
A guide to managing congenital 
heart disease as an adult

Congenital heart disease 
doesn’t go away.  
And neither will we.

Adult 
Congenital
Heart 
Association



What We Do

ACHA empowers the congenital 

heart disease community with  

education, expertise and strength  

to enable the transition  

between pediatric and adult 

congenital heart disease care  

to help survivors thrive.



CHD is survivable and manageable, yet in the 

years between infancy and adulthood, sometimes 

forgettable. The Adult Congenital Heart Association 

serves to bridge that gap and be both a resource 

and advocate for everyone affected. The growing 

community of specialists, advancements in care and 

the support of adult patients prove that, with smart 

preparation, living a full life with a congenital heart 

defect is more possible every day.

The future of  
adults with 
congenital  
heart disease  
made brighter  
by their pasts. 

Fewer
than 10%
of adults with CHD 

in the United States 

are getting the proper 

medical care.

— 

Heart defects were once  

a fatal diagnosis for infants. 

As children with CHD 

increasingly survived into  

adulthood, so did the 

growing need for a medical 

specialty to treat them 

as adults. ACHA exists 

to help build the bridge 

between pediatric and adult 

congenital cardiology. 
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Awareness means hope.

See an ACHD 
specialist
Congenital heart disease in an 

adult is different from general 

adult heart diseases, and an adult 

congenital heart disease (ACHD) 

care team will ensure you maintain 

the proper testing and treatments. 

Find our growing directory of adult 

congenital heart cardiologists  

at achaheart.org. 

Get regular heart 
check-ups
Repaired hearts can develop  

new problems over time– 

including leaks, valve issues, and 

rhythm issues. Keeping regular 

appointments with your ACHD 

care team, even when you feel  

well, is critical to maintaining  

your health through adulthood.

Tell all your providers 
about your heart.
This includes your primary care 

provider, specialists, and emergency 

room doctors, even if your visit is 

for a condition unrelated to your 

heart. Ask about any secondary risks 

due to your heart whenever another 

doctor recommends a new treatment 

and confirm with your ACHD care 

team if necessary.

Report new 
symptoms
Tell your ACHD care team if you have 

fainting and/or dizziness, a racing 

or skipping heartbeat, shortness of 

breath, swelling in your ankles or 

abdomen, excessive tiredness, or new 

symptoms you are concerned about. 

They can determine whether or not 

these symptoms are related to your 

heart condition. They can also give 

you prompt treatment if new heart 

problems arise.

Protect yourself from 
heart infection
Heart infection (endocarditis) is when 

bacteria grows in the heart. It is 

serious and needs prompt treatment. 

Tell your ACHD care team if you have 

an unexplained fever. 

Moderate physical 
activity
Maintaining a healthy weight and diet 

are as helpful for adults with CHD as 

they are for everyone. While exercise 

is important, check with your ACHD 

care team before beginning any 

exercise program, including aerobic 

exercise and weight lifting.

Keep thorough 
medical records 
All your healthcare providers should 

know as much as possible about 

your heart’s unique anatomy and 

history. Maintaining an active record 

of all test results, surgical records, 

hospitals and cardiologists creates 

your own personal database. Use 

ACHA’s Personal Health Passport to 

record information.

Understand your 
condition
Learn the name of your CHD and 

what it means. Ask questions of 

your ACHD care team until you 

understand your condition and 

special health concerns. ACHA 

has many resources, including 

webinars and Q&A sheets, to 

help you learn more about your 

congenital heart health.



Gainesville  
Congenital Heart Walk

Volunteers celebrate  
a successful day!

Ordinary life events can  
threaten your life.

We have solutions. 

Dental care
Good oral health is important. According to 
the American Dental Association, keeping 
your mouth as clean and healthy as 
possible can lower the amount of bacteria 
in your mouth. This lowers your risk of 
getting endocarditis and while most CHD 
patients will not need antibiotics before 
dental procedures, patients with a higher 
risk of developing endocarditis will need 
preventive antibiotics before dental work. 
Check with your ACHD doctor to see if 
you fall in this category.

Having a baby
All women with CHD should talk to their 
ACHD care team before getting pregnant.  
It takes a highly specialized team of doctors 
to manage a woman with CHD throughout 
the pregnancy and delivery.

Birth control
There are many available birth control 
methods for women with CHD. However, 
certain forms of birth control can be risky 
for certain heart defects. It is therefore 
important that birth control be prescribed 
by a doctor who knows about both heart 
defects and birth control.

Non-cardiac surgery
Because of the complexity of CHD, all 
CHD patients having non-cardiac surgery 
should be evaluated by an ACHD doctor to 
determine if cardiac anesthesia is indicated. 
Adults with moderate or severe CHD 
requiring non-cardiac surgery should have 
surgery and anesthesia in a specialized  
ACHD center.



A glossary of diagnoses  
and treatment schedules

Simple Congenital  
Heart Disease
Confirm your diagnosis by visiting an  
adult congenital heart disease program.  
To maintain your health status, visit an 
ACHD or general cardiologist periodically  
if you have any of the following repaired  
or unrepaired conditions:

• Isolated small atrial septal defect (ASD)
• Isolated small ventricular septal defect (VSD)
• Mild pulmonic stenosis
•  Isolated dextrocardia, no other heart 

problems 
• Patent ductus arteriosus (PDA)
• Secundum atrial septal defect (ASD)
• Isolated ventricular septal defect (VSD)
• Isolated aortic valve disease
• Isolated mitral valve disease
• Isolated patent foramen ovale (PFO)

Moderately Complex 
Congenital Heart Disease
Visit an ACHD program at least 
every two years if you have any of 
the following repaired or unrepaired 
conditions:

•   Anomalous Left Coronary Artery from 
Pulmonary Artery (ALCAPA)

•   Anomalous pulmonary venous drainage  
(partial or total)

•    Atrioventricular (AV) canal/septal defects  
(partial or complete)

• Ostium primum or sinus venosus ASDs
• Coarctation of the aorta
• Ebstein’s anomaly 
•   Infundibular right ventricular outflow 

obstruction (moderate to severe)
•  Pulmonary valve regurgitation (moderate 
to severe)

• Pulmonic valve stenosis (moderate to 
severe)
• Sinus of Valsalva fistula/aneurysm
• Subvalvar or supravalvar aortic stenosis
• Tetralogy of Fallot
•   Ventricular septal defect (VSD) with any 

valve problems and/or obstructions



Stay involved  
with your heart.
ACHA provides dedicated 
information, support and advocacy 
for adult congenital heart patients 
all throughout the year.

•  Heart to Heart  
Ambassador Program

• Local Heart Happenings

• Webinars

• Clinic Directory

• Advocacy Initiatives

Find upcoming events near you at:  
www.achaheart.org

Highly Complex 
Congenital Heart Disease
Visit an ACHD program every year if 
you have any of the following repaired or 
unrepaired conditions:

•   Congenitally Corrected Transposition of the 
Great Arteries (ccTGA or L-TGA)

• Double outlet ventricle 
• Mitral atresia 
• Pulmonary atresia (all forms)
• Pulmonary arterial hypertension
• Shone’s syndrome
•   Single ventricle – all forms  

(i.e., double- inlet ventricle; HLHS, HRHS, 
common/primitive ventricle)

•  Transposition of the Great Arteries (d-TGA)
• Tricuspid atresia
• Truncus arteriosus/hemitruncus
•   Other abnormalities of AV connections (i.e., 

criss-cross heart, isomerism, heterotaxy 
syndromes)



TELEPHONE 215.849.1260
TOLL FREE 888.921.ACHA
EMAIL education@achaheart.org

3300 Henry Avenue, Suite 112,   
Philadelphia, PA 19129  

www.achaheart.org
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