Dahlberg and
Segesten, 2010; Watson, 1988). This is also included in the recommendation
of nurses’ skills and attitudes (Socialstyrelsen, 2005).

Research on a patient perspective on these aspects of caring argues that pa-
tients wish to communicate existential issues with nurses, but such talks are
sometimes difficult to achieve due to absence of time and courage among
personnel (Kéllerwald, 2007). Comparable results are presented by Berg and
Danielson (2007), revealing that nurses lack the time and courage to provide
care, where patients (with different diseases) can experience authentic trust
and share their innermost feelings. However, Kvale (2007) has shown that
patients with cancer do not always want to talk with the nurses about their
difficult feelings because they preferred cognitive avoidance and distancing
by, instead, talking about normal life, hobbies, or their families. Or they
preferred support from family and friends rather than professionals.

2.3.2 Psychosocial support

Intertwined with providing medical treatment, nurses have an opportunity to
conduct communication with the potential of being caring. More targeted
and structured efforts, albeit with a quite similar purpose and goal, are the
activities contained in the overarching concept of psychosocial support. Psy-
chosocial support is well established in wider cancer care and refers to struc-
tured efforts addressing psychological and social problems associated with
the illness (Adler and Page, 2008; Carlsson, 2007). In a Swedish context,
the term often comprises multiple professional roles (social worker, psy-
chologist, physiotherapist, occupational therapist, and dietician) and is thus
more of a collective term for all actions performed by the consulting staff
than support of only patients” psychosocial wellbeing (Vardguiden, 2013).
Another perhaps more correct term for efforts by all these corresponding
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professions is cancer rehabilitation (Regionalt Cancercentrum Syd, 2014).
The nurse is mainly described as a link between various health care provid-
ers and the one who knows where to turn to for support when an elevated
need for support occurs (Vardguiden, 2013).

From a theoretical perspective, “psychosocial support” can be seen as pro-
fessional assistance to the patient in the struggle to adapt to and master the
new situation of having an illness. How psychosocial support is related to
health can be explained by its either mitigating the stress appraisal or allevi-
ating the emotions that arise (Cohen et al., 2000). Psychosocial support ac-
tivities in cancer care can be categorised as informational, emotional, social,
or instrumental support (Adler and Page, 2008). The purpose of all these
activities is to improve the patient’s wellbeing in different ways; information
can contribute to a sense of control or mastery; emotional support means
alleviating and confirmation of emotions through talks; social companion-
ship with others can mean the normalisation and confirmation of one’s situa-
tion; instrumental support includes practical assistance (Ibid.).

According to guidelines in cancer care, the demand for psychosocial support
is indisputable (Socialstyrelsen, 2014b). But Swash et al. (2014) declare in a
review of studies with mixed cancer populations (all including haematologi-
cal diagnosis) that there are problems in terms of unmet needs of support.
Lack of information, fear of recurrence, and problems with fatigue and anxi-
ety were the most common unmet needs. Deficiencies in the care of patients
with haematological diseases is noted also by Molassiotis et al. (2011); the
most important need is help with practical assistance and worries about re-
lapse and stress in general. Help to manage concerns about the cancer’s com-
ing back is also ranked as the most urgent need among patients with haema-
tological malignancies in a study by Lobb et al. (2009). Almost two thirds of
the patients reported that they would have found it helpful to talk with a
health care professional about their experience of the disease at the comple-
tion of treatment (Ibid.).

The nursing role and the nurse’s traditional ability to meet the patient’s need
for supportive care through caring communication and by upholding a caring
approach is a basic assumption in this thesis. By implementing a directed
and structured channel for web-based communication between patients and a
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nurse, here called counselling, this can also be understood as a strengthening
of the range of directed psychosocial support efforts.

2.4 Nurse-led web-based counselling

Within this research project a possibility for patients to communicate with a
nurse through a web-based medium was introduced. As the communication
method needed a location in the healthcare services, a positioning in relation
to the existing structures, as well as a title, the appellation “counselling” was
chosen. This was not the first choice: in study Il it is referred to as “psycho-
social support”; in study 111 “web-based communication for support”. These
changes have to do with progression of understanding during the project.

Nurse-led counselling is a structured supportive activity that aims to provide
patients with information and emotional support. The intention of counsel-
ling is to let patients explore and apply words to their own situation that
normally is a negative state of mind about something. The corresponding
guidance can consist of information or emotional confirmatory response
(Towers and Diffley, 2011). In the current web-based counselling, the medi-
um for communication is text and the interaction process is asynchronous,
which means a time delay between the messages. In the field of psychology
this is referred to as “online counselling” and experiences and recommenda-
tions for practice has been well documented for several years (Zack et al.,
2004). Within cancer care, however, this has not been regularly used. Schnur
and Montgomery (2012) demonstrate that only five out of 120 cancer care-
givers (in the United States) conducted online counselling.

There is no clear consensus on the use of terminologies in the research on
nurse-led communication or the provision of information and emotional
support (roughly what has just been defined as counselling) that are web-
based. Such a possibility was, until recently, mainly studied as part of multi-
functional psychosocial support systems that, in addition to nurse-led com-
munication, include several functions: information/educational material,
forums, and group sessions. In such contexts, communication with a profes-
sional is not consequently referred to as counselling but rather “communica-
tion with an expert”, “ask-the-nurse service,” or simply, *“e-mail function”.

Within such a multifunctional system to patients with breast and prostate
19



cancer (WebChoice), the e-mail function has been shown to be the most used
and valued function (Ruland et al., 2013).

A study on experiences and use of exclusively online communication be-
tween patients with testicular cancer and a nurse shows that such a service
can mean a way to ensure information flow and manage illness-related con-
cerns from home (Wibe, Hellesg, et al., 2012). Another study, focussing on
the content in e-mails between patients with lung cancer and a nurse, demon-
strate that the communication contained administrative or medical queries,
or self-expressions of what was happening in life (Cornwall et al., 2008).
Related findings are reported from Grimsbg et al. (2012) analysis of online
communication for patients with breast and prostate cancer; the communica-
tion contains concerns about physical symptoms, unpleasant emotions, and
guestions and concerns about the future.

When it comes to importance in terms of effects on health variables of web-
based counselling, research is still sparse. David et al. (2011) evaluated
breast cancer patients receiving online counselling from a psychologist and
revealed a high degree of satisfaction in the intervention group, but no sig-
nificant improvements in distress or quality of life. The lack of significant
effects was explained by the service’s relative weaknesses; a two-month
session was reflected as too short and the exchange of e-mails was too infre-
guent. It was also unknown as to what extent advice was accepted by pa-
tients (Ibid.). In an evaluation of the effects of e-mail communication in
comparison to usual care and a multifunctional system (WebChoice), the e-
mail function had positive effects on depression, but the multifunctional
system had effects also on distress and anxiety (Bargsund et al., 2014).

2.4.1 Request for and barriers to provision of web-based
counselling

As mentioned in the introduction, web-based communication between pa-
tients and their caregivers was not regularly used in healthcare, thus the start-
ing point for the project behind this thesis. This lack endures despite the
need for alternative solutions for communication that has become more ur-
gent by changes in the healthcare organisation (Huston, 2013). When
healthcare is increasingly moving from inpatient to outpatient care, there are
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fewer opportunities for patients to obtain information and emotional support
through face-to-face encounters and oral conversation (lbid.). This has been
well known for decades, and use of information and communication tech-
nology has been requested for almost as long a time (Regeringen, 1995;
Socialdepartementet, 2010).

There has been great anticipation that the introduction of various web-based
solutions will improve the quality of care in terms of increased availability
and security. However, the introduction has been slow; in 2005 this was
explained by systems’ being originally used for separated activities without
any coordination; the cost of an all-embracing IT system’s being considered
too high; and the need for communication’s not fully being perceived
(Socialdepartementet, 2005). More recent research highlights human obsta-
cles such as hierarchical structures, professional pride, and threats to profes-
sional identity as causes of the continuing inertia in Swedish healthcare’s
adaption of IT solutions (Nilsson, 2014). An additional obstacle for provid-
ing web-based counselling seems to be lack of knowledge among healthcare
personnel (Schnur and Montgomery, 2012).
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3 Theoretical framework

This thesis is based on the patient perspective. This means that the patient’s
experience of health is in focus for care as well as research. A patient per-
spective can include family members as they often are crucial to the patient’s
ability to experience wellbeing (Dahlberg and Segesten, 2010).

Some guiding concepts for the thesis have been presented in the background.
These are health and caring in terms of how they are expressed in communi-
cation and by the nurse’s approach. The definitions are based on Dahlberg
and Segesten’s (2010) descriptive theory on health and caring that is devel-
oped nearby geographically, culturally, and in time. Additionally, more in-
ternationally recognised and referenced theories have, on an abstract level,
broadly similar content. Therefore, | would argue that this essence is neither
unique nor new, but rather acknowledged and conventional in terms of the
perception of caring. For example, relation and communication are well and
truly emphasised as central to caring in nursing interaction theories such as
“Interpersonal Relations” by Peplau (1952). In Peplau’s theory, the focus is
on how the interpersonal process between patient and nurse enables a good
care. A stable relationship and good interaction are achieved through the
phases in the evolution of the relationship between patient and nurse, and
together this is believed to support the patient in the process towards health.
Likewise, exhibiting a caring approach is central to internationally acknowl-
edged major nursing theories like Watson (1988) “Theory of Human Car-
ing”. According to Watson, a caring approach includes exhibiting warmth,
genuine interest, and empathy in order to promote health and alleviate suf-
fering (Ibid.) Watson’s adherent, Swanson, also describes the nurse’s caring,
but in a middle-range theory and thus slightly less abstract. The theory of
Caring by Swanson (1991) is composed of five categories describing subdi-
visions of caring: knowing, being with, doing for, enabling, and maintaining
trust. As Swanson’s theory is, to some extent, categorising, it was deductive-
ly used as a matrix in the analysis in study IV.

As the implemented web-based option for communication required a title
and a structured affiliation to give it context, the concept counselling was
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finally chosen. To introduce a communication tool with the title “caring
communication” was not considered as an alternative as this was seen as too
vague. As psychosocial support covers structured supportive efforts, the
counselling service was determined to belong to this particular structure of
healthcare. In addition, the ambition to assess effects demanded a description
of the health-promoting mechanism in measurable terms. To measure effects
in terms of promoted health and alleviated senses of illness was not suitable.
The concepts informational and emotional support, mastery, quality of life,
as well as symptoms like insomnia, anxiety, and depression were therefore
chosen. These concepts are carefully operationalised to be measurable and
thus useful in this thesis, as well as frequently used in also other nursing
research.
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4 Rationale

Patients with haematological diseases experience illness in varying degrees;
to what extent this occurs in the Swedish population of patients with haema-
tological diseases is not fully clear. Nevertheless, this patient group is enti-
tled to supportive care. The nurse’s communication with patients carries a
potential for caring where patients receive an opportunity to debrief about
their disrupted wellbeing and obtain an empathic reception. This can func-
tion as caring, i.e. to alleviate experiences of illness. In addition, structured
psychosocial support efforts such as providing information and emotional
support are common supportive strategies. These strategies intend to
strengthen patients’ sense of mastery and ease psychological distress and
other symptoms. However, we know that insufficiencies in the provision of
caring communication as well as structured support efforts have been noted
in research on care to patients with haematological diseases. There is a need
for knowledge on how these deficiencies can be remedied.

Structural development in healthcare organisations such as more outpatient
care causes fewer opportunities for personal meetings and communication
between patients and nurses. In combination with more easily accessible
Internet and further technical development, new methods for care become
both possible and desired. There are reasons to expect that a web-based
counselling service can be one way to enable caring communication between
patients and a nurse, but we lack knowledge in terms of what is necessary for
such a service to work. To make it clear on what basis we should offer such
a form of communication, this also needs to be further defined from a patient
perspective. Several questions must be addressed: for whom is a web-based
counselling service appropriate? When and to what purposes is it used?
What can it possibly mean from a patient perspective? How can it affect
patients” wellbeing? How can web-based communication be caring? An-
swers to these questions are important to understand if and how patients’
needs for support can be met through web-based communication.

Some of these questions can be included into the concept usefulness, which
not is an inherent quality but refers to the extent to which the web-based
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counselling service can be used by specific users to achieve specific goals
within a specific context. Other questions can be grouped under the term
importance, which refers to what the counselling service can possibly mean,
cause, or lead to. Altogether, knowledge about the usefulness and im-
portance of web-based counselling between patients with haematological
diseases and a nurse was considered to be insufficient. By introducing an
opportunity for web-based counselling on a haematology clinic, it was pos-
sible to study different aspects of the phenomenon from the patient perspec-
tive.
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5 Aim

The comprehensive aim of this thesis was to examine the usefulness and
importance of a web-based counselling service to patients with haematologi-

cal diseases.

The specific aims of the studies included were:

To describe the occurrence of anxiety and depression as reported
by the patients, as well as to investigate the associations with
physical health status, insomnia, mastery, and informational/
emotional support within patients with haematological diseases.

To describe the prerequisites required for the provision and use
of web-based communication for psychosocial support® from a
patient and family? perspective.

To describe the meaning of using web-based communication for
support from a patient perspective.

To examine how communication can be caring between patients
with haematological diseases and a nurse within a web-based
counselling service.

! There has been some concept development during the project; the counselling service referred to in the
studies refers to the same counselling service, albeit with different names.

2 Family members were considered to participate also in the subsequent studies, but given that they were
difficult to recruit, this group was excluded in the remaining studies.
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6 Method

This section is intended to first describe the settings, the process of the pro-
ject together with the intervention/the web-based counselling service, the
design of the studies, the participants, and a schedule of the studies. This is
followed by more thorough descriptions of data collection and analysis for
each of the studies I-1V. A few lines describing how the synthesised analysis
was conducted to answer the questions in the rationale precede the ethical
considerations that round off this section.

6.1 Settings

The haematology clinic where this research project took place consists of an
outpatient facility and an inpatient ward. Patients with suspected diagnosis
are referred to the clinic for thorough investigation. After diagnosis, patients
are linked to a team. Patients are then followed by their team for further
treatment and checks. As far as possible, the medical treatment is given on
an outpatient basis, but for longer treatments or in case of special needs, care
is conducted in the ward.

The outpatient work is organised into diagnostic teams; a small number of
physicians and nurses work continuously together with patients with the
same or similar diagnosis. Patients are divided into:

v" Lymphoma team (treating patients with Non-Hodgkin’s lymphoma,
CLL/chronic lymphocytic leukaemia, B- or T- cell lymphoma,
Hodgkin’s lymphoma).

v" Anaemia-/Leukaemia team (AML/acute myeloid leukaemia,
ALL/acute lymphoblastic leukaemia, MDS/myelodysplasia syn-
drome and various anaemias, PNH/ paroxysmal nocturnal haemo-
globinuria, Thalassemia, Sickle cell disease and other congenital or
acquired anaemias).

v" Plasma cells team (Myeloma, plasmocytoma, MGUS, Amyloidosis)

v Myeloproliferative  diseases team (PV/polycythaemia vera,
ET/essential thrombocythaemia, MF/myelofibrosis, CML/chronic
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myeloid leukaemia, ITP/immune thrombocytopenia, HKR/ haemo-
chromatosis).

As the clinic performs bone marrow or stem cell transplantations as well,
there is also one team that works with the investigation, information, and
implementation of blood stem cell collections of both patients and donors.

Accommodations with multiple beds are connected to each team for the pa-
tients attending the clinic as outpatients. Several patients are processed sim-
ultaneously by the team staff during on weekdays. The inpatient ward re-
ceives patients in need of hospitalisation because of sickness or rigorous
treatment. At such visits patients are assigned to a responsible nurse for that
specific occasion of care.

Structured psychosocial support resources are also linked to the clinic. These
are of “traditional character”, mainly meaning that a social worker is availa-
ble for emotional counselling and social/financial advice. In addition, there
is a central hospital chapel and information is also given on non-profit sup-
port organisations’ resources such as Blodcancerférbundet (The Blood Can-
cer Association). Brochures and message boards are available at the clinic to
spread information on psychosocial resources. Patients or family members
are encouraged to contact these resources themselves, or request help from a
nurse on the clinic. At the time of the project’s genesis, web-based commu-
nication between patients and healthcare staff was not available.

6.2 The project process

The planning of the research project started in conjunction with the haemato-
logical clinic in 2006. Web-based communication between patients and
healthcare staff was very much expected as a result of political ambitions.
For that reason, it was desired for the service to be as simple as possible to
make it sustainable in the long run, i.e. to persist even after completion of the
research project.

A system called Mina Vardkontakter (“My Care Contacts”) was used. At the
time point for this project, there was a decision in the region to make use of

this particular system for communication, but it was not yet implemented.
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Because of this project, the implementation was under time pressure and
hastened. We introduced a case type labelled “Psychosocial support”. This
channel for support was defined as to include information, advice, and guid-
ance for conditions where individuals perceived themselves to be in need of
support. Participants needed to log in by use of an e-card or special login and
password; then select the case type “Psychosocial support”; and then write
down their issue and submit it. Family members could access the system
through the enrolled patients’ ID numbers. This implied that the patient au-
thorised this use. There was information that the responding nurse had the
responsibility of monitoring the incoming cases and sending a reply within
three days. To avoid the need to monitor whether a response had arrived, the
user could choose to receive a reminder via a mobile phone text message or
email. The nurse belonged to the regular staff and had access to all the pa-
tients” medical charts.

6.3 Design of the studies I-IV

All four studies had different study designs; all, however, were performed
out of a patient perspective. Family members were included in one study. An
overview of the four studies is presented in Table 1.

Study | had a quantitative cross-sectional design assessing occurrences and
associations among a selection of variables in a sample of patients with
haematological diseases at one time point. With such a quantitative model,
regular associations among variables are searched for in order to be able to
describe a phenomenon (Kazdin, 2003).

Study Il was an inductive qualitative content analysis based on Graneheim
and Lundman (2004) focussing on interviews of patients with haematologi-
cal diseases as well as family members’ experiences of having access to the
web-based counselling service. Hsieh and Shannon (2005) describe content
analysis as a method that has no explicit epistemological foundation, i.e.
there is no underlying theory that explains what knowledge is or how it is
created. The analysis of text data is done by a systematic classification pro-
cess of coding and identifying themes or patterns. Graneheim and Lundman
(2004) describe a conceptual framework for how the different steps of the

analysis can be performed and labelled.
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The original project idea was to evaluate the service via a randomised clini-
cal trial (RCT), hence the interest in variables that represent what the service
was intended to affect, as well as recruitment of participants to a study with a
two-group experimental design. Given that the RCT study was finally
deemed too weak, study Il and IV within the thesis were mainly focused on
gualitative data collected as part of the RCT design.

Study 111 used a hermeneutical lifeworld research approach (Dahlberg et al.,
2007) to conduct interviews with patients with haematological diseases. The
approach is based upon the philosophy of hermeneutics as an art of interpre-
tation and understanding, as suggested by (Gadamer, 1994). According to
Gadamer (1994), a phenomenon can be understood in several ways as we are
always inevitably influenced by our past experiences. Consequently,
Dahlberg et al. (2007) state that as researchers always have pre-
understandings despite striving for objectivity, a successful analysis is the
result of creativity and the ability to go beyond what is familiar and obvious,
yet without losing the requirement of reasonableness and meaningfulness.

Study IV was based on a qualitative and deductive content analysis in ac-
cordance with Elo and Kyngés (2008). A deductive analysis is a structured
process using existing theory (Hsieh and Shannon, 2005). This meant that
text-based communication produced with in the counselling service was
analysed out of a theoretically predetermined matrix based on Swanson’s
Theory of Caring (Swanson, 1991).

6.4 Participants

In study 1, a convenience sample of 120 patients was recruited by the nurse
during 2012-2014. Inclusion criteria included having a haematological dis-
ease, being at least 18 years of age, and communicating in the Swedish lan-
guage. Out of the 120 patients, 50% were female, the mean age was 55.9
years of age, and 67% had a malignant diagnosis. 39% were receiving treat-
ment in order to cure the disease, 55% received chronic maintenance treat-
ment, and 6% received palliative care.
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In study 11, a convenience sample of 11 patients and 6 family members were
included and given access to the web-based counselling service for commu-
nication with a nurse. Inclusion criteria were being diagnosed with a haema-
tological disease or being a family member to one diagnosed, being over 153
years of age, and mastering the Swedish language. The sample was strategi-
cally selected (Patton, 1990) in order to achieve variation in the characteris-
tics of age, gender, and diagnosis. Nine were female and eight were male,
the mean age was 44.8, the age range 22-68, and all patients had a malignant
diagnosis.

Participants in study 111 and IV were originally recruited to a comprehensive
study with an RCT design. Of the requested 56 patients, 30 agreed to partici-
pate, and these patients were randomised to either an intervention (N=15) or
a control group (N=15). The control group received treatment as usual, i.e.
no web-based counselling. The intervention group was given access to the
web-based counselling service. Inclusion criteria for participation were being
diagnosed with a haematological disease, being over 18 years of age, master-
ing the Swedish language, and not receiving other psychosocial treatment
other than standard care at the clinic. Two participants dropped out and one
deceased in the intervention group. Two were considered too ill to partici-
pate in interview study IlI; therefore, 10 of 15 were requested to and con-
sented to participate in the qualitative study Ill. Six were females and four
were men, the mean age was 51.5, and the ages ranged between 21-72 years.

In study IV, the written messages produced by participants in the experi-
mental group and the responding nurse were in focus for the analysis. As
two patients dropped out and one deceased, 12 participants’ data was left
accessible for analysis. Two did not write any messages and thus generated
no data for this particular study. The remaining 10 patients and the respond-
ing nurse were the remaining participants in this study. Six patients were
women and four were men, the mean age was 48.9, and the ages ranged be-
tween 21-72 years.

% In study 11, being over 15 years of age was an inclusion criterion because this is the limit according to
legal ethical guidelines in Sweden. At the clinic, however, only patients over 18 years are cared for;
therefore 18 years became the more natural limit for inclusion in the other studies.
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Table 1. Overview of the studies I-1V, design, aim, participants, methods,
and time points for data collection and analysis.

Study | 1 i v
Design Quantitative Qualitative Qualitative Qualitative
cross-sectional content analysis | hermeneutical deductive con-
tent analysis
Aim To describe the | To describe the | To describe the | To examine
occurrence of prerequisites meaning of how web-based
anxie- required for the | using web- communication
ty/depression provision and based commu- can be caring
and the associa- | use of web- nication for
tions between based commu- support
the assessed nication
variables
Sample of Convenience Convenience Randomised Randomised
participants sample sample participants in participants in
N=120 patients | N=17 the experi- the experi-
11 patients mental group mental group
6 family mem- N=10 patients N=11, whereof
bers 10 patients,
1 nurse
Data collec- Questionnaires Interviews Interviews 54 written
tion 2012-2014 2012 2013 messages from
patients, 55
from nurse
2013
Data analysis | Group compari- | Qualitative Hermeneutical Deductive
son content analysis | analysis qualitative
Correlations 2012 2013 content analysis

Logistic Re-
gression
2014

2014
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6.5 Data collection and data analysis of the
studies |-V

6.5.1 Study |

Data collection

Patient and disease characteristics

Data regarding age, gender, marital status, and education level were collect-
ed from patients. Information on diagnosis, time since diagnosis (in months)
and treatment status aim (cure, chronic maintenance, or palliative) were col-
lected from medical charts by the project nurse.

Anxiety and depression

The Hospital Anxiety and Depression Scale (HADS) is a 14-item self-
reported scale that assesses anxiety and depression with seven items with
four response alternatives (0-3), respectively. This yields a total score for
anxiety or depression ranging between 0 and 21, with higher scores indicat-
ing higher symptom levels. For each sub-scale, a score of 7 or below is re-
garded as the normal range and 8-10 indicates a risk of disorder; above 11
indicates a probable presence of a mood disorder (Snaith and Zigmond,
1986). HADS has been used in studies among cancer patients in Sweden and
been found to be reliable (Saboonchi et al., 2013).

Quality of life/Physical health status

The Short-Form Health Survey (SF-12) is a generic and abbreviated alterna-
tive to the 36-item health status questionnaire SF-36. SF-12 produces two
summary scores: a physical component (PCS) and a mental component
(MCS?). In this study, we focussed on the PCS wherein 6 items summarise
physical functioning, role limitations due to physical problems, bodily pain,
and general health. The role-functioning scales have dichotomous response
alternatives: yes or no. The other items have three to six response choices.
The 12 items are scored and transformed according to the standard procedure
in the manual; a higher score reflects better self-rated health (Ware et al.,
1996).

* The MCS summarises vitality, social functioning, role limitations due to emotional problems and mental
health.
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Insomnia

The Minimal Insomnia Symptoms Scale (MISS) consists of three items col-
lecting the central symptoms of insomnia, i.e. difficulty initiating sleep or
maintaining sleep and non-restorative sleep. Each item has five response
choices: no problem (0), minor problems (1), moderate problems (2), severe
problems (3) and very severe problems (4). Total score ranges from 0 and
12, wherein higher scores indicate more severe insomnia. A cut-off score of
>6 is suggested to characterise subjects with clinical insomnia (Broman et
al., 2008). MISS has been found to be psychometrically sound in general and
elderly populations in Sweden (Hellstrém et al., 2010).

Mastery
The Pearlin Mastery Scale is made up of seven items consisting of state-

ments addressing the sense of control over what happens in life, as opposed
to one’s life being controlled by outside forces. The respondent rates how
strongly he or she disagrees with those statements (1-strongly agree to 4-
strongly disagree). Total score ranges from 7 to 28, wherein 28 indicates the
highest degree of mastery (Pearlin and Schooler, 1978). The Swedish ver-
sion of the scale has been psychometrically tested and shown acceptable
reliability and validity (Eklund et al., 2012).

Social support/Informational and emotional support

The Medical Outcomes Study—Social Support Survey (MOS-SSS) is a mul-
tidimensional questionnaire with four scales (19 items in total) covering
different aspects of social support (informational and emotional support,
positive social interaction, affection and tangible support). In this study, we
were interested in the first subscale assessing informational and emotional
support with eight items. For all items, five answer options were available:
“none of the time,” “a little of the time,” “some of the time,” “most of the
time,” and “all of the time” (Sherbourne and Stewart, 1991). The score for
each scale is calculated as a percentage of the maximum score possible in
that dimension. Results thus range from 0 to 100, with higher percentages
indicating higher levels of perceived support. MOS-SSS has been used in
Swedish contexts and has demonstrated satisfactory reliability (Baigi et al.,
2008).
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Data analysis

Data were analysed using Statistical Packages for Social Science (SPSS) 21
for Windows. Correlations between independent self-estimated outcome
variables were calculated by Spearman (Rho). To explore the associations
among anxiety, depression, physical health status, insomnia, mastery, and
emotional/informational support, logistic regression analyses using the Enter
method (meaning all independent variables were inserted in the model in one
step) were performed. The Nagelkerke R2 as a summary measure of the
dependent variables was used. The Nagelkerke R2 is developed for logistic
regression, but made to resemble the ordinary R?. Generally, higher values
indicate stronger association between the variables, but it cannot be inter-
preted as the proportion of explained variance (Bjerling and Olsson, 2010).
The Hosmer and Lemeshow test was used to provide an overall measure of
each model’s explanatory power. Values exceeding .05 indicate that the
models give values which do not differ more than what could be explained
by random chance. That a model is significant does not, however, mean that
it necessarily explains much of the variance in our dependent variable, only
that it is significant (Bjerling and Olsson, 2010). The unique contribution of
each independent variable was assessed by odds ratio (OR).

6.5.2 Study Il

Data collection

Data were collected through open interviews with patients and family mem-
bers about four months after recruitment. Fourteen interviews took place in a
quiet location at the clinic and three were conducted in the participants’
homes. All interviews lasted for %2 to 1% hours, were audio recorded, and
transcribed verbatim. The interviews started openly by asking the partici-
pants to talk about their experiences of having access to the web-based coun-
selling service related to their illness or their family member’s illness. Fol-
low-up questions aimed to direct the participants to the studied phenomenon
in accordance to Kvale (1996). The interviews included questions regarding
what prevented or allowed the use of web-based communication for support.

Data analysis
The analysis process was based on Graneheim and Lundman (2004), mean-
ing the transcribed interviews were initially read to gain a sense of the
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whole. The text was then separated into meaning units, where a meaning unit
is a constellation of words that relate to the same meaning. The next step was
to condense while still preserving the core of the content. These condensed
units were interpreted (in the sense of abstracted) and organised into groups
with similar meaning and labelled with a code. The codes were compared
and sorted according to differences and similarities, and summarised into
subthemes, which in turn were abstracted into themes.

6.5.3 Study Ill

Data collection

Data were collected through open and pliable research interviews (lasting for
1 to 1% hours) with patients (Dahlberg et al., 2007). The interviews were
held at about 3 months after they had been given access to the counselling
service. All interviews took place at the clinic, were audio recorded, and
transcribed verbatim. An initial open-ended question was used: ““‘Can you
please tell me about your experiences of using the web-based communica-
tion for support?’’. The patients were then directed to reflect on the phenom-
enon by open questions such as ““What was it like?”’.

Data analysis

The analysis was based on Gadamer’s approach to hermeneutics (Gadamer,
1994). His theory of understanding has been developed into an empirical
analysis tool for qualitative data by Dahlberg et al. (2007). The analysis was
seen as phases in a dialectic process of moving between the whole text and
the parts. The analysis process was focussed on the meanings in the text by
asking innovative questions in attempts to be open to what was shown in the
text and not only what was in accordance with preconceptions (Dahlberg et
al., 2007). This meant having an examining dialogue with the text, where
suggested interpretations were tested against empirical data. Most of the
interpretations were rejected because they did not endure in comparison with
the data. The final step was to compare the remaining interpretations and
search for a deeper meaning to arrive at a more abstract interpreted whole.
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6.5.4 Study IV

Data collection

Content comprising two months’ use of the web-based communication, i.e.
54 messages from patients and 55 responses from the nurse, were gathered
and constituted the data material in this study.

Due to the comprehensive RCT study design, several variables were availa-
ble describing the participants. These descriptive data together with each
participant’s frequency of communication (the number of messages and
length in average number of words per message) were therefore included in
the description of the participants.

The descriptive variables were age, gender, marital status, and education
level (primary, secondary, university), collected from patients. Diagnosis,
duration of disease (months since diagnosis), purpose of treatment (curative
treatment, chronic maintenance treatment, palliative treatment) were collect-
ed from medical charts. Variables from the questionnaires measuring social
support, mastery, anxiety, depression, health related quality of life, and in-
somnia collected at baseline (T1) and after two months of use of the counsel-
ling service (T2), were also presented. The questionnaires are described in
the description of study .

Data analysis

The deductive qualitative content analysis meant all text-based communica-
tion data from both patients and the nurse were reviewed for content corre-
sponding to Swanson’s Caring Theory (Swanson, 1991). The theory is a
middle range theory, meaning it is narrower in scope than grand nursing
theories and thus can offer a bridge between more abstract theories and nurs-
ing practice (Barnum, 1984). The theory consists of three components that
are proposed to characterise caring: compassion, consisting of the two pro-
cesses knowing and being with; professional competence including doing for
and enabling; and finally uphold trust that refers to maintaining belief
(Swanson, 1991). Since the coding matrix was structured, only data that fit
the categorisation frame were presented in the result (Elo and Kyngas,
2008). The analysis was conducted by searching for data that matched the
five theoretical processes.
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6.5.5 Synthesis of study I-IV

To achieve greater understanding, new questions derived from conceptual
definitions of “usefulness” and “importance” were applied to the results
from the four studies. The concept of usability refers to the function of a
service’s relation to its users, the tasks they perform, the goals, and the envi-
ronment that surrounds the service (Bevana et al., 1991). This definition
covers the questions of by whom, when, to what purposes and under what
circumstances the examined counselling service is used. Importance refers to
a state or quality of being immediately significant and meaningful, and can
also concern possible outcomes, results, or effects, i.e. consequences. This
definition is inspired of the dictionaries; National Encyclopaedia (2015) and
The Free Dictionary (2015).

To address the questions of usability and importance of web-based counsel-
ling, the results of the four studies I-1V were evaluated with regard to these
qualities. A synthesis of these findings is presented under the headings Use-
fulness and Importance in the result section.

6.6 Ethical considerations

All studies were approved by the Regional Ethics Review Board (reg. 549-
10). Ethical considerations were made in accordance with the Swedish legis-
lation (SFS (2003:460)) and Helsinki Declaration (WMA, 2000), including
voluntary participation, informed consent, and precautious protection of
personal information while processing and presenting data-

An ethical issue concerning web-based access to healthcare is the one of the
“digital divide”. This term refers to people disadvantaged in their access to,
interest in, or use of information and communication technology (ICT) solu-
tions. People with low incomes or low levels of education, elderly people,
those with disabilities, and minority ethnic groups are identified as having a
low uptake of communication via the Internet (Cullen, 2001). More recent
research discuss the digital divide as getting narrower as Internet access in
general has increased, yet also warn that effective use of ICT for handling
healthcare matters nowadays depends on knowledge about health and self-
care (Lustria et al., 2011). By delivering care through the web, the risk is that
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already underserved groups get excluded. As the implemented communica-
tion service was an addition to existing support/communication, excluding
someone from this project was not a risk for exclusion from support in gen-
eral.

Baker and Ray (2011) highlight some other ethical concerns inherent in
online counselling (as a general phenomenon and not specifically in relation
to cancer care). Difficulties in assessing clients properly in the absence of
verbal cues cause a risk for misinterpretation; in addition, there is a lack of
adequate processes for managing crises such as risk for a worsening situa-
tion. Therefore, participants were strictly informed that the web-based com-
munication was not for emergency issues. In such cases they were encour-
aged to call.

Data collection and analysis in studies I-111 was judged not to involve major
ethical difficulties. Yet to recruit participants to a randomised controlled
study and not use the data as was described can be considered unethical
(Arain et al., 2010). This was not the intention and was not expected as the
insight that the RCT was not going to work did not come until later. In study
IV, the analysis was comprised of reading participants’ communication,
which possibly could be perceived as an intrusion into privacy. All partici-
pants were therefore informed of that possible risk and could consider partic-
ipation with that knowledge.
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7 Results

The results of the four studies (I-1V) are first briefly presented in turn. Sub-
sequently, the usefulness and importance of web-based counselling from a
patient perspective is described; the result is derived from a synthesis of the
studies I-1V.

7.1 Study |

The results showed that 36% of patients had symptoms of anxiety, whereof
23% were categorised as having a risk for disorder and 13% had a probable
disorder. 32% had symptoms of depression, 19% at risk for disorder and
13% had a probable disorder. The mean value for anxiety was 6.1 (SD = 4.3)
and for depression 5.5 (SD = 4.0).

A group comparison showed that middle-aged women (30-49 years) were
more likely to exhibit symptoms of anxiety. Nothing more than age (30-49
years) was associated with depression.

Associations between physical health status, insomnia, mastery, and infor-
mational/emotional support were mainly assessed as moderate (ry = .21 -
.40), according to Spearman correlation analyses. Only the association be-
tween physical health status and informational/emotional support was not
significant (Table 2).

Table 2. Outcomes and correlations between independent variables within
patients with haematological diseases (N=120)

Physical
health Info./emo
m sd status  Insomnia Mastery  support

Physical health status 37.2 11.1 2.00

Insomnia 50 238 -.32%* 1.00
Mastery 203 3.9 A40** -21* 1.00
Info./emo support 77.9 15.7 .10 -.35 .35%* 1.00

*p<.05, **p <.01
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A logistic regression analysis revealed that low mastery and high levels of
insomnia were associated with anxiety; the OR for insomnia was 1.3 and for
mastery 0.7. Low mastery and low levels of informational/emotional support
were associated with depression; OR for mastery was 0.7 and for informa-
tional/emotional support 0.9. The Nagelkerke R2 was .37 and .48 for each
model respectively (Table 3).

Table 3. Results of logistic regression analysis for patients’ levels of anxiety
and depression (N=120)

Anxiety Depression
Variable B S.E. p Exp(B) B S.E. p Exp(B)
Physical .046 .027 .09 1.048 -034 .030 .27 .967
health
status
Insomnia .265 108 .01**  1.304 211 113 .06 1.235
Mastery -316 .080 .00** 0.729 -327 .088 .00** 721
Info./emo.  -023 .016 .16 0.977 -052 .020 .01**  0.949
support
**p<.01
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7.2 Study Il

The results revealed three main themes with additional subthemes; these are
presented in Table 4.

Table 4. The results in terms of main themes and subthemes

Results
Main themes Subthemes
Preferences and characteristics Appreciate the opportunity for
of the individual written communication
To experience motivation for
web-based support
To experience eligibility to
web-based support
A clear context of web-based A clear goal with and content of
support web-based support
A clear allocation of responsibilities
around obtaining web-based support
An incorporated use of A system adapted to the individual
web-based services A system coherent with the

healthcare activity

The first theme describes that certain preferences and characteristics of the
individual user are crucial as to whether web-based communication for sup-
port is perceived as useful. To feel comfortable with and to appreciate the
potential of the writing process are conditions for making use of the web-
based communication. Another aspect is to being able to self-identify an
unhealthy condition or situation and experience a need for support. Being
motivated and considering oneself as entitled to support are also fundamen-
tal prerequisites to using web-based communication.

A clear and effective organisation around psychosocial support efforts in
general is another prerequisite. Content and goals with the supportive com-
munication must be clear for the user to understand to what purposes it could
be used. Moreover, the responsibilities must be clearly defined to understand
the structure and enable the transformation of opportunities into practice. To
facilitate the realisation of support, an opportunity for two-way contact
would have been preferable instead of letting all responsibility for contact
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being placed on the patient or family member themselves, as this can be
perceived as burdensome.

The use of web-based communication must also be a convenient and natural-
ly incorporated part of both individual and organisational use of the Web in
general. This incorporation is considered to take time, as it is understood that
adapting new ways for communication is a slow process. To make it natural
to seek out information or support over a web-based communication chan-
nel, healthcare needs to provide a range of web-based services. As it is natu-
ral to be familiar with the staff at the clinic, knowing the responding nurse
also contributes to use of a web-based communication service.

7.3 Study llI

The result is expressed as five partial interpretations related to web-based
communication: a space to have their say, a consolidation of a matter, an
extended caring relationship, access to individual medical assessment, and
an opportunity for emotional processing. Finally, the main interpretation
gives a comprehensive understanding of the phenomenon.

Web-based communication for support means a space for patients to have
their say as there are fewer prohibitive factors in an asynchronous and face-
less conversation. There are no time constraints, and therefore patients can
feel they have undisturbed and unlimited time to express themselves at an
optional time point. There are also reduced demands on adaption to what are
conventional norms in oral communication. Oral conversation normally
weaves back and forth in a sequence of one thing leading to another, but a
written message does not have to be either continuous or adapted to such
surrounding conditions. There is lesser need to take into account if one takes
enough or too much “space” and the facelessness protects the person from
being susceptible to signs of “‘disturbing’’ the other conversant.

As the written word endures, the patient’s question or concern rendered
permanent, meaning that the conversation cannot be lost or forgotten, it gets
“consolidated”. Writing is an opportunity to become aware of what really
constitutes the concern, and carefully choosing a formulation that one can
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revisit and revise. The message becomes indelible for the responding nurse
and as the response remains, too; it is possible to read through several times.

An extended caring relationship can be enabled by the fact that the dynamics
in the written media offer an unhindered opportunity to tell about and share
one’s experiences, even outside hospital. That the responding nurse is famil-
iar means that the communication provides a relationship that extends be-
yond hospital boundaries.

Having access to medical judgment or advice in correspondence, apart from
the ordinary hospital visits, means an additional way to ask for medical ad-
vice. The web-based communication means an opportunity to ask questions
but also explain a health condition without having a specific question.
Knowing that the potential for medical assessment exists may be sufficient
for creating a sense of security.

The meaning of emotional processing refers to the room for reflection in
conjunction with the writing, which may increase the understanding of one’s
self or one’s own situation. It can also be experienced as an alleviation of a
burden to put what is emotionally difficult into words, and receiving con-
firming feedback can create a feeling that someone really knows and cares
about how you are doing; nevertheless, there is also a risk of not feeling
understood.

The main interpretation indicates that the patient’s influence on the commu-
nication is strengthened as the communication is asynchronous, faceless, and
written. Instead of being dependent on the nurse’s everyday working condi-
tions, the communication is lifted out of this immediate context and has its
origin, to a great extent, from the patient’s position. Furthermore, the patient
is under some protection by the lack of visibility and therefore less vulnera-
ble to the risk of being uncared-for, in the form of a rejection response (in
the facial expression or intonation). The increased, and in some sense con-
stant, access to healthcare professionalism in terms of personal involvement
and medical competence can imply a feeling of safety.
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7.4 Study IV

The results from this study show that there are multiple points in common
between Swanson’s Theory of Caring and what is possible within the web-
based communication (Table 5).

Table 5. The primary content of Swanson’s theory and a summative analysis

of how the web-based communication corresponds to the theory.

Swanson’s Theory of Caring

Web-based communication

Compassion:

Knowing

Knowing refers to the nurse’s
endeavour to understand a situation
according to its meaning to the
patient as a unique individual.

Compassion:

Being with

To be with involves the nurse
giving of herself and providing
physical, psychological, and emo-
tional support to the patient.
Professional competence:

Doing for

Doing for implies the nurse doing
what the patient cannot do for him-
/herself given the actual illness
situation.

Professional competence:
Enabling

Enabling is about how the nurse
empowers the patient by facilitat-
ing the path through the disease.
This means strengthening the pa-
tient’s participation by enabling the
patient to take control.

To uphold trust:

Maintaining belief

By striving to know, be with, do
for, and enable the patient, the
nurse can maintain the patient’s
beliefs. It is about holding patients
in high esteem and believing in
their ability to achieve their goal.

How the web-based communication is in conform-
ity with “knowing”

Patients share personal everyday life experiences or
thoughts, calling for feedback from the nurse. The
nurse in turn can articulate genuine interest in the
patient’s life as a whole, and thus evince human
compassion.

How the nurse’s “being with” functions in the use
of web-based communication

When patients expose their vulnerability and the
nurse responds in a supportive way by expressing
empathetic attention and confirmation, being with
becomes possible.

The process “doing for” through web-based com-
munication

The responding nurse is limited to organising practi-
cal arrangements like phone calls, referrals, etc., after
explicit requests from the patient or if the patient is
considered in need of it.

How the web-based communication permits “ena-
bling”

The nurse’s transferring requested information (e.g.
about the disease) in order to strengthen the patient’s
control of the situation. To enable is also about giving
advice on managing emotionally difficult situations
and thus strengthening the patient’s ability to cope.

How the nurse can maintain a patient’s belief by
use of web-based communication

Maintaining beliefs presupposes that the patients
reveal their innermost thoughts in the case of mean-
ing. The nurse then gains an opportunity to encourage
the patients’ self-esteem.
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Nursing compassion substantiates when patients share personal matters and
the nurse receives an opportunity to explicitly display genuine interest and
understanding.

Knowing can be made possible for the nurse by the patients’ sharing parts of
their everyday life. Patients explicitly express not only illness-related issues
but also what happens in everyday life in the written messages. This can be
seen as an invitation from the patient’s side for the nurse to gain insight into
the patient’s life and thus becomes an opportunity to understand the patient.

For the nurse, being with is possible when patients write about health and
wellbeing. Similarly to sharing how everyday life is progressing, patients
communicate physical, emotional, and social worries. Through explicit ex-
pressions of confirmation and validation of the patient’s experience, the
nurse can “be with”.

Nursing competence appears when patients ask for or are in need of infor-
mation, advice, and emotional support. The nurse can uphold trust when
compassion and competence is attained and patients share their innermost
feelings.

Because of the physical distance and time delay, the nurse’s tangibly doing
for, such as daily care activities, is not possible. Nevertheless, patients’ ex-
plicit requests for direct actions make some kind of doing for possible.

The nurse’s ability to enable the patient’s sense of control of the situation is
achievable when patients request information and advice about how to do the
right thing in relation to their illness. This is evident by patients’ asking
questions related to physical concerns but also by exhibitions of emotional
worries. A supportive response can be a combination of confirmation of
what is bothersome and information that can ease anxiety.

The need for the nurse to maintain beliefs becomes apparent when a patient
articulates a lack of hope and faith. To respond to an explicit expression of
lack of hope is about being both realistic and conveying a sense of self-
confidence.
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7.5 Usefulness of a web-based counselling ser-
vice

Usefulness relates to questions of for whom the web-based counselling is
appropriate or suitable, when or to what purposes it is used, as well as under
what circumstances it is usable.

For whom web-based counselling is appropriate

The question of for whom a counselling service is useful has to do with what
support needs the individual has (I1). From an external perspective, it is the
patients who exhibit symptoms of ill health who are in need of support. This
need is expected to be reinforced if the demonstrated ill health is combined
with low internal resources and/or low levels of external support. The first
study revealed that females in the age group of 30-49 distinguished them-
selves as particularly vulnerable for experiencing anxiety. In addition, it
seems reasonable that those patients having a lower sense of mastery, in-
creased insomnia, as well as low level of informational and emotional sup-
port, also are vulnerable for experiencing anxiety and/or depression (1).

On the other hand, as the service is patient-driven, an external judgment of a
patient’s need for support is not decisive. The individual must experience a
need and also have a motivation to actively seek support. For the supportive
communication to be realised, the individual must identify the concern, ex-
perience a desire for support, feel entitled to the resources, and then request
what the service offers (I). This is also confirmed by the main reason stated
by patients for declining to participate in study HI/IV: not experiencing a
need for support.

There must not be a contradiction between an external assessment of support
needs (due to symptoms of ill health) and the individual’s own motivation,
but these may reasonably coincide. In addition to the issues of ill health,
need, and motivation, some individual preferences and characteristics are
necessary for the web-based counselling to be seen as useful. To be comfort-
able with the written media is a condition for appreciating the service (lII).
Some patients simply prefer to write rather than make phone calls. One sig-
nificant reason for appreciate writing is the sense of getting the space to say
what one wants to say without disturbing the healthcare personnel. The fact
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that the communication is both asynchronous and faceless seems to limit
some prohibitive factors that normally exist in oral conversation (I11). Like-
ly, users are thus those who appreciate the writing process in itself and the
sense of anonymity it means to not have to hand over their face or voice.
Probable users are also those benefitting from the practical surrounding cir-
cumstances: free space and no time limit.

When and to what purposes web-based counselling is used

The service is used when the patient is not in hospital, as the only alternative
to the phone. Thoughts and worries tend to occur between visits, particularly
when treatment is not very intensive, and it is time for the patient to relax. It
is possible to send a web-based message when questions or concerns arise
while being at home and when it suits patients (1, 111). Those patients diag-
nosed between 13-36 months previously were significantly more frequently
seen in the category with symptoms of anxiety (). It is not self-evident how
to interpret this, but one can reasonably expect that different stages in the
disease and the treatment affect patients’ need for support when at home.
The time after completion of the medical treatment is for example highlight-
ed as especially difficult as it is time to return to everyday life (I1).

Requesting disease-oriented medical information is one way to make use of
the counselling service (11, 111, 1V). Another use is to put into words what is
hard and then send it to someone else, thereby reliving oneself of the burden
(11, 11). To narrate about more everyday life (IV), to share emotions and
receive emotional support, are additional purposes for using a counselling
service (I11, V).

Under what circumstances is web-based counselling useful?

For a web-based counselling service to be useful, certain prerequisites within
the organisation must be met in addition to the necessary personal character-
istics of the users previously mentioned. The service must be part of a com-
prehensive set of offered supportive activities. The function and objective of
not only the counselling service but the whole range of psychosocial support
that is offered should be well-defined. Otherwise, the web-based service is
solitary and without anchorage and it is unclear what is reasonable to expect
or request from it for the patient (11).
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Similar to being part of a comprehensive supply of psychosocial support
activities, there needs to be a comprehensive inventory and use of web-based
services (e.g. an informative website and additional communication func-
tions) with which the counselling service can be associated. This condition is
important for the whole communication system (Mina Vardkontakter) and
the specific counselling service in order to become a natural path for com-
munication or the handling of healthcare matters (I1).

Under current research circumstances, patients were given an opportunity to
create a relationship with the responding nurse. It is not impossible that this
was an additional necessary circumstance for use by certain patients.

7.6 The importance of web-based counselling

The importance of web-based counselling refers to its meanings and conse-
guences as experienced by patients.

Meanings of web-based counselling

The counselling service means a possibility for patients to initiate and direct
the communication and, without hindrances, focus on what they consider
important (111). The fact that the patient controls the service does, however,
not only entail benefits; it requires the ability to self-identify the problem or
assess one’s own need for support, as well as the strength to take that initia-
tive. For those not having these strengths, it is difficult to achieve the mean-
ing of having this free space (II).

Web-based communication means decreased demands related to what is
proper according to ordinary social conventions, perhaps important in light
of the greater demands resulting from patients’ taking responsibility for the
communication to occur in the first place. Social conventions such as taking
an appropriate amount of space as in an oral conversation can be overridden
by the lack of time restrictions and there being no face-to-face meeting (ll1).
That the communication is not restricted by time and patients choose when
to write, implies convenience and a sense of independence in relation to time
(1, 11). It also means a possibility to take as much time as wanted, with a
lesser risk of feeling bothersome (l111). The facelessness means the patients

are less vulnerable to the responding nurse’s reactions. In physical meetings
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and during phone calls, there is a risk of not being treated well, which the
patient is somewhat protected from in the web-based communication (I11).

The communication within the counselling service can be experienced as
emotionally supportive. The self-reflection inherent in the writing process
may increase the understanding of one’s self or one’s own situation (I11).
Instead of going home and brooding, it can be experienced as an alleviation
of a burden to put what is emotionally trying into words (11, 111). A support-
ive response to emotional concerns can be a combination of confirmation of
what is bothersome, information in order to ease worries, and attempts to
reinforce the patient’s trust in his or her own ability (IV).

In addition to emotional support, the counselling service means access to
nursing competency, including individual medical assessment and by exten-
sion, help with practical concerns (I11, IV). Besides, it may entail a sense of
safety to have this additional constant access to medical advice in corre-
spondence form apart from the ordinary hospital visits (111).

That the messages in written text endure means the patient’s issue becomes
indelible for the responding nurse (111). That in turn means the nurse is obli-
gated to deliver both adequate information and a caring response. A failure
in this regard becomes very apparent and can mean an obvious risk for non-
caring (1V).

Web-based counselling—consequences for the patient

According to data from the comprehensive RCT study®, no evidence was
given for the hypothesis that the web-based counselling contributes to in-
creased mastery or social support, nor lower levels of psychological distress
or insomnia, that is; there were no significant differences in change in any
measure.

However, there are some qualitative data that support that the web-based
communication may have consequences for the patient. The counselling
service, according to the qualitative results, increases the availability to pro-

® Variables between intervention and control group were tested for significance. Due to small sample
size, short intervention time, and the relative weakness of the intervention, these results were not consid-
ered publishable.
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fessional caregivers’ competence and caring approach (11, I, 1V). This was
yet not validated by the data measuring patients’ perceived levels of access
to informational and emotional support.

With reference to what is communicated, asking questions and receiving
information (111, 1V), one reasonable consequence is that users become more
informed. Patients being better informed or more knowledgeable can form
the basis for an increased sense of control/mastery. However, there is no
quantitative data showing that the web-based counselling increases mastery.

The communication accommodates sharing emotions, emotional confirma-
tion, and validation (111, 1V). The inherent aim within such processes is to
relieve distressful feelings, something that is also expressed by the inform-
ants (I11). One probable consequence, in the long run, could be alleviated
distress or symptoms of illness. Then again, there is no quantitative data
supporting that use decreases levels of anxiety, depression, or symptoms like
insomnia.
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8 Discussion

This session consists of two parts: discussion of the method and of the result.
Methodological considerations are structured out of different aspects of the
concept “quality”. Research is characterised by a systematic search for
knowledge, which aims to arrive at knowledge that is as trustworthy as pos-
sible, and this depends on the quality of this systematic process. The result is
discussed on the basis of what new knowledge has been generated.

8.1 Methodological considerations

Quality in research is commonly described in terms of different concepts
within quantitative and qualitative research: internal validity/credibility,
external validity/transferability, and reliability/dependability. In common for
the concepts is the objective to serve as a basis for judgment whether the
results are trustworthy or not, and to what extent the results can be assumed
to apply to other contexts. An evaluation of the quality of the four studies is
made based on the aforementioned aspects: internal validity/credibility, ex-
ternal validity/transferability and reliability/dependability.

8.1.1 Study |

Internal validity
Internal validity refers to absence of systematic errors (bias) in quantitative

research. Good internal validity means that what we intended to measure
really was measured (Creswell, 2009). The first threat to internal validity is
the cross-sectional design, in comparison to a longitudinal design, as there is
a lack of clarity about which variable is the cause and which is the effect.
The researcher’s understanding and choice of relevant predictor and con-
founding variables is therefore important for internal validity, according to
Burns and Grove (2005). The variables were chosen at an early stage and
primarily based on the purpose to study the effects of the counselling inter-
vention. To examine the variables’ interrelationships was a decision that
came later, and in hindsight they were not optimal in order to “identify vul-
nerable individuals” in clinic care; for health care personnel to be watchful

52



of individuals with low internal resources is perhaps difficult and thus im-
practicable. The existence of confounding variables, e.g. disease progression,
influencing the dependent variables is also probably high.

Internal validity in this study is also determined by the specific measure-
ments chosen. As both MISS (Broman et al., 2008) and HADS (Vodermaier
and Millman, 2011) are used as clinical diagnostic tools, they can be consid-
ered as relatively secure in terms of accuracy in grasping the actual phenom-
enon being studied. HADS is a frequently used questionnaire and the results
are therefore comparable with those from other studies. The cut-off chosen
for HADS was in concordance with a recommendation by Bjelland et al.
(2002).

To measure quality of life is generally more controversial because of diffi-
culties in finding good operationalisations of a comprehensive concept such
as “quality of life” (Walters, 2009). The study focussed only on the physical
health component in SF-12 and not the total score. This choice was based on
searching for a measure of physical health as a description of the progression
of the illness. In hindsight, a better choice for this purpose could have been
to measure performance status, e.g. Karnofsky Performance status, which
measure patients’ physical ability to survive severe treatment (Karnofsky et
al., 1948).

The Pearlin Mastery Scale is a questionnaire based on an operationalisation
of a very elusive phenomenon: sense of mastery. Originally, the scale was
developed for healthy individuals, and as such mastery is a state and not a
changeable trait (Pearlin and Schooler, 1978). In the context of diseases,
mastery, however, is believed to be disrupted (Pudrovska, 2010). In the be-
ginning of this research project, this questionnaire was therefore considered
appropriate for measuring mastery as a trait possibly strengthened by support
from a counselling service. Although there was some support for the ex-
pected associations between mastery and the other variables, | today consid-
er this as an unsuccessful choice. As mastery is so closely related to person-
ality, it is doubtful whether any support can make a patient feel control of a
future threatened by a disease that is not self-inflicted (such as e.g. lifestyle
diseases).
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MOS-Social support scale measures the access to support that individuals
perceive themselves as having. The sub-scale of interest in this study was the
one measuring informational/emotional support because this was what the
counselling service intended to bring. Given the discussion of needs and
motives for support, it would have been more valuable to measure “desire
for support” rather than levels of existing support.

External validity

External validity is about the extent to which study findings can be general-
ised to the population from which the sample was drawn (Creswell, 2009).
Internal validity is a prerequisite for external validity. As this is highlighted
as a weakness in the present study, the external validity is also affected.
Moreover, external validity can be promoted by appropriate sampling strate-
gies and high response rates (Kazdin, 2003). The sample within this study
was a convenience sample and not an independent random sample, which
would have been preferred in order to be able to draw inferences about the
prevalence rate in the population. The relative similarity with other studies’
results possibly testifies that the sample was still somewhat representative.
The assessment of associations is less influenced by the sample strategy, and
the external validity in that regard is therefore not threatened in the same
manner.

Reliability

Reliability refers the result is being developed in an accurate way, with no
uncontrolled error. In quantitative research, reliability is equal to reproduci-
bility (Kazdin, 2003). The reliability in terms of internal consistency was
calculated but only reported for the questionnaire measuring information-
al/lemotional support, though this measurement demonstrated probable re-
dundancy (Cronbach’s alpha = .96), and ceiling effects (the distribution was
skewed to the left). The other questionnaires demonstrated no obvious
weaknesses in terms of reliability. In the Mastery scale, two of seven items
are negatively expressed, meaning they include the word “not”, which is not
recommended according to Streiner and Norman (2008) as this makes it
difficult for the respondents to understand how to respond. Moreover, there
iS no direct reason to suspect weaknesses in the reliability.
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8.1.2 Study Il

Credibility

In qualitative research, “credibility” is normally used interchangeably with
internal validity. Credibility refers to how the research process addresses the
intended focus and the consistency and richness of the findings (Guba and
Lincoln, 1982). An established relationship of trust between the informant
and researcher can enhance the credibility (Lincoln, 1995). In this regard my
own, albeit outdated, experience of haematological care may have been posi-
tive for the credibility of my interest in and understanding of the patients’
stories. Credibility can also be ensured by data triangulation, or “member
checks” (Lincoln, 1995). Member checks (i.e. control of how the informants
“recognise themselves” in the outcome of the analysis) were not utilised in
this study. However, in the synthesis in the overall thesis, there is a mixture,
i.e. triangulation, of perspectives that might strengthen the credibility in
some parts of the results. As a doctoral student, you are under the scrutiny of
supervisors, which also can be understood as a sort of monitoring of the
credibility.

Transferability

Transferability is about to whom the results can be applied. By presenting a
thick description of the settings and methods, the transferability to other
contexts can be determined by the readers (Lincoln, 1995). For obvious rea-
sons, it is therefore difficult to be self-evaluative in terms of transferability.
The sample is heterogeneous, as patients, family members, diagnoses, and
other disease characteristics vary. This may create a lack of clarity about
who the results are valid for, but at the same time it may possibly widen the
borders for the transferability.

Dependability

Dependability refers to factors of stability in the design and the performance
of the analysis process (Guba and Lincoln, 1982). It can be established by, in
detail, reporting the research process in the study to enable an external re-
searcher to repeat a somewhat similar process. According to Graneheim and
Lundman (2004), interviewing is an evolving process during which the in-
terviewer acquires new insights into the phenomenon of study that can sub-
sequently influence follow-up questions. This evolving process was certainly
the case in study Il. The purpose of this study came to cover two perspec-
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tives: demands on the organisation and conditions within the individual user.
Having two foci may have impeded the dependability. In a content analysis,
the coding process is about organising quantities of text into logical patterns
of fewer classifications. Well-saturated data facilitates such categorisation
and abstraction (Elo et al., 2014). Data from eleven patients and six family
members was a mixture of entrances to a two-tier phenomenon, which rea-
sonably complicates the dependability.

8.1.3 Study Il

Credibility

To understand is, according to Gadamer (1994), to be able to apply a certain
meaning to a situation or phenomenon. Our pre-understandings are neces-
sary conditions of understanding; therefore all understanding presupposes
interpretation (Ibid.). As a consequence of this epistemology, the analysis
process is in a way reversed relative to content analysis. The hermeneutical
circle is about starting with a vague anticipation of the whole that is revised
the more we engage with our data. This meant the suggestions of partial
interpretations (patterns of parts/themes) was not primarily derived from
data, but initially more from the researcher’s mind and understanding, and
then validated back against the data. Larsson (2005) says that a result’s rich-
ness in meanings is fundamental to its credibility: the more nuances high-
lighted, the greater precision in the interpretation, without losing the re-
quirement of a clear structure (Ibid.). The results are quite close to data that,
in combination with several quotes, might give the reader a rich picture of
the phenomenon in focus. On the other hand, the interpretations are not very
ventured or innovative.

Transferability

In order to transfer the results from study 1l to other situations, it is neces-
sary to keep in mind that extra time and resources related to the provision of
counselling were added. Participants’ exhibited problems are reasonably
typical of the patient group (anxiety, depression, physical problems, and
medical questions). Yet the participants received additional information
about the intervention and were explicitly encouraged to use it. Such circum-
stances led, as one would expect, to more frequent use than would otherwise
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have been the case. On the other hand, what is transferable from the result
are the possible meanings rather than the frequency of use.

Dependability

An insight into the researcher’s preconceived ideas should be of importance
for the judgement of the result’s dependability (Larsson, 2005). As in most
intervention studies, there was an expectation of positive experiences of the
web-based counselling service. It is not impossible that this expectation, in
combination with grateful informants, steered the result in an overly positive
direction. To be self-critical, that the web-based communication lacked non-
verbal cues and that the time-delay could be considered aggravating, were
not focussed on in the analysis for further discussion.

8.1.4 Study IV

Credibility

In a deductive content analysis, the credibility is steered by the structured
matrix used for the analysis. Hsieh and Shannon (2005) state there are some
inherent limitations in approaching the data with somewhat strong bias. They
argue that the researcher might be steered to search for only evidence that
supports the theory (Ibid.). One can also consider credibility in a deductive
procedure as similar to how internal validity is achieved through use of a
measurement in quantitative research. Does the chosen theory really grasp
what is in focus for the study? I think it does, but at the same time, different
caring theories could have been used for the same purpose.

Transferability

As the analysis focussed on principals of content and how things are ex-
pressed and responded to rather than typical “haematological concerns”, the
results can be valid for also other healthcare context. The transferability can
therefore be considered to be fairly good.

Dependability

The precision of the results is perhaps more evident in a deductive analysis,
as the same analysis is quite easy to reproduce in comparison to an open-
minded analysis. Swanson’s theory was used as a tool, and this tool remains
for future research as well.
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8.1.5 A summation of the quality of the studies

In conclusion, the internal validity/credibility of the studies has been affected
by the phenomenon: the counselling service, during the current research
circumstances as it developed and became more personalised than expected
from the beginning. More resources than reasonable in a standard care ac-
tivity were applied to research participants; therefore, a relationship was
created between the responding nurse and the participants. It motivates the
question: What has actually been examined? If we are open to understanding
the phenomenon on the basis of these assumptions, the results are still rea-
sonable due to, for example, consistency with other research findings.

How the studied phenomenon is defined also affects the external validi-
ty/transferability: for whom are the results valid? Besides the first study, the
results of which are linked to the specific diagnostic group, the other results
can possibly be transferable to other critically ill patient groups and
healthcare clinics.

Finally, the reliability/dependability of the results can be considered to be
strengthened by several studies focussing on the same phenomenon, alt-
hough this has evolved.

8.2 Discussion of the results

The aim of research activity is to gain knowledge, first and foremost new
knowledge: to shed light upon something we did not know very well before.
After the discussion of usefulness and importance, there is a brief reflection
on the connection to theory. The final goal is that the new knowledge can
function as a basis for improvements of reality, i.e. clinical practice. The
latter is presented as clinical implications. Lastly, proposals are presented for
future research.

8.2.1 Usefulness of a web-based counselling service

For whom web-based counselling is appropriate
The first section of the result concerns the question of for whom the web-
based counselling can be useful. Knowledge on which patients a web-based
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counselling service can reach and not is important as this can form the basis
for how to propagate such a service. It also gives a clue as to which patients
to be extra watchful for, as they probably will not make use of such a service
and hence might need to be encouraged to use other support resources or
channels for communication.

The patient experiencing illness is part of the answer to the question of for
whom web-based communication can be useful. Newly diagnosed middle-
aged females appear to be an exposed group for exhibiting symptoms of
anxiety according to this result, similar to other research as well (Linden et
al., 2012). Having symptoms of insomnia, a lower sense of mastery, and
perceiving low level of informational/emotional support are also risk factors
for developing distress, according to study I. This is in some agreement to
also other research; a review by Allart et al. (2013) demonstrate that sense of
coherence, self-esteem and health locus of control, certain coping strategies,
and social support are associated with better quality of life among patients
with haematological diseases. Specifically mastery has been found to be a
significant predictor of pain resolution status (but not fatigue) among pa-
tients with cancer (Byma et al., 2009). The variable social support has prov-
en to be associated with better quality of life and lower levels of fatigue in
patients with Hodgkin’s Lymphoma (Soares et al., 2013).

In addition to viewing the results from a clinical perspective, there was a
desire to test the suitability of the variables as outcome measures in an ex-
perimental trial of the web-based counselling service. One late objection,
supported in previous research, is that mainly mastery (Hochhausen et al.,
2007; Neipp et al., 2007) but also support (Linden and Vodermaier, 2012)
are difficult concepts to measure and interpret. Instead Ventura et al. (2013),
argues supportive interventions should be evaluated according to the
theoretical basis for the change inherent in the specific support inter-
vention. Thus one conclusion is that concepts more clearly related to the
web-based counselling service, could be recommended. An evaluation could
focus on e.g. the availability of information/contact, or satisfaction and trust
in what is communicated.

As the studied counselling service is patient-driven, the next question ad-
dressed in the result concerns which patients experience a need for support.
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Linden and Vodermaier (2012) point out that it is when there is a mismatch
between desired and perceived support that an experience of need arises. If a
need is experienced, it must be combined with a motivation to actively reach
out for support for a web-based counselling service to be useful. Taken to
extremes, neither symptoms of ill health, experiences of illness, nor mis-
match between desired or perceived support is equivalent to being motivated
to actively reach out for support. Prior research presents different results on
what characterises those who actively make use of a web-based channel for
support: McDowell et al. (2011) found that female gender and a more posi-
tive attitude to help seeking characterized those (patients with cancer) who
were more likely to utilize support. Bgrgsund et al. (2013) demonstrate that
users of an e-message function within a multifunctional supportive applica-
tion are characterised by high levels of depression and symptom distress and
low levels of support. But Nijland et al. (2011), on the other hand, show that
such support (provided to patients with diabetes) is most frequently used by
those with least health problems, in combination with high education.

It seems fair to assume, from the results of this study in combination with
prior research, that those who are females, younger, experiencing somewhat
distress or illness, and having lower levels of mastery and/or information-
al/lemotional support possibly can find a web-based counselling service use-
ful. Being comfortable with writing may well be consistent with a high level
of education. Consistent with the latter, Paul et al. (2011) demonstrate that
access to the Internet and likelihood of using the Internet to search for in-
formation was associated with higher education among patients with haema-
tological cancer. Higher education, as well as lower age and higher income,
were significant factors for cancer patients’ willingness to use e-mail com-
munication with the healthcare providers according to a study by Dilts et al.
(2009).

Not wanting to be bothersome also seems to be a characteristic for some
patients who experience the web-based support as useful. This is consistent
with psychological reasoning about personality and Internet usage, wherein
introverted people can prosper thanks to the secure environment that the
faceless asynchronous meeting confers (Amichai-Hamburger, 2005).
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Taken together, one conclusion based on this result in combination with the
study by Paul et al. (2011) is that healthcare needs to be vigilant regarding
vulnerable individuals as well as to offer a wide range of supportive activi-
ties. Such a strategy enhances the ability to capture patients with different
kinds of ill health, unmet needs, different communication preferences, per-
sonality, and capacity to reach out for support.

Family members were only included in one study (I1), but form a group that
experiences psychological distress at levels comparable to or higher than the
patients themselves (Beattie and Lebel, 2011; Molassiotis et al., 2011; Rhee
et al., 2008). The result by Molassiotis et al. (2011) also demonstrates that
one-third of family members experience unmet needs, in comparison to one-
fourth of patients. According to study Il, family members perceive them-
selves to be less eligible for support, as it is the patient who should be in
focus. This is close to “not wanting to be bothersome”, and therefore why a
web-based medium might make it easier for family members to get in touch
with a supportive nurse. Kinnane and Milne (2010) summarise the Internet
use of informal carers to patients with cancer, and declare they search for
information and support mainly via the public Internet and support groups,
but they desire to a greater extent contact with the patients’ formal caregiver
via e-mail. A study by Merckaert et al. (2013) indicates that family mem-
bers’ desire for support is negatively associated to age and education, but
increases with higher levels of distress. These are obvious reasons to exam-
ine how this group as well can be given access to web-based support without
using the patient’s identity, as well as usefulness and importance from their
perspective.

When and to what purposes web-based counselling is used

Another aspect of usefulness is the question of when the service is used.
From a national political perspective, there is great anticipation that IT solu-
tions will increase the availability of care for patients (Socialdepartementet,
2005). This is mainly related to patients outside of hospital. The telephone
has existed for a long time for that purpose, but there seems to be significant
differences between written, asynchronous contact and spoken contact in
real time. The current results demonstrate that some differences seem to
exist regarding freedom in time and space and the sense of anonymity, as-
pects also confirmed in prior research (Moore and Sherwin, 2004; Wibe,
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Hellesg, et al., 2012). Technical access to the Internet has been an earlier
issue (Socialdepartementet, 2005), but in Sweden this is a rapidly decreasing
problem. Digital access has been discussed as an ethical issue, wherein those
who have not adapted information technology are described as undemocrati-
cally excluded (Cullen, 2001). Such reasoning, however, presupposes that
the technology will replace existing opportunities for contact, which in all
likelihood is rarely the intention. Rather, alternative channels of contact
should be seen as a way to satisfy more individuals’ different preferences,
and thus defend democracy or fair access.

To what purposes the service is used also has to do with usefulness. To ask
for medical information is quite straightforward, and is also consistent with
how the studied service was actually used. This particular use is expected,
uncontroversial, and requested (Eysenbach, 2003). The results demonstrated
an additional area of use: writing in order to narrate and express emotional or
social concerns. This use is also in some accordance with existing research
(Grimsbg et al., 2011; Grimshg et al., 2012). To advance the state of
knowledge, we still need to find out more about what is required for such use
to be realised, given that we consider such use positive. This argument is
further developed below.

Under what circumstances web-based counselling is useful

The last aspect of usefulness concerns under what circumstances a web-
based counselling service is useful. Increasing access to emotional support
and information is a recurrent clinical implication in studies exploring unmet
needs among patients with haematological diseases (Hall et al., 2014; Swash
et al., 2014). This is somehow easy to conclude. According to the results
from this thesis, it seems to be a bit more complicated to realise supportive
actions. Supportive communication through a web-based counselling service
requires that users, besides being able to identify the own needs and being
motivated, understand the structure of how support is realised. It does not
seem to be enough to make such a feature available; to achieve true function-
ing there needs to be a clearly defined structure of supportive resources and
an overarching context of Web services.

For that purpose, it is important to consider where in the healthcare structure
this function should be positioned. A counselling service is almost by nature
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open and accessible for any patient registered at the clinic, as it should be.
Under these research conditions, however, all enrolled patients formed to
greater or lesser degrees a relationship with the responding nurse. This is
hardly possible within a central counselling service in a real-life scenario,
and is also highlighted as a problem according to transferability in study I1l:
Under what circumstances and for who is the result valid? We need to sepa-
rate and explore more specifically what it takes to provide “unrestricted clin-
ic-based web-based counselling” and “web-based communication with a
known nurse” respectively.

8.2.2 The importance of web-based counselling

The abovementioned relational factor with impact on transferability; if pa-
tients have a relationship with the responding nurse, or not, has also influ-
enced the found meanings. Some identified meanings and consequences
certainly derive from web-based counselling with a traditional central loca-
tion on a clinic, reachable for a large number of patients. But other meanings
are reasonably influenced by the relationship which developed between the
project nurse and the recruited participants. This is important to keep in mind
when discussing meanings and consequences.

Meanings of web-based counselling

The absence of time pressure and sense of unlimited space within the web-
based communication enable the patient to steer and direct the communica-
tion, to focus on what the patient wants to share. Due to social conventions,
this is not self-evident during physical face-to-face meetings. The positive
aspect of the sense of “anonymity” being associated with not having to re-
veal one’s face is documented; it can invite a patient to go straight to the
point and disclose what is bothersome (Baker and Ray, 2011). In a similar
way, online counselling within the field of psychology is proven to allow a
disinhibition which facilitates patients’ expressing openly, and reducing the
anxiety surrounding certain issues (Richards and Vigand, 2013).

From a caring perspective, the personal meeting is considered as the core of
nursing care (Dahlberg and Segesten, 2010; Peplau, 1952; Swanson, 1991;
Watson, 1988). Explicitly or implicitly, this refers to physical meetings in
real time, as it involves, for example, body language and access to visual and
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verbal cues. That healthcare personnel experience compatibility between the
usability of a system and working practices is important for a successful
introduction and use of information and communication systems (Gagnon et
al., 2012). In the meantime, this result as well as others (Wibe, Ruland, et al.,
2012), demonstrate that communication within a web-based medium actually
has a potential to be caring. The result from the deductive analysis showed
several signs of congruencies between Swanson’s Theory on Caring
(Swanson, 1991) and how it is possible to communicate within a web-based
counselling service. Taken together, there seems to be a real opportunity that
nurses can find use of such communication as congruent with their core mis-
sion. But to what extent this necessitates a strong relationship between those
communicating remains unclear from this result.

A question that should be highlighted is whether the sense of anonymity is
possibly the same for the responding nurse. As courage is needed to confront
patients” existential concerns in traditional face-to-face encounters
(Kéllerwald, 2007; Thorup et al., 2012), encountering patients is perhaps
eased by a corresponding sense of anonymity for the nurse.

Emotional processing has a two-fold meaning: on the one hand, writing is a
reflective process, powerful enough in itself to be used as a therapeutic
method (Lepore and Smyth, 2002). On the other hand, to receive explicitly
expressed emotional support by the responding nurse, can mean being seen
(confirmed) and having one’s story validated. This is also a central part of a
caring approach (Dahlberg and Segesten, 2010). If the nurse fails in this
regard, i.e. does not see, hear, or take patients seriously, there is a risk that
patients feel neglected and poorly cared for (Ibid.). Since written words en-
dure, not only successful responses but also failures become exceptionally
obvious.

With regard to the risk for non-caring, the lack of knowledge that Schnur
and Montgomery (2012) highlight as hindering health professionals to en-
force web-based communication with patients does not seem unjustified.
Meanwhile, to achieve at least some degree of caring requires quite small
explicit expressions, one suggestion from study 1V is to: 1) See the person
behind the text; 2) Show interest and ask questions; 3) Share the tone in the
message, positive or negative; 4) Repeat, confirm and validate/guide further
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the patient’s experiences and emotions; 5) Encourage further contact; 6) Act
according to the patient’s request or suggest a different course of action.
These recommendations should be further researched and discussed with
clinical professionals to determine if they have bearing in practice.

Web-based counselling—consequences for the patient

In terms of consequences, the result demonstrates that patients experience
increased access to professional information and support; however, this
could not be shown in the quantitative data measuring these aspects of social
support. That the selected variables and measurements are theoretically
linked was a base point and this thesis has statistically confirmed some of
these associations, but not that the studied counselling service was a signifi-
cant influencing factor. Only two studies have been found that evaluate the
effects of web-based counselling/communication to patients with cancer: the
study by David et al. (2011) found no significant improvements in distress or
quality of life. Bargsund et al. (2014) found some effects on depression;
mean change -0.69, p < .03 on the Depression-scale in HADS. The effects
were, however, less than those found for use of a multifunctional system
including a similar communication channel and additional features.

Whether it is relevant to discuss consequences in terms of effects depends on
how we regard the examined web-based counselling service: as a healthcare
intervention or simply as an additional means for communication? If it is
seen as a distinct psychosocial supportive intervention, it could be evaluated
in a “traditional” manner: using a large enough and more homogenous sam-
ple, more appropriate variables, and an allocated and definite counselling
session with specific actions and well-defined objectives. Otherwise, if we
are interested in “web-based communication with a named nurse”, one pro-
posal is to place the possibility for such communication at the so-called con-
tact nursing level, i.e. patients can communicate with “their own” named
nurse. Then the question of consequences in terms of measurable health out-
comes will not be equally relevant as such communication becomes individ-
ually tailored and the objective is then less clear. The communication is like-
ly confounded by the physical meetings at hospital visits, as well.
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8.2.3 A reflection on the use of theory

Some different nursing or caring theories are referred to. Dahlberg and
Segesten (2010) and Watson (1988) are two examples of descriptive theories
that define the consensus concept of caring.

Peplau’s theory on interpersonal relations (Peplau, 1952) is referred to in
study 111, largely as an example of how the core in a 60-year-old theory is
consistent with what is described as central in a study of relatively modern
web-based communication: the relationship.

In study 1V, Swanson’s middle range theory on caring (Swanson, 1991) is
used to show how what can be performed via the web-based medium is con-
sistent with a quite classical definition of caring. Swanson is a follower of
Watson’s who is the creator of a grand theory in nursing telling what nursing
is, and what a nurse should work with, albeit at a high abstraction level
(Watson, 1988). The reconnection to the citation of Dahlberg and Segesten
(2010) in the discussion is intended to highlight the consistency between
what seems possible to achieve within web-based communication and more
traditional face-to-face encounters.

The actual use of theory, or rather theoretical concepts, is somewhat norma-
tive, i.e. empirical data are compared to theoretical definitions of ideal con-
ditions for caring. The intention is to show the correspondence between the
use of a web-based counselling service and caring, and it also confirms the
affiliation to the scientific field of nursing. Other terms, resources and symp-
toms, have been used to describe expected associations between causes and
effects inherent in the web-based counselling. This was due to the adjust-
ment to previous research and a wish to measure effects.
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9 Conclusion

The main conclusion is that there is caring potential within web-based com-
munication between patients and a responding nurse located at the same
clinic.

Some patients probably find a web-based counselling service useful; those
who experience distress while having low mastery and/or low levels of sup-
port and are comfortable with writing endorse using web-based communica-
tion for support. Appreciation of the practical benefits and the facelessness
inherent in the asynchronous meeting facilitates asking questions, narrating
concerns, and receiving emotional support outside the hospital.

Those patients capable of using the open-ended environment the web-based
communication entails can direct the communication without the restrictions
that ordinary social conventions require. The increased and constant access
to personalised information and caring communication can thus provide
patients with a sense of safety. The information per se and the emotional
processing has a potential to make patients more informed and to alleviate
negative emotions.

The written expressions of caring have, moreover, several similarities with
what is defined as caring in traditional physical meetings. The fact that the
messages are written, enduring text makes the patient’s issues indelible to
the nurse who is obliged to respond in an explicitly caring way.

Not all patients have the same preferences when it comes to communication.
The importance from a patient perspective can also differ, as not all patients
have the same need for support or caring communication. For a web-based
counselling service to be useful and effective, it must be part of a compre-
hensive set of supportive activities, which in turn must be fully clear to and
adopted by the users. When striving for patient-centred healthcare, alterna-
tive paths of communication and a variety of support efforts should, there-
fore, be provided to patients. When possible, this should be offered to their
family members as well.
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Where to place this communication in the healthcare structure is not unques-
tionable, either as a central counselling service or at a nurse-patient level.
Regardless of location, there are no longer any practical obstacles to provid-
ing either web-based counselling or web-based nurse-patient communica-
tion. On the contrary: the technical and legally secured solutions exist.

Finally, to achieve those advantages web-based communication can confer,
healthcare should make efforts to make such use possible. To successfully
encounter patients through a web-based medium, nurses need to learn to
convey and explicitly express a caring approach in written communication.
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10 Clinical implications

On the basis of this thesis, some suggestions can be made on how to improve
clinical care:

» Healthcare needs to be vigilant regarding vulnerable individuals. By
routinely identifying each patient’s health status, support needs, and
preferences for support, the realisation of supportive care is facilitat-
ed. Web-based counselling might be useful for some patients, but
healthcare should offer a wide range of supportive activities in order
to satisfy patients’ different preferences and needs.

» Introducing and enabling a possibility of web-based counselling give
patients a greater access to caring communication while being out-
side the hospital. Necessary is a clear structure of support resources
in general and web-services in particular for use to become a natural
activity. What support resources exist, what they consist of and
mean, as well as how support is realised, should be clearly described
to patients. Healthcare professionals should ensure that patients are
well aware of this. In the end, the structure of resources offered is a
guestion of leadership and strategic work with support to and reha-
bilitation for patients.

» Healthcare should be aware of family members’ needs as well, as
this is a vulnerable group and persons of great importance for the ill
patient. The minimum personnel can do is to ensure that also loved
ones understand what resources are available and how they used.

» Taking a patient perspective may mean deviating from an old-
fashioned nursing perspective. Web-based communication seems to
imply a new way to deliver compassionate and competent care that
nurses should take possession of. This, in turn, causes a need for
nurses to acquire new skills in terms of how caring can be explicitly
articulated in writing. This could be learned through hands-on prac-
tice, for example through written exercises targeted towards the pro-
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posed recommendations to 1) see the person behind the text; 2) show
interest and ask questions; 3) share the tone in the message, positive
or negative; 4) repeat, confirm and validate/guide further the pa-
tient’s experiences and emotions; 5) encourage further contact; and
6) act according to the patient’s request or suggest a different course
of action.
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Il Future research implications

Some proposals for new research questions have been made in the discus-
sion. These are summarised and expanded below:

» One important question concerning healthcare development is how
the range of web-based communication channels should be organ-
ised. Should healthcare provide comprehensive central consultative
communication at the clinic, patient to nurse communication, and
even family member to nurse communication? Possible and crucial
qualitative research questions are what these different alternatives
mean to patients, family members, and nurses. Quantitative research
questions could focus on the outcomes of such possibilities for
communication, provided that the objectives of the various options
are clearly defined. From an organisational perspective, the question
of resource consumption would also be interesting. Observations
could provide answers to whether and how issues are addressed and
work time gets redistributed.

» How healthcare can identify vulnerable patients and, as far as possi-
ble, prevent these individuals’ developing symptoms of ill health is
another important issue. A potential research question is to what de-
gree healthcare personnel are aware of characteristics typical for
those patients with low internal and external resources. This could
be focussed on by using a qualitative approach: how is such aware-
ness constituted? Moreover, quantitatively: what do personnel con-
sider in that regard when meeting patients, and to what extent do
they consciously reflect on this?

» How can healthcare develop contingencies to capture patients who
already experience illness but lack the ability to reach out actively
for support? This problem can be approached in a similar way as to
that above but also includes how support can be put into practice.
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» How nurses can learn to develop skills in caring communication in
written text is an additional interesting research question. There is an
inherent didactic potential in writing; how this can be utilised can be
investigated through qualitative studies. To what extent it is experi-
enced as positive and strengthening the caring competence, for ex-
ample, is possible to examine by using a quantitative research de-
sign.

» Adopting a communication theory perspective could illuminate more
clearly how information is formulated, transferred, and received. It
is important to identify gaps in communication between healthcare
professionals and patients, as these can lead to confusion and consti-
tute a risk to patient safety.

» Another interesting question to study is if and how the loss of non-
verbal caring communication, such as encouraging body language, a
friendly tone of voice, and the like can be compensated. This could
be focussed on from both a patient and a nurse perspective. It could
also be evaluated in something resembling a laboratory environment,
i.e. the same written expression could be tested on a group of several
individuals.
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Summary in Swedish

Anvandbarhet och betydelse av webbaserad
radgivning till patienter med hematologisk sjukdom

Patienter med hematologiska sjukdomar har rétt till stédjande vard. Stod i
form av vardande kommunikation via webben &r idag ett majligt och angela-
get alternativ tack vare bade organisatorisk och teknisk utveckling. Syftet
med avhandlingen var att understka anvandbarhet och betydelse av en web-
baserad radgivningstjanst till patienter med hematologiska sjukdomar. Ett
utvecklingsprojekt finansierat av Svenska Cancerfonden gav mdjlighet att
erbjuda patienter kommunikation med en sjukskdterska via en webbaserad
radgivningstjanst. Projektet Iag till grund for denna avhandling.

Fyra studier utférdes ur ett patientperspektiv. Studie | hade en tvérsnittsde-
sign och matte forekomst av angest och depression samt dessa variablers
samband med bemastring, informativt/emotionellt stdd och sdémnléshet
bland patienter med hematologiska sjukdomar. Studie Il var en kvalitativ
innehallsanalys med fokus pa forutsattningarna for att erbjuda och anvanda
den webbaserade radgivningstjansten. Studie 111 anvande en kvalitativ her-
meneutisk ansats for att fokusera pa patienters upplevelser av att anvanda
radgivningstjansten. Studie IV var en kvalitativ deduktiv analys som under-
sokte hur kommunikationen inom den webbaserade radgivnings-tjansten kan
vara forenlig med vardande enligt en omvardnadsteori.

Resultaten visade att kvinnor i 30-49 ars alder ar sarbara for upplevelse av
framfor allt angest. Lag kansla av bemastring och lagt stod ar associerat med
angest och/eller depression. Att sjalv kunna identifiera sitt behov av stod
samt uppskatta det skrivna mediet ar nddvandiga forutsattningar for att den
webbaserade radgivningstjanst ska anvandas. Radgivningstjansten maste
aven inga som en del av ett 6vergripande utbud av stodjande aktiviteter och
webbaserade tjanster for att vara anvandbar. Resultaten visar att patienten
har ett stort inflytande dver kommunikationen och att den innebér en stdndig
tillgang till individuell medicinsk och vardande bedémning, vilken i sig kan
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innebéra en kansla av sakerhet. Nar patienter delar sina innersta frgor och
soker stdd, kan sjukskoterskan i explicita skriftliga svar ge uttryck for sin
vardande kompetens.

Foljande ges som forslag pa hur vardande kan explicitgoras i skriftlig kom-
munikation:

1) Se ménniskan bakom texten

2) Visa intresse och stall fragor

3) Delatonen i meddelandet, positiv eller negativ

4) Upprepa, bekrafta och validera/guida vidare patientens upplevelser
och kénslor

5) Uppmuntra ytterligare kontakt

6) Var behjalplig eller foresla vid behov ett annat tillvagagangssatt &n

det patienten sjélv forordar

Var i vardstrukturen en webbaserad kommunikationsmajlighet placeras &r
inte sjalvklart. Antingen som en central radgivningstjanst eller som en kom-
munikationsform mellan patient och namngiven kontaktsjukskoterska. Oav-
sett placering finns det inte langre nagra praktiska hinder for att tillhanda-
halla antingen webbaserad radgivning eller webbaserad kommunikation
mellan patient och kontaktsjukskoterska. Tvéartom finns idag sakra tekniska
och juridiskt l16sningar.

En slutsats &r att det finns en vardande potential i kommunikationen inom en
webbaserad radgivningstjanst. For att gora denna form av kommunikation
tillganglig bor sjukskoterskor se till att detta medium fér kommunikation
erbjuds patienterna. Sjukskoterskor bor ocksa oka sina kunskaper om var-
dande kommunikation i skrift och hur detta eventuellt kan paverka patienter.

En viktig fraga for fortsatt forskning ar hur utbudet av webbaserade kommu-

nikationskanaler bor organiseras. Ska sjukvarden tillhandahalla centralt pla-

cerad radgivning pa Kliniken, web-baserad kommunikation mellan patient

och namngiven sjukskoterska (t ex kontaktsjukskdterska), och ska denna

mojlighet &ven erbjudas anhériga? Mojliga och viktiga kvalitativa forsk-
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ningsfragor ar vad dessa olika alternativ betyder for patienter, anhoriga och
sjukskoterskor. Kvantitativa forskningsfragor kunde fokusera pa resultaten
av sadana mojligheter till kommunikation, forutsatt att malen for de olika
alternativen ar tydligt definierade. Ur ett organisatoriskt perspektiv, ar fragan
om resursforbrukning ocksa intressant. Observationer kan ge svar pa hur
fragor behandlas och om arbetstid omfordelas. Ett ytterligare forslag pa vi-
dare forskning &r att anta ett kommunikationsteoretiskt perspektiv pa den
skriftliga kommunikationen. Detta skulle kunna belysa tydligare hur inform-
ation formuleras, dverfors och tas emot. Det &r viktigt att identifiera luckor i
kommunikationen mellan vardpersonal och patienter, eftersom sadana skulle
kunna leda till forvirring och &ven utgéra ett hot mot patientsakerheten.

75



References

Adler, N. E., & Page, A. E. K. (2008). Cancer Care for the Whole Patient:
Meeting Psychosocial Health Needs. Washington, DC, USA:
National Academies Press.

Allart, P., Soubeyran, P., & Cousson-Gélie, F. (2013). Are psychosocial
factors associated with quality of life in patients with haematological
cancer? A critical review of the literature. Psycho-Oncology, 22(2),
241-249.

Amichai-Hamburger, Y. (2005). Personality and the Internet. The social net:
Human behavior in cyberspace, 27-55.

Arain, M., Campbell, M., Cooper, C., & Lancaster, G. (2010). What is a
pilot or feasibility study? A review of current practice and editorial
policy. BMC Medical Research Methodology, 10(1), 67.

Baigi, A., Hildingh, C., Virdhall, H., & Fridlund, B. (2008). Sense of
coherence as well as social support and network as perceived by
patients with a suspected or manifest myocardial infarction: a short-
term follow-up study. Clinical Rehabilitation, 22(7), 646-652.

Baker, K. D., & Ray, M. (2011). Online counseling: The good, the bad, and
the possibilities. Counselling Psychology Quarterly, 24(4), 341-346.

Barnum, B. S. (1984). Nursing theory: analysis, application, evaluation.
Boston: Little, Brown.

Beattie, S., & Lebel, S. (2011). The experience of caregivers of
hematological cancer patients undergoing a hematopoietic stem cell
transplant: a comprehensive literature review. Psycho-Oncology,
20(11), 1137-1150.

Bevana, N., Kirakowskib, J., & Maissela, J. (1991). What is Usability? Paper
presented at the Proceedings of the 4th International Conference on
HCI, Stuttgart.

Bjelland, 1., Dahl, A., Haug, T., & Neckelmann, D. (2002). The validity of
the Hospital Anxiety and Depression Scale. An updated literature
review Journal of Psychosomatic Research, 55(2), 69-77.

Bjerling, J., & Olsson, J. (2010). Introduktion till Logistisk
Regressionsanalys (pp. 42): Institutionen for journalistik, medier och
kommunikation. .

Botti, M., Endacott, R., Watts, R., Cairns, J., Lewis, K., & Kenny, A. (2006).
Barriers in Providing Psychosocial Support for Patients With
Cancer. Cancer Nursing, 29(4), 309-316.

76



Broman, J.-E., Smedje, H., Mallon, L., & Hetta, J. (2008). The Minimal
Insomnia Symptom Scale (MISS): a brief measure of sleeping
difficulties. Upsala Journal Of Medical Sciences, 113(2), 131-142.

Burns, N., & Grove, S. K. (2005). The practice of nursing research:
conduct, critique & utilization. Philadelphia: Elsevier/Saunders.

Byma, E. A. M. S. N. R. N,, Given, B. A. P. R. N. F,, Given, C. W. P., &
You, M. M. S. (2009). The Effects of Mastery on Pain and Fatigue
Resolution. Oncology Nursing Forum, 36(5), 544-552.

Bargsund, E., Cvancarova, M., Ekstedt, M., Moore, S. M., & Ruland, C. M.
(2013). How User Characteristics Affect Use Patterns in Web-Based
IlIness Management Support for Patients with Breast and Prostate
Cancer. Journal Of Medical Internet Research, 15(3), e34.

Bargsund, E., Cvancarova, M., Moore, S. M., Ekstedt, M., & Ruland, C. M.
(2014). Comparing effects in regular practice of e-communication
and Web-based self-management support among breast cancer
patients: preliminary results from a randomized controlled trial.
Journal Of Medical Internet Research, 16(12), e295-295.

Carlsson, M. (2007). Psykosocial cancervard. Lund: Studentlitteratur.

Clinton-McHarg, T., Carey, M., Sanson-Fisher, R., Tzelepis, F., Bryant, J.,
& Williamson, A. (2014). Anxiety and depression among
haematological cancer patients attending treatment centres:
Prevalence and predictors. Journal of Affective Disorders, 165(0),
176-181.

Cohen, S., Gordon, L. U., Gottlieb, B. H., & Fetzer, 1. (2000). Social support
measurement and intervention: a guide for health and social
scientists. Oxford: Oxford University Press Oxford.

Creswell, J. W. (2009). Research design: qualitative, quantitative, and mixed
methods approaches. Thousand Oaks, Calif: Sage.

Cullen, R. (2001). Addressing the digital divide. Online Information Review,
25(5), 311-320.

Dahlberg, H., Nystrom, M., & Dahlberg, K. (2007). Reflective Lifeworld
Research (2nd edition).

Dahlberg, K., & Segesten, K. (2010). Halsa och vardande: i teori och
praxis. Stockholm: Natur & kultur.

David, N., Schlenker, P., Prudlo, U., & Larbig, W. (2011). Online
counseling via e-mail for breast cancer patients on the German
internet: preliminary results of a psychoeducational intervention.
Psycho-Social Medicine, 8, Doc05.

Dilts, D., Ridner, S., Franco, A., & Murphy, B. (2009). Patients with cancer
and e-mail: implications for clinical communication. Supportive
Care in Cancer, 17(8), 1049-1056.

Eklund, M., Erlandsson, L.-K., & Hagell, P. (2012). Psychometric properties
of a Swedish version of the Pearlin Mastery Scale in people with

77



mental illness and healthy people. Nordic Journal Of Psychiatry,
66(6), 380-388.

Elo, S., & Kyngés, H. (2008). The qualitative content analysis process.
Journal of Advanced Nursing, 62(1), 107-115.

Elo, S., K&éridinen, M., Kanste, O., Pélkki, T., Utriainen, K., & Kyngds, H.
(2014). Qualitative Content Analysis (Vol. 4).

Eysenbach, G. (2003). The Impact of the Internet on Cancer Outcomes. CA:
A Cancer Journal for Clinicians, 53(6), 356.

Farsi, Z., Dehghan Nayeri, N., & Negarandeh, R. (2010). Coping strategies
of adults with leukemia undergoing hematopoietic stem cell
transplantation in Iran: a qualitative study. Nursing & Health
Sciences, 12(4), 485-492.

Fredriksson, L., & Eriksson, K. (2003). The Ethics of the Caring
Conversation. Nursing ethics, 10(2), 138-148.

Gadamer, H.-G. (1994). Truth and method. New York: Continuum.

Gagnon, M.-P., Desmartis, M., Labrecque, M., Car, J., Pagliari, C., Pluye,
P., ... Légaré, F. (2012). Systematic Review of Factors Influencing
the Adoption of Information and Communication Technologies by
Healthcare Professionals. Journal of Medical Systems, 36(1), 241-
277.

Gahrton, G., & Juliusson, G. (2012). Blodets sjukdomar: larobok i
hematologi. Lund: Studentlitteratur.

Graneheim, U. H., & Lundman, B. (2004). Qualitative content analysis in
nursing research: concepts, procedures and measures to achieve
trustworthiness. Nurse Education Today, 24(2), 105-112.

Grimsbg, G. H., Finset, A., & Ruland, C. M. (2011). Left hanging in the air:
experiences of living with cancer as expressed through e-mail
communications with oncology nurses. Cancer Nursing, 34(2), 107-
116.

Grimsbg, G. H., Ruland, C. M., & Finset, A. (2012). Cancer patients'
expressions of emotional cues and concerns and oncology nurses'
responses, in an online patient-nurse communication service. Patient
Education and Counseling, 88(1), 36-43.

Guba, E., & Lincoln, Y. (1982). Epistemological and methodological bases
of naturalistic inquiry. ECTJ, 30(4), 233-252.

Hall, A., D’Este, C., Tzelepis, F., Lynagh, M., & Sanson-Fisher, R. (2014).
Factors associated with haematological cancer survivors
experiencing a high level of unmet need across multiple items of
supportive care: a cross-sectional survey study. Supportive Care in
Cancer, 22(11), 2899-2909.

Harvey, A. G. (2001). INSOMNIA: SYMPTOM OR DIAGNOSIS? Clinical
psychology review, 21(7), 1037-1059.

78



Hellstrom, A., Hagell, P., Fagerstrom, C., & W.illman, A. (2010).
Measurement properties of the Minimal Insomnia Symptom Scale
(MISS) in an elderly population in Sweden. BMC Geriatrics, 10, 84-
84.

Hochhausen, N., Altmaier, E. M., McQuellon, R., Davies, S. M.,
Papadopolous, E., Carter, S., & Henslee-Downey, J. (2007). Social
support, optimism, and self-efficacy predict physical and emotional
well-being after bone marrow transplantation. Journal of
Psychosocial Oncology, 25(1), 87-101.

Hoff, L., Tidefelt, U., Thaning, L., & Hermeren, G. (2007). In the shadow of
bad news - views of patients with acute leukaemia, myeloma or lung
cancer about information, from diagnosis to cure or death. BMC
Palliative Care, 6(1), 1.

Hoffman, R. (2009). Hematology: Basic Principles and Practice: Churchill
Livingstone Elsevier.

Hsieh, H.-F., & Shannon, S. E. (2005). Three Approaches to Qualitative
Content Analysis. Qualitative health research, 15(9), 1277-1288.

Huston, C. M. S. N. D. P. A. F. (2013). The Impact of Emerging Technology
on Nursing Care: Warp Speed Ahead. Online Journal of Issues in
Nursing, 18(2), 108-101.

Iranmanesh, S., Axelsson, K., Sdvenstedt, S., & Hdaggstrom, T. (2009). A
caring relationship with people who have cancer. Journal of
Advanced Nursing, 65(6), 1300.

Johnsen, A. T., Tholstrup, D., Petersen, M. A., Pedersen, L., & Groenvold,
M. (2009). Health related quality of life in a nationally
representative sample of haematological patients. European Journal
Of Haematology, 83(2), 139-148.

Juliusson, G. (2014). Hematologiska maligniteter Lakemedelsboken (pp. 11):
Lakemedelsverket.

Karnofsky, D. A., Abelmann, W. H., Craver, L. F., & Burchenal, J. H.
(1948). The use of the nitrogen mustards in the palliative treatment
of carcinoma. With particular reference to bronchogenic carcinoma.
Cancer, 1(4), 634-656.

Kazdin, A. (2003). Research design in clinical psychology. Boston, MA:
Allyn and Bacon.

Kinnane, N., & Milne, D. (2010). The role of the Internet in supporting and
informing carers of people with cancer: a literature review.
Supportive Care in Cancer, 18(9), 1123-1136.

Koehler, M., Koenigsmann, M., & Frommer, J. (2009). Coping with illness
and subjective theories of illness in adult patients with
haematological malignancies: Systematic review. Critical Reviews
in Oncology and Hematology, 69(3), 237-257.

79



Koenigsmann, M., Koehler, K., Regner, A., Franke, A., & Frommer, J.
(2006). Facing mortality: A qualitative in-depth interview study on
illness perception, lay theories and coping strategies of adult patients
with acute leukemia 1 week after diagnosis. Leukemia Research,
30(9), 1127-1134.

Kvale, S. (1996). Thousand Oaks, London, New Delhi: Sage Publications.

Kvale, K. (2007). Do cancer patients always want to talk about difficult
emotions? A qualitative study of cancer inpatients communication
needs. European Journal of Oncology Nursing, 11(4), 320-327.

Kallerwald, S. (2007). | skuggan av en hotad existens - om den onddiga
striden mellan biologi och existens i varden av patienter med
malignt lymfom. Vaxj6 University, Vaxjo. (123)

Larsson, S. (2005). Om kvalitet i kvalitativa studier. Nordisk Pedagogik,
25(1), 19.

Lazarus, R. S., & Folkman, S. (1984). Stress, appraisal, and coping. New
York: Springer.

Lepore, S. J.,, & Smyth, J. M. (2002). The writing cure: How expressive
writing promotes health and emotional well-being: American
Psychological Association.

Lincoln, Y. S. (1995). Emerging Criteria for Quality in Qualitative and
Interpretive Research. Qualitative Inquiry, 1(3), 275-289.

Linden, W., & Vodermaier, A. (2012). Mismatch of desired versus perceived
social support and associated levels of anxiety and depression in
newly diagnosed cancer patients. Supportive Care in Cancer, 20(7),
1449-1456.

Linden, W., Vodermaier, A., MacKenzie, R., & Greig, D. (2012). Anxiety
and depression after cancer diagnosis: Prevalence rates by cancer
type, gender, and age. Journal of Affective Disorders, 141(2-3),
343-351.

Lobb, E. A., Joske, D., Butow, P., Kristjanson, L. J., Cannell, P., Cull, G., &
Augustson, B. (2009). When the safety net of treatment has been
removed: Patients’ unmet needs at the completion of treatment for
haematological malignancies. Patient Education and Counseling,
77(1), 103-108.

Lustria, M. L. A., Smith, S. A., & Hinnant, C. C. (2011). Exploring digital
divides: An examination of eHealth technology use in health
information  seeking, communication and personal health
information management in the USA. Health Informatics Journal,
17(3), 224-243.

Manitta, V., Zordan, R., Cole-Sinclair, M., Nandurkar, H., & Philip, J.
(2011). The Symptom Burden of Patients with Hematological
Malignancy: A Cross-Sectional Observational Study. Journal of
Pain and Symptom Management, 42(3), 432-442.

80



McDowell, M. E., Occhipinti, S., Ferguson, M., & Chambers, S. K. (2011).
Prospective predictors of psychosocial support service use after
cancer. Psycho-Oncology, 20(7), 788-791.

McGrath, P. (2004). Positive outcomes for survivors of haematological
malignancies from a spiritual perspective. International Journal of
Nursing Practice, 10(6), 280-291.

Merckaert, 1., Libert, Y., Lieutenant, F., Moucheux, A., Farvacques, C.,
Slachmuylder, J.-L., & Razavi, D. (2013). Desire for formal
psychological support among caregivers of patients with cancer:
prevalence and implications for screening their needs. Psycho-
Oncology, 22(6), 1389-1395.

Mitchell, A. J., Chan, M., Bhatti, H., Halton, M., Grassi, L., Johansen, C., &
Meader, N. (2011). Prevalence of depression, anxiety, and
adjustment disorder in oncological, haematological, and palliative-
care settings: a meta-analysis of 94 interview-based studies. Lancet
Oncology, 12(2), 160-174.

Molassiotis, A., Wilson, B., Blair, S., Howe, T., & Cavet, J. (2011). Unmet
supportive care needs, psychological well-being and quality of life
in patients living with multiple myeloma and their partners. Psycho-
Oncology, 20(1), 88-97.

Moore, S., & Sherwin, A. (2004). Improving patient access to healthcare
professionals: a prospective audit evaluating the role of e-mail
communication for patients with lung cancer. European Journal of
Oncology Nursing, 8(4), 350-354.

National Encyclopaedia. (2015). "Betydelse" Retrieved 03-23, 2015, from
http://www.ne.se.lib.costello.pub.hb.se/ordbdcker/

Neipp, M.-C., L6pez-Roig, S., & Pastor, M. A. (2007). Control beliefs in
cancer: A literature review. Anuario de Psicologia, 38 (3), 333-355.

Nijland, N., van Gemert-Pijnen, J. E. W. C., Kelders, S. M., Brandenburg, B.
J., & Seydel, E. R. (2011). Factors Influencing the Use of a Web-
Based Application for Supporting the Self-Care of Patients with
Type 2 Diabetes: A Longitudinal Study. Journal Of Medical Internet
Research, 13(3), e71.

Nilsson, L. (2014). Social Challenges when Implementing Information
Systems in a Swedish Healthcare Organization. Blekinge Institute of
Technology, Karlskrona, Sweden.

Onkologiskt centrum. (2004). Omvardnad vid hematologiska maligniteter -
Vuxna patienter. Géteborg: Vastra sjukvardsregionen.

Passer, M. W. (2009). Psychology: the science of mind and behaviour. New
York; London: McGraw-Hill Higher Education.

Paul, C. L., Carey, M. L., Hall, A. E., Lynagh, M. C., Sanson-Fisher, R. W.,
& Henskens, F. A. (2011). Improving Access to Information and
Support for Patients With Less Common Cancers: Hematologic

8l



http://www.ne.se.lib.costello.pub.hb.se/ordböcker/

Cancer Patients” Views About Web-Based Approaches. J Med
Internet Res, 13(4). doi: 10.2196/jmir.1894

Pearlin, L. I., & Schooler, C. (1978). The structure of coping. Journal Of
Health And Social Behavior, 19(1), 2-21.

Peplau, H. E. (1952). Interpersonal relations in nursing. New York: G. P.
Putnam’s Sons.

Persson, L., & Hallberg, I. R. (2004). Lived Experience of Survivors of
Leukemia or Malignant Lymphoma. Cancer Nursing, 27(4), 10.

Priscilla, D., Hamidin, A., Azhar, M. Z., Noorjan, K. O. N., Salmiah, M. S.,
& Bahariah, K. (2011). Assessment of Depression and Anxiety in
Haematological Cancer Patients and their Relationship with Quality
of Life. East Asian Archives of Psychiatry, 21(3), 108-114.

Pudrovska, T. (2010). Cancer and mastery: Do age and cohort matter? Social
Science & Medicine, 71(7), 1285-1291.

Quinn, B. (2003). Exploring nurses’ experiences of supporting a cancer
patient in their search for meaning. European Journal of Oncology
Nursing, 7(3), 164-171.

Regeringen. (1995). Atgarder for att bredda och utveckla anvandningen av
informationsteknik. Retrieved 02-15, 2015, from
http://www.riksdagen.se/sv/Dokument-L agar/Forslag/Propositioner-
och-skrivelser/tgarder-for-att-bredda-och-ut_GJ03125/

Regionalt  Cancercentrum  Syd. (2014). Nationellt  vardprogram
cancerrehabilitering. Retrieved 02-25, 2015, from
https://www.skane.se/sv/Webbplatser/Regionalt-
Cancercentrum/Cancerrehabilitering/Psykosocial-onkologi-och-
rehabilitering/

Rhee, Y. S., Yun, Y. H., Park, S., Shin, D. O., Lee, K. M., Yoo, H. J., . ..
Kim, N. S. (2008). Depression in family caregivers of cancer
patients: the feeling of burden as a predictor of depression. Journal
of Clinical Oncology, 26(36), 5890-5895.

Richards, D., & Vigand, N. (2013). Online Counseling: A Narrative and
Critical Review of the Literature. Journal of Clinical Psychology,
69(9), 994-1011.

Ruland, C. M., Maffei, R. M., Bgrgsund, E., Krahn, A., Andersen, T., &
Grimsbg, G. H. (2013). Evaluation of different features of an
eHealth application for personalized illness management support:
Cancer patients” use and appraisal of usefulness International
Journal of Medical Informatics, 82(7), 593-603. doi:
http://dx.doi.org/10.1016/j.ijmedinf.2013.02.007

Saboonchi, F., Wennman-Larsen, A., Alexanderson, K., & Petersson, L.-M.
(2013). Examination of the construct validity of the Swedish version
of Hospital Anxiety and Depression Scale in breast cancer patients.
Quality of Life Research, 22(10), 2849-2856.

82



http://www.riksdagen.se/sv/Dokument-Lagar/Forslag/Propositioner-och-skrivelser/tgarder-for-att-bredda-och-ut_GJ03125/
http://www.riksdagen.se/sv/Dokument-Lagar/Forslag/Propositioner-och-skrivelser/tgarder-for-att-bredda-och-ut_GJ03125/
http://www.skane.se/sv/Webbplatser/Regionalt-Cancercentrum/Cancerrehabilitering/Psykosocial-onkologi-och-rehabilitering/
http://www.skane.se/sv/Webbplatser/Regionalt-Cancercentrum/Cancerrehabilitering/Psykosocial-onkologi-och-rehabilitering/
http://www.skane.se/sv/Webbplatser/Regionalt-Cancercentrum/Cancerrehabilitering/Psykosocial-onkologi-och-rehabilitering/
http://dx.doi.org/10.1016/j.ijmedinf.2013.02.007

Sant, M., Allemani, C., Tereanu, C., De Angelis, R., Capocaccia, R., Visser,
O., ... Berrino, F. (2010). Incidence of hematologic malignancies in
Europe by morphologic subtype: results of the HAEMACARE
project (Vol. 116).

Schmaier, A. H., & Lazarus, H. M. (2011). Concise Guide to Hematology.
Hoboken, NJ, USA: Wiley-Blackwell.

Schnur, J. B., & Montgomery, G. H. (2012). E-Counseling in Psychosocial
Cancer Care: A Survey of Practice, Attitudes, and Training Among
Providers. Telemedicine journal and e-health : the official journal of
the American Telemedicine Association, 18(4), 35-308.

SFS (2003:460). (2003). Lag (2003:460) om etikprovning av forskning som
avser  manniskor. Retrieved 04-06, 2015, from
http://www.codex.uu.se/en/

Sherbourne, C. D., & Stewart, A. L. (1991). The MOS social support survey.
Social Science & Medicine, 32(6), 705-714.

Snaith, R. P., & Zigmond, A. S. (1986). The hospital anxiety and depression
scale. British Medical Journal (Clinical Research Ed.), 292(6516),

344-344.
Soares, A., Biasoli, 1., Scheliga, A., Baptista, R. L., Brabo, E. P., Morais, J.
C., ... Spector, N. (2013). Association of social network and social

support with health-related quality of life and fatigue in long-term
survivors of Hodgkin lymphoma. Supportive care in cancer : official
journal of the Multinational Association of Supportive Care in
Cancer, 21(8), 2153.

Socialdepartementet. (2005). Nationell IT-strategi for vard och omsorg, Skr.
2005/06:139. Retrieved 04-05, 2015, from
http://www.regeringen.se/sh/d/108/a/60373

Socialdepartementet. (2010). Nationell eHalsa - strategin for tillganglig och
saker information inom vard och omsorg. Retrieved 04-05, 2015,
from http://www.government.se/sb/d/14914/a/148429

Socialstyrelsen.  (2005).  Kompetensbeskrivning ~ fér  legitimerad

sjukskoterska. Retrieved 03-26, 2015, from
http://www.socialstyrelsen.se/publikationer2005/2005-105-1
Socialstyrelsen.  (2014a). Cancerincidens i Sverige 2013, Nya

diagnosticerade cancerfall ar 2013. Retrieved 03-26, 2015, from
http://www.socialstyrelsen.se/statistics

Socialstyrelsen. (2014b). Nationella riktlinjer for brost-, prostata-,
tjocktarms- och andtarmscancervard. . Falun: Edita Bobergs.

Streiner, D. L., & Norman, G. R. (2008). Health Measurement Scales: A
practical guide to their development and use. Oxford: Oxford
University Press.

Swanson, K. M. (1991). Empirical development of a middle range theory of
caring. Nursing research, 40(3), 161-166.

83



http://www.codex.uu.se/en/
http://www.regeringen.se/sb/d/108/a/60373
http://www.government.se/sb/d/14914/a/148429
http://www.socialstyrelsen.se/publikationer2005/2005-105-1
http://www.socialstyrelsen.se/statistics

Swash, B., Hulbert-Williams, N., & Bramwell, R. (2014). Unmet
psychosocial needs in haematological cancer: a systematic review.
Supportive Care in Cancer, 22(4), 1131-1141.

The Free Dictionary. (2015). Importancce. Retrieved 03-23, 2015, from
http://www.thefreedictionary.com/importance

Thorup, C. B., Rundgvist, E., Roberts, C., & Delmar, C. (2012). Care as a
matter of courage: vulnerability, suffering and ethical formation in
nursing care. Scandinavian Journal of Caring Sciences, 26(3), 427-
435.

Towers, R., & Diffley, A. (2011). A NURSE-LED CANCER
COUNSELLING SERVICE. Cancer Nursing Practice, 10(6), 14-
18.

Walters, S. J. (2009). Quality of Life Outcomes in Clinical Trials and
Health-Care Evaluation: A Practical Guide to analysis and
interpretation. US: Wiley.

Ware, J., Jr., Kosinski, M., & Keller, S. D. (1996). A 12-ltem Short-Form
Health Survey: construction of scales and preliminary tests of
reliability and validity. Medical Care, 34(3), 220-233.

Watson, J. (1988). Nursing: human science and human care : a theory of
nursing. New York: National League for Nursing.

Ventura, F., Ohlén, J., & Koinberg, I. (2013). An integrative review of
supportive e-health programs in cancer care. European journal of
oncology nursing : the official journal of European Oncology
Nursing Society, 17(4), 498-507.

Wibe, T., Hellesg, R., Varsi, C., Ruland, C., & Ekstedt, M. (2012). How
Does an Online Patient-Nurse Communication Service Meet the
Information Needs of Men with Recently Diagnosed Testicular
Cancer? ISRN Nursing.

Wibe, T., Ruland, C., Varsi, C., Ekstedt, M., & Helleso, R. (2012). You Are
Not at All Bothersome: Nurses’ Online Communication
withTesticular Cancer Patients. Paper presented at the 11th
International Congress on Nursing Informatics.

WMA. (2000). World Medical Association Declaration of Helsinki: ethical
principles for medical research involving human subjects.
Retrieved 03-26, 2015, from
http://www.wma.net/en/30publications/10policies/b3/17c.pdf.

VVodermaier, A., & Millman, R. D. (2011). Accuracy of the Hospital Anxiety
and Depression Scale as a screening tool in cancer patients: a
systematic review and meta-analysis. Supportive Care in Cancer,
19(12), 1899-1908.

Vardguiden. (2013). Psykosocialt stdd och rehabilitering vid cancer.
Retrieved  11-11, 2014, from  http://www.1177.se/Vastra-

84


http://www.thefreedictionary.com/importance
http://www.wma.net/en/30publications/10policies/b3/17c.pdf
http://www.1177.se/Vastra-Gotaland/Tema/Cancer/Hjalp-och-stod/Psykologiskt-stod/Psykosocialt-stod-och-rehabilitering/?ar=True

Gotaland/Tema/Cancer/Hjalp-och-stod/Psykologiskt-
stod/Psykosocialt-stod-och-rehabilitering/?ar=True

Xuereb, M. C., & Dunlop, R. (2003). The experience of leukaemia and bone
marrow transplant: Searching for meaning and agency. Psycho-
Oncology, 12(5), 397-409.

Zack, J., Kraus, R., Stricker, G., & Speyer, C. (2004). Online Counseling : A
Handbook for Mental Health Professionals. Burlington: Academic
Press.

85


http://www.1177.se/Vastra-Gotaland/Tema/Cancer/Hjalp-och-stod/Psykologiskt-stod/Psykosocialt-stod-och-rehabilitering/?ar=True
http://www.1177.se/Vastra-Gotaland/Tema/Cancer/Hjalp-och-stod/Psykologiskt-stod/Psykosocialt-stod-och-rehabilitering/?ar=True

	Abstract
	Original papers
	Contents
	Acknowledgements
	1  Introduction
	2 Background
	2.1 To have a haematological disease
	2.2 To handle having a haematological disease
	2.3 Caring for patients in a haematology context
	2.3.1 Medical and nursing care
	2.3.2 Psychosocial support

	2.4 Nurse-led web-based counselling
	2.4.1 Request for and barriers to provision of web-based counselling


	3 Theoretical framework
	4 Rationale
	5 Aim
	6 Method
	6.1 Settings
	6.2 The project process
	6.3 Design of the studies I-IV
	6.4 Participants
	6.5 Data collection and data analysis of the studies I-IV
	6.5.1 Study I
	6.5.2 Study II
	6.5.3 Study III
	6.5.4 Study IV
	6.5.5 Synthesis of study I-IV

	6.6 Ethical considerations

	7 Results
	7.1 Study I
	7.2 Study II
	7.3 Study III
	7.4 Study IV
	7.5 Usefulness of a web-based counselling service
	7.6 The importance of web-based counselling

	8 Discussion
	8.1 Methodological considerations
	8.1.1 Study I
	8.1.2 Study II
	8.1.3 Study III
	8.1.4 Study IV
	8.1.5 A summation of the quality of the studies

	8.2 Discussion of the results
	8.2.1 Usefulness of a web-based counselling service
	8.2.2 The importance of web-based counselling
	8.2.3 A reflection on the use of theory


	9 Conclusion
	10 Clinical implications
	11 Future research implications
	Summary in Swedish
	References

