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Preface

My intention and feeling while writing this thesis can best be
summarized with the words of T. S. Elliot (1915):

Let us go then you and |

To lead you to an overwhelming question ...
Oh, do not ask, “What is it?”

Let us go and make our visit.

With the intention to make the voices from the patients be heard

The journey of writing this thesis has been like travelling a long and
winding road. For different reasons outside of my control, it was not
possible for me to carry out my study as originally planned. During my
work with this thesis | was physically active, as recommended. However,
herein lies the balance of vulnerability and capability, as the results have
highlighted. In December 2015 | was seriously injured while riding my
bike. The road back to recovery has been a long one, but it has given me
new insights from another perspective. I have learned the importance of
describing human experience and understanding first hand from an
outside and inside perspective. However, the perceived world endures
only through the reflections, shadows, levels and horizons between
things, which are marked out by themselves (Maurice Merleau-Ponty
2012).
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Abstract

Background: Unexplained chest pain is a common condition in medical
settings. A large number of these patients will continue to suffer from
chest pain after medical examination with negative findings.
Unexplained chest pain covers many possible complaints, as there are a
number of possible factors that can contribute to the condition. To meet
patients’ expectations, health professionals need to know more about
experiences in relation to the information needs of patients with
unexplained chest pain. Physical activity is recommended. At the same
time, physical activity is one of the major avoidance behaviours in
patients with coronary heart disease. There is a need for understanding
of experiences of living with unexplained chest pain.

Aim: The overall aim of this thesis was to explore and describe
experiences related to living with unexplained chest pain. This has been
carried out in three steps. The specific aim in step | was to explore the
information needs of patients with unexplained chest pain, and how these
needs were met by health professionals during medical consultations in
a cardiological outpatient clinic. On the basis of the interviews in step I,
the specific aim in step Il therefore was to achieve increased
understanding of the meaning of physical activity in daily life for people
with unexplained chest pain. Step Il was an extension, explaining the
transitional process people with unexplained chest pain undergo while
participating in exercise training over time.

Method: A descriptive and explorative design was used. Three studies
with different qualitative methodological approaches were performed,
which remained separate during the analysis phase. Study | has an
inductive design, and content analysis was performed in regard to the
information needs of patients with unexplained chest pain (Graneheim &
Lundman, 2004). Study Il has an inductive design with a
phenomenological hermeneutic approach (Lindseth & Norberg, 2004).



Study Il has an inductive design to collect and analyze qualitative data
that aims to develop theories grounded in real-world observations
(Strauss & Glaser, 1967; Glaser, 1978).

Results: Study | described the uncertainty as exploring the information
needs of patients with unexplained chest pain. Uncertainty emerged from
unanswered questions, as well as experiencing lack of focus on
individual problems. Additional aspects of uncertainty related to
physical activity were also revealed. In Study II, an existential
uncertainty related to the chest pain and physical activity was identified.
The results were interpreted as a balancing act between existential
uncertainty and certainty. In Study Ill, patients participated in a high
intensity exercise programme. A transitional process was revealed,
whereby vulnerability was confronted under safe and supportive
conditions. Through this process, patients had to balance their existential
uncertainty.

Conclusion: A special focus must be complemented with the inclusion
of a person-centered approach to meet patients’ beliefs, perceptions and
expressions of feelings related to experiencing unexplained chest pain.
For health professionals, there are revealed challenges in understanding
the vulnerability in people balancing between existential uncertainty and
certainty in connection with doing or avoiding physical activity while
living with unexplained chest pain. The transition while participating in
a high intensity exercise training programme was described as a process
of becoming more capable. This training can be understood as
experiences that change the understanding of what the person in question
can and dares to do.
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Introduction

1 Introduction

Unexplained chest pain is sometimes called the “puzzling condition”.
Practically since the advent of coronary arteriography, the condition
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known as “non-specific chest pain”, “chest pain with normal coronary
arteries”, “atypical chest pain”, “cardiac syndrome X “microvascular
dysfunction”, and “microvascular angina” has puzzled health
professionals and patients (Kaski, Eslick & Merz, 2013). A patient shares

her experiences of living with unexplained chest pain as follows:

It’s my arm that’s been painful — it’s hindering me. It’s frustrating
to get different verdicts (on investigation). I’m getting a little
anxious. My arm quickly becomes sore when | start walking. It
starts in the arm and then | get pressure in my chest. Had
capsulitis before. | can get that when | exercise and when | heave
myself up a bit. First pain in my arm but it varies — it can come
after 1 minute or after 5 minutes. | have to hold my arm — it’s so
painful — and then 1 feel the pressure in my chest. I’'m
participating in this project because I’m curious. | didn’t have
anything (heart condition), but at the same time | did. It’s very
frustrating!

This patient expresses concern and wonders about her chest pain. It is
also a narrative about the possible challenges to health professionals in
understanding what the patient is expressing in terms of signs and
symptoms. The expression “unexplained chest pain” has often been used
when referring to chest pain without obvious organic cause (Ockene,
Shay, Alpert, Weiner & Dalen, 1980; Robertson, 2006; Garroni &
Fragasso, 2018). Unexplained chest pain constitutes both a diagnostic
and therapeutic challenge, and in addition to the illness experience, it
challenges daily life for the patient. Busvold and Bondevik (2018) point
to the fact that chronic pain constitutes a considerable element of
medically unexplained physical symptoms.
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In recent decades there has been an increase in research related to
biological explanations for unexplained chest pain, specifically progress
in the diagnosis of myocardial ischemia (Kaski, Crea, Gersh & Camici,
2018). Of special interest is the change in paradigm from addressing
unexplained chest pain as purely macrovascular to microvascular disease
(Kaski et al., 2018). Notably, this thesis has been conducted during a
period of intense biological/medical research. Even if the focus of the
thesis is living with unexplained chest pain, it is important to be aware
of the change in explanatory focus. At the beginning of my thesis,
unexplained chest pain was mainly seen as caused by factors outside the
heart. As my thesis progressed, the biological explanations of chest pain
have become more and more obvious. According to Safdar et al.
(2018a), the coronary microcirculation represents one of the
contemporary frontiers in cardiology research, and it is suggested that
more light must be shed on the growing field of “coronary microvascular
dysfunction”.

Regardless of the level of biological explanation, living with
unexplained chest pain impairs daily life and life circumstances
(Chambers, Marks & Hunter, 2015). These persons have symptoms of
chest pain, but there are often no signs, as microvascular function is hard
to visualize directly (Safdar, Ong & Camici, 2018b). According to
Jonsbu, et al., (2009), for the majority of people referred to cardiac
outpatient clinics in Norway for examination of chest pain, no signs of a
cardiac condition were found. The vast medical-technical advances of
the last century have created increased possibilities for investigation and
treatment. However, in this regard there is perhaps a risk of undermining
a person’s experienced illness due to a tendency to seek objectively
measurable disease. Health care practice needs to embrace both aspects.

According to Chambers et al., (2015) research into what they call “non-
cardiac chest pain” has largely emphasized excluding coronary disease
rather than facilitating clear and concrete management of the chest pain.
Busvold and Bondevik (2018) point to the need for greater attention to
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the patients’ experiences to place their symptoms and understand bodily
changes. It follows that patient narratives often lie buried under their life-
and disease histories. In order to understand the individual on the body’s
premises, the person’s sense-making activity must be explored.
According to Busvold and Bondevik (2018), a greater awareness of the
individual’s experience includes the patient in a manner that eliminates
an unnatural disconnect between the patient and the affliction.

One aspect mentioned in connection with patients’ experiences of non-
cardiac chest pain is a lack of understanding of their condition (Webster,
Thompson & Norman, 2015). A recent doctoral thesis (Nolan, 2017)
made enquiry into the help-seeking experience of people referred to a
rapid access chest pain clinic (a cardiac physiologist-managed clinic).
The findings revealed that some participants expressed frustrations about
not getting answers about their symptoms, and some felt they were
wasting the health professionals’ time. According to Nolan (2017), there
are challenges around symptom attribution, attitudes to help, and seeking
a response to symptoms.

In line with the increased body of research investigating the cause of
unexplained chest pain and various treatments (Chambers et al., 2015;
Suhrs et al., 2018), physical activity has become an important part of
rehabilitation programs for cardiac heart disease (Anderson et al., 2016;
Dibben et al., 2018; Khanji et al., 2018; Kaminsky et al., 2019). Equally,
there are indications of avoidance behaviour in relation to physical
activity (Nelson & Churilla, 2015; Jonsbu, Dammen, Morken, Moum &
Martinsen, 2011). People with unexplained chest pain may avoid
physical activity due to concern about their hearts (Jerlock, Gaston-
Johansson & Danielson, 2005; Simony, Pedersen, Dreyer & Birkelund,
2015).

Chest pain is one of the most common medical problems in medical
settings worldwide (Laederach-Hofmann & Messerli-Buergy, 2007
Niska, Bhuiya & Xu, 2010; Bhuiya, Pitts & McCaig, 2010; Safdar et al.,
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2018a). Cardiac heart disease also ranks as one of the most expensive
healthcare conditions (Shaw, 2013; Nasir & Veledar, 2018). Ongoing
symptoms, including chest pain with continuous medical consultations,
constitute a large component of the care cost (Merz, Eslick & Kaski,
2013; Safdar, Ong & Camici, 2018b) and this increases due to the cost
of new investigation methods, for example, fractional flow reserve
(Farzaneh-Far, Schwitter & Kwong, 2019). Thus, healthcare costs
related to cardiovascular disease have been escalating rapidly.

A perspective permeating this thesis advocates that we, as humans, are
capable, relating and embodied subjects, but at the same time vulnerable
and utterly limited by our biology. This is also highlighted by the French
philosopher Maurice Merleau-Ponty (2012) when he discusses the
human being as an intertwinement between body and mind/biology and
existence. Merleau-Ponty (2012) uses the expression “the lived body” to
put forward that the body is not only biological, but also experiential.
This has to be taken into account when studying persons with pain, but
without an identified cause or diagnosis. At the same time, persons with
unexplained chest pain are subject to questioning the illness experience
and cause of pain in relation to what has been recommended by health
professionals. More in-depth understanding for adequate patient
information is needed. Better understanding will contribute to better
current and new forms of care. This is grounded in the notion that all
human beings have their own unique experience related to (as in this
thesis) different symptoms, illness experiences and life situations. This
thesis contributes to filling the knowledge gap from the patients’
perspective. In the present thesis, both the terms “patient” and “person”
are used. As a human being, you are always a person and sometimes a
patient.

All in all, this calls for further exploration of information needs and
experience of physical activity for persons with unexplained chest pain.
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2 Aims

The overall aim of this thesis was to explore and describe experiences
related to living with unexplained chest pain. This has been carried out
in three steps.

In Step I, the specific aim was to explore the information needs of
patients with unexplained chest pain, and how these needs were met by
health professionals during medical consultations in cardiological
outpatient clinics, as experienced by the patients. The interviews
conducted to achieve this highlighted unmet information needs in
relation to physical activity. Based on these interviews, the aim of Step
Il therefore was to achieve increased understanding of the meaning of
physical activity in daily life for people with unexplained chest pain. By
extension, the aim of Step Il was to describe the transitional process
people with unexplained chest pain undergo while participating in an
exercise programme over time. This knowledge might facilitate the
identification of challenges for patients living with unexplained chest
pain.

The thesis addresses the following three research questions:

1. What are the information needs of people with unexplained chest
pain, and how do health professionals meet those needs during
medical consultations, as experienced by the patients? (Paper 1)

2. What are the experiences of physical activity in daily life for
people with unexplained chest pain? (Paper II)

3. How can the transitional process that patients with unexplained
chest pain undergo while participating in an exercise programme
over time be described? (Paper I11)
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3 Background

Although unexplained chest pain from the perspective of the patient is
the focus of this thesis, it is important to take into account biomedical
issues when trying to understand illness experiences. This has to be seen
in the context of patients as persons have their own way of handling
illness in daily life. This will be highlighted in different ways in the
following parts of the thesis. Firstly, different perspectives on pain are
introduced to understand circumstances under which patient experiences
are generated. Influencing factors for unexplained chest pain are then
presented, followed by the concept of physical activity, which also
includes high-intensity exercise training. Finally, organization of health
care is described.

3.1 Perspectives on pain

A widely used definition of pain, recommended by the International
Association for the Study of Pain, defines pain as “an unpleasant sensory
and emotional experience associated with actual or potential tissue
damage, or described in terms of such damage” (Merskey et al., 1979).
However, pain is complex and subjective (Melzack & Casey, 1968).

Melzack and Casey's (1968) pain assessment model is widely
recognized (Zaccagnino & Nedeljkovic, 2017). It consists of three
dimensions:  sensory-discriminative,  affective-motivational  and
cognitive-evaluated. Some years later, Melzack (1999) extended this
bio-psychological model of pain to the Neuromatrix theory. According
to this theory, the perception of painful stimuli does not result from the
brain’s passive registration of tissue trauma, but from its active
generation of subjective experiences through a network of neurons
(Seymour, 2019). This means, for example, that patients’ experiences
from earlier in life can be part of the experienced pain.
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However, according to George (2017), professionals often follow a
narrower definition of “sensory experience associated with actual tissue
damage”. Recent neuroscientific research (Jones & Brown, 2018) claims
that pain perception and pain behaviour are reinforced through factors
such as vulnerability. A Norwegian theoretical study (Busvold &
Bondevik, 2018) about medically unexplained physical symptoms points
out the need for closing the gap between biomedical perspectives and
more humanistic approaches, and the importance of viewing the body
from both a biological and existential perspective. Such an enhanced
understanding of body, symptom, biology and existence may lead to
more constructive clinical encounters with patients with unexplained
chronic pain (Busvold & Bondevik, 2018).

According George (2017), there is a need for a paradigm shift in the
approach to pain management. Thus, George (2017) claims that current
pain management mainly focuses on pain relief without considering
suffering. This challenges health care providers to consider how pain is
(understood) expressed in a biological psychological and existential
sense. According to Busvold and Bondevik (2018), the patients’
unexplained pain has its reasons, purpose and meaning hidden in their
mental and bodily history. Thus, an openness to unexplained pain is
needed.

In summary, Melzack and Casey’s pain assessment model (1968) has
further been categorized into additional domains such as pain intensity
and quality, personality, psychosocial impact, physical/social
functioning, patient beliefs, coping and quality of care (Zaccagnino &
Nedeljovic, 2017). Returning to this thesis, the intertwinement between
biology and existence expressed in patients’ illness narratives about
chest pain has to be taken into account.
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3.2 Influencing factors on unexplained chest pain

Although chest pain is considered a characteristic symptom of coronary
artery disease, a number of other factors can contribute to the condition
of chest pain (Bass & Mayou, 2002; Laederach-Hofmann & Messerli-
Buergy, 2007; Marinescu et al., 2015). Non-cardiac factors, such as
pulmonary, musculoskeletal, gastrointestinal and psychiatric, are often
mentioned in connection to differential diagnosis (Bass & Mayou, 2002;
Mikhail et al., 2018). The results of a recent study (Foldes-Busque et al.,
2017) indicate that panic attacks may explain a significant proportion of
emergency department visits for non-cardiac chest pain. The two major
hypotheses explaining the pathophysiological mechanisms of non-
coronary artery disease are based on abnormal microvascular
dysfunction and altered pain perception (Makarovi¢, Makarovié, Bili¢-
Cur¢ié, Mihaljevi¢ & Mlinarevié¢, 2018). Cardiac ischemic causes of
chest pain can be coronary spasm, atherosclerosis and inflammation,
endothelial dysfunction, sympathetic and smooth muscle dysfunction
(Marinescu et al., 2015).

Despite angiographically normal coronary arteries angina is a
debilitating condition that affects men and women, but mainly the latter
(Lanza, De Vita & Kaski, 2018). Overall, 50-80% of women assessed
for chest pain have angiographically normal coronary arteries, or non-
obstructive cardiac artery disease.

A recent study (Safdar et al., 2018a) shows that despite low-risk profile,
nearly one-half and mostly obese emergency department patients with
chest pain (without signs of myocardial infarction or coronary artery
disease) had coronary microvascular dysfunction. According to Safdar
et al. (2018a) these results can explain the high rates of return visits
associated with chest pain.

Research on unexplained chest pain can also be related to different
psychological perspectives and concepts. There are high rates of
comorbid emotional disorders, particularly anxiety disorders in
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unexplained chest pain (Mourad, Jaarsma, Strdmberg, Svensson &
Johansson, 2018; Rushton & Carman, 2018; Tremblay et al., 2018;
Pardue, White & Gervino, 2019). Taking into account that chest pain is
associated with coronary artery disease, it is understandable that it is one
of the most anxiety-provoking and uncertainty provoking medical
complaints for patients (White & Rosenbaum, 2013). Persons with
unexplained chest pain are not a unitary group. They respond to various
levels of explanations and reassurance regarding the illness. There is also
a difference in medication and use of psychological techniques
(Chambers et al., 2015).

There has been growing understanding of pain as a complex perceptual
experience influenced by a wide range of psychosocial factors, including
the meaning of pain to the person’s beliefs, attitudes and expectations
(Turk & Okifuji, 2002). Stress is often described as one factor in the
explanation of disease. An often used definition for stress is Selye’s
(1956): the non-specific response of the body to any demand made upon
it. According to Selye (1976) the stress response in the body is the same
kind for both positive and negative stressors. In line with Lazarus and
Folkman (1984), stress is seen as a result between the person and the
environment. When a person’s resources are exceeded, stress develops.
However, intra individual analyses indicate that people are more variable
than consistent in their patterns of handling stress (Folkman & Lazarus,
1980). An example from research is a sample of hospitalized cardiac
patients showing that uncertainty in illness has a significant impact on
both anxiety and depression (Giammanco & Gitto, 2016). Uncertainty in
illness has a significant impact on the possibility of augmenting levels of
both anxiety and depression.

Returning to the focus of my thesis, factors like those described above
may influence experiences and expressions of pain.

10
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3.2.1 Coronary microvascular dysfunction

Many bio-medical theories have been proposed to explain chest pain,
including an impairment in coronary flow reserve (Chauhan, Mullins,
Petch & Schofield, 1994), microvascular spasm (Kaski, 1998),
undetectable abnormalities of small coronary arteries (Maseri, Crea,
Kaski & Crake, 1991), oestrogen deficiency (Ross et al., 1996), patchy
constriction of pre-arteriolar vessels (Maseri et al., 1991), and impaired
endothelial function (Egashira et al., 1993). Explanations have also
focused on neurophysiological differences in pain perception (Rosen,
2004). Research (De Vita et al., 2019) indicates that the mechanisms
responsible for coronary microvascular dysfunction include both
reduced coronary microvascular dilator function and enhanced coronary
microvascular constriction. Moreover, the impaired microvascular
dilator function may involve both endothelium-independent and
endothelium-dependent mechanisms.

According to Safdar et al. (2018a), the clinical profile of individuals with
coronary microvascular disease was surprisingly similar to those with
normal flows. There was little correlation with traditional predictors of
cardiac artery disease, which makes routine screening particularly
challenging. There is a need to look beyond traditional predictors of
cardiac artery disease to develop new screening measures for coronary
microvascular disease, using a more holistic and sex-specific approach,
partly related to the fact that there are more women with chest pain
(Safdar et al, 2018b). According to Safdar (2018b), this underscores the
challenge of identifying effective therapies for treating patients with
microvascular disease. It also accentuates the need to focus on the
experiences of living in the borderland between being diagnosed or not,
and still being ill. Returning to my thesis, this means we need openness
in understanding the patient’s chest pain and the experience of living
with this pain.

11
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3.3 Physical activity

Physical activity is defined by Caspersen, Powell and Christenson (1985,
p.129) as “any bodily movement produced by the skeletal muscles that
results in energy expenditure”. Exercise can be described as a subset of
physical activity and is structured and repetitive, with a final or
intermediate objective, such as the improvement of, or maintenance of
physical fitness (Caspersen et al, 1985). According to Myers et al.
(2015), more than five decades of epidemiological studies have shown
that higher physical activity patterns and cardiorespiratory fitness are
associated with better health outcome. According to the World Health
Organization (2011), physical inactivity is responsible for an estimated
3.2 million deaths globally (WHO, 2011). As a result, a sedentary
lifestyle is considered to be a leading preventable cause of death.

Exercise training is described as perhaps the most physiological and best
approach to exploit the adaptive capacity of the coronary vascular bed
and to evoke a number of functional and structural changes (Tremblay
& Pyke, 2019). At the same time, we know that avoidance of doing
physical activity is both described in research (Lochbaum, Jean-Noel,
Pinar & Gilson, 2017) and observed in clinical practice (Jonsbu,
Dammen, Morken & Martinsen, 2010; Jonsbu et al., 2011; Simony,
Dreyer, Pedersen & Birkelund, 2017). For example, Simony et al. (2017)
conducted a phenomenological-hermeneutic study of patients’
experiences when they suffered a minor heart attack and participated in
cardiac rehabilitation. The authors claimed that the patients found the
cardiac disease as a difficult challenge, which lead to vulnerability and
helplessness. The results revealed anxiety regarding exercise,
encouragement from training along with other patients, and growing
confidence in the heart.

Disease-specific exercise guidelines for cardiovascular disease are
widely available (Mezzani et al., 2013; Piepoli et al., 2014; Piepoli et al.,
2016). However, a recent European (Belgium, Netherland, Germany,
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France, United Kingdom, Italy, Spain, Austria and Portugal) study about
prescriptions for patients with various cardiovascular diseases reveals
significant inter-clinical variance (Hansen et al., 2018).

A significant concern in cardiac rehabilitation programmes is the
intensity of aerobic exercise (Mezzani, et al., 2013). Several guidelines
and publications include intensity ranges for aerobic training
prescription (Mezzani, et al., 2013; Piepoli, et al., 2014). High-intensity
interval training involves repeated periods of activity of short duration
(bouts), high to severe or severe to extreme intensity exercise separated
by brief periods of lower intensity. This has been recommended for
improving exercise capacity and for being more effective than
continuous exercise (Guiraud et al., 2012; Moholdt et al., 2012; Vanhees
et al., 2012; Achttien et al., 2013; Mezzani et al., 2013; Piepoli et al.,
2014). However, contradictory results have been presented (Ellingsen et
al., 2017), which indicates that more knowledge is needed for
recommendations of exercise training for patients with unexplained
chest pain.

In this thesis, Study 111 was part of a larger study, the SYNDEX study,
where aerobic high-intensity exercise training was used in patients with
chest pain and normal coronary angiogram. Relevant parts of the
SYNDEX study will be described on page 28-30 to provide background.

According to Jason, McGannon, Blanchard, Rainham, and Dechman
(2015), there is a need for a multidisciplinary approach, as well as more
research and regulation in the area of physical activity for patients with
chest pain. Jason et al. (2015) state that although medicine of the past
focused on population medicine, medicine of the future will focus on the
individual. There seems to be a need to further explore the patient’s
information needs and experiences related to physical activity.
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3.4 Organization of care for people with
(unexplained) chest pain

In Norway, general practitioners (GP) are usually the first health
professional level to attend in case of chest pain, as all persons are listed
with different GPs, based on a contract with the municipality. Other
health contact options are the casualty clinic, local emergency
communication centres or emergency medical communication centres
(Burman, 2015). In Norway there are well-defined structural borders
between primary and secondary health care services. Only a physician
can admit patients to the emergency department. Nevertheless, when
ambulance personnel evaluate the patient to have a life-threatening
medical condition, the patient will normally be taken directly to the
emergency department (Burman, 2015).

Two Norwegian studies (Zakariassen, Burman & Hundskaar, 2010;
Bjornsen, Naess-Pleym, Dale, Grenne & Wiseth, 2019) indicate that
emergency medicine outside hospitals mainly concerns acute chest pain
as the most common symptom. According to Burman, Zakariassen &
Hunskaar (2011) the majority of patients with acute chest pain defined
as “a red response situation” (an “acute” response with highest priority)
were admitted to a hospital for further investigation. However, only a
quarter of the patients were assessed pre-hospital to have a severe cardiac
heart disease. This illuminates the challenges in deciding the appropriate
level of response for patients with acute chest pain (Burman et al., 2011)
and the complexity of the illness experience.

3.5 Summarising the background to this thesis

More light needs to be shed on the “black box” of the puzzling condition
of unexplained chest pain and thereby more knowledge acquired about
living with chest pain. The economic burden of chest pain is high and
rapidly escalating. Parallel with the increased body of knowledge about
the biomedical bases for unexplained chest pain, challenges to life and

14



Background

everyday activities still need to be addressed. Patients’ understanding
and sense-making in regard to experiences of chest pain with
consequences specifically for the level of physical activity seem to be
significant factors in everyday life. In addition, a broader view of the
person’s illness experiences and how signs and symptoms manifest
themselves in relation to health need to be taken into account. Such
knowledge is vital for the development of health care quality and
supportive and preventive programmes and activities for this group of
patients.
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4 Theoretical perspectives

Here the concept of “person” is described as a basis for this thesis,
followed by perspectives on the lived body, capability, vulnerability and
uncertainty. We will then take a look at health, including bodily signs
and symptoms, illness and disease related to unexplained chest pain.

4.1 Person

The point of departure for this thesis is a perspective wherein the patient
is regarded as a whole person with unique experiences (Eriksson, 2001,
2010; Dahlberg & Segesten, 2010). The basis for understanding the
wholeness of the person can be related to phenomenological ideas of the
life world and lived body (Merleau-Ponty, 2012).

According to Ricoeur (Ricoeur, 1994, Kristensson Uggla, 2011, p. 248)
a person is characterized by being a body, expressing meaning in action,
and being in development. A person is thereby responsible for their own
actions, also sees such competencies in other persons, and becomes a
person in relationship with others (Ricoeur, 1990).

A “person” is seen as being both capable and vulnerable when living in
relationships (Ricoeur 1990/94). This implies a movement between
being a subject on the one hand, and partly on focusing on the person’s
relationships, life context and living conditions in the wider sense on the
other (Ohlén & Friberg 2019).

4.1.1 Perspectives on the lived body — significance of
experiencing chest pain

The participants in our studies experienced chest pain, which means
something hurt located in the chest. In the words of Merleau-Ponty
(2012), every experience is embodied. This means that for me as a
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person, the body is my point of view and my way of experiencing and
understanding the world.

The philosopher Edmund Husserl introduced the concept of life-world at
the beginning of the twentieth century. It is the human being’s natural,
taken-for-granted everyday world of common experiences (Dahlberg,
Dahlberg & Nystrom, 2008). The life world is the world that is lived
bodily, and through which meaning is constituted. For our study
participants, this meant their everyday life situation. The common notion
of “a body” is a dualistic notion of the body as an object, but Merleau-
Ponty offers a holistic view of the body. We do not have our bodies; we
are our bodies. If we return to the participants of this thesis, it is
important to address chest pain as embodied.

The ideas of the lived body are worth noting in a study about pain that is
unexplained, and where visible signs of the disease are difficult to
identify. In the present thesis, a person’s individual understanding of
themselves, their bodies, and their life situations, and what this means
for physical activities and exercise training are in focus.

4.1.2 Capability

Based on philosophical anthropology — viewing man as a person —
Ricoeur (Kristensson Uggla, 2011, p. 229) deals with “capability”. The
functioning of the individual is the actual achievement through being or
doing (Mitra, 2006). Functioning is a way of being or doing, as in, for
example, physical activity. Capability is dynamically shaped by
interactions between individuals and their environments. The basic idea
of the capability approach is to have capabilities for valued functioning
(Entwistle & Watt, 2013). This implies what they are free and able to do
and be.

This illuminates the conditions that affect health and one’s ability to
make health choices. For example, getting chest pain can bring
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unexpected disruption, for example, in connection to physical activity.
According to Prah Ruger (2010), health capability offers promise in
finding a balance between paternalism and autonomy by respecting the
health consequences individuals face and their health agency.

Functioning is doing or ways of being, such as being physically active —
walking, running, hiking. To achieve particular functioning, capability is
dynamically shaped by interactions between individuals and their
environments, including social relationships. Having capabilities for
valued functioning is the basic idea of the capabilities approach
(Entwistle & Watt, 2013). Returning to this thesis, the patients are able
to do and be, and have reasons to value doing and being.

4.1.3 Vulnerability

Ricoeur (Kristensson Uggla, 2011) claims that vulnerability is a constant
human experience and condition. From a phenomenological perspective,
itis related to our embodied state in particular. In relation to illness, Carel
(2009) distinguishes between objective and subjective vulnerability.
Obijective risks, such as avoiding physical activity, expose people to what
is described as objective vulnerability. There is no necessary relationship
between what Carel (2009) describes as illness and feelings of subjective
vulnerability, as our response to illness varies. According to Gjengedal
et al., (2013), vulnerability is an existential phenomenon. Further,
according to Purcell (2013), our identities are only complete through our
commitment to others. Depending on the situation and cultural context,
the degree of vulnerability will vary.

Ricoeur’s (1994) reflections on the capable self show there is a lived
paradox in autonomy and vulnerability. In his view, a person is both
capable and vulnerable, and there is a duality in that. From a
phenomenological perspective, it is related to our embodied state in
particular.
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4.1.4 Uncertainty

Uncertainty is defined by Michel (1988) as “the inability to determine
the meaning of illness-related events.” Mishel developed the original
uncertainty theory to address uncertainty during the diagnostic and
treatment phases of an illness, or an illness with a determined downward
trajectory (Mishel, 1988). A reconceptualised uncertainty in illness
theory was then developed to address the experience of living with
continuous uncertainty in either a chronic illness requiring ongoing
management or an illness with a possibility of recurrence (Mishel, 1990).
Uncertainty is a multidimensional concept and contains various aspects.

There are a number of possible factors which can contribute to
unexplained chest pain. According to Michel (1988), all uncertain
situations lack form or structure. Living with unexplained chest pain
often means living without an explanation for the pain. McCormick
(2002) also claims uncertainty is a multidimensional concept, which in
its purest form is a neutral cognitive state and should not be mistaken for
its emotional outcomes. Patients may feel emotionally distressed about a
situation without having first felt uncertain.

An information-theoretical approach presented by Peters, McEwen and
Fristone (2017) defines the essence of stress as uncertainty. In their view,
uncertainty is “expected surprise”. This means, in relation to everyday
life, that we feel uncertain when we anticipate outcomes will be
something other than expected, and that we are unable to avoid surprise.
Adamson (1997) and van den Bos (2009) claim there are two
characteristics of uncertainty; one being existential and one having
clinical aspects. The term “personal uncertainty’ is used by van den Bos
(2009) and defined as “the aversive feeling that you experience when
you feel uncertain about yourself”.

Health professionals who meet patients with unexplained chest pain also
live in a space of uncertainty. Simpkin and Schwartztein (2016) claim
that physicians, for example, too often focus on transforming a patient’s
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narrative into a black-and-white diagnosis that can be categorized and
labelled. According to them, uncertainty is generally supressed and
ignored, and this instils in us a sense of vulnerability because of the
uncertainty. Being open to patients’ uncertainty appears to be important
in a study about experiences of living with unexplained chest pain.

4.2 Health

In the early definition of health, The World Health Organization (WHO)
(1946) defined it as “a state of complete physical, mental, and social
well-being and not merely the absence of disease or infirmity”. Since
then, the meaning of the concept of health has been widened in
accordance with WHO’s most recent definition. In a study about living
with unexplained chest pain, there is a need to embrace a multi-
dimensional definition of health. That involves, for example, taking
biological, emotional, social and existential dimensions into
consideration. Dahlberg and Segesten (2010, p. 62) define health as “a
balanced feeling of freedom and vulnerability that constitutes a person’s
well-being and capacity to pursue minor and major life projects that they
value”. Health can be seen as a personal process that is created and lived
in daily life. A holistic and humanistic perspective like this focuses on
the human as a whole (Eriksson, 2001). Therefore, a biological
perspective (Boorse, 1977) on health as the absence of disease is too
restricted. This is consistent with my thesis where the perspective is that
human beings are unique and must be met as such.

4.2.1 Bodily signs and symptoms

The concepts of signs and symptoms are defined and used in different
ways. There is a wide range of concepts surrounding the term
‘symptom’. According to Edwards (2008) and Sharpe and Walker
(2009), the leading biomedical standpoint uses it in terms of pathology.
Brink and Scott (2013) state that the term ‘symptom’ as an all-embracing
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marker of disease may still be widespread in everyday health care
practice. The meaning of the term therefore becomes unclear.

According to Edwards (2008) the concept of ‘signs’ can be described as
alterations that can be detected through the observer’s senses and
denoted by objective biomedical disease markers, for example, positive
stress test, abnormal angiography and laboratory tests. Signs are used to
refer to pathological changes.

However, in this thesis, the term ‘symptom’ refers to the subjective
experience of illness, and something that is not directly observable.
According to Dodd et al. (2001), a symptom is a subjective experience
and is the most common reason for people to seek care. In this thesis, the
participants have symptoms following pain in the chest, but not always
objective signs. The person’s awareness of their body is altered and
previous functions taken for granted are brought to attention. This is
interpreted as a bodily message (Leder, 1990; Malterud, Guassora,
Graungaard & Reventlow, 2015). The symptom experience is affected
by the perception, evaluation and response to the symptom. Perception
IS a process of receiving sensory inputs and an awareness of changes in
the way an individual feels or acts. Ricoeur (Kristensson Uggla, 2011)
describes symptoms as a track, comparing them to a riddle, whereby
bodily expressions (verbal, nonverbal) are to be interpreted in relation to
the track.

4.2.2 lliness and disease related to unexplained chest
pain

The participants in the studies experience illness even though it is not

conceptualized. IlIness in relation to unexplained chest pain can be seen

as belonging to a pre-medical stage, and thereby not yet described as a

disease. The medical anthropologist Leon Eisenberg (1977) describes

illness as a subjective feeling indicating that something is wrong in the
body and that health is affected. The social scientist, S Kay Toombs
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(1993), has used the ideas of the lived body to interpret and understand
the existential meaning of illness. She says the meaning of illness is
specific to each person. lllness involves the current context, the
biological body, and also considerations of future. The experience of
ilIness represents the person’s reality and involves their whole existence.

Disease, on the other hand, is described by Eisenberg (1977) as an
objective classification of pathophysiological processes. The diagnostic
system in biomedicine is based on this statement. Kleinman (1988)
similarly defines disease as an “objective biological event” that involves
disruption of specific body structures or organs or physiological changes
(Mechanic, 1986; Kleinman, 1988). The patients with unexplained chest
pain may have signs which can be hard to visualize directly.

A common perception of illness is a subjective experience, which
indicates that a possible underlying disease is present. Such ways of
thinking can be addressed by both the patient, members of the family or
wider social or societal networks. There must be an openness towards
perceptions like this in the participants’ narratives.
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5 Methods

5.1 Research design

The overarching aim of this project was to develop knowledge about
experiences in relation to living with unexplained chest pain. A
descriptive and explorative design (Polit & Beck, 2018) was found to be
appropriate (see Table 1). In order to answer the research questions,
studies were performed with different qualitative methodological
approaches, which remained separate during the analysis phase (Table
I). This thesis draws on data from three samples and analysis approaches.
Using different qualitative data analyses in the thesis does not necessarily
mean that the whole is greater than the sum of the parts (Polit & Beck,
2018). However, it may help to provide a richer account than either
approach alone.

Table 1 — Overview of all three studies in the thesis

Studies | Design Focus Partici- | Data Analysis
pants |collection
method
Paper | |Explorative | Information 7 Interviews | Qualitative
and needs of patients content analysis
descriptive | patients with
(Inductive) |unexplained
chest pain
Paper |Explorative | Meaning of 15 |Interviews |Phenomenological
I and physical patients hermeneutical
interpretive | activity for approach
(Inductive) |people with
unexplained
chest pain
Paper |Explorative|The 12 |Reflexive |Grounded theory
i (Inductive) |transitional | patients | diaries
process and
persons with interviews
unexplained
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chest pain
undergo
while
participating
in an exercise
programme
over time

5.2 Participants and recruitment process

5.2.1 Studyland Il

A purposive sample (Polit & Beck, 2018) of patients was used. Suitable
patients attending a cardiac outpatient clinic at a university hospital in
Norway who met inclusion criteria were approached to take part during
the recruitment phase.

Inclusion criteria

have attended a cardiac outpatient clinic at a university
hospital in Norway, previous recruitment

chest pain, and a cardiologist should have ascertained that
the patient’s symptoms had no apparent organic cause

at least 18 years of age

able to understand and speak Norwegian

Exclusion criteria

no symptoms of chest pain

age less than 18 years

pathological findings from the bicycle exercise test

not able to understand and speak Norwegian
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A symptom-limited bicycle test was given to all eligible participants in
the outpatient clinic. They received information about the test results, as
well as standard information about risk factors and lifestyle factors
related to development of heart disease.

Participants Study I: Participants who met the inclusion criteria were
consecutively invited to take part in the study via a letter distributed by
the head nurse in the cardiac outpatient clinic. The recruitment of
participants continued over a six-month period. Those who were
interested in taking part contacted the head nurse. Four women aged
between 21-60 years and three men aged between 58-62 participated.

Participants Study Il: The participants in Study Il consisted of the
participants from Study I, with an additional eight patients recruited
according to the same inclusion/exclusion criteria as for Study I. These
were recruited on the assumption that additional participants would
increase variation in data. For Study I, the focus was experiences of
physical activity. The head nurse and a nurse at the cardiac outpatient
clinic telephoned the patients to invite them to take part in the study. This
subsequent selection process continued for 3 months. The second dataset
comprised five women and three men, bringing the total to nine women
aged between 21-78, and six men aged between 42-65 participating in
the study.

5.2.2 Study Il

Patients with chest pain who had normal or near normal coronary arteries
assessed by coronary angiography at a university hospital in Norway,
were eligible for participation. Near normal coronary arteries is defined
as stenosis less than 30%. To select participants, coronary angiography
was performed using standard techniques.
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Inclusion criteria:

outpatients and patients admitted to the hospital with
repeated episodes of exercise induced chest pain.

normal or near normal coronary angiogram or negative CT
coronary angiogram

age > 18 years

able to participate in training groups 3 times a week for
twelve weeks

Exclusion criteria

— prior myocardial infarction

— serious valve disease

— cancer

— previous radiation or drug therapy for cancer

— musculoskeletal problems making exercise training
impossible

— ongoing serious inflammatory disease
— intra cardiac devices

— presumed insufficient acoustic windows because of severe
emphysema or gross overweight

— atrial fibrillation
— participation in other ongoing studies
— contrast allergy
— contraindication to adenosine infusion

— vasospastic angina
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The lists of patients were checked according to the inclusion criteria first
by a nurse, then a physician and finally a cardiologist. Forty patients who
met the inclusion criteria were subsequently contacted and invited to an
information meeting at the hospital. Seventeen patients met up and
received thorough information about the project. All the health
professionals contributing to the project presented themselves. Patients
had approximately one week to think through the information. Those
agreeing to participate were contacted again and invited to a medical
investigation approximately 7 days after the information meeting.

Table 2 — Overview of gender and age of participants Study Il

Participants Female Male Years of age
Study 11 7 5 40-45
46-50
51-55
56-60
61-65
66-70
71-75

PAWOWN | PP

5.3 The settings

5.3.1 Outpatient unit setting Study 1,11

The setting for Studies | and Il was a cardiac outpatient clinic at a
university hospital.

The data collection (interviews) were performed in undisturbed rooms
either in the same building as the cardiac outpatient clinic at the
university hospital or in a room at the university.
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5.3.2 Outpatient unit setting Study Il

Study 111 was conducted as part of the pilot project, The Syndrome X-
ercise study, SYNDEX: Effect of Aerobic High-intensity Exercise
Training on Coronary Flow Reserve, Endothelial Function and
psychological function in Individuals with Chest Pain and Normal
Coronary Angiogram (Khanmohammadi, Engan, Seeland, Eftestal &
Larsen, 2019).

Study Il concerns patient experiences after participating in exercise
training as part of an intervention (see below for details). The exercise
training took place in a building close to the hospital, in a room equipped
with treadmills and screen showing the heart rate observable by the
patient and the health professionals connected to this project. There was
also a training scheme displayed beside the screen (Figure 1, Paper I1I).
During each training session, music was played on a stereo system.
Outside the training room, there was a waiting room with a defibrillator
placed on a wall, changing rooms and showers.

Two specialized physiotherapists and three nurses led the training.
Physicians who were part of the team were always available. The
participants exercised in groups: two groups with four participants and
two groups with two participants.

5.3.2.1 Intervention

A short description of the Syndex intervention follows to enhance
understanding of the background to Study I1l. Note that in Study 111, only
patient experiences of participating in the exercise training were in focus.

5.3.2.1.1 The Syndrome X-ercise study, SYNDEX

The aim of the SYNDEX project was to map the ability of the
cardiovascular system to increase blood flow. The hypothesis was that
an established exercise plan could improve heart function, which in turn
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could lead to less chest pain. The effect of the exercise on mental aspects
of the patients was also measured (not part of this thesis). Patients were
divided into two groups, one of which participated in a high intensity
exercise training programme, while the other (control) group did not
participate but had the same follow-up. Training took place three times
a week for twelve weeks. Data was generated in the form of blood
sampling, echocardiography, measurements of flow-mediated
vasodilatation with ultrasound, Doppler of the coronary artery at rest and
during full hyperaemia and a 24-hour heart rate registration. Information
was also obtained from the patient record. In addition, different
questionnaires were used. The main findings of the physiological effect
measurement were published in an abstract for the European Society of
cardiology Scientific Session, London, UK in 2015.

5.3.2.1.2 A brief overview of the high-intensity exercise programme

High intensity interval training refers to repeated short sessions of
relatively high intensity against 80-90% volume O2 at 85-95% of
maximum heart frequency. Traditionally, high intensity interval training
has been used in sport to improve aerobic and anaerobic capacity
(Cornish, Broadbent & Cheema, 2011). In the last decade, several
randomized controlled studies have shown significant and clinically
important physiological adaptations (which means physiology changes
after high intensity training) in coronary patients using high intensity
interval training (Rognmo, Hetland, Helgerud, Hoff & Slgrdahl, 2004;
Warburton et al., 2005; Munk, Staal, Butt, Isaksen & Larsen, 2009).
Studies of Munk et al. (2009) indicate that high intensity interval training
has been shown to be well tolerated by stable coronary patients.

The exercise training programme was designed based on published data
in the field (Cosin-Sales, Pizzi, Brown & Kaski 2003; Munk et al., 2009).
It was performed in coordination with two experienced physical
therapists specialised in cardiac rehabilitation. The programme consisted

31



Methods

of a twelve-week group-based exercise activity programme. Two trained
physiotherapists and two trained nurses took part in each group.

The exercise training sessions lasted for 38 minutes. Each session
consisted of a ten minute warm-up period at moderate intensities (60-
70% of maximum heart rate (HR), based on the results of an initial
exercise test, followed by a total of four intervals at 90-95% HRmax (85-
90% VO, peak) with 3 minutes of active recovery phases at 60-70%
HRmax in between intervals and at the end of the session. The sessions
were monitored with individual HR monitors (Polar RS100; Kempele,
Finland).
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Figure 1 - High-intensity aerobic exercise training programme, HRmax = maximum heart
rate. Frequency and duration: three times per week for 12 weeks. Time: Monday, Wednesday
and Friday at 7:30 am or 14:30 pm.

5.4 Data collection

Data consisted of qualitative interviews and diary texts. The data
collection is described in detail below. The data collection periods are
shown in Table 3.

Table 3 — Overview of periods of data collection

Studies Study | Study 11 Study 111
Period of data | May 2010 - | May 2010 - November 2013
collection June 2010 June 2010 —June 2014
and
October 2012 -
December 2012
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5.4.1 Qualitative interviews with patients Study | and Il

Interviews were conducted with patients who attended the cardiology
outpatient clinic and met the inclusion/exclusion criteria. | moderated,
audiotaped and transcribed the interviews verbatim according to the
participants’ experiences of the challenges related to information needs
(Study 1) and physical activity (Study Il) (Polit & Beck, 2018).

The interviews lasted for approximately one hour. The interviews in
Study I and the first seven in Study Il were semi-structured individual
interviews in accordance with Kvale and Brinkmann (2009). An
interview guide was used in Study | (see Interview guide, Study I). The
participants were encouraged to describe their experiences of living with
unexplained chest pain and information needs. In Study Il, physical
activity was emphasised among these. The interviews were in narrative
form and conducted as a conversation in which the informant was
encouraged to talk freely (Kvale & Brinkmann, 2009). In the raw data of
the first seven interviews, a need for more information about physical
activity was identified. Based on this, we made the decision to probe
deeper into this need.

As the basis for Study I, text sequences related to physical activity were
identified from the first seven interviews. The next eight interviews in
Study Il were more open ended in accordance with Mishler (1991). The
participants were encouraged to speak more in depth about what it was
like to be physically active. They were invited to talk in their own words,
and were also asked follow-up questions such as: “Could you expand on
that?” and “Could you give more examples from daily life?”” (Mishler,
1991). All interviews were transcribed verbatim. Non-verbal expressions
such as laughter, crying and pauses were noted in the transcripts
(Mishler, 1991).

5.4.2 Diaries and interview data Study Il

Data were collected during and after the exercise-training programme.
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5.4.2.1 Diaries

The participants were asked to write a diary about their experiences of
training during the exercise programme and one, two and three months
after training was finished. The diaries were semi-structured (Bartlett &
Milligan, 2015), which means they are designed to encourage the diarist
to write a more detailed temporal narrative, often around a loosely
structured set of themes (Bartlett & Milligan, 2015). The purpose of this
design is to gain a deeper understanding of a person’s actions,
experiences, thoughts and emotion around a particular topic. According
to Bartlett and Milligan (2015), a key advantage of using diaries is that
it removes the researcher from the point of data capture, which affords
participants private space to record their views. This data collection
method is especially useful for sensitive or emotive data (Bartlett &
Milligan, 2015). In addition, it can provide more accurate documentation
than only conducting a qualitative interview, as reflections are usually
recorded shortly after the event. The following questions were written in
textual form in the diary: Please tell us how your chest pain has been this
past month, Please tell us how your chest pain has affected your daily
life in the past month, Please tell us what the group you are participating
with has meant to you over the past month.

5.4.2.2 Interviews

In addition, the participants were interviewed after the programme about
their experiences of having taken part in a high intensity physical
exercise programme. The interviews lasted from 40-120 minutes. These
interviews were based on the diaries and carried out after the exercise
programme was finished. The diaries contributed to the patients
remembering experiences of training during the exercise programme. In
the interviews, the participants were asked to expand on what they wrote
in their diaries. In addition, the interviews were carried out before the
participants had medical tests after participating in the programme. The
participants were invited to talk in their own words, and were also asked
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follow-up questions, such as: “Could you expand on that?”” and “Could
you give more examples from daily life?” (Mishler, 1991). The
interviews were open conversations, following the participants’ line of
thought. 1 moderated and transcribed verbatim all the interviews. Non-
verbal expressions such as laughter, crying, and pauses were noted in the
transcripts (Mishler, 1991). Directly after each interview, | wrote down
shorter meanings or supporting words. | read through this and made
notes.

5.5 Analysis of data

Three different qualitative methods of data analysis were found
appropriate in answering the research questions in the thesis (see Table
I). The analysis included qualitative content analysis (Graneheim &
Lundman, 2004), phenomenological hermeneutical analysis (Lindseth &
Norberg, 2004), and analysis according to classic grounded theory
(Strauss & Glaser, 1967; Glaser, 1978).

5.5.1 Content analysis (Study 1)

A qualitative content analysis was performed and the procedures
suggested by Graneheim and Lundman (2004) were found to be
appropriate. Graneheim and Lundman (2004) make a distinction
between manifest and latent qualitative content analysis. In the first
manifest analysis, it was asked if any information needs could be
identified and related to unexplained chest pain, and if so, which. The
text was read, and all text about information needs was marked. The
meaning units representing the questions asked from the interview guide
were systematically chosen and coded before condensing the text and
grouping a list of information needs. Subcategories were then identified
and compiled.

Analysis of the text deals with the content aspect (Graneheim &
Lundman, 2004) and describes how the participants talked about their
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information needs. The analysis also deals with the relationship aspect
(Graneheim & Lundman, 2004) and involves an interpretation of the
underlying meaning (latent level) of the information needs. In the present
analysis, there is both a manifest and latent level. To conclude the
analysis, the author and co-authors reflected together on its entirety.

Table 4 — Illustration of the analysis process in Study |

Condensed meaning unit Category Subtheme Theme
They don’t think of each person Not being seen as | Experiencing
as having individual questions
I . a person lack of focus
when giving information
on individual
The examination in the clinic problems Experiencing

which found unexplained chest
pain left me with many

questions, but he (cardiologist) information
would not listen to my story

unmet

needs

Didn’t have time to ask questions Lack of time for

asking questions
They said you could ask, but there was no
room for it Alone with the
People don’t talk about it problems
(unexplained chest pain)

Strange that they don’t get
(together) those who have the
problems to talk with others

5.5.2 Phenomenological hermeneutics (Study II)

A phenomenological hermeneutic approach (Lindseth & Norberg, 2004)
inspired by Paul Ricoeur’s philosophy (1976) was used in analysing the
interview data. According to Ricoeur (1976) the aim is to interpret the
meaning of the text and describe what is hidden. To create knowledge
about human experience, people communicate their lived experiences
and transfer these into textual form. Hermeneutical ideas of a circular
movement between understanding and explaining the text guided the
analysis and rigor considerations. The analysis included a three-step
method (Lindseth & Norberg, 2004): naive interpretation, structural
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analysis and comprehensive understanding. The naive reading gave us a
sense of the whole and formed a first naive understanding of the
phenomenon. We wanted to focus on the essence of the understandable
meaning of the experiences of physical activity for people with
unexplained chest pain. The naive interpretation guided the structural
analysis. The data were first systematically examined to gain a deeper
understanding of the content of the interviews before the meaning units
were identified and extracted from the text. The units were subsequently
compared and critically reviewed in relation to the naive understanding.
The text was condensed into subthemes and themes. According to
Ricoeur (1976) and Lindseth and Norberg (2004), the interpretation
theory was the main inspiration for opening the way into the
hermeneutical circle by moving through the methodological steps. Inthe
last part of the interpretation, the main theme, themes and sub-themes
were summarized and reflected on in relation to the research question
and the context of the study (Lindseth & Norberg, 2004). The results
were formulated in everyday language as close to the lived experience as
possible. This interpretation of the comprehensiveness was formulated
as a “deepened meaning”.

Table 5 — Illustration of the analysis process in Study Il

Meaning Unit Condensed | Subtheme
Meaning
Unit
No, I’m the kind of person, in one way, that Being a certain Considering/reflecting
on another occasion, when | was taking one kind of person upon

of the kids up a (clears her throat) really steep | ¢ not giving up myself as a person
hill, I don’t give up (smiles a little), because e being

1I’m going to the top, right? And then | had susceptible to
one of those episodes [of chest pain] again. anxiety

But I could have done with trying to stop and
catch my breath a little.

Because I’'m a bit like, | might seem very
calm on the outside, but I’'m not completely
calm, you know. | think about everything
beforehand and think the worst, as a mother,
and you know. Now | don’t have small kids
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but I do have people in the house and then |
think | have to make everyone happy - |
mean for me in a way. So it gets very
stressful.

5.5.3 Grounded Theory (Study IlI)

Grounded theory was used to generate a theory that accounts for the
activities/actions of patients with unexplained chest pain participating in
a high-intensity exercise programme (Strauss & Glaser, 1967; Glaser,
1978). As pointed out by Glaser (1992) in classic grounded theory,
openness is of significance, as well as freedom from preconceived
knowledge to see and discover the most relevant concepts in data while
avoiding influencing theory (Glaser 1992). Within this, we tried to
understand the complexity of what is going on, as described by the
participants in their diaries and interviews. | took notes after each
interview. Data collection and analysis took place simultaneously. The
ongoing analysis of the reflective diaries directed further data collection
through the interviews of each participant.

Rather than fragments, entire incidents must be considered in the
analysis (Glaser, 1978). Open coding, selective coding, memo writing,
theoretical coding and sampling were used in the analysis. Each level of
coding moved the analysis towards increased levels of abstraction during
the comparative analysis. By comparing data on different levels of
abstraction, the analysis was validated. Further, validation was ensured
by reading the developing pattern of the grounded theory in relation to
all data.

One example is the subcategory “becoming a more capable person”.
Experience of participating in the exercise training programme enabled
participants to become more capable. Through participation, these
individuals were brought into an experience of distressing uncertainty,
but they moved on to the process of alleviating distress by letting go and
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being reassured. Despite the chest pain, the participants experienced
confidence in physical activity. They moved from uncertainty about
physical activity and chest pain to experiencing physical activity as
something giving them strength. The participants focused on making
sense of recent events. They reflected over their experiences of
symptoms and their knowledge of the body and mind. Most of the
participants expressed feeling much better, and talked about seeing more
possibilities in life. For example, one wanted to go back to work after
having been on sick leave and disability benefits for two years.
Becoming more capable created possibilities. Most participants felt
better than they expected after taking part in the exercise training
programme. They experienced personal growth and gained an enhanced
outlook on life. One expressed it as ‘coming out of the quagmire’,
Another patient said:

‘I am also a bit uplifted because | have experienced fewer symptoms of
... I'think . . . activity in the heart region or . . . | can’t define it . . . but
that thing (chest pain — author’s comment). | haven’t
experienced/sensed it as much now when I train. So | believe that . . . |
think it (the training — author’s comment) has managed somehow to get
these symptoms away in one way or another’.

The progress of the analysis was discussed within the researcher group.
The reflections notes were read and the interviews listened to several
times in order to discover a variety of perspectives. Selective coding was
carried out by transferring a limited selection of codes over to larger parts
of the collected data. The core category “confronting one’s vulnerability”
was identified in the theory under development.

5.5.4 Strength and limitations of the methods used

In line with Polit and Beck (2018) the research designs were selected
appropriately to answer the research questions by allowing a variety of
strategies.
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In the complex debate about quality in qualitative research, Lincoln and
Guba (1985) suggested standards for trustworthiness of qualitative
research that parallel the standards of reliability and validity in
quantitative research (Polit & Beck 2018). The five criteria as suggested
by Lincoln and Guba (1985) are used for evaluating the trustworthiness
of the inquiry: credibility, dependability, conformability, transferability
and (added to their framework at a later date) authenticity (Polit & Beck,
2018). These criteria were considered during the study of this thesis.

Credibility refers to confidence in the data and its interpretations. It
involves conducting the study in such a way that the believability of the
findings is strengthened, and demonstrating the credibility in research
reports (Lincoln & Guba, 1985; Polit & Beck, 2018). In order to become
familiar with current practice for investigating patients for chest pain, |
attended an in- and out-patient clinic for a couple of weeks before doing
the interviews.

We tried to invest sufficient time in collecting data to gain an in-depth
understanding of exploring information needs of patients living with
unexplained chest pain (Study 1). In Study II, the experience of the
meaning of living with unexplained chest pain and physical activity was
deepened. In Study Ill, an accurate representation of the participants’
experiences facilitated the transition process, which in turn generated a
common thread from research questions and analysis to describing the
results. The work was critically appraised by other PhD students and co-
researchers in seminars during the whole research process. | also
received comments regarding the presentation of the results in national
and international conferences, and this made me reflect more critically
throughout the different research phases.

Selected quotations from the different studies were chosen to validate the
analysis. According to Glaser (1978), quotations are not recommended,
and can interfere with the analysis, as these excerpts do not in themselves
explain the general behaviour, social interaction or phenomena being
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investigated. Nevertheless, quotations are used here with the intention of
following the evolution of the results.

Dependability concerns whether the conditions and data are stable over
time (Lincoln & Guba, 1985; Polit & Beck, 2018). Our selected
participants were individuals experiencing unexplained chest pain and
who also met the other inclusion criteria. The recruitment processes was
the same for Studies | and Il, using a purposive sample. We assumed
participants had lived experiences, which was important as a basis for
answering the research questions. Seven individuals agreed to
participate in Study I, with an additional eight in Study Il bring the total
to fifteen. According to Malterud, Siersma and Guassora (2017)
qualitative interview studies may benefit from sampling strategies by
shifting awareness from the number of participants in a study to the
contribution of new knowledge from the analysis. Malterud et al. (2017)
further claim that a lower number of participants is acceptable when
information power indicates rich information from the sample. We argue
that the data in the different studies in the current thesis are rich, even if
the participants are few.

In Study I11, only those able to participate in exercise groups three times
a week for twelve weeks could participate. For this to happen, there were
also geographic restrictions on who could attend. The self-selection
strategy may have biased the results, as participants might have been too
optimistic about what they could manage at the start. Additionally, the
number of participants was predetermined. There are specific procedures
in grounded theory for theoretical sampling. An ongoing deductive
process determines where and how to collect data, and who can comment
on this, based on the initial analysis and coding.

In the present thesis, the research process has hopefully been presented
in a way that enables the reader to follow the different steps, as well as
the logic of and reasons behind the concluding results. International
journal referees have also reviewed all three papers before publication.
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Confirmability considers the data, the interpretation of the data, the
studies’ grounding in the participants’ voice and conditions (Lincoln &
Guba, 1985; Polit & Beck, 2018). In the present thesis, the description
of the theoretical perspectives, data analysis and main results are
intended to fulfil the criterion of confirmability. Issues regarding the
selection of the most suitable meaning units, sets of themes and codes
were discussed in meetings with co-authors, seminars with doctoral
students, and in the research group. We focused on establishing
agreement between the different levels of analysis along with our
reflections and preunderstanding. Citations have been selected to give
the participants a voice, and to allow the readers to follow the analysis
process.

I am a registered nurse with further training in psychiatric nursing and
many years’ experience of clinical practice. | have a Master’s degree in
health science. In addition, |1 have worked as a university lecturer,
teaching students to become health professionals, mainly nurses. My
preunderstanding is important, as my previous education and relations
with patients and students have given me valuable insight into the daily
life of patients experiencing pain, as well as the experiences of other
health professionals. | am trained in dialoguing with patients, which was
valuable in interviewing the participants in all three studies. At the same
time, | had to be conscious not to let my preunderstanding influence my
understanding of the phenomenon. Dahlberg et al. (2008) uses the term
“bridling”. This represents more than suspending the preunderstanding
and contains three aspects. The researcher has to be aware of their
preunderstanding — if they are not, personal beliefs and theories may
mislead the understanding of meaning, thus restricting the openness of
the research process.

According to Dahlberg et al. (2008) what is indefinite must not be made
definite. The interviews were set up with room for deepening the
phenomenon experienced, as were the diaries (Study I11). Dahlberg et al.
(2008) further claim that the interviewer must strive to direct the energy
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into an open and respectful attitude, which allows the phenomenon to
represent itself. | endeavoured to stop preunderstanding from affecting
what was happening in the here and now. | strove to practice “bridling”
in all aspects related to the studies.

The challenge of classic grounded theory (Straus & Glaser 1967; Glaser,
1978) may be that it can appear unlikely or impossible to prevent
previously absorbed theoretical knowledge from affecting theory
development process topics. Study |11 is based on Studies I and I1. Within
this lie previous literature reviews before commencing Study III.
Nevertheless, we have used this method, as to our knowledge there are
no previous studies of the transition process patients with unexplained
chest pain undergo while participating in a high-intensity exercise
training programme.

Transferability refers to the extent to which the findings can be
transferred to other settings or groups. Our responsibility as investigators
IS to provide sufficient descriptive data that enables the reader to evaluate
the applicability of the data to other contexts (Lincoln & Guba, 1985;
Polit & Beck, 2018). The aim of my thesis was to include relevant
participants who could make an important contribution to the
understanding of the experience related to unexplained chest pain. The
results in the present thesis took into consideration the participant
context, data collection and process of analysis. This means similar
populations, similar situations, and similar phenomena. Dahlberg et al.
(2008) claim that practising human science research is a search for
knowledge that goes beyond the concrete individuals and their personal
experiences. In our studies, the patients were asked for experiences
related to information needs and physical activity. With follow-up
questions, they were encouraged to deepen their descriptions.

According to Dahlberg et al. (2008), human science research
transferability must nevertheless be problematized as complex. But it is
also about seeing the relationship between the results of the study and its
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context, and how, for example, unexplained chest pain appears in the
context of being physically active.

Authenticity considers the extent to which researchers are invited into the
participants’ experiences (Lincoln & Guba, 1985; Polit & Beck, 2018).
In the interviews and diaries, we endeavoured use the participants’
experiences as closely as possible, with an emphasis on understanding
the lives of people with unexplained chest pain according to their
information needs and physical activity. Mood, feeling, experience,
language and contexts are therefore described. Glaser (1978) discourages
transcription of data and audio recordings, as it can interfere with and
inhibit sensitivity and creativity in the research process. The analysis was
first performed according to Glaser’s recommendations but as | am a
relatively new to research, | repeated the analysis after transcribing the
data, as a validation exercise.

The present thesis employs both qualitative interpretative content
analysis (Paper 1), phenomenological hermeneutic analysis (Paper 1)
and grounded theory (Paper Il11). Methodological considerations often
require us to distinguish between philosophical and methodological
approaches. The most obvious differences between content analysis and
phenomenological hermeneutics are that the first has no obvious
connection to a philosophical tradition, while phenomenological
hermeneutics is grounded within this. Both methods have an obvious
interpretative aspect, although this is traditionally a characteristic of
phenomenological hermeneutics. Likewise, in interpretative content
analysis, the interpretation focuses on revealing both the manifest and
the latent content of the text (Graneheim & Lundman, 2004). Despite the
different origins of the approaches mentioned above, both consist of
several factors that are compatible with each other for analyzing human
expression of lived experiences.

The overall aim in this thesis was to explore and describe experiences
related to living with unexplained chest pain. We searched for linking of
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knowledge claims, results and interpretation results in the data. This is
all about establishing trustworthiness.

5.6 Ethical considerations

Approval was given from the Regional Ethic Committee prior to
commencement of the study Part | (2009/2243-7), and for part II
(2013/98). The study was approved by the regional ethical committee
and performed in accordance with the Helsinki Declaration. All patients
signed informed consent from before participating. The patients who met
the inclusion criteria and were invited to participate in this study have
been assured of anonymity and confidentiality and the option to
withdraw at any time. Participants received oral and written information
about the aim of the study. The information provided to patients before
participation are presented in Appendices IlI.

People experiencing unexplained chest pain may experience a
considerable burden of suffering. The “heart” as a metaphor is widely
shared and found in the earliest known writings in ancient language.
According to Sheridan (2018), this suggests that it most likely arose from
the universal experience of cardiac activity. This was in response to
emotion, exercise and mental activity due to the heart’s autonomic
regulation by the brain. Sheridan discusses whether the advances in
cardiovascular science have contributed to displacing emotional
meanings formerly attributed to the heart, thereby downplaying their
importance in human experience.

Participating in these studies may provoke difficult feelings and
thoughts. Based on these concerns, some participants were encouraged
to contact me or other health professionals, if needed. I called the
informants twice after the interview to make sure they were well. Further
follow up was not needed. Conversely, the participants replied they
experienced the interview as a support in their daily life.
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One may assume that patients who are willing to participate may be a
particular group of people with unexplained chest pain. This could
possibly be people who are managing well, and therefore willing to
discuss their daily life. On the other hand, it could also be people
experiencing challenges in daily life, who see participation in the study
as a way of getting more assistance from health professionals. This might
lead to bias in terms of whether the studied population and thereby the
results represent the experiences of most people living with unexplained
chest pain.

There might also be bias in that people were asked by health
professionals to participate, and were dependent on them for potential
further follow-up. For example, in Study 11, a professor of medicine or
a physician requested individuals to participate. The participants may
have felt dependent on them for further follow up, even though it did not
appear that way. However, further follow up was not envisaged, and this
may thus minimise any bias.

There was a larger proportion of women participating than men, but this
reflects the differences in prevalence of chest pain between the sexes
(Safdar et al. 2018a; Bjagrnsen, Naess-Pleym, Dale, Grenne & Wiseth
2019). It has been identified that women frequently experience a wider
range of cardiac diseases, which includes microvascular and endothelial
dysfunction (Garcia, Mulvagh, Merz, Buring & Manson, 2016).
According to Safdar et al. (2018a) women were four times as likely to
have coronary microvascular dysfunction as men. Nevertheless, in a
Norwegian study (Bjgrnsen et al. 2019) of patients arriving to the
emergency department, there were more men having chest pain, also of
patients having non-specific chest pain. However, in general, there is a
larger proportion of women (Safdar et al., 2018a; Bjgrnsen et al., 2019).
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6 Results

The main findings of the three studies constituting this thesis are
presented in the following section. Paper | concerns the information
needs of patients with unexplained chest pain and how these needs were
met by health professionals during medical consultations. Paper Il
concerns the physical activity experienced by patients with unexplained
chest pain in daily life. Paper Il describes the experienced transitional
process these patients undergo while participating in an exercise-training
program over time.

6.1 Study |

Exploring the information needs of patients with unexplained chest
pain

The aim was to describe and explore the information needs of living with
unexplained chest pain.

A qualitative design was used. Data were collected by means of seven
individual interviews with four women and three men. The interviews
were analysed by qualitative content analysis.

The results are described in two subthemes: “experiencing lack of focus
on individual problems” and *“experiencing unanswered questions”.
These were further abstracted under the main theme “experiencing
unmet information needs”.

The conclusion is we suggest that existing models of consultation be
supplemented with a person-centered approach to meeting patients’
beliefs, perceptions, and expressions of feelings related to experiencing
unexplained chest pain. This is in line with a biopsychosocial model with
active  patient  participation, shared decision-making, and
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multidisciplinary approach. Such an approach is directly within the
domain of nursing, and aims to take into account patient experience.

6.2 Study ll

Unexplained chest pain and physical activity: balancing between
existential uncertainty and certainty

The aim of the study was to achieve an understanding of the meaning of
physical activity for people with unexplained chest pain.

Fifteen people (nine women and six men) were interviewed and analysed
using a phenomenological hermeneutic approach.

The results revealed four themes: “awareness of the influence of previous
life experiences on the decision to be physically active”, “awareness of
unanswered questions related to physical activity and unexplained chest
pain”, “awareness of intertwinement of body and mind”, and “awareness
of physical activity as a source of personal growth”. Comprehensive
understanding was formulated as “being physically active while living
with unexplained chest pain means balancing between existential
uncertainty and certainty.”

The findings are discussed in relation to capability. It is suggested that
health professionals adopt a person-centered approach.

6.3 Study Il

Confronting one’s vulnerability — patients with chest pain participating
in a high-intensity exercise programme

The aim of paper 11l was to achieve an explanation for the transitional
process these patients undergo while participating in an exercise-training
programme.
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Method: Three times a week for twelve weeks, twelve patients (seven
women and five men) participated in a high intensity aerobic exercise
training programme supervised by physiotherapists and nurses. The data
collection is based on diaries and interviews about the experience and
analysed according to the principles of classic grounded theory.

Results: The main core category is identified as “confronting one’s
vulnerability” and three subcategories: *balancing existential
uncertainty”, “transforming bodily perceptions” and “becoming a more
capable person”. The transition is described as a process of becoming
more capable.

Health professionals should be aware of the significance of high-
intensity exercise training for people with unexplained chest pain and of
the underlying dimension of vulnerability.

6.4 Summary of the results

The aim of this summary is to develop increased understanding of the
results. Study | described the uncertainty as exploring the information
needs of patients with unexplained chest pain. Uncertainty emerged from
unanswered questions, as well as experiencing lack of focus on
individual problems. The results also revealed additional aspects of
uncertainty related to physical activity.

The interpretation of this experience implies receiving information about
the chest pain. The participants were uncertain whether the chest pain
was a sign of disease and wanted to meet professionals with a listening
attitude. All this provided the potential to create a relational space with
the possibility of the patients’ voice becoming manifest in the dialogue.

In paper Il, an existential uncertainty related to the chest pain and
physical activity was identified. The results were interpreted as balancing
between existential uncertainty and existential certainty. The meaning of
chest pain related to physical activity was deepened, as the patients
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became aware of the influence of previous life experiences. They had
unanswered questions related to chest pain and physical activity but
experienced an intertwinement of body and mind, with physical activity
as a source of personal growth.

In Study Ill, participating in a high intensity exercise programme
revealed a transitional process whereby vulnerability was confronted
under safe and supportive circumstances. Throughout the process,
patients had to balance their existential uncertainty. For the participants,
bodily perceptions were transformed in relation to chest pain and they
experienced becoming more capable persons. Considered as a whole,
Study | revealed uncertainty related to unanswered questions and lack of
focus on individual questions, while Study Il highlighted existential
uncertainty related to chest pain and physical activity as a balancing act
between existential uncertainty and certainty. In Study IIl this
uncertainty was confronted. The training programme can be understood
as an experience that changed the person’s understanding of what he or
she as an individual can and has courage to do. It can also be understood
as utilizing the experience to test something you previously felt uncertain
about.
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7 Discussion

The overall aim of this thesis was to explore and describe experiences
related to living with unexplained chest pain. The chest pain related to
physical activity were unpredictable in balancing life.

The results can be further interpreted as “chest pain — a subjective feeling
of illness”, “confronting uncertainty in relation to health experience”,
and “development of patient capability”. This will be discussed in this
chapter in the light of theoretical approaches and research and conclude
with a description of possible implications for clinical practice and

further research.

7.1 Chest pain —a subjective feeling of iliness

The phenomenological ideas of the lived body form one basis of
understanding the wholeness of a person. According to the results, the
participants in this thesis were aware of intertwinement of body and mind
(Study I1). They were aware of the influence of previous life experiences
on the decision to be physically active and physical activity as a source
of personal growth (Study I1). Toombs (2004) claims that the prevailing
biomedical model of illness and the overriding focus on physical
pathology gives priority to the well-functioning of the physical
organism. Toombs (2004) is critical of this way of reasoning. Within this
lies an assumption that if the body functions well, so does the person.
This can be interpreted as the focus primarily being on assessing signs,
as in the case of this thesis, of heart disease as the most accurate measure
of wellness. A biomedical focus on observable signs, can, according to
the results (Study LI1,111) disrupt functioning on a personal level and
within this, the participants’ daily life. Expressed in another way, there
IS a risk that the patient’s illness narrative will be regarded as of minor
interest in different kinds of medical consultations. As some participants
described in Study I, they did not feel that the health professionals
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listened to their individual history of pain. Although the bicycle tests
came out negative, the participants were not reassured. They experienced
lack of focus on individual problems, and were not seen as “a person” as
suggested by person-centered approaches (Ekman et al., 2011; Ekman,
2014; McCormack& McCance, 2006; McCormack & McCance 2016).
They felt they were alone with their problems.

The experience of unexplained chest pain influenced the participants’
daily life and living (Study LILII). This can be interpreted as pain
incorporated in daily life. Living with unexplained chest pain represents
a distinct way of being in the world. This is a way of being that affects
the participants’ sense of self, the ability to exercise control and
relationships with others (Study I,11,111). This is in line with Merleau-
Ponty (2012) who says every experience is embodied, and Toombs
(2004) who claims that the clinical goals must be broadened to
encompass the project of assisting patients to live well in the face of
ongoing bodily limitations. The trajectory of unexplained chest pain
culminates in a way of living where illness becomes one with the life
history (Kleinman, 1988; Kristensson Uggla, 2011). Following
Kleinman (1988), the consistent existence of chest pain over a period of
time, as well as transformations, such as experiencing being stronger and
more capable, then lead to the awareness of the meaning of the illness.
The participants in this thesis were uncertain about how to be physically
active in a safe way (Study I, I1). Study Il indicates that participating in
a high-intensity exercise programme can be one way of confronting and
broadening the way of living with chest pain.

In Studies I and 11, a cardiologist had ascertained there were no apparent
organic causes for the patients’ chest pain. Nevertheless, patients felt the
same chest pain as before the tests in the cardiological outpatient clinic.
Chest pain was their subjective experience, indicating that something
was wrong. This caused them to balance between existential uncertainty
and certainty, as described in Study Il. This means they required more
information to be able to confidently assess whether it was safe and good
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for their health to do physical activities. Health professionals must be
prepared to meet both verbalized and more implicitly posed information
needs. This is in line with the critique put forward by Marcum in his
book: Humanizing Modern Medicine: An Introductory Philosophy of
Medicine (2008). Marcum claims that physicians and other health
professionals have mostly adopted a view that disease is conceptualized
exclusively in terms of the physical body. This also often involves the
subjective experience of the patient being discounted and viewed as
unreliable or irrelevant to medicine (Marcum, 2008). The significance of
seeing the person as a unity of body and mind is put forward. According
to Merleau Ponty (1968), the patient is situated in a lifeworld as an
embodied subject. The body orients the patient to the world around them
by means of their chest pain. This can be understood as the patients’
existential concerns being associated with the experience of chest pain:
in observing their bodies, their heartbeat, and chest pain, they reasoned
with themselves as to how to understood this in relation to their bodily
sensations.

According to Heggdal (2015), there is a lack of tools for bridging theory
and practice through research. Bodyknowledging theory (Heggdal, 2003,
2008) asserts that individuals living with health problems over time
possess bodily knowledge that constitutes coping, recovery and health.
Heggdal, Oftedal and Hofoss (2018) claim that a person-centered
approach in bodyknowledging programmes substantially improve
wellbeing and the ability to recover in chronic illness. This can be
understood in relation to the participants’ desire to meet professionals
with a listening attitude (Study 1), and in creating relational space where
the patients’ voices are heard.

Pain perceptions are neither purely mechanical, physiological nor
psychological (Zaccagnino & Nedeljkovic, 2017). The patients in
Studies | and Il experienced chest pain but were told there was no
apparent coronary cause for the pain. They expressed uncertainty about
clinical aspects marking the diagnosis and treatment of disease, and for
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them, this meant having less information than they would have liked
(Study 1I). This can be understood in relation to Kristensson Uggla
(2011), who discusses three levels of subordination. Firstly, in
connection with health professionals, patients can be regarded as being
institutionally subordinated. Hospitals are mainly hierarchically
organized institutions, with the patients at the lowest level. Secondly, a
patient’s life situation with uncertain chest pain can be connected to a
threat to health and life, and with this comes existential subordination.
Thirdly, patients seek health care as they are in need of assistance,
knowledge and understanding, and this often intrinsically puts them in
cognitive subordination.

There must thus be awareness from the perspective of the professionals
that there is a difference between observable clinical signs and the
patients’ subjective feelings of illness, often expressed as symptoms. If
there is lack of awareness of this way of thinking, the often hierarchical
hospital culture can contribute to disintegration in the unity of the lived
body, as perceived by the patient. This is comparable to what Kristensson
Uggla (Ricceur & Kristensson Uggla, 2011) describes as “institutional
subordination” and can contribute to a sense of disorder, which
permeates the patients’ world (Toombs, 1994, 2004). This can further be
related to the ideas of Svenaeus (2011), who describes illness as
“unhomelike being-in-the world”, meaning there is something foreign
that permeates the ill life.

7.2 Uncertainty in relation to unexplained chest
pain

The results from this thesis indicate that physical activity (Study I11), as

experienced by the participants, seems to change understanding of what

the person can and dares to do. This is something professionals must

address. However, according to the overall aim, in this section we will

discuss the perspective of the patient who is experiencing chest pain.
There are several ways in which the thesis points to patients’ need for
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knowledge and understanding related to living with unexplained chest
pain. Study | indicates there are unmet information needs. Further, Study
Il reveals information needs specifically in relation to being physically
active. As shown in Study I, bodily perceptions seemed to be
transformed for patients participating in the high intensity exercise
training, as they reflected upon what happened in the body during the
training sessions and afterwards. Participants seemed to change their
way of thinking or talking about the chest pain. This points to the need
for openness to differences in expressing knowledge needs. If we as
health professionals fail to address the meaning of chest pain for the
patient, it influences not only the person, but also the quality of care and
patient safety.

The participants were searching for particular certainties in handling
their uncertainty in chest pain. Unexplained chest pain is an idiopathic
disease in which existential uncertainty is central. Idiopathic conditions
arise spontaneously or from an unknown or obscure cause. The
participants in Study 11 strived for certainty, being existential in nature.
van den Bos (2009) describes self-regulation and existential sense-
making as corresponding to the importance of clarifying beliefs in
relation to the balancing act for persons with unexplained chest pain.

It is important to listen to patients’ anxiety and fear, both in relation to
the examination and to how they manage their everyday life at risk
(Study I1). As suggested in Study 11, health professionals should be open
to discussion as a structured part of the medical consultation with
patients regarding exertion in daily life. Additionally, they should be
aware of the significance of high intensity exercise training for people
with unexplained chest pain and the underlying dimension of
vulnerability (Study I11).

The findings from this thesis show that living with unexplained chest
pain affects health in several different ways. Health is here understood
as a balanced feeling of freedom and vulnerability that constitutes a
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person’s well-being and capacity to pursue minor and major life projects
that are valued by the person (Dahlberg & Segesten, 2010, p. 62).
According to Ricoeur (1992) and Hettema (2014), vulnerability and
autonomy support each other. As the participants described, experiences
of uncertainty affected their life situation. Some had experienced chest
pain for several years and said there were times when the illness was in
the foreground and other times when they felt well and consequently
healthier to a greater extent. However, they were not in a state of
complete physical, mental and social well-being, and not merely in the
absence of disease or infirmity, as per the WHO definition of health
(1946, 1986, 2009). Parallels can be drawn with the results of Study I,
where the participants balanced between existential uncertainty and
certainty. The uncertainty was related to doing physical activity and seen
by the participants as a threat to health and life. However, at the same
time, physical activity was seen as improving health and life (Study II).
If we take into account Dahlberg and Segesten’s (2010) definition of
health as a balanced feeling of freedom and vulnerability, then the life
situations of the participants in this thesis perhaps cannot be defined as
healthy. On the other hand, different kinds of physical activities
promoted feelings of well-being, as described by the participants. Thus,
doing physical activity can be interpreted as exposing the participants to
vulnerability, but at the same time, challenging existential uncertainty.

Beliefs related to having or acquiring a heart disease were reformulated,
and there was reflection on thoughts about physical activity as being
good for the heart (Study I, 111). The participants expressed that they
were able to pursue minor and major life projects that were of value to
them personally (Study I, I11). For example, they talked about going
hiking as they did before participating in the physical training
programme. This points to some kind of freedom against the background
of being vulnerable, as their chest pain could intensify, thereby perhaps
increasing feelings of uncertainty. Participating in the high intensity
exercise programme, which was the focus of Study Ill, seemed to
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promote and restore health in the sense the participants became stronger
and fitter. It can also be interpreted as easing their suffering. In Study I,
the participants were aware of the influence of previous life experiences
on the decision to be physically active. According to Eriksson (2001),
health is linked to acting and certain ways of acting. One interpretation
is that the patients” experienced wellbeing, and the capacity to pursue
valued life projects was linked to physical activity (Study Il) and
influenced experience of health (Study II, I11).

Another aspect related to the experience of health is put forward by
Dahlberg and Segesten (2010), as existential vitality is necessary to reach
health. This can perhaps be understood in relation to Eslick, Koloski &
Talley’s (2011) study about sexual, physical and verbal/emotional abuse
and unexplained chest pain. A history of emotional/verbal abuse is a risk
factor for getting unexplained chest pain. Over forty percent of people
with unexplained chest pain in their study reported a history of abuse.
Dahlberg and Segesten (2010) enquire whether the fact that we as
persons often have difficulties in speaking about our existential pain
means that we have to attribute it to an illness category to make space
for it in daily communication. If we go back to the research of Eslick et
al. (2011), this highlights the need for health professionals to be aware
of a possible history of abuse in this group of patients and warrants the
need for more research into this area. The health personnel must be
observant and identify patients’ different bodily expressions (verbal,
nonverbal) to support and strengthen resources for health. In accordance
with this thesis, the results can be interpreted as experienced
improvement in health, as the participants felt better and stronger (Study
II1). They experienced a difference in fitness and mood after
participating in their high intensity exercise training programme.

The results revealed that daily life was affected by the ability to make
choices. Being informed about the cause of the chest pain and the
positive aspects of being physically active seemed to impact on
capability. Patients experienced their chest pain as giving them new
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opportunities in living their daily life. This is in line with Nussbaum
(1988), who talks about illness as a disruption in life. Some patients
experienced chest pain as a causal link for giving up work. Participating
in the exercise training programme broke the link, and some patients
were able to work again as they did before the chest pain appeared (Study
I11). Patients stated that participating in the high intensity exercise
programme helped them to find a balance between being guided by
health staff and exercising autonomy. This is in line with Prah Ruger
(2010), who claims that health capability offers promise in finding a
balance by respecting the health consequences for each unique person
and providing health agency.

Health capability was recognized as an improvement in health in terms
of internal factors, such as experiencing being in a better mood, and
external factors, such as feeling physically stronger in daily life (Study
I11). The results indicate that physical activity impacts on assessing an
individual’s level of health functioning, health agency and environment.
Physical activity influences the ability to use the environment to act in a
way that improves health (Study Il, I11). One interpretation is that the
high intensity exercise seemed to help the participants to understand their
own health capability. They reflected on their symptoms and their
knowledge. Some talked about seeing more possibilities in life (Study
I11). However, the answers as to how they wanted be met are complex
(Nussbaum 1988, Study I,11,111).

7.3 Development of patient capability

To support patients’ capability, a person-centered approach is suggested.
There is no commonly agreed definition (Edvardsson, Winblad &
Sandman, 2008) of person-centered care. Different approaches and
labels are used, such as person-centeredness (Leplege et al., 2007),
person-centred nursing (McCormack & McCance, 2006), person-centred
caring (Edvardsson et al., 2008), client-centred care (Rogers, 1959) and
patient-centred care (Mead & Bower, 2000; Stewart, 2001).
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A person-centered approach means a shift from viewing patients as
passive targets in care and treatment to including the patient and
frequently people close to the patient, such as active partners (Ekman,
2014; McCormack & McCance, 2016). There is a relational ontology
behind patient-centered care (Ekman et al., 2011), and this can encourage
health professionals to look beyond task-oriented information. Viewing
the patient as a person and person-centered health care has become a core
competence for all health professionals (IOM, 2003; QSEN,2005/2017).
Ricoeur (Kristensson Uggla, 2011) highlights the receiver of care as a
person with capabilities. He advocates this view to be laid down in
societal institutions, such as the hospital context of the present thesis
(Hettema, 2014).

In a person-centered approach, the point of departure is taken from the
patient’s narrative, and includes a way of seeing the patient as an active
partner. Ekman (2011) anchors the person-centered approach in what
Ricoeur (1990) describes as an ethical perspective, where health
professionals have an obligation to recognize and acknowledge the
fragility of self and coherence in life.

According to Ekman et al. (2011) a person-centered approach
emphasizes the importance of seeing the person as a worthy and capable
person in a partnership with health professionals. Human resources and
opportunities can be identified by listening to the patients’ story. This
can form the basis for a health plan as a partnership. The relationship
between patient and health professional is underpinned by central values,
such as mutual understanding and respect of the patient’s self-esteem and
will (Ekman, Norberg & Swedberg, 2014, p. 79). Returning to Studies Il
and I11, this means, for example, considering the patients’ experiences of
being physical active when planning further activities.

Reciprocity is needed in the relationship. Within this lies a focus on the
patient’s individual problems and openness towards different ways of
expressing questions. In addition, health professionals have to be aware

61



Discussion

of the everyday language ambiguity in the patients’ narratives. This
points to the need for guidance and education in putting person-centered
care into practice. The results of Study I give examples of patients not
experiencing being seen as a person.

A systematic review (Resurreccion et al., 2019) has indicated that
clinical factors (e.g. physical inactivity, poor functional capacity and
lower exercise capacity), logistical factors (e.g. longer travel time, lack
of transport and living in a rural area), and health system factors (such as
lack of referral to cardiac rehabilitation, having a low level of
endorsement from physicians) were the main factors assessed for not
participating in cardiac rehabilitation. The participants in Study I11 of the
present thesis were supported by the health professionals. All of them
participated in the exercise training for twelve weeks, even if some,
according to the interviews, were physically inactive, had poor
functional capacity, and low exercise capacity before the training started.
All of them managed to attend the training sessions and gave them
priority. According to Ricoeur (Kristensson Uggla, 2011, p. 279), the
road is long for the “acting and suffering” man. The person has to
recognize themselves as the person she or he really is; a person who is
capable of different accomplishments.

One example of reducing uncertainty is, according to the results of Study
I, the provision of information and being there for the patient. The patient
is vulnerable in their uncertainty. In line with Ricoeur (1992), there is a
balancing act in the patient’s autonomy and vulnerability (Study I1). This
balancing act is one way of meeting uncertainty and vulnerability.

The results (Study I11) show that both capability and vulnerability have
to be taken into account in conversations and interactions. Ricoeur
(Kristensson Uggla, 2011) claims that seeing oneself as another is
required for each step towards becoming more capable. Mutual
recognition gives the patient and involved health professionals room for
acknowledgement. Inherent to this is a statement of capability to

62



Discussion

transition (Study I11). The activities described in Study Il with a room
for training and supervision may have led to the patients recognizing a
safe space for confronting the uncertainty of doing exercise training. At
the same time, this was a familiar space for the health professionals to
help the participants go further in confronting their uncertainty It is
necessary to present a clear description of the development process to
participants (Study IlI). In addition, there is a need for support in
explicating questions and beliefs (study Il1).

The participants experienced their capability as a practical opportunity.
As described in Studies | and I, the health professionals recommended
physical activities to the participants. When participating in the high
intensity exercise programme, and thereby confronting their uncertainty,
they also confronted or perhaps rather opened up to their own capability
(Study I1I). Their achieved capability was experienced dynamically,
shaped in the interaction between the patients, health professionals, the
other patients participating in the training, as well as the environment
(Study 11). They felt safe in the environment with a defibrillator on the
wall, a friendly atmosphere and highly qualified health professionals.
The patients’ references to a good life, where they could make rational
choices, related to doing or avoiding physical activity (Study II).
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8 Conclusion

This thesis provides a patient perspective on everyday life for people in
the context of living with unexplained chest pain. Hopefully, it
contributes to deepening insights into the complexity of uncertainty. This
thesis contributes with aspects and nuances related to what it means to
live in a balancing act between existential uncertainty and certainty in
connection with doing or avoiding physical activity, while living with
unexplained chest pain. A person-centered approach meeting patients’
beliefs, perceptions and verbal and nonverbal expressions of feelings
related to experiencing unexplained chest pain should be added to
existing models of consultations. Active patient participation, shared
decision-making and a multidisciplinary approach aims to take patient
experience into account.

To demonstrate an appropriate level of explanatory depth, the theoretical
explanation of the transition process must include an underlying
dimension on vulnerability. Central values as a basis for the relationship
between patient and professional are mutual respect and understanding
of the patient’s self-esteem and will (Ekman et al., 2014 p. 79). This
unique theoretical dimension may therefore provide significant
additional insight into exercise training processes for people with
unexplained chest pain. A person-centered approach is implied to
encourage people to feel capable about creating rational choices related
to doing or avoiding physical activity.

The individual manages and adapts to a multitude of changes giving rise
to the chest pain and its treatment. Adapting to the exercise training has
been conceptualized as an ongoing personal transition, one that has been
illustrated as a process of becoming more capable. High intensity
exercise training for people with unexplained chest pain includes a need
for support from health professionals in explicating questions and
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beliefs. It is suggested that substantive and formal theories that are
relevant to practice and person-centered care be developed.

In all, this is about a shift in how healthcare views and considers the
patient towards a person-centered approach. This thesis, based on the
perspective of the patient, has highlighted challenges around
unexplained chest pain as a “puzzling condition”. Hopefully, | have
contributed with some pieces of the “puzzle”. As one participant (Study
I1) expressed it in the search for answers to her uncertainty: “You have
to put the pieces of the puzzle together to start building a picture”.

8.1 Implications for practice

The results of this thesis point to a number of relevant areas to consider
in clinical practice with patients with unexplained chest pain.

Preconditions for person-centered practice/care as suggested are based
in the results of the thesis:

Teamwork among cardiologists, dieticians, specialized
nurses, and physiotherapists, with genuine focus on the
patient (seen as a person) perspective together with shared
decision-making

— Educating health professionals in how to work in a person-

centered way and continuous follow-up /participatory
activities

— Knowledge of signs, symptoms and diagnosis

— Knowing what signs and symptoms mean for each person

— Knowledge of symptom expressions

— Knowledge of human science, complemented with a

biomedical perspective

— Knowledge of high-intensity exercise programmes
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— Important content in the conversation includes:
O topics related to diet
0 physical activity

O pain as a multifaceted phenomenon in life

8.2 Suggestions for further research

This section presents suggestions for future research stemming from
overall findings from this thesis.

e The thesis has especially shed light on information needs and
physical activity for people with unexplained chest pain. Further
studies are recommended to deepen our knowledge of other
aspects/areas of living with unexplained chest pain. And there is
also a need for effect studies of physical activity in relation to
different variables, such as lifestyle factors, exercise and activity
habits, inventory of pain, chest pain and daily activities, impact
on daily life, health and wellbeing, pain belief and perception
inventory, anxiety and depression.

e The overall aim of this thesis was to explore and describe
experiences related to living with unexplained chest pain from
the perspective of the patient. More research is recommended
from the perspective of the health professionals as well. Health
professionals need insight on the experiences of people with
unexplained chest pain and guidance in interpreting bodily
symptoms. Further studies are recommended where health
professionals have time to reflect together with patients about
living capable lives, and discuss using everyday language. More
knowledge is needed about the impact of a person-centered
approach from the health professionals’ perspective.

Another recommendation for future research is to change and evaluate
change in the organization of health care for people with unexplained
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chest pain. This should be done on both a macro and a micro level in the
organization. Effect studies are suggested that look at shared decision-
making between the health professionals and the patient, as well as a
multidisciplinary approach to gain an understanding of the patients.
Finding out how often patients seek health care, how satisfied health
professionals are with their work, and whether they find it meaningful,
as well as considering the associated health care costs are all part of this
approach.
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Background: Unexplained chest pain it @ common condition. Despite negative findings, a lage
ntibser of Qe paitierts will contittae (o mafer from cliedt pam after boing investspated o cardus
outpatient chinges. Unexplained chest pam covers many possible complamts, and diagnosmg o
single canse for a paticnt’s pain |s oflen descaibed as dilficull, as there are a mimber of possible
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Nacons, Ky vowast ke Tmone abou (e mfonmation necds of pateents withy umexplaimied chest pam.
The aon ol 1hus shady was o deteribe miformation needd anvong patents with unexplamed chest
jpam and how those pecds were met by health profesaionals dring medical consabtations
Methods: A qualitative design was wsed Duta were collocted by means of seven mdvidial
Imlerviews with four women amd theee men, aged 2162 years. The imerviews wee analbyzed
by qualifative ooment ambyses.
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wentered approach & meeting patients” beliefk, perceptaons, and expresaom of feelngs relaled
o expervencing inesplamed chest pain Thid b i line with a bopsychesocial modal wtl acive
palasd p L shared decs kirup, arsd o midtidisciplinary approach. Such am approsch
i dmrectly witlui e domain of mising. usd aims to ke b scoount paticnl euperiice
Kaywords: indformuaton needs, qualitative pesearch, mexplaied chest pan

Introduction

Many people will experience unexplained chest pain within their lifetime, although
the mufority will not have it mvestigated.' Bass and Mayou” clalm st noncardiac
chest pain is & common conditon workdwide. Fonsho of al’ indicale that the majority
of people referred 1o candine cutpation clindcs for chest pain in Norway will be tokd
et their pain is not due 1o a cantize condition. Unexplained chest pain covers miany
possible complaims and diagnosing a single cause for a paticnt’s pain is often di ficult
becase there are o number of possible factars that can contritnate to the comdition
Cormmon causes are described as esophagen] disorders, musculeskeletal problems,
and pain referred from the thoracic spine, hyperventilation, and paychologic disorders.
However, the nisk of death from coronary heart disease s not significamly different
fo that in the general popubation,” but there s substantial morbidity attached 1o wnex-
plained chest pain, with work absentecism rates around 2%,
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According 1o research,” people with unexplabived chest
pain are oflen miove axeosis, with a higher prevalence of panic
dasorder than people with heart disease, and a high percentage
continue totake cardine drugs.” Many have o similar lovel of
functional disability and use heallh services as frequently as
people with a positive diagnoses of heart disease, Persoms with
mexplained chest pain experience fear ind anxiety, feelings
of uncertainty, stress, sl boss ofstrength,” Fegring of al' poant
1o the Fact that men sl wormen had more gimélarities than
varistions in their descriptions of ches! pain.

The traditional biomedical model has gubded e assess-
ment and trestment of persistent pain for many years.® As an
extension ol this inderstanding, the opsychosocial model,
including internction of biokogical, psychologic, and social
factors causing noncardiac chest pain and subsequent dis-
ability, is suggested *™ Acconding to this comprelensive
model, all diseases have bropsychosocial components tha
cantribute to the experience of unexplained chest pain and
the response fo treatmment.

Thus, there are a vanety of challenges related 1o the
comglexity of living with unexplained chest pain, which
presumably indicates a need for more knowbedge and wnder-
standing in order 1o haasdle everyday life, Informetion necds
18 defined by Knowles™ as the gap existing between specific
competencies and the ability of the leamer to achieve these
specific competencies al presemt. According to Timmins, '
it is difficult to extrapolate from the literature an exaci
definition of informmation needs for scile coronary syndnome
paticnts because 1o clear definitions or consensus upon ler-
minology s fmnkl. There are few studies about imformation
needs from the perspective of persons with imexplained chest
peiin However, in o qualitative shudy, Price of al™ aimed fo
unidersinmd the nesds and experiences of allendees at a rapid
access chest painclinge and 1o determine the acceptabiliny and
effectivencss of the procedural clanges. Clianiges i proge-
dures belped patients 1o understand their pain, practice self-
managenent, and congwder altering eeir lilestyle. Anotlser
interesting aspect which podnts to the peed 10 explicate
knowledpe needs further is the deviation between patients”
actunl peeds and lsealth care workers® expectations of those
needs, as documented for coronary syndrome patiends'~'*
The studies indicate that participants fecised on stress and
symplom management rather than meodifying health habats.

In order for health professionals o create person-centered
commrnEication ko meet patients’ expectations, there |s 4 need
1o know miore abot the information needs of patiests with
umexplained chest pain. Person-centered commuimication
weeks to elicit and satiafy the needs, preferences, and values

that patients express themselves. ™ There fore, the alm ol the
present shidy was 1o explore. mformation needs and how
tsose peeds were met by health professionals during medi-
cal comamlintions.

Materials and methods

A qualitative design was vsed 10 gather indepth knowledge
about experiences' related tothe informuation needs of people
livimg with imexplained chest pain,

Participants

The participants were selected from a cardiae outpatient clinic
ot amiversity hospitnl in Morway. The inchsion criterin were
dlagnosis of unexplained chest pain (a candiclogia shonld
have sscenained that patients’ sympioms had no apparent
organic caizse), age 3 leas) 18 years, and ability 1o under-
stand and speak Morwegian, All eligible participants had a
sympioen-lamibed bicyele test in the cardiae outpatient clinie,
and were given miormation sbout their test resules. They also
receved standard information sbout risk factors and lifestyle
fhectoes related to the development of heart disease. Exchmion
criteria were the absence of chest pain symploms and having
patteologic carchiac fndings after the bicycle test. Patients who
miet the inclusion criteria were consecutively invited to take
part in the study via a letter distributed by the head mmse
i e cardlac outpatiemt clinic. This consecitive selection
contiuned for a 6-month period. Those who were interested
it participating contacted the head mase. Foir wommsen and
three men agreed o pasticipate. The men were aged between
5861 years and the women were aged 21-60 years. Five
participants hnd also been assessed for chest pain once or
twice before, in this or another cardine cutpatient olinic, and
were [old that their chest pain was unexplained.

Two participants had an scademic qualification, one was
shudying 1o obtain an scadembe qualification, and four had 5
vocational qualification. Three were working fll-time, two
were working hall-time, and 1wo were receiving disability
compensstion Two of the participants” jobs imwvolved phys)-
cal work. Five participants lived in cities and two lived in
nal arcas.

Ethical approval

The persais who agreed 1o participate received both verbal
and written information about e study, and were sssured
that 1he data woukd be treated confidentially and that they
were free o withdraw at any time. They were asked o sign
a written informed consent af study entry. Approval was
sought from the regional eihdes commiftee (2009224373,
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lnlermatien needs of patients with usesplased chest pain

anid the imvestipstion conformed 1o the principles outlined
in e Declaration of Helsinki

Data collection

Drata were collected from semistructured individheal imer-
views using an interview guide (Table 1k The intervicws
were narmative in form mnd were conducted as a comvensa-
tion in which the informaud was encouraged totalk freely
The inferviews were carried out by the first author under the
sume conditions in sccordence with patient preference inan
undisturbed roam in either the cardiae omtpatient clinde o in
a reoim at the wiversity. All interviews lasted for approi-
muately one howr:

Data analysis

Imerview lexis were analyzed nsing qualitative content
anadysis, which inchaded identifying meaning umits, catego-
ries, subthemes, and theme,' 1o provide new kmowledge and
insights info the topic under imvestigation (Table 21 The
unalysis followed several distinet sfeps, from the intervicw
aituntion 1o the validstion of findings (Table 3 sucictap-
kg and transcriting the interviews: rending the text severnl
times; per fonming conden analysis:” selecting quotes; and
walidation.

Results

A main theme of “experiencing ummet information needs™
was formulated. This illustrates the latent coment.”” To
retadn the suhenticity of the participants’ experiences, direct
quikations from the inderviews were selecied 1o illustrare the
most commendy reporied aspedts of each category or varla-
tion within the subthemes (Tabde 31, The two subthemes of
“experiencing lack of foeus on individual problems™ and
“experiencing unanswered questions” form the sibleadings
Inthe following presemtation of results

Table | The intervew guide
Interviews wguends with topic or quetions aked

DOpening Ierviewer inraduction
Inlormtion regardng the porpote af the interiew
Main question  Tan you tall ma ding dbout iha ink youl
recrived 3t the cardiss cutpationt chmich
Cleaing Are there other importam wus rdited o the

information that we bave not deanted. and that we
o patiers

Summary of masm wpkcs with the moe mporant
remaricn

Experiencing lack of focus on individual
problems

Mat baing seen as a parson

The participans artended the cardisc outpatient ¢linic with
mcertainties regarding their chest pain, They wondoned how
it weneled affect them in the fture, and what treatment was
rseeded. Most were positive towards the health peofessionale,
bt wanied them to fogus on their individual problems. The
mjority of (e participants perceived that the information
was very general. One participant stated:

“1...] they don't think that every person has idivdual
questhons and things they would 1ike 1o know™ (Woman,
21 years)

The bicycle test was perceived 10 be rather genenic as
well, They were not reassired by & negative result. The tests
were 501 fousd 1o be tailoeed to them and their particulas

problems.

“That becyche tesd for me is Hike, | did nod get breatliless or
dired ., | I ik s ey [sisally] ihsad 1 did oot Toel
of that [..] bt they [the bealih professionals] are doing
Thenr prograng, even when they o't pe anythang oul of
So b harve potben a resill, | dhoulkd have cycled propetiy”
(Man, 58 years)

Some mnalsented that Hhey did not feel that the professionals
listened to their individual history of pain. The participants
regarded thweir perceived informumtion needs as individual
ones and expecied the healih professionals 1o look into their
daily life. They wanted the plysician 10 prescribe a morne
fcilitating job simation, for example, incloding breaks,
reducesd working howurs, and svoidanee of might shift work
with increasing age. e participant sabd s would hmve
asked mwore questions if she felt there was room for this. The
participants akso said that they wanted to understand their
chest pain. Some were conflised aflor seeing the cardiclogise
anid were no closer to inderstating their problems afer
the consultation. Hewever, one of the participams said the
mformation was very useful.

Lack of time for asking questions
Some participants becnme confised because of the short
carmiltation sestion.

=1 abiadn® [l time 10] sak any questions o anything like
Tkt Thiey todd me 1 ooulid ask, bl ina way, yes, owent fike
o, quick, quick. So, i obviows, they do il [conmilta-
s | ey times” (Woman, 21 year |
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Tabla 2 Exwmples from the qualitstive contest amalysis process showing shstraction from condensed meaning units, caegories,
subtheres, and theme

Conddensed mesnsng unin Category Subthems Thems

They don't think of gick perion 5t having indvidal questiont Mea being seen i 3 pericn Experiencing luck of

when pring mlarmanon Tocun on indeidus

The examination in ik dinlc which found unesglained deest pain, problemy

[Ave me many quations, bl be {candclopet) seld nat liven

£ my batary

Dide's have time 1o aak quevtions. Ladk of time for askeg

They said pou coadd ik, bug thare wai ne room lor it qutions

People don'y talk abeut it (unexpliined chert pan) Along wigh e problems Expanencing
Swrarge thart shey don't get (iogether] those wive have the et imfarmasion
probless to ol with cthers ey

Mo patiem for when getting pain, thal iy why | @0 not Lincorian sbout how (o Expenencing

knaw st o vk sbout lermulste quessans unangwersd

Mex petiing an srawer iy | feel thi (ehest pan) Sl wrscermain of the emne quertian

When cardiciogist gres mlormagion. | do not mic of pain

Expoct tha doctory inlerm, based on ther qualificrtions

They lound nething wreng, bul there i sometiing | lesl pan
Meed an eglanation, why | e chest psin

‘When problesmi with the heart. i makes me frightened of eoorcise
The pan i 15 bad, | have 15 hald an to continue [exercaing)
The pain comes and goen [ during exsrdse)

The pain @n come when | @m sating

I don't ko why the pain comen whan | ast. R's a sptery
Wondaring sbout if special Kod Iy canning pain

| e coredl with whul | am easryg, bemose | am umure abean the
connection 1o chest pan

Uncerian sboul how 1o
exereie in § vafe wiy

Urcerian if food s
IR e

The participasts felt unable to think things over and to
sk appropriate questions within the time frame. Limited
opporturities 1o discuiss the dingnosis, particular wormies, anl
further managerment were reported. One of the participants
suggested that a website nbout chest pain should be set up
50 she could gel more answers 1o her questions.

Alone with their problams

Most of the participants felt they were alone with thelr prob-
lems. Boume lelt that social comucts were di (et 10 maintain
because the pain was bothering them so rmsch.

“So oflen you just koafl about ab honse, you don't go out
1o n single tang. as crazy it may be. 10s terribly wrong, |
kv s, Yo bave fo puill youssalll opether, bal i sn't
abways easy. W not™ (Woman, 55 years)

They also talked slo the pain causing depression. (g
participant said:

“Becainse of Hul [the pam), [ thisk it t8 very casy o pet

depmensed, and it [l sitution)] feels s heavy g shnes"

(Man, &2 years)

The pain sineation was a froublesome burden. This par-
ticipant also blamed himsel [ for the sination becise he had

been working too lard for too Jong. He thouglt it would be
easber to deal wath if he had someone n the same gitustion
with whom be could talk, Further imvestigation and refer-
ral 1o a cardiclogist every second year were suggested as a
follow-up preferance by the participants. In such follow-up
consultations, they could be evestigatet with the opportunity
to share experiences of pain on a continuos bisis.

Experiencing unanswered questions
Uncertain about how to formulate questions

The participasits reported that it was difficult 1o ask questions
when they did not know why they were in pain, and could
not find any pattern to the level or infensity of the pain. They
wisided the stafl to inform them about what was mportant
1o know,

“Becaese | mm ol the opinion that when you come foa doc-
B, Thaem e ko witad for o [ | ilhet i gl al miormung,
I st explaiiis from O unestigutiond.” (Mas, 56 yeas)

Zeveral participants wantod the healtly professiomals 1o
infiorm thern without first ssking questions. P 1o dificul-
ties i Formualating their questions, the participants wanted
the professionals to be alert to both verbal and nomverbal
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Table 3 Stages of the qualitatiee cantent analysis

i The interviews were Uped and trameribed word lor
word,

2 The tranaorbeed inbersews wore carghully read
through m 2 whole weveral timet 10 gan 3 cofeciud
undermanding of the patiens’ indormmkon nesdt.
Important nuances wore dcovered by sesrohing for
etmamon divtinttive katuret, ot well 31 varston

1 Paziernd in the dats were jdemified by dividing mo
mEining unas (g, comisiion of Mmementy chat

retaie to the ame central meansng

4 The maaring ity wern condemaad, with the corg
preserved.

5 Categories were created 28 proups of expressed

manifeit conbent wich shared commonality, and
rubcsegorien [, terserset Lo be sarted and
sbarrncied o o entegoiy )

L] Subshomees and 3 man chemes; the mosninghsl exsences
thart rum throwgh the dets were comtructod and baved
o maniesl @ B e EamLEnL

T Selaction of guoter. Thers wan agresmenm regarding
which guobes were 10 be selected 1o ilkurirme snch
Eatagory,

8 Valdstion of indnge. The courmslion greed with
and scknowiedped the relevance of the findings after
mach nserview, Thay sio highlighted other arear of
impesrtance that wre intluded

Indicators of information peeds. They wanted the health
professionals o lnpart information uging appropriste
everyday words so that they could understand what had been
comnsinicated.

Still uncertain of the cause of pain

The participarts’ most frequently mentioned need was o
know what was causing the chest pain, and all of them
comsidered tis 1o be important, All but one ofthe particpants
theught they had a cardiac disease, even though thelr candi-
ologist 10dd them that the lest resubls were negative.

“The physician sid be ool nof fuxd anything wrong
with my beatt, bt here s somedbing There i someibing,
because [ feel it™ (Wonun, 5% years)

The participants still felt the sanse chest pain a8 before
the consultation, and were not reassured about the result of
the sest.

“Hut | huve someihing, somewhera in the canbivaselar
system. | lave no doukt.” (Man, 58 years)

There were o commections fommed. The participants did not
firel a pattern. for their chest pain, which made them imcertain.
They wanted to wiherstand their cheat pain, why it fecto-
ated over time, and why it changed without understandable

o SR "E-I"l'-:i'

reasons. The parficipants wastted 1o be able (o help themsclves
and 1o know what to do.

“The oaly tung 1 missed [dunng the comsulation it
caritisc outpatsent clmic| was basically, what s if [the chest
pain], and what can | do about 17" (Worman, 21 year)

Participants reflected over possitde causes. Most of them
based someone B the farmily with heant desease and wondered il
their condition was related to heredity. They reflected on wiat
infarmation their Fmily members had recerved regurdang the
catise of thelr padn, and wondered if their own chest pain was
cagsed by the same thang. Chlvers wondered il there condd be
paychologic caimes. Even if ihey did not luve probiems Hie
arpkety of depression, same participarnts re lected over possible
peychologic canses. Caases m daily life were ako reflected
upen, such s various stressfid events and undens

Uncertain about how to exercise in a safe way
Physical activity was erpliasized by all participams. Advice
on an adequate level of sctivity was of inferest, as was advice
on b 1o respond when the pain stars

*l can mil normally, like 1 do now, and then [iling
00 Kilograms here, amd then down o the fhoor, quite
mmiriber tismees. So 0 think §cae ose oy chest sl all this bere
e Asud flwn, thene bs oo pain o all, here i, [ woides
A 1 have heen wsing nyy muscles neorrecily, even though
1 dhowa'y thaink 0. {Man, 60 years)

Agcording 1o this participant, the pain comes and goes
and is ot associated with exercise. Some participans were
confused by being fold o exercise In spite of pain and
expressed umiely about doing exercizse. Some adimitted
lack of physical strength andor sel fconfidence in perform-
ing comenon daily activities The physbclan in the cardiac
cutpaticnt chinic 1old the patients that they had less cluace
of developing beart disease ifhey were in good shape. Even
well trained participants sakd that they had intensified their
tralming after being told in the cardiac capatient clinic that
physical training can help them fo avoid chest pain. Chly one
of the participants had limited exercise after the consultation
ard was striving to “get started”,

Uncertain if food is cusing pain
Some of the participants wondered if their deet was causing
chest paim, but could ot find a connection.

“Hut on the ofher bl you can only thnke why dio some
et pair, and fhen | think, they can’t fod anythang [cause
of T chwest pain]. S0 1'm not so sme of anything. Bub e
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I hanvet i wchik 1 pot i woelil 5 cheverest mam wisen it
cintes 10 Enoed, | omist achmit. S0 | ould certainly been more
casedial wigh my dict. | could certainly have boen mors cire-

Ml ahout many dmgs, and maybe it s smething s do

with that, | don’t know™ (Man, 58 yoars)

Sympioms of heart burn were experienced. Four par-
ticipants had been referred 1o gastroenterologists 1o ook
for esophageal sources of lweir pabt. Two of them lad gas-
roesophageal abnormmualities. A et tme, 1 was isdicated
1hat this could be the canse of the chest patn, The pastici-
pants pevertheless wondered what in their diet could give
chest pain

“Turt T Kot gt Jemst that whem T at, o0 [chest pain] can
come | | e Nebt it with egg sometimes, bt 1 don' know
‘wihvy, Bt it can be other thinga as well [ ] e beead, s
It mrrysterye” (Wormn, 54 yers)

Some were carefinl about what they ate, and suggested
st more information be given about ways of inpeoving
their health by dietary changes.

Discussion

The aim of this study was 10 explore the imformation needs of
people with wnexplained chest pain and how those needs were
met try healih professionals during medical comsuttations. The
participants experienced that their information needs were
ot ndequuately mel, The two subthemes of “experiencing
kzck of focus on individunl problems™ and “experiencing
umanswered questlons™ form the subheadings i the follow-
ing disciesion

Experiencing lack of focus

on individual problems

The reaults of our study indicade that patients felt that ey
did not receive attention for individoal problems when
urending the cardine cutpaticnt clinic. This is supported by
Price et al" who pointed ool that patierts wanied & definite
diagnosis, an understanding of the problemy, and to learn
aboust sel management. Laluinée of al™ argue that there are
no standardized rules and methods to delver information and
education or to evaliate the results of therapeitic education.
Thais clearly potits 1o the respotmibility of health profiessionals
I ichentify patients” infoomation noeds. In our study, all partic-
tpearets fuad received general information about their condition
ani rigk Tactors for developing s curdise condition. Timenins™
foursd i her atsdy that a natural conflict existed between
mirse and patbert prionty of information needs smong aane

coronary simdrome patients. According to Tenming,' there
is agreemient that cardiac paticrts should hove insdividualized
teaching based on assessment of information needs, it there
16 o clear explanstion of precisely whet this s, This i i line
with our findings, which indicate 2 conflict of needs prioritics
i terms of what health professionals and patienis valie as
portant information. Presumably, this may influence the
level of mcertaby, a8 described i the study.

I healih care, the traditional biomedecal model often
gusdes axgesrment mul informution in connection with med-
cal conmltations. ™ Cne main focus i€ to evaheste whether
thers is a physical condition present that may explain the
symyploms. [t is important to dingnese and tremt pathologic
pain conditions; because a diapnosis will indicate or guide
treatment options. All participants in our study sasd that
their chest pain was influetced by their own experiences
ol was uniagie 1o e This is also in secordance with the
biopaychosocial madel*™ witch contribises 1o understand-
ing of paychosomatic and emarommental components in
unexplained chesl pain

Participants expressed that 1 was pot easy for them 1o
coqnmiEtcate with anyone about problems related o their
chest pain. Some also expressed anxiety and depression
Van Ravensienjn et al® poim oot that diagnostic resting
hardly lmpacts on the level of sameones doubts and foars
Jerlock et al” suggest merses could talk to patients o elicit
their illness irratives in onder fo have a deeper unsderstanding
of e paticrts" experiences. This was also shown mowr study,
In a study by Price of al,” commumication problems were
identified and mterpreled as related 1o failure of clinkcal pro-
cedures to meet patkems needs. According 1o Dammen ¢ al*
and Jonsbu ef al.' peychiologic factors nuy play a nde in the
pathogenesis of unexplained chest pais It is meicated that
there is a higher proportion of pamic disorder and magor
depressive episades among this group of paticnts. Depres-
sioh and poor secial support are significant risk factors for
conoqery leart disease” and panie disceder, ™ while stmess and
mniety can trigger coronary events. It is also claimed that
people expertencing sich peychosocial difficultbes ase more
likely to be plysically knactive, which ia also an independent
risk factor for cardiac heart disease. Boberison e al*' reported
that people with unexplainied chest pain viewed their condi-
thot as signiflcantly less cortrollable and less understandable
than these whose pain was cardiac in origin As suggested
by Robertson of al™ a muoltidisciplinary approach 1o meet
patients” different information needs is required. In addi-
tion, a sympatric appreciation by the health professiomls 1o
take peychologic faons o account in the commmication

0
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with the paticris i suggested. Such npproachies presunably
promole active patient participation. They may reduce psy-
chologic and peychosocial difficulties and help the patients
to experience more control and understanding, and as such
reduce carsdine risk factors

Experiencing unanswered questions

The participams were uncertain about how 1o formulate
questions and did not fegl their questions were answered.
In ihe cardiac cutpatient clinic, they were informed that the
resulis of the tests were pegative bt remained uncertain
abeast the cause ol the pabn. The participants were uncertain
abond how o exercise in a safe way and aboul ssues related
o thetr diet. A defimition ofumcertakndy, which is valid across
disciplinies, is proposcd by Penrod ™ who indicates that
people wi are imcertain have a perception of being unable
10 amsign poasibilities for what 10 do or think. This was also
trie of the participams i our study, who fell pain bt ad
1o explunation for it, Acconding to Penrod ™ this promictes
discomibrting, uneasy sensation that may be affecied through
cognitive, emotive, or behavioral reactions, or by the time
and changes in perceplion of circumstances:

The participants-in our shky had received information
that a4 pathologic cardise condition did not cxplain their
chest pain, resilting i their uncertainty However, their
experience of chest pain may hove forced than o search
for alternative explanations which link chest pan with heart
discase. Following Leventhal et al* the chest pain compels
the individual 1o create o subjective perception of & heart
disease, whoch subsequently inspires g search for specific
boddily sipms of candise pathology These researchers point
1 the importance of modeling patbents” subjective percep-
tions of the ivestigation, precedures they use fo manage
their problems, questions they ask, and the criteria they
e to evaluate cutcornes. According to research, ™ il ks
increasingly mmportant to understand how the percepions,
expericnces, and impact of luving pain might influenee &
person’s ierpretation and response, s it health profis-
sionake ean, n e, respond more appeopriately. Thas is in
line with person-centered care,” which is focused on the
panients” perrative, parnership, snd docusnerstion of negoti-
mted care and decisions.

The majority of the participaunts in our study were ol reas-
sured by the inforrnation tut heart disease was not the cause
ol thelrchest pain. Some ofthe panticipants described the pain
s “riysterioas”. 1T the person’s pain belieid ane mnored, i
iy complicate or entimely undermine the reassurance of hav-
Ing negative findings of heart disease. This is in accordance

with reports by several othier mithors, ™ " whio found that i
pain becomes persistent, patients may abandon previowsly
held cultural o persenal belbe fi about pain 1o form new pain
beliefs that are more consistent with their persistent pain
experience. Preparing patiems by means of information for
negative leat resulls is asammed and may make it casier for
them o accept simple reassurance from a cardiologist or ear-
dm mlll

According to the results, the participans wene uncertain
about how 10 exercise in a safe way, Thompson et o' clam
that important information for the participams mist focus
on the positive results of physical activity and that lmmo-
bility might be far more hormifl for them. A study by Wil
liams et al™ indicates that patiens” perceptions of thekr own
rigks are often et a rellectbon of their true risks. The patients
i their stidy overestimated their risk Tiolons compared with
an objective measure, regardless of whetlser they received
informatson or not, b relation te our study, the participants
did not receive explanations of cardiac origin for their chest
pan. They were still uncertain abowt how fo exercise m 3 safe
wivy sl expressed anxiety about doing physical exercise.

Some of the participants in our study expressed a lack of
physical strength for daily lving, Wise aml Painck™ siress
that 4 modest increase in dakly sctivities can mprove bealth
atd quality of lile for persons with unexplained chest pain
Jonsbu et al™ use the expression “noocandisc chest pain™, In
thetr gtudy, patients with noncardsac ches! pain were exposed
to physical sctivity a8 a part ol a cognitive beluvior] therapy
intervention. Acconding 1o Mayou, " patiers with noncardiac
claest pakn may have Figh levels of fear of body sensations,
ad it B assumed that & rediction of this fear will lead to s
decrease in patiem Hmitations, for exanple, with exercising.
T e gtacky by Jonsbas et al.™ i1 was there fore assumed that
exposure bo physical sctivity ootk be aiseful element. When
exposed to physical sctivity, the trestment group in their
study showed sigmaficamly larger improvements in terms. of
redisced avoidance of physical activity, fear ol bodily sensa-
thow, depression, and some domains of healherebated quality
of life, Some participants in our study expressed avoidance
of physical activity and fear of physical activity becauss of
the chest pakn they fel.

Chur participants also reported problems with digestion.
Hersheonvici et al” clazm that pastroesophagend reflux disease
(GORDY) i by far the most common cotse of noncantiac chest
pain. Further, they say that esophageal dysimatility is rela-
tively uncomenon amedg patiens with non-GORD-related
noncardize chest pain, They argoe that it s still unclear if
longitudinal esophngeal muscle contractions are a direct
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watese of chest pain or if they represent an epiphencmenc
that s associated with symptoms of such pain,

Some of the participants experienced anxiety and
depression. Lillestel ¢t al® claim that amcety and depres-
sion are common in patients with self-reported food
hypersensitivity However, according 1o Lind ef al,™ pay-
chologie factors were not major prediciors of symptom
severity In patients with subjective food Inpersensitivay.
The participants in our shly had chest pain and no case off
cardiac origim was found. They still believed they had o heart
disensg, it also consbdered other explanations for their chest
pain. Notably, some were Envestigated for GORDL

Implications for practice

The results indicate that listening 1o paticnts” beliels, per-
ceptions, and expression of feelings related 1o expenencing
unexplamed chest pain should be encowraged and acknowl-
edged by health professionals. The patient’s norrative is
thiies o umefial tool in the consultation when dealing with the
complexity of living with informution needs and umcertainty
related to unexplained chest pain. Topics related to physical
activity neid diet seem 1o be frnportant conberd in conversition
Drnloguing about pain as a normal and multifsceted phe-
nommsencds in life 15 abso suggested as inpertant, A multides-
ciplinary approach, such as teamn work among casdiologists,
dicticians, specialized murses, and physiotherapists, with
a genuine focus on the patient perspective, anid on shared
decision-making is proposed.

Methodologic considerations

Because few individuals agreed to participate, we acknow|-
edge that some datn may be missing, However, the mate-
rial gives importam answers to the research questions and
discloses both mamifest and latent content, Although age
and gender varied i the sample, the data analysis revealed
only mimor varistions. To secure trustworthiness, scveral
aspects, including credibility and dependability, were
eviliafed. Credibility was secured by cnsiring that issses
related to the selection™ of the most suitable nwaning
uriits, anc how well categories anel themnes covered te data,
were critically discussed by all authors. The interviews
were mslivtaped and transcribed verbatim. Both factors
of instability and the risk of inconsistency during the data
collection procedures were discussed by all coamlyors.
The transferability of our findings can be considered by
taking imo pecount the description of participant comext,
data colbection, and process of analysis.” To strengthen
the credibility of the analyzis, categonies, subthemes, and

theme in the search for manifest and Laten conbent were
identified and formadated in the course of the research
Team's discussion.

Conclusion

This stidy reveals wmmet informstion needs, specifically
a lack of focus on individual problems and unanswered
questions during medcal consultations as experienced by
people with unexplained chest pain. Bxisting models of
consiltations should be complemented 1o include a persan-
centered approachmeeting patients” bellef, percepisons, and
expresshon of feelings related to experiencing unexplained
chest pain. Theis is in Line with a biopsychosocial model with
active patient participation, shared decizion-making, and a
multidisciplinary approach. Such an approach i directly
withiss the dormain of nuriing, sl sbing to taike lnto accourd
the patient & experience of their condition.
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Confronting one’s vulnerability — patients with chest pain
participating in a high-intensity exercise programme

Ingrid Glfarnes Rovsland, Febe Friberg, Berit Store Brinchmann, Sunniva Nordeide Svello,

Torstein Valborgland and Alf Inge Larsen

Aims amnd objectives. To explain the transinonal process that individuals with
unexplamed chess pain undergo while participating in an exercise training pro-
REARHNE OVer e,

Background. Angina:like chest pain in patients with no obstructive cororary
artery discase ls 8 growing problom. Functional linitations, reericted dally activi-
tiew and reduced quality of life are repored. [n sddvion, physical scnviry is
aveided in this population,

Dresagn. The stady follows a quabitstive classic grounded theory (Glaser 1978).
Methods, Three times & week for 12 weeks, vwelve patients with no ol tive
coronary artery disense participated in o high-intensity acroblc exercise training
progromane supervised by physotherapises and purses, The data collection was
based on dianes and interviews about the experience and analysed sccording to
the principles of clasuc grounded theory,

Results. The core category was identified as “confronting one's vulnerability and
included three subcategorics: halancing exisential anceramty’, “transforming
bodily perceptions’ ausd “breoming 4 more capable person’,

Conchudon, The transition wan described as 0 proces of becoming more cipable,
Health professionals shoukl be sware of the significance of high-otensity exercose
trmanzing foe people with unexplained chest pain and of the anderlying dimension of vul-
nerability.

Relevance 1o clindcal practice. Understanding the teansition process that people wish
uncxplained chest pain undergs while partcipating m o high-intenstty cxense toin-
ing programene promotes 3 person-ceiined approach, Takiong this ive theory
into consideration will improve the preregaisites for establishing person-centred care.

Key words: exercise/physical activity, experiences, geounded theory, hear-health,
pain, wncertainty

Accepted for publicarion: 17 September 2016

What does this anticle contribute
o the wider ghobal clinical
commankty

= It increases uniderstanding of the
transtion process that patients
with  unexplained  chest  pain
undergo while participating in s

programene.
Murses and other liealih profes-
sionals may e the nsight
gained froem this ssudy to develop
HEW  peTe-cen

1t high-i ity exercise training
1o support  paticrls”  capabulity
batlding.

The groanded theory. appears to
e transferable 1o paticnzs with
unexplained chest paln in coun-
tries odher than Norway.
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Introduction

Unexplained angina pectoris-like chest pain in patients with
no obstructive coronary artery disease (CAD) is a growing
clinical problem (Eslick 2007} where angina symptoms per-
sist and even worsen over time, restricting daily activities
(Lanza & Crea 2010). Residual morbidity is indicated,
which is associated with functional limitation and reduced
quality of life (Kaski et al. 2013).

After the exclusion of other cardiac diseases and in the
absence of obstructive CAD, the diagnosis of microvascular
angina is often suggested (Lanza & Crea 2013). This is often
characterised as cardiac syndrome X (CSX) and is defined as
typical chest pain associated with electrocardiographic
changes suggestive of transient myocardial ischaemia despite
normal coronary angiograms (Patel et al. 2010). Microvas-
cular coronary dysfunction, such as reduced coronary
microvascular dilatory responses andfor increased coronary
microvascular resistance or microvascular spasm, has consis-
tently been reported in CSX patients (Lanza & Crea 2013).
Because of fear of precipitating angina as well as increased
pain sensitivity, many patients with persistent chest pain are
often afraid to exercise (Kaski et al. 2013). This uncertainty
may lead to avoidance of physical activity (Jerlock et al.
2006, Jonsbu et al. 2010). According to Amundsen et al.
(2007}, reduced physical activity is one of the major avoid-
ance behaviours in patients with coronary heart disease.

Background

Physical activity is here defined as ‘any bodily movement
produced by skeletal muscles that result in energy expendi-
ture’ (Caspersen et al. 1985, p. 126). Further, exercise is a
subset of physical activity and is defined as *structured and
repetitive and has final or intermediate objective as
improvement of, or maintenance of physical fitness” (Cas-
persen et al. 1985, p 126). It has been shown (Eriksson
et al. 2000, Tyni-Lenne et al. 2002, Feizi et al. 2012} that
patients with CSX demonstrate increased exercise capacity
and quality of life after participating in cardiac rehabilita-
tion programimes comprising physical training in combina-
tion with relaxation in comparison with those in control
groups who did not. Therefore, it can be assumed that a
variety of different forms of training can contribute to the
improvement of everyday life for this group of patients.
Simultaneously, there seem to be unanswered questions
about unexplained chest pain and physical activity {Author
2013}, specifically, how to formulate questions, uncertainty
about the cause of the pain, how to exercise in a safe way
and uncertainty whether food caused the pain.

© 2016 John Wiley & Sons Ltd
Jowrnal of Clinical Nursing, 26, 2006-2015

Chest pain

The above arguments suggest that there is a gap between
what is recommended in terms of exercise training and
what patients with unexplained chest pain choose to access.
It is essential to reduce this discrepancy. More specifically,
there is a need to know more about the process of training
from the patients’ perspectives. A substantive theory
grounded in experiences in a context-specific personal tran-
sition process may have considerable potential for giving us
a more complete understanding of the transition process.

Thus, classic grounded theory (Glaser & Straus 1967,
Glaser 1978} was here used to reveal the transition process.
The focus was placed on the basic psychosocial process of
the transition. The aim of the study was to explain the
transitional process that individuals with unexplained chest
pain undergo while participating in an exercise training
programime over time.

Methods

The study

This study was part of a larger project where the main
objectives were to assess the effect of high-intensity aerobic
exercise training on coronary flow reserve (CFR), endothe-
lial function, exercise capacity, level angina and psychologi-
cal function in individuals with chest pain and no
obstructive CAD. The CFR is thus the limiting factor for
myocardial perfusion when there is no coronary epicardial
disease. An improvement in CFR associated with improved
exercise capacity and reduction in chest pain is thus the
main objectives in the main pilot trial.

The study setting

The study was a single-centre interventional controlled pilot
trial performed at Stavanger University Hospital, Stavanger,
MNorway. Two specialised physiotherapists and three experi-
enced research nurses led the exercise training, during
which popular music was played. Physicians who were part
of the team were always available. The participants exer-
cised on treadmills in groups: two groups with four partici-
pants and two groups with two participants,

The exercise training sessions lasted 38 minutes and con-
sisted of a 10-minute warm-up period at moderate intensi-
ties [60 70% of maximum heart rate (HR) based on the
results of an initial exercise test], followed by a total of
four intervals at 90 95% HRg., (85 90% VO, peak) with
3 minutes of active recovery phases at 60 70% HRg.y in
between intervals and at the end of the session. See Fig. 1
for details about the exercise training programme.
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Warm-up Docreasng
g % -g g intensity
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minutos T minues ¥ minudes T minutes T Figure 1 High-intensity aerobic exercise train-
£ 2 ) = ing programme, HR gy = maximum heart
-.g _g 2 g rate. Frequency and duration: three times per
= =< 2 < week for 12 weeks, Time: Monday, Wednes-
day and Friday at 7:30 am or 14:30 pm.

Patients exercised three times weekly over a 12-week per-
iod. The intervention took place at the outpatient cardiac
rehabilitation centre at Stavanger University Hospital.

The training sessions were monitored with individual HR
monitors (Polar RS100; Polar electro, Kempele, Finland}
for intensity guidance. This enabled the patients to achieve
their target HR and to assess the actual level on the Borg
scale of perceived exertion coinciding with the target HR.
Instructors continuously reminded the participants to moni-
tor intensity levels by viewing the HR monitor. Next to
each screen was a figure resembling Fig, 1.

Recruitment and sample

Patients with typical exercise-induced chest pain and nor-
mal or near-normal coronary arteries assessed by coronary
angiography were contacted by a cardiologist and invited
to an information meeting where they were briefly oriented
about the project and given the opportunity to ask gues-
tions. Interested patients were asked to write their names
on a list and were contacted again by the cardiologist or
another physician in the team. A sample of twelve partici-
pants agreed to participate in the exercise training pro-
gramme (Table 1). Demographical data are presented in
Table 2.

Ethical approval

Ethical approval was obtained from the regional ethical
committee (2013/98). The investigation conformed to the
principles outlined in the Declaration of Helsinki. All par-
ticipants provided informed consent prior to their inclusion
in the study. Confidentiality and anonymity were safe-
guarded according to ethical research guidelines.

2008

Data collection and analysis
Before starting the excrcise training, several tests were per-
formed: CFR, echocardiography, flow-dependent vasodilata-
tion, blood tests and 24-hour heart rhythm monitoring. A
maximal stress test on treadmill was performed to assess elec-
trocardiography (ECG) changes, angina, blood pressure and
arrhythmia at baseline and at 12-week follow-up. During this
test also, ergo spirometry was performed. Unstable patients
with pathological blood pressure or arrhythmias during the test
would be excluded. The detailed description and results from
the physiological tests will be presented in another article,

The data analysed and presented in the current article
consisted of diaries with reflective comments and individual

Table 1 Criteria for participating

Inclusion criteria

Outpatients and patients admirted to the hospital with repeated
episodes of exercise-induced chest pain

Normal or near-normal coronary angiogram or negative
computerised tomography (CT) coronary angiogram

Age >18 years

Being able to participate in training groups three times a week

Exclusion criteria

Prior mvocardial infarction

Serious valve disease

Cancer

Previous radiation or drug therapy for cancer

Musculoskeletal problems making exercise training impossible

Ongoing serious inflammatory disease

Inrracardiac devices

Presumed insufficient acoustic windows for transthoracic
echocardiography

Atrial fibrillation

Participation in other ongoing studies.

Contrast allergy

Contraindication ro adenosine infusion

Vasospastic angina

@ 2016 John Wiley & Sons Ltd
Journal of Clinical Nursing, 26, 2006-2015
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Table 2 Characteristics of participants

Characteristics

Gender
Female #
Male 5

Age
40-45
46-50
51-55
56-60 2
61-65 3
H6=T0 4
71-75 1

Marital status
Married 10
Divorced 1
Cohabitant 1

Children
1-2
3-4

Educational anainment
Vaocational certificare
College/university up to four years
College/university more than four years

Employment condition
Working full time
Working part time
Sick leave
Disability pension

[ZIRN ]

(-]

[

2 {1 part time because
of an injury}
Retirement pension 4
Chest pain for:
4-6 months
7-12 months
1-2 years
24 years
4-6 years
Smoking — daily
Drinking alcohol — daily

-l L b e =

interviews. In the diaries, the participants were asked to reflect
on the following questions, one, two and three months after
starting the training. The questions were as follows:

* Please describe how you have been affected by chest
pain in the past month.

® Please describe how your chest pain has affected your
daily life in the past month.

* Please tell us what the physical activity group you are
participating in has meant to you over the past month.

Participants kept diaries that were delivered to the nurse
administrating the tests and the exercise training groups
after one, two and three months. The interviews were based
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on the diaries and carried out after the exercise programme
was finished. Interviews were tape-recorded and transcribed
verbatim. Data collection took place from November
2013 June 2014, We were inspired by Glaser and Strauss’
constant comparative method (Glaser & Straus 1967, Gla-
ser 1978) when identifying the basic social andlor psycho-
logical process that takes place when exercise training,
thereby understanding the complexity of what is going on.
Grounded theory is based on a symbolic interactional view
of human behaviour. It provides a systematic way of gener-
ating theoretical constructs and concepts that illuminate
human behaviour (Glaser & Straus 1967).

In line with classic grounded theory method (Glaser &
Straus 1967, Glaser 1978), data collection and analysis
accurred simul wisly, as the ongoing analysis of the reflec-
tive diaries steered further data collection through individual
interviews. According to Glaser (1978}, entire incidents rather
than fragments of the data must be considered in the analysis.
The analysis included open coding, selective coding, memo-

writing, theoretical coding and sampling. During the compara-
tive analysis, each level of coding moved the analysis towards
increasing levels of abstraction. The analysis was validated by
comparing data on the different levels of abstraction. The
developing pattern of the grounded theory was thereby read in
relation to all data to ensure validity. The analysis in progress
was discussed within the researcher group. The reflective dia-
ries were analysed in tandem with the individual interviews. In
this way, the reflections were read and the interviews were lis-
tened to several times to discover a variety of perspectives.
Selective coding was performed by transferring a limited selec-
tion of codes over to larger parts of the collected data. All the
codes were then compared with each other. In the theory
under development, the core category “confronting one’s vul-
nerability’ was identified.

Results

Confronting one’s vulnerability

The participants’ main concern was uncertainty about exer-
cise training. They were uncertain about their bodily reac-
tions and the risk of worsening their heart problems while
training. As chest pain was experienced by the participants
to be a possible indication of heart disease, it contributes to
the constitution of vulnerability. The core category explains
the personal transition process that the individual under-
goes while participating in the programme of physical exer-
cise, with the help of the subcategories: ‘balancing
existential uncertainty’, ‘transforming bodily perception’
and ‘becoming a more capable person’.
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Balancing existential uncertainty

Agreeing to participate in the project was the beginning of
a personal transition process. Many of the participants
expressed uncertainty about physical activity before being
tested and before the exercise training started. Doing physi-
cal activity is an indicator of the basic social psychological
process of keeping going in the context of daily life, despite
the state of uncertainty represented by symptoms that may
be a sign of heart disease. An existential dimension exists
here in that participants talked about exercise bringing
them into the vicinity of illness and even death. One partic-
ipant expressed it as ‘the Dahle Oen effect’. Dahle Oen
(1985 2012) was World champion, European champion
and Norway’s first Olympic medallist in swimming. He
died suddenly of a heart attack in 2012. Being uncertain
made the participants vulnerable. Embarking on an exercise
training programme seemed to imply a process in which
existential uncertainty was challenged. Against the back-
ground of not knowing enough about the erratic pain in
their chests, the participants wondered what kind of exer-
cise they could do, how far they could walk and how much
they could carry, for example, when shopping.

The participants drew on or had been exposed to various
experiences throughout life. Some had always exercised or
even had a vocational connection with physical exercise.
Others had led sedentary lifestyles, but most were some-
where in between. In addition, participants had different
experiences of illness and heart disease among friends and
family. The different sources of experiences could often be
seen as being linked to participants’ more immediate per-
ceptual or emotional responses. Examples included experi-
ences of anxiety, reassurance or a sense of acceptance,

Being asked to participate was seen as a chance to break
the vicious circle of effort-induced chest pain, functional
limitation and uncertainty, Being contacted by the professor
or a physician from the hospital and asked to participate in
this project was described as ‘a gift from above' or ‘getting
a second chance in life’. Participants talked about ‘being
selected’, ‘being privileged® and ‘being prioritised’. They all
wanted to participate.

Transforming bodily perceptions

Nearly, all the participants were positive about doing all
the medical tests taken before starting the exercise training.
For them, the tests represented high-quality health care,
which could provide answers about their heart and the
functioning of the heart and the body. They were of the
opinion that the health staff working on the project were

2010

among the best in the country in this field. The staff were
perceived as friendly, skilled, experienced and knowledge-
able. The fact that the intervention procedures were well
planned (no waiting time} was experienced as positive,
which was also commented on as evidence of the quality of
the intervention. One participant expressed it in this way:
“You notice that people are professionals. It's the way they
are. They know what they are doing, and you see it straight
away’. Another pointed to the safe environment: ‘I said to
my husband that I could not be more secure with a heart
starter on the wall’. Being embraced by such a secure envi-
ronment seemed to encourage bravery in facing the limits
of physical effort and even fatigue. At the same time, bodily
and cognitive attention was directed towards a possible
pain in the chest. All these paved the way for reconsidering
old ways of thinking about chest pain.

Differing strategies were adopted in the personal transi-
tion process. The participants watched the screen on the
treadmill to observe changes in their HR. They followed
the measurements on the screen and the physical reactions
caused by the exercise training. Some participants tried to
understand the relationship between what they were watch-
ing and what they were experiencing in the body during the
warm-up, the intervals with maximum HR and active rest.
They compared what they saw on the screen with what
they were experiencing in the body. The invisible became
visible, thus increasing the possibility to make reflective
considerations.

Some participants stated that their way of thinking chan-
ged from being uncertain about and afraid of high-intensity
exercise to being reassured by it and that they even experi-
enced exercise as beneficial, Increased HR, breathlessness
and chest pain made them anxious and uncertain before
participating in the project. But now, this was seen as safe
and a way to feel better and stronger. Most of the partici-
pants experienced an increase in chest pain at the beginning
of the exercise training period. This could have been chal-
lenging, but they saw the exercise as being completely safe.

After a while, the participants felt their physical fitness
increase. One strategy was to warm up before doing the
hard exercise and slowdown at the end. Most of the partici-
pants shared experiences with other participants, and they
encouraged others to continue. The groups were, for most
of the participants, of great value, although nobody
expected the relationships to last for more than these three
months. Some also talked about exerting themselves in
daily life when participating in the project. They were test-
ing their limits. Participants who had previously experi-
enced extra-systoles said there had been less of this after
participating in the training programme. This kind of
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exercising was described as being essential for living a good
life. Some had reorganised their work day and daily life to
exercise three times a week. Several of the participants also
reported that they slept better. All the participants did what
they could to follow and complete the whole programme,
and all were successful in completing it. One informant
summarised it in this way: ‘It's not my body holding me
back anymore. It's as if I'm the one in control over my
body, in a way. And it's very nice! So I feel it has been a
very good experience’.

Becoming a more capable person

Experience of participating in the exercise training pro-
gramine enabled participants to become more capable.
Through participation, these individuals were brought into
an experience of distressing uncertainty, but they moved on
to the process of alleviating distress by letting go and being
reassured. The participants experienced confidence in physi-
cal activity despite their chest pain. They moved from
uncertainty about physical activity and chest pain to experi-
encing physical activity as something that gave them
strength. The participants focused on making sense of
recent events. They reflected over their experiences of symp-
toms and their knowledge of the body and mind. Most of
the participants expressed feeling much better and talked
about seeing more possibilities in life. One participant, for
example, wanted to go back to work after having been on
sick leave and disability benefits for two years.

Becoming more capable created possibilities. Most partic-
ipants felt better than they expected after taking part in the
exercise training programme. They experienced personal
growth and gained an enhanced outlook on life. One
expressed it as ‘coming out of the quagmire’. Another
patient said:

‘I am also a bit uplified because I have experienced fewer symp-
toms of ... as I think ... activity in the heart region or ... [ cannot
define it ... but that thing (heart pain authors’ comment}. [ have
not experienced/sensed it so much now when I train. S0 [ believe
that ... I think it {the training, authors’ comment) has managed
somehow 1o get these symptoms away in one way or another”

Even participants who exercised regularly before partici-
pating in the programme expressed a difference in fitness
and mood. Their explanation for this was the kind of exer-
cise they did in the project (see Fig. 1). One said: ‘Exercis-
ing is good, both for the heart and the head’.

The participants planned to continue exercising as they
had been taught because of the difference in mood and fit-
ness the training had made. In addition to feeling stronger
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and fitter, the following consequences were described by
the participants: increased enjoyment in life, improved
sleep, feeling calmer. They expressed awareness of valuable
functioning. Increased capability also enabled the partici-
pants to relate to the professionals in a different way than
before, They experienced being seen by the health staff as
whole persons and collaborative partners.

The participants had less or no chest pain after partici-
pating in the programme. Several also said that being part
of the project had reassured them about heart disease and
chest pain. For some participants, the project represented
‘something else’ as they struggled in their daily lives.
They looked forward to connecting in a friendly atmo-
sphere, to having good relationships with the health pro-
fessionals and the other participants, and also the
exercise. This was described as giving them strength and
lighting up their daily lives. One participant summarised
it this way:

T'll give you an idea. Yes, that [participating in the project] has had
a very positive influence on me. So, yes, I feel very good. And then
I'm working, I'm always working on getting a beter life, so it’s
basically a journey all the way

The personal process by which the individuals adjust
while participating in the programme of physical exercise is
illustrated in Fig. 2.

Discussion

The participants’ main concern was uncertainty about their
bodily reactions and the risk of worsening their heart prob-
lems while exercising. In this study, we found that con-
fronting one’s vulnerability is the core category that
explains the personal transition process in terms of ‘balanc-
ing existential uncertainty’, ‘transforming bodily percep-
tions’ and ‘becoming a more capable person’.

The results indicate that most of the participants were
uncertain about living with unexplained chest pain, but that
they also had to deal with existential challenges. In Bredal's
study (2012}, experiences of participating in physical activ-
ity when living with a disability were explored. Results
from her study suggest that physical activity may have an
existential meaning and might influence the way partici-
pants experience their own body and abilities. This is in
line with Roysland and Friberg 2016, who found that being
physically active while living with unexplained chest pain
means finding a balance between existential uncertainty and
existential certainty. Most of the participants in this study
described uncertainty related to physical activity before
embarking on the project and exercising.
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All the participants saw taking part in the study as a
way of getting answers to individual questions about the
meaning of their chest pain. According to Roysland et al.
(2013), participants with unexplained chest pain experi-
enced a lack of focus on their individual problems during
medical consultations. Participants in the current study did
physical exercise on a treadmill in a setting where well-
educated and experienced health professionals were open
to conversation. The participants valued being tested, as
well as the possibility of getting a diagnosis, and they
talked about being ‘seen’ and ‘selected’ when they were
asked to participate in the project, which implied testing
and training.

In a review, Van Ravensteijn et al. (2012} studied the
efficacy of using diagnostic tests to reassure patients, The
results indicate that the diagnostic tests contribute little to
the level of reassurance. Most of the participants in our
study had been tested before and no indication of heart dis-
ease had been found, despite the chest pain. After being
tested this time, they were told their chest pain was proba-
bly caused by microvascular dysfunction. Having been
informed of the cause of their chest pain, the participants
were reassured that the high-intensity exercise included in
this intervention would be beneficial for them. The patients
included in this study had chest pain that we suspected
might be microvascular angina. It is possible that these par-
ticular patients will experience better effects from physical
exercise training than other chest pain patients because the
exercise can improve microvascular flow and thus reduce

SYmptoms.

2012

Several of the participants described having chest pain
as a ‘crisis’. According to Kleinman (2011}, understanding
life as a perception, illness as a symbol, or medicine as a
cultural form is not what matters at times of crises.
Rather, it is the subjective experience of individuals, their
sensibilities, commitments, values and experience of will
as authorising feelings. Our study reflects this in the way
the participants expressed a sense of vulnerability, and
how the chest pain affected the life they valued as worth
living. This is a hallmark of person-centred care, in which
listening to the patients’ narrative and trying to under-
stand how, for example, pain influences their daily life,
dignity and capability are emphasised (Fkman et al.
2011}

All the participants had experiences earlier in life, which
can be assumed to have influenced the transition process.
These did not specifically concern physical activity but also
experiences of the healthcare system. Some talked about
challenging nonmutual encounters where dignity was vio-
lated. According to Jacobson (2009}, any human interaction
can be a dignity encounter, an interaction in which dignity
comes to the fore and is either violated or promoted. At the
intra- and interpersonal levels, service users and practition-
ers might reflect on their own positions of vulnerability and
antipathy and on the nature of their gestures; what they say
and do. In this study, experiences of previous encounters
with health professionals were interpreted as influencing the
transition process.

According to the participants in our study, acquiring
chest pain might mean struggling to adjust to a new and
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changed life situation. It is not the body seen solely as an
abject that needs to be rehabilitated. Neither can it only be
seen as a different or changed body that one has to adjust
to emotionally. The participants who go through a transi-
tion process do not simply have a body; they are their bod-
ies {Merlean-Ponty 2002). Merleau-Ponty (2002} claims
that there is an interconnectedness between body and the
world when he argues that it is the body that actively
anchors us in the world (p. 408). The participants said that
after the exercise training programme, their bodies were
stronger and faster and no longer restricted them. This is in
line with other studies (Eriksson et al. 2000, Tyni-Lenne
et al. 2002, Asbury & Collins 2005, Samim et al. 2010,
Feizi et al. 2012).

Twelve weeks of exercise training resulted in a change in
the capability participants experienced. Jarvis (2006) argues
that there may be benefits acquired from physical activity,
which also incorporate a mental dimension. This affects the
way the body operates in the world. As the participants
express it, there are benefits from the exercise training for
both the mind and body. Parallels can be drawn to Morken
et al. {2012) who argue that participating in an exercise
training programme increases confidence to engage in phys-
ical exertion and increases satisfaction with life for other
groups of coronary heart disease patients, such as implan-
table cardioverter defibrillator recipients. The importance of
an integrated approach is stressed. Ruger (2010} argues that
current theoretical approaches to bioethics and public
health ethics propose varied explanatory justification as the
basis for healthcare and public health. Yet, none captures a
fundamental reality: people seek good health and the ability
to pursue it.

Most of the participants in our study suggest that the
intervention programme needs to be a part of the regular
treatment of patients with unexplained chest pain. Some
argue that this could save the healthcare system large
amounts of money. In line with Nussbaum (1988}, it is
emphasised that health political policies must support such
arrangements. Getting chest pain can be an unexpected dis-
ruption and can break the causal link between good
arrangement and good functioning. The findings in this
study indicate that participants want the health profession-
als to enable them to achieve individual targets for their
health. Ruger (2010} defines health agency as individuals’
ability to achieve health goals they value and to act as
agents of their own health. Health functioning is the out-
come of the action to maintain or improve health. The par-
ticipants valued taking part in the intervention programme
and expressed this as being of great importance for their
further functioning in life.
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Limitations

Conducting any research that involves individuals reporting
on their own experience also involves the possibility that
they will respond in a socially desirable manner. However,
grounded theory encourages us to examine and question
participants’ responses to elicit rich and full data (Glaser
1978). The exploratory in-depth nature of classic grounded
theory should therefore facilitate the retrieval of an accu-

ation of respondent experiences. Another

rate repr
aspect is that all participants declared their interest in taken
part in the study. Thus, possible consequences of the self-
selection could be positive participants from the beginning.
This has to be considered in future research. All 12 inter-
views were conducted just after finishing the exercise train-
ing and before taking the tests to ensure that the test results
did not affect what was said in the interviews. Only those
who were able to participate in training groups three times
a week participated in the study. This recruitment strategy
may have biased the findings, as the participants lived
within a restricted geographical area. However, participants
came from both cities and rural areas. Further research
with other populations will help clarify and refine this ini-
tial classification of the transition process of people with
unexplained chest pain.

Due to the above limitations, the information presented
here is not regarded as the only explanation or the com-
plete exp for the tr
findings may have theoretical and clinical relevance. The
professionals have to be aware of how complex it is for the
participants to change their ways of thinking and acting as
a result of a transition. Both capability and vulnerability
have to be taken into account in conversations and interac-
tions. In the research team, we have been aware that it is

process. However, the

necessary to present a transparent account of the develop-
ment process to participants.

Conclusion

In summary, we argue that theoretical explanations of the
transition process must include an underlying dimension on
vulnerability, to demonstrate an appropriate level of
explanatory depth. The confronting vulnerability concepts
identified in this study therefore represent a unique theoreti-
cal dimension, which may provide significant additional
insight into exercise training processes for people with
unexplained chest pain. Adapting to the exercise training
has been conceptualised as an ongoing personal transition
as the individual manages and adapts to a multitude of
changes precipitated by the chest pain and its treatment.
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Transition has been described as a process of being more
capable. Health professionals should be aware of the signif-
icance of high-intensity exercise training for people with
unexplained chest pain. This includes the need for support
in explicating questions and beliefs. Further, substantive
and formal theories that are applicable to practice and rele-
vant to person-centred care should be developed.

Relevance to clinical practice

Physical activity is recommended for people with, as well
without, CHD. An implication for practice in this study is
that ‘confronting vulnerability’ has significance in the con-
text of participating in an exercise training programme. It
is crucial to consider a perspective that starts from each
person’s experience (Liden et al. 2015). This must neverthe-
less be complemented with the biomedical perspective
{Brink & Skott 2013}. A substantial theory of the transition
process for patients going through a high-intensity exercise
training programme promotes a person-centred approach
where patients’ perspectives are included. Taking this sub-
stantive theory into consideration will improve the prereg-
uisites for establishing person-centred care.
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ny soknad.

Det at forskningsdata oppbevares forskri
Godkjennelsen gjelder til 31.12.2013

Prosjektleder skal sende sl Iding i henhold til helseforskningsl §12.

Komiteens vedtak kan piklages til Den nasjonale forskningsetiske komité for medisin og
klage sendes il REK Nord. Klagefristen er tre uker fra mottak av dette brevet.

g, jf. forvaltningsloven § 28 flg. Eventuell

Vennlig hilsen
May Britt Rossvoll Beate Solbakken
Sekretariatsleder Forstekonsulent

Regional komité for medisinsk og helsefaglig forskningsetikk, Nord-Norge

REK NORD

Bespksadresse: TANN-bygget, Universitetet i Tromsg, N-9037 Tromss

telefon sentralbord 77 64 40 00 telefon ekspedisjon 77620758 e-post: post@ helseforskning.etikkom.no
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Alfl Inge Larsen
Hjertenvdelingen
Stavanger univeristetssvkelus

201398 Har heyintensitetstrening effeki pa koromar flow-reserve, endotelial dysfunbs jon og
psykologiske aspekter hos pasienter med brystsmerter og normale kovonararterier?

Forskningsamsvardig: Helse Stevanger HF
Prosjektleder: Al Inge Larsen

Vi viser til soknod om forhindsgodkjenning av ovennevate fomkningsprosjekt. Soknaden ble behandlet av
Regional kemite for medisinsk op helsefaglip forskningsetikk (REK vest) i motet 14,02, 2013, Vurderingen
er gjort med hjemmel i helseforskningstoven (W) § 10, jf forskningsetikklovens § 4.

Prosjektomtale

Pasienter med brysismerter og normale koronarirer har 1 dag ikke ot velaablent behandlingstilbud, Disse
pasientene plages ofle av tilbakevendende brystsmerter, og mange har forandninger i de minste hjertchnene,
som medforer forstyrret evne 1l & regulere blodgjennomst gen. Hensikicn med studien er i kartlegge
hjertehrencs cvne til i oke blodgjennomstromning. Hypotesen er ol et ctablert treningsopplegg kan forbedre
hjertedrenes funksjon som igjen vil kunne fore (il mindre bryatsmerter. Man vil opsi kartlegge hvilken offekt
treningen har pd psvkiske sspekier hos pasicnlene. Pasientene inndeles tilfeldig 1 1o grupper der en av
gruppene deltar | et tremingsprogram op den andre gruppen ikke deltar 1 programmet, men har somme
opplolgning. Treningen vil forega tre ganger § uken i tre maneder. [ tillegg blir det giennomfon
bloadprovetaking, ultralyd av hjerte, uliralyd av pulsdre ph armen, 24-timers hjererytmeregistrering,
myokardscintigrali (undersokelse for i make blodstrommen gjennom hjertet), MR av hjemen op besvarche
av spormeskjema. Det innhentes opsd opplysninger fra pasientjournnlen. Man tar sikte pi & inkhedere co. 200
pasienter til denne samiykkehaserte studien.

Vardering

Iformasionsskrv

Prosjektet er omfatiende og ambisiost. Komiteen har ingen mnvendinger il prosjekiets plan for
giennomforng. Informasjonsskrivet mi imidlertid merkes med logoen fil den forskningsansvarlige (Helse
Stavanger HF) og RER-nr. 201398, Dot mé frempa av skrivel sl pasientene er forsikret i studien gjennom
pasictilskadecrstatningsordningen og deltakeme mi informenes om ndr prosjebaet sveluties og opplysningene
slettes. Deltakerne mib videre informeres om mulige risiko, ubchag eller ulemper ved deltakelse i studien.
Begrepet smyokardscintigrafis mb forklares, og sknveleil og ordelingsfei] i foresporselstiticlen mi reties,
Informasjonsskrivel mi revideres og sendes il REK Vest. Skjemaet « Tilbakemeldings kan sendes
uavhengig av fnstene,

L e L] Pesfon SOETIO00 A3 poat o el e gl | By madrwrn ol sl wnd eeai o
P il et P it R b srwien lREX e Regionsl Eltey Cosvaiies. RER
Liniversitelssykehus, W I ek e e iy’ vual o B 1 slosle parones el ol e bl et
Saniralickingn. 7 #ig, Rom

45T
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Biohank

Det legges opp til & mile betennelsesmarkorer i blodprovene, For lagring av provene sokes det om 4
opprette en ny spesifikk forskmngsbiobank med tittelen «Sindexs. Komuteen godlgenner
forskningshiobanken der ansvarshavends er Al Inge Larsen

Vilkar
Informasjonsskrivet ma revideres og sendes 1l REK Vest.

Vediak

1. REK Vest godjenmer progiektet pid betingelse av at ovennevete vilkdre tax nl folge.
2 REK Vest godigermer opprettelse av forskningshiobanken Sindex § samsvar med forelagt sofmad Som
ansvarsiwvende godliernes professor Alf fnge Larsen.

Stuttmelding og soknad om prosfekiendring

Prosjektleder skal sende sluttmelding nl REK vest pd eget skjema senest 31.10.2010, )f. hil

12, Prosjektleder skal sende sobmad om prosjektendring til REK vest dersom det skal gjores vesentlige
endringer i forhold til de opplysminger som er gitt i soknaden, jf hil. § 11

Klageadgang
Du kan klage péd komiteens vedtak, i forvaltningslovens § 28 flg. Klagen sendes til REK vest. Klagefnisten

ef tre uker fro du mottar dette bravet. Dersom vedtaket opprettholdes av REK vest, sendes Klagen videre til
Den nasjonale forskningsstiske komitd for medisin og helsefig for endelig vurdering.

Med vennlig hilsen

Jon Lekven
komméleder

Camilla Gjerstad
risdgiver
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Appendix 3 Interview guide study I, Il
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Interview guide study I, II

139



Appendices

140



Appendices

Intervjuguide. Fokusgruppe. ”Fremme tiltak for bedre rehabilitering for
pasienter med brystsmerter uten kardiologiske arsaker.” Murberg,
Dysvik, Rgysland, 04.09.2009

INTERVJUGUIDE
Navaerende situasjon

Kan du fortelle hvordan det er & leve med brystsmerter?
Hvordan opplevde du utredningen ved kardiologisk poliklinikk?
Kan du si noe om informasjonen du fikk ved poliklinikken?
Fortell om hvordan det har gatt med deg etter at du ble utredet
ved kardiologisk poliklinikk?

Smerteopplevelse

Hvordan opplever du smertene dine?
Kan du si noe om nar smertene utlgses, forverres eller plager deg
mest?

Mestring av situasjonen

Kan du si noe om hva som hjelper deg a fa en redusert
smerteopplevelse?

Kan du si noe om hva du selv kan gjare for a lindre smertene,
evt. unnga at smertene oppstar?

Dersom du skulle velge, hvilke oppfelging ville du foretrekke
framover?

OPPSUMMERING

Er der andre viktige problem relatert til & leve med brystsmerter som vi
ikke har diskutert og som vi skulle tatt i betraktning nar tilbud til pasienter
utvikles?

Oppsummering av hovedtemaene med de viktigste kommentarene.
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