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Do I Have A Disability? 

I always had a binary view of who I considered to be disabled: you were either disabled 

or able-bodied. Perhaps it was because of the handicapped parking signs I saw and the 

inspirational movies I watched, but I labeled a disabled person as someone deprived of 

something—whether that be their ability to walk, talk, eat, see or hear. That wasn’t me. 

However, when I asked my roommate Abigail for her definition, her response rattled me: “A 

disabled person lives in a world that isn’t built for them.” 

I countered her answer, “Then do I have a disability?” 

After giving me a glance over, Abigail asked me to explain how the world works against 

me. That was the first time I told her that I was recently diagnosed with Ehlers Danlos Syndrome 

(EDS), a disease that makes it difficult for me to sleep, exercise, and drive. While I crawl into 

bed at 4 am, Abigail promptly goes to sleep at midnight. While I am a sedentary creature that 

rarely leaves the comfort of my room, Abigail is in the Triathlon Club and has earned the respect 

of all the boys in our dorm by out-planking them. While I failed my driving test, Abigail had her 

license since her senior year of high school. Abigail patiently listened to me and responded, “All 

the things you can’t do are the three most important aspects of my life.” At that moment, I not 

only realized that Abigail is my antithesis, but that I might have a disability.  

There was, however, a brief moment in time where I was just as athletic as Abigail. 

When I was eleven years old, I swam competitively for the Rutgers Scarlet Aquatics Club. 
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Before we got into the pool, my coach led mandatory stretching sessions. One day, my coach 

asked us to sit with our legs straight out and to bend our feet as far back as possible. My feet lay 

completely flat on the ground. My abnormal flexibility gave me an advantage in breaststroke. I 

trained six days a week, three hours a day. Within a couple of months, I qualified for the Junior 

Olympics and the New Jersey Zone Team. 

Although I was excelling in the pool, my career as a violinist was not faring well. During 

one particularly aggravating lesson, my teacher scolded me for not practicing enough and for 

holding my violin so stiffly. As she attempted to reposition me, her hand brushed my shoulder. 

She stopped. My shoulder blade was out of its socket; she could stick her hand underneath it. 

I tried to get back into the pool after two years of intensive physical therapy, but 

swimming was never the same. I kept trying to lift my arm out of the water, but it would falter, 

refusing to let me go past a certain point. My parents forced me to quit swimming. 

I saw a range of rheumatologists, neurologists, and psychologists who insisted there was 

nothing wrong with me—it was all in my head. I had no choice but to create a ritual to tend to 

my injured shoulders. I would lie in bed with two giant ice packs tied down to my shoulders after 

applying a generous amount of Icy Hot Pain-Relieving Cream and swallowing an Ibuprofen. 

Then, I took my muscle roller and painstakingly tried to massage the knots out of my shoulders. 

As years passed, I grew used to my self-treatments and adapted to life with a limited range of 

motion. 

Last summer, my mother got very annoyed at me for a new habit I developed: lifting my 

arms up and down until I could get my shoulders to crack into place. She was concerned that I 

would be an outcast in college unless this abnormality was prompted addressed and marched me 
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in to see the orthopedist. Within ten minutes, he gave me the diagnosis I had been waiting seven 

years for: “You have Ehlers Danlos Syndrome.” 

There are many different types of EDS, but it is essentially a genetic disorder that causes 

hypermobility; as a result, people with this disability have joints that tend to dislocate, crack, and 

spasm. My diagnosis explained why I sleep on my stomach, why I struggle to walk with a 

backpack, and why my hip socket dislocates when I drive. Although there is no cure for EDS, I 

was glad to finally have closure. However, I was still grounded in a binary mindset, struggling to 

identify as disabled or able-bodied.  

Every day, I remind myself how lucky I am to have an invisible, non-life-threatening 

disease. When people notice me cracking my body, they cannot see the dislocations that are 

happening within. Instead, they brush it off as a result of a bad night’s sleep or a strange habit. At 

the same time, I feel immense guilt because of how lucky I am in comparison to my ill-ridden 

family. My father has a list of medical conditions so long I cannot fit them on medical forms: 

Congestive Heart Failure, Stage Four Chronic Kidney Disease, Chronic Airway Obstruction. My 

twin brothers were diagnosed this year with Limb-Girdle Muscular Dystrophy (LGMD-2L). My 

cousin Jayden died at age ten from Spinal Muscular Atrophy (SMA). When I think about how 

my family members could die from their disabilities, my EDS seems like a mild annoyance. 

Yet, a part of me desperately longed for someone to understand me. I tried to explain my 

symptoms to my mother, but she reminded me, “Your disease isn’t my concern right now. I need 

to worry about your brothers.” I tried to tell my coach that I couldn’t complete a swim workout, 

and he asked me, “Do you want to be as good at swimming as you were before? Keep going.” I 

tried to tell my doctors that I needed more physical therapy sessions, but they said, “You should 

be fine by now. The insurance won’t pay for treatment anyway.”  
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I eventually realized that the people around me couldn’t relate to my disability, so I 

decided to learn about the lives of other individuals with EDS. I located the Ehlers-Danlos 

Society Instagram page and hovered my finger over the blue follow button. I ultimately couldn’t 

bring myself to follow the page because it felt like I was calling myself “disabled.” Yet, I had so 

many physical restrictions I couldn’t identify as “able-bodied,” either. My confusion surrounding 

my identity drew me to Howard Axelrod’s New York Times Opinion article “Seeing Outside the 

Disability Box.” 

Axelrod lost his vision in his right eye after a boy accidentally hit him during a basketball 

game in his junior year at Harvard. In his Op-ed, Axelrod grapples with whether he is deserving 

of being featured on the International Day of Persons Disability Book List. He feels as if the five 

other writers who were featured alongside him on the Book List, including “one born without 

legs” and another with cerebral palsy who “endured a 16-month escape from Syria in a 

wheelchair,” qualify as disabled, but he doesn’t because he still has one functioning eye. Axelrod 

furthers his argument that he is not disabled by discreetly incorporating ethos. He casually 

mentions that he attended Harvard and lost his vision “23 years ago.” He implies he is privileged 

to have once been able-bodied and born into a safe, supportive environment. 

At the same time, Axelrod doesn’t consider himself to be able-bodied. After recounting 

the personal stories of himself and the other writers, Axelrod adopts a more informative tone. 

Using scientific words such as “depth perception” and “binocular vision,” he is able to detail 

some of the daily challenges he faces. Although he can drive and exercise, he has trouble 

walking down staircases, identifying curbs, and navigating through crowds. If Axelrod and I are 

neither disabled nor able-bodied, where do we fall? 



D’Souza 5 

In his article, Axelrod proposes a radical notion: Instead of asking what we identify as, 

we should ask who we identify with. His words reminded me of one of my most humiliating life 

experiences. A couple of months ago, my mother and I were shopping for groceries when I 

happened to run in Gwen, a girl who went to my high school. Gwen, who was always very 

fashion-forward, glared at my hoodie and sweats and asked me: “Why do you always look like a 

hobo?” My mother nagged me about looking more professional in public the entire ride home.  

Although I was initially angered by her comment, Axelrod’s advice inspired me to abandon my 

binary view of disability.  

 Rather than worrying about whether I was disabled or able-bodied, I realized it was more 

important for me to use my experiences with EDS to empathize with others. Gwen, my mother, 

my swim coach, and even my doctors cannot understand the struggles I face in a world that 

works against me—and many others. They wouldn’t understand how difficult it is for my dad to 

make the five-minute walk across the mall. They wouldn’t understand how terrifying it is for my 

brothers to know their muscles are breaking down. They wouldn’t understand how frustrating it 

is for Axelrod to navigate crowds. But I would understand.  

Gwen’s comment helped me realize that my EDS gives me insight into the unseen 

struggles people might have. It reminds me that I should drive my father to the mall, play soccer 

with my brothers when I can, and slow down I see someone walking cautiously. My EDS may be 

a less serious disability, but it gives me a glimpse into the ways society is not built for others, 

making me a more understanding, compassionate person.   

 

 
 


