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Introduction

Look, I get it .  Normally,  I   don’t read introduc -
tions  either, but this one is impor tant, and I’m not just saying 

that  because I wrote it. (Yes I am.)

 There are some  things you should know about me that  will 

make your reading of this book more enjoyable.

First of all, I have a disease. The disease, which I was born 

with, is called spinal muscular atrophy. It  causes my muscles 

to waste away as I get older, so I was never able to walk or even 

crawl. I’ve used a fancy schmancy electric wheelchair since the 

age of two, and as of writing this at the age of twenty- five, I’m 

starting to lose more impor tant muscle function, like my abil-

ities to breathe and swallow and speak.

Fun, right?

 There’s a  whole lot more about my life and the intricacies 

of my disease in my first book, Laughing at My Nightmare. 

(Wow, what a dick, plugging another book he wrote on page 

one!) You  really should read it, but I’ll also give you some fast 

facts  here that  will illuminate my life history for you. I sup-

pose a better writer would find a clever way to reveal this 
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necessary information seamlessly within the  actual essays, so 

that the book could truly stand alone without need for the 

reading of other texts, but I am not a better writer. I am merely 

a young man with some funny stories to tell and an annoying 

penchant for sarcasm. Perhaps with age I’ll develop some writ-

ing chops, in addition to the lovely muscle deterioration that’s 

in store for me.

My editor is  going to love this introduction. First I try to 

peddle another book to you, and then I tell you I’m a shitty 

writer. Brilliant.

Let’s see, what do you need to know?

I need help with almost  every physical activity, from 

getting out of bed to showering to picking my nose. I’ve 

always relied on my friends and  family to help me with 

 these  things, and they have always been  there to help. 

They are phenomenal  human beings. When I began writ-

ing this book, I lived with three of them: my parents— Jon 

and Sue— and my younger  brother, Andrew. By the time I 

finished the manuscript, I was living a thousand miles 

away from them with my girlfriend, Hannah. More on 

that  later.

Throughout a good chunk of my life, I’ve been trying to 

convince  people that I’m “normal.” My physique has been 

twisted and bent by my disease, like a plastic action figure 

melting in a fireplace, so from an early age,  people have treated 

me like I’m a rolling tragedy. Strangers speak slowly to me. 

They assume I have no friends, no social capacity, no brain, 
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 really.  People are often inspired by the fact that I’m shopping 

in the grocery store, as if just being outside of my  house is a 

commendable activity worthy of praise.

In my childhood and teen years, this bothered me to no 

end, but it felt like an unfixable prob lem, so I started using 

jokes to avoid the issue. Humor became my coping mecha-

nism, my solution. By cracking a joke, I could at least ease the 

awkward tension in most social situations, allowing kids and 

adults alike to see that I  wasn’t some precious creature that 

needed to be handled cautiously.

In this way, I made a  great group of friends who learned to 

see past my wheelchair.

I played sports. I had crushes and,  later on, love and inti-

macy. ( Don’t worry,  there’s more on that  later, too.) I got in 

trou ble. I got hurt. I went to college.

Mom, Dad, Hannah, me, Andrew, and his girlfriend, Laura, getting WILD on  

New Year’s Eve.
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In college, something unexpected happened. On a 

whim, I started a blog called Laughing at My Nightmare, and 

it took off into internet glory. Almost overnight (at least 

that’s what it felt like), hundreds of thousands of  people 

around the world wanted to read about my life and the 

ridicu lous shit I’ve been through. In a way, all I was  doing 

on my blog was what I had been  doing my  whole life: telling 

jokes to help the world understand me.  People connected 

with my message of using humor to overcome hardship, and 

as enthusiasm for my story continued to grow, my cousin 

Sarah and I deci ded to start a nonprofit organ ization to take 

that message to the next level. That nonprofit, also called 

Laughing at My Nightmare, grew exponentially and be-

came my full- time job  after college.  Today, we have a year- 

round speaking schedule, teaching audiences across the 

country the scientifically proven benefits of positivity and 

humor. I love it, and what’s even cooler is that our organ-

ization also provides medical and adaptive equipment to in-

dividuals living with muscular dystrophy. We’ve donated 

over $80,000 in vital equipment since we began that pro-

gram! Sarah and I are supported in this venture by an 

 outstanding group of board members and employees who 

help us make our wild dreams a real ity  every day. The five 

years since starting that blog have been nothing short of 

surreal.

What  else?

I have two cats, Oreo and Roxy, whom I mentioned in the 
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opening of my last memoir. They are both still alive, unfortu-

nately.

As always, I hope for nothing more than to make you 

laugh.
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Chapter 1

Eighth- Grade Pee Fiasco

The  human body is disgusting.
For most, it’s easy to hide our natu ral nastiness— secretly 

scraping the brown gunk out of our ears in the privacy of the 

shower, irrigating our nasal cavities with the sink on full blast 

to mask the gagging, discreetly allowing a six- second meth-

ane death bomb to squeak its way out of our sphincts while 

we sing Shania Twain and clip our toenails (except, in my case, 

for the  little gray one that curled up and died a few years ago).

To be organic is to decompose, so while we may be able to 

mostly hide  these embarrassing moments, you can know with 

certainty that absolutely every one is experiencing the same 

 things. Go ahead and imagine your mom farting in the shower 

now. (And you thought I had matured a  little since the last 

book . . .  guess not!)

When you have a disease like mine, your ability to hide the 

nastier side of being  human is greatly compromised. For 
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instance, I  can’t hold a tissue to my nose to blow it, so if it 

starts  running, or if I’ve got a meaty cliff-hanger dangling on 

the outer rim for all to see, I’m stuck  until I ask someone to 

help me, which means allowing another person into that 

vulnerable realm of my being.

Growing up, a majority of my care was handled by my par-

ents. They  were the ones dressing me, showering me, bath-

rooming me, and generally making sure I  didn’t smell like 

garbage on a daily basis. Even though  there  were moments in 

childhood when I resented needing their help (e.g., when I 

had to go home at 11 p.m. from my first Big- Kid Sleepover 

 because I had accidentally pooped in my pants), for the most 

part, I was comfortable with their care. We had a routine, and 

the daily repetition felt normal.

Elementary school brought with it the shocking realization 

that I was expected to allow  people other than my parents to 

help me with  these private aspects of my care.

Before starting first grade, I went in to meet my new teach-

ers. Their classrooms  were colorful and bright. The teachers 

 were friendly. They used words like “recess” and “snack time” 

and “computer lab” that captivated my imagination. School 

was  going to be bad ass.

It was a  great visit, and then Mom dropped the bomb and 

ruined my entire day in a single sentence: “Let’s go meet the 

nurse now so we can teach her how to help you go potty.”

Excuse me? Why would I need to potty at school? That was 

an activity strictly reserved for the upstairs bathroom at home, 
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with the door closed so that nobody ever found out I peed into 

a red plastic pee  bottle rather than the toilet. If  people found 

out about that,  they’d think I was weird, and if they thought 

I was weird, they  wouldn’t want to talk to me or be my friend. 

No thank you,  Mother, we can skip the nurse’s office.

I stopped my chair in the  middle of the hallway and turned 

it off. My undeveloped mind expressed my opposition in a se-

ries of whiny moans.

“Stop, Shane. You  can’t hold it all day. It’s unhealthy.” And 

she continued to the nurse’s office.

The nurse was a young blond- haired  woman who  could’ve 

just as easily been an angel. I  didn’t understand why, but as 

Mom lifted me onto the changing  table in the nurse’s private 

bathroom with the blue- eyed goddess closely watching her 

 every move, it felt like my wiener rocketed right up inside my 

body. My face burned with embarrassment as Mom pulled off 

my undies and demonstrated how to  angle the pee jar so that 

my dick went in correctly.

I wanted to evaporate, or die.

“Just make sure you wiggle the last drips off before you pull 

the jar away,” said my mom. “We  don’t want any dribbles!”

The nurse put on a patronizing baby- talk voice: “Easy peasy. 

We are  going to become best buddies,  aren’t we, Shane?”

Shockingly, we never became best buddies. In fact, I  didn’t 

use the bathroom once in all five years of elementary school, 

much to the dismay of my parents, teachers, and classroom 

aides. During  those five years, I perfected the art of convincing 
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 people that I just 

 didn’t need to pee, 

while on the inside, I 

was tormented by an 

aching bladder and the 

anxiety of not wanting 

anyone but my parents 

to help me pee.

My refusal to uri-

nate anywhere but in 

the privacy of my 

home was an attempt 

to maintain a percep-

tion of normality in the 

eyes of my peers. My 

disease forced me to 

do so many activities in a slightly altered way— the teacher 

putting on my jacket, the physical therapists pulling me out 

of class twice a week, the aide attaching the tray I used on my 

wheelchair in place of a regular desk— that, even as a kid, I 

knew my classmates noticed my adaptations. Back then, you 

could be outcast simply for wearing the wrong shirt, so it 

seemed pretty logical to me that the ways I was dif fer ent  were 

very bad. I desperately needed to minimize all of my oddities 

if I had any hope of being accepted into the social circles at 

school. So I held my pee and let kids won der how (or if) I 

went, rather than marching down to the nurse’s office three 

A newborn pee jar must be breastfed  until it 

reaches maturity.
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times a day and further confirming their observations of my 

weirdness.

It  wasn’t  until much  later in life that my pee protocol  fi nally 

backfired.

I was in eighth grade at East Hills  Middle School. It was 

the end of the school year, and my entire class was getting 

excited about the highly anticipated class trip, which was 

happening in a few days. We  were  going on an all- day field 

trip to the Baltimore Inner Harbor, and judging by the lunch-

time chatter in the cafeteria, I gathered that this would prob-

ably be the greatest day of my life.

 There  were a few scheduled activities, like the aquar ium 

and an IMAX movie, but we would also have over three hours 

of  free time to explore the harbor on our own. To a group of 

fourteen- year- old boys and girls, this was equivalent to telling 

us, “Go do bad  things on a school day and  don’t worry about 

consequences.” We  were stoked.

Several days before the trip, my teacher stopped me  after 

class to let me know that the school nurse was coming along 

on the trip and could help me pee since we’d be away  until 

late at night. I thanked him for making that arrangement.

In my head, I immediately dismissed the idea. At that 

point in my life, I was only good at two  things: not walking, 

and holding my pee. I resolved to hold it for the duration of 

the trip instead of facing the awkwardness of asking for help 

on what was supposed to be a day of nonstop revelry and 

debauchery.
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The morning of the trip arrived, and in typical idiot- Shane 

fashion, I forgot about my plan and enjoyed two cups of coffee 

with my breakfast.

Dad dropped me off at the  middle school around 6:30 a.m., 

and all the students  were loaded onto a luxurious Grey-

hound bus. (The fact that it had seven- inch tele vi sions that 

played grainy VHS tapes was the only reason we thought the 

bus was fancy, but that was enough for us.) The driver 

pushed aside a row of the reclining chairs to make a space for 

my wheelchair.

On the three- hour drive to Baltimore, I began to feel that 

familiar pressure in my bladder, the one that I’d gotten pretty 

good at ignoring. We carried on.

When we arrived in Baltimore, having watched Night at 

the Museum one and a half times, I was kicking myself about 

the coffee. The nurse had subtly approached me during the 

 ride to remind me just to “holler” when I needed to pee that 

day. I thanked her, and in my head told her to fuck off. I was 

angry that she had even offered to help me in front of my 

friends. At this point, my closer friends knew how I went to 

the bathroom, but it remained an aspect of my care that made 

me uncomfortable. I could easily crack jokes about how I pee 

in a jar, but the thought of asking anyone but my parents to 

help with this private  matter embarrassed me im mensely.

Our first activity was the aquar ium, where  there tends to 

be a lot of  water. Not the best environment for someone work-

ing to ignore his growing need to pee, but I did my best to enjoy 
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the experience while silently cursing all fish for not being able 

to breathe air.

Next, we went to lunch with the chaperones— the Hoot-

ers was strictly off- limits, although as soon as  free time arrived 

 later in the day, half the class went directly to Hooters like 

they  were giving out  free money. My friends and I ate lunch 

at a small diner. I ordered a large iced tea and thought noth-

ing of drinking most of it. My confidence was stellar.

The IMAX movie was about the plight of the American 

beaver, a poignant film that contained almost nothing but 

underwater footage. Lovely. It was at this point, mid- afternoon, 

when I began to 

question if I was 

 going to make it. But 

the way I saw it, I 

 didn’t have a choice. 

Asking the nurse for 

help would be a 

clear demonstration 

of weirdness to my 

friends, and I  didn’t 

know if I could ever 

recover from such a 

blunder. Surely they 

would never see me the same way again.

The day progressed with painful slowness.  Free time 

turned out to be much less exciting than we expected— our 

Maybe if I  don’t wash my hair, kids  will like me.
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options basically  were the ESPN Zone or getting murdered 

in Camden Yards. In hindsight, it was a terrible place for a field 

trip. By the eve ning, I just wanted to be near the bus when it 

was time to leave so that we could get on the road as quickly as 

pos si ble.

 After about a hundred years, it was getting dark and fi nally 

time to leave. The bus  ride home was an exercise in pain man-

agement and endurance. My bladder burned. It actually felt 

hot inside of me. My face and hands and armpits and inner 

thighs  were sweating (prob ably my body attempting to excrete 

what ever unnecessary liquid it contained to make room for 

more urine). I was on the verge of passing out. Tunnel vision. 

I repeated to myself: “Holditholditholditholdit.”

The bus driver must’ve known I was being an idiot,  because 

he made sure to hit  every single pothole on the drive home. 

The bouncing added a nice touch to my already delightful 

situation.

Despite all this, I somehow made it back to the school, but 

as we pulled into the parking lot and hurdled over the first 

speed bump, it happened.

I lost control and released my entire bladder into my pants 

right  there on the bus. Once the floodgates had opened, it 

 would’ve been suicide to try to close them.  There was noth-

ing I could do. It was the most terrifying, and embarrassing, 

and . . .  physically satisfying feeling I’ve ever experienced. I kid 

you not: If you  haven’t felt the release of peeing  after an all- 

day hold, try it just once. It’s such a euphoric feeling.
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Obviously, I was mortified. And wet— like, dripping wet. 

Like sitting in a warm puddle wet. Like just got out of the pool 

wet. So as we pulled up to the school, I did my best to avoid 

all interaction and depart from the bus with haste.

A friend approached me in the parking lot to say goodbye. 

He looked at my legs, confused, and asked why my jeans  were 

soaking wet.

“Oh, I spilled a  bottle of  water on myself in the bus. Bye!”

When I found my dad waiting for me in the parking lot, I 

had a breakdown as I explained what happened. I suddenly 

hated myself for being so embarrassed about asking for help. 

Once my dad had finished laughing (which made me laugh), 

we got in the van and went home. He put me right into the 

bathtub and hosed me down to get rid of the Baltimore- 

sewer scent that wafted from my crotch. I was humiliated, 

but at least we  were laughing about it.  After all, what  else 

could I do?

In bed that night, I replayed the day in my mind, checking 

and double- checking my memory to make sure none of my 

friends had figured out the embarrassing accident I had. It oc-

curred to me that them knowing about the accident was way 

more embarrassing than them seeing me ask the nurse for help 

peeing. Perhaps it was time to try something new.

The next day I deci ded that enjoying an iced tea with my 

lunch was more impor tant than my anxiety over what my 

friends might think about me peeing in the nurse’s office.

And  later that day, I took a risk and whispered to my friend 
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Mike, “Wanna help me go to the nurse?” In retrospect, it 

 wasn’t a very big risk. I mean, what kid is  going to deny a genu-

ine excuse to miss class time?

Along the way I told Mike the nurse was  going to help me 

pee. He asked if she was  going to see my dick. I said yes, but 

only  because it’s difficult not to see it when  you’re as large as 

I am. He laughed, and just like that it was over. For eight years I 

had been avoiding this moment for fear of being rejected, and 

in the end it amounted to  little more than a stupid dick joke.

When I came out of the back room of the nurse’s office, 

Mike asked, “Did she suck you off, too?”

 Today, being the mature and well- adjusted adult that 

I am, I let every one help me pee:  family, friends, strangers. 

In fact, if you’d like to try it, just email me and  we’ll make 

arrangements.
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Chapter 2

Ron

It was Good Friday, a day of somber reflection 
for millions of Americans. It was cloudy, but unseasonably 

warm for late March. It was mid afternoon. I had the day off, as 

did my  father, who spent his day  doing quiet work around the 

house— laundry, organ izing the garage, more laundry.

He came into our dining room, where I was enjoying a re-

freshing adult beverage and working on this very book. It was 

a lazy day. On the back patio to my left, a gathering of birds 

was devouring the seeds my mom had put out for them that 

morning.

My dad pulled the earphones off my head. “You good if I 

run over to Brian’s to see his new bike?” he asked me.

“Yup,” I said, not  really listening. At the age of twenty- three, 

I stayed home alone quite often. Sounds reasonable, right? And 

yet,  people always reacted with surprise when they learned that 

I  wasn’t constantly monitored by an able- bodied adult figure.
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Take my grand father, for instance, who thought my mom 

was joking when she first told him that some days during col-

lege I just hung out at the  house alone if I  didn’t have classes. 

As long as I had my phone and some food within reach, I was 

perfectly content. As long as I moderated my beverage intake 

and avoided IMAX films about beavers, I could hold my pee 

for days, so that was not an issue. Still, my grand father grum-

bled that I should have someone with me. In his mind, leav-

ing a person with a disability alone was absurd, since his mind 

blended all disabilities together into a big  jumble of helpless-

ness.

With the right adaptations, I can be just as in de pen dent as 

anyone  else, which is  really impor tant for me. The constant 

reliance on other  people throughout my life has created in 

me a fear that I’m a burden. I occasionally feel guilty when 

asking for help, and the feeling can become pretty intense if I 

know I’m interrupting someone’s schedule or activity by ask-

ing for their assistance. I can get irritated if my mom so much 

as interrupts my Netflix movie to ask how to turn off her 

Bluetooth, so I can only imagine what my  family members 

must feel when their daily lives are routinely interrupted 

by my round- the- clock care: lifting me, feeding me, shower-

ing me,  etc.  Because of this burden complex, I look for  every 

pos si ble way to increase my in de pen dence and reduce how 

often I need to involve  others in my care. I’ve been staying 

home alone since I was about fourteen, and it has never once 

been an issue.
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So my dad left the room to get ready, and I returned to my 

work.

A few minutes  later, I saw a figure walking slowly up the 

porch  toward our back door. What the hell? Nobody uses our 

back door except me and occasionally my  brother, but he was 

three hours away at college.  There was a knock, followed 

shortly by the doorbell (which we installed years ago so I could 

get my parents’ attention when I was playing outside). I 

 couldn’t physically turn my head far enough to see who it was 

through the glass back door.

“Uh, Dad? Someone is at the back door?” I said, hoping he 

 hadn’t left for Brian’s yet.

“Who in the world . . .” said Dad as he returned to the 

dining room and opened the back door. “Hey, can I help you?”

The man’s voice was old, but gentle. “May I come in?”

My dad hesitated, but then opened the door wider. “Sure, 

every thing okay?”

The man  didn’t answer, but walked into our dining room, 

past my dad, and into my field of vision. His steps  were slow, 

almost like he was deliberately taking his time. He stopped a 

few feet into the room and turned his head to look down at 

me. He was tall, with sleek white hair and expensive clothing— 

dress pants, Dockers, plaid button-up, and a black suit jacket.

“Do I know you?” he asked, looking at me with genuine 

curiosity. My initial thought was that he was one of my blog 

followers. I’ve had a few rare occasions where strangers felt it 

was acceptable to simply drop by my  house to meet me. It’s 
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not acceptable— it’s creepy 100  percent of the time. But his 

question  didn’t seem to support that theory. He was truly 

asking who I was.

 Either that, or he was toying with me.

“I’m not sure, do I know you?” I said, trying not to let the 

bizarre situation influence my voice.

He laughed. Full- out chuckled to himself. Then, suddenly, 

he stopped and looked directly into my eyes. “No.”

He said it with force, like a parent scolding a child, more 

of a command than a response, with a hint of anger. He walked 

farther into our kitchen, keeping his eyes glued on me. His 

arms  were crossed.

My next thought was that this was a trick. Mom was con-

stantly berating me for “sharing too much” on the internet, and 

I now wondered if she and Dad had put this  little scare to-

gether to teach me a lesson. At the very least, this theory ex-

plained why my dad had been so quick to let the total stranger 

into our  house. Another similar theory that flashed through 

my mind was that my dad had invited an old friend over and 

told him to mess with me just for shits.

The man stopped in our kitchen, directly in front of me 

now, and looked around at the fixtures. “This is a nice kitchen,” 

he said. Then he turned his attention back to me. “Do I know 

you?” he asked in exactly the same tone as before.

The alcohol in my system was not helping at this point. I 

looked down, and my phone screen was visibly greasy from the 

sweat on my palms. My heart rate was beginning to climb.
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“No, dude, I  don’t think so. Who are you?” I felt inexplica-

bly wimpy.

Again: “No.”

He laughed and walked around the  table,  toward me. The 

pro cess repeated itself for a third time.

“Dad, what the fuck is  going on?” I said, no longer hiding 

my growing fear.

Dad was still standing  behind me, near the back door, and 

the way he answered both refuted my current theories and 

scared me more than anything  else that had tran spired so far: 

“Shane, I  really have no idea.” I could hear the fear in his voice 

as well— not exactly the best  thing to hear from the only per-

son capable of defending us.

“Sir, I think it’s time for you to leave,” he said.

“No.” Laughter, laughter that carried a mocking quality, the 

way a bully laughs at his victim.

“Who are you?” I asked.

“Ron,” he answered, matter- of- factly.

“Where do you live?” asked Dad.

He pointed to the southeast. “2308 Lansdale Drive.”

“And what are you  doing  here?” asked Dad.

“No.”

He pointed to a picture of me hanging on the wall and took 

another step  toward me. “That’s you right  there.” He was close 

enough to reach out and grab me.

My voice was shaking. “Dad, can you, like, do something?” 

It felt unreal, but I was sizing up the old man. He was at least 
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seventy- five years old, well built, but still, he was old, and I 

deci ded my dad could easily take him on as long as the man 

 wasn’t carry ing a weapon.

“Sir, you need to leave. Now.”

“No.”

The man turned and walked into our living room, out of 

my sight. Dad followed him, repeating that he needed to leave.

Frantically, I dialed 911 on my phone, but I  couldn’t physi-

cally lift the phone to my ear, and I  didn’t want to alert this 

pos si ble psychopath to my actions by using speakerphone, so 

I simply dialed the number and flipped my phone over in my 

lap, hoping the responder could use call tracking to locate our 

 house. Even as I did it, I  couldn’t believe I was  doing it. I was 

 either  going to be the hero, or I was about to get murdered.

From the other room I heard, “This is a  great living room 

you have  here.”

“Sir, please leave now.  You’re scaring my son.” Cool, Dad. 

Blame the kid in the wheelchair.

“I have to leave now,” said Ron, as if the idea had just struck 

him for the first time. I heard the front door opening. I flipped 

my phone over and shouted at the 911 responder every thing 

that had just happened, but she  didn’t seem to understand.

“Did he physically break into your home without your con-

sent?”

“Well . . .  No, I mean . . .”— shit, that sounded bad— “my 

dad let him in, but he  wouldn’t leave!”

We went back and forth like this a few times  until she 
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agreed to send an officer over. When the officer arrived a few 

minutes  later, Ron was long gone. The officer— young, bored— 

took down our story and said he’d take a look around the 

neighborhood.

I was shaken up. Never in my life had I experienced a threat 

of physical vio lence. I was twenty- three years old and I had 

never seriously considered the fact that I  couldn’t defend my-

self. In the past ten minutes, Ron had rudely awoken me to 

that real ity. What if I had been alone? What if his intentions 

 really had been malicious? I was utterly defenseless! Sure, I 

could dial 911, but it would not be hard to take away my phone. 

What if he came back while I was alone?

Imagine standing in an alligator- infested swamp with your 

arms and legs tied. Do you feel safe?

Dad deci ded not to go to Brian’s (thank God), and we spent 

much of the rest of the day attempting to replay Ron’s visit in 

search of clues that we had missed.  After dinner, I sheepishly 

asked my parents to reschedule their plans to meet friends for 

drinks. I did not want to be alone that night.

Before the  family went to bed, Dad locked all of our doors 

for prob ably the first time ever. It’s ironic how a locked door— 

ostensibly much safer than an unlocked door— can make you 

feel like  you’re in danger.

I fell asleep analyzing  every tiny creak of the  house.

During breakfast the next day, we discussed Ron’s visit 

again. I was still thoroughly unsettled, thinking through all 

the moments I’d be alone in the coming weeks. I started 
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text ing friends and  family to see if they  were available for an 

hour  here and an hour  there. Many of them rearranged or al-

tered their schedules to hang out, which caused some pangs 

of my burden complex, but right then I was more concerned 

with my safety. It felt ridicu lous to be this scared by an old 

man, but his sinister laughter kept replaying in my head. He 

had been toying with me, I was sure of it.

To further protect myself, I went online and began re-

searching home security systems.

On Monday, life returned to normal. I managed a nonprofit 

organ ization from the dining room of my  house. When my co-

workers, Erinn and Sarah, arrived to the Laughing at My Night-

mare, Inc. office, they gave me lots of crap as I recounted the 

events of the weekend. To them, it sounded like instead of 

helping an old man with Alzheimer’s who got lost and ended 

up at our  house, I called the police and made him out to be a 

blood- crazed predator. As they  were making fun of my neu-

rotic, overly imaginative mind, we heard footsteps on the back 

porch. Ron had returned.

He approached the back door and stood  there silently, his 

gaze fixed intently on me through the glass. Sarah went to the 

back door but did not open it.

Ron pointed at her foot. “That’s a nice tattoo.”

“This is not your  house. You need to go home,” Sarah said 

to him.

“Do I know you?” He let loose one of his signature laughs 

and began trying to open the back door. It was locked, but he 
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continued to jiggle the  handle with increasing frustration. My 

stomach was in my throat. Erinn was dialing 911 as Ron 

stepped off the porch and began to circle our  house looking 

at all of our win dows for a place to enter. We heard him fuss-

ing with the front door of our  house, which was also locked.

The police arrived and calmly explained that they had 

picked him up a block away and taken him home. He in-

deed lived just down the street, right where he’d told us. They 

said this was not the first incident  they’d had with him. 

Classic dementia, they said. Erinn and Sarah gave me a look 

that said, “We told you so,” but this explanation did not im-

mediately calm my nerves. I was angry and jacked up on adren-

aline from fear  after a potentially dangerous man had tried to 

infiltrate my home for the second time in four days.

I said to the cop, “He just tried to break in. You  can’t arrest 

him?”

The officer reiterated that Ron had dementia, explaining 

this to me in a soft, gentle voice as if the situation  were be-

yond my comprehension. He was not dangerous, the officer 

assured me. “ There’s  really nothing we can do.”

 Later that day, I purchased security cameras. I’d known the 

phrase “paradigm shift,” when your view of the world suddenly 

changes in a profound way, like when it was discovered that 

the Earth revolves around the sun, but I’d never personally 

experienced one.

Now I had. My sense of safety was distinctly cut into two 

phases of my life: the time before Ron’s first visit, when I was 
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carefree and secure, and the time  after, when I was extremely 

cautious and obsessive about not being alone. I was angry that 

no one  else seemed to understand how unnerving it felt to sus-

pect looming danger with no way of protecting myself.

Over the next four months, Ron came back seven more 

times. I’m not sure what it was about our  house, but  every time 

he wandered, he ended up at my back door. One of the times, 

he brought a Miller Lite with him, finished the can on our 

porch, and deposited the empty in our recycling bin. Another 

time, he stood next to my van and refused to move so that we 

could back out of the driveway. Eventually, I stopped calling 

the police, as it became clear they  were not  going to arrest 

the man for simply “trying” to break in.

Looking back two years  later, I feel bad about how I han-

dled the entire Ron ordeal. My initial fear of his  going berserk 

and trying to eat my face was prob ably unwarranted, but his 

visits did cause a big shift in how defenseless I feel. Not being 

able to physically protect myself was a legitimate concern, 

but as Ron repeatedly tried to get inside my  house, I never 

once attempted to understand Ron. I made assumptions about 

him based on his age and his clear dementia without consid-

ering his specific case. I installed security cameras rather than 

helping him walk home.

One of the most frustrating  things about my disease is the 

tendency for strangers to make negative assumptions about me 

 because of my wheelchair and appearance, like my grand father 

assuming I  can’t be home alone. I must constantly work to 
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overcome social stigma when  people judge me by how I 

look. However, when I was faced with a person living with 

dementia— a condition I’d never come into contact with 

before— I rushed to make negative assumptions: He’s danger-

ous, he’s unpredictable, he’s targeting me. I only thought about 

how his suffering negatively affected me and never truly con-

sidered his humanity. That was wrong. And hypocritical.

So, Ron, my dude, I know it has been a while since  we’ve 

hung out, but I want to say I’m sorry. I’m sorry that I thought 

you  were evil, or faking, when in real ity you  were dealing with 

a terrible condition. I hope that, wherever you are,  you’re re-

ceiving the care you need.

If we ever meet again, let’s have a few Miller Lites together.
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Chapter 3

Locked Out

Ron paid only a brief visit in my peaceful l ife , 
but his role in my story was significant and destructive. 

Whereas before his attempted break- ins, I was content to 

stay home alone for long stretches of time,  after his visits I 

spiraled into a prolonged period of ner vous ness and vulnera-

bility. Although I eventually accepted that Ron was not a 

threat to my safety, his mere presence brought with it the 

realization that I would be unable to protect myself from 

someone who did wish to harm me.

To fortify my defense against this newly perceived threat, 

I became neurotic about my safety. I went to  great lengths 

never to be alone. When I had no option but to be alone for 

any stretch of time, I demanded that all doors be double 

locked. Instead of spending my home- alone time in my bed-

room or our dining room, where I had no sight of the outdoors, I 

set up a new workspace near the win dow of our living room, 
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which provided me an easy view of the road in front of our 

 house. Should anything suspicious go down, at least I could 

watch it developing from my new position and get a jump start 

on calling the police. I Googled ways to booby- trap a  house 

like I was Kevin from Home Alone.

Several times— and I cringe to share this with you— I pan-

icked when I saw someone approaching the  house, causing 

me to call my neighbors and ask them to come over and check 

out the situation.  Every time it was embarrassing— a power- 

line inspector or a door- to- door salesman or no one at all— 

but even in my embarrassment I  couldn’t shake this new, 

intense fear of being totally susceptible to danger. (Also, I 

just want to give a huge thank- you to my neighbors Jim and 

Tess, for coming to my “rescue”  every time. I appreciated that 

so much.)

My friends and  family, although supportive of my new de-

fensive mea sures, clearly did not fully understand the type of 

fear I was experiencing. Requests to lock the door or set up a 

security camera  were met with jokes, and I  don’t blame them. 

They all have a built-in security blanket: They can attempt to 

run away from or fight off any physical threat they might en-

counter. I, however, felt like a sitting duck: I was stuck in my 

wheelchair, just waiting for someone to get into my  house and 

harm me. No  matter that the chance of this happening was 

infinitesimally small.

I consider myself to be a rational person (which is prob ably 

something an irrational person would say), so I recognize that 
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I live in a quiet suburb that prob ably  hasn’t seen an  actual 

crime in sixty years. On top of that, I know that it would take a 

particularly terrible type of person to target a cute  little 

wheelchair boy like me. But even rational  people can have 

 irrational fears. Ron had truly rattled me.

It was not  until many months  later that another scary ex-

perience fi nally forced me to relax.

Like one- seventh of all scary occurrences, it happened on 

a Tuesday. My parents  were attending a dinner function, and 

I  didn’t want to be alone for  those  couple hours, so I put out 

some texts to friends to see if anyone was around. One of 

my friends, Martha, an intensive- care nurse who was visit-

ing from Philadelphia, said  she’d swing by. Our agenda for 

the eve ning included eating chicken wings that tasted like 

spicy cardboard and drinking beer. Just a real classy night all 

around.

Several hours into the eve ning, I needed to pee, and Martha 

offered to help me. Being friends with an intensive- care nurse 

definitely has its perks; she knew how to lift and bathroom 

me without much instruction, which saved us a solid three 

minutes  every time.

 After emptying the contents of my pee jar into the toilet, 

Martha said she was stepping outside for a cigarette, and did 

I want to be lifted back into my chair before she did that or 

was I comfortable to stay lying on my bed for the two min-

utes that she would be outside?

I laughed at her question and said I was fine to stay in bed. 
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Martha prob ably  didn’t know it  because  we’d only been friends 

for a few months, but this response was quite out of character 

for me.

As a child, I had developed an intense fear of being left to 

Did you know that one in  every four  people who use wheelchairs sleeps with 

their eyes open? That’s a true fact that I made up.

121-75020_ch01_3P.indd   30 11/14/18   12:48 am



31

—-1

—0

—+1

die in my bed. Having zero ability to move once lying down, 

I had trou ble coping with the (incredibly unlikely) possibility 

that I would be abandoned by all  those who care about me, 

and left to starve and rot in my bed  until death arrived. (Okay, 

so maybe my Ron fears  were not the first time I’ve been a bit 

irrational.)

The origin of this fear was one singular night in childhood 

when my parents sat on the front porch  after putting me to 

sleep. I called for them, and they  didn’t hear me. So I panicked 

and began to scream for them, and when they still  didn’t rush 

in to rescue me, I assumed  they’d been murdered and that I 

was now left for dead.

Considering this childhood fear, coupled with my new dif-

ficulties being alone, I still have no idea why I agreed to stay 

in my bed.

Martha walked outside. I heard the front door close. Min-

utes passed. I heard the front doorknob making noises, but no 

Martha. More minutes passed.

That was odd.

Then I heard my back doorknob jiggle, but no Martha.

Shit.

It dawned on me that both the front and back doors had 

been locked when she stepped out, a consequence of my new-

found fear of intruders. Martha, not being used to the doors 

being set to automatically lock, had prob ably pulled the door 

closed  behind her to keep out the cold, and locked herself 

out.
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A few minutes passed, during which I  imagined Martha 

checking  every win dow for an unlocked entry point. She’s 

 going to figure this out, I told myself. The wind howled out-

side. Worst- case scenario: My parents would be home within 

a few hours and they would  either have keys with them or 

would authorize the breaking of a win dow to get inside.

I was perfectly safe, perfectly comfortable, and yet my brain 

began to imagine the most horrifying of outcomes.

What if Martha tripped in the dark and was hurt and my 

parents received a terribly timed call from my  brother, who 

needed them to immediately drive three hours to help him 

with something urgent at college? I’d be stuck  there all night, 

and without my feeding tube at 10 p.m., my blood sugar would 

certainly drop. I’d fall into a coma, and  because of my de-

pressed lung function, I would obviously stop breathing. That 

would be the end.

Or what if I got a coughing jag and needed to puke (it  doesn’t 

 matter that this has never happened, it could happen!), and I 

was unable to roll over onto my side? I’d vomit on my back 

like a volcano, aspirate, and die.  Simple. Fuck, why  hadn’t she 

broken a win dow yet?

My heart was racing, hands dripping buckets of sweat. Then 

I heard her voice, faint but clear, coming from outside my bed-

room win dow: “Shane! I’m locked out!”

“We have a spare key!” I yelled, realizing it as I yelled it.

She could hardly hear me. The wind was particularly strong 

that night. I repeated myself.
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“Where is it?” she screamed back. Oh, to be my neighbors 

observing this interaction from afar.

I attempted to yell directions, but she only partially 

 understood me, which I gathered from the growing panic in 

her responses. More minutes passed. Nothing. I began to 

accept that I was not  going to survive and started making 

peace with every thing around me. It had been a good life, 

mostly enjoyable, relatively pain- free, full of love and excite-

ment. I kid now, but in that moment I was nauseous with 

distress.

The front door clicked open. She came down the hallway 

in a rush, tears in her eyes, and suddenly every thing came to 

a screaming halt.

Time stopped.

Our laughter filled the bedroom.

She put me back in my chair. I was alive and that was all 

that mattered. During our celebratory adult beverage, though, 

I  couldn’t help but replay the situation in my head on repeat. 

Never in a million years would I have forgotten to check the 

lock like Martha had. It  wasn’t her fault; she just  doesn’t have 

a Neurotic Safety Officer in her head like I do.

In fact, no one I know thinks through situations at the same 

level of detail and caution that I do,  because they have no rea-

son to worry about such trivialities. For me, a locked door 

could mean death. Unlikely, yes, but still something I worry 

about.

This incident ended with laughter, but it also inspired me 
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to cut back on my Ron- era safety precautions. Living in a 

military- level safety zone was too difficult when I had to share 

that space with carefree  people. It still scared me, but I knew 

I was just asking for more mis haps and stress if I continued 

living my life  behind double- locked doors.
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Chapter 4

Road Rage and Rag Dolls

 After plopping out of his  mother’s baby- hole , 
an infant giraffe lies in a mangled mess of cockeyed legs and 

neck, squirming about in a pool of afterbirth. He’s weak and 

has no control over his body. As time passes he must learn 

how to stand upright, wobbling about on spindly limbs, tee-

tering on the brink of toppling at the slightest gust of wind.

In terms of physical appearance and strength, my body is 

comparable to that of a newborn giraffe, although most of the 

time I’m not covered in afterbirth.

Spinal muscular atrophy has worked its deteriorating magic 

on me for many years, to the point where my weakness is bor-

dering on paralysis in many areas of my body.

For instance, I’m losing the ability to hold my head upright, 

which requires neck muscles to balance the weight of my head. 

This new loss of ability creates issues in places like the car for 

fairly obvious reasons. Put that baby giraffe in a moving ve-

hicle and slam the brakes. What happens?
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Once I lose balance of my head, I  don’t have the strength 

to lift it upright again, meaning I must wait in an awkward, 

uncomfortable sideways position  until someone can assist me. 

 These are the lovely quirks you get to deal with when you live 

with my disease.

In recent years, driving in my van has become an adventur-

ous task. The slightest acceleration sends my head flying back-

ward. A gentle push of the brake pedal flings it forward. I’m a 

helpless  human rag doll.

I’ve suggested countless times that we just duct- tape me to 

the roof of the van in the fetal position, but so far, none of my 

friends or  family have been brave enough to attempt that plan. 

Instead, I ask my  drivers to accelerate, brake, and turn with 

careful caution. Once we get moving, I have no trou ble stay-

ing balanced; it’s just  those initial changes in speed. When I’m 

feeling particularly tired, I wear a foam neck brace that stabi-

lizes my head. For the most part, cautious driving and my neck 

brace have made it pos si ble for me to safely  ride in my van.

Driving cautiously, though, angers other  drivers like you 

 wouldn’t believe.

One after noon, as my cousin Sarah carefully accelerated 

from a green light, the driver  behind us laid on his horn  until 

we  were up to the speed limit. Keep in mind, I  don’t ask my 

friends to drive unsafely. Sarah simply  didn’t gun the throttle 

to the floor. We rolled our eyes while the psychotic driver 

 behind us flipped the bird and shouted obscenities inside his 

car.
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That is just one example, but it happens constantly. More 

and more often,  people honk, gesture wildly, and tailgate 

inches  behind us. My favorite move is when an angered driver 

flies past us on non- passing roads, usually while si mul ta neously 

laying on the horn to make us extra aware of his bunched 

pan ties.

I asked my girlfriend to take it easy turning a corner in a 

residential neighborhood last summer, and a man  behind us 

A basic rule of driving is do not merge while taking selfies.
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screamed out his truck win dow at her: “Let’s fucking go!” Lit-

erally screamed with a fury so hateful it was as if he was flee-

ing from an oncoming tidal wave and we had blocked his path 

by having a picnic in the  middle of the road. He was enraged 

 because we made the turn five miles per hour slower than he 

expected. Livid. We had completely ruined his day with our 

slightly slower turn. The interactions I face on the road are so 

abundant and ridicu lous that I  can’t truthfully write it off as 

coincidence or even bad luck.

I began to won der, why are  people in such a hurry all the 

time? Surely, they  can’t all be late for an impor tant meeting. 

They  can’t all have pregnant wives  going into  labor in the back 

seat.

I’m hesitant to attribute this anger to any misunderstand-

ing of disability.  Drivers  behind me  don’t know  there’s a baby 

giraffe boy in the car. In fact, if I put a  giant sticker on the 

back of my van that reads: WHEELCHAIR USER WITH NO NECK 

MUSCLES ONBOARD, I’m sure  drivers would be more under-

standing.

More to that point, when  people are aware of my disabil-

ity,  they’re typically more sympathetic to my slowness. My 

girlfriend and I often visit New York City, a breeding ground 

for angry  people with a vicious need to move quickly at all 

times. You’d think that when I take my time to slowly drive 

my wheelchair off the bumpy curb cut at the end of each 

block, the classic Impatient New Yorker would scoff and moan 

at having to step around me. Actually, the exact opposite is 
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true. Complete strangers routinely slow down as I cross the 

street to ask if they can be of any assistance.

A more satisfying explanation came to me while eating 

lunch at Panera recently (and I’m just  going to continue to 

mention Panera Bread in  every book I write  until they decide 

to hook me up with some kind of sponsorship— I’m also a huge 

fan of Apple products and Wendy’s chicken nuggets).

I was sitting near the front door, and I watched as a  woman 

entered, saw the line of three  people at the cash register, and 

let out such an audible sigh of annoyance that I’m surprised 

she  didn’t melt into a puddle of disgust right  there on the floor. 

Clearly, waiting for three  people to order before her was an 

insulting incon ve nience. I pointed this out to the friend I was 

eating with, and we watched with glee when the cashier in-

formed her that they no longer carried the drink she wanted, 

another obvious slap in the face from a universe conspiring 

against her. She was cranky, and it felt so good to watch her 

be so cranky. I enjoyed that they  didn’t have her drink. Serves 

her right, I thought.

As the  woman walked past us on her way out, I heard her 

say into her cell phone, “I’m on my way. Does he still have a 

fever?”

Oh.

Suddenly I  imagined a backstory for this stranger. Sick kid. 

Forced to leave work to pick him up. Looming proj ect dead-

lines that  won’t be met. Maybe no  father around to help? I 

began to appreciate how a tiny incon ve nience could lead to 
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such outward frustration. All I had seen was a microscopic 

fraction of her life, but when I began to consider all the bil-

lions of details that might be at play in this  woman’s story, I 

felt ashamed of delighting in her misery. I thought the line 

and lack of drink served her right for being in a bad mood, 

but  really she deserved my sympathy and understanding.

Perhaps this is the type of awareness that  people are lack-

ing when they get angry about the way my friends drive my 

van. Failing to realize that each and  every person is living their 

own unique and highly complex story leads us to make as-

sumptions that suit our own desires.  People assume a slow- 

moving vehicle is just  because of an idiotic driver, rather than 

considering the complicated and vast number of reasons any 

given car might move slowly at any moment on any given day.

I offer this idea simply  because if I get honked at one more 

time for how we drive, I’m getting out of the van and smash-

ing my wheelchair full- speed into the side of your precious car.
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Chapter 5

Strangers Assume My  
Girlfriend Is My Nurse

I know it ’s prob ably tough for you to fathom, 
but I have had a few serious romantic relationships in my 

lifetime. Even more surprising may be that the  women who 

deci ded to date me have done so willingly,  under sound mind, 

body, and spirit. I  didn’t trick them. I  didn’t pay them. Our 

relationships  were not accidents. We just fell in love.

I’m expecting your doubts about this truth  because, in my 

experience,  people generally do not naturally associate dis-

ability with romance. In my travels as a writer and motiva-

tional speaker, I’ve interacted with hundreds of thousands of 

 people, and more often than not, they react with awkward 

shock and obvious confusion when they learn that the beau-

tiful lady standing next to me is, in fact, my girlfriend. Let 

me give you an example.

A few years ago, I was dating a girl named Aruba (that’s 
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not her real name, but how sexy would that have been?). 

Aruba and I  were out on a dinner date when a stranger ap-

proached us to have a friendly conversation. He said that he 

was a huge fan of my writing, and then turned to my girlfriend 

and asked, “Are you his  sister?”

Now,  there is nothing inherently wrong with his question, 

but if I saw two young  people out having a nice meal together, 

I would prob ably assume that they  were dating, or at least 

friends, and if I  wasn’t sure, I certainly  wouldn’t venture to 

blindly guess.

This, however, does not seem to be the assumption  people 

make when you throw my wheelchair into the picture.

On many occasions my girlfriend was questioned about the 

nature of our relationship.  People asked if she was my mom. 

 People asked if she was my nurse. Once, a person blankly asked 

if she was “the one who takes care of him.” Over time we got 

used to this bizarre, recurring question, and often found ways 

to poke fun at their ignorance.

“He’s my dad,” Aruba answered with deadpan perfection.

“My parents pay her to be my friend,” I once said.

The mind- set that  causes a stranger to automatically as-

sume that any female in my presence is a nurse or  family is one 

that ignores the real ity that  people with disabilities can and 

do have “normal” romantic relationships. I place normal in 

quotations  because I’m not sure if  there is such a  thing as 

normal when it comes to love.

For a good chunk of my young life, I  didn’t think I was 

121-75020_ch01_3P.indd   42 11/14/18   12:48 am



43

—-1

—0

—+1

worthy of that type of affection. I was convinced that my 

physical limitations would not only prevent girls from want-

ing to date me but also keep me from being a good boy-

friend.

 Here’s how my teenage logic worked: I  will not be able to 

pick her up in my car, I  can’t give her hugs or hold her hand 

very well, and we  will be restricted in the activities we can do 

for dates. On top of that, she’s almost definitely  going to be a 

major contributor to my daily care.  There’s no way all  these 

 factors  won’t eventually become a burden for her. It all seemed 

rather hopeless in the heart- wrenching, hormone- fueled days 

of  middle and high school.

I worried even more that a girl would date me out of pity, 

silently putting up with the annoyances of my disease  because 

she felt bad for me. This sounds ridicu lous now that I’m older, 

but society had thoroughly convinced me that  people pitied 

me to such extreme degrees that a  woman might fancy her-

self in love with me even though she felt mostly sympathy.

Then college came and I met some spectacular  people who 

helped me shake the notion that love was only for the physi-

cally abled. It was as if my brain opened up and I began to un-

learn all the  things I had believed about how my disability 

works in the world.

Sure, I  couldn’t hold Aruba’s hand in the traditional sense, 

but we made it work. (To be fair, our fin gers looked like a cata-

strophic train wreck once they  were intertwined in the precise 

position that I could manage, but we  were holding hands!) 
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I  couldn’t pick her up in my car, but so what? She enjoyed 

driving, and so we made it work. I  couldn’t go mountain climb-

ing with her, but I made her laugh, so we found other activi-

ties, and we made it work. And no, I  couldn’t jump on top of 

her in bed, but she could jump on top of me, and so we . . .  

actually, that one just worked by itself.

Once I realized that  there  were girls out  there who  were 

more than happy to “make it work,” the fear of being unloved 

for all eternity drifted away like a funny joke of the past.

 Today, I live with the firm belief that an able/disabled re-

lationship can be even more satisfying than your average ro-

mance. I know I’m still young and stupid, so I  don’t want to 

pretend I have this all figured out, but I believe romantic ful-

fillment comes from true intimacy and that deep closeness in 

an able/disabled relationship blossoms from the pro cess of 

teaching one partner to “care” for the other. If I  were able- 

bodied, I might be conditioned to believe a real man  doesn’t 

show vulnerability to a  woman, and it might take a while for 

me to open up to a girlfriend, but  because of my disability I’m 

forced to show vulnerability right away, and our relationship 

is that much more intimate from the get- go.

For example, the first day that Aruba and I ever spent to-

gether, we went out for brunch at a local diner. This outing 

required Aruba to learn many new Shane Helper Lessons in a 

very brief amount of time— things like putting on my jacket, 

driving my van, picking up my head when I lost my balance, 

cutting my food, and helping me take sips of my drink.

121-75020_ch01_3P.indd   44 11/14/18   12:48 am



45

—-1

—0

—+1

At this point in our relationship, I hardly knew Aruba, and 

I was afraid that I might overwhelm her with all of this Help-

ing Stuff. I must have expressed this in some fashion,  because I 

vividly remember a conversation where she promised that she 

was excited by the prospect of learning how to help me.

 There is something profoundly intimate about a promise 

like that. On my end, I felt a deep sense of serenity from trust-

ing her with my care. On her side, and I’ve checked with her, 

 there was an impor tant emotional connection that began to 

The good news for  people helping me take sips is that the slightest  mistake can 

cause me to choke and die.
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develop when she chose to be with me despite the extra re-

quirements of needing to help cut my meatloaf.

As we began to experience life together, starting that first 

day at brunch, we encountered innumerable moments of 

humor that arose from my Shane Helper Lessons. We reveled 

in  these moments, embracing what ever occurrence led to our 

fits of giggling, rather than letting awkwardness create tension 

in the relationship. This mutual laughter brought us even 

closer. In fact, one of our main sources of bonding became 

teaching her how to keep me alive, like how to brush my teeth 

without choking me, or how to put my shoes on without snap-

ping my ankles, or how to shave my face without slicing my 

jugular.

That is why I got confused when strangers assumed that she 

 wasn’t my girlfriend,  because to us it always seemed so normal. 

It was fun and it was silly and it was beautiful, and even though 

we  didn’t last forever, we never thought twice about the fact 

that our relationship was abnormal in any way.

We simply made it work.
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