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Aims 

 

 

 

 

 

 

 

• To gain an enhanced understanding of heart failure in the context of 

congenital heart disease 

• To increase awareness of how heart failure affect adult congenital heart 

disease  

 



Objectives  

• Review the evidence available regarding heart failure in the congenital 

heart disease 

• Provide practical advice and self care strategies  

• Discuss the stages in treatment  



Prevalence of Heart failure in CHD   

• Many congenital heart disease patients, often with 

increased complex category of congenital heart disease 

have a higher chance of developing a heart failure.  

• Many congenital heart patients on medications live very 

full and active lives. 
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Definition  

“In physiological terms, heart failure is a syndrome characterised by either or 

both pulmonary and systemic venous congestion and / or inadequate peripheral 

oxygen delivery, at rest or during stress, caused by cardiac dysfunction”. 

 

 

                 American Heart Association - 2016  



Heart Failure (H F) 

• Can happen at any time 

• Common cause of death in ACHD patients - more common is systemic Right 

Ventricular (RV) failure.   

 

 

ESC GUCH Guidelines 2016  



Common Congenital Heart Defects  

• Atrial septal defect 

• Ventricular septal defect 

• Tetralogy of Fallot 

• Transposition of the great arteries  

• Coarctation of the aorta 

• Aortic stenosis  

• Pulmonary stenosis 

 



Complex Lesions 

• Single ventricle 

• Hypoplastic Left Heart 

• Pulmonary atresia  

• Double outlet right ventricle (DORV) 

• Double outlet left ventricle (DOLV) 

• Transposition of the great arteries  

 

 

• Fontan operation 

 

 

 

 

 

 

 

• Mustards procedure 
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https://www.heart.org/en/health-topics/heart-failure/what-

is-heart-failure/types-of-heart-failure 





1st line treatment 

Medication 

• Diuretics 

• Beta-Blockers 

• Angiotensin Converting enzyme inhibitors (ACE)  

• Angiotensin receptor blockers (ARB) 

• Mineralocorticoid receptor antagonist (Spironolactone) 

• Digoxin  

• *Ivabradine (Patients need to be in sinus rhythm). 

• *Hydralazine / nitrates (EOL care). 



2nd line treatment  

• Biventricular Pacemakers   

 

• Cardiac resynchronization therapy (CRT)  CRT- P / CRT - D     

 

• Implantable cardioverter defibrillator (ICD) 



Self care strategies 

Education is Key  

• Daily Weight 

• Is there a need for fluid restriction? 

• Diet – low salt food 

• Take medication as prescribed daily 

• Check for swelling – Feet, ankles, 

legs, hands and stomach.  

• Hepatomegaly  

 

 

 

 



 
BNP – NT-pro BNP 
 • Natriuretic peptides = Hormones that are made and released by the heart 

• Known to rise in Heart Failure  

• Higher the level the more severe the heart failure   

• Raised BNP in pulmonary hypertension may be misinterpreted as representing left heart 

failure but ̂  dyspnea can be due to pulmonary systemic disease 

• Levels reduced in overweight patients  

• With certain medication 

** Not widely used in ACHD – Aware of the etiology of the heart – determining the cause is 

important**  

Kelder et al 2011 

 



3rd line treatment – Heart Transplant 
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Transplant referral   

PAPWORTH 

NEWCASTLE  



Parallel planning   

Parallel planning is fundamental in palliative care. Essentially, 

It is: 

• Hoping for the best, but planning for the worse. 

• Planning for living and planning for dying. In the same 

manner that you are equally planning for different 

circumstances. 
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Palliative and End of Life Care 
in Heart Failure 
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12 Palliative Care and Bereavement 

• Challenge : difficult conversations, patient, parents spouse, 
family and children 

• Intense telephone advice 

• End of life pathway  

• Palliative care teams 

• GP support 

• Network palliative care toolkit 

• sets out: how to provide support at end of life and how to manage communication with families around the 

end of life 



• Palliative care is the active, total care of patients whose disease is not 

responsive to curative treatment. Palliative care takes a holistic approach, 

addressing physical, psychosocial and spiritual care, including the treatment of 

pain and other symptoms. Palliative care is interdisciplinary in its approach and 

encompasses the care of the patient and their family and should be available in 

any location including hospital, hospice and community.  

• Palliative care affirms life and regards dying as a normal process; it neither 

hastens nor postpones death and sets out to preserve the best possible quality 

of life until death. 

 

 

What is palliative care ?... 
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Network Palliative Care Toolkit 

• Can be found on 

SWSWCHD Network 

website under professional 

resources 

 

• www.swswchd.co.uk 
 

 

 

  

http://www.swswchd.co.uk/


Equity  
of access 

Seamless 
care  

Meeting 
national 

standards 

Continual 
improvement 

Patient 
voice 
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Network Website 

http://chdn.webboxdemo.co.uk/ 
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