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This book will end without either of us knowing what’s wrong. This book 
is not a story, it is documentation, it is a journal, it is a patient 
questionnaire, it is proof despite invisibility, it is interactive, it is an 
uncertain diagnosis. Mostly this book is for me.

The telling is in parts because a life is not a cohesive whole. And 
because it is too much work to remember every little thing.

I hope you read this and feel seen, heard, present, loved, confronted, 
whatever it is you need at this moment. I hope you are never fi ghting 
alone.  

Please, look in, explore, play, and we will both know what we know.

A Statement from the Artist,

































I’m so alone. Isolation is deeper than just the physical loss of space and the people I love seeing most. 
I can’t see my doctors, my therapy visits are online, my procedures and appointments and treatment plans 
have all been postponed. I have been untreated for months. I’ve had so many days where I needed a hug 
and a hug could not be there. I’ve damaged my relationship with friends, family, roommates. 

I feel like I’m going insane. The mental gymnastics of it all are overwhelming. Olympic. I can sense my 
peers’ distaste with me. They say I’m being “extra careful”, “too careful”, that I “can’t live like this 
forever”. I sit home and watch on my social media as the same friends who would say they “loved me” and 
that they “would do anything” and “cared so much about me” go out to parties and take trips and act 
with reckless abandon. Eating at restaurants. Going to bars. Seeing a slew of different people each day. 
Taking vacations. The same people who claimed to care were actively keeping my life on pause. Making the 
world a dangerous place. They didn’t care then, I doubt they do now. I am sure they never will. It doesn’t 
matter how they feel about it all. I still do not know how I will move forward with these relationships. I’m 
not inclined to deal with that right now. The worst part is I don’t get to tell them I’m upset. If I say 
anything, I will be the asshole. Maybe they will read this. Maybe they won’t think it’s about them. 

Those friends had already gotten sick of me before the pandemic had even started. I had a fl are of 
terrible low back pain and back spasms that left me strung out on pain pills and muscle relaxers, lying 
in bed all day unable to walk or take stairs to the fi rst fl oor of my home. I was able to get specialized 
physical therapy after two ER visits (where I was accused of being a drug-seeking pill popper which was 
very fun and not at all insulting) and after two months was able to walk and bend almost properly. Then 
the pandemic hit. I had already been indoors for months, unable to go to parties and events and hangouts. 
Any friends I saw had to come see me. MY dad and boyfriend had to actually carry me down the stairs to 
get help. 
I had cashed in all my favors.       That happens a lot when you are sick. 

I feel like I’m living in a different world- parallel to the one of those around me but not quite it- 
different rules, different stakes. If they get sick they will probably be fi ne. If I get sick, who knows 
what will happen. I can’t live with taking on more long-term syndromes and disorders. I cannot. The biggest 
difference between us is how we think. Somehow a global pandemic isn’t that big a deal to them all. They 
must move on. Re-Open. See people again. They think I don’t want that. It isn’t at all that I do not want 
to. I cannot.

So I don’t visit with anyone when most everyone else I know is seeing people. I will not risk it. My whole life 
has become this cold, stuffy, indoor mental playground of hypervigilance. Every trip is planned and assessed 
for risk. Two masks. Numbers are too high this week so maybe we get quarters from the bank another time. 
Maybe we just pick up groceries or order them instead of going inside. Maybe we don’t leave the apartment 
except to walk the dog. And I have been doing that for over a year. My world has been on pause since 
November of 2019. I’m not fi ne. 
I am amazed that I’m still here, but by no mean.s am I fi ne.









I stabbed myself once a week for 18 months with no idea 
whether or not it would help at all. 
Getting a shot is one thing– you can avert your eyes and wince 
and hold a hand if you’re nervous.

A self-injection is so much worse. You have to prick yourself and 
your hands are clutching your own fl esh and the other hand is 
holding the shot an inch away. You know it’s going to hurt, and 
you have to be aware and in control and you have to force 
yourself to cause that pain.

After 18 months it didn’t get easier and I cried almost every 
time. I never got to fi nd out if it helped but the steep decline 
in the months thereafter led me to believe it was helping. Since 
It was an experimental drug, there is nothing I can do to get 
a hold of it. It isn’t FDA approved for my specifi c condition and 
there is no proof that it helped so it was probably 18 months 
down the drain. 





What if what people see in here doesn't fi t what they think of me?

That I don’t fi t in.
That I’m just some tense freak.
That I’m too weird.
That I come across as sad–
or pitiful 
a downer
too loud 
not funny
not interesting
gross 
smelly

I’m so afraid that someone will see 
all the lowest and grossest and scariest goblin parts of me 
and stop loving me 
or seeing me 
or allowing me credibility.



When I was younger my mom thought I had some awful rash and made me see a 
dermatologist.
I was so ashamed. 
I was disgusting and covered in scabs and sores.
But it wasn’t because of some absurd and sudden rash.
I couldn’t seem to stop picking at myself.
They gave me a weird and stingy prescription acid lotion 
to put on the little red bumps I would pick at. 
But the lotion made the open sores sting and 
I didn’t like using it and
No one ever brought it up again.

And I see now why addictions break up lovers
because when I started picking at my arms all sound was gone
And the world slowed down and it felt somehow relieving
A secret affair,
mining my pores and follicles 
For things that are healing,
things that are growing, 
things that are cells 
doing what those cells were meant to do.
I have scars, 
I have open sores,
          I am disgusting.
And I knew it was destructive and
I’d hide it under long sleeves and turtlenecks and 
try not to pick at my face.
But then I’d pick my chest.
My legs.

And if it wasn’t this it was
pulling out my eyebrows,



Biting
My lips 

My cheeks
The tip of my tongue,

My nails.
I’ve always bitten my nails ever since I can remember.

I bite them until they are gone, 
Then I bite the cuticle too.





Sometimes I don’t notice until I’m bleeding and someone tells me 
“Hey, you’re bleeding!”

Then afterward it hurts and I’m so ashamed. 

But I couldn’t stop.
And I see now why addictions break up lovers

because when I started biting on a good nail nothing could make me stop.
It was like a kiss in the movies

Nearly passionate
No–

a compulsion of nails and teeth!

Biting my nails was allowed in public.
I could do it while people were looking. 

It wasn’t good manners,
No,

But it was allowed. 
And it’s crazy– I mean psycho to be doing this.

I have these hands that I love and that make beautiful art with me
And here I am bludgeoning them.

I have this body that is so brilliant it could heal 
as if nearly nothing were ever wrong

if I just let it.

Now you know my secret.



How are you?



I tried to eat a sandwich today

and it didn’t work.



I wanted to eat a sandwich and I couldn't and I 
want to tell you why and it's going to take a lot 
of details. 
My family isn't good with food. 
My dad’s side is mostly all too big. 
My mom's side is mostly all too skinny. 
She would warn me to not eat when I'm just bored 
And to make sure I was hungry
And eating for the “right reasons”
And “you have got your dad's genes so watch out” 
I learned to silently justify my food. 
Or make a show of it. 
Or make it secret.
Watch who watched. Then my mom was allergic. Food can kill you. She would gag. My 
mouth was tingly. Food is scary. Then at my dad's cousin's fairytale wedding, I ate a 
piece of meat and it was probably too big to swallow. She told me or that I didn't 
chew it enough. She told me after it was over. I told her after it was over. I 
remember chewing. I remember it getting stuck. I could feel my muscles in my throat 
begging it to go down. I remember checking to see if I could breathe. I could. I 
could. Spit. I could. I could. Spit. Hot saliva pooling around my tongue, spilling out of 
my child-sized mouth. 
I remember she said she was only mad at me because she was scared of choking. 
No plastic on the fl oor. 
Is there plastic in my throat?!
I guess it was because of my brother, who always ate from the fl oor.
I guess it was because I didn't chew it enough so when I swallowed it got stuck.
I remember trying to put my little fi ngers down my little throat and I remember 
my grandpa fi nally found me and I had thrown it up and I was crying but also I 



remember I was fi ne. 
There was saliva on my tights. 
There was bathroom-fl oor-tile grime and gray stalls on my tights. 
It was a fairytale wedding I remember.

The next time it was red pop
In a faux adobe building on the west side 
‘They serve the best little street tacos, Ansleigh’
And it was local 
And it was Michigan 
And so they had red pop on tap,
fresh and pink and foamy in a styrofoam white cup that squeaked when the straw 
moved.
And this was special. 
We sat down. I had a shredded chicken taco or at least I tried to.
I remember the stuck feeling and it hurt and I felt shame before I even felt 
the pain. It was going to be so embarrassing. I was going to die from a shredded 
chicken taco. No you aren't going to die Ansleigh.
Calmly explain you need help. 
DON'T MAKE A SCENE.
I'm panicking. She tells me to take a drink, wash it down. I try. 
In my memory, I took a sip of red pop and it angered my throat like a beastly 
volcano about to erupt. 
Red pop shoots out my nose, it bubbles out of my throat like a shaken soda. 
It shoots up to the ceiling. 
My clothes are pink. 
My cheeks are red. 
I’m crying. 
I made a scene. 
I didn't fi nish my meal. 
I used about a hundred napkins. 
I've never written this story down before. 





Are you uncomfortable yet?
I’m sorry I can’t make this easier for you
You just have to fl ip through and watch.
You can't do anything about it. 
I know it can be uncomfortable
To sit and watch someone’s pain
But please
Be wary to give me advice when I am not asking for it.
Please try not to ask me how I am if you do not wish to know.
Because I’m not going to lie anymore.

So please stop trying to help with
Homeopathy and 
Crystal remedies
Or the sage wisdom to call my doctor
I know you want to help,
But you can’t physically help me
And that weird diet you heard of through your uncle’s cousin’s friend
is unlikely to be what cures the incurable 

But if you want to do something,
Give me your patience, your understanding
Your willingness to fi nd out what's going on with me when I have the energy 
to tell you.
Believe me when I say I can’t and listen when I say I can

But if you really need to do something right now,
You can help me pull this food down my throat.



How are you?



i
 Oh just tryizng to balance feeling like I have to be an expert on my illness 
because no doctor will ever fully read my story or my chart for god's sake. 
While also having to trust doctors and hope they have my best interests in mind.
But also I am not an expert. 
Not enough to treat it 
or minimize it 
or know how to tell when it is “bad enough” to get help.

But when the panic sets in I am an expert. 
But not enough to know whether this time it is just pain,
and I can move through it until it passes,
or if this time I am actually dying.

My hypervigilance is rewarded
By the EpiPen saves
By the ‘you got here just in time’s
By the diagnosis after years of suffering silently because I was told I was 
fi ne

Hypervigilance is a curse.
Having an anxiety disorder and,
idiopathic anaphylaxis and, 
the feeling of things being stuck in my throat and,
the risk that it might be fi ne or it might be stuck,
is a fi ckle pickle to be in. 

How do I know if I’m actually dying this time? 
God, it would be so embarrassing if I wasn't. 
God, it would be so stupid if I was.
If I was dying and simply just too embarrassed to get help. 











It was my junior year of college and I remember being in a practice for an 
extracurricular I was involved with. We were doing warm-ups and everyone was 
goofi ng off and having a good time wiggling their body. I wasn't. When it came 
time to share what was going on with each of us, I bit my tongue as I 
often do. In my mind I told myself “You can’t share that you're in pain this 
week. You shared that last week. Everyone will think you're a downer. Think of 
something new and trivial and move on”. 

And that's just what I tell myself. Everyone else says all sorts of things. 
Sometimes I feel like I’m making it all up but then I remember all the 
things I wish I'd responded to differently.

“You’re not unhealthy, you are young and alive and you’ve got your health”
“Did you call your doctor?”
“Have you tried taking meds for it?”
“Wait, so it will never get better?”
“Everyone is tired, stop complaining.”
“Why don’t you just borrow money from your parents”
“I would have never known”
“You’re too young to complain about your back this much.”
“What are you going to do? Just stay inside forever?”
“You’re just being extra careful...”
“It's always something with you, isn’t it?”
“You don’t look like you’re in pain.”
“Yeah, but every girl has bad cramps sometimes.”
“I know it isn’t ‘safe enough for you to feel comfortable but the rest of us 
want to do it and are fi ne with it”
“You just need to eat more fruits and veggies”
“Welcome to being an adult, get used to it.”
“I wish I couldn’t eat.”
“I feel like if I was allergic to that I’d get so skinny”
“Have you heard about these things- it's called an invisible illness- that's like 

“You don’t look sick.”



what you have, have you looked into that?”
“Have you tried going to keto? Paleo? Gluten-free?”
“It is probably hard to work creatively when you can barely function”
“Are you sure you can do it”
“It’s not going to kill you, get over it”
“You don’t look like you are going hungry”
“I fi gured you wouldn’t want to come anyways”
“Did you stick to the treatment? It probably didn't work because you weren’t 
following instructions properly”

Three of these things were said to me by a doctor, guess which ones. I don’t 
have the energy to respond to all these or give you the context to explain 
why they were insensitive. I just need to leave them here and move on. I 
have the blessing of “passing” as a non-disabled person and the curse of 
having to explain myself over and over again hoping someone will believe what 
they cannot see. You can’t see pain. You can’t see mental health struggles. 
You can't see that every time I drink water I can feel 
it dribble and slosh down my throat 
in waves. 



It hurts. It hurts. It always hurts.
I want to reach inside and unclench it all.
I want to tug out my insides and make them outsides. 
I wish I could pop out my gritty gnawing bones and scrub 
them clean in the sink. 
It's all mushed in here and I can't fi nd where– 
If I could just pull it all out and 
untangle
Unhook
untether

This unidentifi able pain.







What caused it? Where is it 
coming from?
I didn't want it to be anything but I wanted it to be 
something because it is something. It isn't nothing. I don't 
want to be diseased or fi broided or metriosed or infl amed 
or irritable boweled or any of it! But it is real and I’m 
in pain and if nobody names it then all the doctors and 
insurances and the whole wide world will keep telling me 
it’s nothing. So what is it? Because it is something.



It is an understatement, at best, to 
say that managing a chronic illness 
without medical assistance (or honestly 
even with medical assistance) is diffi cult. 
Sad. Lonely. Painful. Often harmful. You 
get the idea. When appointments are 
scheduled out months in advance but your 
symptoms require treatment now, one must 
get… creative.
I have consulted 24-hour nurse helplines, 
I have texted my sister about a million 
times (also a nurse), I have scoured the 
internet (be careful with that one). 
I have drank tea with marshmallow root 
and chamomile.
I have sucked on peppermint oil tummy 
mints to settle my stomach.
I have lived on a steady diet of 
chewable pepto bismol and pepto bismol 
goo; fi ber gummies; protein shakes and 
juices and cookies and bars; and liquid 
calories anywhere I could fi nd them.
But for lack of appetite, poor mood, 
pain, nausea, and anxiety, I have been 
reliant on weed. 

Every Day I feel a little bit guilty. That 
deep and dreaded ‘drugs are bad’ feeling 
creeps into my self-image. Some days 
I feel as if maybe I am just some 
irresponsible and worthless stoner. I know 

this is a relatively baseless accusation 
of myself. I feel better. Less scared. 
Less pain. I can eat. All good things 
but I can't shake this outdated and 
stigmatized identity.  I don’t even think 
this way about anyone else who uses 
marijuana. 

We value sobriety but if I’m in this much 
pain all the time am I even sober? We 
worship these sober states. There is an 
ableist martyrdom to it, but I can’t see 
how sitting and suffering helplessly is 
better than being a little bit high. Is 
suffering soberly really a better state to 
be in?

Maybe it is that I do not wish to 
be reliant on a substance to live 
comfortably– 
though I use other substances– 
Omeprazole for acid and digestion
Cymbalta for anxiety and depression
Zyrtec to keep my immune system’s 
histamines from waging a random war in 
my body. 
Wishing I wasn't reliant on substances is 
as futile as wishing away my diseases. 





I’m in a weird state of mind where I feel I must just move through each day.
Just survive it.
There is all this surrounding pressure to do more, be more, work harder.
But working harder when I needed rest is part of what got me in this mess. 

I can rationalize when it is hard to eat and I have to step back down to mush or liquids.
It is much harder to discern when I need to take a step back on my work and stress load. 
Fewer meetings.
Less thinking. 
Less talking. 
Just rest.

When it is hard to eat it is even harder to move, to create, to care.
But I’m a senior in college. 
This is when I am supposed to be busting my ass and proving my work ethic. 
It’s the fi nal stretch. 
It feels like the straw that will break my back. 
I will get my degree but at what cost?
I am accruing debt with student loan creditors, with my health and my sanity.

First, you burn out your mind.
Then if you continue your body will wear out on you.
Then you must rest because it's the only option, 
and your mind rebuilds in a broken place 
where all you get to look at is your ceiling 
and everything is gray on your shuffl e to the bathroom 
and you learn to listen to the world happening without you.

I wish I could show you how hard I have been working- 
The months of therapy but there is no grade for therapy.
The rigorous experimental drug trial.
The elimination diets.
The calls and visits and scheduling and insurance and talking to doctors.
The years of trying to fi nd something that works
The hours I spent trying to feel good enough to come to whatever it is you invited me to.
The cookbook in my mind for what I can eat.

I promise I am not lazy. 
I promise I am not trying to be a fl ake.
I promise I am not all that picky.
I promise I want to be on top of it all.

Now my decisions and choices seem to come less from rationality and time management
And instead, come from a weakened state of being ill.
I am suddenly unable to handle deadlines.





My time management is in shambles.
If I plan my time and energy as if I am fi ne,
I will surely get sicker and miss that deadline and let everyone down.
If I plan my time and energy as if I am ill,
I will surely have more time than I need and miss out on opportunities I could have taken 
on.
I am never right and I do not know the balance.

And once I have done it there will be more work to do. 
Prove to some stranger that I should be the one to do their labor.
Prove to them I really want a job that I probably don’t want.
I mean, I do want a job -any job- but working is hard on my body and mind. 
I just want to rest but rest is really expensive.

And what happens when I do get the job and then I need to rest? 

Will they fi re me? Will they tolerate my antics of resting?

What can I eat today?







How ugly it is to be sick.
It isn't glamorous at all. 
It’s bodies. 
It’s veins and acids and injections and staring into toilet 
bowls until you fall asleep on the shower mat or up against 
the tub. 





This lifestyle doesn't have an end. 
If the illness goes on forever, 
then the book goes on forever.
So read it again.
It is incurable
And so if the end of the book feels like the solution,
then there will be no end.
It's Cyclical. 
So read it again.
The same thing again. 
Yes, seriously, this again.
“I already saw this! I already dealt with it!”
I know.  
But go back and read it again.
Having to start over is the most chronic thing. 
I know you don't want to but go back and swallow it again.
I know you don't want to but go back and think about it again.

Go back and read it again like you have to to survive.








