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CHAPTER 4: METHODOLOGY AND METHODS
The purpose of this chapter is to discuss and justify the qualitative research paradigm
chosen for the current study, the ontological and epistemological frameworks
employed to guide the study and the overall research design. This chapter will also
present a clear justification of the methodology and methods implemented, including
a discussion of how they link in with the overall ontology and epistemology of the
current study. The roles of ethical considerations, study rigour and reflexivity in the
current study will also be discussed.

The qualitative research paradigm
A paradigm may be viewed as a set of basic beliefs dealing with principles, a
framework representing a worldview, defining the nature of the world and the
individual’s place in it (Guba & Lincoln, 1994). Qualitative research as a paradigm is
a form of social inquiry that focuses on the way people make sense of their
experiences and the world in which they live, with the goal of understanding,
describing and interpreting phenomena as perceived by individuals and groups
(Holloway & Wheeler, 2013). Strong advocates for qualitative research,
Denzin & Lincoln (2000, p.3) have defined qualitative research as:
“A set of interpretative, material practices that make the world visible – these
practices transform the world. They turn the world into a series of
representations…qualitative research studies things in their natural settings,
attempting to make sense of or interpret phenomena in terms of the meanings
that people bring to them.”
Several elements make up the qualitative research paradigm, and these elements are
important points of difference from the number focused, hypothesis based, theory
testing elements of quantitative research (Braun & Clarke, 2013). Holloway &
Wheeler (2013) suggest the following characteristics as being integral to qualitative
research; the data have primacy, the theoretical framework is not predetermined, but
derives directly from the data, the data is context bound, the immersion of the
researcher into the natural setting of the study participants, a focus on the “emic”
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perspective (the views of the people being studied), the use of “thick” descriptions
(dense and detailed [Denzin, 1989]), the presence of reflexivity, identifying the
researcher as the main research tool and explicitly stating the position of the
researcher in the study.

Choosing the qualitative paradigm
Central to the qualitative paradigm is a humanistic commitment to always study the
world from the perspective of the study participant (Lincoln & Denzin, 1994). In the
early phases of developing the research question and identifying the study aims, I felt
that the qualitative paradigm, with its roots in gaining insights and deep
understanding into the experiences of people, would suit the study aims very well.
The research question required a methodology that would gain deep, rich insights
and understanding of the experience of living with RRMS. Qualitative research
retains complexities and nuances and respects the uniqueness of each individual,
giving importance to the narratives and context of the participant’s stories (Ormston,
Spencer, Barnard, & Snape, 2014).
In seeking to understand and interpret meaning within context, qualitative research
also focuses on being inductive (developed directly from the data) and seeks patterns
in data, but also has an appreciation for differences in data. I was adamant from the
start of the study that I did not wish for the individual stories of study participants to
“get lost”, I wanted to have their voices clearly heard because there is so little
literature available which explores their world and considers the perspective of the
PwRRMS. I therefore chose a purely qualitative approach early in the research
design as the best “fit” to meet the goals of this research study.
Qualitative research involves much more than “simply reporting the facts”, it
involves a great variety of interpretation (Miller & Dingwall, 1997). In general,
qualitative research is a group of methods and ways of collecting and analysing data
that are exploratory, interpretative and have a focus on meaning, with reality
developed collaboratively by both the researcher and the study participant (Smith &
Noble, 2014). The qualitative paradigm recognises the strength of bringing my own
subjectivity as an expert MS nurse as a valuable tool to the research process
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(Silverman, 2001). Constructing the research together with the study participants also
greatly appealed to my epistemological outlook, which will be discussed in greater
detail later in this chapter.

Qualitative research in health and nursing
Qualitative research has been conducted across many areas; education, business,
sociology, psychology and health in particular. Especially relevant to the research
question in this study, qualitative health research focuses more specifically on
exploring health and illness as they are perceived by people themselves, focusing on
their experiences, how they feel and maintaining patient centrality in the story
(Morse, 2012). Over the last two decades, there has been an upsurge in collecting
and valuing stories from patients, as Morse (2012, p. 27) observed, “illness was
coming out from the closet, and as the door opened, it revealed all of its emotions
and sensory secrets”. Finding individual meaning and understanding in stories from
patients is fundamental to the caring and compassionate culture of nursing, and
something nurses strive for in daily practice (Munhall, 2012). Nurses base their
clinical practice on learning as much as possible about the people under their care,
detecting commonalities and differences in order to ultimately individualise their
care and management (Thorne, Ternulf Nyhlin, & Paterson, 2000). Traditionally,
nurses are attracted to qualitative research as they value the richness of deep
understanding and the perspective of the patient, and in doing so, nurses are able to
develop culturally appropriate interventions and improve competence of care in
diverse and vulnerable populations (Desantis & Ugarriza, 2000). PwRRMS are both
diverse and vulnerable, and this will be explored and argued throughout this thesis,
particularly in the later chapters discussing the study findings and themes.
Morse (2012) suggests that HCPs working in the clinical arena can be considered as
“street smart”, that is, already having an understanding of the health system. HCPs
are ideally positioned to conduct qualitative research, having working knowledge of
the patient population, the ability to monitor patients during the process (for
symptoms such as fatigue, distress) and being well placed to make clinical
recommendations at the completion of the research (Morse, 2012). Munhall (2012)
has proposed a range of elements that qualitative nurse researchers enrich their
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practice with as a result of their research. These elements include caring for the
individual, legitimization, understanding of experience, acceptance, change,
emancipation, compassion, understanding of meaning, empathy, understanding needs
of individuals and groups and critical needs for healthcare changes (Munhall, 2012);
all of which are consistent with the personal aims I hoped would result from the
current study.
As Munhall (2012) also suggests, nursing is a human science, and human sciences
depend on a perspective from the inside to the outside. This contrasts with natural
sciences, which investigate objects from outside to inside (Munhall, 2012). As an
MS Nurse balancing both a clinical role consulting MS patients and a research role
(in a mainly scientific and quantitative research environment) I often wondered how
patients felt coming in for their treatments and appointments. I contemplated what
was going through their minds, how they told their families about feelings and
symtpoms, what motivated them and how they coped with various aspects of the
disease. Of course, I would find out some information as we chatted informally
between tests, but I wanted to know more. I yearned to sit down for an uninterrupted
hour and just talk, to know more about their motivation to give up their time for
others, how they viewed their disease and how their life changed because of the
disease. In the busy, biomedical focused world I worked in, there was insufficient
time or opportunity to talk and share this vital, yet often overlooked information. As
I could see that no change in the work environment was possible, it was time to
explore how I could satisfy this curiosity through research.

Ontological and Epistemological Perspectives
In qualitative research appropriateness of the choice of methodology and method is
paramount (Holloway & Todres, 2003) and the research design must clarify the
contributions of epistemology, methodology and methods (Carter & Little, 2007).
This required prolonged discussions and considerable thought as to how the research
design could enable the best “fit” to answering the research question and in a way
that was sensitive to the overarching ontology and epistemology I selected to provide
the framework for this study.
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Our own subjective world evolves from all of our previous experiences, those as a
child, our relationships, the culture we live in, our age, our gender. Our subjective
perspective is the result of these experiences, forming the context of where we are in
the world at present, our “situated context” (Munhall, 2012). In constructing and
defining the overarching ontology and epistemology for this study, I needed to
evaluate where I sat presently in terms of “situated context”, how I felt about the
world, what it was possible to know and how it could be known. Several key
concepts characterizing qualitative research as suggested by Munhall (2012) drew
me to the paradigm, and ultimately influenced the stance I took in this regard; these
concepts included believing in a multiplicity of views in the world, perceptivity of
phenomena, polyvocality of many voices, and the existence of multiple realities. I
did not believe there was a singular reality or only one answer to the research
question I posed.
I believed that my source of knowledge to answer the research question was not
going to come from books and articles, but from the “knowers” (Munhall, 2012); the
PwRRMS. I could begin to “know” by having conversations with people whose
world I wanted to gain insights and understanding into. Talking to these informants
allowed me to construct knowledge with them and learn about their lived world
(Kvale & Brinkmann, 2007). I considered the PwRRMS as the experts in this
situation (Windle, 2011). Thus began my allegiance with the qualitative ontology
and epistemology, a strong belief in the co-construction of knowledge between the
PwRRMS and myself.

Ontology
Ontology refers to the nature of reality and what there is to know about the world
(Ormston et al., 2014). Essentially ontology is about how things really are and how
they work (Guba & Lincoln, 1994). There are many variations along the spectrum in
ontology, depending upon how the researcher views the relationship between the
world and human interactions and practices within it (Braun & Clarke, 2013). The
ontological beliefs I used to underpin this study were in line with constructivism,
centred on the world being context specific, co-creating knowledge between the
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researcher and study participant, being open to revision and possessing multiple
realities.
Constructivism’s hermeneutic/dialectic methodology is aimed at the reconstruction
of previously held constructions, and is open to new interpretations as the
sophistication of the information improves throughout the research process (Guba &
Lincoln, 1994). This means that knowledge is ever changing, represents various
interpretations and is context bound. Under the paradigm of constructivism, the
concept of relativism also provided an excellent “fit” for the current study.
Relativism explores the concept that all truth is “constructed” by humans and
situated within an historical moment and social context and that multiple meanings
of the same data may exist (Cresswell, 2008) and was particularly applicable to the
values of the current study. Thus, an ontological foundation of constructivism and
relativism was applied to the current study.

Epistemology
Epistemology has been defined as the nature of the relationship between the
“knower” and what can be known (Guba & Lincoln, 1994). The essence of
epistemology is the question of what is possible to know (Braun & Clarke, 2013) and
how we come to know it. As with ontology, there are also many variations of
epistemological stance dependant upon the views of the researcher; what they feel is
possible to know, and the meaning of this knowledge (Braun & Clarke, 2013).
Constructivist epistemologies state that there are knowledges existing, rather than
singular knowledge, that knowledge is a product of how we come to understand it,
and therefore how we construct it (Braun & Clarke, 2013). Knowledge construction
involves the input of both the researcher and the study participant.
The epistemological base of life history is grounded in a pragmatic approach to
knowledge, concerned with depicting the lived experience as actual members of the
culture (in this study it is the PwRRMS) understand their experiences, but also
understanding that this truth may not be universal (Faraday & Plummer, 1979). The
constructivist epistemological stance for this research study involved the assumption
by myself, as the researcher, that people living with RRMS had information to reveal
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to me that MS Nurses and HCPs could benefit greatly in knowing. Believing that
patient views are valuable and by asking questions of past experiences I could gain
insights into understanding what it feels like to live with this disease. I viewed this as
vitally important in order to better understand RRMS and its effect on people my
colleagues and I were caring for. Understanding RRMS from a “lived experience”
perspective would help MS Nurses and other HCPs make deeper connections with
patients, enhance their understanding of the disease and promote patient adherence to
both treatment and management strategies, improve quality of life, and provide truly
empathetic and compassionate care. This is important to provide greater satisfaction
and connection in work life for the MS Nurses and HCPs, and to ultimately improve
quality of life for the patients, the PwRRMS.
Constructivist epistemology formed the basis of what I believed and ultimately
influenced the selection of methodology and methods I selected in order to answer
the research question in the best way possible. To guide the appropriate choice of
methodology and methods for this study, it was necessary to gain this depth of
understanding about my epistemological position and to keep the three elements of
epistemology, methodology and methods consistent (Carter & Little, 2007).

The use of the first person in the study
A conscious choice was made to use the first person “I” in writing up and reporting
this research study. The reason behind this was to use my subjective voice, as the cocreator of the findings (with the study participants) as recommended by Munhall
(2012). The methodological and method choices were mine to make and to justify,
and I needed to personalise those decisions. The use of the first person has
commonly been recommended in qualitative research, especially in ethnographic
work (Denzin, 1994; Richardson & Lockridge, 1998; Tierney & Lincoln, 1997;
Tierney, 2000). Using the first person expresses greater vulnerability, keeps
emotions in the process of knowledge production and promotes the researcher as
central to the process, rather than being a disengaged observer (Tierney, 2000).
These concepts were all central to my ontological and epistemological viewpoints,
therefore the use of the first person was adopted to write the thesis.
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Methodology
Methodology refers to the framework within which the research is conducted. It
provides a theory of how the research should proceed and produce valid knowledge,
while making sense of the research in terms of design and process (Braun & Clarke,
2013). Choosing a methodological approach that serves the inquiry under study is
essential, as it acts as the initial guide to dictate the decisions made in a study to
answer the research question in the best, and most thorough way possible (Holloway
& Todres, 2003). Methodology also assumes what counts as research, how it is
conducted and what methods (sample, data collection, analysis) are appropriate for
the study (Braun & Clarke, 2013). Various forms of qualitative methodology were
considered for this study, and a form of focused ethnography, life history, was
chosen to answer the research question. Other forms of methodology that were
considered for this study were grounded theory (and its many forms), interpretative
phenomenological analysis and content analysis. The rationale for choosing the
ethnographically based life history approach (and for rejecting the other qualitative
forms of methodology) will be discussed in further detail in the data analysis
procedures, where the procedural differences will be highlighted.

Ethnography as a research methodology
Ethnography is a research methodology which involves the process of learning about
people by learning from them (Roper & Shapira, 2000) and has its historical roots
embedded in social and cultural anthropology (Holloway & Todres 2003). Despite
being popular at the beginning of last century, a long period of remission followed
through the mid century, before a significant revival in popularity since the 1990’s
(Plummer, 2001). Ethnography involves key informants who represent the culture
under study discussing their lives, so that others can better understand the culture (de
Chesnay, 2014). Traditional ethnographic techniques involved long-term participant
observation and interviewing, of researchers deeply engaging the socially organized
settings they sought to describe and analyse (Miller & Dingwall, 1997). The goals of
ethnography are to describe, interpret and understand characteristics of a particular
social setting, taking into consideration the diversity and multiplicity of voices from
key informants, the experts who have rich knowledge of the subject under research
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(Holloway & Todres, 2003). Ethnography has a place in health research, particularly
with its focus on the emic, or the patient perspective (Morse, 2012), being holistic,
contextual and reflexive (Boyle, 1994). This ensured an excellent fit for the
epistemological foundations and aligned with the broader goals of this study.
Ethnography takes on many forms and has been adapted for use in different settings,
depending on the goals of the research. Early ethnographers spent long amounts of
time in the field (“fieldwork”) getting to know the study participant/s and
encouraging them to share their life stories, often forming personal relationships (de
Chesnay, 2014). More currently, time constraints are considered to inhibit such long
encounters between researchers and study participant/s, especially in the field of
nursing. In keeping with the important aspects of traditional ethnography (insights,
understanding and culture), focused ethnography

developed, where researchers

attempt to learn about certain conditions by asking about the experiences of those
living with the condition (Cruz & Higginbottom, 2013; de Chesnay, 2014). Focused
ethnography has become more popular in health research generally, as it is an
effective method to gain information from a culture who may not necessarily have
contact with one another (Morse, 2012). Exploring experiences in smaller subcultural units such as a shared illness, honors the ethnographic assumptions and is
effective for eliciting information on a specific topic (Richards & Morse, 2007) and
being less time consuming, is therefore more practical for most researchers.
Central to the way that ethnographers think about human social action is the idea that
people construct the social world, through both their interpretation of it and through
actions based on those interpretations (Atkinson, Okada, & Talmy; 2011). This is
consistent with the epistemological framework for this study of constructivism. The
version of the culture reported by the researcher is simply one version of the world,
amongst many possible others.

Life history as a form of Ethnography
The life history is a “retrospective account by the individual of his or her life in
whole or part, in written or oral form, that has been elicited or prompted by another
person” (Watson & Watson-Franke, 1985, p.2). Life history is the story that a person
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chooses to tell about the life he or she has lived, told as completely and honestly as
possible (Atkinson, 1998). Immersing in accounts of people’s stories about their
lives, in their own words and in local context, the life history is a way to grasp
meaning from a culture (Fetterman, 1998). The terms life history and life story are
sometimes used interchangeably (Plummer, 2001). For the purposes of consistency
and clarity in this study I defined life history as the story told by a person to me as a
researcher (de Chesnay, 2014) and life story as the narrative analysis I created of the
person’s life from the life history they told me (Atkinson, 1998).
The history of life history as a method is interesting, as life history was used in
psychology with Sigmund Freud’s case studies, which later helped establish life
history as a social science method (Connell, 2010). The genre of social science
research was highlighted by important life histories earlier in the 20th century by
Thomas and Znaniecki (1927), who explored the culture and society of immigrants.
Connell (2010) suggested that this founding social research inspired new areas of life
history research in gender exploring masculinity and sport (Messner 1992), life
history studies in feminist sociology (Laslett & Thorne 1997), and race and racism in
the context of people’s lives (Blauner, 1989). Of course, important life history
advances were made with Plummer’s (1983, 2001) “Documents of Life” series
comprehensively exploring and championing the use of social science life stories and
providing important background to using the methodology. The value of life history
is that the value of the participant’s own perspective is highlighted in the research, as
Connell (2010, p.67) so eloquently describes “the passages in an interview transcript
that in traditional qualitative research are likely to be cherry-picked…in life history
research become revealing details in a tapestry”.
Life history in general is an underused methodology in nursing, but is perfectly
suited to the profession, as nurses have always valued the stories and insights
patients are able to provide to improve understanding of their world (de Chesnay
2014). Hagemaster (1992) has advocated the use of life history in nursing research,
and although still developing, many more nurse researchers have used life history
over the last two decades. Using life history in nursing research explores a person’s
microhistorical (personal) experiences within a macrohistorical (over time)
framework, enabling the researcher to deeply analyse relationships, attitudes and
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behaviours in a way that might not be possible using other methodologies
(Hagemaster, 1992). Nursing studies using focused ethnography have been used to
explore illness in homeless youth (Ensign & Bell, 2004), investigate health in
immigrant adolescents (Garcia & Saewyc, 2007), report the experiences of
community mental health nurses (Spiers & Wood, 2010) and to examine the
experiences of a rare chronic health condition, lymphangioleiomyomatosis (Haylen
& Fisher, 2014).
Given its ability to provide a comprehensive holistic examination of the subjective
life experience, the life history method was chosen as the most appropriate design for
this study, for the purpose of identifying important themes experienced by individual
PwRRMS, which may also be experienced by their peers (Field & Morse, 1985). A
great advantage of life history it that it retains the whole individual story and locates
it in a wider social, cultural and historical moment (Plummer, 2001). Life history
allows the exploration of experience over time in the context of the whole life,
including both the individual social context and the broader historical context. Life
history examines events and how they impact individuals and their life trajectory,
revealing turning points, epiphanies and transformations that may occur over the
course of the life living with disease (Haylen & Fisher, 2014). It also provides a way
of understanding the meaning of illness and how this meaning might change over
time.

Conceptualising life history in this study
The life history can be seen as a journey towards an inner quest for self, as part of a
composed life or creation and allowing voices to be heard (Plummer, 2001). As
suggested by de Chesnay and Fisher (2014), the purpose of the life history approach
in the current study was to collect a focused history around a disease (RRMS), to
document the story of each participant, but being careful not to frame this within a
broader ethnography of all people living with RRMS. The life history methodology
reflected the cultural and social contexts of each participant, allowed them to
approach their life history in any way they chose, not necessarily in chronological
order or centred only on their RRMS diagnosis. Interestingly, many participants
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talked of other events in their lives being just as pivotal or more so, than their RRMS
illness diagnosis.
In life history, the researcher and the participant come together as collaborators,
composing and constructing a story (Atkinson, 1998), consistent with the ontology
and epistemology of the study. A good relationship between the researcher and study
participant is important and life history involves establishing a close relationship
between the two (Plummer, 2001). Figure 1 is based primarily on the work of
Plummer (2001, p.44), but also includes influences from Blumer (1969) and Tierney
(1994). This illustration acts as a conceptual model to explain the relationships
between the life history construction, the researcher and participant, what is
unknown, what is knowable and the very important role of context. Contextual
consideration is essential to enable readers of the research to assess for transparency,
credibility, trustworthiness and transferability, by providing the detail required to
ascertain how and why the research may be applicable to their own particular context
or situation.
.
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Figure 1. Conceptual model highlighting the relationships between the life history
construction, the researcher and participant, what is unknown, what is knowable and
the role of context

Motivations in life history
The purpose of using this methodology was to gain insights into the world of living
with RRMS that could ultimately enhance knowledge in this area for MS Nurses and
other HCPs, and thereby to potentially improve consultations, disease management
and understanding. I was also clear that my motivation was part of the wider picture
of gaining a higher degree in the process, although I was confident in myself that this
was a secondary motivation. I ensured the study participants were provided with a
clear discussion regarding my motivation in seeking out PwRRMS and the life
history method in particular.
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What motivated the study participants to be involved in the research? Allport (1942)
suggests that there are many reasons why people volunteer to be the subject of a life
history, and these include the factors already discussed, as well as self-justification, a
desire for order, relief from tension, filling in one’s life and as a form of confession.
Others have reported the benefits of telling stories as being cathartic (Pennebaker,
2000) or to attribute praise or place blame (Holloway & Freshwater, 2007b). It has
also been suggested that there could even be improvements in physical and mental
health after emotions and experiences are made into stories; a result of helping the
participant to feel visible (Pennebaker, 2000). I often wondered why the study
participants agreed to be part of the research, to be interviewed, to think about their
life and to give up their time to a stranger. Several participants openly disclosed their
own motivations to volunteer for the research; these included wanting to help others
(altruism), wanting to further research in MS specifically, as a form of therapeutic
encounter and some participants simply wanted to talk to someone who was
interested in their story. All study participants told me after the interviews that they
had found the experience of telling their life history valuable, helpful and a positive
experience.

Methods
“Everything has the potential to be data, but nothing becomes data without
the intervention of a researcher that takes note - and often makes note - of
some things at the exclusion of others”. Wolcott, 1994, p 3-4.
Methods in qualitative research are techniques and procedures used in collecting and
interpreting data about social settings (Miller & Dingwall, 1997). Sometimes
methods are recommended within a qualitative methodology as part as the intrinsic
framework of that methodology (which is the case for both grounded theory and
interpretative phenomenological analysis), with guidelines to follow for data
collection and data analysis (Braun & Clarke, 2013). However, ethnography
methodology allows for flexibility in method selection and it was up to me as the
researcher, to design a framework for the methods that would meet the goals of the
study and adequately answer the research question. To guide this process, I followed
a conceptual model from Carter and Little (2007), which outlined the relationships
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between methodology and method and the connection they both had to the
epistemology of the study. It was a model where I had to consider if the
epistemology of life history (as the methodology) would meet the study objectives,
and thereby justify the methods chosen to produce knowledge. Having already
identified the congruence between the study methodology and epistemology in the
previous section, the influence of epistemology on the various study methods will
also be discussed.
The current study utilised several different methods that were employed at separate
stages of the research process and these are discussed as they occurred
chronologically in the research design; firstly sampling and recruitment methods,
followed by data collection methods, data management methods and the methods of
data analysis.
Methods: Sampling
The sample
Purposive sampling guided recruitment for the current study, targeting people living
with RRMS. Participants were deliberately selected to serve the task of a specific
research intention (Morse, 2012). This approach was congruent with the
epistemological position of the study, seeking to gain insights directly from people
living with RRMS and co-construct knowledge.
The purposive sample was supported by inclusion criteria to ensure that potential
study participants met a pre-defined measure to enable fair recruitment and that they
were in a position to be able to answer the research question within the Human
Research Ethics Committee (HREC) approval for the study.
Inclusion criteria:
•

Diagnosed by a physician with RRMS

•

Aged 18 years or over

•

Able to speak and understand English

•

Ambulant (be able to walk unassisted)
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The criteria of being formally diagnosed with RRMS by a physician was to ensure
authenticity of their life experience in terms of living with RRMS and not from
another disease. The age of 18 years was in line with the HREC approval for adults
in this particular study, and not for the paediatric (under 18 years) population. This
was primarily because I wanted to explore the life history of living with RRMS over
some years and I felt that the purposive sample inclusion criteria of being over 18
years would achieve this.
Reluctantly, I was only able to interview in the English language. I have respect for
all cultures, and including people from a non-English speaking background would
have added considerable depth to the study. As the interviews were conversation
based and up to three hours in length, I simply did not have the financial support to
allow for the considerable expense of interpreters or for translation services. This
remains a goal for future research. The criterion to be ambulant was to capture the
essence of RRMS. I felt that if a potential participant was wheelchair bound that
there may be elements of SPMS from gradual progression of the disease and
therefore a different diagnosis. Whilst I was mindful of the importance of life
experiences for all PwMS, I wished to fully capture all of the other experiences of
RRMS as much as possible and concentrate on one disease classification. Hopefully,
exploring the life experiences of SPMS/PPMS may also be the subject of post
graduate work.
Recruitment
People living with RRMS were recruited to take part in the study through the local
state MS Australia (MSA) office, branch of NSW. A copy of the HREC approval for
the study (Appendix 1) and flyers briefly explaining the study (Appendix 2) were
provided to the State Manager of MSA. They were displayed in the Sydney offices
where people living with RRMS were attending the gymnasium, and were also sent
internally to regional staff of MSA by email for distribution locally.
A total of 14 expressions of interest were received over a period of ten months from
March 2016 until January 2017. After making initial enquiries into exactly what the
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study entailed, 13 PwRRMS agreed to be interviewed. One person making an
enquiry about the study declined to take part after a brief telephone call and
discussion, but did not provide a reason. Enquiries about the study filtered in slowly
and consistently over this time, and I did not need to re-advertise again for
volunteers. Most participants became aware of the study through the MSA network,
but one participant was the result of the snow-balling technique (becoming aware of
the study through someone else who had already taken part in the study), one
participant heard of the study through a contact at the university I am studying at and
four participants were alerted to the study by their MS HCP who directed them to the
MSA flyer.
I was hopeful to attract participants with diverse characteristics to enhance my depth
of understanding of the phenomena. I identified these characteristics as including
both sexes, employed and unemployed, married/unmarried, parents/childless,
rural/city based, newly diagnosed/long term diagnosed and also varying levels of
disability. I was fortunate to be able to interview all volunteers and to be able to
cover all of these characteristics comprehensively. This happened organically.
The study sample size was not initially stipulated in the study design, it was
estimated that between 10 and 20 participants would be ideal. However, that number
would depend on the amount and quality of data generated from the interviews,
which was not known at the commencement of the study (this will be discussed in
detail later in this chapter under study rigour). In conjunction with my study
Supervisors, it was decided at each monthly meeting if interviews should continue.
Once 13 participants had been enrolled, interviews performed and transcriptions
completed, it was apparent that there was a considerable amount of data and it was
felt that coding should commence before more participants were recruited and the
situation reassessed again. However, further recruitment was deemed unnecessary
after data coding due to the overwhelming amount of information and codes
developed from the 13 interviews and transcripts. I felt that recruiting more
participants would have lessened my ability to engage so deeply with the data and to
understand the complexities of the data within the time frame of the study
(Onwuegbuzie & Leech, 2005). The data was so detailed and plentiful that complete
data analysis took just over a year working on the study as a full time student. I also
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began to notice recurring themes across the study interviews from an early stage,
increasing my confidence in the sample number being adequate.
Enrolled Sample
The demographics of the study participants (n=13) enrolled in the study are outlined
in Table 2. The first person enrolled into the study was interviewed on the 14th of
April 2016 and the last interview took place on the 31st of March 2017.
Table 1: Study demographics for enrolled study participants.
Study

Pseudonym

M/F

number

Age

at

interview

Marital

Years

status

since

Parent

Working

RRMS
diagnosis

01

Piper

F

38

m

2

✓

p/t

02

Margot

F

57

m

16

✓

r

03

Kate

F

46

m

24

✓

u

04

Rudi

F

40

m

4

✓

p/t

05

Joy

F

57

d

12

✓

f/t

06

Jane

F

42

s

10

✗

p/t

07

Paul

M

38

m

2

✓

f/t

08

Ruby

F

36

m

4

✓

f/t

09

Will

M

32

m

4

✓

f/t

10

Griff

M

62

m

10

✓

u

11

Susan

F

40

m

14

✓

p/t

12

Davina

F

54

m

32

✓

f/t

13

Evie

F

39

s

20

✗

f/t

Note: F = female, M = male, age is in years, m = married, d = divorced, s = single,
p/t = employed part-time, f/t = employed full time, r = retired, u = unemployed, ✓=
yes , ✗= no
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Methods: Data Collection
Semi-structured life history interviews
The qualitative interview is a construction site for knowledge (Kvale & Brinkmann,
2007) and forms the basis of the constructivist epistemological foundation for this
study in relation to the chosen method of data collection. Semi-structured interviews
were the chosen data collection method, performed in person and individually, with
just the researcher and study participant present. A semi-structured interview has the
purpose of obtaining descriptions of the life world of the participant with respect to
interpreting the meaning of the described phenomena (Kvale & Brinkmann, 2007),
making it especially suited to life history research. Semi-structured interviews have
some pre-defined questions built-in to the interview, but the researcher is also
permitted to probe further and ask additional questions as the participant responds,
often leading to the collection of powerful data in the form of insights, experiences
and perceptions (Peters & Halcomb, 2015). Semi-structured interviews are also
unique among interview methods for the relevancy they provide a topic, whilst
remaining responsive to the participant (Bartholomew, Henderson, & Marcia, 2000).
At the commencement of the interview, participants were provided with a verbal
overview of the study, outlining my background and the study aims. I then asked
each participant to tell their life history, in any order they wished, and covering
anything they wished to, with particular thought to the question “What is the
experience of living with RRMS?”. This approach ensured the information I gathered
was consistent, rich and participant centred.
Although predominately unstructured in nature, I categorized the interviews as semistructured for two reasons. Firstly, I provided reflection questions to study
participants which gave some direction to the information I was seeking. Secondly,
because the RRMS component of the research question gave direction about the
topic I wished to explore in relation to their life history. The reflection questions
were based on suggestions from Gubrium (1993) and Atkinson (1998) on key topics
to guide life history and life stories (see Appendix 3) and were provided to
participants by email approximately a week prior to the interviews. This process, as
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suggested by Patching and Lawler (2009), allowed the participants to see the style
and depth of the information required, as well as providing adequate time for
consideration. The reflection questions served as a general framework for eliciting
data about the participants lives, cultural background and the events around their
diagnosis of, and living with, RRMS. Participants were instructed that they could use
the reflection questions to think about their life, that they could use some of the
questions, or they could to elect not to use these reflection questions at all. The
majority of participants used the reflection questions only as a starting point for
thoughts and did not refer to them during the interview or bring them to the
interview. One participant chose not to look at the reflection questions at all,
preferring to tell his life story with no prompters.
Considering other data collection methods
One on one interviews were deemed to be a better fit to answer the research question
than surveys, which do not allow for extensive exploration. They were also
preferable to focus groups where participants may have felt inhibited to talk
truthfully about their experiences in front of others. Focus groups in a permissive and
comfortable environment can prove to be greatly beneficial for encouraging data
generation with support from others in similar situations (Krueger & Casey, 2015).
As I was clear that I wanted to understand each life history in considerable depth, I
felt that a one on one interview would support this aim. Telephone or video
interviews were also considered, but I felt that these might lack personal connection
and rapport, which may have proven important to uncover sensitive parts of the life
history. As will be discussed in the study findings, at times it was my observation of
the study participant which added considerable depth to the story when witnessing
physical reactions recalling emotions such as distress or joy. I was able to explore
these emotions further, an opportunity that may have been missed entirely with
telephone interviews.
Preparing for the interviews
As a registered nurse with over 30 years experience, I had developed a repertoire of
interviewing skills, particularly as a clinical consultant in the last 20 years
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performing solo consultations with patients in clinics. However, as part of my
reflexive position (to be discussed in detail later in this chapter), I was aware that life
history interviewing was going to be a very different form of interviewing than I was
used to. In anticipation of this, I practiced conducting life history interviews with
several work colleagues and friends in the months prior to commencing data
collection. I refined and improved my technique considerably. This was to be an
ongoing procedure throughout the study interviews, and I reflected after each
interview in my field notes, on strategies I could use to improve for the next
interview. Safety for myself was also a consideration as I entered people’s homes to
conduct most of the interviews. I had a short checklist to ask each study participant a
series of questions by telephone prior to the interview date (see Appendix 4). In
conjunction with my Supervisors, I developed a policy whereby I would notify a
nominated Supervisor of my planned entry to an interview (in “real” time), and then
again at the end of the interview when I had left the premises (Appendix 5).
I also consulted texts and methods for interviewing tips, especially in regards to the
life history technique. Plummer (2001) recommended being aware of potential
practical difficulties, performing dress rehearsals, considering seating arrangements
(always on the same level facing each other), arriving early and being well
organized, practicing relaxation techniques and keeping a list of interesting topics for
discussion and probes should the interview come to a standstill.
Benefits of the interview techniques
One strength of the study was the lack of a formal structure in the interviews, thereby
adopting a semi-structured approach. This allowed participants to express themselves
openly and naturally and talk about their experiences as they wished, rather than
using pre-determined questions. The personal interaction within the unfolding of
stories and new insights were rewarding for both myself as the researcher, and the
participant as the story teller, consistent with the thoughts of others (Atkinson, 1998;
Plummer, 2001; Kvale & Brinkmann, 2007).
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Methods: Data management
Good organisation and a systematic management of the data was key for later
analytical thoroughness in the study (Tuckett, 2005). There was an overwhelming
amount of data from the verbatim transcripts and also from the coding process, but
every step of this lengthy process was viewed as an opportunity to further interpret
the story on a deeper level. Core files of all data in unedited form were arranged in
chronological order electronically and several hard copy transcripts were kept for
different purposes; “noticings”, coding, story excerpts and quotes, as recommended
by Plummer (2001).
Transcriptions
Interviews were recorded using two audio recorders, a primary recorder was used to
transcribe the interviews while the second recorder was used as a secondary back up
in case of battery failure during the interviews (which occurred in one interview, the
first one performed). Interviews were then transcribed by myself verbatim as part of
total immersion in and familiarisation with the data, as recommended by Braun &
Clarke (2006, 2013). All interviews were transcribed completely within a week of
the interview to retain as much detail as possible. I was able to engage deeply with
the data and begin initial data analysis at an early stage.
Interviews were transcribed into a Word document in a half page vertical format with
the writing on the left side so that “noticings” and “coding” could be applied on the
right side of the page during the data analysis phase (these terms will be discussed in
the next section). Line numbers were also added on the left side of each page for
easy identification of quotes and location of important ideas during the findings and
discussion section of the thesis. All observational data relevant to the interview, such
as non-verbal behaviour I had noted (crying, tearful, expressions of joy) were
inserted into the transcript as suggested by Miles and Huberman (1994), and
pauses/times of silence were also noted. I often found these meaningful in
interpretation, e.g. long pauses could alert me to intense consideration of the question
and a particularly intense and meaningful answer.
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An electronic copy of each interview was stored on a password-protected computer
under a study number and pseudonym for each study participant, and also stored on a
secure digital card (SD card) as a separate file. Following the transcriptions, each
interview was listened to several times whilst reading the transcript to ensure
accuracy of the transcript and to decipher words that may have been difficult to hear
or misheard on the earlier transcription.
Field Notes
Field notes are writing up observations and comments on impressions and
descriptions of participants and the study process after the interviews (Tuckett,
2005). I looked on these observations as an early method of data analysis. I took field
notes as soon as possible after the interview (usually immediately) making it part of
my personal debriefing ritual after I had left the interview. Field notes also helped
me to remember details later in the analytical process and effectively took me back to
the scene of the interview, which I often found extremely helpful to remember details
specific to that particular participant. For example, what they were wearing and the
setting of the interview that then helped me recall the meaning and emotions related
to their facial expressions and other non-verbal behaviour. I closely observed the
participants during the study interviews not just for non-verbal behaviour in general
(laughing, crying, anger for example), but also specifically for signs of fatigue, and
we took breaks when necessary. Field notes on each study participant detailed
objective and subjective features of the interview as discussed, but also my thoughts,
interpretations and advice to myself for future data collections. An example of the
information collated in the field notes is shown in Appendix 6.
Data security
Using electronic technology both with data collection methods and in transcription, I
needed to be mindful to prevent compromising participant confidentiality with lapses
in data security. As suggested by Barnhill & Barnhill (2014), I maintained computer
security on all hard drives, I used strong passwords on computers and devices, I used
firewalls in hard and software, I avoided open networks and I disposed of deleted
soft copy and hard copy information appropriately. This was in addition to using
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participant numbers and pseudonyms instead of real names and also carefully
removing potential identifiers from the transcripts.

Methods: Data Analysis
The life history aims to document a person’s life (or significant part thereof) as a
narrative, telling a representation of a story (Plummer, 2001). The participant
constructs the history, but as Denzin (1989) suggests, it is up to the researcher to
interpret and reconstruct the account into a story, which then provides understanding
and perspective of the experience (de Chesnay & Fisher, 2014). The analytic process
in the qualitative paradigm is all about moving from “pieces to patterns” (Thorne,
2008). It involves assembling or reconstructing the data into a meaningful fashion, in
a way that is transparent, rigourous and thorough, whilst remaining true to the
accounts of the participants (Smith & Noble, 2014). Several methodologies (such as
interpretative phenomenological analysis and grounded theory) dictate specific and
detailed methods of data analysis as part of their process, however this is not the case
for focused ethnography and the life history. I found the freedom to choose from a
variety of methods of data analysis a welcome component of the study design.
Data analysis is an interactive process where data is systematically searched and
analysed in order to provide a description of phenomena (Smith & Noble, 2014). An
important factor for any researcher to consider when determining the qualitative
methodology or method to apply to their research design is what will be the best fit to
answer the research questions. Having (what I saw as) the great benefit of no
overarching methodology attached to focused ethnography/life history dictating the
methods for data analysis in the current study, I was able to consider many possible
methods of data analysis and apply them directly to the research question and goals. I
was certain that I wished to use a robust and systematic method for data analysis, the
idea that themes and patterns would simply “emerge” from the data after reading and
re-reading transcripts (Morse, 2012) did not sit well with me, I needed guidance and
a solid framework to ensure the data analysis was the most robust it could be. When
examining the fundamental aims for answering the research question, “What is the
experience of living with RRMS?” the analytic framework of thematic analysis, as
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described by Braun & Clarke (2006, 2013), stood out as an excellent candidate.
Thematic analysis involves looking for patterns in participant experiences across an
entire dataset and has the capability I required in terms of being both robust and
organised.

Considering the best method of data analysis for this study
There are many types of data analysis, and some are directly linked with an
overarching methodology and are an essential part of that framework, such as those
used in grounded theory and interpretative phenomenological analysis (Braun &
Clarke, 2013). Other analytic methods such as content analysis and thematic analysis
consider themes and patterns in data, and although often used interchangeably, there
are important differences.

Content analysis and thematic analysis can be more

suitable for studies employing a lower level of interpretation compared to grounded
theory and interpretative phenomenological analysis, which require a higher level of
interpretation (Vaismoradi, Turunen, & Bondas, 2013), however thematic analysis in
the current study was employed for a high level of interpretation. Alternative forms
of data analysis such as narrative analysis and discourse analysis concentrate more
on how things are said in data collection, rather than what is said and therefore were
not suitable for the purpose of this study. The relative merits and drawbacks of
employing these methods of analysis in the current research study will be discussed
in further detail.

Comparing thematic analysis against other methods of data analysis
As briefly discussed, other forms of data analysis were explored before concluding
that thematic analysis was the “best fit” for this research study. As discourse analysis
and narrative analysis concentrate more on how things are said and the style and
linguistics of words rather than what was said, they were eliminated early in the
exploration of data analysis methods. However, there are shared elements of data
analysis between the methods of interpretative phenomenological analysis, grounded
theory, content analysis and thematic analysis that could have made those approaches
a consideration for the current study. These will be briefly compared and discussed,
and the use of thematic analysis justified.
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Interpretive Phenomenological Analysis
There are some important differences between interpretative phenomenological
analysis and thematic analysis, but the end result can look very similar (Braun &
Clarke, 2013). Both interpretative phenomenological analysis and thematic analysis
as qualitative methods of data analysis are particularly useful to answer research
questions about the lived experience of people and their viewpoints and outlooks on
life (Smith, Flowers, & Larkin, 2008). Thematic analysis has been referred to as a
phenomenological method (Guest, MacQueen, & Namey, 2012) however Braun and
Clarke (2013) identify thematic analysis as just an analytic method rather an overall
methodology. Identifying interpretative phenomenological analysis as a methodology
means that the overall study design is already specified as part of the ontological and
epistemological foundations for interpretative phenomenological analysis, being
critical realist and contextual in nature and based on the theory of phenomenology
(Larkin, Watts, & Clifton, 2006).
Interpretative phenomenological analysis also targets a small homogenous sample,
which would not be appropriate for this particular study exploring a heterogeneous
disease such as MS, where there can be a wide variance of experience, with no two
people experiencing the same course of the disease. A key difference is that in using
interpretative phenomenological analysis the researcher codes the first data item then
progresses to developing themes for that data item, rather than coding across the
entire dataset, and then progressing to theme development as occurs in thematic
analysis (Braun & Clarke, 2013). Overall, interpretative phenomenological analysis
procedures focus on the unique characteristics of each individual participant,
specifying coding and theme development along the way for each data item. This
differs from the procedures of thematic analysis where the researcher identifies
patterns across the entire dataset. I wanted to understand the meaning of living with
RRMS across all of the participants, both individually and as a group, and in order to
do so, thematic analysis provided a better “fit” than interpretative phenomenological
analysis.
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Grounded Theory
Grounded theory is a research methodology which discovers patterns and generates
theory from data using a process of constant comparison (Braun & Clarke, 2013).
Grounded theory was developed in the 1960s (Glaser, 1965; Glaser & Strauss, 1967)
and was one of the first endeavours to develop a systematic method for analysing
qualitative data. Currently there are now many versions of grounded theory, each
with distinctive theoretical underpinnings and procedures. A key difference between
grounded theory and thematic analysis is that grounded theory is a whole
methodology, not just a method. As with interpretative phenomenological analysis,
grounded theory comes with its own theoretical framework and ontological and
epistemological position, and advocates the use of particular types of research
questions with a focus on social processes or the factors that influence a particular
phenomenon (Braun & Clarke, 2013).
Grounded theory differs from other manifestations of qualitative research in that the
emphasis is on the theory as a product of analysis (Charmaz, 2006), unlike thematic
analysis, which does not attempt to develop a theory (Braun & Clarke, 2013). As
theory generation was not the aim of the current research study, grounded theory was
not pursued as a viable option for data analysis.
Another point of difference between grounded theory and thematic analysis involves
engagement with the literature. A common practice in grounded theory methodology
is to not engage with the relevant literature prior to beginning data analysis, to avoid
the analysis being shaped by preconceptions from existing research. As part of the
preparation for identifying exactly where the significant gaps were in understanding
the experiences of people living with RRMS, the topic was thoroughly researched
over many years in advance prior to the final study design. Additionally, as reading
the relevant clinical and research literature as it is published in MS is part of the
expected clinical, educational and research role I was working in at the time of the
study commencing, “not engaging” with the relevant literature was impossible. Due
to these overwhelming factors, grounded theory was not going to be harmonious
with this particular data analysis.
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Content Analysis
The terms content analysis and thematic analysis have often been used
interchangeably to refer to very similar approaches to qualitative data analysis,
further confused by the fact that the boundaries between the two methods have not
been clearly specified (Braun & Clarke, 2013; Vaismoradi et al., 2013). Content
analysis is a general term used to describe a number of different strategies to analyse
the subject matter of data (Powers & Knapp, 2006) and uses a systematic coding and
categorizing approach to determine trends and patterns of words used by the
participants during during their interview, often in a large volume of text
(Vaismoradi et al., 2013). This may involve looking at frequency of words, and the
relationships between words (Grbich, 2007). The purpose of content analysis is to
summarise quantitative messages (Neuendorf, 2002), whereas thematic analysis aims
to identify, analyse and report patterns within the data (Braun & Clarke, 2006). The
purpose of this research is the latter, rendering thematic analysis a stronger and more
appropriate choice than content analysis for this particular study.

Choosing thematic analysis
After careful consideration of the methodologies/methods for data analysis described
above, I chose thematic analysis to be the most congruent with my research
ontology,

epistemology,

with

the

overarching

methodology

of

focused

ethnography/life history and with the other research methods chosen for sampling,
data collection and data management. The various components of the research design
fit together well to provide a robust framework for operationalising the study and
meeting the study goals. Another form of data analysis, poetical analysis, was also
used in this study, although in a very minor capacity. Poetical analysis was used to
enhance the study findings from the thematic analysis and will also be discussed at
the end of this section.
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Method of Data Analysis 1: Thematic Analysis
The following section will briefly describe the historical development of the thematic
analysis method, explore thematic analysis in more detail and outline how it differs
from other methods of qualitative data analysis. An in-depth exploration of thematic
analysis, as suggested by Braun and Clarke (2006, 2013) will demonstrate why this
method of data analysis is congruent with the aims and goals of this research study
and will also provide an overview of the framework used to guide data analysis.
Thematic analysis involves the search for common principles that extend through an
entire dataset (DeSantis & Ugarriza, 2000). It is a method for identifying, analysing
and reporting patterns or themes within a dataset, ultimately organising and
describing the data in rich detail (Boyatzis, 1998; Braun & Clarke, 2006). Searching
for patterns and themes is a common method in data analysis in general, and several
methodologies in qualitative research (such as interpretative phenomenological
analysis and grounded theory) actually use forms of thematic analysis as an
important and basic part of their framework. However, fundamentally thematic
analysis differs from other analytic methods seeking to describe patterns in
qualitative data as it is not bound to any one type of theory or methodology, it is
simply a method of data analysis (Braun & Clarke, 2013). This leaves the researcher
free to choose their own ontological and epistemological framework and data
collection method, improving flexibility in answering research questions in the best
possible way.
As an adaptable method, thematic analysis can be approached in a number of
different ways, and several of these are specifically aligned with the aims of this
research study. Thematic analysis can be inductive, the data are examined from the
“bottom up” and coding and theme development are directed by the content of the
data. This approach is integral to answering the research question in the current
study, exploring and finding meaning in the experiences of people living with RRMS
from the those considered the experts when performing qualitative research - the
participants themselves (Windle, 2011). This study is not based on any predetermined theories, but will be shaped by the experiences of the individual
participants and the group as a whole, from the emic perspective, which is also
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congruent with thematic analysis. Moreover, thematic analysis can be semantic,
deriving codes and themes from the precise, explicit content of the data, or more
latent, reporting concepts and assumptions underpinning the data and interpreting the
data at a deeper level. This is consistent with one of the aims of this research study,
to provide both semantic and latent analysis of the themes and provide interpretations
on how these themes may be important.
Congruence between methodology and analytic method
Thematic analysis can be a method to reflect reality and to “unpick” the surface of
reality (Braun & Clarke, 2006), making it ideal for this research study seeking
insights into the experience of people living with RRMS in the real world. Thematic
analysis allows examination of the data within a relativist approach, focusing on
reporting an assumed reality, but is also able to look at the data in a constructionist
fashion (Braun & Clarke, 2006). This is congruent with the ontology (constructivist,
relativist) and epistemology (constructivist) for the current study where the
researcher and participant will co-create the data and the researcher will provide
latent and abstract explanations from the data. Additionally, the researcher is able to
determine the level of analysis and choose how to present the data in a way that is
accessible to others interested in the field of study (Braun & Clarke, 2013). As an
important goal of the research is to disseminate the information gained from the
study across as many health professional domains of MS as possible, thematic
analysis supports this approach.

The thematic analysis method as presented by Braun and Clarke (2006, 2013) suits
the research question, fits the exploratory topic, allows choice of ontological and
epistemological viewpoints, aligns with the data collection method, allows the
researcher to grow and develop as experience is gained with the method, allows
focus on the context of the research question, is robust and systematic, and allows
both latent and semantic interpretation of study data. This is an ideal match for this
research study and promotes congruence between ontology, epistemology,
methodology and method, essential components of successful qualitative research
(Carter & Little, 2007).
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The history of thematic analysis
Thematic analysis was first named as a method by Gerald Holton in the 1970’s
(Merton, 1975). Initially thematic analysis was described in very simple terms only
(Leininger, 1985) with little guidance provided in terms of process to actually
perform the thematic analysis and no clear agreement about what the method entailed
(Attride-Stirling, 2001). In particular, researchers often described themes “emerging”
or being “discovered” from the data (Braun & Clarke, 2013; Ely, Vinz, Downing, &
Anzul, 1997) providing very little in terms of process, transparency and confidence
to the reader. This has been described as a passive account of the process when the
process of analysis is very active and engaging and needs a clear description to
enable others to evaluate the integrity of the data analysis and to understand the
process (Braun & Clarke, 2006).

Frustrated by a lack of processes underpinning thematic analysis and poor
demarcation of the method, Braun and Clarke (2006) outlined the theory, application
and evaluation of their version of thematic analysis to the psychology community.
Over the last decade, thematic analysis has grown to encompass many disciplines of
health research with the “in psychology” reference to the method now largely
disregarded (Braun & Clarke, 2013). However, some factors in the data analysis
technique have remained in common with original descriptions (Merton, 1975;
Aronson, 1995; Boyatzis, 1998) but with differing methodological paradigms and
subtle analytic departures.

Several other authors have also described and explored thematic analysis as an
analytical method (Boyatzis, 1998; Joffe & Yardley, 2004; Guest et al., 2012). The
main difference between these method versions and the Braun and Clarke (2006)
method of thematic analysis is that the former all promote the development of coding
frames within the method, to enable multiple researchers with different expertise and
perspectives, to code the same data in order to improve inter-rater reliability. This
was identified early as being challenging when applied to this research study, as I
brought to the study my own assumptions and beliefs about RRMS (based on many
years of working in the specialty) consistent with the stated epistemology and my
reflexive stance. Invariably applying this experience to the codes and later themes
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would differ from those that others might determine from the same data. As coding is
an active and reflexive process that inevitably and inescapably bears the mark of the
researcher, with no one ‘accurate’ way to code data, the logic behind inter-rater
reliability disappears (Braun & Clarke, 2006). Braun and Clarke (2013) further argue
that inter-rater reliability scores can be viewed as two researchers being trained to
code data in the same way, rather than that their coding being accurate (Braun &
Clarke, 2013). As this study was only to be coded and themes developed by myself
as the principal researcher, the Braun and Clarke method (2006, 2013) of thematic
analysis was the preferred choice.

In summary, thematic analysis has gained more popularity as a method of data
analysis in recent years, particularly since Braun and Clarke (2006) have detailed and
described this qualitative data analysis method and made it more accessible for
researchers. It is one of a group of methods that focus on identifying patterns across a
dataset and is now anchored firmly as a flexible, robust, systematic framework
suitable for many types of qualitative research (Braun, Clarke, & Terry, 2014). The
specific method of thematic analysis based on Braun and Clarke (2006, 2013)
teachings will now be discussed and explored in further detail.

An overview of the Braun and Clarke (2006, 2013) method of thematic analysis
The Braun and Clarke (2006, 2013) method of thematic analysis involves key stages,
following directly on from each other: transcription, reading and familiarisation of
the data, coding, searching for themes, reviewing themes, producing a ‘thematic
map’, defining/naming themes and writing up the research. The major elements of
the Braun and Clarke (2006, 2013) process of thematic analysis are outlined below.

1: Familiarisation with the data

This phase involves reading and re-reading the transcribed interviews, to become
immersed and intimately familiar with the content. Transcribing the interviews
personally can be an excellent way to start familiarising the researcher with the data
(Riessman, 1990) but is not essential to the method. I elected to transcribe the
interviews myself to promote deep engagement and connection with the data from
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the earliest stage.

Familiarising with the data is an active process, pondering repeatedly about what the
data could mean. In this research study, I would also go back and re-listen to the
original audiotapes regularly. Hearing participant voices helped formulate a
recreation of the interview to visualise facial expressions and other non-verbal cues,
enhancing recall of the emotional aspects of the interview. As the method is
recursive, the opportunity remains for the researcher to come back to this phase
repeatedly as needed and perhaps identify new insights further in the process. I found
this extremely helpful throughout the data analysis.

Immersing in the data and getting to know the words and feelings of the participants
opens up areas of interest for the researcher, helping to notice things that might be
important to answering the research question. Braun and Clarke (2006), term these
thoughts as “noticings” and an important first step in engaging and analysing the
data. At this early stage it is not a systematic and precise procedure, just more similar
to first impressions of the data.

2. Generating initial codes:

The second phase involves generating succinct labels called “codes” which identify
important features of the data that might be relevant to answering the research
question. Codes identify a feature of the data at it’s most “basic segment” (Boyatzis,
1998). Coding may be semantic (explicit) or more latent (hidden and awaiting
development) in nature. The researcher codes the entire dataset, working
systematically and giving full and equal attention to each data item identifying
interesting aspects that may form the basis of later themes. Coding should be
performed widely and thoroughly and be constantly mindful of context.

3. Searching for themes:

The focus of the analysis now shifts to examining the codes and collated data to
identify significant patterns of meaning, the broader level of developing themes.
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Potential themes, known as “candidate” themes are developed and data related to
each theme is collated to examine and support the viability of the candidate themes.
4. Reviewing themes:

This phase involves checking the candidate themes against the dataset, to determine
if they tell a convincing story of the data, and a story that answers the research
question. At this stage, themes develop and are refined, which sometimes involves
themes being split into sub-themes to further clarify meaning, being combined with
other themes, or being discarded altogether. A key component of the phase is
developing a detailed analysis of each theme, working out the scope and focus of
each theme; determining the ‘story’ of each theme individually.

5. Defining and naming themes:
The key feature of this phase is determining that each theme has a central organizing
concept to securely and confidently anchor the theme in the dataset. A central
organizing concept is the essence of a theme and is critical to sound theme
development. Capturing something important about the data, the central organising
concept unifies the data extracts and is essential for demonstrating coherence of a
theme (Braun & Clarke, 2013). Each theme presented in the study findings will be
introduced with a short discussion of the central organizing concept and how it unites
the theme and subthemes, and how it is meaningful to answering the research
question. A name for each theme is developed, ideally being both informative and
succinct.
A thematic map of the data, capturing the “essence” of what each theme is about and
demonstrating links between the themes often assists this phase of the analysis.
Constant reference to data extracts by the researcher helps to organise the data into a
coherent and internally consistent account. Sub-themes are assigned if they are
needed to give structure to the dataset and also reveal the hierarchy of meaning
within the data. A sub theme can be a less prominent theme that exists under an
umbrella theme, or it may be an important feature of the stand-alone theme. By the
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end of this stage, themes should be clearly defined and concise, demonstrating that
the researcher has a clear sense of what the theme is about and have a clear, defined
central organizing concept.

6. Producing the report

The final phase of the Braun and Clarke (2006) method of thematic analysis involves
weaving together the analytic narrative from the participant, and contextualising the
analysis in relation to existing literature. Data extracts are embedded in the analytic
narrative to illustrate the story of the data and to go beyond a simple description of
the setting and instead comprehensively answer the research question.
Although these phases are sequential, and each builds on the previous, Braun and
Clarke (2006, 2013) emphasise that thematic analysis is typically a recursive process,
with movement back and forth between different phases. In fact, some of the phases
can often blur together, rather than having clear lines of separation, as the researcher
moves around the data and explores different labels and themes. The process of
thematic analysis can be time consuming, laborious and requires intensive effort
(Guest et al., 2012). Additionally, the researcher needs to rely on their own opinions
and develop their own understanding of the values and assumptions of different
research paradigms and their own subjective positioning within those methods to
ensure rigour in their findings (Braun & Clarke, 2013).
Intensive review of each component of the Braun & Clarke (2006, 2013) method of
thematic analysis
The coding process
A code is a textual description of the semantic boundaries of a theme and is a short,
descriptive mnemonic from the data (Guest et al., 2012). Coding is the process of
identifying aspects of the data, which directly relate to the research question (Braun
& Clarke, 2013) and is an important process to start early sense-making of the data
(Averill, 2014). The coding process involves the researcher seeing important
characteristics in the data and encoding it before interpretation begins, so that the
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data is organised and reduced before developing themes (Boyatzis, 1998). Coding
provides logical data organisation to form the basis for later data analysis (Miles &
Huberman, 1994).

A fundamental step of all coding is to verify the applicability of the code to the raw
information (Boyatzis, 1998). A researcher should be able to take away the unedited
data from the codes and still be able to evoke the feeling of the data (Clarke &
Braun, 2013). This provides an internal validity check prior to progressing to theme
development and I performed this often to ensure I could “feel” the data in the code
and that it was still appropriate when separated from the original participant
transcript. In the current study, working through the stages of code development
allowed ideas about candidate themes to slowly develop, sometimes days and weeks
after the first coding exercise.
Coding is an important and integral step for most forms of qualitative analysis and
different approaches have different labels inherent in their methodology for these
codes, often with very similar goals and meanings. Braun and Clarke (2006) consider
that there are two methods of coding practice - selective coding and complete coding.

Selective coding involves looking for instances of the topic of research interest and
purposefully selecting only those instances in order to obtain data reduction. This is
not applicable to this particular research study where there is a high degree of
inclusion to explore the research question thoroughly.

Complete coding has a much broader focus and aims to identify anything at all
within the entire dataset which may show potential to answering the research
question. For this reason complete coding is more closely aligned with this particular
research study than selective coding. All data potentially relevant to the experience
of living with RRMS was coded from the transcriptions in this study, only becoming
more selective later in the analytic process. This helped to ensure no data that may be
important was missed, especially as themes are developed later in the process. Each
code is essentially a “pithy” label (a brief, concise but meaningful label), which
captures the core or essence of the data collected (Braun & Clarke, 2013). In
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complex and data rich datasets, sometimes a second or third round of coding is
needed to further reduce the data (Saldana, 2015). In the current study, over 2,000
initial codes were identified from the transcripts in the first round of coding. A
second round of coding was required to reduce the data even further for theme
development and resulted in approximately 300 codes, after codes displaying similar
characteristics were grouped together.
The Braun and Clarke (2006) method of thematic analysis provides guidance on
complete coding which was the chosen coding method in this study. The principles
of the method require eliminating irrelevant data to answering the research question,
but still coding everything which may potentially be important, coding widely and
extensively and using data in as many ways as relevant to the research question.
Examining the collated data for similarities and grouping together like codes
occurred later in the process.

Semantic and latent codes in thematic analysis
Braun and Clarke (2013) identify semantic codes as reflecting the words and
concepts of the participants directly, they are entirely overt within the data. When the
researcher goes beyond this overt content and starts to invoke conceptual and
theoretical frameworks to identify meanings implicit in the data, latent codes are
developed (Braun & Clarke, 2013). Latent codes are developed by the researcher
based on what they “see” within the data, not based on what is “said” by the
participant directly. In general, a much deeper engagement with the data is needed
for latent coding (Braun & Clarke, 2013). An example of the development of
semantic and latent codes in the current study is shown in Appendix 7. This research
study aimed to use both semantic and latent coding in data analysis.

Developing codes into themes
Processing techniques for collating the codes to develop themes can be performed
electronically or manually. Cutting and sorting written codes and themes manually is
a common method employed by researchers and involves identifying text that appear
to fit together, placing the text into piles and moving them around until they
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represent a theme where they appear to belong (Ryan and Bernard, 2003). As with all
facets of thematic analysis this process is recursive, and may involve many steps
forward and back before an ideal match is reached. I used a manual method to group
codes together in a pile, using a different colour card for each participant code to
group like codes together to later develop candidate themes. The more colours in a
pile, the more heavily patterned the theme was. However, this colouring did not
dictate the importance of the code, it merely raised the possibility of a beginning
theme.

Manual and computer coding in thematic analysis
The term “computer-assisted qualitative data analysis software” (CAQDAS) refers to
a range of computer programs used in data analysis. The value of CAQDAS depends
on the purpose it is used for and the methodological underpinnings of the research
study. Although CAQDAS can be very effective and assist in interpretation of data
and developing theories (Silverman, 2016), it is still only a tool to assist with coding
and analysis (Braun & Clarke, 2013). No computer programs are capable of the
intellectual and conceptual processes needed to transform data into meaningful
findings (Thorne, 2000), rendering the researcher the most important instrument in
the process of developing latent or hidden, more abstract themes. CAQDAS may
prevent the researcher “immersing” in the data and may cause some detachment from
the transcriptions of the participants in this study (Braun & Clarke, 2013). If used
inappropriately, there is also the risk in coding becoming related to quantity of times
a concept is mentioned in the data and taking away from the significance of the data.

I briefly considered using a software program to assist with thematic data analysis,
but I felt that deep engagement with the study data might be compromised if I did not
manually code the data myself. I wanted to “embed” myself in the data and stay as
close to the data as possible (Munhall, 2012). I was also concerned that using
software to analyse the data thematically might remove context from the stories and
reduce the stories to categories and frequencies.
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Themes and sub-themes in thematic analysis
One of the earliest concepts of a theme was described by an anthropologist, Morris
Opler (1945):

“In every culture are found a limited number of dynamic affirmations,
called “themes” which control behaviour or stimulate activity…the term
theme… is used to denote a postulate or position, declared or
implied…which is tacitly approved or openly promoted in a society” (Opler
1945, p.198)

This work was further built upon by Spradley (1979), who described themes as:

“larger units of thought…they consist of a number of symbols linked into
meaningful relationships…Themes are assertions that have a high degree of
generality…they apply to numerous situations…some themes occur within a
restricted context” (Spradley, 1979, p.186-187)
Desantis and Ugarriza (2000) have examined many nursing research texts in an effort
to provide a uniform definition of a “theme” in the context of nursing. The concept
of “theme” was examined and explored across 27 qualitative nursing research texts
to ultimately define the concept of a theme as “an abstract entity that brings meaning
and identity to a recurrent experience and its variant manifestations” (DeSantis &
Ugarriza, 2000). A theme captures something important about the data in relation to
the research data set (Braun & Clarke, 2006) and brings together components of
ideas or experiences, which are often meaningless when viewed alone (Leininger,
1985).
How many themes compose thematic analysis?
There is no precise formula for determining the number of themes in thematic
analysis, as it depends on many other factors, including the data itself, the research
question, the length of the analytic report, and the focus of the analysis (Braun &
Clarke, 2013). Thematic analysis can range from detailed and intensive reporting of
107

one theme as a focus for a research study, to a complete and wide-ranging overview
of entire and multiple datasets, with less focus on individual themes. Therefore,
dictating an ideal number of themes and subthemes to demonstrate rigour within an
analysis is impossible and is not the aim of thematic analysis.
How does a theme achieve importance in thematic analysis?
Referencing exact numbers of participants in describing theme occurrence is also a
challenge in thematic analysis, and one which Braun and Clarke (2013) address for
researchers in their recommendations. Rather than using numerical expressions to
report occurrence, they instead advocate using phrases such as “a common theme” or
“many participants commented”, and this is for several reasons. Firstly, counting
responses misses the point of qualitative research, as frequency does not necessarily
equate to the value and importance of a theme (Pyett, 2003). Ideally, a theme will
present itself a number of times across the data, however, the number of times the
theme presents itself is not indicative of the importance of the theme (Buetow, 2010).
When using unstructured or semi-structured interview method, the absence of a
theme in an interview should not be regarded as an assumption that the participant
does not experience or behold the theme as important or relevant. It may simply be
that topic did not present itself in that particular interview. As the interviews were all
flexible and interactive, different issues came up in each conversation, which were
not necessarily discussed with other participants.

In regards to the importance of a particular theme, more instances of a theme across a
dataset does not necessarily mean that one theme was more important than another,
rather researcher judgment is crucial to determine what constitutes theme
significance (Braun & Clarke, 2006). Additionally, the importance of a theme is not
dictated by the prevalence of that theme across an entire or partial dataset. Themes
will be discussed individually in the study finding chapters 6 and 7, and they will
also be discussed in terms of how they link together to explore the journey of living
with RRMS in chapter 8. This approach supports the gestalt of qualitative research
analysis, ensuring that all data is analysed and presented as completely and
thoroughly as possible.
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Developing themes and sub-themes across the dataset
Identifying themes from coded data is entirely an active process with the researcher
examining the codes to create potential patterns (Taylor & Ussher, 2001) and finding
hidden treasure within the data (Braun & Clarke, 2013). Clarifying and making
transparent the techniques used to develop themes is important for several reasons; as
discovering themes is the basis of much social science research, it allows readers to
assess methodological choices and also promotes research communication across
disciplines and epistemological positions (Ryan & Bernard, 2003). Providing a step
by step process of theme development demonstrates transparency in the analysis and
promotes rigour in the method, as does using excerpts from the data to ensure that
data analysis remains directly and firmly linked to the words of the participants
(Fereday & Muir-Cochrane, 2006).

A sub-theme exists as a sub-category of a theme and shares the same central
organising concept as the theme, but focuses on one specific element (Braun &
Clarke, 2013). Sub-themes should generally be used in moderation, and only when
there is one particular element of a theme that has a specific focal point, or is
particularly important for the research question (Braun & Clarke, 2013).

Organising themes in thematic analysis
Collating and organising the themes and sub-themes is an integral part of the
analytical method, and requires a process in order to demonstrate rigour (Fereday &
Muir-Cochrane, 2006). There are several methods available for researchers to
organise themes and provide structure to thematic analysis, including diagrams such
as thematic networks and thematic maps.

Thematic networks are web-like illustrations that summarise the main themes of text
in thematic analysis and provide a tool to systematically present analyses (AttrideStirling, 2001). Thematic networks consist of different levels of themes, a global
theme overarches an organising theme, which overarches a basic theme to build the
overall network (Attride-Stirling, 2001). Similar to these networks are thematic
maps, which are simple drawings to reflect relationships between themes and sub-
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themes (Braun & Clarke, 2013). As a key part of the Braun and Clarke (2006)
method, thematic maps have been developed as part of the data analysis for the
current study (Braun & Clarke, 2006) and were used at every step of the analytic
process. A thematic map is essentially a visual aid, which uses a drawing to
summarise, define and name themes and sub-themes. It is simply a visual
representation of how themes and subthemes may fit together to tell the story. As the
study progressed, thematic maps changed to reflect new ways I was seeing the data
and how themes and subthemes were linking in with each other and developing a
story. I referred to the thematic maps regularly to act as a framework for the final
analysis and to demonstrate theme maturation. An example of a thematic map used
during the study data analysis is shown in Appendix 8.

Method of data analysis 2: Poetical Analysis
Poetical thinking is felt experience, being in the flow of what is being experienced
and capturing and understanding the feelings of that experience (Freeman, 2017). It
is a form of thinking that has roots in phenomenology, dealing with concepts of
experience, perception and language (Freeman, 2017). It has been suggested that
through poetry, names are given to ideas which were formerly nameless and
formless, but already felt (Lorde, 2009). By using poetry as a form of art, we can
experience moving the mind from routinely taken-for-granted assumptions towards a
sharper focus on a situation (de la Fuente, 2014).

During the data management phase of the study, I began to write the feelings I was
experiencing as poetry whilst listening to the recordings and reading the transcripts. I
began writing without explaining, just feeling the words as they flowed for each
participant. This continued in the theme maturation process of the data analysis, and
as each theme developed, I then purposely tried to capture the essence of what I was
feeling from the experiences of the study participants.

The aim of the current research study was not to pursue a poetic form of inquiry (de
la Fuente, 2014; Freeman, 2017), it was a traditional and method specific systematic
thematic analysis, but the opportunity presented itself to consider poetical analysis as
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I dealt with my own feelings and emotions of constantly re-living the interviews and
experiences of the study participants, especially through the theme development
phase. The great majority of the study findings related to the thematic analysis, but I
have strategically placed poetry (my own and others) in the thematic findings as an
important adjunct to the data analysis and as a way of connecting and adding
meaning to the data. Poetical thinking also honours my epistemological viewpoint of
the researcher and study participant co-creating the study data and findings, by
listening to the participant stories and finding methods to experience and feel the
emotions of the study participants. It was a way to intertwine their experiences, my
reactions and co-construct a new knowledge.
What differentiates poetical thinking from analytic thinking is the reach beyond
searching for meaning or knowledge, into the difficult to grasp, experiential world
(Freeman, 2017). I found the poetical thinking and the words that emerged from this
provided me with a vehicle to release profound feelings I was experiencing, listening
repeatedly to stories of suffering, of sadness and of constant battle. It was a catharsis
of sorts and I positioned the poetry at the appropriate places so that readers might
also gain an enhanced perspective of the data. In some instances, I found a better
representation of my thoughts and feelings from other poets in the literature and they
are included where appropriate. As Freeman (2017) notes, making sense of the
complex interaction between theory and practice (being there, listening, seeking
understanding) is difficult and poetry may enhance understanding as lived,
experienced and yet undefined.

In qualitative analysis there is the opportunity to enhance and enrich ideas with deep
contemplation, which cannot be expressed in other ways such as scholarly text
(Averill, 2014). I wished to convey additional meaning to the insights I was
gathering and beginning to understand during the data collection and data analysis,
and sought to find ways to complement the study themes as findings. Where I have
used the poetry written by others, it is appropriately named, otherwise the poetry is
my own work (marked as TB).
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Methods: Frameworks for the study
Theoretical framework
A framework is essentially a research map for the study, a guide to how the study
should proceed. A single theoretical framework did not underpin this study, and the
study was not linked with any particular theory. Due to the broad and multifaceted
nature of the research question, a singular theoretical perspective would not have
been possible. However, Green (2014) argues that the epistemology on which a study
is based is a theoretical framework of sorts, as it provides an overarching philosophy
for the study, a belief system and theory to guide process. In this regard I would
agree with Green (2014) and present the constructivist epistemology described
earlier in this chapter as an appropriate theoretical framework guiding the study.
Conceptual framework
A conceptual framework draws on concepts from various theories and findings to
guide the research design, identifying worldview and the ontology and epistemology
of a study. I developed a conceptual model to illustrate this framework, and how the
various components of qualitative research work together to create knowledge. This
conceptual model was mostly based on previous work by Carter and Little (2007)
linking the importance of epistemology, methodology and methods in research, but
also influenced by Guba and Lincoln (1994) and Cresswell (2008), and is shown in
Figure 2.
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Figure 2. Conceptual model highlighting the relationships between ontology,
epistemology, methodology and methods and the production of new knowledge.
Operational framework
A strength of this study design lies in the operational framework. This framework
provides an overview of the entire study, maintaining coherence and focus on the
goals of the research study, it also demonstrates the important links between the
qualitative paradigm, ontology, epistemology, methodology and methods involved in
the research process as recommended by Carter and Little (2007) and shown in
Figure 3. The operational framework is broader than the conceptual framework and
considers many other elements influencing the research design, including ethical
considerations, reflexivity, rigour, transparency, context, sensitivity, coherence of the
research the quality of the product, and fit to empirical literature. The operational
framework illustrates the framework I developed to ensure consistency in the study
process and consideration of all the necessary components of high quality qualitative
research.
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Figure 3. Operational framework highlighting the interplay between the processes of
the current research study and the relationships between them to produce new
understandings that are highly relevant, rigourous, context sensitive and impactful to
clinical practice.
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Methods: Ensuring rigour in the study
In social research, validation cannot occur through subsequent replication, since
identical social situations cannot be recreated (Bloor, 1997). Instead, elements of a
study are viewed as being possibly generalisable across settings, or not generalisable
at all due to the research being in a truly particular setting (Bloor, 1997). It is up to
the reader of the research to determine to what extent the findings of a qualitative
study might apply to their own situation. The researcher can help the reader to make
this assessment by being transparent in all aspects of describing the sample, data
collection, data management and data analysis, as I have done in this chapter.
Qualitative research represents a distinctive paradigm, and as such, should not be
judged by conventional quantitative measures of validity, generalisability and
reliability (Mays & Pope, 2000). Instead, terms such as accuracy, confirmability,
transferability and trustworthiness apply in qualitative research (Lincoln & Guba,
1985). The aim is to discover patterns that exist. In using the ethnography
methodology and life history, no two researchers will elicit the same life story, and
no one researcher will ascertain the same life history on two occasions, the aim in
life history being to grasp unique experiences for what they tell us (Plummer, 2001).
Maintaining rigour in a study helps to safeguard the participant’s point of view, so
that researchers don’t construct a fictional, non-existent world (Fereday & MuirCochrane, 2006). There are strategies that can be employed by researchers to
establish and enhance rigour within a study. As Plummer (2001, p.155) suggests “the
closer I am to the phenomenon I want to understand, the closer I am to validity”. To
accomplish this, I transcribed my own interviews verbatim and regularly re-listened
to the original audiotapes to stay as connected to the original data as possible. By
doing this I was able to build up layers of understanding, gradually building up ideas
and concepts that eventually became themes and subthemes. Additionally,
approaching data analysis in a responsive, inductive, transparent and systematic way
has been reported to lead to openness and balancing quality, science and rigour
(Averill, 2014). I felt that selecting such a robust and systematic method in thematic
analysis, and using the method outlined by Braun and Clarke (2006, 2013) to analyse
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the study data, was crucial to maintaining rigour in the study. Table 3 demonstrates
elements of rigour and strategies employed during the study to support and maintain
each element.
Table 3. Elements of rigour identified and strategies employed during the study to
maintain rigour.
Element supporting rigour

Strategies employed to uphold rigour

Transparency

In depth discussion of chosen methodology and methods
Systematic and robust data analysis method with visible
and linked stages
Reflexive diary kept throughout study

Triangulation

As the primary researcher, I was responsible for the initial
coding and theme development and thematic framework
→ this was reviewed regularly by Supervisors for
congruence and fit

Credibility

Findings discussed extensively with Supervisors and
supported by both data and interpretative framework
Peer debriefing of themes with MS nurse experts for “fit”
of themes to clinical practice
Prolonged and deep engagement in the field of MS
The use of field notes to record impressions and describe
situations in depth
Participant quotes (raw data) provided as examples of
particular themes and relationships between themes

Transferability,

“Thick” and “rich” description

trustworthiness, authenticity Participant quotes (raw data) provided as examples of
particular themes and relationships between themes
Thematic framework of evidence of how the data builds
the interpretation
Comparison with research Interpretations and analyses compared with existing
literature

literature to confirm and expand study findings
Negative case analysis consideration and discussion

116

Member checking
Member checking/ member validation is a common qualitative research method to
improve rigour in a study by providing the data transcriptions or findings back to the
study participant to review and comment on; aiming to validate findings by
demonstrating coherence between the researcher’s analysis and the feelings of the
participant (Bloor, 1997; Seale, 1999). However, it was not a viable option in this life
history study for several reasons. Firstly, in life history, participants can gain “new
horizons” or new ways of seeing things after the interview and discussion, impacting
on how they see things afterwards and often with a new perspective, which may then
change the view of the original life story (Plummer, 2001).
Secondly, Morse (2015) suggests that the findings in qualitative health research are
deeply analytical and abstract and are therefore not appropriate to give back to
participants, who may not understand the differences and reasoning between what
they disclosed in the interview and the researcher’s final analysis. Thirdly, there is
the question of what the researcher should do if there is a discrepancy with the
findings and how this would be handled (Braun & Clarke, 2013; Morse, 2015). The
concept of member checking is more appropriate for other approaches to research,
such as phenomenology, where the specific aim is to record an individual’s
perception as closely as possible in data analysis (Braun & Clarke, 2013).
The concept of truth telling in life history
The life story told at the time of the interview is taken to be the truth (Denzin, 1989;
de Chesnay & Fisher 2014). The guidelines of life history assume that no participants
are lying as they tell their stories, accepting the word of the individual and also being
aware that there is no such thing as absolute truth (Wiseman, 1974). Of course, some
stories are not always factual, but the researcher usually accepts the story of the
participant as true, even though they know that sometimes memory may be confused
or the story may be overdramatic for effect (Holloway & Freshwater, 2007b). It has
been suggested that storytellers in narratives rarely tell lies and even when not telling
the truth, consciously or not, they demonstrate their intentions and motivations
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(Holloway & Freshwater, 2007b). I accepted the life stories as presented by the study
participants as being honest accounts of their experiences.
Data Saturation
Essentially, data saturation is reached when the ability to obtain additional
information has been exhausted or when further coding is no longer feasible (Guest,
Bunce, & Johnson, 2006). Data saturation assumes that a circumscribed and total
amount of facts are available (and necessary) to be able to draw conclusions from
research (Malterud, Sierma, & Gusassora, 2016). This concept is not in alignment
with qualitative research and the epistemology of this study, which values the
individual voice; assuming multiple realities, of which only some can be known.
An exception to this in qualitative research is in grounded theory, which has an
inbuilt system of data saturation derived from data comparison, where every new
observation is compared with previous analysis to identify similarities and
differences (Glaser & Strauss, 2017; Malterud et al., 2016). In qualitative research in
general, it is better to think of data as being both “rich” (focusing on quality, being
layered, detailed and nuanced) and “thick” (focusing on quantity, a lot of data and
codes) rather than “saturated” (Fusch & Ness, 2015). However, there are some
general principles which indicate that enough data has been collected; these include
no new data arising, identifying no new coding categories, no new themes emerging
and collection of enough detail to replicate the study (Guest et al., 2006).
Additionally, if the interview questions are not structured and consistent for every
participant (as when using semi-structured or unstructured interviews), it is
impossible to achieve data saturation against a constantly moving target (Guest et al.,
2006).
Malterud et al. (2016) have proposed an alternative term to data saturation to guide
sample size in qualitative research called “information power”. The more
information the sample holds relevant to the study and answering the research
question, the lower the amount of participants needed. Assessing “information
power” involves a model considering the focus of the study (broad or narrow),
sample specificity (dense or sparse), and the quality of the dialogue (strong or weak);
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the model being particularly appropriate to individual interview studies such as life
history (Malterud et al., 2016). I felt that the current study consisted of diverse
informants who provided dense, specific and high quality insights; meeting the goals
of the study, answering the research question and providing excellent “information
power”. The quality of the interviews in the current study was excellent with the data
collected giving rise to over 2,000 individual codes. Although I had no new codes or
themes emerge after the eleventh interview, the final two interviews added a depth to
the existing data that was exceptional and both were integral to richness in the final
thematic analysis. As no new information was subsequently uncovered in the final
analysis, no new interviews were therefore scheduled and data collection was
deemed complete (Rubin & Rubin, 2011).

Methods: Ethical considerations
The concept of ethics is intrinsic to the constructivist epistemology because of the
inclusion of participant values in the research (Guba & Lincoln, 1985). More than a
checklist to simply tick off boxes, attending to ethical considerations is the moral
responsibility of all researchers (Ryen, 2016). It has been openly discussed in the
literature that ethical guidelines in general research are inadequate for qualitative
research, as they focus more on the needs and nuances of quantitative research and
clinical trials rather than the unique needs of qualitative study (Denzin & Lincoln
2000; Ryen, 2016). Denzin and Giardina (2016) explore these concepts further,
suggesting that the biomedical model of research ethics presumes a static, monolithic
view of the study participants. In life history research in particular, the subject and
researcher develop collaborative relationships, which are not captured in ethics
“rules” (Denzin & Giardina, 2016).
Despite these criticisms, the usual process for the ethical conduct of studies was
followed in line with Notre Dame University guidelines. However, in agreeing with
the concepts stated above, I decided to add additional considerations and precautions
into the research design to provide added support to the study participants. The
epistemological foundations of this study reflected my belief that the participants
were key informants and that we constructed the reality together. Successfully
completing the research study (for the sake of both of us) depended on the study
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participants feeling comfortable, supported and valued. Their needs and welfare were
critical to my study design.
Ethical approval
Ethical approval for the study was sought and granted by the Notre Dame University,
Australia, HREC, approval number: 016002S (see Appendix 1). Following the
recommendations of the Nuremberg code (1947), National Statement on Ethical
Conduct in Human Research (National Health & Research Council (NHMRC), 2007
and updated 2015) and the Australian Code for the Responsible Conduct of Research
(NHMRC, 2007), the study was subjected to a full ethical review, rather than
abbreviated low-risk review. This was primarily because I viewed the data collection
interviews as very likely to be sensitive in nature and potentially inducing
vulnerability in the participants. In addition to the above ethical considerations, the
four principles of medical ethics were honoured - autonomy, beneficence, nonmaleficence and justice (Gillon, 2015).
The full ethical review and approval included the approval of the HREC submission
form outlining the research design and study procedures, the Participant Information
Sheet and Consent Form (PICF)(Appendix 9), and a flyer for participant recruitment
(Appendix 2). As per the requirements for study approval, a PICF was provided to
each participant and signed prior to any study procedures taking place. The
participant and I signed two original copies and took one each for our files. As an
added protection for the participants, I ensured that they were able to read the PICF
at least a week prior to our meeting and interview date. This was to avoid the
situation where participants may have felt obligated to take part on the day we met
(if they were reading the PICF for the first time) because of the effort required by
both of us to attend the scheduled interview. This system also provided participants
the opportunity to ask questions, consult significant others and think about their
participation ahead of time. I also reminded the participants that on the day of the
interview they were free to withdraw from the study at any time, and for any reason.
The two specific areas that I identified at the beginning of the research process as
being potentially challenging to the ethical conduct of the study involved protecting
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participant confidentiality throughout all methods (transcriptions, coding, analysis)
and the possibility of exposing the participants to distress and/or vulnerability
discussing their experiences living with RRMS.
Confidentiality for the study participants was paramount, particularly as some stories
were distressing or involved family members, friends or HCPs directly (who did not
volunteer to be part of the study). Pseudonyms (false names) were assigned to each
participant to protect their identity and were mostly chosen by the participant
themselves, continuing the feeling of partnership in constructing the research
together. Still, two participants were adamant that their real names be retained.
However, after many discussions with the supervisory team for my study, I allocated
a pseudonym to protect them and their significant others from identification. In both
cases I felt their intention to keep their real name was for good reason and they
wanted the world to know their story, however, I believed there were issues they
didn’t consider which could be detrimental to them or their family if their identity
were revealed to the public. I also felt that I may inadvertently “hold back” on some
of their story to avoid revealing their identity, and their stories and messages were
too powerful to do this. I did discuss this with both of the participants after the
interviews were completed and they understood and supported the use of a
pseudonym with our further discussion.
The names of significant others, HCPs and friends were all deleted from the
transcripts, as well as potentially identifiable data such as birthplaces and
cities/towns of residence. Where important to the story, reference is made to living in
a rural town or community rather than to a specific region. Instead of using a
potentially identifiable occupation, I changed the position to a broader role to
continue the protection of the participant story as much as possible, without losing
the essence of the stories and the meaning that this occupation may have had for the
PwRRMS. Protecting the privacy of participants is a core tenet of research ethics
(Morse & Coulehan, 2015). I maintained privacy for the participants during the
interviews by speaking to them away from distractions in their homes or offices (in a
room, privately from other house members or colleagues) or in the case of two
interviews that were performed in public places, we inhabited a corner away from
noise or public traffic where we could not be overheard. All transcripts (audio and
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written) were immediately coded with pseudonym/study number with no reference to
real identity. Audio transcripts were deleted from the computer after written
transcription and kept on a de-identified SD card locked in a safe.
The possibility of my research causing distress or enhancing vulnerability in the
study participants was one of the areas I felt most strongly about, where I needed to
have a clear and workable plan in place in case additional assistance was needed to
cope by participants, particularly after the interviews were completed. I had no idea
exactly what the participants would tell me about the experiences, but my years of
clinical experience working in the field with people living with RRMS had shown
me that often patients could become emotional and distressed talking about things
that had happened to them previously in terms of their RRMS. I wanted to be well
prepared in case of distress during or after the interviews. The study design included
access to a psychologist experienced in MS care to be available to consult
participants if needed, as well as a flyer (Appendix 10) for the participant outlining
the procedure they could follow to contact me to institute this care (this information
was available in the PICF, but also given as a separate flyer for ease of accessibility).
At the end of every interview, participants were given the opportunity to ask more
questions. I contacted each participant after the interview to thank them for their
participation in the study and to ensure they were feeling healthy emotionally. No
study participant required additional care through the research process, and all
participants expressed gratitude and thanks for the positive experience the interviews
had provided them, to be heard, believed and listened to. I was also aware that
participants may reveal thoughts or feelings they never intended to reveal in an
interview, potentially making them feel even more vulnerable (Holloway &
Freshwater, 2007a) after their “confessional mode of discourse” (Atkinson &
Silverman, 1997). Making contact with participants after the interviews also gave
them the chance to advise if they wished to withdraw information from the study. No
study participant wished to take this option.
Annual reports were submitted to the HREC over the course of the study to continue
ongoing HREC approval. Study participants raised no points of concern during the
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course of the study and no incidents threatening the integrity of the ethical
considerations were made to the study Supervisors, the HREC or to myself.
Methods: Reflexivity
Reflexivity fits into the wider perspective of ontology and epistemology (Berger,
2015) examining the role of the researcher in the generation and construction of
knowledge and assisting the researcher to act without bias (Holloway & Galvin,
2016). Unlike quantitative research where an objective stance is necessary, in
qualitative research the active role of the researcher is valued and appreciated as an
important research tool (Braun & Clarke, 2013). However, it is important that the
researcher makes visible personal reflexivity as a form of quality control within the
research (Braun & Clarke, 2013), where the aim is for

“empathic neutrality”

(Ormston et al, 2014).
Personal reflexivity
In this particular study, it was important for me, as the researcher, to be specific
about my background and possible subjective viewpoints, and to identify early in the
research process both the potential strengths and limitations of these subjective
viewpoints. The key to performing a successful life history is to develop a trusting
relationship with the participant, developing the relationship through rapport
(Hagemaster, 1992). I committed to using all of my personal and professional skills
to develop and maintain trusting relationships with the study participants, and part of
this was my already existing professional background. The majority of study
participants had been cared for by an MS Nurse as part of their life journey with
RRMS, and had all valued the MS Nurse, their skills, knowledge and support.
Belonging to the “MS Nurse club” most likely held some definite benefits for me in
terms of rapport and trust and I felt that for many participants, this gained me instant
entry into their lifeworld. However, I was also aware that I could not automatically
take this for granted, and have expectations because of this role. First and foremost I
was a researcher, and my MS Nurse role was secondary to what we were there to
construct together. I was open and honest about my professional background, but I
didn’t dwell on it.
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My personal reflexive stance is that I am a middle aged, middle class, female,
Caucasian MS Nurse with 34 years of clinical nursing experience and 23 years of
(mostly quantitative) research experience, with the last 12 years of practice working
solely in MS. I am married and the mother of two children who are in the prime age
target of MS onset, in their mid-twenties. I am a spiritual person of a Roman
Catholic background. I do not live with RRMS, nor am I disabled, but I do live with
my own chronic illness of 26 years. I am a caring, empathic person and I
acknowledge that I tend to want to “fix” everything for others and help as much as
possible. I am not alone here, as a tendency to make suggestions and problem solve
is a common HCP limitation in research (Windle, 2011). Assessing this situation and
evaluating the possible effects of these characteristics on the research study was
challenging, but necessary. The picture of embodiment I presented to the participants
as an able bodied person inquiring about their world was also a consideration I had
going into every interview. I wore plain clothing and tried to physically blend into
the background as a conscious choice.
The positive impacts that my reflexive stance brought to the study were numerous.
Due to my clinical knowledge of the disease and experience as a registered nurse, I
was able to build rapport quickly with the study participants and to develop a trusting
environment. I felt I was able to make them comfortable, to feel free to discuss any
issue they wished and in any order they wished. As a consequence, I was able to
obtain data relating to sensitive issues, such as parenting, sexuality, relationships,
hopelessness, mental health, compromised care and fear. This enabled me to gain
new insights into living with RRMS that have been reported infrequently or have not
been reported at all in the specialty. I could also optimise my clinical experience in
the data analysis phase to see nuances in the data that may not have been discovered
by a researcher with no clinical MS experience. I understood the MS terminology
that participants used in their life history and I was able to situate it appropriately due
to my clinical knowledge; this was important as ethnography relies strongly on
naturally occurring language of the participants in the field (Holloway & Todres,
2003). Additionally, I was able to be mindful of when symptoms (particularly
participant fatigue) threatened to interrupt the integrity of the interview, and organise
breaks and rest when necessary.
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I specifically asked myself a set of questions before and after the life history
interviews as a way of being mentally and emotionally prepared to set aside my
personal opinions and put the study participants and their experience at the forefront
of the study (Appendix 11). Even though at this stage I was collecting data to prepare
for the later analysis, in qualitative research, analysis starts early and I needed to be
aware of things that could potentially later affect the findings.
I kept a reflexive journal (Braun & Clarke, 2013; Hinton & Kirk, 2017) throughout
the study process to capture times of indecision and times where I needed to work
through possible areas of limitation in the study, prompted by my own personal
views on data and findings. I also used the journal to chronicle how I was feeling at
various times during the study, such as if I was particularly emotionally affected by
the interviews, or aspects of the data analysis and literature review. An example of a
diary excerpt from the study is presented in Appendix 12. I also wondered at times if
many years of experience working as an MS Nurse in the field may have constituted
a form of fieldwork in ethnography, where extended participation and observation in
a culture occurs, but I decided that my experience did not meet the criteria of
fieldwork as my previous exposure was always in a structured, non-natural clinical
environment (a hospital clinic) with a different purpose (seeking healthcare and
advice). My mindset was that this was all going to be new to me.
Functional reflexivity
Functional reflexivity involves giving critical attention to the way research tools and
processes may have influenced the research findings (Braun & Clarke, 2013). I
regularly engaged in asking myself if I was limiting what could be found by having
such a broad research question (Willig & Stainton, 2008) and if the technique of
interviews was the best way to answer the research question. Using individual semistructured interviews provided a solid base to ask additional questions of interesting
data, to probe further when it was indicated and to enable the privacy for study
participants to talk about whatever they viewed as important, rather than being
overwhelmed by other participants in a focus group. During the study, I constantly
re-assessed if my methodological and method selection was serving the study well
and I was confident that no alteration was needed to the data collection methods and
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analytical methods as the study progressed. The more I practiced thematic analysis
and the more immersed in the entire process, the more natural the analysis became.
Reflexive Analysis
Reflexive analysis involves consideration of how the patterns and themes arose from
the data, it is up to the researcher to consider and explain exactly how this process
occurred (Srivastava & Hopwood, 2009). Thinking about this with a reflexive lens,
the patterns and themes I saw in the data certainly came about because they were
linked in some way to my extensive clinical experience working in the field of MS
and thousands of consultations with PwRRMS over the years, and the things I had
seen and heard. I was concerned that at times, my clinical mindset might overtake
my inductive qualitative research sensibility. To combat this, once every candidate
theme was developed, I went back to the original data - the transcripts and the codes,
to ensure that the themes were firmly embedded in the study data and not my own
thoughts and opinions. If a candidate theme could not be supported entirely by
participant quotes and stories, it was discarded, no matter how important I felt the
theme was personally. This ensured an inductive, data driven analysis.
Emotional reflexivity
At times, the interviews contained highly emotive content and I had difficulty
disengaging from the data, feeling emotional and vulnerable myself as I re-listened,
re-read and re-analysed times of sadness and distress in the lives of the study
participants. Some of the interviews were intense and the willingness of the
participants to share their lives with me, a stranger, was overwhelming. Several
participants had suffered neglected childhoods or had been subjected to horrendous
events and re-living these discussions invoked sad and heart-rending emotions. I paid
attention to nutrition and fitness and discussed my emotions with a few trusted
confidantes; debriefing with peers and having regular breaks from the work. These
measures improved the situation greatly. I read an article by Tanner (2009) exploring
her experiences listening to sad situations and the difficulties encountered during her
PhD work, which proved very helpful to me in facilitating this effective mental
health plan for myself during the study.
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There were several times during the interviews where the blurred roles between my
role as researcher and my clinical role intertwined and left me with a strong
emotional reaction, usually of anger. This was manageable, but there were several
times when participants were telling me stories of compromised care from other
HCPs that I became bothered and struggled to hide my feelings. Instead I opted to let
the participant see that I was affected by their story and I was interested and
listening, but not the full extent of my feelings. This situation usually involved other
HCPs not performing to duty of care or treating the participant badly, in a way that
was not harmonious with my values of nursing care. I wrote about these experiences
in my reflexive diary so I could come back afterward and look at my responses with
a reflexive stance to ensure that I was fulfilling my role as researcher and listener
first and foremost.

In summary
As the ontology, epistemology, methodology and methods, and the links between
them have been discussed and justified for the current study, the important
relationship between the methodology and the data analysis and study findings will
be presented in the following chapters. To introduce the study participants, the next
chapter will present a narrative of each individual study participant’s story.
Essentially chapter 5 will consist of a brief overview of the life story for each study
participant; their upbringing, families, friends, communities, events in their lives,
work, play, important life turning points and their story of RRMS. Chapter 5 will
provide context for each life story and important insights in order to gain deeper
understanding of, and appreciation for, the study themes presented in the following
chapters.
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