Guide to Your Child’s Future Care
Congenital Heart Disease (CHD) is lifelong, and patients born with CHD need lifelong care based on the
recommended guidelines. However, nearly 50% of patients stop getting care after age 13, and more than 60%
after age 18. It is important to know what care your child needs now and what care they will need in the future,
even if they are feeling well. These 10 steps will help you understand your child’s needs as they age, so that
you can help get them ready to take control of their care as they become adults.
1. CHD is Lifelong and Requires Lifelong Care

4. Know Your Child’s Medications

Remember, your child needs to remain in care, even if they
are feeling well. If you are unsure how often your child needs
to see their cardiologist or other specialists, contact their
care team. Make sure your child understands how often they
need to be seen. Teach your child how to schedule their own
appointments. Help them make a plan on how to get to those
appointments when away at school or as they become young
adults.

Maintain a list of all medications your child currently takes,
including the dosage. It is also helpful to keep a list of
medications they took in the past and why they were stopped.
Make sure you and your child understand why they are taking
their current medications and know what they look like. If you
have questions, ask your child’s care team or pharmacist before
they take any medications. Ask if there are any medications
your child should avoid. If you think your child needs to stop
taking any medication for any reason, discuss it with their care
team first.

Each adult with CHD should be seen at least once by an ACHD
Cardiologist who will recommend how often your child should
follow up based on the specific details of their CHD. Encourage
your child to keep appointments. Regular visits help your child’s
care team maintain your child’s health, track any changes, and
be proactive should changes occur.

2. Maintain Records
Keep copies of your child’s records, including their CHD
diagnosis and any co-existing diagnoses, as well as a list of
procedures including location, date, and outcomes. It is a good
idea to request your child’s records from their cardiologist or
primary hospital yearly. If you need those records, contact
the hospital where your child received care. Often, hospitals
allow you to request records online. Ask your team if you need
assistance. Make sure your child knows how to access their
records as they become more independent. Talk to your child
about how important it is to keep track of their health and
know where they can find records of their previous care.

3. Understand Your Child’s CHD, Ask Questions
Make sure your child understands their CHD as they grow. Can
your child name their CHD or describe it to others? If not, have
them ask their cardiologist to help with this. Encourage your
child to participate in their doctor visits. Empower them to ask
questions. You can use our Guided Questions Tool as a starting
point.

5. Follow Precautions
Make sure your child knows to follow the precautions
recommended by their care team. Does your child need to
take antibiotics prior to dental visits, piercings, or tattoos? Do
they have a pacemaker, if so, how often does it need to be
checked, and did it come with a wallet card? Your child should
understand what level of exercise or activity is recommended
for their specific CHD, as well as any possible restrictions.

6. Mental Health is Important for You and for Your
Child
Ask your center about their mental health services. Both
patients and parents need to address the stress caused by
CHD. ACHD patients are at a higher risk for mood disorders and
anxiety than the general population. It is important your child
talks about their feelings and knows there is someone to speak
to for help with any concerns. Your child’s heart center may
also be able to connect you with other resources to address the
needs you or your child may have.

7. Know How Your Child’s CHD May Impact Their
Future
Your child’s CHD may affect what kind of job is right for them.
By talking with your child and their care team, you both can
learn the pros and cons of certain education or job paths. It
is also important that your child, as they become teens and
young adults, know the risk of sexual activity, pregnancy, and
birth control options. Consider discussing this with your child
and their care team, too.

8. Maintain Health Insurance
Often, in order for your child to have access to the care they
need, they need to have insurance. There are many options
for coverage, and it can be a hard topic to understand. Up to
a certain age, your child may be able to get coverage through
your insurance. Your child’s hospital may also have someone
dedicated to helping patients and families understand
insurance options.

9. Know How to Find a Doctor or Specialist that is
Right for Your Child
While your child may still be a long way from grown up, it
is important to prepare yourself as well as your child for the
future, as it arrives quicker than we expect! Since Congenital
Heart Disease is lifelong, it is important that your child has
access to a doctor that meets their needs for lifelong follow up,
based on the recommended guidelines for patients with ACHD.

Your child’s current heart center may fit this description.
Ask your child’s care team if they offer ACHD services, and ask
them to explain them to you. If your center does not offer the
appropriate services, you can get help finding one that does on
our website - conqueringchd.org.

10. Know When to Seek Help
As caregivers, you may have already talked with your child’s
care team about visible symptoms that require medical
attention. As your child grows, they should be able to tell you
or other adults when they are feeling symptoms as well. Talk
with your child and their care team about the symptoms that
need attention before the next scheduled appointment. Ask
your child’s care team what the best way is to reach them at
any time of day – by phone, text, email, or something else. Ask
them how to know when to go to the emergency room and
what to do when you get there.

According to the 2018 ACC/AHA Guidelines, adults with congenital heart disease should be
seen in an ACHD Program based on their specific CHD. This is more than an ACHD Cardiologist.
See a brief summary of the guidelines below.

