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1.1 ABSTRACT 

 

An investigation into the geographical identities of 
ME/CFS sufferers in Britain. Firstly, the extent to which 
the condition confines sufferers physically is explored – 

especially how the condition’s temporal variation governs 
sufferers’ changing use of space, and disparities in the 

performance of illness in public/private space. Secondly, 
the creation of a public imagination of the condition and 

the hegemony reproducing it is unpacked, illustrating the 
geographical effects of perceptions of illegitimacy and 

having an invisible illness. Finally, coping mechanisms – 
particularly the functioning of support-groups in a 

neoliberal welfare system – are analysed, demonstrating 
the need for flexible space at work and home. 

 

 

 

 

 

STATEMENT 

 

I confirm that this dissertation is all my own work, and any aided work has 

been fully referenced and acknowledged. It does not exceed the word limit of 
10,000 words. Included in the word count are: section and chapter 
headings, references, citations and quotations. It does not include: the 

bibliography, data contained in tables and figures and their captions, and 
supporting appendices. 
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1.2 PREFACE 

 

 

“It’s not just your illness: everyone gets involved in this illness: people 
who rely on you, people you have relationships with, people you are 
involved with, people you are related to, your friends – everybody’s life 

changes. This is not an isolating illness – or rather it is an isolating 
illness, but it is not happening in isolation” (Gail) 

 

 

“I was like “what are we going to do, what are we going to do?”; and he 
was like “it’s all canonical, you build it brick by brick, you’ve just got to 

do your brick”. And it made sense – there is no kind of magic thing 
(clicks fingers). You’ve just got to do your bit and eventually it will work” 
(Simran) 
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1.3 ABBREVIATIONS 

 

 

 

 

  

Abbreviation Meaning 

AFME Action For M.E. 

CFIDS Chronic Fatigue Immune Deficiency Syndrome 

CFS Chronic Fatigue Syndrome 

DLA Disability Living Allowance 

ESA Employment and Support Allowance 

ME Myalgic Encephalitis 

PEM Post Exertional Malaise 

PVFS Post Viral Fatigue Syndrome 

SSBMESG Solihull and South Birmingham M.E. Support Group 

UKMEA UK ME Association 
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Cultural landscapes of chronic illness: 

M.E.taphor, confinement and invisible illness 
 

 

 

2.1 Introduction: 

“It is because of its ambiguous nature that Chronic Fatigue provides such an opportunity to examine modern 
attributes to sickness and health, an opportunity that would be absent from better defined or characterised 

disorders” (Wessely et al 1998:2). 

To have ME/CFS is to live a life in and of conflict. Sufferers must fight to overcome not only 

physical spatial barriers, but also combat social isolation, discrimination, and discourses of 

guilt and blame territorialising their body. Public perception of ME/CFS is reproduced 

through metaphor and a meta-narrative of laziness and illegitimacy grounded in the 

condition’s unique spatial experience. Sufferers must undergo a battle for recognition, 
acceptance and advocacy, whilst also managing a serious illness and a livelihood grounded 

in the restrictions of ME space-time. 

The invisibility of the condition both at the site of the body and in where the illness occurs 

means the perception of ME/CFS sufferers is distorted and damaging. There is a real need 

for a project such as this which helps erode this narrative, and places the sufferer back at 

the centre of meaning. This project seeks to interrogate the geography of ME/CFS in order 

to explore the reality of the everyday spaces of the condition, the spatial experience of ill 

identities, and the contradictions which punctuate life with ME/CFS. The research objective 
is to describe how sufferers see and experience the world around them, how UK society 

perceives them, and their forms of agency in mediating this relationship. 

This dissertation interrogates the geographies of ME/CFS through three themes (F2.1). 

Firstly, the physical experience and imagination of space is explored, in how sufferers 

engage and conceive of the spaces around them. This will involve two theorisations of space 

– ‘ceiling syndrome’, and ‘abrasive space’ – alongside a deconstruction of sufferers’ own 

disciplining of the body and non-linear perceptions of public and private space. 

Secondly, the broader politics of the ill body in UK society are examined, engaging with how 

meaning is created about ME/CFS through performance and metaphor, and how these 
meanings are internalised at the site of the sufferer’s body. ‘Invisible illness’ will be key in 

how it is presented, experienced and resisted in different spaces. 

These two sections will reveal how ME/CFS marginalises at various scales and through 

numerous physical and socio-spatial mechanisms. However, the third will explore sufferers’ 

ability to resist these processes of power. Set within the context of a retreating neoliberal 

state, the roles of new free-floating forms of resistance are discussed. This will reveal how 

sufferers’ demands for flexibility, the blurring of care, social contact and action, are all 

occurring within the context of ‘M.E. space-time’. 
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F2.1: Schematic map of the project: 
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2.2 Literature Review: 

Much specialist medical literature exists, yet work drawing ME/CFS into broader 

geographical thought on illness, power and space is rarer – a specific gap in the literature 
within which the project fits. Theorisations of illness and space used in this project are 

applicable across different conditions – ME/CFS represents a strong case study for 

discussing broader geographies of medicine, space and power. 

The first section of this project uses literature explaining how illness is forced to the 

margins of physical and imaginative space (Taylor 1979,2009; Foucault 2010). The socio-

spatial dialectic enables a reading of sufferers’ experiences which is responsive to the 

agency of space (Massey 1984; 1994; Harvey 2009). Conceptualisations in geographic 
literature of space as subjective provide a starting point for the theorisation of ‘abrasive 

space’ (Lefebvre 1991).  

The next section develops readings of biopolitics, government and population, and 

processes of hegemony and power-knowledge (Foucault 1970; 1977; 2009; Gramsci 1971; 

Kearns and Moon 2002). This includes how meaning is created through metaphor (Sontag 

1978), and also through the everyday performance of illness undertaken by sufferers 

(Goffman 1959; 1963; Butler 1990). Texts in cultural and medical geography which 
interrogate discourses operating to territorialise ill bodies are essential (Moss and Dyck 

1999b; 2002; Mackian 2000; Butler and Parr 1999; Curtis 2004). Together, these 

theoretical resources allow a full analysis of the sufferer’s body. 

Underpinning this project’s final section is a Foucauldian reading of power revealing the 

agency of the sufferer in resisting hegemony and building advocacy (Foucault 1985; Kearns 

2007). Literature on these ‘weapons of the weak’ is significant in identifying the role of 

technology and communication power in the contemporary network society, and the 

contestation of the ‘global village’ (Scott 1985; Duncan 1985; 2002; Castells 2009; McLuhan 
1962). This helps explain the delocalisation of resistance away from the ill body in the case 

of ME/CFS (Guise et al. 2007). Such literature is crucial in explaining the concordance and 

contradictions between the physical, social and political marginalisation of sufferers, and 

their advocacy and resistance. Literature on biosociality is central in theorising the creation 

of communities of coping built around a shared ill identity, particularly in the context of a 
retreating UK welfare system (Rabinow 1992; 1996; Fassin 2007; Helman 2000). This links 

with literature on ‘health’ citizenship, triage and ‘invisible populations’ in medical 

geography relating to other illnesses – especially HIV/AIDS (Nguen 2010; Biehl 2007; 

Robins 2004). 

Another theme in the literature is time and illness trajectories (Charmaz 1991), feeding into 

deconstructing identities in crisis, being neither healthy nor ill. This project furthers this 

discussion with the equally important role of space in the formation of identity and meaning 

– a theme running throughout this dissertation (MacKian 2000; Dyck 1999; Moss and Dyck 

2002). 
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3 METHODOLOGY 

3.1 What is ME/CFS? 

CFS/ME is a chronic illness affecting a quarter-of-a-million people in the UK (UK ME 

Association 2012). The main symptom is fatigue which is not improved by rest. Other 
common symptoms include myalgia, joint problems, brain-fog, concentration problems, 

PEM, and light/sound sensitivity. The condition is characterised by a fluctuating illness 

trajectory as sufferers are thrown between extremes of wellness and illness (F3.1) (Wessely 

et al 1998). There is no definite start- or end-point to ME/CFS: it varies from six months to 

tens of years. 

The condition itself is contested not only in society, but by the biomedical community and 

sufferers themselves. With no marker of illness or positive diagnostic test, it has gone 
through a number of transformations in biomedical perception. This is reflected in the 

variety of names and labels given to the condition and those with it. ME, CFS, PVFS, 

CFIDS, Post-Epstein Barr, are all current nomenclatures. However, the general consensus 

is that the overarching condition is CFS: these other biomedical labels refer to a sub-

category or set of specific symptoms which fit within the umbrella of CFS. For simplification 

and consistency, this project will refer to this set of conditions and labels as ME/CFS. 

 

F3.1: A graph showing the chaotic illness trajectory of ME/CFS: 
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3.2 Problems and Solutions 

ME/CFS will affect each sufferer uniquely, making not only treatment difficult, but also 

challenging a researcher’s ability to draw over-arching conclusions. Furthermore, because 
ME/CFS does not affect a particular group or cluster in society, the community of sufferers 

cross-cuts various forms of identity. Subsequently, this project is underpinned by work on 

intersectionality: whilst every respondent is influenced by numerous processes of power 

and forms of identity, they are unified by the condition and its spatial experience (Valentine 

2007). 

The main methodological challenge was retrieving accurate and reliable data from a 

confined, invisible group often unable to engage in traditional forms of communication. 
Consequently, this project used numerous forms of data collection to engage all layers of 

the ME/CFS community. 

Firstly, semi-structured interviews were undertaken in easily accessible locations where 

respondents felt comfortable and safe. The flexibility of their timing meant that sufferers’ 

needs were accommodated as the main priority. Interviews were recorded and then turned 

into transcriptions, which were then triangulated to draw out key themes through discourse 

analysis (Wiles et al. 2005). This first approach allowed detailed engagement with those 

suffering mild- to moderate-ME/CFS. 

This was complemented with question-and-answering through the medium of email. Whilst 
this leads to more nuanced accounts, the internet overcame the barriers associated with 

responding. This method engaged with moderate- to severe-ME/CFS sufferers. 

Thirdly, 100 questionnaires were distributed to sufferers through the gatekeeper of the 

SSBMESG, of which 32 replies were received (including three distributed through personal 

contacts). This response rate is surprisingly high considering the difficulty for respondents 

due to their health. Willingness to respond is a point in itself: sufferers desire to contribute 

to the raising of awareness in any way they can. The questionnaire included quantitative 

and qualitative queries, with the first section resembling the Eyesenck Personality 
Questionnaire, but exploring mobility/isolation rather than extraversion/introversion. The 

second section contained longer questions, engaging with the full spectrum of sufferers.  

Fourthly, participant observation of SSBMSG meeting on the 14th November 2011 allowed 

me to examine the spatial mechanisms and social processes constructing a therapeutic 

landscape first-hand. Twelve group members attended the meeting, which lasted around 

two hours and took place in the group co-ordinator’s home in the early afternoon. 
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3.3 Research Ethics 

ME/CFS sufferers are a vulnerable group, so it was crucial to “consider ethical challenges 
which arise from new or possibly risky research by broadening the debate at an early stage” 
(NERC 2010:1), and as a researcher to follow professional, medical ethics: to ensure 

confidentiality, anonymity, and above all to not allow my engagement with the respondent 

to have a negative impact on their health. 

To combat this challenge, time was spent preparing and trialling methods before their use. 

A strong rapport was created between myself and interviewees, and I engaged with the gate-

keeper at the SSBMESG so that she was aware of my intentions and could veto them if 

necessary. These checks ensured the wellbeing of respondents was not undermined by my 

data collection. 
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3.4 The Study: the SSBMESG 

The SSBMESG is a group of over one-hundred ME/CFS sufferers, family members and 

carers. It meets ten times a year, publishes a quarterly newsletter, and has a large online 

presence. Decisions are made through a committee and group coordinator Gail. 

 

 

 

 

 

The group serves multiple purposes, combining care, social contact, awareness raising and 

advocacy (F3.2). It provided the perfect structure for accessing respondents for this project 

thanks to gatekeeper Gail. However, focusing solely on a support group would narrow my 

sample and distort results to some extent, so I also engaged with respondents outside of the 

group. Still, reliable conclusions about the breadth of the role of support groups are 

problematic. T1.1 and T1.2 provide a profile of respondents. Through multiple layers of data 
collection, this project has engaged with a large and varied ME/CFS population, and as 

such its results reflect – with a high degree of confidence – a detailed enough sample to 

draw reliable conclusions.  

 

 

 

 

 

F3.2: The mission statement and aims of the SSBMESG; retrieved from their 
website  
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NUMBER GENDER AGE ETHNICITY 

LENGTH OF 

TIME WITH 

CONDITION 

Notes 

R1 F 37 White 25 months   

R2 M 54 White >10 years   

R3* F 59 
White 
British 11 years  *respondent in remission 

R4 M 47 English *YEARS*   

R5 F 49 English 15 years  
R6 F 70 English 15 years  

R7 M 29 
White 
British 7 years  

R8 M 51 English 10 years  
R9 F 22 British 8+ years   

R10 F 65 British 20 years   

R11 F 57 British 18 months* *not known but recently 18 months 

R12 F 51 British 15 years   

R13 F 68 English 40 years   

R14 M 44 Asian 19 years   

R15 F 51 

White 

European 18 months   

R16 F 

28 

1/2 

White 

British 

11 years 6 

months   

R17 M 47 
White 
British 6 years   

R18 F 65 British 22 years   

R19 F 56 British 5 years   

R20 F 65 
White 
British 25 years   

R21 F 56 White 23 years   

R22 M 35 White 9 years   

R23* F 73 White 17 years 
*questionnaire not distributed through 
support group 

R24* F 30 

White 

British 

6 years 11 

months 

*questionnaire not distributed through 

support group 

R25 F 44 English 14 years   

R26 M 20 

White 

British 7 years   

R27 M 70 

White 

British 10 years   

R28 M 47 

White 

British 11 years   

R29 F 32 Asian 16 years   

R30 F 50 

Black 

British 23 years* *at least 

R31 F 60 
White 
British 

11 years 6 
months   

R32* F 41 

White 

British 

10 years 6 

months 

*questionnaire not distributed through 

support group 

T3.2: Profiles of ME/CFS questionnaire respondents 
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4: QUANTITATIVE FINDINGS 

This section will present quantitative findings from section A of questionnaires. Data was 

collated and analysed in order to create basic indexes of social isolation and physical 

confinement – a numerical representation of the everyday geography of the ME/CFS 

sufferer. 

The data shows a large amount of variation, as is to be expected from such a varied 
population. A key problem is that responses represent a point in a fluctuating illness 

perspective: asking respondents about their health only represents a point in illness 

trajectory. For instance, the outlier of R3 is explained by the respondent being in remission 

(written on questionnaire). 

There is a correlation between social isolation and physical confinement, suggesting they 

are interlinked (F4.1). Also, responses distributed outside the support group show less 

confinement/isolation, suggesting that support groups serve more severe ME/CFS (F4.2).  

Sufferers are clearly physically confined and socially isolated in varying ways and to 

different degrees, which will feed into discussion. 
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QUESTION % “YES” % “NO” 

1: Do you have problems with mobility and moving around now? 90.32 9.68 

2: Do you find it harder to keep in contact with people now? 96.77 3.23 

3: Do you now have problems getting to and from places 
physically? 90.32 9.68 

4: Are you still able to go out as much and as easily as before? 3.23 96.77 

5: Do you think people(without the condition) treat you differently 
now? 66.67 

33.33 

6: Do you find exercise tiring now? 96.77 3.23 

7: Are you still able to take long trips? 17.24 82.76 

8: Do people seem more distant to you now (both socially and 
physically)? 80.00 

20.00 

9: Are you exhausted by everyday activities now? 93.55 6.45 

10: Do you find it difficult to talk to non-sufferers generally now? 40.00 60.00 

11: Are you less mobile now? 96.77 3.23 

12: Does the condition make you feel less likely to leave your 
home now? 93.10 6.90 

13: Do you find social situations harder to follow and stay 
involved with now? 93.33 6.67 

14: Do you feel you have less in common with non-sufferers now? 67.74 32.26 

15: Have you lost any belief in your own abilities and self now? 64.52 35.48 

16: Does the need to commute make it harder to stay in work or 

education now? 88.89 11.11 

17: Do you sometimes feel physically confined now? 90.32 9.68 

18: Are you less likely to attend social meetings or gatherings 
than before? 96.67 3.33 

19: Do the physical symptoms of your condition make travelling 
more difficult now? 93.55 6.45 

20: Do you find the prospect of going out intimidating now? 74.19 25.81 

21: Do you ever feel isolated now? 86.67 13.33 

22: Are you less likely to travel long distances now? 93.55 6.45 

23: Are other people without the condition who you don’t know 
able to understand it? 6.67 93.33 

24: Do you spend more time at home now? 100.00 0.00 

25: Has having the condition reduced your self-confidence? 80.00 20.00 

26: Do you feel less mobile since getting the condition? 100.00 0.00 

27: Are you put off from going somewhere because of the 
physical effort of getting there and back again? 100.00 0.00 

28: Are you able to function as well in social situations as before? 19.35 80.65 

29: Does the physical effort of getting somewhere put you off 
going? 100.00 0.00 

30: Do you sometimes feel lonely or alone now? 90.32 9.68 

T4.1: Questionnaire Section A collated responses  
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NUMBER GENDER AGE ETHNICITY 

LENGTH OF 

TIME WITH 

CONDITION 

 

PHYSICAL 

CONFINEMENT 

(0 – 1) 

SOCIAL 

ISOLATION 

(0 – 1) 

R1 F 37 White 25 months 1 0.85 

R2 M 54 White >10 years 1 0.92 

R3* F 59 
White 
British 11 years 

0.82 0.38 

R4 M 47 English *YEARS* 1 0.75 

R5 F 49 English 15 years 0.94 0.69 

R6 F 70 English 15 years 1 1 

R7 M 29 
White 
British 7 years 

1 1 

R8 M 51 English 10 years 1 0.92 

R9 F 22 British 8+ years 1 0.92 

R10 F 65 British 20 years 1  1 

R11 F 57 British 18 months* 0.94 1 

R12 F 51 British 15 years 0.88 0.75 

R13 F 68 English 40 years 0.94 0.69 

R14 M 44 Asian 19 years 1 0.92 

R15 F 51 

White 

European 18 months 
0.93  0.36 

R16 F 

28 

1/2 

White 

British 

11 years 6 

months 
1 0.92 

R17 M 47 
White 
British 6 years 

0.94 0.85 

R18 F 65 British 22 years 1 0.85 

R19 F 56 British 5 years 1 0.69 

R20 F 65 
White 
British 25 years 

0.88 0.77 

R21 F 56 White 23 years 0.88 0.62 

R22 M 35 White 9 years 1 0.85 

R23* F 73 White 17 years 0.41 0.51 

R24* F 30 
White 
British 

6 years 11 
months 

0.65 0.77 

R25 F 44 English 14 years 1 0.63 

R26 M 20 
White 
British 7 years 

0.88 0.85 

R27 M 70 

White 

British 10 years 
1 0.77 

R28 M 47 

White 

British 11 years 
1 0.77 

R29 F 32 Asian 16 years 1 0.92 

R30 F 50 

Black 

British 23 years* 
0.93 0.50 

R31 F 60 

White 

British 

11 years 6 

months 
1 0.92 

R32* F 41 
White 
British 

10 years 6 
months 

0.76 0.69 

T4.2: Social Isolation and Physical Confinement indexes 
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5: DISCUSSION 

5.1 The physical experience and imagination of space 

 

5.1.1 Confinement, Control and ‘Ceiling Syndrome’: 

“Bedridden 5 ½ years. Unable to work. Virtually housebound... ISOLATED” (R9) /“Rejection, 
loneliness, lack of respect and isolation” (R16) /“I am confined to bed 90% of the day and 
have to organise the limited energy I do have like an SAS operation just to complete daily 

tasks” (R14). 

Processes of power determining confinement vary drastically, so it is vital to see it is an 
experience which affects perceptions of space, distinctions between public and private 

places, and the meaning of wellness (Moss and Dyck 2002). For those with ME/CFS, 

physical and mental symptoms problematise movement itself. Physical limitations mean the 

body becomes a site of management, discipline and regimentation. Sufferers strive for 

control over space, but with a condition so in flux, how can this be achieved? 

Illness can bring oneself closer to one’s body, and this is confirmed through the case study 

of ME/CFS. For sufferers, it is vital to be able to transpose one’s limits onto space. Martin 
states that a “sufferer has got to listen to the body, to feel what the body is saying to them”, 

and Marlene tries “to listen to my body and if I am feeling tired I won’t push it and I will 
cancel things”. This is more than simply a correlation between how the sufferer feels and 

their behaviour: it is a direct relationship between health and the physical experience of 

space. The boundaries of the sufferer’s world are in constant flux as they cross between 

forms of liberation and confinement. One theorisation of this is ‘ceiling syndrome’ – a 

spatial experience common to those confined to bed – which causes the anthropomorphism 

of one’s ceiling: 

“People with severe ME will know their ceiling very well, they will tell you about cracks and 
things. It’s like Charlotte, my partner – for 4 or 5 years she could only really leave her room to 
go to the toilet... We were lying down, it was like introducing me to a member of the family – 
she was like ‘This is my ceiling, this is what I’ve lived with; these are the walls’. I knew 

exactly what she meant” (Simran) 

ME/CFS becomes ingrained within the sufferer’s everyday spaces. The more confined one 

is, the more one’s world shrinks. Furthermore, ‘ceiling syndrome’ reveals a lot about the 

social isolation of the CFS/ME sufferer (see 5.2). 

A shrinking spatial cognition and experience is apparent in how sufferers arrange their 

essential belongings. Barry explained why all his objects were concentrated around his seat: 
“this is my pitch here basically – you can tell – and I rely on Elizabeth and the girls doing a lot 
for me.” It was similar for Simran: “how you know you have M.E.... is that everything you 
need is within an arm’s radius of your bed... You’ll have your bed side-table, and slowly 

everything is there”. 

This correlation between health and the spatial radius which is attainable around the 

sufferer is also reflected within the imagination of space. Distance and its perception are 

tied to the health of the sufferer: 

“The other thing about space is that it is not just objective but subjective... say if I’ve got to 
move a book from a windowsill from this table, tomorrow I won’t do it because that book will 
seem far away. When that book seems close, that means I can do it. It’s a spatial perception. 
It’s almost like in films when they have that telescopic vision. If things seem far away, that 
means you are too tired to deal with them yet” (Simran) 

This parallels other confining conditions, but what makes ME/CFS unique is how 
fluctuations in time map onto the space of the sufferer so exactly: health and space are 
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finely tuned. Sufferers’ organisation and imagination of the world around them relies upon 
the control of their physical space. However, sufferers cannot always have this: “in the 
world, you can’t take control away from everyone else” (Davina). It is when sufferers have to 

engage with the discipline and rigidity of society and public space that these basic spatial 

coping mechanisms, and their health, are compromised. 

 

5.1.2 Abrasive Space: 

From this analysis we can begin to construct a broad theorisation of space and ME/CFS. If 

the physical act of moving has a negative impact on health, it can be said that sufferers 

have an ‘abrasive’ experience of space. To move is to suffer. Distances become longer. 

Places seem further away. Even basic journeys become a struggle: 

“I used to be able to walk 14 miles. This year I was very very conscious that, in a day, I could 
walk maybe 2 to 3 miles with lots of breaks, and I was taking as many as 10 to 12 

painkillers” (Daniella) / “Everything I do from getting out of bed, showering, going up and 
down stairs, talking to people, walking etc etc are things that take energy from my battery, 
whereas before these were activities I took for granted” (R15) / “If I walk round this block 
here in a square, it will knock me out; it will make my chest hurt, my lungs hurt, it makes my 

stomach hurt” (Barry) 

Abrasive space can be applied to the home, the world of work and public space in general. 

The actual physical distance does not necessarily matter – the extent of abrasiveness 
correlates to the sufferer’s health. For instance, Gail “was pretty much bedbound 24/7; 
except I was able to get to the bathroom and back, sometimes on all fours, crawling... that 
would be the sum total of my activity for a day”: the journey to the bathroom alone had 

wiped her out. For Marlene, “even travelling down (to London to see family) was so tiring that 
when I got there I’d have to have a sleep.” Whilst these two journeys represent different 

physical distances and forms of transportation, the journey itself is the crucial contributor 

to negative health. 

Space is also abrasive to mental cognition, displayed through Martin’s spatial metaphor of 

being ‘in a wooden box’ – despite physical mobility, the mind remains held back: 

“Because people see you moving around, they assume you are fully functioning, without 
appreciating that you are in that wooden box, that everything is coming through a fog, that 
everything is delayed, that you are not really understanding what is being said to you, that 
you are not properly analysing what’s being said to you, and thus you are not really doing 

your job” (Martin) 

This reveals a level of confinement occurring on top of the mere physical: it suggests one’s 

whole cognition of and engagement with space is filtered through ME/CFS. In addition, 

strong language is used to describe experiences of traversing space: 

“During those months all I could do was move between those spaces (the bed and sofa)... It 
was just hopeless” (Daniella) / “life is a living hell” (R16) / “either way you are on a road to 

hell in your own way” (Gail) 

The intensity of language reflects the force of isolation experienced. Yet sufferers have 

developed coping mechanisms to resist the abrasiveness of space, grounded in making 

movement more fluid and smooth. For Barry, a scooter helped immeasurably: 

“Liberating would be exactly the right word. I see my scooter as being worth its weight in 
gold, because before I had it, if there was nobody in, I was stuck, because I hadn’t got the 

stamina to actually go out a distance” (Barry) 

The use of a car for some sufferers proved to be liberating for two reasons. Firstly, driving 
was generally less fatiguing than having to travel by foot or public transport. Secondly, the 
space of the car becomes a secure extension of the sufferer’s ME/CFS space – “you get in 
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your car and what happens is that becomes a safe place” (Simran). However, automobiles 

still pose problems of abrasive space. Back-problems tied in with Martin’s CFS/ME limit the 
time he can travel daily, and “fatigue at the wheel is a massive issue”. Even being a 

passenger is abrasive to Gail’s health due to motion-sickness: “it would be something you 
would have to plan, resting several days in advance and having a bed prepared wherever 
you were going” (Gail).  

Forms of transport are adopted by sufferers to combat abrasive space. However, there are 
no perfect solutions – the abrasiveness of space can only be reduced, never overcome, so 

will continue to characterise sufferers’ physical experience of space. 

 

5.1.3 Non-linear constructions of public and private space: 

Sufferers’ relationship with space is bound to their chaotic temporal shifts in health, 

meaning private space becomes inflected with a need for stability, strengthening the 

meaning of home as a haven, whilst public spaces are constructed as dangerous and 

unstable (Dyck et al. 2005). These non-linear constructions of public and private space 

function through three logics. 

First is the logic of agoraphobia when confronting public spaces: 

“I felt like I didn’t want to go out. I certainly feel that when I feel ill I can pad around in my 
own house because I can stop when I need to... it’s a bit like agoraphobia when you just feel 
scared to go out because you don’t feel you could carry yourself or if something happened” 

(Marlene) / “I think to some degree it might be a slight agoraphobia. I would avoid going out, 

and I don’t really know why” (Daniella) 

This fear of public space matches trepidation of the condition’s temporal instability. Having 

ME/CFS consists of ‘good days’ and ‘bad days’ along a chaotic illness trajectory (Charmaz 
1991). Changes in health can occur rapidly, leaving sufferers suddenly needing to rest and 

recover, which in public space is often impossible. This instability in time creates stable 

non-linear constructions of public and private space. 

The second logic is the fine-tuned nature of sufferers’ private space: the slightest changes in 

environment can be damaging to health. Simran discusses his difficulties spending a night 

with his partner: 

“It was something like 13 years when I hadn’t stayed out... But what happened was that 
when I got up, I’m so used to things – because in the morning I am so groggy – and I’m so 
used to having this walk to the bathroom that I’m on autopilot. But of course I’m down in 
Blockley, and it was just like the bathroom was a mile away because it was just three more 
steps. And the kitchen was miles away... Her flat is not much bigger than this, but it made 

such an impact. It was making me dizzy because I wasn’t used to it” 

Sufferers depend on the reliability of their own private environments to maintain their 

health, and so unfamiliar spaces seem more distant, foreign, and dangerous. Sufferers’ 

coping mechanisms are no longer accessible, creating apprehension of journeys, and the 

need to prepare: 

“If you were to say to me shall we meet in a restaurant, I’m thinking ‘How far is it from the 
car to the restaurant?’; ‘Will I need my wheelchair or can I walk?’; ‘How many paces can I 
walk?’. Then when we are seated in the restaurant it is ‘Where’s the loos?’; ‘How many paces 
can I take and are there steps involved?’ Then temperature comes into it... It’s like a mission – 
everything is carefully planned and plotted” (Simran) / “That fear of going out and not being 

able to get back – he has got to make sure he has got enough steam to get back” (Barry’s wife) 

The third logic is that public space is populated by others who may be unaware of the 

individual’s condition (due to its invisibility), may display a lack of respect or even a 

hostility towards the sufferer (due to its popular imagination), and may be unprepared to 
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make allowances. Public space is an arena in which the subjective social violence of 
CFS/ME plays out. Simran states that “for people who improve, they actually find that if you 
are in a housebound stage and then you improve a bit, that is really difficult because 
suddenly you are encountering these things which you haven’t encountered.” ME/CFS 

discrimination is discussed later, so continuing with the theme of spatial non-linearity, two 

examples stand out: 

“It was difficult when travelling by public transport or getting out and about in that when I 
desperately needed to sit down no-one would give me a seat as they couldn’t see my 
problem” (R30) / “Other people tend to disbelieve that you are ill. This can cause difficulties 
with members of the public, medical profession etc. I have been verbally abused in a car park 

for using a ‘Blue Badge’ and parking in a disabled spot” (R20) 

These are different forms of conflict, but both the result of invisibility. The three logics 

behind the non-linearity of public and private space are intertwined with not only the 

symptoms of the condition, but also the popular perception of ME/CFS. It is this 
combination of factors that draws together confinement, abrasive space and spatial non-

linearity. 
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5.2 Public perception, metaphor and invisibility 

“Disease exists in space before it exists for sight” (Foucault 1973,2003:188) 

ME/CFS invisibility functions through two mechanisms: firstly, sufferers’ performances of 

illness are often confined to private space, entering public space only when they feel well 

enough. Therefore, their symptoms are not performed for the public audience. Secondly, 

without a physical marker of ME/CFS or positive diagnostic test, sufferers are constantly in 

conflict over revealing or hiding their condition. Together, they explain how meaning is 

created through metaphor and illness narratives. 

 

5.2.1 Work, Space and Invisibility 

When at their worst, sufferers are confined in private space, meaning they will only venture 

into public spaces – places of work, production, and social engagement – when their health 

allows it. Thus, the worst times in a sufferer’s illness trajectory are invisibilised: 

“When I do go out I look perfectly healthy” (R18) / “Others only see you when you are well 
enough to go out i.e. 5% of your day” (R8) / “Mostly I look normal (as before) but if I am 
unwell I cannot go to work so they do not see my physical effects” (R3) / “You look ok and 
can do things, but they don’t see you in your own home in the times when you don’t” 
(Marlene) / “And of course when you are very ill and looking absolutely terrible, people never 

actually see you because you can’t go out anywhere” (Gail) 

Therefore, the public do not see ME/CFS, but “if somebody came and lived here for a couple 
of days, they would soon see that there is an issue” (Barry). The condition’s full effects are 

invisible, and despite their social and physical proximity even those closest to the sufferer 

remain distant: 

“My brother-in-law and sister live only half a mile away, but they don’t have an 
understanding of the nature of the illness” (Barry) / “Even my family don’t really understand” 

(R13) / “Even close friends find it difficult to understand” (R21) 

Only fellow sufferers or those on the most intimate level are aware of the condition’s 
nuances. Gail – who coordinates the SSBMESG – “would be fairly able to distinguish 
someone who maybe had ME because there might be tiredness around the eyes, and my 
mother always used to say she could tell when I was feeling ill. But further away from that 
you wouldn’t be able to tell.” Martin believes that “only fellow sufferers pick up some of the 

tell-tale signs... We know what the ball game is don’t we?” 

This interplay between space, visibility and health enables the deconstruction of public 

perception. Building on 5.1.3, public space is not only threatening because of its physical 

abrasiveness, but also as the site of judgement and discrimination. Non-linear 
constructions of public and private are transposed onto those who inhabit these spaces, 
with the ‘stranger’ as a figure of potential conflict. For Daniella “the person who is sitting 
opposite me, particularly in the work environment, is just totally unaware. They don’t know 

that I haven’t slept, they don’t know anything about the illness. Sometimes they can be so 

cruel because they simply don’t appreciate it – because I am sitting there aren’t I?” 

Furthermore, for sufferers action and consequence are separated in space and time. The act 

which causes a worsening of health may have its consequences felt elsewhere. Beth finds 
“people often think I am not as unwell as I am – as they only see you at your best and don’t 
realise how easy it is to relapse. So mentioning that I have done say two days skiing makes 
them think I am so much better.” Colleagues may see a sufferer acting ‘normally’ at one point 

in time and space, but will not see them when their performance of illness alters: 

“Sometimes you can feel ok in the morning and then for whatever reason you start to feel 
really ill. Perhaps sometimes I’ve gone home and thought that people are thinking ‘God, what 
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happened to her she seemed fine in the morning’. They’re just going to think I’m ridiculous” 

(Marlene) 

This spatio-temporal fluctuation also influences Marlene’s social contact and friends’ 

distrust: 

“People don’t understand why you can do things at some times and not other times. I 
remember one time my friend telling me off because I find if I have a few drinks I’m ok and I 
have a bit of energy for a while, but then of course I feel really awful afterwards... She didn’t 
understand that yes I was dancing but I paid for that later”  

Distrust is further influenced by the association of private space with leisure, which 
undermines the legitimacy of the sufferer’s condition. The imagination of space functions 

through a binary: because public space is associated with work, exercise and labour, 

private space is inflected with associations with leisure and pleasure (Lefebvre 1991). 

Therefore, when someone with ME/CFS is unable to leave their home, it is assumed they 

are being lazy or enjoying themselves, rather than being confined by their health: 

“People say things like that you’re out funning yourself on the days off... but mostly I am 
having a sleep” (Marlene) / “Some of my friends were like “Oh, it’s alright for some, you’re at 
home... you’ve got all this luxury lifestyle”. I got really angry about that and fell out with one 
or two people over it” (Maggie) 

This disparity in where illness is performed is crucial in creating the hostile public 

perception of ME/CFS as an illegitimate sick role (Parsons 1951). 

  

5.2.2 Performing/Hiding an Invisible illness 

“Everyone who is born holds dual citizenship, in the kingdom of the well and in the kingdom of the sick” (Sontag 
1978:3) 

ME/CFS is also invisible because it has no physical marker, meaning sufferers constantly 

face a decision: whether to hide or reveal their condition (Charmaz 1991). Through the 

concealment of illness, ME/CFS can become clandestine through the attenuated agency of 

the sufferer. But what impacts does this conflict have on the sufferer’s identity, and how 

does it influence the public’s perception? 

Social stigma is reproduced through performance and contestation (Goffman 1963; Butler 

1990). This is spatially contingent: it is within spaces of the spectacle that bodies are 
viewed and judged (Debord 1967). Respondents’ opinions were divided over concealing 

ME/CFS. 

Martin was sceptical: “If you have got CFS, never try and cover it up.” It is better to be 

sincere to achieve stability: “You have to be honest about the illness – the worst thing you 
can do is pretend to be functional when you can’t... that is worse than saying I’m not well 

enough to work.” 

However, Martin admits that by hiding the condition, one can meet financial and cultural 

demands. Through institutional normalisation, we are programmed to react to illness in a 

particular way: to fight it, to overcome it, and prevent it from hindering our productivity 

(Foucault 2009; Parsons 1951; Lupton 2003), in a performance of ‘showing willing’: 

“I was worried about my job, my income, my mortgage, all that sort of stuff. So I was thinking 
that I have to show willing... that means doing stuff even when maybe you shouldn’t be” 
(Martin) / “Sometimes you put on a front for work and try and get through it, but you get to a 
stage where you can’t and you have to say ‘Right I’m going home’... It’s like you get to a point 

where you just can’t carry on” (Marlene) 
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Marlene feels the condition leads people to judge her differently, so “won’t tell a lot of people 

that I have Chronic Fatigue”. Sufferers do not want to discuss their condition because they 

feel it may prompt prejudice: 

“People of the opposite sex like a new boyfriend, you may not want to tell straight away 
because it seems a bit like you can’t do very much or like you’re a bit boring” (Marlene) / “I 
almost don’t want to tell them, because I’m frightened of them thinking I’m some sort of lazy 
lay-about” (Maggie) 

When sufferers themselves find it difficult to discuss, the condition becomes even more 

invisible. Even in common social situations, the conflict between hiding and revealing the 
condition is omnipresent. Simran describes a clandestine performance of illness to not be 

identified as ill, yet experiencing the need for recognition: 

“If you are on a high-street being wheeled along, nobody knows what is going on except you... 
It’s kind of alienating and weird, because on the one hand you want to join in. Say you are in 
the Post Office or something, and you get a bit of banter going, it’s brilliant, I love it... At the 

same time, you are always worried because you are thinking ‘I’m not like you’, and ‘I’m going 
to be exposed’. There is always that tension... But at the same time you want recognition. I’m 
always worried that I am going to be exposed” 

Sufferers are forced to re-evaluate their roles, often with violent consequences. Barry can no 
longer perform traditional masculine roles as a wage-earner, husband and father – causing 

an extreme reaction: 

“I’ve got to a point where there was something that Diane wanted to do, and I couldn’t do it – 
I simply couldn’t do it. And again, I’m not proud of it, but let’s put it this way – by the grace of 
God the bread knife wasn’t sharp enough, because I tried to cut my wrists. So that is the level 

of frustration. And there are times when I feel – am – useless” (Barry) 

Similarly, Simran cannot fit the norm of behaviour and body image: “Amongst blokes, we 
don’t talk about emotions, and if you are feeling a bit rough it is seen as a good thing – not 
necessarily macho, but cool that you don’t moan.” For Simran and Barry, the management of 

ME/CFS, particularly its invisibility, leads to a crisis of masculinity (McDowell 2003; 

Valentine 1999). 

ME/CFS hindered Gail’s ability to fulfil her maternal role, including on her daughter’s 
birthday: “That’s how bad I was: I loved this girl to pieces and I would have never pushed 
her away but I just actually physically could not cope.” ME/CFS alters the roles sufferers 

can perform: 

“It has to affect everybody because whatever your role was, whether it be at work, your 
family, whatever, that totally changes because you are no longer in charge of that role, you 

are no longer able to fulfil that role” (Gail) 

Therefore guilt is experienced for two reasons: because sufferers cannot fulfil their 

traditional roles, and through the internalisation of discourses of stigma and blame. 

Consequently, the need to justify one’s illness was mentioned frequently: 

“I find I spend a lot of my time justifying being ill, as opposed to actually being ill” (Barry) / 
“I’d like to go and have a lie detector test and prove it” (Maggie) / “With ME, especially severe 

ME, you are constantly feeling you need to justify it, and you feel guilty deep down” (Simran) 

Concealing and revealing illness goes beyond a rudimentary politics of the body. It is a 

conflict determining identity, leaving sufferers in a state of flux, worried about how they will 

be judged by either admitting they cannot do things, or hiding their illness not only from 

others, but from themselves. Therefore, this second form of invisibility is crucial in the 

formation of ill identities, the sufferer’s engagement with the sick role and social stigma: 
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“Existentially, it’s a mind-fuck. You’ve got this illness there is no proof for... It’s a challenge to 

anyone – no one is believing you, everytime you go into an official situation, the thing they are 

looking at is ‘Are you telling the truth?’ – you have to justify yourself all the time” (Simran) 

 

5.2.3 Illness as Metaphor: 

Western government determines the conduct of conducts of a population through a range of 

institutional mechanisms which transform people into subjects (Foucault 1977; 2009). 

Central to this is 

“An interest in the way institutions trained individuals, (and) an investigation of the way that training 
was carried out in the wider society both through the state (governmentality) and through individual 
self-examination (subjectivation)” (Kearns 2007:218) 

Ingrained within this subjectification is the centrality of work intertwined with the 

hegemony of wealth and financial capital as success.  Citizens expect each other to willingly 

be exploited in the labour market (Marx 1867; Gramsci 1971; Foucault 2010). Therefore, 

sufferers whose ability to work is reduced are seen not only as abnormal, but as deviant, in 

need of correction and stripped of citizenship (Cochrane 1983). 

Deviance interplays strongly with the dominance of the biomedical gaze in defining forms of 
power-knowledge: our episteme “marks the suzerainty of the gaze” (Foucault 1973:4; in 

Elden 2001:143). ME/CFS is not only invisible to the public, but without a positive 

diagnostic test, is invisible to the biomedical gaze. Therefore, sufferers are perceived as 

having nothing identifiably wrong with them, yet they refuse to work.  

This perception is translated into meaning through societal metaphors (Lakoff and Johnson 

1980). When illness is not understood, discourses of morality and blame create an 

overarching metaphor (Sontag 1978; Kearns 1997). This is reproduced, dispersed and 

experienced through several mechanisms. 

Firstly, labelling theory reveals the importance of naming illness in shaping identities and 

meaning (Morgan et al. 1985; Lupton 2003). Portrayals of ‘Yuppie Flu’ and ‘Shirker 
Syndrome’ reveal how the lack of a substantial biomedical label led to the naming of 

ME/CFS based on metaphors of laziness. 

Respondents were furious with such labels. For Martin, “The idea that CFS is middle-class 
and lazy is utter bollocks...The image of the condition as a kind of effete illness, not for people 
who do proper jobs”. Barry “was giving up trying to say “It was what people used to call 
Yuppie flu”, because straight away it is dismissed as something comical, as though it were a 
cartoon illness.” Sufferers are also dissatisfied with biomedical labels. As mentioned 

previously (3.1), they are numerous, with slightly different focuses and symptoms. Sufferers 

find very different levels of sympathy based on which they choose: 

“I hate the name Chronic Fatigue because I think fatigue seems like you’re just a bit tired. 
That’s why I rather ME... Chronic Fatigue Syndrome means nothing syndrome” (Marlene) / 

“Like a lot of people I don’t find CFS helpful, because if you are grinding your teeth in your 

sleep that you need dental treatment... that isn’t just fatigue” (Daniella) 

Secondly, biomedical and societal discourses create a hierarchy of illness (Mukherjee 2010). 

Those most ‘respected’ are not only deadly, but visible and provable. Towards the bottom 
are invisible, unprovable conditions which appear to have no significant impact on the 

sufferer. Furthermore, reputation is conflated with discourses of blame. With ME/CFS 

sufferers, because they are unable to engage in traditional treatment (going out, taking 

exercise, and returning to work), they are blamed for their inability to improve. Thus, 

ME/CFS features low within this hierarchy:  

“I envy illnesses like cancer and leukaemia – they’ve got good rep, they’ve got good PR” 
(Simran) / “People compare you (wrongly!) to other people with different, less severe and 
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impacting illness, as if these people are going through worse than you” (R16) / “There is a 

fella second door down who is dying of cancer. But I’d seen him out having a wander round 
and that, but he can do that because he’s got cancer. I can’t do that in the same way, 
because I’ve got ME. If I said I’d got M.E., he said he’d got cancer, the perception I believe of 
the two is very different” (Barry) 

These influences lead to the creation of a metaphor of the ME/CFS sufferer as lazy, selfish, 

and self-piteous: 

“there doesn’t seem to be anything wrong with you when people look at you... you look 
alright, you’re also not obviously sneezing your head off, anything of that sort, so because 
you appear to be able, after a fashion, to walk and talk and chew gum, the assumption is 

that you are ok” (Martin) 

Sufferers have attempted to address this metaphor. A video advert by the UKMEA combats 

this iconography by focusing on the condition’s invisibility (F5.1, F5.2). By visibilising its 

intensity, ME/CFS is taken out of the isolation of private space. The societal metaphor is 

assailed by targeting the spatial mechanisms generating misunderstanding. 
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F5.1 and F5.2: from 
UKMEA  video 
advert  based 
around the concept 
of being ‘unable to 
see disability’ and 
the invisibility of 
ME/CFS. Images 
retrieved from the 
UKMEA website 
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5.3 Resistance, political advocacy and flexibility 

Continuing from this example of iconography and reinterpretation, how sufferers are able to 

organise resistance and counter-hegemony in a neoliberal context will be addressed. 

 

5.3.1 The Retreat of the State 

“The chronically ill body acts as an ontological catalyst, initiating a renegotiation of the relationship between 
patients and medical authorities” (Greenhough 2010:160). 

In contemporary political context, welfare for those with long-term conditions is retreating. 

Neoliberal politics are devolving public health away from the realm of the state, and to the 

site of the individual’s body (Rose 2007; Anderson 2010). This has led to the championing of 
the ‘workfare state’ – yet for ME/CFS sufferers, as discussed previously, work is 

unattainable. Thus, sufferers are invisibilised and excluded from the welfare system and 

alienated from mainstream politics (Chapman and Lupton 1994). 

Despite recent changes in the law (the Equalities Act, 2011), many sufferers believe they 
remain alienated because “There is so much institutional misrepresentation of ME” (R14). 

Here, the political becomes inseparable from the ME/CFS metaphor (5.2.3). The anger of 

sufferers was clear, and directed at ‘the state’ – which included not only government, but 

biomedicine, cultural institutions, the media, and any other deemed site of oppression: 

“People would think you are in a Third World country when you look at some of the attitudes 
here” (Gail) / “Traditional media, it’s played with – it’s almost like they play a game with it” 
(Barry) / “There is a lot of political shenanigans, with the psychological lobby running the 
show, and that is really hindering progress so much” (Simran) / “I want someone somewhere 

in that government... to be more open-minded” (Maggie) 

Sufferers feel on the back-foot, forever aware of the forms of oppression they are receiving. 

For many, this was crucial with the benefit system, particularly how it is geared against 

those with long-term illnesses: 

“The switch over with the benefits... has been an absolute nightmare. There is no 
understanding of the illness, and the people who conduct the interviews are very very bad. I 
would say there is a definite deliberate attempt to reduce the number of people on it, so there 
are targets even though they deny it utterly. And unfortunately the weakest and the most 
vulnerable slip through because they don’t know how to present their illness, and even if they 

do the people aren’t listening” (Gail) 

The tripartite model of marginalisation is no more apparent than in these struggles for 
benefits. Barry had to travel a significant distance for his ESA assessment, and due to the 
abrasiveness of space and having his ill body scrutinised, Barry “will be decked for a few 
days once I get into the inevitable relapse”. To receive anything from the state, the sufferer 

must cross physical and social boundaries which damage their health. 

There is a blatant form of triage occurring as state biomedicine decides which conditions 

are worthy, and which are not. This sorting leaves ME/CFS sufferers as an ‘invisible 

population’ (Biehl 2007). Again, this is influenced by the popular imagination of ME/CFS, 

and the aforementioned hierarchy of illness:  

“We have never had any joy from any political party when they have got into power because 
they know it is going to cost money... It’s always about money with the government, so it’s 
very rare that you get conviction politics these days... they are just hoping that by giving them 

a clinic every 300 miles that these people will just go away and shut up” (Gail) 

Nevertheless, despite their state of health and political marginalisation, sufferers resist: 
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“It’s my experience that I’ve had to fight every step of the way for everything, and I haven’t 

been in a position to be able to fight without it knocking me about. That’s my experience in 
summary... I find it amazing that there is so much pressure from the ME community, in so 
many different ways, and yet still nothing shifts. That’s what I find amazing. It’s almost as 

though they are in denial” (Barry) 

 

5.3.2 Blurring action, care and advocacy 

ME/CFS identities must be examined through intersectionality (part 3.2) (Valentine 2007): 

“The nice thing about the ME group is that there is a lovely element of the barriers being 
down... Stuff like gender, race, class would always impact on relationships... But if someone 
has got ME, I’ve got a relationship with them straight away... ME will kind of give you a 
certain access which you might not of had before” ” (Simran) / “If you want my honest 
opinion, it doesn’t matter who you are, whether male female, black white, 12, 92 – the 

common denominator of the support group is and always has been that you have ME... It cuts 

through the lot” (Gail) 

Illness becomes more than just a biological identity: it is biosocial (Rabinow 1996). The label 

of ME/CFS is a cultural marker around which biosocial communities can be constructed 
(Moss and Dyck 1999a). For some, it is only others with ME/CFS who are able to 

empathise: 

“Only people with severe ME really get the profundity of its impact and simultaneously 
understand its ubiquitous impact into almost every quotidian detail... the encouragement, 
support and solidarity we provide each other gets us through” (R14) / “Only time I feel 
‘normal’ is when talking to people with ME. Makes me feel valued and valuable, a ‘complete 
human being’” (R10) / “I would like more regular contact with someone with ME because 
they’re likely to understand the circumstances of an ill life” (R29) / “Without them there I’d be 
completely alone, isolated, to face all the ME politics and mistreatment from professionals 
myself” (R16) 

Biosociality is a central concept in analysing the SSBMESG – a multifaceted organisation 
which blurs support with political organisation, transcending the traditional role of care. 

This was confirmed through participant observation of a group meeting, where sufferers 

shared experiences of discrimination alongside coping mechanisms and instances of 

resistance. This monthly meeting created a therapeutic space, not just by transforming the 

physical space into an environment of wellness, but through the social space created 

(Williams 2002; Curtis 2004). Being able to function socially in a safe, therapeutic space 
amongst mutual sufferers can overcome isolation. The group is vital as social contact, for 

spreading information, and providing a space where sufferers can share coping 

mechanisms: 

“It is important to be able to talk to other people with ME, as this provides not only a social 
contact, but an opportunity to exchange thoughts, experiences with others who understand 
what you are going through” (R20) / “Information on the condition and medical and political 

developments. Reduced sense of isolation” (R2) / “Very important as social contact” (R10) / 
“The ME group has almost become my lifeline. What I understand about ME is entirely down 
to them and their literature” (R27) 

Support group spaces become sites of not only care, but the inscription of a biosocial 
identity, therapeutic social contact, the formation of ill networks, and the organisation of 

advocacy. However, herein again lays the problem of abrasive space:  

“50-60% of the membership would not be able to attend a meeting on a particular night, and 
out of those probably 25% won’t be able to attend a meeting at all, and out of those we have 

had members that we have had for maybe 20 years, who we have never seen” (Gail) 



34 
 

In order to engage with this ‘invisible population’, “the support group is a lot of layers, and a 

lot of it is about finding ways and methods of communication to reach as many people as 
possible in as many ways as you possibly can” (Gail). The group’s quarterly newsletter 

attempts to bring benefits into sufferers’ private space, again blurring care and advocacy: 

“We are an ME group so we must report on the issues of the day. We always said about 
50/50; in our campaigning issue it’s about 80/20 where it’s a lot more serious.” (Gail). The 

support group also has a strong online presence, including a forum, website and a 

Facebook page. Within these fluid therapeutic electronic spaces, knowledge and advice are 
communicated alongside forms of advocacy, including recently “a huge response to this 
petition – well over 500 people... I thought nobody could read this petition and ignore what 

they are saying” (Gail). 

The benefit of the internet and new social media is unregulated information which can be 
accessed outside the limitations of physical space: “You can get in-depth information very 
quickly, which hasn’t been filtered through any sort of political agenda” (Barry). Therefore, 

these free-floating networks of information and social contact can provide a solution to the 

abrasiveness of space. When state biomedicine failed Danielle, the internet enabled her to 
find out more about her ME/CFS: “I got in touch with the Solihull and South Birmingham 

people having been diagnosed in August, and been completely clueless.” 

For Martin, UseNet allowed him to even openly debate his dismissal from work with other 

sufferers. Facebook has been a vital social contact for Barry because it is communication 
outside of temporal and spatial constraints: “It’s brilliant because Facebook particularly fits 
in with ME time. You can post something and leave it for two or three days, and then come 
back to it.” Health advocacy groups, support groups, individuals and welfare charities all 

overlap through networks of power and communication. 

These emerging, fluid spaces of therapy and action explain how sufferers have been able to 
organise advocacy despite their confinement and isolation, drawing parallels with broader 

literature on communication power and networks (Castells 2009). They provide a space for 

activism outside the physical limitations faced by disabled people trying to gain advocacy, 

unrestricted by the boundaries of cultures, borders, or time zones (see Chauinard 1999b): 

“We have a very strong network – in fact it is one of the most. As the politicians say we are 
the most vociferous group they have ever had. ‘For people who are so ill, you do go on and on 
and on’. I think they must have a big sack in Whitehall which they dump all of our post in, 
thinking ‘Oh God, another one’” (Gail) 

However, ICT can be equally isolating, challenging McLuhan’s (1962) ‘Global Village’ 

theorem:  

“If you are not computer literate or don’t have a computer, you are isolated from all the 
wonders of the different groups and what they offer” (Barry) / “You feel really left out... other 
people who can’t access it just feel further excluded” (Simran) / “It is more about being used 

to using the internet as a form of communication” (Daniella) 

Furthermore, the unregulated nature of these sites can be vehicles of discrimination, as 
Maggie found: “they are dreadful places... I’ve had some bad experiences online I’m afraid 

with some of these support groups... so I wouldn’t be part of it.” Also, a support group based 

around a biosocial identity like ME/CFS is not universally desired, and even counter-

therapeutic to some: 

“I have had the condition long enough to know the problems other sufferers face. Talking to 
others can also remind you how ill you are” (R8) / “It makes no difference whether other 
CFS/ME sufferers understand what I’m going through... it’s all the non-sufferers!” (R24) / “I 
avoid support groups etc as I find it depressing to focus on the illness. Would rather focus on 

normality” (R32) 

As a high proportion of respondents were members of a support group, this will have 
distorted the results somewhat (3.4). Understanding the role of support groups goes beyond 

the scope of this project, but it is noted that they are contested and not for everyone. 
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As a whole, these new forms of organisation, care and health advocacy are not perfect, but 

can provide a means of overcoming marginalisation. What Simran calls his ‘ME circuit’, or 

Gail’s ‘Post-Illness friends’ reveals how vital these networks are to some as social contact: 
“I’m interacting with real people, and I’m having fun with real people. I’ve never met them 
before, I don’t know who they are, but I don’t feel as isolated” (Barry). Above all, this reveals 

the agency of sufferers to organise themselves, to pressurise decision-makers, and to 

construct therapeutic spaces outside the constraints of abrasive space. 

 

5.3.3 Demands for Flexibility and ‘ME space-time’ 

The preceding sections have revealed sufferers’ difficulties of functioning in the rigid and 

disciplined spaces of everyday life. Coping mechanisms are structured around flexibilising 

space-time within fluctuating health constraints: ME/CFS must dictate the sufferer’s 
geographies in order to achieve wellness within ‘M.E. space-time’. Yet, why is it that those 

most in need of flexibility are unable to attain it? 

Advances in technology have blurred the spatial boundaries of work. It is no longer 

contained within rigid, demarcated spaces of the office and factory (Castells 2009). Portable 

devices and networks of communication and decision-making enable the worker to labour 

where they wish through ‘agile’ (spatial) and/or ‘flexible’ (temporal) working. This blurring of 

public and private space benefits sufferers’ health and productivity: 

“I get more done and do more, and even do a little extra work at home because I’m not driving 
I start earlier and finish later... At home I can just do it, am more focused and it seems to roll 
better” (Marlene) / “My timetable and great cycle is only possible in my new job where I’m 
part-time. If somebody made me get up, commute 20 or 30 miles and work 9-to-5 I would start 

sliding back” (Martin) 

However, this flexibility came at a struggle. As R7 notes, “Getting employers/medical 
professionals/benefits organisations to be sympathetic or take you seriously can be difficult”, 

and this lack of trust between employer and employee hinders sufferers. Sufferers have to 
prove their productivity to employers: “You can’t work in normal hours. The task is to 
persuade the employer that you can do it and do it well... Once you’ve proven you are making 
a valid contribution, people will tend to think you are being genuine and value your work” 

(Martin). 

However, this distrust goes further than the relationship between employer and employee. 

The traditional confinement of work to disciplined spaces under surveillance and 
management itself is being challenged. How can an employer trust someone to be working if 

they are unable to discipline the time and space in which labour occurs? Work involves a 

particular politics of the body in which the worker and their environment is regimented – 

processes of power become inscribed within the physical and imaginative landscape of 
work, and territorialise the ‘docile body’ of the worker through “an infinitesimal power over 
the active body... The body that is manipulated, shaped, trained, which obeys, responds, 
becomes skilful... increases its forces” (Foucault 1977:136-7).  The disciplining of the body 

and mind through the spatial politics of work are seen as essential in a capitalist system 
where “the only truly important ceremony is that of exercise” (Foucault 1977:137). Therefore, 

attempts to take work outside of this controlled space encounter scepticism: 

“Traditional management was very reluctant to trust workers to do things... There’s that thing 
about having to go to an office, the idea of the office as a day-prison, that we’ve all got to 
clock on and clock off, and that’s just as, if not more important, than getting the work done” 

(Martin) 

Due to discourses of laziness and illegitimacy (5.2), those most in need of the potential 

benefits are often unable to attain it. Without flexibility, some are excluded from 
employment because their condition is “incompatible with being able to work” (R29). With 

welfare equally difficult to come by (5.3.1), sufferers are forced into a situation for which 
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there is no solution. Some have resorted to self-employment: “Free-lance works for me – so I 

can work when I am up to it – it gives me the flexibility” (R32). But this is not possible for all. 

Sufferers need control of their environment. They must experience the world through their 

own individual ME space-time in which the deciding factor is wellbeing: 

“I do need control more than – I don’t like to use the word normal – but it’s odd” (Daniella) / “I 
think it is about flexibility and being in control. I need to do things when I’m ready and when 
I’m comfortable doing it” (Marlene) / “You have to be a control freak when you have got 

severe ME” (Simran) 

When these needs are dismissed, the health of the sufferer is compromised. However, this is 

more than just an issue for ME/CFS. For work and ME space-time to be aligned, a societal 

shift in thinking needs to occur – a form of counter-hegemony which sufferers are 

organising around. 
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6: CONCLUSIONS AND FINAL REMARKS 

6.1 Conclusions 

The geography of the ME/CFS sufferer is defined by a tripartite model of marginalisation 
(F2.1). Section 5.1 explored how sufferers experience and imagine space in a non-linear 

fashion due to confinement and abrasive space. 5.2 deconstructed ME/CFS as an invisible 

illness through performance and intersectionality, connecting time, space and identity. 
Invisibility occurs because of a lack of a physical marker of illness, and where ME/CFS is 

performed. This led to discussion of how public perception is controlled by metaphor and 

discourses of laziness and blame grounded in forms of hegemony and governmentality. 5.3 
examined political marginalisation and resistance within the context of a retreating 

neoliberal state, revealing sufferers’ fight for recognition, support and welfare by harnessing 

mechanisms within ME space-time. This involved evaluation of support groups, the blurring 

of care and advocacy, and the role of new, free-floating spaces of social contact, action and 

therapy. 

This project set out to interrogate the everyday spaces and geographies of the ME/CFS 

sufferer. ME/CFS results in a unique spatial experience within which both space and time 
are tied to the condition’s fluctuations, public perception and the state, forcing sufferers to 

the margins. But what stands out throughout this project is the agency of sufferers: despite 

this tripartite model of marginalisation, they resist, creating spaces of counter-hegemony 

and therapy, and renegotiating illness narratives. The strength of the biosocial community 

allows barriers to be broken as sufferers continue to fight against the confining effects of 

abrasive space, illness as metaphor, and the restrictions of ME space-time. As a case study, 
the UK’s ME/CFS community shows us something very profound about humanity as a 

whole: regardless of the forms and scales of oppression experienced, people will resist – not 

only for their own goals, but to strengthen a community which they feel part of. 

 

6.2 Final Remarks 

This project accomplished its objectives: the methodology matched the scale of the 

research, sufficient empirical data allowed for reliable conclusions, and importantly 

responses were collected ethically. However, due to the small-scale nature of the project, 

there are several areas which I intend to expand upon in future. 

Several issues warrant a project in their own right. ME/CFS is unique in the type of ill 
identity it creates, so the hiding of stigma, crises of masculinity and identities in conflict 

warrant more in-depth treatment. ‘Abrasive space’ could be applied to other illnesses to see 

how universal it is geographically, and whether it relates to other forms of stigma. Issues 

touched upon to do with gender and ethnicity, particularly to do with culture and ME/CFS, 

would also be fascinating to unpack further. Finally, the role of the modern support group 

in the context of neoliberalism, the internet and new social media warrants attention in the 
future as it signals a broader shift away from the traditional spaces of biomedicine, and 

towards new, free-floating and unregulated forms of medical knowledge.  
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7.2: Interview semi-structure: 

1. Diagnosis: 
a. History of when/where/how the condition began. 
b. How did diagnosis affect the way you see yourself and the attitudes of 

friends and family? 
c. Were you in employment at time of illness? 

2. Changing space and time: 
a. How has the condition changed your behaviour? 

i. Mobility, travel, physical/social activity? 
ii. Spend more time at home now? 

1. Have you ever felt housebound/bedbound? 
b. How variable is the condition? 

i. As condition changes over time, does behaviour change? 
ii. Is it easy to change your activities based on how you feel? 

1. At work? 
2. With family and friends? 

iii. Do you ever have to force yourself to do things even when you 
don’t feel up to it?  why? 

c. Coping with the condition? 
i. Schedules or routines? Treatment? 

d. Is there a relationship between where you spend time and how feel? 
3. Work: 

a. Have you been able to stay in employment? 
b. Attitudes of employer and colleagues? 

i. Distrust of the condition?  why? 
c. Flexible/agile working: 

i. Access to home-working? 
ii. How much work do you do in the office and how much from 

home? 
iii. Attitudes at work to where work is done? 
iv. Problems commuting and getting to-and-from work? 

4. Performing ME/CFS: 
a. Are many people aware of your condition? 

i. How?  Do you tell people about your condition? 
ii. Are people able to recognise when you are not well? 

b. Do you think ME/CFS is invisible? 
5. Popular perception: 

a. Are there any words or phrases you associate with the condition? 
b. Ever experienced naming of the illness? 
c. Do you think people without ME/CFS can empathise/understand the 

condition? 
d. Media image? 

6. Social contact and support groups: 
a. Has ME/CFS affected your social life? 
b. Do you think it is an isolating illness? 
c. How much contact do you have with other sufferers? 
d. Are you a member of a support group? 

i. Pros and cons? 
ii. How has it helped? 

1. Therapeutic? Social contact? Political purpose? Getting 
information? 

e. How important is the internet and social media? 
i. Pros and cons? 
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7.3: Sample Questionnaire 

 


