
W ell-run support groups leave people feeling empowered, positive, connected to 
others and to resources, and better able to cope. However, as the national program 
director of 71 congenital heart defect support groups around the nation, I often 
hear objections.

More than a few parents and caregivers, medical professionals and others have told me, 
“Support groups are where people sit around and complain about their child’s condition, and I 
don’t want any part of that,” or “Support groups are all about the disease. I don’t want my child to 
be faced with his illness each time we go to a meeting or event.”

But properly run support groups are greatly beneficial and improve the lives of children and the 
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Mended Little Hearts recently hosted the first 
two webinars in a new series “Raising My CHD 
Child: Questions Parents Ask” designed to help 
answer questions to help families care for their 
child with congenital heart defects (CHD). 

Neurodevelopmental Issues and CHD
Dr. Brad Marino of Cincinnati Children’s 

Hospital and lead author of the American Heart 
Association’s Scientific Statement on the issue, 
presented “Neurodevelopmental Issues and 
CHD”  Some children with CHD have certain 
risk factors and are likely to have 
neurodevelopmental issues that prevent them 
from performing at the same level as other 
children their age, according to Marino. They 
should be evaluated early by a developmental 
pediatrician or a specialty center that is familiar 
with these issues, if possible, so that they can 
work with parents or caregivers and educators 
to develop a plan to help the child be as 
successful as possible.

There were more than 230 registrants for the 
webinar. Comments included, “Outstanding,” 
“This webinar was like water to a parched 
soul,” and “I was so relieved I cried. I knew 
something was different about my child, but no 
one wanted to acknowledge it. This was 
excellent information.” 

Trans-Catheter Valve Replacement 
in Children

Dr. Dennis Kim of Children’s Healthcare of 
Atlanta presented on this important issue that 
many parents have questions about. This 
webinar was graciously co-hosted by The 
Society for Cardiovascular Angiography and 
Interventions on Nov. 12. Again, there was a 
wealth of information including information 
about the procedure itself, who is eligible, risks 
and benefits, and expectations for the future. 
Comments included, “I found the webinar to be 
very informative. It was the perfect amount of 
time and the doctor was a fantastic speaker. I 
look forward to the next one. Thank you for your 
work with heart families. It is appreciated more 
than you realize.”

Both webinars are available for viewing on 
the Mended Little Hearts website  
(www.mendedlittlehearts.org)

whole family.
One very successful support group in the United States, 

Alcoholics Anonymous, was founded in 1934. (Interesting fact: 
Mended Hearts is the second-oldest national support 
organization after AA.) Studies show that alcoholics who are in 
therapy and also attend AA meetings are far more likely to 
stop drinking alcohol and maintain that abstinence. CHD 
support groups, likewise, can complement good medical care 
and help improve the lives of families.

Many hospitals and medical professionals cite the benefits of 
support groups for patients, particularly when combined with 
appropriate medical care. According to the Mayo Clinic, 
support groups help people:

 7 Feel less lonely, isolated or judged
 7 Gain a sense of empowerment and control
 7 Improve coping skills and sense of adjustment
 7 Talk openly and honestly about feelings
 7 Reduce distress, depression or anxiety
 7 Develop a clearer understanding of what to expect
 7 Get practical advice or information about treatment 
options

 7 Compare notes about resources
Support groups are not about the disease or about 

complaining about conditions. They are about looking at 
conditions and saying, “My child may have this condition, but 
this condition does not have my child and/or my family.”  

Any CHD support group can be successful and helpful to 
families if the leaders:

 7 Always keep in mind the overall vision for the group: to 
improve the lives of children and families.

 7 Create a safe and confidential place for people to share 
information. Mention confidentiality at the beginning of 
every meeting.

 7 Encourage people to share their stories, but don’t allow 
group members to begin a gripe session. Encourage them 
to say, “My experience with that issue was …” rather than 
give advice or criticize a parent or caregiver.

 7 Never compare hospitals or medical professionals. Each 
family will have a different experience, and that should be 
honored.

 7 Encourage active listening among members, where open-
minded people ask questions to gain a better 
understanding.

 7 When people offer to help, find out what they love doing 
and match their talents with the right volunteer 
opportunity.

 7 Only commit to what your group can truly accomplish 
given its available time, resources and talent.

Support groups let people know they are not alone, and that 
there are ways to get through the sadness, anger and fear and 
move toward a healthier future. Working together, support 
groups can accomplish big changes and make the world a 
better place.
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