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There have been many challenges since that dreadful day in 1993, physically and mentally. From learning to walk again, to getting accepted to college, I have never been more proud of how far I have come. Some of these challenges were easy. Some were hard. All I know, and remember, is how overjoyed I became with each challenge I stomped to the ground. I didn’t know it at the time of my surgery, but one day I would become a “show child” to other families facing this horrid decision of a hemispherectomy. A ray of hope in the darkness. How had this fate come upon me? Why couldn’t I change anything that had happened? Did someone this disease was a joke, and have a good laugh? All these questions, they reflect one thing: growing up. Beyond any physical and mental challenges I faced, growing up as a hemispherectomy child was the most difficult challenge I’ve ever dealt with. In this essay I have given a glimpse of what it was like for me, growing up in a world with two hands. 


The first thing I remember coming out of their mouths were: “What’s your name?” Two years after surgery, Kindergarten has started. Finally getting a chance to join my peers and start my learning. As a Kindergartner I wanted to know two things, was I going to be able to make friends easily? Was I going to have fun? My two questions were answered when all my classmates came up to me and children, who are constantly learning from their environment, caught on quickly to the fact that I couldn’t use my left hand and arm. It was at this point in my life that I started thinking about what having a hemispherectomy meant. I started wrestling with the question of how I would tell my classmates at the time, and future classmates, I have Rasmussen’s Syndrome. Throughout elementary school  I grew up with the same children each year, therefore I was able to get to know them well, and they were able to get to know “the real Jody.” Not just the Jody they were seeing on the outside. My classmates started getting to know the real me when my mom came into my class one year and told them the story of what happened to me. She emphasized that I am no different then any one of them on the inside, my outside is just a little unique and different from anyone else in the class. This was the beginning of a what one might call a social life. My social life. Because I grew up in a safe school and home environment, I was able to create many friendships, and I have kept them to this day. As I passed from elementary school to middle school, I became slowly more confident in sharing my own story when others asked about it. All through out middle, and even high school, if someone came up to me and said, “What happened to your arm?” I would simply reply with, “I have half a brain.” Straight and to the point. Everyone would be so surprised at what my answer was that they just accepted it and the conversation would move elsewhere. It was, and still is, a trick I used to get others to converse with me so they truly knew how similar I was to them. This was especially important in middle school because I was trying to figure out who I was and how I fit into this crazy world. By the time I got to high school I had found my close friends who I hung out with every day that I didn’t really care what anybody else thought of me. When I had found other peers who shared the same interests as me, it was like I found where I belonged. Becoming socially acceptable is a part of growing up I’ve had to endure, similarly to any “normal” teenager. 


The best experience I’ve had due to my hemispherectomy has been being able to give other families facing the same decision, hope that there is life after surgery. This ministry is very near and dear to my heart because it has allowed my family and I to meet people who are in need of guidance. The parents talk and bond over the disease that the family now has to deal with. Bonding then leads to friendship. This began not long after my surgery. Shortly after my surgery, my mom took a lot of her extra time to contact all the families we had made connections and created the first “Hemispherectomy Reunion” in Baltimore, MD. I’ve enjoyed getting to meet the parents and play or talk with the child who is facing the surgery. It wasn’t until three years ago, in 2008, when the Millers met the Halls. It was then that things started to take off regarding Rasmussen’s Syndrome and Hemispherectomies. Families became closer than ever, even though they were states apart. Jessie’s parents got the support from my parents in choosing the surgery, then took the next step in creating the non profit organization, The Hemispherectomy Foundation. With the newly formed Hemispherectomy Foundation, many families can now easily connect with each other about the diagnosis of their child and so much more. It makes me smile at how much I have been able to use my struggles and life, even if it only helped one person out. It shows me that God has got me in His hands and has a bigger purpose for me than I have for myself. Unlike any “normal” person, with two halves of their brain, this experience is only unique to me and other hemispherectomy patients. 


Lastly, my parents have been everything to me growing up. After surgery, they treated me no differently than my older brothers. They became very open to letting me try something once as long as it was safe for me. These were the same kind of raising techniques they used with my brothers as well. There was nothing special they had to do just for me. It was because of them that I got the initiative to try and do everything myself before I went asking for help. They taught me also that it was okay to ask for help though, when I was unable to complete a task that required heavy lifting or some other activity that I couldn’t do. I was very blest with the parents I’ve been given because they have been here to help me strive and succeed at everything I do, including schoolwork. They are always positive, but can be strict when needed. I thank them mostly for how well I’ve grown up because if it wasn’t for their faith in God, I wouldn’t have turned out as well as I have. If someone were to ask them how they managed it all, they would say that God gets all the credit. 


Overall, these experiences and challenges have helped me grow into a well-rounded adult. I am starting my last year of college in August and will soon learn what it is like to live out in the world on my own. I have friends who care for me, a family who loves me dearly, and a God who will always be there to protect me. To me, I feel I have lived my life as fully as I possibly can up to this point. I wouldn’t say that it was an easy rod to walk, but I can say that no one should be put down and discouraged by new challenges, because the challenges, both hemispherctomy related and not, I faced only made me a stronger person and made me who I am today. 

