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H
ello, my name is Cora Guerin, and I am 17 years 
old. I was born with a congenital heart defect 
known as hypoplastic left heart syndrome, a 
condition where the left ventricle of the heart is 

too small to function correctly (or in my case, non-
existent).  

I have always known about my diagnosis; my mom 
was 20 weeks pregnant with me when she and my dad 
were told. 

When my parents went to my 20-week ultrasound, 
they found out they were having a daughter. Shortly 
after, they also discovered something was wrong with 
my heart. The doctor admitted she didn’t know what it 
was; she referred my parents to the Children’s Hospital 
of Philadelphia (CHOP) and said I would have a long 
road ahead.  

My parents decided to name me Cora. My mom liked 
it because it was short for corazón, the Spanish word for 
heart, and my dad liked it because it was the name of a 
strong female character in his favorite movie, “The Last 
of the Mohicans.” 

Fortunately, I received a heart transplant in November 
2016, when I was 11. This transplant improved the 
quality and quantity of my life (it is hard to admit, but 
I’m sure I wouldn’t be here today without it). 

Growing up with a heart defect wasn’t easy. There 
were many activities I could not participate in that most 
kids my age could, or I could not participate as well as 
they could. For example, a lot of my friends were on the 
swim team. I was terrified of going into the water unless 
it was very warm; otherwise, I would come out cold. I 
also had to be careful in extremely hot or cold 
temperatures. 

Palliative Surgeries 
I had my first open-heart surgery (the Norwood) the 

day after I was born; the second at 4 months old (the Bi-

Directional Glenn); and my third (the Fontan) at 3 years 
old. One of my earliest memories was staying at the 
Ronald McDonald House and making little sun 
keychains as a craft the night before surgery.  

After the third surgery, I learned how to adjust and 
recover. Staff and family encouraged me to take long 
walks around the halls, and at age 3 years, I could read. 
Child Life gave me “school time” since I loved learning. 
On one of my walks, I shocked my family and one of the 
nurses when I read the “Environmental Service Closet” 
label on one of the doors! 

My brother, Stephen, was a toddler at the time and 
stayed with my grandmothers; visits from them played 
a significant role in my recovery. Even though he 
couldn’t talk, he seemed to understand years later. 

Finding Normal 
I have had Early Intervention Services for speech, 

physical, and occupational therapy since I was a few 
months old. I also had reflux. I wasn’t able to chew 
properly until I was 2 years old. 

When I was 4, another big change happened: my 
little sister, Amelie, was born. Shortly after that, we 
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moved to Connecticut, where I began kindergarten and 
joined a Girl Scout troop.  

Girl Scouts of Connecticut introduced me to a lot of 
opportunities. I was chosen to represent the Daisy 
Scouts at the Girl Scouts’ 100th-anniversary ceremony 
the following year. I also used my hospital experience 
for my Silver Award when I wrote a guidebook for 
teenagers staying inpatient at the hospital (https://drive.
google.com/file/d/1i6WiIi9RYJqdQ-8DVxwxklnjpR
jcdlW4/view). I’m still in Girl Scouts today; I am 
currently working on my Gold Award.  

My life was stable throughout most of elementary 
school. I went to appointments at CHOP twice a year, 
and I didn’t mind explaining my experiences to my 
teachers or other kids. In fact, when I came back from 
one of my appointments in first grade, my teachers gave 
me a notebook and encouraged me to take notes and 
talk about it with the class. I explained how a normal 
heart functions, and how mine was different. I told 
them how the medicine, appointments, and surgeries all 
helped to make my heart function better. I also met with 
the First Selectman (mayor) where I live and asked for a 
proclamation for Congenital Heart Defect Awareness 
Week from the Congenital Heart Information Network 
each year until the transplant.  

The next year, I presented to my entire second grade. 
The theme of the presentation was, “some people are 
different in ways that sometimes you can’t see” (my 
brother asked me to include his colorblindness as an 
example). Eventually, I started speaking about heart 
health for my elementary school’s annual “Jump Rope 
for Heart” event, which raised money for the American 
Heart Association. I’ve presented every year until the 
COVID-19 pandemic started, and I look forward to 
doing that again. 

Having a life-threatening illness wasn’t easy, but a few 
things made it easier to manage. The Make-A-Wish 
Foundation of Connecticut granted my wish to visit 
Belle from “Beauty and the Beast,” and gave my family 
and me an amazing trip to Walt Disney World and Give 
Kids the World Village in Florida. One of my favorite 
memories is my brother thanking me for having a 
“special heart!” Make-A-Wish still provides great 
opportunities and fun events to attend. Other 
organizations, including Starlight Foundation and A Kid 
Again, have also been supportive. The Child Life 
Department at CHOP makes visits to the hospital fun for 
my siblings and me. 

As I grew older, my family and I would go to the 
Annual Little Hearts, Inc., picnic every year. My family 
loved seeing the older kids. It gave them hope for me, 
and it was also great for me to be an older kid who 
returned that hope. 

Another highlight is when we got our dog Waggles in 
2014. I’ve wanted a dog my entire life. I would bring 
home a book about dogs every time I went to the 
school’s library. Having Waggles has definitely helped 
with my mental health, and I love her very much. My 
love for animals, combined with my medical 
knowledge, are why I plan to become a veterinarian. 

When Things Went Downhill 
In fifth grade, I was placed on a heart transplant list. 

I didn’t know about it until Thanksgiving of that year. I 
became furious, especially since I had just completed a 
three-mile event with my running group, Character 
Strides. How could I need a transplant? I was really 
terrified. During one of my past surgeries, I had a 
negative experience with general anesthesia. Also, it was 
my last year of elementary school! 

At the end of my fifth-grade year, I started coming 
home feeling very exhausted. At first, I figured it was 
from all the end-of-school-year events. The exhaustion 
didn’t go away when school ended. By that point, I was 
in heart failure, and I had accepted that I needed a heart 
transplant.  

During that summer of 2016, I was hospitalized 
several times. I was given a Milrinone pump for 
continuous infusion. My birthday party had to be 
canceled twice. But my 11th birthday was made special 
by a wonderful staff member in the cafeteria who 
decorated a cake. I was kept well entertained by the 
Child Life Staff and visited by friends and family.  

When I started sixth grade in the fall of 2016, my 
classmates were aware of what was going on, even those 
who barely knew me. Fundraisers were created by 
friends, including a fourth grader from another school 
who encouraged students to write encouraging messages 
on paper hearts.  

On one hand, it was nice to know all these people 
cared about me, but at the same time, it still felt 
awkward because I didn’t really know these people. My 
life was very public. I know this kind of stuff is hard to 
understand, especially if you’re a preteen, but I think my 
middle school did well.  

I received a lot of support from families and 
transplant recipients who went through the process, and 
it helped a lot. My school nurse made it possible for me 
to go to school by letting me have lots of rest. There are 
a lot of people who did a lot of great things to support 
my family, and it’s hard knowing that I might not be 
able to thank them all because I don’t really know them 
that well. 

The Gift of Life and Other Miracles 
The weekend my heart arrived was when we were 

planning to go home. My parents had agreed with the 
cardiac medical team to put me on a ventricular assist 
device (VAD). The VAD would give me more time in case 
the heart didn’t arrive soon enough and meant another 
open-heart surgery. Except it did arrive – that Saturday! 

I remember we were about to start eating lunch with 
family and friends when the cardiologist I’ve had since I 
was 3 years old called my mom – there was a match for 
me. I remember I started crying and screaming because 
I was so scared – the idea of a major surgery terrified me.  

It was the one time my dad and brother were away. 
They went to Chicago to watch a rugby game, where for 
the first time in 111 years, Ireland’s rugby team won 
against New Zealand.  
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The surgery was tough. It took 3 weeks for me to wake up; I had a hard 

time with intubation and sedation. The first extubation didn’t go well; the 
medical team was considering a tracheotomy, but the second attempt was 
successful. There were a lot of miracles around that time and a lot of support 
from friends, family, and people I’d never met. My elementary and middle 
school nurses and a dear family friend were there for that; it was a huge 
milestone in my recovery. They and my family members have supported me 
throughout my hospitalizations and continue to do so. It means so much to 
me. 

Settling into ‘Normal’ 
Returning to school proved harder than I expected. At first, everyone 

celebrated my return, but eventually, the excitement died down, and people 
stopped acknowledging me. I don’t think they understood what I was going 
through. Fortunately, one person from my class stayed connected, and that 
person has been my best friend ever since. I continue to write to the donor 
family, and I understand they may not be ready. 

I learned later that I had to have scoliosis surgery before eighth grade 
started, which was not unusual for heart kids. I did well with that surgery.  

High school was rough at first. Between the new schedule, COVID-19, and 
difficult classes, my sophomore year was the hardest yet. Fortunately, my 
grades and mental health have improved since, and I’m doing a lot better 
now. 

I participated in Unified Sports in middle school and high school. I also 
joined PompMed, my school’s club for people interested in a medical career. 

I am now in my senior year of high school. I’ve enjoyed going to the 
summer heart camps and meeting other kids who I can relate to. I also get 
to be with staff who know me well! 

My goal is to be a veterinarian after I graduate. This is inspired by my love 
of animals and the positive experiences I’ve had receiving excellent medical 
care at CHOP. 


