
DIARY OF A HEART MOM (By Dorie Medler) 

Being a heart parent is a privilege, but sometimes feels like a curse. Every one of us 
has a different story to tell, and I thought that I would share mine to offer 
encouragement to other parents and families, and to also raise CHD awareness. I 
didn’t add every single detail to my story, because if I did, I would be writing a novel. 
I would at any given time trade places with my son without a second thought. 
Unfortunately, in this life, we aren’t able to do that, so I strive every day to be the 
best mom I can be. 

When I hear the words “heart mom” or “CHD,” my brain immediately visualizes so 
many different things. Monitoring vitals, managing medication, sanitizer, staying 
home on holidays or special occasions, echocardiograms, EKGs, heart caths, drain 
tubes, IVs, needles, Lasix, aspirin, Synagis. The list goes on and on. But I can’t forget 
to mention love, pride, joy, and strength. The familiar smell of the hospital as soon 
as the doors open that makes you feel sick to your stomach when the wind blows 
in your face. Being heartbroken on surgery day when you hand your baby over to a 
team of people and everything is out of your control. 

The journey is never over when you are a heart parent. Congenital heart defects 
are lifelong. There is no “cure.” Even if your child doesn’t need any more 
procedures, there will always be cardiology appointments that will inevitably 
dredge up some old memories and new fears. Just because your child has a “mild” 
issue doesn’t mean that your journey isn’t just as hard as everyone else’s. Don’t be 
hard on yourself, we are all in this together. I hope that by sharing my story, I can 
help someone who feels the exact same way that I did. 

My name is Dorie, and I am a 25-year-old mom to our brave son, Josiah. My life 
changed forever on November 6th, 2018. That is the day my journey as a “heart 
mom” began. 

I was only 23 years old, pregnant with a baby boy after having one miscarriage 
before. My pregnancy was fairly normal. I never really had any serious issues other 
than eating everything I could find. I just could not believe that I was going to be a 
mom! I was nervous, we were not financially prepared (I don’t think anyone ever 
is), and we were over the moon excited!  Every appointment I had went well, even 
the 20-week anatomy scan. 

“IT FELT LIKE SOMEONE RIPPED ALL OF MY HAPPINESS AWAY” 



At 33 weeks, my husband, Jed, and I arrived at the hospital for my routine follow-
up and ultrasound. We were excited to see our baby and have a normal 
appointment (we thought). Little did we know we were about to be hit with some 
very scary and life-changing news. The doctor asked us to meet with him in a 
conference room after my ultrasound. I didn’t think anything of it. I just assumed 
he wanted to talk about my birth plan. We thought that everything was fine. 

I remember walking into a white room with two chairs for us and a big brown desk. 
The doctor shut the door and sat down with a blank piece of paper and an ink pen. 
I had no idea what was going on. The doctor sat down across from us and as nicely 
as he could said, “I am 99% certain that your baby has multiple heart defects. 
Instantly it felt like my stomach did a flip, and every word out of his mouth was in 
slow motion after that. It was just like the movies. My vision and memory were so 
foggy. I remember saying something like “What the heck?” as I sat there with tears 
pouring down my face. It felt like someone ripped all of my happiness away. My 
sweet husband was sitting there trying to understand what the doctor was saying 
and gather all of the information he could. I remember watching the doctor draw a 
picture of the human heart and try to show us what he thought was wrong with 
our baby. Unfortunately, they weren’t 100% certain of what exactly was wrong 
because I was already so far along and the baby was much bigger. 

When my appointment was over, I went outside the front doors of the hospital and 
called my brother. Usually when I am struggling, I call him because he brings me 
back to reality. I said to him “The baby has heart defects, they don’t know what 
they are, and I think he is going to die.” My brother responded by saying “Yeah well 
try to be thankful because right now he is in your stomach and is safe until they 
figure out what needs to be done.”  In my mind I thought to myself. “Hello! I’m 33 
weeks pregnant, I don’t have time to figure things out.” 

We were referred to a hospital that we didn’t end up staying at because we just 
weren’t comfortable with the outcome. I was so scared and felt so hopeless. Jed 
did a lot of research and found Dr. John Brown at Riley Hospital. At first, I was so 
angry with Jed for changing everything when I was so close to giving birth. Today I 
am so happy that he went out of his way to do his research and find the right place 
for our son. In my heart, I believe if we wouldn’t have made the switch to Riley 
Hospital, we would have lost our baby. Dr. Brown has stepped into the operating 
room more than 15,000 times during his 40-year career. As a pediatric heart 
surgeon, his life is devoted to saving children. I knew that I wanted him to operate 
on my child when I read that he massaged a baby’s heart for hours until it started 



pumping again. He is truly one of the most amazing human beings I have ever met 
in my life.   

I was born and raised in Vincennes, Indiana, but I currently reside in Illinois. Once a 
Hoosier, always a Hoosier though, right? Jed and I live almost four hours from Riley 
Hospital. I was so stressed about going into labor or something happening and us 
having to rush four hours away. Choosing Riley was the best decision I have ever 
made in my life. I don’t specifically remember the date, but I know it was 
somewhere in mid-October of 2018 that we had our first appointment at Riley. 
When we got there, they got straight down to business. They took excellent care 
of us that day. First, we had an ultrasound with about four different doctors in the 
room trying to tell us what our son’s condition was. It took a long time. Since baby 
was so big already, it was hard to clearly see exactly what was wrong. After the 
ultrasound we had to wait a few hours to get into Dr. Brown, but he fit us into his 
extremely busy schedule. We are so fortunate that he did that for us. 

“YOUR BABY HAS A STRONG BEATING HEART, BUT SOME VERY BAD PLUMBING 
THAT WE HAVE TO FIX” 

Dr. Brown and Dr. Herrmann looked over my ultrasound images before seeing us. 
They both came into the room in suits and ties and I was so starstruck. I felt like I 
was meeting two celebrities. I’m sure they would laugh if they were to hear that, 
because they are just like us! Dr. Brown explained to us that from what he could 
see, the baby had Dextrocardia, a rare heart condition in which your heart points 
toward the right side of your chest instead of the left side. He also told us that our 
son has HLHS (Hypoplastic left heart syndrome). It is a birth defect that affects 
normal blood flow through the heart. As the baby develops during pregnancy, the 
left side of the heart does not form correctly. Baby Medler also had pulmonary 
atresia and transposition of the great arteries. We had no idea at all that any of this 
was going on. 

Dr. Brown told us, “Your baby has a strong beating heart, but some very bad 
plumbing that we have to fix.” We were told that this would be a long process. 
Three surgeries to be exact. The Norwood, The Hemi Fontan, and the Completion 
Fontan.  We were scared, but we felt confident that Dr. Brown and his team would 
do everything they could do to save our baby’s life. And they have done just that! 

On November 4th I was scheduled to be induced in Indianapolis. We knew that as 
soon as the baby was here, he would be taken to the NICU and then immediately 
be taken to Riley Hospital for Children. We were prepared for the worst, but excited 



to meet our son. We arrived at the hospital and everything began. I was given 
Pitocin, my water was broken, and I was in serious labor. I labored for 17 hours 
straight with two attempted and failed epidurals. I was miserable. There are some 
moms out there who don’t take any medicine at all, and I think you are all 
superheroes! I’m quite certain I yelled some mean and hateful things to anyone 
who tried to talk to me during a contraction. It was not fun.  At hour 17, my blood 
pressure jumped to 200 over 120. I wasn’t aware of this because I was so miserable. 
Jed noticed it and calmly went out to find someone without me knowing. When the 
doctors came in, it was like freight train entered the room. They started me on a 
magnesium drip and it drastically lowered my blood pressure. Soon after, an 
anesthesiologist came in who had worked there for over 20 years, and 
administered my third epidural. I was so miserable at that point; they could have 
just shot me with a tranquilizer dart. The epidural was a success. I got to rest 
peacefully for a few hours. When I woke up, a doctor and a team of residents came 
in to tell me that the baby’s numbers were dropping, and my blood pressure was 
rising again. I was told that I needed to be taken back immediately for an 
emergency c-section. My biggest fear. I was terrified.  

The medication I was on made me very groggy, but I recall my mom and dad 
standing beside my bed with tears in their eyes, telling me that I could do it and I 
would be okay. I lost my dad unexpectedly on February 7, 2020, so I am eternally 
grateful that he was there beside my bed at that moment. I went back for the c-
section and I remember constantly asking a resident if I was going to be okay. They 
always told me the same thing. “We are here to take care of you, you will be okay. 
Just relax.” The surgery felt like it took four days. But at 4:23 p.m. Nov. 6, our 
precious Josiah Douglas Medler was born! I wasn’t able to see him for about 10 or 
15 minutes after he was born. Doctors and nurses had to work hard to resuscitate 
him and then put him on a ventilator. 

“I FELT LIKE I GREW A WHOLE NEW HEART FULL OF LOVE JUST FOR HIM” 

Most moms will tell you that they got to instantly hold their warm soft baby and 
give it kisses. That wasn’t my situation at all, and it wasn’t for many of the heart 
moms I have met along our journey either. I waited for them to bring Josiah to me 
for what felt like an eternity. When he was carried over to me I was instantly in 
love. I felt like I grew a whole new heart full of love just for him. I wish that was the 
case so I could have given him that heart when he needed one. Josiah was blueish 
grey at birth and I was able to give him one quick kiss on the cheek. He was cold, 
and he wasn’t crying. But he looked at me with the biggest, most beautiful brown 



eyes I have ever seen aside from his dad’s. He was perfect. I was so thankful they 
were able to safely deliver him and keep us both alive. 

After the c-section, I was taken to recovery and then taken back to my room. I was 
so out of it from the magnesium and the many hours of excruciating pain, that I 
went to sleep until the transport team brought him to see me before he left. When 
Jed woke me up, Josiah was being wheeled into my room in a little incubator. He 
was connected to so many wires and cords, and I couldn’t help but cry and 
apologize to him. At that moment, I felt like all of this was my fault. I felt like a 
failure. I felt like I didn’t deserve to be his mom. But I did! Josiah was taken to Riley 
Hospital by ambulance, and I stayed in the hospital for six days fighting high blood 
pressure issues. Fortunately, we live in a world where video calling exists. Jed was 
an all-star. Multiple times each day, he would ride the train back and forth from 
one hospital to the other to see me and our son. Everyone around me was 
incredible, and so supportive. My sister and Jed were the only two people I let go 
in to see Josiah before I could. I asked my sister to go see him because I knew she 
would give him the love that I would, if I were able to be with him. 

As the days went on, I got better physically and I was discharged. I was so ready to 
be with my kid! When I got to Riley, all of the nurses and staff were so welcoming 
and kind to me. I felt so useless being wheeled around in a wheelchair, but 
everyone around me worked so hard to make sure I was comfortable. Josiah was 
on a medication called Prostaglandin for the first few weeks of his life. Dr. Brown 
and the cardiologists wanted to give him a few days to grow and normalize to 
prepare for his first open-heart surgery.  

SOCIAL WORKER “SAVED ME” 

I struggled a lot with “baby blues.” Not only was our situation difficult, but I was a 
mess mentally. I’ve struggled with mental illness my entire life, and I believe that 
sometimes everyone needs help. I was sleeping nonstop, missing my breast 
pumping times, not showering or eating, not sitting next to my child who was 
fighting for his life, and I was shutting the entire world out, including my husband. 
I was really scaring myself and everyone else. Finally, surgery day approached us 
on November 15th, 2018, and I was a disaster. The whole family was there, and I 
was laying on the uncomfortable couch with greasy hair and an empty stomach. I 
just wanted to be left alone. I didn’t want anyone to talk to me until everything was 
over. I decided to get up and walk to the nurse’s station. I had finally had enough. I 
asked the nurse to please get hold of the social worker immediately and send her 
to me. She came in to talk to me and she knelt beside the couch. I remember 



looking at her and thinking to myself, “How is this insanely beautiful girl with such 
a happy face going to help me? She’s not.” But I was wrong. She saved me; I swear. 

Her request for me that day was to complete two tasks. The first task was to take 
a shower, and the second task was to eat something. It sounds ridiculous to some 
I’m sure, but sometimes when you’re struggling and you’re in that dark state of 
mind, you don’t care about anyone or anything. Josiah was in surgery and the social 
worker took a walk outside with me. It was freezing cold outside, but I was so numb 
to everything I wore slippers, sweatpants and a t-shirt. That walk was the first step 
I took to getting better. Every day I would take a walk, whether it was around the 
unit, around the hospital, or just up and down the sidewalk outside. I always try to 
tell struggling moms and dads one thing. GET OUT OF THAT ROOM! Spending every 
single waking second in that hospital room is mind-boggling and unhealthy. I knew 
that I could not take care of my son properly if I didn’t take care of myself first. If I 
loved him, I had to put my big girl pants on and take care of myself. So that’s exactly 
what I did. I colored, read books, listened to music, watched tv, did my makeup, 
curled my hair, called family members a thousand times, and talked to nurses like 
they were therapists.  

The nurses on the heart floor (CVICU) are incredible people. We didn’t have one 
bad experience with any of them. I developed very close relationships with a couple 
of them. When you are a Riley Heart Parent, you kind of feel like a celebrity anytime 
your kiddo has a surgery. They never forget who you are, and you never forget 
them! They were there for me through my mental illness, they were there to see 
thousands of tears, tons of baby vomit and much more. Not a day passes by where 
I am not thankful for them. I wouldn’t be where I am today without them. 

Some advice I have for struggling parents is to use the resources you have while 
you are there. Take advantage of the Ronald McDonald House. Sleep when you can. 
Eat the snacks in the nourishment rooms. Treat yourself. Take care of yourself, and 
if you have a spouse, go to dinner, have a date night, and try to be there for them 
as well.  

Josiah’s first surgery, the Norwood, was successful and he did wonderful. As a heart 
mom, I honestly believe that there is nothing in this world that will prepare you for 
what it is like to see your baby for the first time after heart surgery. It is terrifying, 
but I promise you that every nurse touching them, every needle in their skin, every 
wire, every monitor, and every doctor in that room is doing exactly what they are 
supposed to be doing. Night 1 is hard -- the hardest night with the Norwood in my 
opinion. My mother and father-in-law worked all night as they usually do, drove to 



Indianapolis with no sleep, and stayed with us until the very last minute until they 
had to drive four hours back, to go to work. My mom stayed with me every single 
night that she could, which was almost every single night. I am forever grateful for 
her being with me while my husband had to be four hours away at work. My sister 
was there over the phone every day, and my dad and stepmom were there every 
weekend with a big hug waiting for us. When I say we had a great support system, 
I’m not kidding. Every night for a few weeks after night 1 is just annoying and 
exhausting. When you’re a heart parent, you can hear the monitors in your mind 
and identify what each beep means. I can’t even count how many times I said 
“We’re never going to leave this place.” I was wrong. Heart babies are resilient and 
SO strong! 

On December 24th, we came home for the first time. A lot of parents are scared 
because of oxygen saturations and emergencies, but I was ready to blow that 
Popsicle stand! After a few hours of learning CPR, medicine administration, and 
feeding routines, we loaded Josiah up and drove to our home. Dana Hartman was 
Josiah’s nurse practitioner while we were home, and she helped me daily with his 
“home care” routine and anything else that I needed. She is a saint.  It was such a 
happy day when we came home. No matter what the outcome may be for you and 
your little one, whether it be good or bad, you will leave that hospital eventually, I 
promise. In the meantime, look forward to that day and be there for your baby who 
is reaching new goals every single day. I like to tell people that being at the hospital 
with a heart baby is a marathon, not a race. It is an exceptionally long process.  

Since our first stay at Riley, we have stayed several other times for shorter 
procedures including hearth caths and ear tubes. Surgery 2, The Hemi-Fontan was 
approaching us quickly and I was not excited at all. I wasn’t ready to hand my baby 
over again. When the surgery was over and we were able to go back and see Josiah, 
the first thing I noticed were his pink toes! I had never seen my baby without blue 
toes, fingers, or lips. It was such an amazing feeling. The first three days of recovery 
were hard. Josiah was very swollen and extremely uncomfortable. Once the 
swelling went down and a few days went by, Josiah was a completely different kid. 
He was playing, laughing, and dancing. Dr. Brown came by to check on him, and he 
discharged Josiah on day 5. We couldn’t believe it! It was a much easier process 
this time, and we knew what to expect. 

“FROM ONE HEART PARENT TO ANOTHER: YOU CAN DO THIS!” 

The Hemi-Fontan surgery worked wonders for our son. He felt so much better after 
and had so much more energy. Josiah has been able to enjoy playing and enjoying 



a surgery-free life for a little while.  We are currently waiting for his regular follow-
up with his cardiologist Dr. Darragh at Riley. The upcoming appointment should 
determine when Josiah will need to have a heart catheterization to check the 
function of his heart. The heart cath will then give his doctors a good idea of when 
he will need his final open-heart surgery. We are not looking forward to seeing our 
baby in pain again, but we know that when you are a parent to such a special little 
human, you are their voice. Everyone at Riley will take exceptional care of our son 
and we don’t doubt that for a second. Every day, in the back of my mind, I am 
prepared for whatever life throws at our family. With heart babies, we never know 
what can happen. Each day we have with our kids is a blessing. I always look for 
abnormal breathing, blue lips, blue fingers and toes; I think all heart parents do this.  
When you are a heart parent, you become strong, and you get through the days 
that you once thought would never end.  It will get better, even though it may not 
seem like it today. Lean on one another, talk to other parents, talk to nurses, 
interact with child life specialists, take a walk, take a shower, eat some food and 
make use of your time while you are there. From one heart parent to another: YOU 
CAN DO THIS!  

If you are a heart parent or family member and would like someone to talk to, 
please add me on Facebook under “Dorie Medler” and I would be happy to talk 
with you and answer any questions you have.  

I owe my sincerest “Thank You” to the doctors, nurse practitioners, residents, 
nurses, aides, specialists, housekeepers, and everyone else who make our stays at 
Riley just a little easier. We are so grateful for each and every one of you.  

  


