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understanding of chronic illness as a disruptive and disrupting experience, but one that does 

not equate an unwell body with a body that is in any way less whole. 
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your life is your life. 

know it while you have it. 

you are marvelous 

the gods wait to delight 

in you. 

 

Charles Bukowski 
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For this reason, it sits here at the beginning of my research story as a form of manifesto, a 

statement of belief. There may be, as Garrett (2013) suggests, a limit to how reflexive we 

can ultimately be, but there is not, I contend, an equal limit to how much craftmanship we 

can cultivate to strengthen and polish the visible edges of the art of autoethnography. 
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an old, repetitive, monotonous complaint to those around me (Johansson et al., 1999). To 

show this pain and to talk about it, over and again, is uncomfortable and inappropriate 

(Charmaz, 1995), a burden of perpetual empathy on those who know and care for me. It is 

walking around with my skin on inside out, much too raw, and much too intimate. So, I 

perform a different body, an untruthful body. An acceptable and concealed body (Esposito, 

2014). 

 

It wears me down (Hunhammar et al., 2009), and my performance becomes increasingly 

flawed; the pain leaks out into my posture, my face, my tone of voice. I am forgetful, 

impatient, my inattention palpable. A playful slap to the arm doubles me over in shock and 

fear; I sob hysterically in a large room full of strangers. They pretend not to notice. I pretend 

not to be furious (Werner & Malterud, 2003).  

 

I begin to resent the need to keep this secret, to move at all, to go outside the comfortable 

borders of my own home (Smith & Osborn, 2007). (On a scale of 1-10 how much does it 

hurt? 4 broken friendships, 82% loss of confidence, 1 boundless ocean of concealed grief). I 

despise myself for it, I push myself outward, keep trying to hold on to those strands of 

connection for as long and as well as I am able. One by one they start to break, to pull out 

and away from my weakened, grasping, hands. If pain engenders helplessness (Thomas, 

2000), this is where I feel helpless: I am not, was not, strong enough to hold on. 

 

I no longer understand my place (Jackson, 2005; Leder, 2016) in this fast, physical, 

unrelenting world. I want an ordinary body (Smith & Osborn, 2007), a quiet body, a body 

that belongs (Charmaz, 1995) but this is not the body I have and there is no peace for me in 
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I would choose a body free of pain, and I believe that in an entropic universe I have never 

been, nor will I ever be, more entitled than any other person to have one. I believe I am 

unique, but most definitely not unusual. I believe that pain, yes, affects the whole person 

(Ojala et al., 2015) but so does love and rejection, joy and oppression, and all the myriad 

ways humanity has discovered to act cruelly, to behave considerately. I believe all 

experience affects the whole person, and I believe we are all, always, whole people, in 

sickness and in health. I believe that wholeness is a conviction, not a goal. 

 

I believe that this is who I am now; a slower, more patient, more isolated, whole and wholly 

imperfect woman. I believe that if I cannot remove the pain, then I can add to it; not with 

more pain, but with other internal sensory conversations, a balance of merry to the burden 

of sorrow. My shoulder hurts, I listen to music; my arm aches, I knit a lace scarf. My fingers 

burn, I write fragments of poetry. I write this fragment of poetry: 

 

I pass the time by looking 

inside forests, tunnels, ruins and caves, 

hidden in shadows and waiting  

for one wild moment 

of available light 

 

I believe that if the world has no natural home for a body in pain (Thomas, 2000), then I will 

build one for myself, and I will build it out of a vast collection of these (small and) wild 

moments of available light. Perhaps slowly, perhaps erratically, perhaps the whole flimsy 
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Witches Dance Backwards: Fatigue, Shame and the Valence of 

Desire. 

 

 

Abstract. 

It is common to describe chronic fatigue as a burden to sufferers and society, a problem that 

must necessarily be in need of a fix. What these narratives can miss is the harm this focus on 

cure can cause those with chronic fatigue, the shame and alienation it can sometimes 

provoke. Witches Dance Backward utilises the creative non-fiction technique of braided 

narrative to investigate this intersection between social judgement and individual shame, 

asking the question of who we exclude, and how we can reframe burden to embodiment. 

 

 

 

This is a story about fatigue. It is my story, and one I have the conflicting desires to both 

publicly scrutinise and remain completely silent about. The desire to investigate is rooted in 

an appreciation of the mundane and the quotidian as useful sites of knowledge, combined 

with the privilege of access to both the intimate details of a lived experience and the 

scholarly resources with which to examine it. I want to tell the story, because I can tell the 

story. 

 

The desire to remain silent is more ambiguous. It is a vulnerable thing to discuss personal 

fragility in a professional space, to expose the details of a functional limitation that could be 
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But there are also other problematic areas that such a dichotomy has encouraged, such as 

the phrasing of chronically ill bodies as a burden (Harmsen et al., 2022), as if the measure of 

an individual is solely their economic value, how productively they function. This positions 

the fatigued body as a faulty economic unit in need of fixing, an unhelpful position when 

you are, in this context, unfixable. Again, this idea of fatigue and vitality as incompatible in 

the same body models a binary of strength or weakness, health or illness. This might 

possibly meet the needs of a capitalist economy, but it does nothing except act as a judge 

and exile for the individual sufferers themselves (Brown, 2002). This perspective is itself a 

burden. 

 

The medical profession has a lot to offer the immediate and treatable physiological 

symptoms of many kinds of disease, but have little in their medical or cultural toolbox to 

meet the more holistic sociocultural challenges of a chronically fatigued body. Perhaps we 

expect too much of one profession, and perhaps the philosophers and scholars who 

constructed the foundations of our entire medical culture got some of these important 

aspects fundamentally and horribly, but not irrevocably, wrong. 

 

 

 

Here is another interesting fact about witches: they have no shame. 

 

 

A non-exhaustive list of things she thinks you should know, but does not want to tell you: 
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The visual arts are not the only tools of expressive narrative used in A Cipher for the Falling, 

a twinned series of poetry fragments are also included. This too is further elaborated on in 

the following exegesis, but the reason they are included here is to serve a similar function 

that a visual illustration would in a prose narrative: to support, contextualise, and ground 

the artwork. That is, the art is the focal narrative, the poetry fragments the illustrative 

feature, and both combine together as evocative pathways into the full autoethnographic 

story. 

 

Finally, and to circle back to our introduction and the question of ethics of self (Edwards, 

2021), telling the broader narrative that is contained in A Cipher for the Falling is a 

personally important one. I call this collection of art and poetry the heart of my research, 

not because it is the most important element - I believe the whole would be much weaker 

without any one of its constituent parts - but because the many hours spent drawing and 

painting and collaging words and pictures were fulfilling, engaging, and even revelatory. I 

agree with Guyotte et al. (2018) who suggests that this type of creative performativity need 

not be an aside, an obstacle, to academic work, but can transform it. And though it would 

be a stretch to say that the art saved me, it did pull those hidden moments (Muncey, 2010) 

of my embodied experiences back from the hell of pain, out from the purgatory of fatigue, 

and reconnect them both to the creative vitality of living. 
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too directional, it flattened and obscured the art, it told a reader what to think of the pieces 

of art without leaving room for empathy and connection. The problem was, I believe, that 

where I had allowed the cyclical and reflective process of arts-based research to lead when I 

created the figurative collages, I had not done so with the accompanying narrative. In 

working toward a known end point, this had centered my experience at the expense of 

connection. 

 

I had three options going forward: I could submit the book as it was; I could leave out the 

written work altogether and include the artwork as a complete experience in and of itself; 

or I could accept that this was just one stage in ongoing process and keep working toward a 

finished product that would more closely reflect the sensory and empathetic outcome I had 

always intended to aim toward. 

 

I chose the latter, for two reasons: firstly, although the story I had written flattened and 

sidelined the artworks, when experienced in book form by themselves these same artworks 

too open to interpretation for an academic work, and that the experiences they had been 

created to represent were still somewhat erased without a form of narrative tether to give 

them context. Without this tether I could not be sure I was, as Pelias (2019) suggest 

autoethnographers must, reflecting my experience as authentically as I was able.  

 

Secondly, there were clearly aspects of the abandoned storylines that I had believed 

important at the time of writing, and thus were now a new set of data that I could work with 

to create that narrative tether. 
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In Conclusion 

If chronic illness erodes connection (Brown, 2002), art can become a bridge that reconnects 

the individual to a lost sense of self (Levarage, 2023), and to a society from whose company 

the ill and disabled may be said to have fallen (Titchkosky, 2007). As important as 

connection is, it could be asked what significance this connection holds in the context of 

academic research, what the difference is between an artwork created for its own self-

contained sake, and an artwork created as a piece of arts-based research?  

 

As argued throughout this exegesis, embodied knowing is difficult to explain adequately 

with the tools of language (Donnelly, 2021). Each piece of fragmented poetry and painted 

collage included here was created and curated carefully to represent an important aspect of 

my multimorbid experience, such as a particularly impactful diagnosis, an impactful 

encounter with medical personnel, a recurrent daily grief, or a memorable quotidian joy. 

They are fragmented and nonlinear, because my experience is fragmented and nonlinear; 

they are visceral and embodied, because my experience is visceral and embodied. I decided 

each piece was finished when it evoked a particularly emotional response in my own 

viewing experience, as emotions are a key to empathy, and empathetic connection is what I 

had spent so much time working toward. If art is experience (Minge, 2006), and experience 

a form of knowing (Eisner, 2008), utilising the twin skills of analysis and craftsmanship to 

create connection in arts-based research contributes toward human knowledge and 

understanding. This is a challenging academic space to inhabit (Bartleet, 2021) but it is also 

this type of mindful and contextual contribution that I believe is key to understanding and 

sharing the place and value of artwork in arts-based research. 
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In Ancient Greek mythologies, Chaos was a goddess of possibility, of all the things that could 

be, of the air between the divine heavens and the mortal underworld (Martin, 2016). She is, 

therefore, a goddess of the liminal, and it is in this chaotic liminal space that sits between 

the familiar narratives of resolution and inspiration that my experience of illness and 

disability is situated, that A Cipher for the Falling is placed. While my illnesses and 

disabilities are often seen by others as a weakness or a flaw, and arts-based research as 

secondary to my analytical work, I experience both in combination as a powerful lens on 

aspects of human behaviour, on embodied living, that are often hidden in the shadow of 

complexity and shame; the erased and erasable ghosts of the academic research machine. It 

has been my ongoing goal since I began my research career to find and understand these 

myriad hidden ghosts, to bring them back into the examined company of the full width and 

depth and breadth of human experience. Children of chaos they may be, unimportant they 

are most definitely not. If academic research does indeed need more stories of the 

complexity, mess, unresolved and complicated experiences that is inherent to living with 

chronic illness and disability, it is my great privilege to offer this small contribution to such a 

story, this one specific cipher for the falling. 
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