


I walk in this "Limbo Land" currently, wounded, 

grieving and stronger from becoming unwell. 

Resilient and numb are the two words I would sum 

up how I see myself today. I kind of laugh whenever 

a new symptom appears, to cope. What keeps me 

from losing myself in this experience is I try to see 

beauty and gain serenity in the simplest things. 

Laughter is my drug of choice.  

 

I live my world in slow motion, taking noticed of 

the mundane sublime. The conditions I have are 

nonlinear tainted by misinformation - I now treat 

the symptoms as they come. I have learnt to ride 

this wave which is forever changing.  I grasp at all 

the rainbows, a fleeting moment but enough to 

keep me from drowning in the sorrow of it all.  

Enjoy the ride.  
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Ok, creating a zine about your disability when your 

diagnosis is like the shifting sands of a desert, is 

more difficult than I thought. There are twists and 

turns to my story and I'm not sure where to start. 

So, I am going to put down a few things that wil l 

be followed by a series of drawings which convey 

some of my experiences so far. Drawing is 

sometimes easier for me to express my reality.  

My conditions: 

Mal de Debarquement (MdDS) a rare 

neurological condition that results in a phantom 

perception of self-motion. 

Endometriosis 

Prediabetes 

Doctors don't like to give a diagnosis, but it is 

most likely I have ME/CFS with dysautonomia 

issues that affect my heart, probable connective 

tissue issues and Sjogren syndrome.  
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No one gives you a handbook once you become 

unwell. Can I be happy and unwell at the same 

time? Am I allowed to call myself disabled? Scared 

of good days knowing they will not last. 

Acceptance is not giving up. Is being undiagnosed 

still valid? Scared of being called a fake, lazy or 

being seen as negative. Loss of friends. Learning 

how to ask for help and accepting help. Learning 

not to hide your reality. Feeling helpless. Being 

afraid of saying the wrong thing. Not wanting to 

be an inspiration for just existing. Not knowing 

where I fit in society now that I have chronic health 

issues that do not fit a box.  
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When I am not in remission my world never stops 

moving. My body cannot regulate its own 

heartbeat without medication, my energy 

depletes like a draining bathtub full of water, my 

mind fogs over and no thoughts get through, my 

vision stops focusing, and time stands still .  
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I find strength by drawing depictions of my wolves 

supporting a body and rainbows radiating a 

glimmer of life. I don't say hope because I found 

HOPE a loaded word for me. Hope represented 

finding answers and health which has not come 

and may never happen for me. Now I look for 

things I can achieve and beauty in life. The 

drawings help me to navigate and make sense of 

the world that does not see me. I have had to find 

my own way after becoming ill from a mystery virus 

only six months after developing MdDS. I  have 

been told to "wait and see" while my life fell apart. 

Five years on I can say the stormy seas are real. I 

gave up more times than I want to admit. My child 

kept my light burning.  
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Five years ago, my dreams were lost, reshifted and 

reimagined. I have been seeing specialist after 

specialist to try to figure out what is happening 

Until recently, my own ableism stopped me from 

accepting my new normal. I found myself not 

knowing how to be in a new body that was foreign 

to me. My art practice had to shift to handle my 

limitations - I stopped doing my street art. I did 

not know how to be and struggled with my own 

abilities that shift dramatically from hour to hour. 

I became lost, sinking in fear. I can go from being 

bedridden to riding a bike, singing out loud to 

stuttering to get my words out, voiceless, using my 

eyes to scream HELP. I cherished the moments that 

made me smile. My pillow became my best friend. 

The only evidence of my struggle are the tear 

stains left behind on my naked pillow.  
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unwell. Can I be happy and unwell at the same 

time? Am I allowed to call myself disabled? Scared 

of good days knowing they will not last. 

Acceptance is not giving up. Is being undiagnosed 

still valid? Scared of being called a fake, lazy or 

being seen as negative. Loss of friends. Learning 

how to ask for help and accepting help. Learning 

not to hide your reality. Feeling helpless. Being 

afraid of saying the wrong thing. Not wanting to 

be an inspiration for just existing. Not knowing 

where I fit in society now that I have chronic health 

issues that do not fit a box.  
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mind fogs over and no thoughts get through, my 

vision stops focusing, and time stands still .  
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