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Abstract

Research regarding students with myalgic encephalomyelitis (ME)/Chronic Fatigue
Syndrome (CFS) has been limited in comparison to the volume of research that has been
conducted in relation to other populations with the illness. Exploring the experiences of
students with ME/CFS is important due to research reporting that students with invisible
illnesses face stigma, discrimination and a lack of empathy, and individuals with ME/CFS
face delegitimisation from healthcare professionals and loved ones. This research explored
the phenomenological experiences and sense-making processes of eight students with
ME/CFS by using online semi-structured interviews, which were enriched by asking
participants to think of a metaphor to describe their illness to facilitate the discussion.
Interpretative Phenomenological Analysis was used as it enabled the participant’s experience
of their illness to be explored without imposing a theoretical framework or a pre-conceived
focus on their narratives. Three themes were developed: “University as (de)legitimising’,
‘Negotiating disclosure’ and ‘Loss and adaptation’. The theoretical framework of self-esteem
was used to explore the findings as it reflected the participants’ accounts. This framework,
utilising social identity theory and self-discrepancy theory, provided an understanding of how
the participants’ experiences and sense-making processes occurred on both a personal and
social level. These findings have important implications for universities, as they demonstrate
that they can play a key role in validating the experiences of students with ME/CFS, as well
as providing both formal and informal support. The findings also emphasise the key role of
social interactions, adding to the limited research regarding the social level in relation to self-
esteem. Suggestions are also made for how social identity theory and self-discrepancy theory

could be extended to incorporate key experiences of those with a chronic illness.



Introduction

University students with Myalgic Encephalomyelitis (ME) and Chronic Fatigue
Syndrome (CFS) are an under-explored population, despite evidence that individuals with
ME/CFS have a low subjective well-being (Drachler et al., 2009; McManimen et al., 2018),
and students with chronic illnesses experience stigma and discrimination on university
campuses (Mills, 2017; Newman et al., 2019). Additionally, the invisibility of ME/CFS can
result in students receiving a lack of support and empathy (Chu et al., 2020). This
demonstrates the difficulties that students with ME/CFS are likely to encounter and the
importance of understanding how they experience and make sense of their illness. ME/CFS is
an illness which is subject to debate, as are the terms used to describe it. An overview of the
illness is outlined below, along with a discussion of the everyday experiences and challenges
that individuals with the illness face. Following this, research investigating experiences of
students with chronic and invisible illnesses is outlined. In the final sections, the approach to
the current research study will be summarised: the theoretical framework of self-esteem, the
methodological approach of Interpretative Phenomenological Analysis (IPA) and how
literature used to support the study was found. Finally, the focus of the present research study

will be presented.
An Overview of ME/CFS

ME and CFS are terms used interchangeably in the UK to describe the same illness.
The lack of a biological marker for ME/CFS makes it a difficult condition to define and
decreases the possibility of a diagnosis for individuals experiencing symptoms (Mengshoel et
al., 2020). There are currently more than 20 case definitions and criteria used for ME/CFS
(Brurberg et al., 2014). These have similarities and differences, but all rely on the absence of
other illnesses (Sweetman et al., 2019). The NHS uses the guidelines defined by the National

Institute for Health and Care Excellence (NICE; 2007) which state that a patient will



experience new or sudden disabling tiredness which lasts for a long time or is recurring and
gets worse after activity. They also state that patients will have some of the following
symptoms: problems sleeping, muscle or joint pain, headaches, sore throat, flu-like
symptoms, feeling dizzy, sick or having heart palpitations, as well as problems thinking,
remembering, concentrating or planning. The cause of ME/CFS is unknown, but it has been
linked to infections from viruses such as Epstein-Barr, changes in the immune system, as
well as a genetic link (CDC, 2018). Individuals with a diagnosis can experience different
symptoms, and individuals can experience variation in their symptoms day-to-day (NHS,
2017).

The history of the terms used to describe ME/CFS illustrate the debated nature of the
illness. The term ME was introduced in the UK in 1956 in The Lancet after an outbreak of a
disease at the Royal Free Hospital (Wojcik et al., 2011). The term ME was coined by
Ramsay, head of the hospital’s Department of Infectious Diseases, to reflect the muscle pain
(myalgic), as well as the damage to the nervous system and inflammation (encephalomyelitis)
that was experienced (Acheson, 1956). ME was initially reported in epidemics, but today,
endemic cases are mostly reported (Underhill, 2015). In 1988, the term CFS was used in
America to describe individuals who did not recover from infections in the timescale
expected. The term CFS was developed by the Centers for Disease Control and Prevention
(CDC), as they argued it emphasised the fatigue characteristic of the illness, and suggested it
was a more neutral term (Holmes et al., 1988). There are ongoing discussions amongst the
scientific community, healthcare professionals and patients regarding the correct term. The
term CFS has been challenged by patients who argue that it trivialises the illness and
perpetuates stigma, as it does not emphasise the severe nature of the fatigue that individuals
with the illness experience (Jason & Richman, 2007). The present researcher shares this

view, that the term CFS does not capture the intensity nor range of symptoms that can be



experienced. As the international debate is on-going (Jason & Johnson, 2020), the term
ME/CFS will be used throughout this dissertation.

The number of people in the UK with ME/CFS is estimated to be around 0.2% — 0.4%
of the population, equating to around 260,000 people (Walsh et al., 2020). However, without
a biological marker (Bested & Marshall, 2015), and a lack of knowledge about the illness in
the primary care setting (Thomas and Smith, 2005), it is difficult to get an accurate
understanding of how common ME/CFS is in the population (Lim et al., 2020). However, it
is known that the onset of the illness usually occurs in those aged in their early twenties to
mid-forties and it is twice as likely to affect women than men (CFS/ME Working Group,
2002). Therefore, undergraduate and postgraduate students are within the age range of the
condition’s likely onset. The NICE (2017) guidelines state that whilst there is no
pharmacological cure for the illness, management strategies and medication should focus on
relieving the symptoms. This illustrates the need to understand how ME/CFS affects
individuals’ subjective well-being, and to develop strategies and interventions that can help
patients cope.

The Experience of Living with ME/CFS

Individuals with ME/CFS experience a range of physical, social and emotional
difficulties. The physical impact on individuals varies depending on their symptomology, and
can be focused on issues with pain, cognition or mobility (Collin et al., 2016). The severity of
these symptoms varies and, when most severe, cause profound and prolonged disability
(Horton et al., 2010). Social and emotional difficulties are also serious, with the illness
affecting individuals’ social lives and subjective well-being (Nacul et al., 2011). A systematic
review by Drachler et al. (2009) highlighted that individuals often felt excluded from the
social aspect of their lives, lowering their subjective well-being and sense of control. Stigma

and unsupportive social interactions have also been described as a risk factor for depression



in those with ME/CFS (McManimen et al., 2018). The importance of this is shown in a study
by Roberts et al. (2016) which found that there was a seven-fold increase in suicide in
individuals with ME/CFS, which they argue could be due to the comorbidity of ME/CFS and
psychiatric conditions. These issues are often exacerbated due to a lack of clarity regarding
the illness which can leave individuals without support from healthcare professionals, as well
as friends and family (Dickson et al., 2007). A study by Broughton et al. (2017) found that
adequate support is key to improving patients’ well-being and therapeutic outcomes. They
found that by attending a specialist ME/CFS service and receiving validation of their illness,
patients were more accepting of their illness and found ways to adapt.

These physical, social and emotional difficulties can affect an individuals’ self-
concept and identity. Self-concept is defined as the way in which individuals view
themselves and is described as the “the totality of an individual’s thoughts and feelings
having reference to himself as an object” (Rosenberg, 1979, p.7). Identity has more of a focus
on how an individual believes they are perceived by others and describes the nature in which
people make sense of themselves by comparison with social categories. It is defined as “an
individual’s sense of self defined by (a) a set of physical, psychological, and interpersonal
characteristics that is not wholly shared with any other person and (b) a range of affiliations
(e.g., ethnicity) and social roles” (APA, 2020a). Both self-concept and identity are formed
from social interactions (Millward & Kelly, 2003), highlighting how both personal and social
factors are key to understanding how people with ME/CFS make sense of their illness and
adapt their identity (Dickson et al., 2008).

Research looking into the effect that ME/CFS has on one’s sense of self has been
undertaken using qualitative approaches, particularly using IPA. A study by Wilde et al.
(2020) found that men with ME/CFS struggled to adapt their identity to incorporate their

illness, seeing it as a threat to their masculine identity, for example, by no longer being able
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to undertake physical activity, or meeting friends for an alcoholic drink. The importance of
social context was shown in a study by Dickson et al. (2007), who discussed delegitimisation,
which is defined as having one’s own perception and definition of an illnesses disconfirmed
(Kleinman, 1992). They reported that delegitimisation by loved ones tended to cause
individuals to feel personally rejected, affecting their sense of self and self-esteem. It has also
been found that individuals with ME/CFS can experience an ‘identity crisis’ due to the loss of
control over their body and personal life (Dickson et al., 2008). Longitudinal studies have
provided a unique insight into identity reconstruction over time. Whitehead (2006) found a
non-linear trajectory of an individual’s identity encompassing the following phases: an initial
phase of disruption, followed by a medium-term phase, in which individuals desire to go
back to their former self, and finally a period of progression to a new self. More recently a
study by Arroll and Howard (2013) emphasised the post-traumatic growth that can come
about from having ME/CFS, which is the idea that enduring adversity can result in positive
growth (Tedeschi & Calhoun, 1996). Aroll and Howard (2013) found that two participants
experienced personal growth and entered into a positive phase of their lives. This research
illustrates the long-term effect that ME/CFS can have on an individual’s identity, which can

result in both challenges and positive growth.
Students and Chronic IlIinesses

The challenges faced by individuals with chronic illnesses can be amplified in a
student environment, due to students moving away from support networks (Fleming et al.,
2018), and negotiating a new student identity (Spencer et al., 2018). Students with known
disabilities (which includes those with chronic illnesses, such as ME/CFS) made up 13% of
the student population in the academic year 2018-2019, representing an increase of 74,090
students from 2015-2016 (HESA, n.d.). The introduction of the 2010 Equality Act resulted in

discrimination against someone with a disability being unlawful. Therefore, universities had



11

to provide reasonable adjustments to students with disabilities in all aspects of their
university experience, including academic and support services. Adjustments that students
with ME/CFS are likely to receive include being flexible with attendance requirements,
deadline extensions and providing additional support for examinations, such as rest breaks
and separate rooms (Action for ME, 2013). However, to the researcher’s knowledge, the only
paper that examines provisions for university students with ME/CFS took place in America
and it was argued that universities struggle to support students with fluctuating conditions
(Chu et al., 2020).

There is limited research into the everyday experiences of university students with
chronic illnesses and how they make sense of it (O'Shea & Kaplan, 2018; Spencer et al.,
2018). However, a phenomenological study by O'Shea and Kaplan (2018) found that students
with psychiatric illnesses were engaged in a continuous process of meaning-making to
understand their disability, and that it was a negotiation at an individual and social level.
Research has also shown how the social environment of universities can negatively impact
students’ self-esteem. For example, research undertaken by Newman et al. (2019) found that
stigma and discrimination on university campuses affected the sense of purpose felt by
students with disabilities, which is associated with subjective well-being. This reveals how
individuals with chronic illnesses are struggling to make sense of, and accept, their illness.
Other research highlights the impact of stigma and discrimination by discussing how students
with invisible disabilities often choose to hide their illness to blend in with their peers (Mills,
2017), with disclosure a conscious decision (Markoulakis & Kirsh, 2013; Miller et al., 2019).
This research acknowledges that students with invisible illnesses and disabilities have the
opportunity to present different identities, and that their sense of self can be challenged by the

university environment.
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Theoretical Framework: Self-esteem

Self-esteem is a person’s subjective evaluation of themselves, which is often
conceptualised as the “feeling that one is ‘good enough’” (Rosenberg, 1965, p.31), and
involves acceptance and respect of oneself (Orth & Robins, 2014). Self-esteem differs from
self-efficacy, which focuses on an individual’s evaluation of their ability to achieve in
different situations (Bandura, 1994), and self-confidence which is the trust in one’s abilities
and judgements (APA, 2020b). Therefore, self-esteem does not necessarily reflect an
individual’s abilities but rather, high self-esteem correlates to feelings of acceptance of one’s
capabilities. Self-esteem is also related to self-concept but differs in that one’s self-concept
focuses on an individual’s sense of themselves without evaluation (Rosenburg, 1979). Self-
esteem can be measured at multiple levels, with the self being formed at the personal,
collective and relational level (Du et al., 2017). The personal level comprises of individual
characteristics and traits, the collective level is formed by dyads, and the relational by group
membership (Brewer & Gardner, 1996). In the field of psychology, self-esteem has been
viewed as the key to predicting a wealth of positive benefits, including health, happiness and
prosperity (Baumeister, 2005). However, more recently, it has been subject to criticism that
its importance has been over-emphasised (Eromo & Levy, 2017). Despite this, research has
found correlations with low self-esteem and negative outcomes for individuals with chronic
illnesses, including self-stigma (Corrigan et al., 2006), maladaptive coping strategies
(Connell et al., 2012), and psychiatric comorbidities (Sowislo & Orth, 2013). Self-esteem
was selected as the theoretical framework for this research as it reflected the accounts of
participants and enabled a further understanding of their psychological well-being. Two
theories relating to self-esteem will be used, social identity theory (SIT; Tajfel & Turner,
1986) and self-discrepancy theory (SDT; Higgins, 1987), in order to explore the mechanisms

underpinning the participants’ well-being.
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Social Identity Theory

SIT (Tajfel & Turner, 1986) proposes that group membership guides the formation of
an individual’s self-concept (e.g., being disabled or a student), as well as intergroup
behaviour. The theory can be used to understand stigma and discrimination through the
creation of in-groups and out-groups: in-groups are those which an individual belongs to and
identifies with, whereas out-groups are those which an individual does not belong to or
identify with. It is argued that individuals seek to increase their self-esteem by attributing a
higher value to their own groups (Billig & Tajfel, 1973). The causality of this relationship has
been subject to criticisn (Turner, 1999), but on the whole, there is evidence to support the
idea that self-esteem is increased when people see their in-group favourably (Brown, 2000).
However, the status and power of groups has been found to affect the consistency in which
individuals favour in-groups (Sachdev & Bourhis, 1981; Reichl, 1997). Reviews and meta-
analyses (Bettencourt et al., 2001; Brewer, 1979; Mullen et al., 1992) have found that higher-
status groups are more discriminatory, whilst lower-status groups are more likely to show
out-group favouritism in status-related domains. SIT has been applied in research undertaken
to understand the psychological well-being of individuals with chronic illnesses (Abraido-
Lanza & Revenson) and health-related behaviour (Harwood & Sparks, 2003). SIT has also
helped researchers understand how social interventions for people with chronic illnesses can
improve psychological well-being, through support and sense of community (Haslam et al.,
2012). SIT, rather than identity theory, was chosen to be used in this research due to its focus
on individuals’ identification with a social group rather than a particular role (Stets & Burke,
2000).
Self-discrepancy Theory

In SDT (Higgins, 1987) different domains of the self are defined: the attributes an

individual believes they possess, which come from both self-reflections and feedback from
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others (actual self), the way in which an individual wishes to be (ideal self), and the
responsibility they feel to act in a certain way (ought self). Higgins et al. (1986) argued that
discrepancies between these selves will result in an individual experiencing emotional
vulnerabilities. He attributed discrepancies in the actual and ought self to depressive
emotions, and the actual and ideal self to anxious emotions. He argued that as these emotions
make individuals uncomfortable, they will seek to eliminate or reduce these discrepancies.
The discrepancy between the actual and ideal self has been linked directly to an individual’s
self-esteem (Moretti & Higgins, 1990), and SDT has also been used to understand
psychological well-being in individuals with chronic illnesses. Research with women with
chronic illnesses (Heidrich and Powwattana, 2004), and individuals with chronic lower back
pain (Waters et al., 2004), found that smaller self-discrepancies are linked to higher
psychological well-being. SDT has been subject to criticism by researchers who argue that
ideal and ought discrepancies are related to both depressive and anxious emotions (e.g.,
Ozgul et al., 2003; Phillips & Silvia, 2005, 2010), however, support for the theory has been
found in multiple studies, including those using university students as the sample population
(e.g., Boldero & Francis, 2000; Higgins et al., 1985). SDT was used to interpret the findings
of this study, as the negative emotions participants described were similar to those outlined
by Higgins (1987). Additionally, unlike similar theories, such as cognitive dissonance theory
(Festinger, 1957) and self-awareness theory (Duval & Wicklund, 1972) which also seek to
explain imbalances in one’s self, it provides a framework to understand the specific emotions

associated with self-discrepancies.
Methodological Approach: Interpretative Phenomenological Analysis

IPA provided an approach which allowed the experiences of students with ME/CFS to
be captured. It originated as a method within health psychology (Smith, 1996), a discipline

which emphasises the importance of patients’ perceptions and interpretations of their
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illnesses, which IPA is conducive to (Brocki & Wearden, 2006; Smith et al., 1997). IPA has
frequently been used to help understand the experiences of individuals with ME/CFS (e.qg.,
Wilde et al., 2020; Arroll & Howard, 2013). It was used in this study to build on this
research, as students with ME/CFS are a population which have not yet been explored from a
phenomenological perspective. An inductive IPA approach is common in health psychology
research (Brocki & Wearden, 2006), and was chosen as it enabled the researcher to focus on
participants’ accounts, rather than imposing a theoretical framework or a pre-conceived focus
on participants’ narratives (Howitt, 2019). Other qualitative approaches were considered,
including grounded theory and discourse analysis. However, grounded theory aims to reach a
more universal conclusion and generate a theory (Howitt, 2019), whereas IPA focuses on the
idiographic. This research sought personal accounts in order to understand how students with
ME/CFS see the world, providing an insight into their personal thoughts and feelings.
Discourse analysis could have been used to understand the experiences of individuals with
ME/CFS by interpreting their speech. However, this research was more concerned with
individual experiences and how these were enabling a wider sense-making process.

IPA has strong philosophical influences, with the key ones being phenomenology,
symbolic interactionism, hermeneutics and ideography. Phenomenology (Husserl, 1982),
seeks to understand conscious experiences, and it is argued that these can be understood in
the purest form by the researcher bracketing their preconceptions and presumptions.
Symbolic interactionism (Mead, 1934), is the idea that the mind and the self are created in
relation to social interactions. This is reflected in IPA, which seeks to understand how
individuals make sense of a phenomenon in relation to both their personal and social world.
Thirdly, the term hermeneutics was developed by Heidegger (1927/1962), who argued that it
was an essential component of phenomenology as individuals interpret a particular

phenomenon through their own social, cultural and historical context. There is therefore a
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‘double hermeneutics’ in IPA (Smith, 2004), by which the researcher is making sense of a
phenomenon that the individual themselves has already made sense of. Finally, in contrast to
phenomenology, IPA focuses on the idiographic (Allport, 1963), seeing each individual as a
unit of understanding. These philosophies have been central in forming the approach to IPA
and are key to understanding how the methodology is enacted.
Article Search

Avticles for this research were found by searching all databases on the research
platform EBSCOhost. The initial focus was on adults with ME/CFS, conducted using
keywords such as “ME or CFS and adults”. This was subsequently narrowed using terms
related to methodology, such as “qualitative” and finally “IPA”. Looking further at the issues
that were identified in these articles, such as identity and disclosure, these terms were
searched alongside broad terms of illness and disability such as “chronic illness or disability
and identity”, and articles relating to students and their experiences were found. Searching for
articles relating to students with ME/CFS, using keywords covering multiple phrases, such as
“students or college students or higher education or further education or university students”,
one article was found, which focused on support from occupational therapists (Chu et al.,
2020). This illustrates the lack of research that has been conducted regarding the experiences

of students with ME/CEFS.
The Present Research

The number of students declaring a disability at UK universities is increasing, and the
challenges facing students with a chronic illness is multiple. Despite universities being
legally required to support disabled students, there is evidence to suggest that they find it
difficult to support students with ME/CFS (Chu et al., 2020). Moreover, as outlined above,
there are additional challenges that individuals with ME/CFS experience, making it difficult

for individuals to make sense of their illness. This research study is unique in its focus on the
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experiences of university students with ME/CFS. Learning how they experience and make
sense of their illness aims to provide an understanding of how their psychological well-being
is affected by living with their illness, as well as to understand how university communities
can support them. This will, therefore, be explored using the following research question:
How do university students with a diagnosis of ME/CFS experience and make sense of living

with their illness?
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Methodology

As outlined in the introduction, the current study uses a qualitative approach. IPA was
chosen as it allowed the lived experiences of students with ME/CFS to be explored (Smith et

al., 2009). The use of IPA informed the approach and design of the study, as discussed below.

Researcher and Reflexivity

The researcher is a 26-year-old female with personal experience of ME/CFS after
being diagnosed during her undergraduate degree and experiencing symptoms of the illness
for around two years. This was beneficial as it enabled her to empathise with participants,
particularly given the debated and stigmatised status of the illness (Dickson et al., 2007;
Jason & Johnson, 2020). In order to acknowledge and address her personal experience, the
researcher was careful to monitor her personal feelings, and understand where she might be
interpreting participants’ experiences as similar to her own. A research journal was used to
write down initial feelings and perceptions after each interview and whilst carrying out the
analysis (Brocki & Wearden; Smith et al., 2009). This provided the researcher with the space
to reflect on her thinking and bracket off preconceptions (Gadamer (1960/75).
Participants and Recruitment

In line with IPA’s commitment to the idiographic, a small, homogenous sample was
used (Brocki & Wearden, 2006; Smith et al., 2009). Eight participants were interviewed, as
this number enabled a commitment to each individual, whilst also ensuring there was enough
data to analyse due to the decision to interview each participant only once (Smith & Osborn,
2007). The criteria for participant selection were that they were studying on campus either
full or part-time at UK universities. UK students were recruited so all participants would be
part of a similar education and healthcare system. The focus on university students was
because there is evidence to suggest that students with disabilities in higher education

experience difficulties including stigma on campus (Vaccaro et al., 2019), and a change in the
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level of support they receive (Fleming et al., 2018). To ensure similarities in their
experiences, all participants saw their diagnosis of ME/CFS as their main health concern and
had been diagnosed by a medical professional. There were no parameters on other
characteristics, such as age or gender, as the main focus of the research was the similar
experience of being a student in with ME/CFS (Smith et al., 2009). Four participants were
diagnosed with ME/CFS before they went to university, and four were diagnosed whilst
there. Full participant information is displayed in Table 1. Participants were recruited using a
range of online methods: two by a student email distribution list for psychology postgraduate
students; three from adverts posted on the forum Reddit.com; three by an advert posted by

the ME Association on their Facebook page. An example advert can be found in Appendix A.

Table 1
Participant information
Pseudonym Gender Age Years Time since Full or part-  Undergraduate
experienced diagnosis  time study  or postgraduate
symptoms
Clara F 28 9 years 4 months FT PG
Evelyn F 23 8 years 5 years FT UG
Gabriel M 54 13 years 4 years PT (and PT PG
work)
Kayleigh F 21 6 years 7 months FT uG
Lottie F 23 11 years 11 years FT PG
Phoebe F 22 3 years 2.5 years FT UG
Ramona F 23 10 years 6 years FT UG
Sophie F 22 2.5 years 2 years PT UG
Materials

Semi-structured interviews were used as they enable rich data to be elicited from
participants and are the preferred means of data collection when using IPA (Smith et al.,
2009). They also allow the researcher to probe further into topics, as well as allowing

participants to convey what they regard to be important (Pietkiewicz & Smith, 2014).
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Additionally, one-to-one interviews have the privacy to enable personal discussions to take
place and provide participants time to speak at length (Smith et al., 2009). The interview
schedule (Appendix B) was developed in relation to the research question. The questions
were developed by thinking about different topic areas, such as support and identity, that
would enable the research question to be answered. They were also developed to enable
participants to speak about what was important to them, by being open, and requiring limited
interruption from the researcher (Smith et al., 2009). Additionally, a question asking
participants to discuss a metaphor that they felt captured their experience as a student with
ME/CFS was added, which they would be asked to think of before the interview. Metaphors
can be seen as a reflection of how individuals perceive their reality and can function as a
conscious or unconscious understanding of individuals’ thoughts and identity (Rees et al.,
2009). They have been used in previous research with participants who have health
conditions (Mitchell et al., 2011; Smith & Sparkes, 2004), as they are a powerful means of
understanding participants’ experiences (Schechter & Firuz, 2015). The questions were
subsequently arranged in a logical, temporal order, starting with initial experiences with the
iliness, followed by questions about their current experience as a student. This allowed
participants to describe events that had taken place in the past, such as their diagnosis, at the
beginning of the interview enabling them to become comfortable with the interview situation
(Smith et al., 2009).

Procedure

Pilot Study

Once the initial interview schedule had been drafted, a pilot study was conducted with
someone who met the participant criteria. This was conducted to ensure that the questions
asked in the interview provided appropriate and rich data (Malmgquvist et al., 2019). One

question was removed as the pilot participant suggested it could cause a negative emotional
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response. Warm-up questions were also added to enable participants to relax. Additionally,
prompts relating to whether family, friends and health professionals understood the illness
and if they accommodated their illness suitably were included, as the pilot participant felt
these were an important aspect of support. Examples of the amendments can be found in

Table 2. The initial interview schedule devised before the pilot study can be found in

Appendix C.
Table 2
Amendments to interview schedule
Original question Amendment
Can you tell me about the main types of  Added prompts: Do your friends and family
support you receive from friends and understand your illness? Do you think they
family? accommaodate your illness suitably?
No warm-up questions included Added in: Please could you tell me a bit

about the course that you’re currently
studying? Why did you choose to do this

course?
How did your life change after your Removed question as it was identified as
diagnosis? potentially particularly upsetting for

participants.

Main Study

Interviews were conducted using the video-calling software Zoom, which was chosen
as it complies with GDPR regulations. The decision to use video-calling was made before
government guidelines due to COVID-19 restricted the use of face-to-face interview. Video-
calling enabled participants to undertake the interview without inducing additional fatigue or
distress from travelling, an approach which has been used in previous research with
participants who have ME/CFS (Aroll & Senior, 2007). It also meant the times of the
interviews were flexible, and participants could be in the comfort of their home. Additionally,

students from across the UK could participate, rather than solely recruiting participants in the
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researcher’s location. Once participants contacted the researcher, they were asked to read a
Participant Information Sheet (Appendix D). This provided them with the required
information to understand the procedures and aims of the research, and meant they could
provide informed consent, which they did by signing a consent form (Appendix E) before the
interview took place. In advance of the interview, participants were also asked to think of a
metaphorical description of their experience as a student with ME/CFS. However, it was
stated that it was not necessary to do so in order to undertake the interview.

The longest interview was 60 minutes and the shortest 43 minutes. The interviews
began with the researcher providing an overview of the research and the nature of the
interview. Participants were also reminded of their right to a break during the interview, or
termination of the interview without consequence. Participants were then asked warm-up
questions to ensure they felt comfortable, and to build up a rapport, which is important to
enable participants to feel open to discuss their experiences (Smith & Osborn, 2003). The
questions on the interview schedule were used to structure the conversation, but these were a
guide, and probing was used to gain a richer insight into the topics participants discussed to
understand what they were feeling and thinking (e.g., “Can you tell me more about that?”/
“How did that make you feel?”).

At the end of the interview a question regarding the future was asked, encouraging
participants to leave feeling optimistic (Thompkins et al., 2008). If there was time remaining,
participants were asked if they would like to add anything to the discussion that was not
mentioned previously (McGrath et al., 2019). To conclude the interview, participants were
orally debriefed, which is good practice in qualitative research (Howitt, 2019): they were told
how they could remove their information from the study, reminded about the charities listed

in the Participant Information Sheet and offered the opportunity to ask any questions.



23

Participants were also asked whether they would like to choose a pseudonym to enable them
to quickly identify themselves if they read the final report (Mukungu, 2017).

Immediately after the interview, initial thoughts and feelings were recorded in a
research diary, which is recommended when undertaking qualitative research in order to
bracket off the initial thoughts and feelings (Brocki & Wearden, 2006). Participants were also
emailed a debriefing sheet (Appendix F), as a reminder of the discussion in the oral
debriefing. The interviews were recorded using voice recording software on the researcher’s
laptop, as this is more secure than using Zoom’s recording service and did not involve video-
recording. The interviews were transcribed using the transcription service Otter.ai., and
subsequently checked and edited manually by the researcher, and additional information such
as pauses, and laughter were added to provide context. All data was stored on the University
of Glasgow’s secure OneDrive.

Data Analysis

Data was analysed using IPA, using the stages outlined by Smith et al. (2009).
However, these were broad stages and the researcher went back and forth between them. The
implementation of these stages in the current study is outlined in Table 3. A journal was used
by the researcher alongside the analysis process to reflect on her thinking and bracket off
preconceptions (Gadamer, 1960/75; Smith et al., 2008). After the analysis was completed, the
theoretical framework outlined in the introduction was explored, which aligns with an

inductive approach.



Table 3

Stages of analysis based on Smith et al. (2009).

Stage

Implementation within current study

1: Reading and re-
reading

2: Exploratory
comments

3: Developing
emergent themes

4: Finding
connections between
emergent themes

5: Moving case by
case

6: Looking for
patterns across the
cases

The transcripts were read and re-read to gain familiarity with the
interview. Looking at the transcripts in this level of detail
enabled the researcher to understand the whole interview and
move away from focusing on initial reactions and feelings.

The researcher made initial notes on the transcript. Different
comments were made relating to descriptive, linguistic and
conceptual aspects. Different colours and fonts were used to
highlight the transcript and notes in relation to these different
comments (see Appendix G for an example). The metaphors
participants discussed were analysed at this stage alongside the
interview data.

Emergent themes were constructed based on the notes made in
stage 2, and the researcher’s interpretation of these notes (see
Appendix G for an example).

Connections between emergent themes were found through
different processes. Abstraction (putting similar themes
together), subsumption (emergent theme became a superordinate
theme), polarisation (finding oppositional relationships between
themes), and contextualisation (putting themes together which
related to key life events) were used as different methods for
forming connections. This resulted in a list of subordinate
themes which categorised the emergent themes (see Appendix H
for an example).

Each case was analysed using stages 1-4, enabling a focus on the
idiographic and ensuring themes were developed from each case.

Cases were compared, and subordinate themes which occurred

in three or more of the cases were included. This resulted in a list
of master and emergent themes for all the cases (see Appendix

). If they fitted within the themes developed, the metaphors that
participants discussed were also included as evidence. At this
stage, the original transcripts were also re-read to ensure that the
themes reflected the narratives that participants gave. (Collins &
Nicolson, 2002).

Ethics
The research was conducted in line with the British Psychological Society’s Code of

Ethics and Conduct (2018) and was approved by the School of Education Ethics Committee
at the University of Glasgow (Appendix J). To ensure data protection, interview recordings

and personal information were stored on the University of Glasgow OneDrive, a secure cloud
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software. When the interviews were transcribed, participants were de-identified, and
allocated pseudonyms. The key to their real names and contact information was kept on a
password protected document. In advance of the interviews the researcher also familiarised
herself with the guidelines outlined by Dempsey et al. (2016) to plan in case a participant
became distressed during the interview, for example, offering the participant a break and
switching off the audio recorder.

Quality of the Research

The quality of qualitative research is difficult to assess, but terms such as credibility
and trustworthiness are increasingly being used (Golafshani, 2003). These are terms that are
difficult to define in practice, but guidelines have been written regarding how to act on them
when conducting qualitative research (e.g., Elliot et al., 1999; Yardley, 2000). Smith (2011)
has also outlined quality criteria specifically for IPA research. Table 4 outlines how these
criteria have been achieved in this research. These criteria were followed when deciding on

the research design, and whilst carrying out the analysis.



Table 4
Quality criteria based on Yardley (2000), and examples from Elliot et
al. (1999) and Smith (2011).

Criteria How this was achieved in the current study

Sensitivity to context ~ The profile of the participants is outlined in Table 1. The
interview questions were designed to ensure that contextual
information was collected at the beginning of the interview.
Verbatim quotes have also been included in the analysis so
that the reader can understand the context of the claims
made.

Commitment and rigor  IPA principles were used whilst developing the research
question and whilst conducting the analysis. A pilot study
was conducted to ensure that the interview would collect
appropriate data. Sufficient density of a least three
participants for each theme was used in the analysis (Smith,

2011).
Transparency and The stages used in the analysis have been outlined in Table 3,
context and examples of these stages are provided in Appendices G,

H and I. The researcher’s own interests and experiences are
outlined in the reflexivity section (Elliot et al., 1999), and
reflected upon throughout the project by using a research
diary.

Impact and importance The topic discussed in this research is one which provides a
voice to those who often face stigma and delegitimisation
(Dickson et al., 2007). Highlighting the experiences of
students with ME/CFS will be of use to university
communities.

26
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Analysis

IPA was used to analyse the data in response to the research question: How do
university students with a diagnosis of ME/CFS experience and make sense of living with
their illness? Three superordinate themes with further subordinate themes were developed
and are displayed in Table 5. Taken together, these interrelated themes illustrate how the
participants’ subjective well-being is affected due to their illness, and that making sense of
their illness was an ongoing process. As part of the interview, participants were asked to
think of a metaphor, and these are displayed in Table 6. Two participants had not
remembered about the suggestion of a metaphor before the interview, which was not
mandatory for taking part in the research. These metaphors, from six participants, help to
understand their individual narratives and experiences. Taken together, they highlight
participants’ lack of control over their illness and their experience of having to overcome
difficulties. Table 6 outlines which of the themes each participant contributed to, and the
subordinate themes their metaphors fitted within are shown in bold. The metaphors discussed
by Clara and Ramona are broader depictions of their experience, and therefore did not fit into

one specific theme.

Table 5

Superordinate and subordinate themes

1. University as 2. Negotiating disclosure 3. Loss and adaptation
(de)legitimising

1a. Delegitimisation 2a. Stigma 3a. Academic persona
1b. Legitimisation 2b. Struggling to advocate 3b. Social life

2c. Deciding to hide 3c. Physical body




Table 6

Metaphors and themes contributed to

Pseudonym

Themes
contributed
to

Metaphor

Clara

Evelyn

Gabriel
Kayleigh

Lottie

Phoebe

Ramona

Sophie

1a, 1b, 2a,
2b, 2c, 3a,
3c

1a, 2a, 2b,
33, 3b, 3c

2b, 3a

1a, 2a, 2c,
33, 3b, 3c

1b, 2¢

1b, 2b, 2c,
33, 3b, 3c

1b, 2b, 33,
3c

1b, 3b, 3c

Image of different selves: Clara discussed a cartoon
image which depicted three people, one which had a
frown and was her now, and one which was her in the
future who was happy with a PhD. In between the
images was another person, which had a scribble on it.
She described how in order to get from being sad to
happy she had to get through the scribble of her student
experience to reach her goal of completing her PhD.

Damaged battery: Evelyn used the metaphor of a
damaged battery to describe the unknown and
fluctuating nature of the illness, and the lack of control
she has over her symptoms.

Constantly hungover: Kayleigh described her
experience as similar to being hungover, as she often
feels groggy, exhausted and has a pounding headache.

Bed: Phoebe discussed the importance of her bed as a
place in which she finds comfort and security. This was
a big change in her life, as she described how before she
got ill, she would only sleep for 5 or 6 hours.

Really big set of hills: Ramona discussed her
university experience as a hilly range, where small
problems transform into a big hill that she had to
overcome. She also discussed how there were times in
which she felt as though she was going downbhill, but
there were never any periods of stability.

Puzzle piece: Sophie spoke about how she pictured her
life as a puzzle. She described herself with ME as a
single puzzle piece which had been removed from the
context of her life.
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1. University as (de)legitimising

This superordinate theme describes how universities can act as an authority to both
delegitimise and legitimise ME/CFS as a serious illness. The first subordinate theme
discusses how participants experienced delegitimisation, which is defined as the concept of
having one’s own perception and definition of an illness disconfirmed (Kleinman, 1992). The
second subordinate theme provides a counter to the first, by highlighting how participants
experienced legitimisation, in which an individual’s definition of an illness is validated.
These two subordinate themes, therefore, reflect the disputed nature of the illness within
society, and that often participants did not know how their illness would be received at their
university. Further quotes in support of each subordinate theme are in section 1 of Appendix
l.
la. Delegitimisation

Three participants described experiences of delegitimisation, which mostly focused
on the disability services and their tutors. Clara describes her experience of having to

repeatedly justify herself when she needed support to complete her university work:

... you're just put on the front page it’s very much kind of like, you have chronic
fatigue so tell us what it's like... 1 don't really want to do that every single time I need
a week off, extension, so | kind of feel like you’re getting a bit poked and a bit

prodded (Clara_28 PG).

Clara discusses how she is regularly being asked to justify and explain her symptoms. Her
emphasis on how she has to explain herself “every single time”, illustrates how it is likely
that she would prefer to only have to tell her story once. This experience makes her feel as

though her illness is not valid and makes her feel exposed and vulnerable like she is on the
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“front page”. Clara’s description of being “a bit poked and a bit prodded” brings about an
image of her as a patient being invasively examined, with the university in charge of deciding
what is in fact “‘wrong’ with her. The power dynamic described here also depicts the
university as more powerful than her, as the expert in the situation rather than Clara. This is
likely to lead to Clara feeling disempowered, as she is not seen as an expert on her own
illness.

Other participants described specific conversations with university staff who
delegitimised their symptoms. Kayleigh describes a conversation she had with her tutor when
she went to explain to them why she was not able to complete her major project in the way

that she had originally planned:

I just sort of said to her, like, you know, I might have ME, and... | don't want to put
too much strain on myself [laughs]. She just kind of said, oh, have you tried taking
vitamin B12...she was like my mum had ME, and it’s just like, are you sure, you

don’t seem to know what it is? (Kayleigh_21 UG)

This quote illustrates how Kayleigh is being told to take a supplement, rather than being
listened to as an expert on her own illness. Kayleigh later mentions that she does take “a lot
of vitamins but it’s not... going to cure everything”, reiterating how Kayleigh has not been
given the space to explain her illness and how she is managing it. This experience of
delegitimisation left Kayleigh feeling as though she “couldn’t really go to my tutors and be
like, oh, I'm struggling right now”. This highlights the effect that these informal
conversations can have on students, as well as the importance of validating students’

experiences, and discussing which solutions would work for them.
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1b. Legitimisation

Five participants described feelings of legitimisation: one alongside experiences of
delegitimisation, and four spoke solely about how their university had legitimised their
illness. These experiences of legitimisation were described as a break from other institutions
or personal relationships in their lives, in which their iliness was often delegitimised. Phoebe
describes how she was surprised to find her university more accepting than any other

organisation she had been in contact with:

I've found them...one of the most accepting and...helpful organisations...which has
been... quite refreshing...I've never had anything of a debate about whether or not it

is an illness or not there was...never that issue. (Phoebe 22 UG).

Phoebe describes her university as “refreshing” as she had not expected the university to
accept her illness. This illustrates the critical role that universities can play in students’ lives,
as a space of safety in which ME/CFS is legitimised, allowing students to seek help and
support. In addition, their university can provide a break from other organisations where they
have to justify their illness, which Phoebe described later in the conversation by saying the
support from her university was “just one less thing that | had to battle to deal with”. This
illustrates that whilst society has still not reached a point of understanding or acceptance of
ME/CFS as a legitimate illness, universities can provide a space of acceptance and support.
Sophie also described her surprise that the university knew about ME/CFS, and did

not ask her to explain it:

...it seemed like they had heard of it...which usually doesn't happen. Um because you

say it and somebody's like, oh, no, what's that? But thankfully, they seem to be like
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right okay, so we understand you’ve got ME CFS, what do you need?

(Sophie_22_UGQG).

Sophie’s account also highlights the importance of university as a space of legitimisation, as
it is a break from the usual questioning and justification that she has to provide. She also
describes how the university asked her what she needed, and therefore how they are treating
her as an expert on her own illness, rather than imposing their suggestions for support on to
her. This is particularly important for an illness such as ME/CFS in which individuals will
experience differences in their symptoms, and therefore different solutions will be helpful for
each individual.

This superordinate theme has shown the effect that university support services and
tutors can have on the experience of students with ME/CFS. The space of their university has
the opportunity to provide a break from other areas of their lives, or it can further perpetuate
feelings of delegitimisation. The university, seen as an authority in participants’ lives, also
helps them to make sense of their illness, by either legitimising their understanding of

themselves as someone with a serious chronic illness, or causing them to feel disempowered.
2. Negotiating Disclosure

This superordinate theme has three subordinate themes which describe participants’
experiences of disclosing their illness. The first and second subordinate themes describe how
concerns of stigma and needing to advocate for themselves were important in their decision
to disclose their illness. The final subordinate theme illustrates how these experiences left
participants not wanting to disclose their ME/CFS, preferring to hide it instead. Further

quotes in support of each subordinate theme are in section 2 of Appendix I.
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2a. Stigma

Three participants discussed feeling stigmatised when others found out about their
illness. This stigma was either explicit or more oblique. During the interview Clara was asked
if her symptoms of ME/CFS had increased when she went back to university to study for her
PhD. She describes how being in a university environment has not increased her symptoms,

but rather highlighted them:

| feel it's basically like, what do you call it, spotlights? So it's kind of like it was
already there. But...now like its centre stage [laughs] for everyone to see... | feel like
people look at me in a weird way and say things like that and they're thinking, if you

have chronic fatigue, why did you come back to university? (Clara_28 PG)

Clara describes how people finding out about her illness leaves her feeling stigmatised, as she
believes that those around her are questioning why she is a student if she has ME/CFS. Her
change in speech from “say things like that” to “they’re thinking”, illustrates how she almost
hears people saying these comments to her, when in fact these are her thoughts about what
those around her are thinking. Being in a university environment has resulted in Clara feeling
judged and marginalised. The question she describes people asking of “why did you come
back to university?” is likely to make her feel as though she is being marginalised from all
areas of her life, as she describes later in the conversation that “work places are worse [than]
universities”. This is likely to leave her feeling as though there is no space in which her
illness is accepted.
2b. Struggling to Advocate

The interactions participants had with others in the university community about their

illness illustrated how they struggled to explain it. Five participants discussed how they
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struggled to advocate for themselves, as well as on behalf of the illness itself. Gabriel

discusses how he sent the disability services at his university a brochure explaining ME/CFS:

...I've sent them you know, there's an Action for ME brochure that I've sent them, but
I'm not sure, well I'm pretty sure that most of the people at the university won’t

understand what it is because it's not a well understood condition. (Gabriel_54 PG)

Gabriel’s act of sending a brochure suggests that he was almost lost for words when trying to
explain his illness, as he does not have the words to explain a condition which is “not... well
understood”. Instead of explaining his own personal account, Gabriel decided to refer the
disability services to a more accredited information source. This highlights how participants
found it hard to disclose their illness to others because of concerns that they would be unable
to fully explain it and would not be seen as a credible source of information.

Phoebe adds another layer to this:

... this nervousness of like what to actually say in order for it to come across in the
best way for everybody because I also feel quite conscious that you're speaking on
behalf of like a community...but I think because there's so much negativity around it,
you almost feel a bit of a pressure to like, act a certain way or say the right thing

(Phoebe_22_UG)

Phoebe discusses how the debated nature of the illness means she finds it difficult to disclose
it, as she is worried that she has to prove that ME/CFS is a real illness in order to advocate on

behalf of others with ME/CFS. This leaves her feeling under considerable pressure to
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disclose and educate those around her, but she does not feel capable that she alone can
convince them that ME/CFS is a legitimate illness.
2c. Deciding to Hide

The active decision to not disclose their illness was discussed by four participants.
This is due, in part, to the stigma and difficulties they experienced advocating for themselves
and their illness. Lottie disclosed her experience of hiding her illness as an undergraduate

student:

So I didn't tell any of my friends that there was anything wrong with me, um for the
first two years of my undergrad degree... | just had a massive desire for people to

think that | was normal. (Lottie_23 _PG)

The length of time that Lottie did not tell her friends illustrates how strong her desire had
been to hide her illness, and her use of the phrase normal depicts how she was comparing
herself to a standard that she believed ME/CFS did not fit within. Later in the conversation
she discusses her comparison with others as “not necessarily a healthy thought process”,
highlighting how the desire to be normal was making her unhappy. Now a postgraduate
student, Lottie said she had been able to tell two friends on her course, which made her feel
more positive about herself, because they could “accept that it is just a part of who | am but
not something that defines who I am”. This illustrates how the act of hiding her illness was
perpetuating Lottie’s negative feelings towards it.

Clara introduces the theme of vulnerability in relation to hiding her illness:
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I've just gotten used to struggling in silence because you don't really want to, you
know, make yourself a bit vulnerable and...tell people things if it's not going to be of

use. (Clara_28 PG)

Clara’s experience of having to explain and advocate for herself has not been positive, as
telling her story often leaves her feeling worse due to the experience evoking feelings of
vulnerability. Therefore, she only sees telling people around her to be worth it if she receives
support in return, which has not been happening.

This superordinate theme has illustrated how participants are constantly negotiating
whether to disclose their illness. Their experience of the illness was, therefore, one which
included being fearful of stigma and struggling to advocate for themselves, which left them
feeling as though it was easier to hide their illness. This illustrates how the participants made
sense of their ME/CFS as a part of them which should be hidden from others, and their
coping mechanism was to hide their illness.

3. Loss and Adaptation

This final superordinate theme explores how participants saw their diagnosis of
ME/CFS as leading to loss in their life. The loss they experienced was discussed around three
central areas: their academic persona, their social life and loss of control over their body.
There were also instances in which participants discussed how they had come to terms with
this loss and adapted their sense of self. Further quotes in support of each subordinate theme
are in section 3 of Appendix I.
3a. Academic Persona

Six participants discussed how becoming ill changed their ability to achieve

academically. They told stories about how they had been in the past, citing examples of being
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top of the class or perfectionists in their academic work. Ramona explains how her poorer

academic performance has changed her view of herself as a student:

...when | was younger, | was always the best at everything. | was like, top of the class
of everything, and it's really hard now to be like middle to bottom with grades
because | just don't have the energy to make it any higher or revise four times a day so

that...makes you feel like, yeah, less of a worthy student. (Ramona_23 UG)

Ramona explains how she feels a divide in how she used to be and how she is now as a
student. She has lost her ability to be the “best at everything”, which was when she was
worthy of being a student. This highlights how her illness has resulted in her losing her
identity as a high academic achiever, leaving her feeling despondent.

However, two participants spoke about this loss, but then also about how they had

adopted a kinder attitude to themselves:

...but since being ill the focus and the ability to concentrate on something has just
gone. And so sometimes sitting and thinking, right look, you can't like, not beating
myself up about it, basically. And so, accepting that if you get a 2:1, it's not like the

end of the world [laughs]. (Phoebe 22 _UG).

Phoebe describes how she is trying to adapt to be kinder to herself. Later in the conversation,
she explains that she does not want to think of her illness as an excuse but “then | have to

remember that it is like a, | see it as like a disability”. She is trying to come to terms with the
severity of the illness, which is an ongoing process of negotiation with herself about whether

to be kinder to herself in relation to her grades. This shows how participants are managing to
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adapt and learn to accept their illness. It also highlights changes in how participants are
assessing their achievements, and therefore how they feel about themselves.

3b. Social Life

Another key area of loss mentioned by four participants was their social lives. This had
largely been lost since becoming ill in order to prioritise studying, housework and resting.

Sophie explains how she is currently missing a social context in her life:

| feel like I've missed out on so much so it's almost like an incomplete puzzle...would
be the way | kind of picture it, just because certainly over the last kind of year and a
bit I feel like I've missed out on so much, um because | felt I had to cut myself back a

lot with like, the...social side of things. (Sophie_22_UG)

Sophie discusses how she has been removed from a social context, which has left her feeling
as though her illness has caused her to lose an important part of who she is. This is likely to
have been reinforced by the generally accepted idea of university as an environment in which
socialising is encouraged and seen as an important aspect of student life.

One participant, Evelyn, discusses how she has adapted her social life by becoming

friends with other people with disabilities, as they understand how she is feeling:

...whereas the friends that I’ve got now it’s understood that we would...move the bit
of the world for each other, but if we have the energy... out of my four or five friends,
three of them have active mobility or fatigue issues, and one of them used to have it,
so nowadays, like the people I surround myself with, are very much in the same boat.

(Evelyn_23 UG)
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Evelyn describes how the friends she has now understand that she would “move the bit of the
world” for them, but that she does not always have the capacity to do so due to her illness. By
surrounding herself with people who are in the same situation, and who understand what she
is going through, she has removed some of the pressure to live up to expectations placed on
her friendships. This adaptation of her social life has enabled her to have a more positive
view of herself.
3c. Physical Body

The final area that six participants discussed was feeling disconnected and frustrated
with their bodies, as though they had lost control over them. Many participants discussed
how, prior to becoming ill, they were very active and had since found it difficult to adapt to a
new identity of not being able to do activities that had previously contributed to their
definition of themselves. Evelyn described, through a metaphor of a damaged computer

battery, the unpredictable relationship she now has with her body:

... iIf you have a damaged battery, even if it's fully charged when you first start using
it, it might suddenly jump down to 40%, or it might still not turn on, like your
computer might turn on, but then keep having alerts and going dim and doing like that
sort of thing. Um so that's, it more kind of unpredictable, and is based on the idea of

something just not quite doing what it's supposed to. (Evelyn_23_UG)

Evelyn describes her body as a “damaged battery”” showing how she sees her energy levels as
unpredictable, and she has lost her control over her body. Relating her body to a material
object makes it seem as though she is so detached from her body that she struggles to see

herself as a functioning human being, highlighting the level of loss she has experienced.
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One participant, Sophie, described how she has had to adapt to her body’s

capabilities:

...before my sport was my stress relief and when you don't have a stress relief, it's just
like right, | need something...so um my go to became, adult paint by numbers,
because it was just, it was getting you sitting not really thinking about anything, and

it's really relaxing (Sophie_22_UG)

Sophie describes how as a result of having to play less sport she needed to find something
that would provide her with some of the same positive benefits. By adapting, and taking up
new creative and artistic hobbies, she has managed to retain these benefits and it has helped
her to feel better about her illness.

This final superordinate theme explored how adapting to life with ME/CFS was a
process for participants, one which was often defined by a sense of loss, but one which also
provided opportunities for them to be more accepting of their illness. It also highlights how
participants made sense of their illness by comparing themselves to how they were before

they became ill.
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Discussion

The present study aimed to explore how university students with a diagnosis of
ME/CFS experienced and made sense of living with their illness. Using IPA to analyse the
data, three interconnected themes were developed: ‘University as (de)legitimising’,
‘Negotiating disclosure’ and “Loss and adaptation’. The theoretical framework of self-
esteem, which is an individual’s subjective evaluation of themselves (Rosenberg, 1965),
provides an understanding of how the participants’ diagnosis of ME/CFS affects their
subjective well-being. This framework, utilising social identity theory (SIT; Tajfel & Turner,
1986) and self-discrepancy theory (SDT; Higgins, 1987) provides an understanding of how
the participants’ experiences and sense-making processes occurred on both a personal and
social level. Additionally, SIT and SDT enable the mechanisms influencing participants’
psychological well-being to be explored. Figure 1 summarises the findings of the present
study by illustrating participants’ experiences and sense-making processes, and how these are
both increasing and decreasing their self-esteem. Each theme will be discussed in turn, in

light of this theoretical framework, and alongside literature in the field.
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Participants discussed how their universities were both delegitimising and
legitimising of their illness. Delegitimisation is the concept of having one’s own perception
and definition of an illness disconfirmed (Kleinman, 1992). This was demonstrated in
participants’ accounts of experiencing a lack of understanding and validation from their
tutors and the disability services at their university. Similar experiences of delegitimisation
have been described in research with adults who have ME/CFS, in relation to their
interactions with healthcare professionals and loved ones (Clarke & James, 2003; Dickson et
al., 2007; Edwards et al., 2007). However, by focusing on a student population, this research
added a new form of delegitimisation to the current literature. Participants’ accounts also
suggested that delegitimisation affected their self-esteem, as interactions with authority
figures made them feel as though they were not an expert on their own illness, leaving them
disempowered. They also discussed distancing themselves from authorities at the university,
instead preferring to self-manage their illness. Similar effects of delegitimisation have been
reported in previous research, for example, Wilde et al. (2020) found that men with ME/CFS
preferred to distance themselves from those who they felt did not understand their illness, and
research has also emphasised the subsequent feelings of worthlessness (Dickson et al., 2007;
McManimen et al., 2018).

Participants’ accounts of legitimisation offered a different perspective, providing an
understanding of how universities can act as an important authority of support. Participants
disclosed how acceptance and validation provided a break from their usual encounters,
leading to surprise and relief. One participant discussed how the disability services asked
them what support they required, thus treating them as an expert on their own illness. This is
likely to have enabled them to feel empowered and increased their self-esteem. Experiences
of legitimisation, and the subsequent positive outcomes on well-being and sense of self have

also been found in previous research (Wilde et al., 2020; Brady et al., 2016). Research



44

conducted by Broughton et al. (2017) investigated the impact of specialist support services
for adults with ME/CFS and found that by having their illness validated participants
experienced an increase in their subjective wellbeing and therapeutic outcomes. The findings
of the current study also add to recent literature that recommends students with ME/CFS need
to experience a compassionate understanding of their illness at university (Chu et al., 2020).
These experiences of delegitimisation and legitimisation, therefore, highlight how
participants’ self-esteem is likely to have been affected by interactions at a social level within
their universities.

Participants’ descriptions of negotiating the disclosure of their illness to university
staff and peers also suggests that their social environment had a large effect on how they felt
about their illness. Participants discussed stigma and the struggles they experienced
advocating for themselves. This illustrated how participants felt judged and marginalised,
suggesting that they felt as though they could not convince those around them that they have
a legitimate illness. SIT (Tajfel & Turner, 1986) proposes that stigma and discrimination can
be understood by in-groups and out-groups. This idea of intergroup dynamics can help to
explain why students are being judged and stigmatised by others in the university
community. Experiences of stigma have also been found in previous research with
individuals with ME/CFS (Drachler et al., 2009; McManimen et al., 2018), as well as for
students with disabilities (Newman et al., 2019). Tajfel and Turner (1986) also propose that
groups aim to promote a positive group identity. This can be seen in participants’ descriptions
of their desire to advocate for the ME/CFS community. However, whilst this was the
participants’ aim, they often found it difficult, which could be explained by research that has
proposed that there is more in-group bias within higher-status groups (Brown, 2000). The
difficulties they disclosed regarding advocating for themselves have also been found in

previous research with individuals who have ME/CFS, for example, in a study by Wilde et al.
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(2020) one participant discussed how individuals with ME/CFS do not like to discuss their
illness for fear of being seen as someone who complains. Additionally, in their synthesis of
research regarding students with mental health problems Markoulakis and Kirsh (2013) found
that participants’ perceptions of stigma resulted in them finding it difficult to advocate for
themselves.

The participants responded to these experiences by hiding their illness from those
around them. They described their desire to fit in, be seen as normal, and protect themselves
from being vulnerable. Hiding an aspect of one’s identity has been reported previously in
research with students in their university environments. For example, Markoulakis and
Kirsh’s (2013) synthesis of research regarding students with mental health problems found
that disclosure was often avoided due to the fear of discrimination. Similarly, Miller et al.
(2019) conducted research with LGBTQ students with disabilities in America and found that
disclosure was a conscious decision. The participants’ experiences of hiding an aspect of
their identity is likely to have decreased their self-esteem. This was explored by one
participant who disclosed how she felt more accepted after she was able to tell her friends
about her illness.

Lastly, the participants’ journey of making sense of their illness is depicted in their
description of initially losing their sense of self, and for some, the subsequent adaptation in
order to accept their illness. This is a trajectory that has been explored in previous qualitative
research with individuals who have ME/CFS (Aroll & Howard, 2013; Whitehead, 2006).
Participants discussed how the loss of their social life and control over their physical body
left them without a context to their lives, as well as feelings of detachment from their bodies.
Similar to the findings of this study, research has identified that individuals with ME/CFS
face difficulties in relation to the loss of their social life and their body’s capabilities

(Dickson et al., 2008; Wilde et al., 2020). This study added to the current literature by
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describing the participants’ sense of loss of their academic persona, as they could no longer
achieve the high standards they were used to. However, similar ideas have been discussed in
research with adults who have ME/CFS, such as the loss of their occupational identity
(Dickson et al., 2008; Gray & Fossey, 2003; Wilde et al., 2020). These experiences of loss,
and the subsequent emotions, have parallels with the ideas proposed in SDT (Higgins, 1987).
This theory proposes that it is differences between one’s actual self and their ideal or ought
self that results in depressive and anxious emotions. Therefore, it could be argued that
participants, whose actual selves now incorporate their illness, have experienced an increased
discrepancy between their actual and ideal or ought selves. Moreover, participants used their
knowledge of how they used to be, before they became ill, in order to form their ideal self.
For example, participants recounted how they wished they could still achieve academically to
the same level they used to or undertake the same physical activities, which resulted in
participants feeling less worthy. These findings, therefore, can be understood in light of the
hypothesis put forward by Moretti and Higgins (1990) that a discrepancy between the actual
and ideal self, results in a reduction in self-esteem.

Participants also discussed adapting their sense of self to allow for their ME/CFS.
Higgins (1987) outlined that individuals will attempt to reduce discrepancies, in order to
decrease the resulting negative emotions. Six participants reported adapting to their new
capabilities, such as not setting themselves such high academic standards, making friends
with those who did not have such high expectations, and taking up less strenuous relaxation
activities. This led to participants describing that they felt happier and more accepting of their
illness, which is likely to increase their self-esteem. A change in self-evaluation over time has
been reported previously in qualitative research with adults with ME/CFS (Reynolds et al.,
2008; Whitehead, 2006). Additionally, in a study by Arroll and Howard (2013) two

participants experienced post-traumatic growth. However, in the present study participants
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predominately felt resentment towards their illness. This could have been due to the age of
participants in the current study, who had a mean age of 27, and six participants in their early
twenties, compared to a mean age of 39.5 in the above study. This shows that by adapting
their sense of self participants are likely to increase their self-esteem, compared to the sense
of loss they often felt when first diagnosed with ME/CFS.
Limitations

The study’s findings should, however, be considered within the context of its
limitations. Firstly, sometimes online interviews are unable to achieve the same level of
interaction and rapport as face-to-face interviews (Bohannon et al., 2013; Lo Lacono et al.,
2016). Video-calling software also means participants see their own image on the screen,
which can increase feelings of self-consciousness (Deniers, 2019). Additionally, as
participants were not known to the interviewer, this could have reduced the amount of
information they were willing to disclose. However, video-calling was used as it enabled the
researcher to speak to individuals from across the UK, as well as ensuring that taking part did
not induce additional fatigue (Aroll & Howard, 2013). The participants also shared personal
insights during the interview, and the fact that the researcher did not know the participants
beforehand may have allowed them to feel more comfortable speaking about these personal
topics. Another limitation is in relation to gender, as all but one of the participants were
female. In previous research with individuals with ME/CFS it has been identified that men go
through specific experiences relating to a loss of masculinity (Wilde et al., 2020), which
could not be captured in this research due to an emphasis on shared experiences. However,
only one male offered to participate in the research.

Differences in the research design could have enabled more in-depth data to be
elicited from participants, for example, by asking participants to complete a diary to explain

their experiences (Morrell-Scott, 2018). Additionally, interviewing participants more than
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once would have retained IPA’s idiographic focus, while enabling richer and more detailed
data to be collected (Hefferon & Gil-Rodriguez, 2011). However, these were not included
due to time and resource limitations. Instead metaphors were included as they only required a
limited additional time commitment from participants but enabled an in-depth insight into
their experiences (Mitchell et al., 2011). Lastly, due to the subjective approach of IPA, the
researcher’s own preconceptions from having had the illness could have influenced the
analysis (Brocki & Wearden, 2006). However, the researcher aimed to bracket off her
preconceptions (Gadamer, 1960/75), and be transparent by stating her own interests and
experiences in the reflexivity section (Elliott et al., 1999). It also allowed her to understand
participants’ experiences and empathise with them during the interview.
Implications

The present study presents theoretical and practical implications. The participants’
emphasis on their social context in relation to how they made sense of their illness, and the
use of SIT to explain their experiences, has illuminated the importance of the social level in
determining one’s self-esteem. Previous research on self-esteem has often focused on the
personal and collective level, with only limited research conducted in relation to social
experiences (Du et al., 2017). Additionally, SDT was used in a new context: it helped to
explore how participants could have used their knowledge of how they used to be, before
they became ill, to form their ideal self, thus perpetuating the discrepancy between their
actual and ideal self. Perhaps there is therefore a need to extend SDT to include the
psychological processes that perpetuate discrepancies in individuals who have gone through a
significant life change, such as being diagnosed with a chronic illness. Additionally, SIT was
applied to understand why students experienced stigma, and their desire to advocate for the

ME/CFS community. However, future research could look at extending SIT in order to
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understand the mechanisms influencing disclosure of group membership for those with
chronic illnesses.

The findings of this research also suggest that further support should be provided by
universities. The delegitimisation that students experienced could be mitigated by providing
tutors, support staff and students with information about ME/CFS. This could be delivered in
the form of workshops, information sessions or information booklets, and could cover a range
of similar illnesses, which are also subject to stigma, such as fibromyalgia (Wroe & Bowers,
2019). It is important that universities enable students to be the expert on their own illness, by
asking them what symptoms they have, and what support they require. This information
should be collected by the disability services and put on a student’s file, and with the
student’s permission, provided to university staff so students do not need to repeat their story
to multiple people. It would then be the responsibility of academic staff to read this
information and ensure that they speak to students regarding how they can best support them.
Receiving this legitimisation could result in students experiencing less of a discrepancy
between their actual and ideal selves, particularly in relation to their academic persona,
increasing their self-esteem (Moretti & Higgins, 1990). Additionally, support groups for
students with chronic illnesses could help students form a group identity (Tajfel & Turner,
1986), enabling them to feel empowered and increase their self-esteem. Lastly, the use of
metaphors in this study helped participants succinctly explain how they were feeling;
universities could use similar techniques to understand the impact ME/CFS was having on
students.

Future Research

Additional insight into this topic could be gained by conducting further research.
Longitudinal research would provide a further understanding of how students with ME/CFS

adapt over time. Additionally, the students that took part in this study were those who were
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well enough to remain on their university course. Further insight may be provided by
speaking to students who left university due to ME/CFS, to understand what interventions, if
any, could have been put in place by the university to support them. It would also be useful to
conduct research on the effectiveness of policies and practices that universities have in place,
for example, to evaluate systems that inform tutors that a student has ME/CFS.
Conclusion

The present study provides insights into the phenomenological experiences and sense-
making processes of students with ME/CFS. The findings suggest that participants’ self-
esteem was affected by changes in their self-concept at both a personal and social level.
Participants’ accounts suggested that their self-esteem was predominately negatively affected
by their illness, however, there were also experiences and opportunities for participants to
increase their self-esteem. The implications of these findings are that universities can play a
significant role in supporting students with ME/CFS. The findings demonstrate that there are
two key interventions that could be put in place: the academic staff and disability services
knowing about and legitimising the illness, as well as setting up support groups for students
to informally connect with others in a similar situation and form a group identity. The
emphasis on social context in this research highlights how students are making sense of their
iliness through social interactions, which has also theoretical implications for understanding
the self-esteem of individuals with chronic illnesses. This research lends itself to further
exploration as there are opportunities to find out more about the strategies that could enable

students with ME/CFS, and other chronic illness, to achieve at university.
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Appendices
Appendix A: Example Advertisement

Hi everyone,

I’m a current MSc Psychology student at the University of Glasgow. I’m looking for students who are
diagnosed with Chronic Fatigue Syndrome (CFS)/ Myalgic Encephalomyelitis (ME) to take part in
my research looking at students’ experiences who have a diagnosis of CFS/ME.

I am looking for students who are aged over 18 in either full or part-time study at a university or
college to share their experiences.

If you would like to participate, you would be invited to complete an interview via video-calling
which will ask about your experience with CFS/ME, including:

Receiving a diagnosis

Your social support networks

How you see yourself

Expectations and hopes for the future.

Your participation would take no longer than one hour, and the findings will be written up in my
dissertation for my MSc. | hope that you would find it a useful experience, and an opportunity to
reflect on your experiences.

If you would like more information, please see the Participant Information Sheet, which can be
viewed online using the following link: https://bit.ly/372k7FW

If you would like to participate or require any further information, please contact me, Frances, on
2505892W@student.gla.ac.uk or my supervisor Dr Dely Elliot on Dely.Elliot@glasgow.ac.uk. | am
happy to have a chat over the phone or via email if you are considering taking part and would like
further information.

The study has been approved by the University of Glasgow’s ethics board (402190253).
Please feel free to share this email with anyone you think might be interested in taking part.

Best wishes,
Frances Waite


https://bit.ly/372k7FW
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Appendix B: Interview Schedule
Warm up questions

1) Please could you tell me a bit about the course that you’re currently studying? Why
did you choose to do this course?

Initial experience

2) Please could you tell me about the period of time when you first realised you were
feeling unwell or different from your usual self?

Prompts: How long ago was this? What else was happening in your life at this point?
3) Could you tell me about your experience of being diagnosed?
Prompts: What kind of interactions with health care professionals did you have?
What was your initial reaction? Can you tell me how it happened, for example where
you were and who was with you?
Current experience
4) Can you describe what a good day and a bad day are like in terms of your illness?

Prompts: Do you have any further examples?

5) Can we discuss the image or object you selected as a metaphor for your experience?
Why did you select this to represent your experience as a student with CFS/ME?

Prompts: Could you tell me a bit more about your experience as a student with
CFS/ME?

Support
6) Can you tell me about the main types of support you receive from friends and family?
Prompts: Do you have any examples? How do you feel about this support? Do your
friends and family understand your illness? Do you think they accommodate your

illness suitably?

7) Can you tell me about the main types of more formal support you receive, such as
from your university or healthcare professionals?

Prompts: Do you have any examples? How you feel about this support? Do you think
these professionals understand your illness? Do you think they accommodate your
illness suitably?
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Identity
8) How do you think your diagnosis has changed how you see yourself?
Prompts: How does this relate to how you see yourself as a student?
9) How do you think your diagnosis has changed how those around you see you?
Prompts: Do you have any examples? How do you feel about that?

10) What do you imagine your life would be like if you were fully recovered from your
illness?

Prompts: Can you describe what type of activities you would be doing, or what type
of relationships you would have with others?

Conclusion

11) Is there anything else you would like to discuss, or you think is important that we
didn’t cover?
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Appendix C: Draft Interview Schedule
Initial experience

1) Please could you tell me about the period of time when you first realised you were
feeling unwell or different from your usual self?

Prompts: How long ago was this? What else was happening in your life at this point?

2) Could you tell me about your experience of being diagnosed?
Prompts: What kind of interactions with health care professionals did you have?
What was your initial reaction? Can you tell me how it happened, for example where
were you and who was with you?

3) How did your life change after your diagnosis?
Prompts: Please could you tell me some more similarities and differences before and
after your diagnosis.

Current experience
4) Can you describe what a good day and a bad day are like in terms of your illness?

Prompts: Do you have any further examples?

5) Can we discuss the image or object you selected as a metaphor for your experience?
Why did you select this to represent your experience as a student with CFS/ME?

Prompts: Could you tell me a bit more about your experience as a student with
CFS/ME?

Support
6) Can you tell me about the main types of support you receive from friends and family?
Prompts: Do you have any examples? How do you feel about this support?

7) Can you tell me about the main types of more formal support you receive, such as
from your university or healthcare professionals?

Prompts: Do you have any examples? How you feel about this support?
Identity
8) How do you think your diagnosis has changed how you see yourself?

Prompts: How does this relate to how you see yourself as a student?
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9) How do you think your diagnosis has changed how those around you see you?
Prompts: Do you have any examples? How do you feel about that?

10) What do you imagine your life would be like if you were fully recovered from your
illness?

Prompts: Can you describe what type of activities you would be doing, or what type
of relationships you would have with others?

Conclusion

11) Is there anything else you would like to discuss, or you think is important that we
didn’t cover?
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Appendix D: Participant Information Sheet

M University | School of
*-L’ of Glasgow | Education

e

Title of research project: The experiences of students who have a diagnosis of CFS/ME
Researcher: Ms Frances Waite

Supervisor: Dr Dely Elliot

Programme: Psychological Studies (MSc)

You are being invited to take part in a research study. Before you decide it is important for you to
understand why the research is being done and what it will involve. Please take time to read the
following information carefully and discuss it with others if you wish. Ask us if there is anything that
is not clear or if you would like more information. Take time to decide whether you wish to take
part. Thank you for reading this.

What is the purpose of the study?

The study is seeking to understand the experiences of students at university or college with a
diagnosis of Chronic Fatigue Syndrome (CFS)/ Myalgic Encephalomyelitis (ME). To understand these
experiences, | am looking for students who currently have a diagnosis of CFS/ME and are in full-time
or part-time study who willing to participate in an interview. | am interested in learning more about
1) your experience of diagnosis, 2) your social support networks, such as friends and family, 3) how
you see yourself with your illness and 4) your hopes and expectations for the future. There may also
be other aspects of your experience that you would like to discuss and can also be covered.

What'’s involved if | agree to take part?

We are keen to support you to decide whether this research study is suited to you. If upon reading
this information sheet, you have more questions, please do not hesitate to get in touch (contact
details below). If you would like to take part, you will be asked to sign a consent form. You are free
to withdraw from this study at any time up until the analysis has begun, even if you have signed the
consent form.

This research will use interviews to generate an understanding about the experience of students
who have a diagnosis of CFS/ME. The interview will use broad and open-ended questions giving you
the chance to talk about your own experiences. The interviews will be conducted via video-calling
using Zoom, which complies with data regulation laws (GDPR). The interviews will be audio recorded
so that the interview can be typed up. The interview questions and discussion will last for no longer
than one hour. You will be able to take breaks whenever you want, and you can decide to terminate
the interview at any point.

Will my taking part in this study be kept confidential (privacy notice)?

Everything will be in place to protect your privacy. We will remove specific references in the write up
of the interview which may reveal your identity. However, due to a small sample size, confidentiality
cannot be guaranteed. In addition, a time and space where you can speak confidentiality will be
arranged with you.
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The following steps will be taken to maintain your confidentiality:

1. Changing your name, and the names of other people, places or organisations you mention
during the interview.

2. Alltranscribed interviews will be securely stored for up to ten years, which is in line with the
open access policies at University of Glasgow. They will only be made accessible to future
researchers or used in future publications without any names, contact details or any other
personal information.

3. All personal and research data will be stored securely on University of Glasgow’s secure
OnebDrive facility and all personal data will be destroyed once the research project is
completed, which would be at the latest December 2021.

Please note that if evidence of wrongdoing or potential harm is uncovered, this information
may need to be passed on to the relevant authority.

What are the possible disadvantages and risks of taking part?

We hope that you will find taking part in this research a useful experience and provide an
opportunity to reflect on your experience. We consider your views and experiences as extremely
valuable. We will ensure your own welfare and comfort throughout the video-interview using Zoom.
You are free to end the interview at any time and you will be able to ask for breaks as necessary. You
are also free to withdraw from the research at any point without giving any reason why.

What will happen to the results of the research study?

A summary of experiences and views will be presented in a dissertation. Findings for this study may
also be published in an academic journal or presented at a conference. If you would like a written
summary of results and/ or a copy of the final dissertation this can be sent to you.

Who has reviewed the study?
The study has been reviewed and approved by The University of Glasgow’s School of
Education Ethics Committee.

Contact for Further Information
If you have any questions about this study, you can ask me, Frances Waite at
2505892W @student.gla.ac.uk, or my supervisor, Dr Dely Elliot at Dely.Elliot@glasgow.ac.uk.

If you have any concerns regarding the conduct of this research project, you can contact the
School of Education Ethics Officer, Dr Barbara Read, at Barbara.Read@glasgow.ac.uk.

If you would like support regarding any issues raised by reading this participant information sheet, or
if you take part in the interview, please see contact details for charities that can provide support and
advice below.

ME Association Samaritans
Contact number 0344 576 5326 Contact number 116 123
Website https://www.meassociation.org.uk/  Website https://www.samaritans.org/



mailto:2505892W@student.gla.ac.uk
https://www.meassociation.org.uk/
https://www.samaritans.org/
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Appendix E: Consent Form

P

M University | School of
iy of Glasgow ' Education

Consent Form
Title of Project: The experiences of students who have a diagnosis of CFS/ME

Name of Researcher: Ms Frances Waite
Name of Supervisor: Dr Dely Elliot

I confirm that | have read and understood the Participant Information Sheet for the above
study and have had the opportunity to ask questions.

I understand that my participation is voluntary and that | am free to withdraw at any time,
without giving any reason.

I acknowledge that participants will be referred to by pseudonym.

Data usage and storage
e All names and other material likely to identify individuals will be anonymised.

e The material will be treated as confidential and kept in secure storage at all times.
e The material will be retained in secure storage for use in future academic research.
e The material may be used in future publications, both print and online.

e | agree to waive my copyright to any data collected as part of this project.

I acknowledge the provision of a Privacy Notice in relation to this research project, which is
outlined in the Participant Information Sheet.

I consent to undertaking the interview using Zoom and interviews being audio- recorded [
I agree to take part in this research study [

I do not agree to take part in this research study [I

Name of Participant .............ccooeveeeevnen. SIGNALUNE ouveni e
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Appendix F: Debriefing Sheet

AP University | School of
45 of Glasgow | Education

Title of project: The experiences of students who have a diagnosis of CFS/ME

Thank you for taking the time to take part in this research. Your time and responses are
greatly appreciated.

The aim of the study is to understand the experiences of students at university or college with
a diagnosis of Chronic Fatigue Syndrome (CFS)/ Myalgic Encephalomyelitis (ME). The
findings of the study can hopefully help to improve experiences for students whilst at
university and college.

If you have been affected by speaking about your experiences, please contact the below
charities.

ME Association Samaritans

Contact number 0344 576 5326 Contact number 116 123

Website https://www.meassociation.org.uk/  Website https://www.samaritans.org/

The findings will be written into a dissertation for an MSc, and possibly published in an
academic journal or presented at a conference. Please remember to contact me in the next
week if you would like to remove your data from the project.

If you have any questions, please contact me by email on 2505892W@student.gla.ac.uk

If you would like the results of the study communicated to you, either as a summary, or of the
full dissertation document please let me know.

Thank you again for your time.


https://www.meassociation.org.uk/
https://www.samaritans.org/

Appendix G: Exploratory Comments and Emergent Themes

Example of Stages 2 and 3 of the analysis
Code of exploratory comments: normal = descriptive, italics = language, underlined = conceptual
Code of transcript highlights: blue = descriptive, pink = language, green = conceptual

Emergent Themes

Transcript

Exploratory Comments

Self-management

Not showing true self,
hiding vulnerabilities

Negotiating disclosure

been like | don’t really know what we could
do for you. And it's like, that's really
disheartening to hear because it's kind of
like I've just spent all this time telling you my
life story. And you basically say, well, you
know, we can't do anything for you. Um so
that's been quite a tricky part of my
university experience, particularly this
academic year. Um just normally | wouldn't
even go down the disability route because |
just | feel like I've just gotten used to
because you don't really

want to, you know, make yourself a .

and, you know, tell people things
if it's not going to be of use. So, yeah, | think
| had a bit of a bullet this year and was like,
okay, you know, just try and see what the
disability team can do. And unsurprisingly,
they couldn't really do much. So | think
that's been really really hard for me to kind
of just adjust to the fact that you know, |
tried something | didn't really want to try it
and it worked out how my negative side told
me it would and also because | feel like
that's gonna impact on my degree.

Spent time explaining story and it hasn’t gone anywhere
Feeling vulnerable

Life story: invasive so she doesn’t want to do it repeatedly

Finds it difficult to navigate support aspect of university

Wouldn’t normally tell people, used to managing it on her own

Doesn’t want to be vulnerable and open up to people

Doesn’t want to show her true self

Forced herself to go and speak to someone

Felt like it wasn’t worth it for her to go and speak to someone
Reinforcing negative thoughts in her mind

Worry about degree, disability service not providing her with
adequate support
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Example of Stage 4 of the analysis

Appendix H: Subordinate and Emergent Themes

Subordinate Theme Emergent Themes Quotes
1: Loss of self 1.1: Academic Okay, so basically, it has like a little um man or person should | say, [laughs] badly drawn person. So it's
persona literally like a circle with legs and eyes. So it's got a little circle man with eyes erm and then feet, err, kind

of like a, | don't know what you call it. | suppose it's a frown. Beside, you’ve got the same man but he's
smiling. Erm and then in between those two little men was the same person is like a scribble. It’s a
scribble and it says, it has the letters PhD on it, and the first image of him frowning is me. It says me
underneath it. Erm second image says Dr. me, so obviously, it's kind of like me kind of like sad and then |
go through this, like scribble and then | come out and then I'm a doctor, and then I'm happy basically.
(180-187)

Yeah, so I'm in the scribble right now. Like it's literally, it’s like a child’s done that all over the paper, so |
feel like I'm in that middle bit right now where it's kind of like, you can see the beginning and you can see
the end, but you literally can’t see anything beyond that. That’s it. (192-194)

So | think it did take quite a bit of thinking actually, before | went back to university | wasn't sure if errit's
hard because you think is university a place for me like even if you want to do your course, it's kind of
like the demands of being a university student are so intense and it's even though yes you have other
students that are on your cohort or might be on your class or on your course | think it's different for
every individual like everyone has their own kind of different kind of university experience and also their
own life outside of university as well. (46-51)

Um just because | just feel like universities are not built for people with chronic fatigue in, in in all
honesty, they're really not because everything you have to do things within a certain time frame. You
have to do team group work, you have to do independent work, you have to manage your life. You have
to do all of these things at the same time and it's kind of like that is like the most anti chronic fatigue,
[laughs] lifestyle anyone could ever have. (342-347)




1.2: Body

Um, because it's literally like you could wake up one day and be bed bound for a month. And | feel like
university or not, that is a very worrying thing to have to live in fear of, | think. (422-424)

2: Disclosure

2.1: Trying to hide
vulnerabilities

Um just normally | wouldn't even go down the disability route because | just | feel like I've just gotten
used to struggling in silence because you don't really want to, you know, make yourself a bit vulnerable
and, you know, tell people things if it's not going to be of use. So, yeah, | think | had a bit of a bullet this
year and was like, okay, you know, just try and see what the disability team can do. And unsurprisingly,
they couldn't really do much. So | think that's been really really hard for me to kind of just adjust to the
fact that you know, | tried something | didn't really want to try it and it worked out how my negative side
told me it would and also because | feel like that's gonna impact on my degree. (207-214)

Um but | think outside of | suppose my GP, it is quite lonely because people don't they don't they just
don't get it. You know you can explain it and people are literally just kind of like it's just another label
that you're putting on yourself kind of thing. So yeah, and | think that can make it more isolating when
people think it's a fake condition. It’s kind of just like if they didn't understand it, that would be bad
enough but for them to kind of just be like, well, | have that as well, and I’'m like [laughs], | don’t wanna
explain it basically. (248-253)

2.2: Stigma

| feel it's basically like, what do you call it? Spotlights? So it's kind of like it was already there. But it's kind
of like, now like it’s centre stage [laughs] for everyone to see... Just kind of feel like, university isn't really
the place where you say things like that. Because people will just kind of | feel like people look at me in a
weird way and say things like that and they're thinking, if you have chronic fatigue, why did you come
back to university? | feel like that's what they're saying, | feel like they’re judging me [laughs]. (334-340)

2.3 Struggling to
advocate

So um | feel like having to be an educator of what chronic fatigue syndrome, and people are just like isn’t
that just extreme tiredness, and I'm just like ah, now | have to be you know, the neurologist that explains

it to you as well as the person that’s suffering from it [laughs]. Um, so yeah it's it's tricky, it is a tricky one.

(233-236)
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3: De(legitimisation) at
university

3.1: Delegitimisation

..um people just either don't understand it or just kind of brush it off. Um and | think that makes it really,
really hard as well, you know, being at uni where people are kind of just like, oh, are you sure that you
don't just have um an iron deficiency, that's the one that | get all the time. You're not just iron deficient,
you might be anaemic everyone's like, and I'm just like I’'m not, | have regular blood tests, regular blood
tests, and I'm definitely | know I'm definitely not anaemic. (509-514)

...you’re just put on the front of, you're just put on the front page it’s very much kind of like, you have
chronic fatigue so tell us what it's like and it's just like, | don't really want to do that every single time |
need a week off, extension, so | kind of feel like you’re getting a bit poked and a bit prodded, and it's like,
you know, | don't know. It makes your life very difficult in a nutshell. | think it makes it extremely difficult
simply because the institution isn't designed to support people with chronic fatigue, amongst other
conditions. (399-404)

3.2: Legitimisation

Work places are worse [laughs] universities it’s weird because workplaces have a legal duty, as well, but |
just kind of feel like you get lost in it...At university, it's a bit more like, you know, it's kind of like school,
you have to safeguard me, you have to do something about it, at least be seen to be doing something
about it. Whereas at work it can just get swept under the rug. Or, you know, they may not even ask you.
That way they don't have a legal obligation, whereas at university, it's more kind of like you apply, do you
have a disability? Yes or no, you know, it's more, it's less hidden | think. (450-458)

4: Questioning
legitimacy of diagnosis

6.1: Herself

Because when | first started feeling like this, and obviously the diagnosis, before the formal diagnosis
when kind of the word CFS was flying around, | was kind of like, do | actually have this? Is it actually a
condition? Have | made this up? Or is it a thing where I've just got really poor um what do you call it like
sleep hygiene? Is it because | don't have a blue light filter? Is it because I'm not going to bed on time and
just thinking about all these things, that I'm probably doing that’s making my sleep worse. (306-311)

Just because | just I'm not really I'm not convinced about whether my personal case of chronic fatigue is
a disability. I'm kind of on the fence really, if it is or if it isn't, just because when it is a bad day, it feels it's
definitely disability. But other than that, | kind of just live a relatively normal existence. (465-468)
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6.2: Family

| feel like my dad, he's one of those just typical people, though. He's very much like, what is this
condition? [laughs] Why are you saying that you have it? What are the symptoms? And then like, I'll tell
him the symptoms, and then he'll decide whether or not | have it [laughs]. (273-276)

Like he's, he just doesn't get it, and | think it's quite challenging for particularly for people like my
parents, and people in their generation where it was like everything was work work work. You know, |
had three jobs. | did this and | looked after children and | went to university. I'm just like, okay, dad, yeah
we get it. But you know, you ran the world we understand. So when | say, oh, I'm tired, and I'm getting
out of bed at 11 o'clock on a Saturday, he's like, you're lazy, you know, you should be up by now. (278-
283)
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Stage 6 of the analysis

Appendix I: Master and Emergent Themes

Master theme

Emergent Theme

Sample Quotes

1: University as
de(legitimising)

la:
Delegitimisation

Clara: ...you’re just put on the front of, you're just put on the front page it’s very much kind of like, you have
chronic fatigue so tell us what it's like and it's just like, | don't really want to do that every single time | need a
week off, extension, so | kind of feel like you're getting a bit poked and a bit prodded, and it's like, you know, |
don't know. It makes your life very difficult in a nutshell. | think it makes it extremely difficult simply because the
institution isn't designed to support people with chronic fatigue, amongst other conditions. (399-404)

Evelyn: ...l had one tutor go oh so you're tired sometimes, and | was | was like on my file, I'm flagged as being
someone with a chronic illness. But your reading of that was oh, you get a bit tired. And that was frustrating. So |
then kind of went, oh, well, sometimes I'm really exhausted. Sometimes I'm not generally there’s pain, and she
was like there’s pain, and I'm like, this isn't a new illness. (180-184)

Kayleigh: | just sort of said to her, like, you know, | might have ME, and you know, | don't want to put too much
strain on myself [laughs]. She just kind of said, oh, have you tried taking vitamin B12, and | was just like, um no |
haven’t, um yeah she was like my mum had ME, and it’s just like, are you sure, you don’t seem to know what it is?
It’s not just like you take a vitamin, and everything gets better... (173-177)

1b:
Legitimisation

Clara: At university, it's a bit more like, you know, it's kind of like school, you have to safeguard me, you have to do
something about it, at least be seen to be doing something about it, whereas at work it can just get swept under
the rug. (453-455)

Lottie: Um and their um enabling team are amazing, amazing people. They um helped me, so the way that they
work is that with new applicants because you disclose that you have some form of disability on your application,
they get in contact with you even when you're an offer holder. And they start to put in, like support packages
then. (160-163)

Um so they were really supportive, um especially on one err period of fieldwork that | was really, really ill in [city].
Um my lecturer was absolutely amazing. Um so everybody from the department was incredibly, incredibly
supportive. (171-173)

Phoebe: I've found them as like an organisation to be like the most one of the most accepting and um useful, like
helpful organisations of any social agency or anything that I've come into contact with which has been really like
quite refreshing like | didn't expect that and one like there's no I've never had anything of a debate about whether
or not it is anillness or not there was just like, never that issue. (172-175)
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Ramona: | mean, for my exams | have a small room or my own room wherever possible rest breaks I'm allowed to
take in food and drink erm extra time and | can have a scribe if | want to but | don't like it because it makes me feel
uncomfortable [laughs] so yeah they offer me a lot to make sure that | can get through exams. (140-143)

Sophie: | think they do their best to trying to understand every student every student students needs, so |
definitely think they've done their best. Um, and from what | could tell, it seemed like they had heard of it and
they knew what it was, um which usually doesn't happen. Um because you say it and somebody's like, oh, no,
what's that? But thankfully, they seem to be like right okay, so we understand you’ve got ME CFS, what do you
need? (268-276)

2: Negotiating
Disclosure

2a: Stigma

Clara: | feel it's basically like, what do you call it? Spotlights? So it's kind of like it was already there. But it's kind of
like, now like it’s centre stage [laughs] for everyone to see... Just kind of feel like, university isn't really the place
where you say things like that. Because people will just kind of | feel like people look at me in a weird way and say
things like that and they're thinking, if you have chronic fatigue, why did you come back to university? | feel like
that's what they're saying, | feel like they’re judging me [laughs]. (334-340)

Evelyn: And I've managed to figure out a uni routine where | can go and rest before | go in and do all of that. Um
and I've managed to get to a point where | can walk every day for a reasonable period of time. Then | have my
crutch for if | have to walk further than expected which | hate using because no 23-year-old wants, will ever want
to be seen with a crutch, it’s just there going literally a crutch. (144-148)

Kayleigh: the osteopath | saw she she recommended that with day to day things, whatever | thought | could do, |
should only do half of that so that | didn’t push myself too much. And my flatmate used to, like, make these light-
hearted jokes about like, oh, you could only do half like, I'd be eating a slice of cake and she's like, oh, you can only
eat half kind of thing. So that sort of was like that sort of attitude is a bit difficult to deal with. (418-422)
...probably I think as well there's there is a lot of like stigma around ME um a lot of people aren't quite sure what it
is or they think that you just need to exercise more or yeah like do Pilates or something. So | think it’s like also you
just you want as little people to know as possible in a way (211-214)

2b: Struggling to
advocate

Clara: So um | feel like having to be an educator of what chronic fatigue syndrome, and people are just like isn’t
that just extreme tiredness, and I'm just like ah, now | have to be you know, the neurologist that explains it to you
as well as the person that’s suffering from it [laughs]. Um, so yeah it's it's tricky, it is a tricky one. (233-236)

Evelyn: But | was just sat there going it doesn't matter if you give me an extra day when | can only work for two to
three hours out of every day. And | was trying to explain that and they're like, oh, but we given you the extra and |
was like, that doesn't change....So if someone is sitting in front of you going, | can only do three hours of work a
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day, and you turn around and go, Yeah, but you know, just this time, you're gonna have to do more. It's just that
complete misunderstanding of no, I'm telling you | can only, like, | am only able to do that much | can't do more
than that because that will put me at risk. (283-301)

Gabriel: Um, | think um err the disability service or the people who conduct the disability service do because I've
talked a lot about and I've sent them you know, there's an action for ME brochure that I've sent them to it, but I'm
not sure, well I'm pretty sure that most of the people at the university won’t understand what it is because it's not
a well understood condition. (187-191)

Phoebe: Um or if they do | say like, yeah, I've been ill or | say like I've got a chronic condition but | don't really sort
of educate um and | suppose that just comes from a) lack of energy and b) just this nervousness of like what to
actually say in order for it to come across in the best way for everybody because | also feel quite conscious that
you're speaking on behalf of like a community, which | know is a bit weird, but | think because there's so much
negativity around it, you almost feel a bit of a pressure to like, act a certain way or say the right thing or even
though your experience is valid, personally, it's kind of difficult. (370-376)

Ramona: One was a lecturer where | hadn't been sleeping very well at all. And it was our first lecture with him.
And | slept through the entire thing... And then the lecturer came over and was like oh, she's sleeping through the
lesson. He was all, he was a bit snarky about it. So | sent him an email explaining like, I'm not rude. | just need
sleep. I'm really sorry, um and he just kind of went oh okay and that was about it. (151-156)

2c: Deciding to
hide

Clara: I've just gotten used to struggling in silence because you don't really want to, you know, make yourself a bit
vulnerable and, you know, tell people things if it's not going to be of use. (207-209)

Kayleigh: So | found myself just if | didn't need to go into university, | | just wouldn't | would do sort of do
producing work from my bedroom, and just make phone calls and send emails and stuff but from the comfort of
my own home (181-193)

Lottie: So, | didn't tell any of my friends that there was anything wrong with me um for the first two years of my
undergrad degree. Erm and it was partly because um | was ashamed of that. And partly because in my head, | was
sort of like, if | don't tell anybody, then it's not going to be a problem here. Like I'm moving away from home. And
if  don't tell anybody that | have something wrong with me, then it's not going to be wrong. Um and | just had a
massive desire for people to think that | was normal. (143-148)

Phoebe: | didn't really get the whole thing of a bed. Like | didn't really understand what people loved about being
in bed so much. So now [laughs], it's like a complete 360. Um and so, yeah, I've really like understood the love of
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the bed and how the sort of connotations of comfort and feeling secure and feeling | don't know safe, | suppose.
And, so now | love my bed, which | didn’t before. (163-167)

| just don't think if you don't live with someone, | think it's a lot difficult. | don't think I'm very good at, | don't
complain or I'm not very good at showing the realities of it, um I’'m quite a people pleaser (324-326)

3: Loss and
adaptation

3a: Academic
persona

Clara: So it's got a little circle man with eyes um and then feet, err, kind of like a, | don't know what you call it. |
suppose it's a frown. Beside, you've got the same man but he's smiling. Erm and then in between those two little
men was the same person is like a scribble. It’s a scribble and it says, it has the letters PhD on it, and the first
image of him frowning is me. It says me underneath it. Um second image says Dr. me, so obviously, it's kind of like
me kind of like sad and then | go through this, like scribble and then | come out and then I'm a doctor, and then
I'm happy basically. (180-186)

Evelyn: Um like | was, like really great at science and | was really great at erm the humanities subjects, | was really
good at all of that. And if | hadn’t got ill, | could have kind of explored one of those pathways to the extent that |
would have wanted to like, erm | was always really interested in classics and love to go and do kind of the
archaeological digs and doing all that. (538-542)

Gabriel: So yeah, so things like err maladaptive perfectionism and imposter phenomenon and err CFS err is umm is
real, is really err debilitating. And it makes it so that you err for fairly long periods, you're not really enjoying the
course because you put yourself under so much pressure err when you should be... (385-388)

Ramona: But when | was younger, | was always the best at everything. | was like, top of the class of everything,
and it's really hard now to be like middle to bottom with grades because | just don't have the energy to make it
any higher or revise four times a day. So that that's quite hard as well. And that makes you feel like, yeah, less of a
worthy student.

(255-258)

Kayleigh: ...in college, | was very much like that, um like | really wanted to get the top marks for everything and
then first year of uni... but then after that, | think | was just like a bored of try to strive to be the best all the time
um definitely yeah, | think since being diagnosed | remember my tutor saying to me like, Oh, | think if you really
tried you can probably finish with like, a first class degree. Um but | was just like yeah, | don't want to push myself
that hard. Um I'm happy to just get like a 2:1 that would be absolutely fine with me. (398-404)

Phoebe: And so sometimes sitting and thinking, right look, you can't like not beating myself up about it, basically.
And so, accepting that if you get a 2:1, it's not like the end of the world [laughs]. But it's difficult because when you
like wired that way, it's kind of hard um, and it's almost as if you want to, | don't like saying that it's an excuse, like,
| don't see it as an excuse, but then | have to remember that it is like a, | see it as like a disability.
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(315-219)

3b: Social life

Kayleigh: ...you know my flatmate would want to go clubbing and | think a lot of the university scene is going to
parties and gatherings and everything like that, like in my second year of uni | remember having um it was like
from September to October, | was volunteering at the university like the sort of uh freshers events. (342-345)

Phoebe: | used to seek a lot of self-validation and very, like, just very outgoing, very busy, sociable. Now | don't
really have any friends [laughs] that many because it's just like, | can't do um the social life the socialising is just
something | haven't managed to deal with yet. Like, | can't physically just don't have the energy or the inclination
or anything to do that. And so that's been a massive thing. I've completely sort of retracted from people. (381-
385)

Sophie: ...the way that | kind of think about ME just now is like, basically a puzzle piece. So | because | feel like I've
missed out on so much so it's almost like an incomplete puzzle kind of thing would be the way | kind of picture it,
just because certainly over the last kind of year and a bit | feel like I've missed out on so much, um because | felt |
had to cut myself back a lot with like, the kind of social side of things so | wasn't actually being able to go out and
speak to friends as much... (187-192)

Evelyn: Um so | think that's something you really struggle with when you first get quite sick is people who haven't
got experience of that just going, well, why don't you come visit me and you're going, | would love to. But | can't
do a three-hour journey on my own, it's not safe for me to do that. And that's that kind of real sticking point. And
obviously, if you're gonna, if you've got good friend, you want to be able to give as much as you can into that
friendship. But there's an understanding, there’s a misunderstanding of how much is the right amount for you to
put in, whereas the friends that I've got now it’s understood that we would do, move, like, move the bit of the
world for each other. But if we have the energy...out of my four or five friends, three of them have active mobility
or fatigue issues. And one of them used to have it, so nowadays, like the people | surround myself with, are very
much in the same boat. (383-396)

3c: Physical body

Clara: Um, because it's literally like you could wake up one day and be bed bound for a month. And | feel like
university or not, that is a very worrying thing to have to live in fear of, | think. (421-423)

Evelyn: ... if you have a damaged battery, even if it's fully charged when you first start using it, it might suddenly
jump down to 40%, or it might still not turn on, like your computer might turn on, but then keep having alerts and
going dim and do it like that sort of thing. Erm so that's, it more kind of unpredictable. And is based on the idea of
something just not quite doing what it's supposed to. And that’s what | think is an important one because it's even
like, oh, well have you got enough rest? Well, | think so. But who knows what will happen now? (189-194)
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Kayleigh: Um the only thing | could think of comparing it to is being constantly hungover. Um that's usually what |
think of a lot of the time, like, you know, when, and | don't drink a lot now, but when | did drink a lot, you know, in
my student days, um then you know, waking up the next morning just feeling really groggy, and you're exhausted
and just um yeah, you've got like a pounding headache and stuff. That's that's sort of how it feels to have ME, just
every morning you wake up with a hangover even though you've not been drinking, so, yeah, that's the only thing |
can really think of. (156-162)

Phoebe: So, prior to this, | can't sleep, | never ever slept my whole life for very long. | could sleep for like, five or six
hours and I'd be like, really awake. Like, that's just how my body works. | didn't really get the whole thing of a bed.
Like | didn't really understand what people loved about being in bed so much. So now [laughs], it's like a complete
360. (161-164)

Ramona: Um I'd say now, | [pause] | don’t know | feel like | see myself as a person, but like a lesser one, if that
makes sense. Because | don’t | don’t function properly. So | feel like | don't count as a full human. (240-241)

Sophie ...before my sport was my stress relief and when you don't have a stress relief, it's just like right, | need
something...so um my go to became, adult paint by numbers, because it was just, it was getting you sitting not
really thinking about anything, and it's really relaxing (394-396)
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Appendix J: Ethical Approval

20t May 2020

Dear Frances,

School of Education Research Ethics Committee

Project Title:
The experiences of students who have a diagnosis of CFS/ME: An Interpretative
Phenomenological Analysis

Application No: 402190253

The School of Education Research Ethics Committee has reviewed your application and
has agreed that there is no objection on ethical grounds to the proposed study. It is
happy therefore to approve the project, subject to the following conditions:

e Start date of ethical approval: 20/05/20
e Project end date: 31/12/21

e Any outstanding permissions needed from third parties in order to recruit research
participants or to access facilities or venues for research purposes must be obtained
in writing and submitted to the School of Education Research Ethics Administrator
before research commences. Permissions you must provide are shown in the
reviewer feedback form, titled Notification of Ethics Application Outcome, that has
been sent to you.

e Data collected should be held securely for the period you indicated in the application
and any personal data collected should be appropriately managed in accordance with
the General Data Protection Regulation.

e The research should be carried out only on the sites, and/or with the groups and
using the methods defined in the application.

e Any proposed changes in the protocol should be submitted for reassessment as an
amendment to the original application. The Request for Amendments to an Approved
Application form should be used:
https://www.gla.ac.uk/schools/education/research/ethics/forms/

Yours sincerely,

Bocbona Reos .

Dr Barbara Read
School of Education Ethics Officer

88


https://www.gla.ac.uk/schools/education/research/ethics/forms/

	dissertation_coversheet
	2020WaiteMSc_dissertation
	Abstract
	Introduction
	An Overview of ME/CFS
	The Experience of Living with ME/CFS
	Students and Chronic Illnesses
	Theoretical Framework: Self-esteem
	Methodological Approach: Interpretative Phenomenological Analysis
	Article Search
	The Present Research

	Methodology
	Researcher and Reflexivity
	Participants and Recruitment
	Materials
	Procedure
	Ethics
	Quality of the Research

	Analysis
	1. University as (de)legitimising
	2. Negotiating Disclosure
	3. Loss and Adaptation

	Discussion
	Limitations
	Implications
	Future Research
	Conclusion

	References
	Appendices
	Appendix A: Example Advertisement
	Appendix B: Interview Schedule
	Appendix C: Draft Interview Schedule
	Appendix D: Participant Information Sheet
	Appendix E: Consent Form
	Appendix F: Debriefing Sheet
	Appendix G: Exploratory Comments and Emergent Themes
	Appendix H: Subordinate and Emergent Themes
	Appendix I: Master and Emergent Themes
	Appendix J: Ethical Approval



