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Feeling like ‘a damaged battery’: exploring the lived
experiences of UK university students with ME/CFS
Frances Waite and Dely Lazarte Elliot

School of Education, University of Glasgow, Glasgow, Scotland

ABSTRACT
Introduction: Research regarding students with myalgic
encephalomyelitis (ME)/Chronic Fatigue Syndrome (CFS) has been
limited. This study aimed to understand how their subjective
well-being had been affected by their condition by exploring
their experiences and sense-making processes.
Methods: Semi-structured interviews were conducted with eight
students using video-calling software and were enriched by
asking participants to think of a metaphor to describe their
illness. Interpretative Phenomenological Analysis was used to
analyze the interviews.
Results: Three themes were developed: University as
(de)legitimizing, Negotiating disclosure and Loss and adaptation.
Rosenberg’s conceptualization of self-esteem was used as a
framework to explore the findings as it reflected participants’
accounts and provided an insight into their subjective well-being.
Participants discussed their reduced self-esteem through
experiences of delegitimization and stigma at their universities, as
well as how they became more accepting of their illness and
increased their self-esteem.
Conclusion: This study provides an understanding of how the lives
of students with ME/CFS have been affected by their condition,
including their experiences at university and in their social
context. Participants raised potential avenues in which
universities can act in a supportive manner to be empowering
and enhance self-esteem, which is important due to the debated
nature of the illness.
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Introduction

Myalgic encephalomyelitis/chronic fatigue syndrome (ME/ CFS) is an illness characterized
by new or sudden disabling tiredness lasting a long time, or tiredness that is recurring and
gets worse after activity [1]. The lack of a biological marker for the illness makes it difficult
to define, leading to medical professionals being skeptical about the illness and decreas-
ing the possibility of diagnoses [2]. The prevalence of ME/CFS in the UK is estimated to be
0.2%–0.4%, equating to around 260,000 people [3]. There is a lack of information on how
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many people recover from ME/CFS, but it is known that it is more common for children
and young people to do so [4]. The NICE guidelines [1] state that whilst there is no
pharmacological cure for the illness, management strategies should be used, such as
pacing, and medication can be used to relieve symptoms.

The experience of living with ME/CFS

Individuals with ME/CFS experience physical, social and emotional difficulties. The phys-
ical impact depends on an individual’s symptomology: it can be focused on pain, cogni-
tion or mobility [5] and, at its most severe, can cause profound and prolonged disability
[6]. Social and emotional difficulties are common for individuals with ME/CFS. A lack of
clarity regarding the illness often means that individuals do not receive support from
healthcare professionals, friends and family [7,8], and instead mostly self-manage their
illness [9]. Stigma and unsupportive social interactions can affect an individual’s self-
concept and identity. Self-concept is the way in which individuals view themselves [10],
whereas identity focuses on how an individual makes sense of themselves through com-
parison with social categories [11].

Research into the effect of ME/CFS on one’s self-concept and identity has been under-
taken using qualitative approaches, particularly using Interpretative Phenomenological
Analysis (IPA). Research has highlighted that people with ME/CFS experience delegitimi-
zation, which is having one’s own perception and definition of an illness disconfirmed
[12]. Dickson et al. [7] reported that delegitimization by loved ones tended to cause indi-
viduals to feel personally rejected, affecting their sense of self and self-esteem. Addition-
ally, individuals with ME/CFS can experience an ‘identity crisis’ due to the loss of control
over their body and personal life [13]. However, longitudinal studies have provided an
insight into how identity can be reconstructed. Whitehead [14] found a non-linear trajec-
tory of an individual’s identity: 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. Likewise, Arroll and Howard [15] found that post-traumatic
growth can come about from having ME/CFS, which is the idea that enduring adversity
can result in positive growth [16]. This illustrates the long-term effect that ME/CFS can
have on an individual’s identity, resulting in both challenges and positive growth.

Previous research regarding individuals with ME/CFS has focused on changes in indi-
viduals’ self-concept and identity. The current research study used self-esteem as the
theoretical framework as it reflected the accounts of participants and enabled an
insight into their psychological well-being. Self-esteem is a person’s subjective evaluation
of themselves, which is often conceptualized as the ‘feeling that one is ‘good enough’’ [17
p31] and involves acceptance and respect of oneself [18]. Self-esteem does not necessarily
reflect an individual’s abilities but rather, high self-esteem correlates to feelings of accep-
tance of one’s capabilities. Self-esteem can be measured at multiple levels, with the self
being formed at the personal, collective and relational level [19]. Despite criticism that the
importance of self-esteem has been over-emphasized [20], research has found low self-
esteem causes negative outcomes for individuals with chronic illnesses, including self-
stigma [21], maladaptive coping strategies [22], and psychiatric comorbidities [23]. There-
fore, understanding self-esteem is important in understanding an individual’s subjective
wellbeing and health outcomes.
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Students and chronic illnesses

Students with chronic illnesses face unique challenges, as they often move away from
support networks [24], negotiate a new student identity [25] and face stigma and discrimi-
nation on university campuses [26]. O’Shea and Kaplan [27] found that students with psy-
chiatric illnesses were engaged in a continuous process of meaning-making at an
individual and social level to understand their disability. Additionally, Newman et al.
[26] found that stigma and discrimination on university campuses affected students
with disabilities’ sense of purpose. This revealed how individuals with chronic illnesses
struggle 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 [28], with disclosure a con-
scious decision [29,30]. This research acknowledged that students with invisible illnesses
and disabilities can present different identities, and that their sense of self can be chal-
lenged by the university environment.

There is a lack of research exploring how universities can support students with chronic
illnesses. Students in the UK with known disabilities (which includes those with chronic
illnesses, such as ME/CFS) made up 15% of the student population in the academic
year 2019–2020, an increase from 11% of students in 2015–2016 [31]. The introduction
of the 2010 Equality Act resulted in discrimination against someone with a disability
being unlawful. Therefore, universities are required to provide reasonable adjustments
to students with disabilities. However, previous research suggests that universities
struggle to support students with fluctuating conditions such as ME/CFS [32]. The
present study is unique in its focus on the experiences of university students with ME/
CFS. Understanding how they experience and make sense of their illness aims to
provide an understanding of how their psychological well-being is affected by their
illness, as well as to understand how university communities can support them. This
was 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?

Methods

Design

The present study aimed to build on previous IPA research by exploring a student popu-
lation with ME/CFS, a population which has yet to be captured from a phenomenological
perspective. An inductive IPA approach was chosen as it enabled the researcher to focus
on participants’ accounts, rather than imposing a theoretical framework or a pre-con-
ceived focus on participants’ narratives.

Participants and recruitment

In accordance with IPA’s commitment to the idiographic, a small and homogenous
sample of eight participants were recruited [33]. The inclusion criteria were for partici-
pants to be 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. All participants saw their diagnosis of ME/CFS as their main health concern and
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had been diagnosed by a medical professional. Four participants were diagnosed with
ME/CFS before they went to university, and four were diagnosed whilst there. There
were no parameters on other characteristics, such as age or gender, as the focus was
the similar experience of being a student with ME/CFS [33]. 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 advertisements posted on the forum Reddit.com; three by an advert posted by
the ME Association on their Facebook page.

Materials

Semi-structured interviews enabled rich data to be elicited from participants [33]. The inter-
view schedule was developed by the researchers thinking about topic areas, such as
support and identity, that would enable the research question to be answered. Participants
were asked to think of a metaphor before the interview to capture their experience, and this
was discussed in the interview. Metaphors are a useful way for participants to discuss health
conditions [34] and are a powerful means of understanding experiences [35].

Procedure

Once the initial interview schedule had been drafted, a pilot study was conducted to
ensure that the questions could generate appropriate and rich data [36], and questions
were subsequently adapted. Interviews were conducted by the first author (FW) using
the video-calling software Zoom, a decision that was made before COVID-19 government
guidelines restricting the use of face-to-face interviews. Video-calling enabled partici-
pation without inducing additional fatigue or distress from traveling. The interviews
lasted between 43 and 60 min. 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 that participants discussed. The interviews were recorded
using voice recording software on the researcher’s laptop, and subsequently transcribed
using Otter.ai and checked manually. Throughout the entire research study, the second
author (DLE) served as both a mentor and a critical friend to the first author (FW). Their
regular conversations stimulated and prompted deeper reflection and consideration of
various possibilities – whether in terms of methods, participant recruitment, and
approach to analysis.

Table 1. Participant information.

Pseudonym Gender Age
Years experienced

symptoms
Time since
diagnosis

Full or part-
time study

Undergraduate or
postgraduate

Clara F 28 9 4 months FT PGR
Evelyn F 23 8 5 years FT UG
Gabriel M 54 13 4 years PT (and PT

work)
PGT

Kayleigh F 21 6 7 months FT UG
Lottie F 23 11 11 years FT PGT
Phoebe F 22 3 2.5 years FT UG
Ramona F 23 10 6 years FT UG
Sophie F 22 2.5 2 years PT UG
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Data analysis

Data was analyzed by the first author (FW) using IPA, and the stages outlined by Smith
et al. [33]. Initially, the researcher gained familiarity with the interview transcripts
through multiple readings. Exploratory comments were then made in relation to descrip-
tive, linguistic and conceptual aspects of the data. The third and fourth stages involved
developing emergent themes based upon these initial notes, and forming connections
between them by using abstraction, subsumption, polarization and contextualization. A
list of subordinate themes was subsequently developed to categorize the emergent
themes. Each case was then analyzed using stages 1–4. Once all cases were analyzed,
they 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. After the analysis was completed, the theoretical framework outlined in the intro-
duction was explored, aligning with an inductive approach.

Ethics

The research was approved by the School of Education Ethics Committee at the University
of Glasgow, which guided the carefully followed ethics protocol for this study.

Results

Three superordinate themes with further subordinate themes were developed. These
interrelated themes illustrate how the participants’ self-esteem and subjective well-
being was affected due to their illness, and that making sense of their illness was an
ongoing process. The metaphors which the participants discussed in the interviews,
which help to understand the participants’ individual narratives and experiences, are dis-
played in Table 2. Overall, they describe their lack of control over their illness and the
difficulties they have needed to overcome. Table 2 also outlines which of the subordinate
themes each participant contributed to, and the theme their metaphor fits in is in bold.
Quotes from participants are presented alongside their pseudonym, as well as their age
and the qualification they were pursuing when the interview was conducted.

1. University as (de)legitimizing

1a. Delegitimization
Three participants described experiences of delegitimization at university. This focused on
the disability services and their tutors. Clara describes her experience of having to repeat-
edly justify herself:

you’re just put on the front page it’s very much… you have chronic fatigue so tell us what it’s
like… I don’t really want to do that every single time I need a week off, extension, so I… feel
like you’re getting a bit poked and a bit prodded (Clara, 28, PGR).

Clara’s emphasis on how she must explain herself ‘every single time’, illustrates her pre-
ference for only needing to tell her story once. This experience makes her feel as though
her illness is not valid and leaves her feeling exposed and vulnerable as though she is on
the ‘front page’. Clara’s description of being ‘a bit poked and a bit prodded’ brings about

FATIGUE: BIOMEDICINE, HEALTH & BEHAVIOR 163



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 depicts the university as
more powerful than Clara, and as the expert in the situation, which is likely to lead to
Clara feeling disempowered.

Other participants described specific conversations with university staff. Kayleigh
described a conversation she had with her tutor when she explained why she was not
able to complete her project in the way she had planned: ‘I… said to her… I might
have ME, and… I don’t want to put too much strain on myself. She just kind of said,
oh, have you tried taking vitamin B12’ (Kayleigh, 21, UG). This illustrates how Kayleigh
is not 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 mana-
ging it. This experience of delegitimization 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 impor-
tance of validating students’ experiences through informal conversations and discussing
which solutions would work for them.

1b. Legitimization
Five participants described feelings of legitimization at university: one alongside experi-
ences of delegitimization, and four spoke solely about how their university had legiti-
mized their illness by not questioning the status of their illness and treating them as
an expert about it. These experiences of legitimization were described as a break from
other institutions or personal relationships in their lives. One of the participants,
Phoebe, shares: ‘I’ve found them… one of the most accepting and… helpful

Table 2. Metaphors and themes contributed to.

Pseudonym
Themes contributed

to Metaphor

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

Image of different selves: Clara discussed a cartoon image which depicted three
people. One person had a frown and was her now, one was her in the future who
was happy with a PhD and in between the images was another person, who had
a scribble on it depicting her journey to reaching her goal of completing a PhD.

Evelyn 1a, 2a, 2b, 3a, 3b, 3c 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.

Gabriela 2b, 3a -
Kayleigh 1a, 2a, 2c, 3a, 3b, 3c Constantly hungover: Kayleigh described her experience as similar to being

hungover, as she often feels groggy, exhausted and has a pounding headache.
Lottiea 1b, 2c -
Phoebe 1b, 2b, 2c, 3a, 3b, 3c 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 h.

Ramonab 1b, 2b, 3a, 3c 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. There
were times in which she felt as though she was going downhill, but there were
never any periods of stability.

Sophie 1b, 3b, 3c 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.

aTwo participants had not remembered about the suggestion of a metaphor before the interview, which was not man-
datory.

bThe metaphors discussed by these participants are broader depictions of their experience and did not fit into one
specific theme.
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organizations…which has been… quite refreshing… I’ve never had anything of a
debate about whether or not it is an illness’ (Phoebe, 22, UG). This illustrates the critical
role that universities can play in students’ lives, as a space of safety in which ME/CFS is
legitimized, allowing students to seek help and support. Additionally, their university
can provide a break from justifying their illness. Phoebe asserted that receiving support
from her university meant that it was ‘just one less thing that I had to battle to deal
with’. This illustrates that whilst other aspects of society have still not reached a point
of understanding or acceptance of ME/CFS, universities can provide a space of acceptance
and support.

Another participant, Sophie, highlighted how her university treated her as an equal:
‘thankfully, they seem to be like right okay, so we understand you’ve got ME CFS, what
do you need?’ (Sophie, 22, UG). Sophie describes how the university enquired about
her specific needs, 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.

2. Negotiating disclosure

2a. Stigma
Three participants discussed feeling stigmatized 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 had not increased
her symptoms, but rather highlighted them:

I feel it’s basically like… spotlights […] it’s kind of like it was already there, but… now its
center stage for everyone to see… I 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, PGR)

Clara describes how people finding out about her illness leaves her feeling stigmatized, 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 marginalized, which has made her feel that there is no space in
which her illness is accepted.

2b. Struggling to advocate
Participants’ interactions with others in the university community about their illness illus-
trated how they struggled to explain it. Five participants discussed how they struggled to
advocate for themselves and justify the illness itself. Gabriel discusses how he sent the
disability services a brochure explaining ME/CFS: ‘there’s an Action for ME brochure
that I’ve sent them, but… 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,
PGT). Instead of giving his own personal account, Gabriel decided to refer the disability
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services to a more accredited information source, suggesting he was lost for words when
trying to explain his illness. 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: ‘I also feel quite conscious that you’re speaking on behalf of like a community…
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, as she is worried
that she must prove that ME/CFS is a real illness in order to advocate on behalf of
others. This leaves her feeling under pressure to disclose and educate those around her
but does not feel capable that she alone can convince them that ME/CFS is a legitimate
illness.

2c. Deciding to hide
The decision not to disclose their illness was discussed by four participants. This was due,
in part, to the stigma and difficulties they experienced advocating for themselves and
their illness. Lottie disclosed her experience of hiding her illness: ‘So, I didn’t tell any of
my friends that there was anything wrong with me, for the first two years of my undergrad
degree… I just had a massive desire for people to think that I was normal’ (Lottie, 23,
PGT). The length of time it took Lottie to disclose her illness 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 discussed her comparison with others as ‘not necessarily a
healthy thought process’ and described how, as a postgraduate student, she had told
two friends on her course. This made her feel more positive about herself because they
could ‘accept that it is just a part of who I am but not something that defines who I
am’. This illustrates how the act of hiding her illness perpetuated Lottie’s negative feelings
towards it.

Clara introduced the theme of vulnerability in relation to hiding her illness: ‘I’ve just
gotten used to struggling in silence because you don’t really want to…make yourself
a bit vulnerable and… tell people things if it’s not going to be of use’ (Clara, 28, PGR).
Clara’s experience of having to explain her illness and advocate for herself has evoked
feelings of vulnerability, and she has decided that is only worth telling others if she
receives support in return.

3. Loss and adaptation

3a. Academic persona
Six participants discussed how becoming ill changed their ability to achieve academically.
They provided examples of being top of the class or perfectionists in their academic work
before they became ill. Ramona explained how her lower academic performance had
changed her view of herself as a student:

when I was younger, I was always the best at everything… it’s really hard now to be like
middle to bottom with grades because I just don’t have the energy… so that…makes
you feel like, yeah, less of a worthy student. (Ramona, 23, UG)
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Ramona explained 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, while two participants spoke about this loss, they also commented about
how they had adopted a kinder attitude to themselves. Phoebe said that she was ‘not
beating myself up about it, basically… accepting that if you get a 2:1, it’s not like the
end of the world’ (22, UG). Later in the conversation, she explained that she does not
want to think of her illness as an excuse but ‘then I have to remember that it is like a, I
see it as like a disability’. She is trying to come to terms with the severity of the illness,
an ongoing process of internal negotiation about whether to be kinder to herself in
relation to her grades. This shows how participants adapted and learned to accept
their illness. It also highlights changes in how participants assessed their achievements,
and therefore how they felt 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 to prioritize studying, housework and resting.
Sophie explained how she is currently missing a social context in her life:

I’ve missed out on so much so it’s almost like an incomplete puzzle…would be the way I kind
of picture it… over the last kind of year and a bit I feel like I’ve missed out on so much, um
because I felt I had to cut myself back a lot with like, the… social side of things. (Sophie, 22,
UG)

Sophie discussed 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 socializing is encouraged and seen as an important aspect of
student life.

One participant, Evelyn, discussed how she has adapted her social life by becoming
friends with other people with disabilities, as they understand how she is feeling:

the friends that I’ve got now…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)

Evelyn described how her current friends understand that she would ‘move… 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 expec-
tations 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 related to feeling disconnected and fru-
strated with their bodies. Many participants discussed how, prior to becoming ill, they
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were very active and had 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 her metaphor of a damaged computer battery, the unpredictable
relationship she now has with her body:

… 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 doing like that sort of thing…
kind of unpredictable and is based on the idea of something just not quite doing what it’s
supposed to. (Evelyn, 23, UG)

Evelyn described how she sees her energy levels as unpredictable and that she has lost
control over her body. By using a metaphor of a material object, it seems 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.

One participant, Sophie, described how she has had to adapt to her body’s capabilities:
‘before… sport was my stress relief… [then] my go to became, adult paint by numbers’
(22, UG). Sophie described 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 has helped her to feel better about her illness.

Discussion

The present study explored how university students with a diagnosis of ME/CFS experi-
enced and made sense of living with their illness. Using IPA to analyze the data, three
interconnected themes were developed: University as (de)legitimizing, Negotiating disclos-
ure and Loss and adaptation. The theoretical framework of self-esteem provided an under-
standing of how the participants’ diagnosis of ME/CFS affected their subjective well-
being.

University as (de)legitimizing

Participants discussed how their universities were both delegitimizing and legitimizing of
their illness. This was demonstrated in participants’ accounts of experiencing a lack of
understanding and validation from their tutors and the disability services at their univer-
sity. Similar experiences of delegitimization have been described in research with adults
who have ME/CFS, in relation to their interactions with healthcare professionals and loved
ones [7,8,37]. However, by focusing on a student population, this research added a new
form of delegitimization to the current literature. Participants’ accounts suggested that
delegitimization 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 disem-
powered. They also discussed distancing themselves from authorities at the university,
instead preferring to self-manage their illness.

Participants’ accounts of legitimization offered a different perspective, providing an
understanding of how universities can act as an important authority for support. Partici-
pants disclosed how acceptance and validation provided a break from their usual
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encounters, leading to surprise and relief. One participant discussed how the disability
services asked her what support she required, treating her as an expert on their own
illness. This is particularly important for ME/CFS as individuals experience differences in
their symptoms, so it is important to understand each individual’s story. This legitimiza-
tion is likely to have led to a feeling of empowerment, and increased self-esteem. Experi-
ences of legitimization, and the subsequent positive outcomes on well-being and sense of
self have also been found in previous research [38,39]. 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 [32].

Negotiating disclosure

Participants’ descriptions of negotiating the disclosure of their illness to university staff
and peers also suggest that their social environment had a large effect on how they
felt about their illness. The invisible nature of the illness meant that participants were
actively deciding whether to disclose their illness. Participants discussed stigma and
the struggles they experienced advocating for themselves. This illustrated how partici-
pants felt judged and marginalized. Experiences of stigma have also been found in pre-
vious research with individuals with ME/CFS [40], as well as for students with
disabilities [26]. Participants’ descriptions of their desire to advocate for the ME/CFS com-
munity highlighted how they often found it difficult. The difficulties they disclosed
regarding advocating for themselves have also been found in previous research. In a
study by Wilde et al. [38] one participant discussed how individuals with ME/CFS do
not like to discuss their illness for fear of being seen as someone who complains. Addition-
ally, Markoulakis and Kirsh [29] found that the stigma students with mental health pro-
blems perceived 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 them-
selves from feeling vulnerable. Hiding an aspect of one’s identity has been reported pre-
viously in research with students in their university environments. For example,
Markoulakis and Kirsh [29] found that disclosure was often avoided due to the fear of dis-
crimination. Similarly, Miller et al. [30] conducted research with LGBTQ students with dis-
abilities and found that disclosure was a conscious decision. The participants’ experiences
of hiding an aspect of their identity are 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.

Loss and adaptation

Lastly, the participants’ journey of making sense of their illness is depicted in their descrip-
tion 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 [14,15]. 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
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relation to the loss of their social life and their bodies’ capabilities [7,38]. This study added
to the current literature by 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 [7,38,41].

Participants also discussed adapting their sense of self. 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 stren-
uous relaxation activities. This led to participants describing that they felt happier and more
accepting of their illness, increasing their self-esteem. A change in self-evaluation over time
has been reported previously in qualitative research with adults with ME/CFS [14,42].
Additionally, in a study by Arroll and Howard [15] two participants experienced post-traumatic
growth. However, in the present study, participants predominately felt resentment towards
their illness. This could have been due to the age of participants, as the majority were 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 findings of the study should be considered alongside its limitations. All but one of the
participants were female. In previous research it has been identified that men with ME/
CFS go through specific experiences relating to a loss of masculinity [38], which could
not be captured in this research. Additionally, the students who took part were those
well enough to remain on their university course and to take part in an interview, so
the experiences of students in more difficult situations have not been captured. Addition-
ally, future research could also evaluate strategies that are used to help students with ME/
CFS achieve at university, which this study was not able to fully consider.

Implications

There are theoretical and practical implications that arise from this study. The participants’
emphasis on their social environment in relation to how they made sense of their illness
has illuminated the importance of the social level in determining one’s self-esteem. Pre-
vious research on self-esteem has often focused on the personal and collective level, with
only limited research conducted in relation to social experiences [43]. The practical impli-
cations of this research are that universities need to provide further support. Tutors,
support staff and students could be provided with information about ME/CFS, 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 [44]. 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, put on a student’s file and, with the stu-
dent’s permission, provided to university staff to prevent students needing to repeat
their story. Receiving this legitimization could result in an increase in students’ self-
esteem and subjective wellbeing.
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Conclusion

The present study provided an insight into the phenomenological experiences and sense-
making processes of students with ME/CFS. It has elucidated the experience of a group of
people who have ME/CFS to gain an in-depth understanding of how their life has been
affected by their condition, including the de-legitimization and powerlessness they experi-
enced at university and in their social context, due to the debated and hidden nature of the
illness. Participants also discussed instances in which their self-esteem had increased,
including being treated as an expert in their condition and consciously deciding to
accept their condition and adjust their lives accordingly. Potential avenues in which univer-
sities can act in a supportive manner to be empowering and enhance self-esteem have
been discussed. This is important due to the debated and invisible nature of the illness,
and the fact that individuals can experience different symptoms, meaning they need to
be treated as an expert on their own illness and their individual experience validated.
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