
L I V I N G  W I T H  C O N G E N I T A L  H E A R T  D I S E A S E  ( C H D )

F O C U S  O N  T H E  P O S I T I V E
Some children with CHD will have restrictions and are not able to keep up with their peers.
Sometimes it can be easy to focus on what your child can’t do, but instead focus on what your
child can do. Talk to your child’s cardiologist to learn what restrictions your child may have
(they could be fewer than you think) and then help your child find activities that are right for
them and help them feel successful. Celebrate accomplishments too, even small ones.

C O N T I N U E  T O  L E A R N
It is important to keep learning about your child's condition into adulthood because new
therapies, treatment options, medications and procedures will become available. Some
organizations provide regular updates on what’s new in treatment and care, and you can sign
up to receive their emails and other communications and follow them on social media.

S E E  S P E C I A L I S T S  W H E N  N E E D E D
Children born with heart diseases requiring surgery or medical procedures may have difficulty
learning, trouble meeting developmental milestones, have speech issues, have difficulty
feeding, and have other issues such as autism spectrum disorders. If your child needs help, talk
to your child’s pediatrician and cardiologist to find specialists who can work with your child.

A D O P T  A  H E A R T - H E A L T H Y  L I F E S T Y L E
Children and adults with CHD can get acquired heart disease too. It is important to try to avoid
getting other heart diseases in addition to CHD. Be sure your child eats a heart healthy diet
(follow guidance from your child’s health care team), gets exercise, gets enough sleep,
maintains a healthy weight, and avoids vaping and smoking. It helps if the whole family adopts
a healthy lifestyle too. Activities to improve mental health can benefit your child's heart as well.

P L A N  F O R  T H E  F U T U R E
While it’s not helpful to worry about the future, it is helpful to plan for the future. Keep health
information and other information related to your child’s condition, surgeries, procedures,
medications, doctors, etc. together and organized for yourself and to pass on to your child. As
your child grows, start allowing your child to ask and answer questions at appointments and do
other things to start taking part in their own health care. It can be scary, but the more you can
allow your child to take control, the more empowered they will be to become a healthy adult.

K E E P  Y O U R  C H I L D  I N  C A R E
Sometimes parents will hear that their child is “fixed.” While surgery may or may not repair a
congenital heart defect, it is not a cure. It is important that your child stays in specialized CHD
care. Don't wait until there is a problem to take your child to the cardiologist because problems
can become severe and much harder to treat. Regular care can help prevent problems too.

It may seem hard to believe, but congenital heart disease (CHD) doesn’t need to define you, your child
or your family. However, children who are born with CHD, especially those who had surgery or medical
procedures, need specialized CHD care throughout their lives to be as healthy as possible. Here are
some things that can help you and your family live with CHD:

There are many things you can do to help your child and family live with CHD. You can find more
information and helpful tips for living with CHD at www.mendedlittlehearts.org.
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