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Psychological
Health

Matters

What do we know about the 
psychological health of individuals 
with congenital heart disease, 
including those with Fontan 
physiology?

(Recognizing that every patient has 
different experiences)



2022



Kovacs et al, Circ: Cardiovasc Qual & Outcomes, 2022



Psychological outcomes in pediatric CHD

Abda et al, J Ped Psychol, 2019;
DeMaso et al, Pediatrics, 2017

Pooled prevalence from meta-analysis of 16 studies: 

Internalizing behaviour difficulties (eg, depression, anxiety): 25%

Externalizing behaviour difficulties (eg, defiance, oppositional): 15% 

Lifetime prevalence of psychiatric disorder may be as high as 65% among 
adolescents with single ventricle CHD



Psychological outcomes in adult CHD

Self-report surveys: Elevated depressive symptoms range from 6-42% & 
elevated anxiety symptoms range from 34-42%

Clinical interviews: 28 – 35% meet current diagnostic criteria for a mood or 
anxiety disorder, with a lifetime prevalence of ~50% (exception is Netherlands)

0 – 31% of patients with psychiatric disorders receive mental health treatment

Jackson et al, Prog Cardiovasc Dis, 2018; Ko & Cedars, Cardiovasc Innov & Applications, 2018;
Kovacs et al, Circ: Cardiovasc Qual & Outcomes, 2022



Emotional strengths are also common

Learning how to cope with 
uncertainty.

Knowing what is important in life.

Being kind and understanding of 
others.

Having a good sense of humour.

Being a good observer.
Being able to adapt to new 

situations.

Being creative and artistic.

Feeling grateful.



What would you rate 
YOUR quality of life, on 

a 0-100 scale,
ranging from

0 (worst imaginable) to 
100 (best imaginable)?

APPROACH-IS: ‘Assessment of patterns of 
patient-reported outcomes in adults with 
congenital heart disease – international study’





QOL Linear Analogue (0-100) Scale

Moons et al, Can J Cardiol, 2020



Survey of 57 adults with Fontan circulation 
living in Australia or New Zealand

Open ended question:

“Your greatest concern(s) as an individual with a Fontan circulation is…”

du Plessis et al, Int J Cardiol, 2018

Fear of death/uncertainty around life expectancy

When will the Fontan fail?
How long do I have to be “normal”?

Uncertainty can make it difficult to make long-term plans.

Your medical team is used to getting questions about
long-term health expectations



Psychological
Health

Matters

Strategies for patients
(and families) 
to manage psychological 
challenges.



Questions to ask your medical team

Is there someone I can talk to about how I am feeling?

Do you have a mental health professional on the team?

Can you help me find/refer me to a mental health professional?

Does your program have a peer support group?

Can you refer me to a patient support organization?

Do you have other resources for mental health care? 



Self-care strategies

• Have good sleep skills and a consistent sleep routine

• Stay active (ask for advice about physical activity)

• Use relaxation techniques (e.g., breathing exercises, meditation)

• Pace oneself (do not overdo it on ‘good days’)

• Focus on strengths and what one can do

• Avoid unnecessary avoidance

• Plan enjoyable activities

• Connect with supportive family, friends, and/or others with CHD

• Self-talk: What would I say to a good friend in this situation?



I love this book!



Types of mental health treatment

Psychotherapy (talk therapy) Pharmacotherapy (medications)

There are many different types of therapy (e,g
cognitive-behavioural therapy and mindfulness-

based interventions).

For individuals, couples, families, or groups.

Can be provided by psychologists, clinical social 
workers, licensed professional counselors or 

therapists.

People with CHD should discuss medications (eg, 
for depression, anxiety, or sleep problems) with 
their CHD team to make sure the medications 

are safe for one’s heart.

Can be prescribed by psychiatrists, family 
doctors, and other health professionals with 

prescribing privileges.

Not all mental health professionals in the community will be familiar with congenital heart disease.

Consider providing a copy of your latest cardiology clinic note (and maybe even the scientific 
statement on psychological outcomes and interventions in congenital heart disease). 



Conclusions

YOUR psychological

health matters.

Adrienne H. Kovacs
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