
What To Expect As A New Heart Parent 
 

So, you’ve just been told that your child has a congenital heart defect and will require 
surgery or possibly multiple open heart surgeries.  You are going through a whirlwind 
of emotions ranging from shock (my child has a WHAT!? heart defect?!), disbelief (I 
can’t believe this is happening), depression (why me, why my child, they don’t 
deserve it), guilt (how could this happen? was it something that did during 
pregnancy?) and acceptance (okay, so now what… I want to know all there is to 
know about my child’s heart journey).  
 
This document prepares you for the weeks and months that lie ahead for you as a 
new heart parent. It is a living document so if you have questions you would like to 
add to the list, please feel free to contact Melodie Mendivil with your suggestions, it 
will be revised on an as-needed basis. 
 
What Does My Child Have? What Is A Congenital Heart Defect (CHD)? 
There are many different types of congenital heart defects. Your cardiologist can give 
you specific information pertaining to your child’s particular heart defect.  
 
In general, CHDs are problems with the heart’s structure that are present at birth. 
These defects can involve the interior walls of the heart, valves inside the heart, or 
the arteries and veins that carry blood to the heart or out to the body. CHDs change 
the normal flow of blood through the heart; and vary from simple defects with no 
symptoms to complex defects with severe, life-threatening symptoms. 
 
If you are reading this it is fairly certain that your child will have to have surgery. 
Furthermore, your child will have surgery under the hands of Dr. David Cleveland or 
Dr. John Nigro at St. Joseph’s Hospital and Medical Center (St. Joe’s) 
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Below are a list of frequently asked questions and answers followed by tidbits of 
knowledge that may help you on this journey of being a “Heartmom/Heartdad” 
 
Support Group(s) 
 
Where can I find another mom/dad that has a child with the same heart 
condition as my baby? 
This is where you’re in luck! There is a huge support group of other 
Heartmoms/Heartdads at The Scott & Laura Eller Congenital Heart Center.  We call 
ourselves the “Eller Heart Family Council”.  We meet at least quarterly and stay 
connected on Facebook, through a Yahoo group and through blogs.  Send a FB 
friend request to Melodie Mendivil and she’ll hook you up!  We also have our own 
website: http://www.ellerfamilycouncil.com 
 
 



Are there events, fundraisers or other activities for me and my heart child? 
Yes! In addition to meeting as a Family Council quarterly, but we also see each other 
4-6 times per year outside of the formal Council meetings. Some of our events 
include the annual Heart Walk, Ethan’s Run and Picnic In The Park. There is also the 
annual CHIEF Graduation and Memorial Service for heart babies that are now heart 
angels. 
 
In the Hospital: 
 
Will I be able to hold my baby after he/she is born? 
Unfortunately, it is difficult to say whether or not you will be able to hold your baby. 
Chances are… probably not. Your baby will be connected to IVs, monitors, and 
possibly feeding tubes/machines. You will be able to hold their hand, touch their feet 
and massage their heads, but opportunities to actually hold your baby will be 
infrequent, which means that when you do get to hold them, it will be the most 
meaningful 5 minutes of your and their life.  
  
 
Will I be able to stay with my baby in the same room during their hospital stay? 
YES! St. Joseph’s Hospital has family-friendly rooms on the 7th floor PCTICU. Your 
child’s hospital room is also a quasi-motel room for the parents. It has a small couch 
that converts to a bed (5 feet in length), a bathroom that includes a shower, tv, and 
rolling trays to eat food on or hold your laptop.  The hospital even provides all linens 
[towels, sheets, blankets].  
 
Is St. Joesph’s wi-fi friendly? 
Yes! If you have one, feel free to bring your laptop with you, and you will be provided 
with a password to utilize St. Joe’s wi-fi internet access. 
 
Are my other older children allowed to spend the night? 
No. Children 12 and under are not allowed to spend the night for liability reasons. But 
up to two parents can spend the night. If you need an extra bed, the hospital provides 
rolling cots, pillows, blankets and sheets. 
 
My child’s surgery was scheduled as the 2nd case this morning, but he/she was 
bumped until tomorrow… Is this normal? 
Yes it’s normal. If the first surgery of the day takes longer than anticipated, or if a 
patient with an emergency (or more urgent condition) comes in, your child may be 
bumped until the next day. 
 
I’m starving, what time does the cafeteria open?  
The cafeteria is open from 6:15am – 9:30am for Breakfast,  
from 10:00am – 2:30pm for Lunch, and from 4:30pm – 7:00pm for dinner.  
 
Can I order food when the cafeteria is closed? 
You can order food to be delivered to your child’s hospital room through “Cuisine on 
Call” (x63663) daily from 7am – 7pm.  Each hospital room is allowed 1 parent try and 



1 patient tray. If it is outside of these hours, you can always bring in outside food, or 
purchase food from the vending machine(s).  
 
Where can I park? Is parking fee for us during our stay? 
You can park in the 5th Avenue Garage. Yes, parking is free while your child is a 
patient. Ask your nurse for a parking pass. Each pass will be validated with dates 
covering your hospital stay. Each pass allows for in-and-out privileges in the garage. 
 
PCTICU  
What is the PCTICU? 
PCTICU is an acronym for the Pediatric Cardio-Thoracic Intensive Care Unit, also 
known as the 7th floor of St. Joseph’s Hospital. This is where your heartbaby will be 
admitted before during and after their surgery. 
 
What food do we get complimentary in the PCTICU fridge? 
There are free yogurts, cheese sticks, ice cream cups and juices (apple, orange, 
grape) in the fridge. 
 
They said they’re going to have me move PCTICU hospital rooms… is this 
common? 
Yes. There are certain rooms designated for ‘post-surgery’ patients.  Don’t be 
surprised when the move you. It’s no big deal and they usually help you move all of 
your stuff anyway. 
 
Does the PCTICU have laptops that I can borrow? 
Yes! Just let someone from ChildLife know that you would like to borrow a laptop 
during your hospital stay. 
 
My child is staying here longer than I planned and all my clothes are dirty, are 
there laundry facilities nearby? 
Yes! In the waiting room of the PCTICU is a kitchen (refrigerator, a microwave, sink), 
a bathroom, a flat screen tv,  and couches. In addition, the waiting room has a top-
and-bottom washer/dryer to do small loads free of charge. You can bring your own 
laundry soap, or the receptionist has soap you can request. 
 
 
My nurse did something I did not like, and I want to complain, who can I 
complain to? 
Amy Lowry is the supervisor of the PCTICU nurses, if you have a complaint about 
any of the nurses, let Amy know. 
 
Feeding: 
 
I want to breastfeed my child, will I be able to nurse him/her even though they 
have a heart defect? 
It depends on the severity of your child’s heart condition. Unfortunately for most CHD 
babies, the process of sucking, swallowing, and breathing is too much exertion on 
their heart, which makes breastfeeding difficult or impossible. However, breastmilk is 



very important to newborn babies (especially CHD babies!) to help build their immune 
system.  If you still want to feed your baby breastmilk, we encourage the mom to 
pump her milk (with a breastpump), and feed her child expressed milk. Lots of 
heartmoms have had to do this, and we are a huge source of encouragement for 
exclusive pumping heartmoms that are ready to throw in the towel. 
 
Does the PCTICU have breastpumps I can borrow during my child’s hospital 
stay? 
Yes. St. Joe’s has lactation consultants, breastpumps, and even lactation rooms in 
the NICU (neonatal intensive care unit).  
 
My child is on a feeding tube, what now? 
It is very common for a child to be discharged from the hospital on a nasal gastric 
(NG) feeding tube.  This tube will need to be replaced by parents at home. You might 
think that you will never be able to put that tube down their nose, but be strong… You 
can do it! Think of your baby and that will give you the strength you need to help 
them in any way you can. There are several heartparents that have been where you 
are and we are here for support and help. 
 
Am I expected to feed my child through the tube? 
Yes!  Your child is too weak to suck, swallow and breathe on their on. It is up to you 
to ensure your child gets the best nutrition possible. The hospital staff at St. Joe’s will 
show you how to insert the tube and how to check for tube placement. Don’t be 
afraid. Again, a LOT of us had to do it, we are here if you need help, or just want to 
vent about the frustrations of feeding tubes. 
 
I have to fortify my breastmilk, what does this mean, how do I do it? 
To fortify your milk (or baby formula) means to add supplements to it to increase 
calories or nutrients. Breastmilk is 20 calories per ounce, but your child probably 
needs 22, 24, 26, 28 calories to help with their growth. Fortifying your milk is easy. 
The hospital staff will provide you with a handy dandy chart which shows you exactly 
how much baby formula to mix with your breastmilk. They will also show you how to 
fortify your baby formula. 
 
Pulse Oximeter and Oxygen Tanks: 
 
What is a Pulse-Oximeter and why does my child need one? 
A Pulse Oximeter (also known as “Pulse-Ox) is a small machine you plug into the 
wall.  The front of the machine has a long cord with a sticker on the end of it that 
attaches to your baby’s foot (also called a ‘probe’). When the probe is properly put 
on, the machine then measures the amount of oxygen in your baby’s blood. Most of 
us have used a Pulse-Ox at the doctor’s office… it’s the machine that you insert your 
finger in (the probe), and it glows red... and tells the triage nurse what our oxygen 
levels are.  
 
Your baby may need a pulse-ox to monitor that there is an adequate amount of 
oxygenated blood circulating in your baby’s body. Any suspicious changes in their 
pulse or blood oxygen levels could indicate a sign of distress in your baby’s heart.  



 
Can I travel with a Pulse-Ox? 
Yes. Most Pulse-Ox machines have a temporary back up. This will allow you to travel 
with it for short distances. (1 hour of travel or less). Try to immediately plug it in when 
you get to your destination.  Please note: Heartfamilies that live outside the great 
Phoenix area may need to inquire their assigned durable equipment company about 
a Pulse-Ox with longer battery life or how to manipulate a longer drive home with 
their Pulse-Ox. 
 
What should my baby’s oxygen level be? 
Your baby’s cardiologist will tell you what a safe oxygen level will be for your baby, 
but normally it will be between 70-90. Your child may need supplemental oxygen to 
keep their levels at the right range.  (see below)�

My child was released from the hospital on supplemental oxygen, what now? 
Your child has tubes in their nose and around their ears. The tube is connected to an 
oxygen tank that administers oxygen to your baby.  We’re not gonna lie to you, it is 
really a nuisance, and cumbersome. Your child will be tethered to the machine and 
stuck in your living room or family room or wherever the biggest tank is in the house. 
We recommend you ask for a very long cord to be able to walk around the house with 
your baby.  Please note: oxygen tubes over 50 feet are long will not deliver the 
proper amount of oxygen. 
 
 
Post-Surgery Questions: 
 
What is an art line? What is a peripheral line? What’s the difference? 
An ‘art line’ is an IV that is placed in an artery (instead of a vein). They are usually 
harder to place, sometimes require stitches for placement, and are typically located in 
the neck or groin.  
 
 A peripheral line is an IV that is placed in the vein (instead of an artery). This is the 
most common kind of IV that you encounter it is typically used to administer 
medications and fluids to your child. 
 
What are blood gasses? 
A ‘blood gas’ is a test that is routinely performed throughout the day by a respiratory 
therapist on your post-surgical baby.  It is conducted by drawing blood (from an art 
line) and sending to the lab to analyze the pH of the blood, the partial pressure of 
carbon dioxide and oxygen, electrolytes and the bicarbonate levels.  Blood gas 
testing is mainly used to determine gas exchange levels in the blood related to lung 
function. 
 
What does “intubated’ mean? 
During surgery, your child was placed on a ventilator (breathing machine) to help 
assist with his/her breathing. When they come out of surgery, they will be heavily 
sedated and still on a breathing machine. A tube is inserted in your child’s mouth, 



past his/her vocal cords and is continuously pushing breathable air into your child’s 
lungs. This is called being “intubated”. 
 
What does “extubated” mean? 
A respiratory therapist (RT) will be closely monitoring your intubated baby. When 
your child is able to breathe on their own, and their blood gas tests are normal, and 
when the doctor gives the okay, the RT will turn off the ventilator, and remove the 
tube from your child’s mouth. This is called being “extubated”. Your baby will be 
breathing room air on their own. This is a huge accomplishment for your baby, and 
reason to celebrate because they are one step closer to going home! � 
 
 
At Home: 
 
Can I put my baby in daycare after they’re released from the hospital?  
This is an extremely personal decision, however, from experience; very few (if any) 
parents of heart babies put their baby in a daycare. The reason is that heartbabies 
are very susceptible to germs and infection (rampant in daycare environments). And 
it is extremely important to keep your baby away from sick people.  A common cold 
for a healthy baby could mean a few days at home with the sniffles, however, a 
common cold for a heartbaby could mean an Emergency Room visit, or 
hospitalization. 
 
Can I take my baby to church, the grocery store, a restaurant or the mall? 
Again, this is a personal decision. However, you will be advised/warned to keep your 
baby protected from germs and disease as much as possible (even more than you 
would a healthy baby). In order to do this, the answer to this question is NO. We 
strongly recommend avoiding large crowds, and keeping your baby in a clean and 
sterile environment until their immune system is stronger. This includes disinfecting 
your house, repeated hand-washing throughout the day, and being extra cautious 
about who visits and who can and can’t hold/touch your baby. These precautions are 
especially important if your baby is born during RSV season.  Just keep in mind, this 
is a short-term situation (maybe 1 or 2 years?). Once your baby is out of the high-risk 
category, you can treat them like a healthy (normal) baby.  
 
Can I take my baby to my family parties/gatherings? Or for visits to grandmas? 
That depends. How many people are going to be at the party? Is it indoors or 
outdoors? Is it RSV season? Is anyone in the group sick? A visit to grandmas may 
seem harmless; however, people can be sick and contagious before they show any 
signs/symptoms.  It is best to try your hardest to keep your baby at home and away 
from germs until they are out of the danger zone. 
 
What is RSV, and why does my baby need a vaccination for it?  
Respiratory Syncytial Virus (RSV) is a virus that causes infection of the lungs and 
breathing passages. RSV season runs from late fall to early spring. If contracted, 
RSV produces cold-like symptoms including stuffy/runny nose, sore throat, cough, 
and headache. It is highly contagious and is easily spread when you come in contact 
with someone infected (through coughs or sneezes, infected doorknobs, countertops, 



hands, clothing, etc). Unlike the common cold, RSV can be very serious or fatal in 
premature infants, and babies with heart problems.  Babies who are at-risk are given 
monthly injections (shots) to help prevent the contraction of this harmful illness. 
 

And now, for some final words of wisdom: 
 
Don’t Be Surprised When……. 
 
• They place an IV on top of your baby’s head. It’s called a “scalp IV”, and it is very 

common. 
• Your child comes back from surgery with 9-12 IV lines in them and they’re hooked 

to all kinds of machines, tubes, and monitors. 
• Doctors/nurses make their rounds and talk about your child right in front of you 

without including you in the conversation as though you weren’t standing right 
there. 

• Your child’s voice is hoarse when they come out of the cath lab. 
• The floor cleaning guy drives by on his zambonie machine around 8:30pm three 

times a week, it’s very noisy. 
• You feel the urge to take pictures of your child in the hospital. This is natural, and 

perfectly healthy…. We all do it. Don’t feel guilty. 
• Your baby doesn’t cry when he/she is intubated. He or she will make the motions 

as if he/she is crying, but no sound will come out because the tube is pushing 
against their vocal cords. 

• The x-ray techs wake you up at 5am in the morning to take a chest x-ray of your 
baby.  

• You get unexpected Heartmom visitors in the hospital. We like “making rounds” 
too and making sure you know you are not alone. 

• You find yourself becoming a germ-a-phob and demand everyone use hand 
sanitizer just to enter your house. (This is perfectly fine! And you have every right 
to do so!) 

• You start crying just thinking about your baby and their future. 
• You lay down on the hospital couch/bed and your feet are hanging off. Apparently 

they were designed to accommodate people 5 feet and under. 
 
Things I wish I had known: 
• You are more than welcome to listen in and participate when the doctors stop in 

front of your room to do rounds. 
• It's perfectly fine to stay with your child 24 hours a day OR leave the hospital for 

whatever reason. Your child is in great hands and the nurses will call you if they 
need you. Don’t feel guilty about leaving if you have/need to. 

• To ask the nurses for any nearby restaurants when you’re sick of hospital food, 
“Mi Patio” on 7th Ave and Osborne has amazing Mexican food, and there’s a 
Yoshi’s on Central and Indian School that has awesome Teriyaki chicken bowls. 

• Take advantage of Child Life services. They have tons of great toys, books, 
movies, etc to keep your child entertained.  



• The Child Life Specialist (currently, a girl named Taryn) is there to help you and 
your little one(s). Not only does she teach siblings of your CHD child about his/her 
condition, she will actually sit with your CHD child if you need to run down to the 
cafeteria, take a shower or run quick errand. Take advantage of her!  

• It's perfectly normal to have an "Office Space" fantasy about destroying the pulse-
ox machine once your child no longer needs one. Taking a bat to it in an open 
field has crossed all of our minds at one time or another....�

• 1 in 100 children are born with a congenital heart defect… you are not alone! 
• Famous people living with congenital heart defects include 2-time Olympic gold 

medalist snowboarder Shaun White!  
• Don’t buy zipper footed pajamas if your newborn is going to be connected to a 

pulse-ox machine. If you must buy footed pajamas, then buy the button up kind. 
 

   

�

 


