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Abstract

Congenital heart disease (CHD) can be defined as a group of structural cardiac disorders 
that occur during the fatal period. The incidence rate of CHD is about 8 to 9 per 1000 live 
neonates, out of which, 25% are considered severe, even with improvements in modern 
therapeutic options. Children with CHD are still suffering from many long-term issues that 
include reduced average longevity, high chances of heart failure, and increased risk for 
physical, neurodevelopmental, and psychiatric health complications. Still, CHD’s concerns 
for depressive states, anxiety, and neurological disabling conditions in children tend 
to lower their quality of life. This article emphasizes the factors decline and strategies to 
enhance the Quality of life (QOL) of children afflicted with CHD which include surgical 
management, family environment, parent’s health status, and follow-up guidelines

Keywords: Congenital heart disease, Quality of life, Therapeutic management, Factors, 
and strategies. 
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INTRODUCTION

In essence, congenital heart disease (CHD) is 
a deformity or dysfunction that arises during 
the heart’s development. It might be caused by a 
mutation in the parents’ lifestyle or another genetic 
abnormality.1 In 2023, Out of every 1000 children 
who are born alive, 8-9 children were diagnosed 
with CHD which is around 25% of total cases 
suffering from critical CHD, especially under the 
category of CHD.2 According to current research, if 
one parent is suffering from the condition and has 

a�second�child�after�the�𿿿rst�one�with�the�condition,�
there is a 1% to 2% risk for that child.3 Even people 
with CHD who receive treatment have a life 
expectancy that’s shorter than that of the general 
population; roughly 89.5% of people with CHD 
survive until the age of 20, although the outlook 
for those with certain conditions, such as truncus 
arteriosus and single ventricle, is much poorer.4 
Heart failure and sudden death are the most 
prevalent causes of mortality, while arrhythmia, 
endocarditis, myocardial infarction, and pulmonary 
hypertension raise the risk.5,6 Hence, Children and 
Adult survivors of CHD have a of shoddier chance 
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of survival and QOL due to long-term morbidities. 
Therefore, individuals with CHD have an awful 
survival rate. 

Long-Term Morbidities: The key to long-term 
morbidities associated with CHD in children 
includes:

1. Physical Morbidities: Children with CHD 
often experience various physical health 
problems like Heart failure, Pulmonary 
hypertension, and arrhythmia.7 The key 
components of growth monitoring, imaging, 
or activity restriction are implemented 
in the diagnosis and management of 
CHD. For diagnosis purposes, assessing 
body weight, height, BMI, development 
charts, echocardiograms, and Magnetic 
Resonance Imaging (MRI) are also used.8-

10 In management, early implementation of 
physical rehabilitation, coordination of care 
among multidisciplinary teams, provision of 
nutritional support, and regular contact with 
cardiologists can help to alleviate physical 
constraints, overcome nutritional gaps, and 
facilitate growth and development through 
speci𿿿c�therapies�and�exercises.11-14

2. Neuro developmental Outcomes: There is 
a� signi𿿿cant� risk� of� neurodevelopmental�
challenges, including cognitive impairments, 
learning� disabilities,� and� dif𿿿culties� with�
executive functioning. These issues are 
particularly in children who undergo surgical 
interventions in infancy.15,16 In early detection 
of�Neurodevelopmental�delays,�identi𿿿ed�by�
completeNeurodevelopmental assessments 
and evaluations, including Bayley Scales of 
Infant and Toddler Development or Wechsler 
Preschool and Primary Scale of Intelligence, 
tracking of milestones, behavioral and 
cognitive assessments, and brain imaging 
can aid in monitoring various cognitive, 
motor, and language skills in children with 
CHD.17-24 Regarding intervention strategies, 
regular follow-ups, standardized charts, and 
feedback from teachers and caregivers may 
be useful in integrating neurodevelopmental 
monitoring into standard care for CHD 
patients.25-27

3. Psychosocial issues: Children with CHD, 
however, may experience psychosocial 
problems, such as emotional and behavioral 
challenges that interfere with their quality of 
life.�This�signi𿿿cantly�affects�these�children’s�
self-perception and competency, together 
with more educational impairments.28,29 

Depression, anxiety, and stress are common 
in patients with coronary heart disease 
(CHD), leading to increased morbidity and 
mortality.30 Several standardized tools are 
used to measure the level of depression, 
anxiety, and stress in CHD patients to better 
manage psychological problems. Some 
commonly used tools include the following, 
Patient Health Questionnaire (PHQ-9),31 
Hospital Anxiety and Depression Scale 
(HADS32 and Beck Depression Inventory 
(BDI): Another commonly used scale that 
evaluates the severity of depression is the 
Perceived Stress Scale (PSS).33 State-Trait 
Anxiety Inventory (STAI). The Interventions 
to Overcome Psychological Dysfunction 
are Cognitive-Behavioral Therapy (CBT).34 
Mindfulness-Based Stress Reduction MBSR, 
Antidepressants.35 Exercise and Lifestyle 
Changes like supervised exercise such as 
cardiac rehabilitation programs have both 
improved the physical health of the heart 
and decreased symptoms of depression and 
anxiety.36

 The cumulative burden of physical, 
neuro developmental, and psychosocial 
morbidities is strongly associated with 
diminished Health-Related Quality of Life 
(HRQOL) in these children.37 In assessing 
health-related dysfunction, it is essential 
to measure dysfunction through physical 
𿿿tness� assessments,� exercise� tolerance� tests,�
6-minute walk tests, VO2 max testing, and 
HRQOL questionnaires, among them, SF-
36 and MLHFQ are the questioner tools.38 
Cardiovascular rehabilitation (CR), exercise 
training, dietary changes, medication 
adherence, psychological support, mindful-
ness,�meditation,� and� lifestyle�modi𿿿cations�
such as smoking cessation and alcohol 
moderation can all go a long way in improving 
the health outcomes of heart disease patients. 
In addition to this, Regular follow-ups, 
routine retests, and wearable technology like 
wrist smartwatches are key to monitoring 
physical health indicators since the long-term 
effects of CHD have a tremendous impact on 
the welfare and well-being of individuals.39 As 
they grow, people with CHD often encounter 
limitations in physical activities, and some 
may experience developmental or learning 
issues and how to overcome them depending 
on their age. Table 1 shows an intervention to 
increase the life span and enhance the QOL of 
the CHD patients. 
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Table 1: Interventions to Increase the Lifespan and Enhance QOL of Children with CHD according to Age Groups

Age Group Interventions 

Infants 
(0-1 year)

• Surgery Repair & Intervention Early corrective surgery, such as Tetralogy of Fallot, and Transposition 
of great arteries; greatly improves survival 

• Nutrition Support: Supplements in calories as per Recommended Dietary allowances and special 
feeding techniques to promote growth and prevent malnutrition.

• Infection Control: Measures to prevent infection and avoid complications suggest to avail Respiratory 
Syntactical virus (RSV) vaccine.40

Children
(1-12 years)

• Physical Activity�Supervised�activities�help�to�keep�cardiac�𿿿tness�without�overexertion.

• Routine Monitoring: Regular echo-cardiograms and electrocardiograms to assess heart function and 
detect complications early.

• Psychological Support: Anxiety or distress not relieved then helps overall well-being and adherence 
to the treatment.3032

Adolescents
(13-18 years)

•  Transition to Adult Care: Transitioning adolescents to adult CHD care, assuming gradually 
increasing responsibilities for self-care.

• Mental Health Counseling: Discussing stressors related to CHD, social integration, and questions 
regarding identity.

•  Healthy Lifestyle: Promotes healthy eating and avoidance of alcohol and smoking.13

Young adults
(18-35 years)

• Routine surveillance: annually or bi-annually for complications monitoring - arrhythmia, valve 
disease, etc.

• Cardiac Rehabilitation (CR): Individualized CR to enhance the cardiovascular condition and 
decrease the danger of adverse heart failure.

• Pregnancy Counselling: Counselling for females regarding the dangers involved in pregnancy and 
ways to use safe contraception.

Middle-aged adults 
(40 to 65 years)

• Medical Therapy: Long-term use of drugs (such as ACE inhibitors and beta-blockers) to control 
symptoms and to prevent complications.41

• Lifestyle�Modi𿿿cation: Focus on diet, exercise, and stress reduction to prevent further deterioration 
in cardiac function.

• Screening for associated comorbidities: routine checkup for diabetes, and hypertension.14

Older adults
(65+ years)

Integrated Care: Cardiologists, geriatricians, and other specialists would be involved in the management 
of comorbidities.
Palliative Care-provision of supportive care to improve the comfort and quality of life. Continued 
monitoring with regular check-ups in the follow-up for age-related complications.4,9

Future Perspectives 
It is important to understand the hurdles faced 

by CHD patients, their family members, and well-
wishers. Therefore, the following aspects need to 
change or evolve to enhance HRQOL.

Social Impact ssessments and Psychosocial 
Support27

• Regular assessment of social impacts on 
families, and challenges they face and 
evolve accordingly. Utilize these measures 
to advocate for policy changes helpful for 
families of children with CHD.

• Coping Strategies for Parents, Coping 
mechanisms, and stress management skills 
training� speci𿿿c� to� the� parents� of� children�
with CHD. It helps to keep family cohesion as 
well as resilience.

• Health care providers’ and organizations’ 
support can notably enhance the QOL by 
providing comprehensive care and support 
to the patient as well as their family.

• Implement regular check-ups and post-
discharge to monitor the family’s adjustment 
and address ongoing needs.

Family-Cantered Care Approaches24

•  Develop individual care plans that address 
the needs of support structures, like family, 
and their dynamics-longitudinal Follow-
Up Studies. It promotes policies that 
include family members in the care plans, 
acknowledging their part in the child’s health 
journey.

• Access recreational programs and activities 
designed for families with children having 
CHD to bond and decline tension.
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• Provide the appropriate environment and 
nutrition to the congenitally impaired 
children for their growth and development.

•  Instruct the parents to avoid over-the-counter 
drugs for basic medical conditions.

Role of government22

• The government should raise the funds 
needed for CHD patients or at least improve 
the�ef𿿿ciency�of�cost�reductions�in�treatment.

• Provide� information� on� 𿿿nancial� aid� and�
resources available to families facing 
economic burdens due to medical expenses.

• In district hospitals, a Guidance and 
counseling team must be formed, Hence, 
parents can ventilate their sufferings which 
helps to relax their mental health. The 
awareness Camps must provide the genetic 
disposition of CHD, which could minimize 
their count in the birth rate.

• In school, Physical instructors must be 
oriented� to� provide� 𿿿rst� aid� in� case� of� an�
emergency and provide mild physical 
activity rather than making them sit during 
the activity period. 

Research26

• Research should concentrate on determining 
whether the prenatal prognosis assessment 
regarding CHD is reliable, especially in their 
ability to predict HRQoL It can be done with 
retrospective aspects with large international 
registries.

• Further research shall be required to ensure 
more consistent data on HRQoL from 
controlled studies in young children with 
CHD. It helps to understand the psychosocial 
aspects of this particular population and 
overall quality of life.

• ssessment of HRQoL outcomes in pediatric 
cardiology trials should persist and use 
relevant measurement tools. Increase 
knowledge about the impact of CHD on the 
QOL of young patients.

• Future studies should focus on the practice of 
modern care approaches, such as home-based 
healthcare and educational initiatives, that 
inÁuence� to� increase� of� HRQoL� in� children�
with CHD.

• Carry out descriptive research to identify the 
level�and�determine�factors�inÁuencing�QOL�

• Utilize�𿿿ndings�to�re𿿿ne,�and�formulatefamily�

guidelines and support systems over time. 

CONCLUSION 

Addressing QoL for children with CHD requires 
a lifespan perspective that integrates medical, 
psychological, and social dimensions. Advances in 
medical�care�have�signi𿿿cantly� improved�survival�
rates, but these children face ongoing challenges, 
including developmental delays, psychological 
stress, and social limitations, which persist into 
adulthood. Tailored interventions aimed at physical 
rehabilitation, mental health support, and social 
integration are critical to optimizing their overall 
well-being. In the long term, follow-up strategies, 
incorporating multidisciplinary care, genetic 
counseling, and family-centered approaches, are 
essential for addressing the complex needs of CHD 
patients. By prioritizing QoL alongside survival, 
Nusin professionals empower individuals with 
CHD�to�lead�ful𿿿lling�lives�and�mitigate�the�lifelong�
impact of their condition. Expanding research and 
healthcare resources will further support and foster 
a comprehensive understanding to shape the CHD 
of affected children and their families.
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