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Abstract

Introduction: Depression, anxiety and stress accounted to the majority of health related
burden globally. There are a number of factors that contribute to the high prevalence of
depression, anxiety and stress; of which being a parent who has a child with congenital heart
disease may experience extreme stress due to the intense emotions they face as well as additional
practical, physical and financial challenges.

Objectives: To assess depression, anxiety stress and associated factors among parents of
children with congenital heart disease at government hospitals Addis Ababa, Ethiopia. 2024.
Methods: An institutional based cross-sectional study design was employed to assess level of
depression, anxiety, stress and associated factors among 422 parents of children with CHD from
May10/2024 to June 10/ 2024 of at selected governmental Hospitals The sample population was
obtained using a single population proportion formula with a 10 % contingency of non-
respondent’s rate, and the sample was proportionally allocated for each study hospital. Data
using Kobotool box and exported to Statistical Package for Social Science version 26 software to
be analyzed. Frequencies and proportions of variable of were described by tables and graphs, and
pie chart. Association between each dependent and independent variable was assessed by using
binary logistic regression and multivariate logistic regression.

Result: The prevalence of depression, anxiety and stress in the study was found to be approximately
38.4%, 36% and 32.4% respectively. Parent’s rural area residency (AOR = 2.81, 95% CI: 1.033 - 2.432)
lack of sleep (AOR = 1.691, 95% CI: 1.080 -2.646 ) and parental worries about severity of child’s
congenital heart disease (AOR = 1.800, 95% CI: 1.139 - 2.843) were associated with depression. Lack of
finance (AOR = 1.64, 95% CI =1.039- 2.589), child’s heart surgery (AOR= 1.77, 95% CI=1.051-2.979),
continuity of the child’s medical treatment (AOR= 0.597, 95% Cl= 0.372- 0.958) and sex of child
(AOR=0.648, 95% CI=0.146-0.94) were significantly associated with anxiety. Malenss (fathers), (AOR=
1.766, 95%CI= 1.126- 2.771) and poor social support (AOR =2.021, 95% CI =1.289-3.168) were
associated with stress.

Conclusion: A significant rates of depression, anxiety and stress among parents of children with
congenital heart disease were observed. In order to lower the risk of depression, anxiety and
stress as well as to lessen the burden of disease, preventive measures such as early intervention
and mental health screening, psycho-social support financial support should be implemented.

Key Words: Congenital Heart Disease, Depression, Anxiety, Stress, social support, parent.
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1.1.

1. Introduction

Back Ground

Congenital heart disease is one of the most common congenital anomaly in newborn
babies(1). The defect is defined as a major structural abnormality of the heart or great
vessels (2). Approximately one-third of all congenital birth abnormalities are caused by
congenital cardiac disease (3) causing more than 20% of peri-natal deaths(4). Globally,
the estimated prevalence of congenital heart disease is 8% per 1000 live births, or around
1.35 million newborns with CHD annually, though these numbers fluctuate (5). CHD was
the underlying cause of an estimated 261, 247 deaths globally in 2017 (6).

A study in India has found that among 1822 births, the total prevalence of major
congenital anomalies was 230.51 per 10 000 births, Congenital heart defects were the
most commonly reported anomalies in the cohort with a prevalence of 65.86 per 10 000
births (7). In 2013, the prevalence of CHD in births in Africa accounted for 23% of all
births worldwide (8). In Ethiopia, the prevalence of congenital heart disease is 7.9 per

1000 live births (9).

The parental involvement for a child with CHD has been linked to a number of
socioeconomic, physical, and psychological problems (10). This would affect the mental
health of parents. Mental health is defined as a state of well-being in which the individual
realizes his or her own abilities, can cope with the normal stresses of life, can work

productively and fruitfully, and is able to make a contribution to his or her community
(11).

The common mental health problems that parents of children especially mothers suffered
from are depression, anxiety and stress(12). Depression is a mood illness that is defined
by transient emotional reactions to a major medical condition that interferes with day-to-
day functioning and is accompanied by symptoms including melancholy and frustration,
guilt, insensibility, and interest loss (13). Anxiety is considered to be a basic negative
emotion along with anger, sadness, and disgust and corresponds to a state of uncertainty.
Excessive anxiety, based on unrealistic perceptions of self and others can be socially

disabling (14). It is typified by anxious thoughts, tension, elevated blood pressure, heart
1



rate, respiration rate, perspiration, difficulty swallowing, lightheaded, and chest pain (15).
A person experiences stress when they perceive a certain relationship with their

surroundings as beyond their resources and posing a risk to their well-being (16).

Children with severe forms of CHD frequently undergo one or more operations in the
first year of their life. This increases the chance of psychological illness in parents. After
giving birth, it is known that mothers of children with CHD often have postpartum
depression, which has been shown to affect up to 15% of the general population and up to

39% of mothers whose children are in the neonatal critical care unit (17).

Additionally, care burden for a child with CHD is another cause for mental health
problems in parents. A study in Nepal among 97 mothers of children with CHD has
found that the majority of moms 77.9% experienced regular hardship upon learning that
their children's health was declining as a result of CHD. 44.2% of the mothers reported
that they were always financially strapped while caring for their child; 40% of mothers
reported that they had made emotional adjustments to care for their children with CHD;
another 28.4% reported that they occasionally experienced sleep disturbances; and 46.3

reported that they were constantly upset because of their child's behavior (18).

In general parents of children with CHD could be in higher levels of parenting stress than
parents of peers in good health. Parent’s mental health problem can result poor quality of
their life and difficulty of parenting their child & child’s mental health will also be
affected. Compared to children of parents without mental health issues, children of
parents with mental health problems are more likely to experience psychological and

developmental challenges (19).



1.2.

Statement of the problem

There is a growing recognition that mental problems are major contributors to the burden
of disease (20) (21), and account for 15% of all recognized illnesses worldwide (22)
affecting over 450 million people (23). The World Health Organization has listed
depression as the leading cause of disability worldwide, with an estimated 300 million
people suffering from it (24). 29.19 million Africans are estimated to be depressed, with
more than 7 million residing in Nigeria (25). Mental health problems are very common
in sub-Saharan Africa; studies have revealed rates of anxiety, depression, and post-
traumatic stress disorder ranging from 20% to 60% (26). Ethiopia has also been dealing
with alarming trends in common mental health issues (27) with a prevalence of 29%

depression(28) , 28% anxiety (29) and 40% mental distress(30).

Parents of children with congenital heart defects are among those who are suffering from
depression, anxiety and stress. According to a study examining parental reactions to the
condition, PCCHD have been shown to experience high stress more frequently than
parents of healthy children (31). Because, for their survival and healthy growth, children
with CHD need continuous medical, nursing, and therapeutic care. A child with CHD
receives care from their parents in addition to the treatment team. Studies done in the
USA have revealed that parents who have a child with CHD have physical exhaustion,
irritation; depression, anxiety, and a lack of stamina to carry out social and domestic tasks
are common (32). Besides this, parents' interactions and relationships with their children
and other family members can be negatively impacted by stress, which can also

negatively impact their behavior and communication (33).

The timing of a baby's diagnosis, operation, CICU stay and home discharge causes
parents of infants with severe CHD to face increased stress (34). Parents particularly
moms of children with CHD are more likely to be affected by mental health problem than
parents of healthy children (35) (36). Another study has found that parents of children
with critical CHD report anxiety or depression symptoms, and severe psychological
distress particularly in the time following the children's heart surgery (12). Parents of

children with CHD report significantly greater stress (31).



When their children receive a diagnosis, many parents may experience anxiety. They
experience a sense of helplessness and fear, which can lead to excessive protectiveness
and intense attachment to the child, thereby restricting their activities. The child's and the
family's quality of life suffers as a result. Extreme anxiety may make it difficult for
parents to accurately interpret information provided about their child's medical condition
and advice on how to handle it. It can also make it difficult for parents to make the right

decisions to get out of a difficult situation and participate in their child's (37).

Long-term family stress levels may rise due to the greater need for cardiac surgery and
ongoing medical care, as well as the parental sense of losing control over their children.
In low income countries with poor health care system treating CHD became very
difficult. In Ethiopia, the expense of treating and preventing heart disease places a heavy

strain on households (38).

In addition to the CHD, parent’s poor mental health may further complicate the child’s
life and if left untreated, the parent’s mental health problem can greatly affect the
family’s quality of life in a long run. To the best of my knowledge, there is no literature
in Ethiopia about depression, anxiety, stress and their associated factors among parents of
children with CHD. Ethiopia has practiced mental health services by integrating them
with primary care and general medical services since 2012 (39). But there is no written
literature which state about the approaches to overcome depression, anxiety and stress
particularly in PCCHD at global level and in Ethiopian context. Therefore, this study is
intended to assess mental health problems (depression, anxiety, and stress) and their
contributing factors among parents of children with CHD at pediatric cardiac units of

selected governmental hospitals in Addis Ababa, Ethiopia.



1.3.

Significance of the study

Overall, the findings of this study have the potential to benefit a wide range of
stakeholders, including parents, healthcare providers, and policy makers, by improving
the mental well-being of parents of children with congenital heart defects and ultimately

enhancing the overall quality of care for these families.

Parents of children with congenital heart defects: The primary beneficiaries of this study
will be the parents of children with congenital heart defects who are experiencing high
levels of depression, anxiety, and stress. By identifying the factors that contribute to these
mental health issues, healthcare providers can offer targeted interventions and support to

help improve the mental well-being of these parents.

The findings of this study will also benefit healthcare providers (particularly doctors and
cardiac nurses) who work at pediatric cardiac units with PCCHD. By understanding the
unique challenges faced by these parents, healthcare providers can tailor their support
services to better meet the needs of these families. This can ultimately lead to improved
outcomes for both the PCCHD and will also give positive courage for the cardiac nurses
and cardiologists to perform their task ease working environment with mentally stable

parents.

The findings of this study can also inform policy makers about the importance of
providing comprehensive support services for families of children with congenital heart
defects. By addressing the mental health needs of these parents, policymakers can help
improve the overall quality of care for children with congenital heart defects and their
families. The findings of this study will also serve as a reference & baseline for any
further study to be carried out regarding mental health of parents of children with CHD

and its contributing factors in the study areas.



2.1.

2.2.

2.3.

2. Literature Review

General concept of congenital heart disease

Congenital heart disease is defined as a gross abnormality of the heart and intra-thoracic
great vessels in children which is present at birth (40). CHD remains the commonest
cause of death from structural birth defect with a global prevalence of approximately 8
per 1000 live births (41). Globally, 1.35 million live babies are diagnosed with congenital
heart disease each year (3).

Africa is thought to be the birthplace of 500,000 CHD babies annually; Sub-Saharan
African countries have a significantly higher prevalence rate of CHD due to their
youthful population, with an average life expectancy of 60 years or less and over 50% of
the population under 20 years old (32).The prevalence of CHD, is predicted to be 7.9 per
1000 live births in Ethiopia (9).

CHD and Mental health (depression, anxiety and stress)

Parents and families may be greatly impacted by cardiac issues in children. When a
parent finds out their kid has a cardiac condition or is admitted to the hospital, they
frequently experience fear and anxiety. Research studies indicate that parents of children
with heart problems often experience difficulties with anxiety, depression, and traumatic

stress related to upsetting aspects of the child’s medical course (42).

Because they must deal with their children's Medical follow up, cardiac surgery
procedures, lengthy hospital stays, feeding problems, and increased risk of serious
respiratory illnesses, parents of children with CHD are more likely to experience
depression anxiety and stress. These factors add up to significant financial, emotional,
and familial costs (43). Taking care of a child with CHD often causes parents to feel

stressed, anxious, and depressed (44).

Prevalence of depression, anxiety and related to CHD

The diagnosis of CHD and the treatments that followed, results in severe mental health
issues in the parents (45). A systematic review of 30 studies has revealed that between
25% to 50% of parents of children with congenital cardiac defects reported having higher

feelings of anxiety and depression. Between 30% to 80 %of parents of children with

6



24.

CHD reported having significant stress (12). A study conducted in Sweden has found
from 600 parents participated in the study, a high number of parents (n=220) reported
scores of depression and (n=193) reported scores of anxiety with a proportion of 18% for

depression and 15% for Anxiety(46).

Another study in Egypt has found that parents of children with CHD had greater
prevalence of anxiety and depression (32.2 and 37.4%) compared to parents of healthy
children (12.5 and 17.5%). Furthermore, 17.4% of Parents of children with CHD had
mild depression, 13% had moderate depression, and 1.7% had severe depression.
Additionally the results of level of anxiety among parents of children with CHD 1.7%
had severe anxiety, 17.4% had moderate anxiety, and 18.3% had mild anxiety (47).

The intensity of distress for both mothers and fathers increased with the severity of the
child's disease (48)(49). A study conducted in Australia has found that 20% of parents of
children with CHD had reported a level of depression outside the normal range (50). A
cross-sectional study conducted by Kasparian et al. assessed 91 mothers and 20 fathers,
revealing that the participants' rates of stress, anxiety, and depression were, respectively,

26%, 27%, and 32%(51).

Factors associated to depression, anxiety and stress in parents

Mental health problems in parents of children CHD are associated with different
contributing factors. In an investigation aimed at assessing the psychological condition
of 38 American moms of children with congenital cardiac defects who were admitted to
the hospital due to a cardiac-related problem ,depression symptoms were elevated during
hospitalization (mean anxiety=5.8; mean depression=4.3); however, this markedly
decreased two to four weeks later (mean anxiety=3.3, mean depression=2.2; P<0.001)

(52).

In Sweden, the result of a prospective longitudinal study has showed that PCCHD
reported psycho social issues that showed up as depression (18%), anxiety (16%),
somatization (31%—-38%), and hopelessness (16%). Furthermore, a range of 7% to 22%
reported ongoing psychological issues after a year. Parental care giving burden,
dissatisfaction with care, social isolation, and financial instability were associated with an

increased risk of long-standing psycho-social morbidity (46).

7



Another significant source of stress is the parents' choice to allow their small kid to have
heart surgery. While considering what is best for the child, parents worry that they will
regret the choice they made. A study in Taiwan had discovered that mothers in this
circumstance had increased stress as they attempted to comprehend the surgery and
worried about their child's potential death. Along with feeling anxious about their child's
surgical scar, mothers also struggled to balance the demands of their roles as caregivers

and role models while preparing for surgery and getting ready for bedtime (50).

Additionally, a study of 38 Italian parents revealed that symptoms of depression were
more common in mothers (46%) than in fathers (20%, P<0.05) in the early postoperative
period (53)(54). Similar findings were observed among Australian parents surveyed
within four weeks following their child's heart surgery: 26% experienced depressive

symptoms and slightly over half (51%) reported excessive concern (53).

In addition to children’s disease and their severity, limited availability of social support
may cause stressful life events. A study conducted on social support among parents of
children with CHD, parents of children with other diseases and parents of Healthy
Children has found that Care-giving time, was associated with lower availability of social
support, that is with increasing care-giving time, availability of social support diminished
(55). Parents with high availability of social integration reported greater satisfaction with
medical care, staff attitude and total child care than those with low availability of social

integration (56).

Compared to parents in rural regions, parents in cities had a higher likelihood of
experiencing depression (OR = 2.81, 95% CI: 1.13-7.01 for depression) (57). Parents
who have a kid with significant health care requirements might have to work fewer hours
per week or leave work to attend doctor appointments (58). About 40% of Pakistani
families who covered their children's medical bills without government assistance
borrowed money from friends and family, 50% of the families either lost their jobs or
businesses or took unpaid leave, and a tiny percentage of the families had to sell their
property to cover the costs (59). Over 10% of the family income in Nigeria was spent on

treating a kid with CHD, according to one-third of the families surveyed (60).



According to a study on financial burdens and mental health needs in families of children
with congenital heart disease, there is a statistically significant positive correlation
(r=0.189* and r=0.212%*, with p-values of 0.024 and 0.011, respectively) between
financial stress and understanding health care situations as well as between family and
work stress and overall coping (61). The physical, medical, educational, and financial
demands of a child with CHD can lead to increased psychological suffering for families,

on top of the financial difficulties (62).

Parents who are aware of their child's congenital heart disease, its treatment, and ways to
prevent complications may also help their child develop better health-related behaviors
by helping them better understand the cardiac condition, adhere to their treatment plan,
and refrain from taking unnecessary risks (63). According to a study which investigates
Parent’s knowledge about diagnosis and management of their children with congenital
heart diseases in Sudan, the majority of parents were informed about their child's
diagnosis of heart problems; 78.3% of them were correctly aware of their child's cardiac
lesions, and 95.8% were aware that the condition was congenital. Regretfully, 63.3% of
the parents were unaware of the brand names of the drugs their children were taking, and

only 9.2% were aware of the potential side effects (64).

In general, long-term family stress levels may rise due to several factors and this will
affect the parents’ mental health and the child’s health prognosis. Therefore, this study
was intended to assess the severity level of depression, anxiety, stress and their associated
factors among parents of children with CHD attending their child’s medical follow up at

cardiac units of selected governmental hospital in Addis Ababa, Ethiopia



Conceptual Framework

Parents of children with CHD experiences depression, anxiety and stress due to a number of

factors. Different studies have found that parents demographic factors(57)(53)(58), the care

burden for children with CHD (46). Hospital admission (52) the perceived poor social support
(55). The child’s heart surgery (50), severity of the child’s CHD(48), child’s CHD treatment

costs (43), health care related dissatisfaction among parents (46)& parents knowledge related to

their child’s CHD (64) were the associated factors that causes depression, anxiety and stress

among parents of children with CHD

Parent’s Socio-
demographic factors
Age

Sex

Religion

Marital status
Occupation

Educational level

Health care service related factors

Length of hospital admission Length
Child’s heart surggry appointment

Depression, anxiety and
stress

A 4

Psycho-social factors

Poor Social support

Care burden of CHD child

A

Severity of the child’s
CHD

Child’s Health status

Child’s CHD treatment related factor
Time of child’s CHD diagnosis
Child’s heart surgery

Number of heart surgery

Costs of child’s medical treatment

related to disease

Parent’s awareness

Figurel: The conceptual frame work showed that the association between mental health problem
and associated factor among parents of children with CHD (43) (46) (48) (50) (52) (53) (55) (57)

(58) (64).
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3.1.

3.2

3. Objectives

General Objective

To assess prevalence of depression, anxiety, stress and their associated factors among
parents of children with Congenital Heart Disease at Cardiac units of selected

government hospital Addis Ababa, Ethiopia. 2024

Specific Objective

1. To evaluate depression among parents of children with CHD at pediatric cardiac
units of selected government hospital, Addis Ababa, Ethiopia. 2024

2. To determine anxiety among parents of children with CHD at pediatric cardiac units
of selected government hospital, Addis Ababa, Ethiopia. 2024

3. To assess stress among parents of children with CHD at pediatric cardiac units of
selected government hospital, Addis Ababa, Ethiopia. 2024

4. To identify factors associated with depression, anxiety and stress among parents of
children with CHD at selected pediatric cardiac unit’s governmental hospitals, Addis

Ababa, Ethiopia. 2024.
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4.1.

4.2.

4. Methods

Study area

The study was conducted at St. Paul Millennium Medical College, Tkur Anbesa Hospital
and cardiac center Ethiopia, Addis Ababa Ethiopia.

St.Paul Hospital Mellenium Medical college (SPHMMC): situated in Gullele Sub-
City, Addis Ababa, is the second largest public hospital in Ethiopia. It was constructed by
Emperor Haile Selassie in 1969 with a mission to offer preventive, promotion, curative,
and rehabilitative healthcare services in the country. The Pediatrics inpatient unit
comprises 107 beds and serves an average of 1942 emergency and outpatient clients
monthly, with a catchment population of over 5 million. The cardiology unit provides

both inpatient and outpatient services, although it does not have a separate ward.

Tikur Anbesa Specialaised Hospital (TASH): was established in 1964 by empire
Hailesilasie. In1972 the hospital become the only site for training medical doctor. In 1998
the TASH the largest referral hospital in the country with 850 beds. TASH is now the
main teaching center for both clinical and preclinical training of most discipline. The
hospital has a separated pediatric cardiac out patient service and on average about 375

CHD patients attended clinical follows up in one month.

Cardiac center Ethiopia(CCE): was established in 2009 by Dr, Belay Abegaz. It is a
charity organization, affiliated public hospitals. This cardiac center is the first center in
the country to activate cardiac surgery. The center has four cardiac surgeons, three
cardiologists, three cardiac anesthesiologists three perfusionist, ten OR nurses, two
cardiopulmonary bypass machines, two operating rooms, ten ICU beds and there is
cardiac catheterization lab. The center performs many types of surgeries including
congenital mal-formations and valvular heart disease. The institution performs one to two

open heart surgeries per week with free cost. It has more than 6000 waiting lists

Study design and Period
An institutional based cross sectional study was conducted from May 10/ 2024 to June

10/2024.
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4.3. Source population and Study population
4.3.1. Source Population

All parents of children with congenital heart disease having medical follow up at

Addis Ababa.
4.3.2. Study Population

All parents of children with congenital heart disease who have medical follow up

during the study period at study area.

4.3.3. Study unit

Selected Parents / care givers who accompany children with congenital heart

disease who have medical follow up during the study period at study area
4.4. Inclusion Criteria & Exclusion Criteria
4.4.1. Inclusion Criteria

Parents of children with the age category of 0-14 years (65).

Parents /guardians whose children are diagnosed with CHD.

Parents of children with CHD who are attending medical follow up during the
study period.

Parents who agree to take part in the research.
4.4.2. Exclusion Criteria

Parents of children with other heart diseases.
Parents who have hearing and vision impairment.

Parents who have seriously ill children

4.5. Sample size determination
To the best of my knowledge there was no study done on depression, anxiety and stress
and their associated among parents of children with CHD as a country level. Therefore, I
took the p value of participating parents as 50% (0.5). Za/2=1.96 with 95% confidence
level and 0.05 margin of error a sample size is calculated by using single proportion

formula as:
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n=(Za/2)>xp (1-p) = (1.96)>x0.5(1-0.5) =384
d? (0.05)
n= the required sample size = 384

Non respondent rate = 10 % = 384 % 0.1 =38.4

Therefore the total sample size was 384+38.4 ~422

Table 1: Determination of sample size for associated factors (57)

AOR Power % of Ratio(exposed | Sample | CI Total result

outcome in : unexposed) size with 10%

Variables un exposed non-response
group rate

Parents 2.81 | 80% |25.71 1 148 95% | 162

residence

Parents age 0.35 | 80% | 64.71 1 364 95% | 401

Time of child | 0.48 | 80% 30.28 1 134 95% | 147

's CHD

diagnosis

Psycho social | 1.36 | 80% 13.51 1 54 95% | 60

support

4.6. Sampling Technique

Once the sample population was obtained using single population formula, study sample
were proportionally allocated to each study hospitals based on the size of population

served by each hospital using proportional allocation formula

Proportional allocation of sample = Total number of pediatric cardiac Patients in a specific hospital(X)X total sample(n)

Total number of Pediatric cardiac patients in the three study hospitals.

14



Total number of parents of children with CHD in all the three governmental hospital’s
pediatric cardiac unit =764

SPHMMC= 41 TASH =375 CCE= 348

Proportional allocation

n=23 n=207 n=192

Simple random sampling technique

Total sample size (n)= 422

Final number of sample parents of children
with CHD to be included for analysis (n) =422

Figure 2: Flow diagram of proportional allocation and sampling of study participants at

SPHMMC, TASH AND Cardiac center Ethiopia, 2024.

4.7. Study Variables
4.7.1. Dependent Variable

Depression, anxiety and stress
4.7.2. Independent Variables

Parent’s Demographics related factors (age, sex, marital status, residence and
education level)

Awareness of parents related to CHD

Severity of child’s CHD

Child’s CHD treatment related factors.

Frequency of hospital admission.

Social support and service related factors
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4.8.

4.9.

Data collection procedure & data collection tools

The first part of the data collection tool consists of: A designed questionnaire: The
study has used close ended structured interview questioner to collect parents’
demographic data such as age, sex, and marital status, number of children, educational
level and occupation. This tool was obtained from review literature.

The second part of data collection tool consists of: Depression, Anxiety and stress
scale DASS 21. It is used to determine depression, anxiety and stress. It contains 21 items
in three domains each having seven items. The items scores on a four-point scale (66).
The applicability rating scale is: 0= did not apply to me at all —never, 1= Applied to me to
some degree or some of the time. - Sometimes, 2= Applied to me to a considerable
degree or a good part of the time - often 3= Applied to me very much or most of the time
- almost always. Parents were asked to response the occurrence of indications of
depression, anxiety and stress over the past week. Scores from each domain were
summed. Then, the final score was multiplied by 2 and then categorized as normal, mild,
moderate, severe, and extremely severe (66).

The DASS-21 has high reliability, has a factor structure that is consistent with the
allocation of the items to sub-scales, and exhibits high convergent validity with other
measures of anxiety and depression(67). A study has found that the Cronbach alpha test
of DASS21 for depression, anxiety and stress was 0.79, 0.89 and 0.90 respectively(68).
The third part of data collection tool consists of: OSSS-3

The thirds part of data collection tool was Oslo social support scale: The OSSS-3
consists of three items to assess the social support status. The sum score ranges from 3 to
14, with high values representing strong levels and low values representing poor levels of

social support (69).

Operational definition and Definition of terms

A depression score of 0-9 was considered normal, a score of 10—13 as mild, a score of 14-20 as

moderate, a score of 21-27 as severe, and a score of 28 and above as extremely severe.

Similarly, a score of 0—7 was considered normal for participants with anxiety, a score of 8-9 as

mild, a score of 10-14 as moderate, a score of 15-19 as severe, and a score of 20 and above as

extremely severe. A stress score of 0—14 was considered normal for participants with stress, a
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score of 15-18 as mild, 19-25 as moderate, 26-33 as severe, and 34 and above as extremely

severe (60).

4.10.

Table 2: Summary of severity level of depression anxiety and stress
Depression | Anxiety Stress
Severity | Normal 0-9 0-7 0-14
Level Mild 10-13 8-9 15-18
Moderate 14-20 10-14 19-25
Severe 21-27 15-19 26-33
Extremely Severe | 28+ 20+ 34+

The sum scores of > 10 indicate depression, > 8 indicates anxiety, > 15 indicates for the
stress.(70)

Social support is an intervention that protects people from the negative consequences of
stressful situations. According to the OSSS3 scoring system, the sum score ranges from 3
to 14. Scores 3-8 indicates poor social support, 9—1lindicates moderate social support &
12-14 indicates strong social support. The sum scores <9 indicate poor social support
whereas > 9 indicates good social support (69).

Children: The age category of 0 to 14 years (65).
Data quality control & management

Structured questionnaire, DASS21 and OSSS3 were used. All the questionnaires
translated from English to Amharic & back to English. Once translated, the questioners
were reviewed by an expert for an opinion. The cutoff point for Cronbach alpha
coefficient value >0.645 was used to maintain internal consistency, reliability and
validity of DASS21 and OSSS3(65).

Training was given for data collectors on the objective of the study, method, contents and
also how to maintain confidentiality and privacy of the study subjects was strictly
conducted. Data was collected by three experienced staff nurses with BSc degree.
Pretesting was done in 5% of the study population at SPSH, for clarity and
understandability. The subject who was participated in the pretesting was excluded from
the final data analysis; the data collection process was supervised on daily basis by

principal investigators.
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4.11.

4.12.

4.13.

Data Analysis Plan and Procedures

The collected data using kobotool box was exported to xls to be cleared and exported to
SPSS version 26 software to be analyzed. Frequencies and proportions were estimated to
describe the variable. Tables, figures and graphs were used to present the findings.
Association between each dependent and independent variable was assessed by using
binary logistic regression, the result of p-value which was <0.25 was used in the
multivariate logistic regression. A P-value of <0.05 in the multivariate analysis was used
as criteria for the statistically significant association. The strength of the association was

measured using the Odds ratio with corresponding 95% confidence intervals (CI).
Ethical consideration

The research was carried after approval of ethical permission obtained from SPHMMC.
Priorly a support letter N/S/506835/16 was obtained from SPHMMC research committee
and submitted to Cardiac Center Ethiopia, TASH and SPHMMC.

Participation to the study was based on free willingness to respond to the questionnaires.
Objectives of the study were explained to be respondents, and they were informed that,
the population will benefit from the research findings and there was no benefit
individually because of their willingness to participate. And then, the interview was
continued after informed consent was obtained from the respondent. They were also
informed that the information that was received kept confidentially, and only used for the

intended research purpose.
Dissemination of Results

Finally, findings of the study will be reported to the Cardiac Center Ethiopia, TASH
Pediatric department and SPHMMC department of pediatrics and child health. The study
finding will be used to improve the mental health and quality of life of both parents of
children with CHD and their child at the study areas. The study findings will also be
made publicly accessible online and published in a peer-reviewed publication.
Additionally, the data might serve as a springboard for upcoming depression, anxiety and

stress related studies and interventions.
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5. Result

Socio-demographic characteristics of parents of children with CHD

Four hundred twenty-two subjects were included in the study and the overall response rate was
404 (96%). Majority of the respondents were female 253 (62.3%}. The mean age of participants
was 34.63 year (+£6.988). Three hundred ninety-three (97.3%) of them were married. Regarding
the religion, majority of the respondents; 168 (41.6%) were Orthodox Christian, 138 (34.2%)
respondents were Muslim. One hundred ten (27.2%) of respondents had college deploma and

above where as majority of respondents [168 (39.8%)] were self-employed.

Table 3: Social-demographic characteristics of parents of children at SPHMMC, TASH and
Cardiac center Ethiopia, Addis Ababa Ethiopia. 2024 (n=404).

Variables Frequencies Percent
(n=404) (100%)
Female 253 62.6
Sex Male 151 37.4
Age <30 216 53.5
>30 188 46.5
Marital status Single 3 0.7
Married 393 97.3
Divorced 5 1.2
Widowed 3 0.7
Religion Orthodox 168 41.6
Muslim 138 34.2
Catholic 5 1.2
Protestant 93 23.0
Residency Urban 198 49.0
Rural 206 51.0
Educational status No formal education 72 17.8
Primary ( 1-8) 55 13.6
Secondary (9-10) 61 15.1
Preparatory(11-12) 70 17.3
Collage education 74 18.3
University degree 57 14.1
Master’ s degree 15 3.7
Occupation Government employed 118 29.2
Self employed 160 39.6
Unemployed 126 31.2
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Biographic data of children’s with CHD

Two hundred five (50.7%) of the children with CHD were male and 199(49.3%) were
female. Two hundred thirty-eight (58.9%) of children were under five years old and 166
(41.1%) were 5 to 14 years old. Majority of the children (59.7%) were not in a formal
education, 87 (21.5%) were at KG level and 76 (21.6%) were at elementary school level
(grade 1-8).

Table 4: Biographic characteristics of children with congenital heart disease at SPHMM, TASH
and Cardiac Center Ethiopia, 2024. (n=404).

Frequencies Percent
Variables
(n=404) (100%)
Female 199 49.3
Sex Male 205 50.7
Under 5 238 58.9
Age (in year)
5-14 166 41.1
No formal education 241 59.7
Educational status KG 87 21.5
Primary (gradel-8 76 18.8

Child’s type of CHD and number of heart surgery

Majority of the children, 115(28.5%) were diagnosed with VSD. The second prevalent
congenital heart disease was ASD, 101 (25%). Three hundred forty-four children (85.1 %) had
one heart defect, 37 (9.2 %) and 60 (14.9 %) children had >2 heart defects. Only one hundred

two children (25.2%) had undergone cardiac procedure (surgery and cathlab).
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Table 5: Child’s heart defect and cardiac surgery data at SPHMMC, TASH and Cardiac Center
Ethiopia, 2024. (n=404)

Frequencies Percent
Variables
(n=404) (100%)

AVSD 26 6.4

ASD 101 25.0

VSD 115 28.5
Child's congenital heart

TOF 37 9.2
defect

PDA 88 21.8

CAO 36 8.9

Other 1 0.2

1 344 85.1
Number of heart defect

>2 60 14.9
Undergo heart surge Yes 102 25.2
(Cardiac procedures) No 302 74.8

1 times 97 24.0
Number of heart surgery | 2 times 5 1.2

No surgery yet | 302 78
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Prevalence of types of congenital heart disease
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Figure 3: Types of congenital heart defect among children with congenital heart defect at
SPHMMC, TASH and Cardiac center Ethiopia. 2024 (n=404)

Parent’s awareness related to CHD

Majority of the respondents [258(63.8%)] had no awareness about CHD before their child were

diagnosed and only118 (28.7%) parents knew the medications that their child. Three hundred

eight (94.1%) parents had believed that the child’s heart defect can be reversed to normal

through the medical treatments they have been receiving and 399 (98.8%) of parents has reported

that their child was diagnosed for CHD after birth.

Table 6: Parents awareness related to CHD at SPHMMC, TASH and Cardiac Center Ethiopia

2024.
Variable Frequencies | Percent
(n=404) (100%)
Heard about CHD before child’” s diagnosis No 146 36.1
Yes 258 63.9
Time of child” s CHD diagnosis Before birth 5 1.2
After birth 399 98.8
Believed that the heart defect can be reversed | No 385 95.3
to normal Yes 19 4.7
knew child’” s medications No 122 30.2
Yes 282 69.8
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Challenges and worries of parents of children with CHD

One hundred seventy-five (43.3 %) of parents reported that they had lack of sleep, 122 (30.2%)
of parents had difficulty of parenting other family members, 180 (44.6%) of parents had lack of
finance for the child’s medical treatment and 131 (32.4%) of parents had reported that continuity
of the child medical treatment is a challenge for them. Worries among parents were found to be
152 (37.6%) due to child’s heart disease, 169 (41.8%) due to long appointment for child’s heart
surgery, 145(35.9%) due to costs of child’s heart disease, 144 (35.6%) due to child’s hospital
admission and 168 (34.2%) due to severity of child’s CHD.

Table7: Challenges and worries of children at SPHMMC, TASH and Cardiac center Ethiopia,
Addis Ababa Ethiopia. 2024 (n=404).

Variables Frequency | Percent
n=404 (100%)
Challenges Lack of sleep No 229 56.7
of parents Yes 175 B33
Difficulty of parenting my families No 282 69.8
Yes 122 30.2
Lack of finance for child’ s medical treatment | No 224 554
Yes 180 44.6
Continuity of the child’ s medical treatment No 273 67.6
Yes 131 32.4
Worries of | Child’ s heart surgery No 252 62.4
parents Yes 152 37.6
Long appointment for cardiac surgery No 235 582
Yes 169 41.8
Costs of heart surgery No 259 64.1
Yes 145 35.9
Hospital admission of the child No 260 64.4
Yes 144 35.6
Severity of child” s CHD No 266 65.8
Yes 168 34.2
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Social support status of parents

Two hundred fifty-eight (63.1%) of parents had good social support while 146 (36.9%) of

parents have poor social support.

M poor social support

M good social support

Figure 4. Social support status of parents of children with congenital heart disease at

SPHMMC, TASH, and Cardiac Center Ethiopia. 2024. (n=404)

Prevalence of Depression, Anxiety and stress

The overall prevalence of depression, anxiety, and stress in this study was found to be 38.4%,
36.9%, and 32.4%, respectively. Ninety-six (23.8%) respondents had mild depression, 48
(11.9%) had moderate depression, and 4 (2.7%) had severe depression. Similarly, 60 (14.9%)
respondents had mild anxiety, 74 (18.3%) had moderate anxiety, and 15 (3.7%) had severe
anxiety. Seventy-nine (19.6%) respondents had mild stress, 33 (8.2%) had moderate stress, and

19 (4.7%) had severe stress.
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Levels of Depression, Anxiety &Stress

mMild = Moderate = Sever

259, 24 %
20%

20%

p— p—
(—} wn
N RN

PREVALENCE

5%

207
Jd 70

0%
Depression Anxiety Stress

Figure 5: level of depression, anxiety and stress among parents of children with congenital heart

disease, Ababa, Ethiopia, 2024

Associated factors of depression

In the bi-variable logistic regression analysis, depression was associated with parent’s place of
residency, age of the child (in Year), lack of sleep, difficulty of parenting my other family
members, lack of finance for child’s medical treatment, child’s heart surgery, waiting too long
for the child’s heart surgery, hospital admission of the child, severity of the child’s CHD, and

social support status of parents (p<0.25).

In the multivariate logistic regression analysis, parents’ place of residency and severity of child’s
heart disease were significantly associated with depression (p<0.05). Parents living in rural area
were 1.585 times more likely to suffer from depression compared to parents living in the urban
areas (AOR = 1.585, 95% CI: 1.033 - 2.432) for depression. Parents of children who had lack
sleep are 1.691 times more likely to have depression than parents who had no lack of sleep (AOR
= 1.691, 95% CI: 1.080 - 2.646) for depression. Those parents who were worried about the
severity of child’s heart disease were 1.800 times more likely to be depressed than those parents

who were not worried (AOR = 1.800, 95% CI: 1.139 - 2.843) for depression.
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Table 8: Factors associated with depression among parents of children with congenital heart
disease at SPHMMC, TASH and Cardiac center Ethiopia, 2024.

Variables Depression IP-value|COR (95 % )|P- AOR 95% C.1
No Yes value |(95%)
Lower | Upper
Good [169 89 1
Social support (65.5%) |(34.5%)
status Poor (80 66 0.34 1.56 0.208 |1.326 |.855 2.057
(54.8%) |(45.2%) (1.03-2.37)
Urban (139 73 1
Place of (65.6%) |(34.4%)
residency Rural [110 82 0.088 1.42 0.035* |1.585 |1.033 [2.432
(57.3%) (42.7%) (0.95-2.12)
Under (130 100 1
Age of the 5 (58.0%) (42.0%)
child (in Year){5-14 |[111 55 0.071 (0.68 0.086 |.679 437 1.056
66.9%) (33.1%) (0.45-1.03)
No 157 723 1
Lack of sleep 68.6%) (31.4%)
Yes 92 83 0.001 1.967 0.022* 11.691 |1.080 [2.646
(52.6%) |(47.4%) (1.309-2.956)
. No 166 96
D1ff1(:1}lty of (66.0%)  (24.0%) 1
?:;i?fgslg M Yes 63 59 0.001 |1.814(1.178- 0.141 |1.436 |887 [2.323
(51.6%) |(48.4%) 2.795)
No 148 76 1
) (66.1%) |(33.9%)
Lack of financer - =51 79 0.041 [1.523 0519 [1.162 |736  [1.834
(56.1%) |(43.9%) (1.0172.281)
No 168 84 1
The child's (66.7%) (33.3%)
heart surgery [Yes Sl 71 0.008 [1.573 0.180 [1.380 862 [2.210
(61.38%) |(46.7%) (1.161-2.648)
) No 174 86
Hospital (66.9%)  |(33.1%) !
admission of
hild Yes 75 69 0.003 1.861 0.129 |1.419 1903 2.228
(52.1%) |(38.4%) (1.227-2.824)
No 179 87
Severity of the (67.3%) |(32.7%) 1
child's CHD |Yes 70 68 0.001 1.999(1.035- [0.012* 1.800 |1.139 [2.843
(50.7%) (49.3%) 2.372)
'Waiting long [No 151 84 1
for child's (64.3) [35.7%)
cardiac Yes 98 71 0.202  |1.302 0.630 |1.119 [0.708 [1.767
(58.0%) (420%) (0.868-1.958)
rocedure

Statistically significant for association (p<0.05). AOR= adjusted odds ratio; COR= Crude odds
ratio; ClI= confidence interval.
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Associated factor of Anxiety

In the bi-variable logistic regression, anxiety was significantly associated with, lack of sleep,
continuity of the child’s medical treatment, waiting too long for the child’s heart surgery, child’s
heart surgery, child’s, hospital admission, parents social support status, lack of finance for
child’s medical treatment, difficulty of parenting other families, severity of the child’s CHD, and

sex of the child.

In the multivariate logistic regression analysis, lack of finance for child’s medical treatment,
child heart surgery, sex of the child and continuity of the child’s medical treatment were
significantly associated with anxiety (p<0.05). Parents of children with CHD who had lack of
finance for their child’s medical treatment status were 1.64 times more likely to suffer from
anxiety than those parents who had no financial challenge (AOR = 1.64, 95% CI =1.039- 2.589).
Parents of children whose child hadn’t yet undergo heart surgery were 1.77 times more likely to
develop anxiety than those parents whose child had undergone heart surgery (AOR= 1.77, 95%
CI=1.051-2.979). Parents who had male child were 0.648 times less likely to have anxiety than
parents who had female child (AOR=0.648, 95% CI=0.146-0.94). Parents who had challenges
with continuity of the child’s medical treatment have 40% risk to suffer from anxiety than those

of parents who had no challenges with continuity of the child’s medical treatment.

Table 9: Factors associated with anxiety among parents of children with congenital heart disease
at SPHMMC, TASH and Cardiac center Ethiopia, 2024.

Variables Anxiety P- |COR P- AOR 95% CI for
value |(95%) value |(95%CI) | EXP(B)
No Yes Lower | Upper
Social support | No 174 84 1
status (67.4%) |(32.6%)
Yes 81 65 0.017 0.136 0.083 |1.475 0.951 |2.290
(55.5%) |(44.5%) (0.0181.04)
Sex of child Female (126 87 1
(59.2%) [(40.8%)
Male |129 62 0.82 10,696 0.042%|0.640 0.416 |0.984
(67.5%) (32.5%) (0.95-2.17)
Lack of sleep |No 156 73 11856 1
(68.1%) |(31.9%)
Yes 99 76 0.017 | 1.641 0.138 |1.408 0.896 |2.214
(56.6%) |(43.3%) (1.09-2.46)
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Undergo heart |yes 73 27 1
surgery (73%) (27%)
No 182 122 0.19 [1.812 0.032* | 1.770 1.051 [2.979

(59.9%) |(40.1%) (1.102-2.3)

Difficulty of |No 189 93 1

parenting my (67.0%) (33.0%)

families Yes 66 56 0.14 |1.724 1.239 ]0.332 0.827 |2.144
(54.1%) | (45.9%) (1.12-2.7)

Lack of No 156 68 1

finance for (69.6%) (30.4)

child’s medical | Y€ 99 81 0.03 |1.877 0.034%* |1.640 1.039 |[2.589

treatment (55.0%) | (45%) (1.25-2.8)

Continuity of | No 167 273 1

the child's (61.2%) |(38.8%)

medical Yes 88 43 0.243 (0.77 0.032* |0.597 0.372 ].958

treatment (67.2%) |(32.8%) (0.497-1.2)

Waiting too No 157 78 1

long for the (66.8%) (33.2%)

child’s heart Yes 98 71 0.070 | 1.458 0.218 |1.316 0.851 |[2.035
(56%) (42%) (0.97-2.19)

surgery

Hospital No 170 90 1

admission of (65,4%) (41%)

the child Yes 85 59 0.205 |1.311 0.619 |1.121 0.716 |1.755
(59%) (41%) (0.92-1.99)

Severity of the | No 175 91 1

child’s CHD (85.8%) |(34.2%)

Yes 80 58 0.123 |1.394 0.152 |1.393 0.885 12.193

(58%) (42(%) (0.91-2.52)

Statistically significant for association (p<0.05). AOR= adjusted odds ratio; COR= Crude odds
ratio; ClI= confidence interval.
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Associated factors of stress

In the bi-variable logistic regression, stress was significantly associate with number heart defect,
Sex of parents, know child's medications, lack of sleep, Difficulty of parenting my families,
child’s heart surgery, costs of child’s heart surgery, hospital admission of the child, Severity of

the child’s CHD, Social support status of parents.

In the multi-variable logistic regression, sex of parents, child’s hospital admission, knowing
child’s medication, social support status of parents and difficulty of parenting other family
member were significantly associated with stress (p<0.05). Male parents (fathers) were 1.766
times more likely to have stress than female parents (mothers) (AOR= 1.766, 95%ClI= 1.126-
2.771). Parents with poor social support status were 2.021times more likely to have stress than

those parents who had received good social support (AOR =2.021, 95% CI =1.289-3.168).

Table 10: Factors associated with Stress among parents of children with congenital heart disease
at SPHMMC, TASH and Cardiac center Ethiopia, 2024.

Variables Stress P- COR P- AOR 95% CI or
value |(95%) value |(95%C) EXP(B)
No Yes Lower | Upper
Number heart | 1times |68 32(32.0%) 1
defect (68.0%)
2 times [205 99 0.009 (0.319 0.050 [2.054 [0.999 [4.227
(67.4%) |(32.6%) (0.093-1.1)
Sex of Female (182 71 1
parents (71.9%) |(28.1%)
Male 91 60 0.016 [1.690 0.013* | 1.766 1.126 [2.771
(60.3%) | (39.7%) (1.104-2.6)
know child's [Yes 89 33 1
medications (73.0%) |(27.0%)
No 184 98 0.013 [1.436 0.137 |1.457 [0.887 [2.396
(65.2%) |(34.8%) (0.899-2.3)
Lack of sleep |No 163 66 1
(71.2%) | (28.8%)
Yes 110 65 0.077 [1.459 0.496 |1.174 [0.740 |[1.861
(62.9%) | (37.1%) (0.96-2.22)
Difficulty of |[No 197 85 1
parenting (69.9%) |(30.1%)
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families Yes 76 46 0.137 {1.403 0.320 |1.281 |0.786 |2.090
(62.3%) |(37.7%) (0.898-2.3)

The child's ~ [NO 197185 !
(69.9%) |(30.1%)

heart surgery

Yes 76 46 0.141 |1.377 0.647 |1.120 |0.690 |1.819

(62.3%) |(37.7%) (0.899-2.1)

The costs of | No 197 85 1

child’s heart (69.9%) |(30.1%)

Yes 76 46 0.122 | 1.403 0.199 |1.366 |0.849 |2.198

surgery
(62.3%) |(37.7%) (0.913-2.2)

Hospital No 197 85 1

admission of (69.9%) |(30.1%)

the child Yes 76 46 0.066 |1.496 0.448 [1.202 |0.748 |1.931
(62.3%) |(37.7%) (0.974-2.3)

Severity of | No 184 76 ( 1

the child's (70.8%) (29.2%)

CHD Yes 89 55 0.039 |1.578 0.072 |1.548 ]0.962 |2.491
(61.8%) |(38.2%) (1.024-2.4)

Social Good 191 67 1

support status (74.0%) | (26.0%)

of parents poor 82 64 0.000 |2.225 0.002% |2.021 1.289 |3.168
(56.2%) |(43.8%) (1.448-3.4)

Statistically significant for association (p<0.05). AOR= adjusted odds ratio; COR= Crude odds
ratio; ClI= confidence interval.

30



6. Discussion

The results of this study showed that having a child with congenital heart defect induced high
levels of stress as well as depressive and anxiety disorders in the vast majority of parents.
Prevalence of depression in the study was found to be 38.4% (CI: 0.336-0.433) which is higher
than study conducted in Egypt (32.2%) (47), Australia (26%) (51) And Sweden (18%) (46). The
possible reason for this variation might be the difference in the study sample size, study design

and availability of advanced congenital heart defect treatment in these countries.

The prevalence of anxiety in this study was found to be 36.9% which is in line with the study
conducted in Egypt (37.4%). In contrast prevalence of Anxiety in this study 36.9 % (CI: 0.322-
0.418) is higher than the study result conducted in Australia (25%)(71) and in Sweden (16-18%)

(35). The discrepancy may reflect variation in sample size &methodology of study.

The current study has revealed a notable prevalence of stress among parents of children with
congenital heart disease, with 32.4 % reporting significant stress level which aligns with the
study conducted in Australia that stress prevalence was stress (32%) (51). This study has found
that stress was more prevalent in male parents (fathers) than females (mothers) (39%). In
contrast the study conducted in Italy has reported that stress levels were significantly higher in
mothers than in fathers and the prevalence of stress among male in this study were less (stress:
81.8% mothers versus 60.6% father (72). the prevalence of stress in father The reasons for the

variation might be the difference in culture.

In this study Parents from rural the rural area were 3.057 times more likely to suffer from
depression compared to parents living in the urban areas (AOR = 3.057, 95% CI: 1.064 - 8.787)
for depression. In contrast, the study conducted in Poland has revealed that compared to parents
in rural regions, parents in cities had a higher likelihood of experiencing depression (OR = 2.81,
95% CI:1.13-7.01 for depression) (57). The possible reason for this variation might be due to
differences in access for child’s medical treatment, culture and life style between Ethiopia and
Poland whereas in Ethiopia. Parents of children with CHD from rural area had indirect costs like

long distance travel contributed to this challenge(73).

The study has indicated that 43.3% of parents had lack of sleep causing a significant depression
which is higher than the study conducted in Nepal that 28.4% reported that occasionally they
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experienced sleep disturbances (18). This variation might be due to better resilience coping
ability of parents in Nepal. In this study, it was found that, 34.2 % of parents who were worried
about severity of their child’s CHD had significant depression. However it is higher in the
present study, this result were supported by a study in Norway that 29% of the mothers whose
children had severe CHD had clinically significant depression (74). The possible reason for this

difference might be due to better treatment of congenital heart disease in Norway.

The present study has revealed that 45% of parents had lack of finance for child’s medical
treatment which is similar with the study conducted in Nepal that 44.2% of the mothers reported
that they were always financially strapped while caring for their child (18) and in Pakistan, about
40% of families who covered their children's medical bills without government assistance
borrowed money from friends and family, 50% of the families either lost their jobs or businesses
or took unpaid leave, and a tiny percentage of the families had to sell their property to cover the
costs (59) . Over 10% of the family income in Nigeria was spent on treating a kid with CHD,

according to one-third of the families surveyed (60).

The study finding has found that 36.9% of parents had poor social support which is supported by
the study conducted in Netherland that approximately 40% of parents of children with congenital
heart disease report a need for psycho-social care (74). The present study has revealed that
anxiety in 38.8% parents of children with congenital heart disease was associated with continuity
of child’s medical treatment. This may be because continuity of the treatment demands an
increased finance and time to spend with the child causing parents to lose their job. Parents who
have a kid with significant health care requirements might have to work fewer hours per week or

leave work to attend doctor appointments (58).

In this study it is found that 40.1% of PCCHD whose child did not undergo cardiac surgery had
anxiety. In contrast to this, a study in Australia has reported that 38.5% of parents of children
undergoing surgery for a CHD had a higher rate of emotional distress (53). The possible reason
for this difference might be due to being uncertain about the child’s futurity and fear of child’s
deterioration due to the delay for the child’s heart surgery in Ethiopia and parents whose child
undergone heart surgery in Australia may be too much frustrate about the outcomes of heart

surgery and pains the child feels during the surgery.
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7. Conclusion

The study had revealed significant rates of depression, anxiety and stress among parents of
children with congenital heart disease at SPHMMC, TASH and Cardiac center Ethiopia.
Prevalence of depression was associated with parent’s rural residence, lack of sleep and severity
of child’s congenital heart disease. Anxiety was prevalent in parents who had not heard about
CHD before their child was diagnosed, parents who had challenges with continuity of the child’s
medical follow up and parents who had lack of finance. Stress was more common in male
parents (fathers) and parents who had received poor social support. In order to lower the risk of
depression, anxiety and stress as well as to lessen the burden of disease, preventive measures
such as early intervention and mental health screening, psych-social support financial support
should be implemented. This can be achieved by involving mental health professionals and

community organizations.
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8. Strength and limitations of the study

Strength of the study

The study is new and often lies in its ability to explore and uncover new insights or perspectives
that have not been previously investigated. The finding could offer the way for further researches

and practical approaches in the field.

Limitations of the study

In conducting this study using a cross sectional design, it is important to acknowledge inherent
limitations, that due to the simultaneous assessment of both exposure and outcomes at a single
point in time, causal relationship cannot be established. This restricts to infer whether the
observed associations truly indicate cause and effect relationship. Thus, it is not possible to

identify whether depression, anxiety, and stress influenced the associated factors or vice versa.

34



9. Recommendations

To reduce the burden of illness and the likelihood of experiencing stress, anxiety, and
depression among parents of children with congenital heart disease (CHD) stakeholders
can play a significant role by implementing the following suggestions.

Health professionals: should make sure parents have access to thorough education and
information regarding congenital heart disease (CHD), its treatment, and the support
services that are available. This can reduce ambiguity and provide parents the power to
decide on their child's care with knowledge.

Non-governmental organizations (NGOs): should endeavor to guarantee parents'
access to financial and social services; aid parents in resolving financial difficulties by
putting them in touch with resources like financial counseling, support groups, or benefits
they could qualify for. Taking care of a financial stressors can alleviate overall burden in
parents.

Government; should advocate for policies that support families affected by CHD,
including health care service, insurance coverage, and educational accommodations and
should engage with policy makers to prioritize the needs of these families.

Parents: seek information from reputable resources and health care professionals to stay
informed about the child’s condition and prognosis. Understand the medical aspects of
can reduce uncertainty and anxiety. And should engage with family member, friends, or
religious /spiritual communities who can provide assistance.

Future researchers: should investigate further to find out unaddressed challenges of

parents of children with CHD in this study are.
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11. Annexes

Annexes-1I Informed consent.

Participants Information Sheet and Informed Voluntary Consent Form for Participants
Selected for the Study.

My name is I am working as a data collector for the study being conducted on
Depression, anxiety, stress and their associated factors among parents of children with congenital
heart disease; I kindly request you to lend me your attention to explain you about the study.

* Study title-: Depression, anxiety and stress among parents of children with congenital heart
disease at cardiac follow up clinic, SPHMMMC, TASH and Cardiac Center Ethiopia, Addis
Ababa, Ethiopia.

* Purpose: The study will help to assess prevalence and severity of depression, anxiety, stress
and their associated factors among parents of children with Congenital Heart disease.

* Procedure and duration: There are a total 47 questions to be answered where I fill the
questioner by interviewing you. The interview will take around 30 minutes.

* Risks and Benefits: The risk of being participating in this study is very minimal, except
taking some minutes, for the interview, there is no other risk that you will face. By
participating in this study you will not get direct benefit but the outcome of this study will
be useful tool for decision making.

* Confidentiality: The information, which you provide us, will be confidential. There will be
no information that will identify you. Finding of study will be general for the study
population and will not reflect any thing particular of individual person. The questionnaire
will be coded to exclude showing names; no references will be made in oral or written
reports that could link participants to the research.

* Right: Participation in this study is voluntary. You have the right to declare not to
participate in this study.

* Contact address: If you have any questions or inquiries about the study or the procedures,
please contact and communicate with Principal investigator at any time With this address: -

MenberYilma +251929018438, menberyilma6 @ gmail.com
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Declaration of informed voluntary consent:
I have clearly understood the purpose of the research, the procedure, risks and benefits, issues of
confidentiality rights of participating and contact address for any queries. I have given the
opportunity to ask questions for things that may have been unclear. I am informed on that I have
the right to withdraw from the study at any time; Therefore, I declamy voluntary consent to

participate in this study with my signature.

Name and signature of the participants: ---------==========mmmommmm e date /------ /

Name and signature of data collector: --------==-======emmmmmmmcmmmmee o -date------ [------ [-------
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Annexes- I1. English version questioners.

1. Parents’ socio-demographical data

Please circle the one that you belong to:

Table 11: Sociodemograpic data questioners of parents of children with CHD

S.N | Variables Answers

101 | Sex 1. Male 2. Female

102 | Age

103 | Marital status 1. Single 3. Married
2. Widowed 4. Divorce

104 | Religion 1. Orthodox 4. Muslim
2. Catholic 5. Protestant
3. Other

105 | Educational status 1. No formal education 5. Primary (1-8)
2. Secondary (9-10) 6. Preparatory (11-
3. College diploma 7. university degree
4. Masters degree 8. PhD. degree

106 | Place of residency 1. Urban 2. Rural

107 | Occupation 1. Employed 2. Unemployed

2. Childs' biographical data

Table 12: Child’s demographic data questioner

S.N | Variables Answers
201 The ChlldIS SCX 1 Male 2 Female
202 | The child's Age
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203. | Educational 1. No formal education 5. Preparatory (11-12)
status 2. KG 6. College diploma
3. Primary (1-8) 7. University degree
4.

Secondary (9-10)

2. Child’s type of CHD and number of heart surgeries

Table 13: Child’s heart surgery related questioner

S.N | Variables Answer
301 | The type of child’s heart defect l. ASD 4. VSD
2. TOF 5. AVSD
3. PDA
4. Aortic Coarctation
302 | No of defects 1.1
2.2
3.>3
303 | Does your children undergo Heart surgery 1. Yes 2. No
304 | If your answer is Yes for question # 10 how 1. 1 times
many times does your child’s undergo heart 2. 2times
3. 3times.

surgery

4. Parents awareness related to CHD

401.Have you ever heard about CHD before your child is diagnosed with CHD?
1. Yes 2. No

402. When was your child diagnosed with congenital heart disease?

1. Before birth 2. After birth
403.Do you believe that CHD is treatable (curable) disease?
1. Yes 2. No

404. Do you think your child’s heart disease will be reversed to normal through the
treatment you have been receiving?

1. Yes 2. No
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405. Do you know the medications of your child?

1. Yes 2. No

406.Do you have challenges of caring for your child?
1. Yes 2. No

407.1f your answer is YES for question 406, what are the challenges you have been facing

while you are caring for your child? More than one answer is possible

1.
2.
3.
4.
3.

Lack of sleep

Difficulty of parenting my families

Lack of finance for child’s medical treatment
Continuity of the child’s medical treatment

Specity if there is another

408. What worries you about your child medical follow up? More than one answer is

4.

possible

A e

6.

The child’s heart surgery

Waiting too long for the child’s heart surgery
The costs of child’s heart surgery

Hospital admission of the child

Severity of the child’s CHD

Specify if there is another.

Depression, Anxiety and stress scale (DASS-21)

Please read each statement and circle a number O, 1, 2 or 3 which indicates how much

the statement applied to you over the past week. There is no right or wrong answer.

Do not spend too much time on any statement. The rating scale is as follows:

0= did not apply to me at all- Never

1= Applied to me to some degree, or some of the time -Sometimes

2= Applied to me to a considerable degree or a good part of time- Often

3= Applied to me very much or most of the time — almost always
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Table 14: DASS 21 questioners

SN. Questions
6
£ o
= s >
g |&B |2
[ o = —
Z |»n o |<
501 (S) I found it hard to wind down 0 2
502 (S) I felt that I was using a lot of nervous energy 0 2
503 (S) I found myself getting agitated 0 2
504 (S) I found it difficult to relax 0 2 3
505 (S) I was intolerant of any thing that kept me from getting on with |0 2
what I was doing
506 (S) I felt that I was rather touchy 0 2
507 (S) I tended to over-react to situations 0 2
508 (A) I was aware of dryness of my mouth 0 2
I experienced breathing difficulty (e.g. excessively rapid
509 (A) breathing, breathlessness in the absence of physical exertion) 0 2
510 (A) I experienced trembling (e.g.in the hands) 0 2
511 (A) I was worried about situations in which I might panic and make a |0 2
fool of my self
512 (A) I felt I was close to panic 2
513 (A) I was aware of the action of my heart in the absence of physical |0 2
exertion (e.g. sense of heart rate increase, heart missing a beat)
514 (A) I felt scared without any good reason 0 2| 3
515 (D) I couldn’t seem to experience any positive feeling at all 0 2
516 (D) I found it difficult to work up the in initiative to do things 0 2
517 (D) I felt that I had nothing to look forward to 0 2
518 (D) I felt down-hearted and blue 0 2
519 (D) I was unable to become enthusiastic about any thing 0 2| 3
520 (D) I felt I wasn't worth much as a person 0 2 3
521 (D) I felt that life was meaningless 0 2
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5. Oslo Social Support Scale OSSS-3)

601. How many people are so close to you that you can count on them if you have great

personal problems?

1

None

2
1-2 people

3

3-5 people

4
5+ people

602. How much interest and concern do people show in what you do?

1

None

2
Little

3

Uncertain

4

Some

5
A lot

603. How easy is it to get practical help from neighbors if you should need it?

1 2 3 4 5
Very difficult | Difficult Possible Easy Very
easy
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Anexses III. Amharic Version questioners

AMG+E A+ M: +AFEPTF OHY FLPF ADLE AT NADLE 0+ L174, P4 PLTIF NTRIRTF PR
nag, ENAA: NHEME PATN FoIC PANF@- USTTF MAETYT A PIMIR AAGYTA

ENCHT 19+ @MLF AT ANNA U3PF AL ATLLLIM MGF aRZE ANAN, BT APACU
RIGAL: DADG+ A9NELP ATEADPE Fedt AT18AMT NFUHT AME SAUs

PRGRCON:- NP/8/U/T0/T0/NT mel ATNA ANTAALHE UNTHA AT PUITH AN UhIRG
MONA AFCEL ARNANNT AFELP +TPAAR PAN UNTPT ALLLT NERTT N+ M NAN FoIC
J P+mAS URST MAET AR API1MI® AAMTFA SNCH st AT @M AR
Y\ p P FF M-

GAM@-:- G+ NHEME PAN T NANFD ABT MAET aohhd PADY PAATRC MG FoIC
(&NCH bt AT MMT) AGRTIRIIR AG RN PFETIC ART ATID-MT 2284

PANGC 1%k AT PR L F LH:- ACNPT PIPMLPPT NAMPAL 47 D PEPF TFD-:PATPMER
30 B4d ANNN, LDNSA

NIFFATHRPPFNHY DFE BN NMEATEP met LePTT NMEMAL  NA+dC
PAYIRNIRPE gRYGR FoC PAGR: NHU MG O-ND NARATEP $mt+g MPIO APTTFIR 1IC 17
PHYU BFF @Mt ADAL AAMD M, NG PF PIATAA:

PAMER1H:- ACNP PARAMT OOLE NAMLP SUPTA: Y1 +PT PA9748 17C ARAM-I:
PgE %t AMPAL NG+ A+A+eF BIPTA= AT9® PAAANT P+AP 11C APTIBNCHI:
mmee N+T AT8PNL N LLZJIA +AFLPTT NG+ IC APITTF PALTA PP MEID
P& HINPTF AT TIMPAPTF AL LL IO

@ N % NHU DFF @A A+E NPT AL P+aALt 1M NHU MTF @-NM PATRA+E
e A F AAPF=

PARLMAL LA NA DT+ MLIR ANGCFE M PEPTF NAPTT ANAPT NMIFD-I UH, hPTm-
AP IC NHU AR £9994:

MmYNC LA +251929018438 menberyilmab@gmail.com
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NacZs AL e+arA/t 04 P LATTF NFPIR 1T ADo)Ah,:-
PTEY AATYT ANGSTE NIEY ATMPIRETE PARA+E AT AT AMLP FEEFT N97A6
+ e FALE 1A% NAUTF FEET AL MPEPTY ACPMPS ALAT +AMFAL: NMIF@-9° 1H
NMe+ PPM-MF aBNF AT8AT +1910F4A; NAHU NHU MmTF AL ATRA+E £ $REF L7y
N&CTIR ALITMAL-:
P+AFLO/P NI AT &L $7
PanZBE ANANG- NI° AT &L $7

1. POAET NAP-89014 N aoLE

>  ANAP NHCHE @A A8 PANM:-

SN | +tAPPeT aANF
101 | 85 1. O 2. vt
102 | 4LmP NV I |
103 | PoNF U 1. PAIN/F 3. PIn/F
2. P4F/T 4. N9+ P+AP
104 | YL@t 1. ACTRAN 4. TCENFTE
2. hPAN 5. A
3. OAA 9P
105 | eH9oUCtH BZEP | 1. MENG F9RUCH PATR 5. PhAE & TAeam
2. PamgR/p B/B (1-8 N&A) 6. PRLNCIAL 814
3. UA+E 4B (9-10 N&A) 7. bA+E 8914
4. AL (11-12 A&4) 8 ThT8.8.°¢
106 | PADRPLP NFP 1. h+ag 2.1MC
107 | PNS UL P 1. eyt A&+E 2. P94 pig 3. N&Am
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2.PU9F / S N4 PP A0S

SN | +APPeT +APP LT
201 | 8 1. o2 2. vk
202 | 4 &,

203. | PF9OUCH BB 1. @PeNF F9oYCF PAGD
2. PanBan/p P/5 (1-8 N&A)
3. UAtSE 245 (9-10 h&d)

3. PAL. P AN FOIC ARTHF AT PHLLIAT® PAN 2 B15PF NHF

SN | +APPe-T +APPer-TF
301 | PAE PHLMC PAN FIC 3LYT 1. ASD 5. VSD
2. PDA 6. TOF
3. Aortic Coarctation 7. AVSD
4. AANA
302 | PAE P+ PAN FOC NHF 1. ATE 3.nN+
2. UAY 4. het
303 | ARP PAN P& DT +LCIAFA/AFA 1. AP 2.hE
304 | Am PR eM( 3 ARANP 1. 118
APNUPIPAEPPANSLDITATT LR LLT: 2. 21H1
3. h2 1HNAL

4. NHLAC NATNAT PUITH PAN FIC PMALT 1 THN
401. NAAEP P+HLMC PAN FoC NAPAMFP N4t N+LHC NAATLNAT PUITTH AN FoIC
Ng 1N INCP+?

1. A?P 2. ITHNLM AATNZH IR
402. AEP P+ AN FoC AT8ANT P+ J70. AOF 1NL?
1. hdacrmA8./ 8 N4+ 2. Nt+mAL/LF NHA
403. LM AN F9C NUATRT AN+hhA ATLTFA 91HN AAPT?
1.AP 2. PARgD
404. ABPALT/FNAM-UNIRTPASPLANYMR IO M LR PNGT M- LAPAAANAD- PANA?
1.AP 2. ACSIMT AL 2ALROD

405. N+HLMC PAN F9IC PANTT AEPT AP+INNNMT NANT LIMAP L +TPF AXPTH?
1.AP 2.PA9™
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405.AM P 406 AP AP NPT AEPT NMINNNMENF @PTF PIMI>PF (+TPF JOI9°7
TFO? NATE NAL AN APAMT £ FAA=
1. ATPA& M
2. ANTF BNHAN ANATY AGRThNNA aRFC
3. AU9F/Z ANFPT NE 7YHN AATRT T+
4.NN&NF OBl
5. AAN ALTAR.:

406. NAAEP PANTRT ATFA 27T PR TPPFA? NATE NAL ARAN ARAMF £ FAd:
1. PU9F/L PhhImT eMLTT
2. PUTH/L PN 22 RIS
2. AUSH/L PAN 2 mIT ALEID TH NARMNNP AL aRPY
3. PUIH/T A1 2 MIT Deh, PF
5. PU9F PUMRIR g ARNNN
6. AA NA 29AR

5. PRATPC &NCHT YT AT PO-MZT AN P » PEPF (DASS-21)

Phie PHAMD dR9gAeh, NAL D AT+ AACAP 9o PUA ATLM+INC PaPAhF A= ANAPTY
APLT1878.Y ARoAek, P AT €L 0, 1, 2 MLIR 3Y PANM: FhAAT MLIP P+AA+ dRAN
PAge:

0= N&6-9° AATANTEID: 1= N+DAT 248 MEI® N+DAT 1H AAL ATPANLA : 2= NN&E+HEF

£28 AARTEA : 3= NMIPNHIHATANTFTA:
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+¢ T PEPT o
c E T| 5
501 (S) hhneg &hge mege AAAN, Ui NBA $ANPA HT ATIAT +F94 1NC= |0 |1 |2 B
502 (S) N P1CN FANT APtMPTN ATLLT +ATPFTA 0 [1]|2]3
503 (S) pang e e et £3eNZPNT INC 0 [1(2]3
504 (S) HT ATIAT ATFIC 1NC 0 [1(2]3
505 (S) N°NLM Ne- ATBANTD-Y PaR PA+ATFART 3 IF@19° 11C AAFTNTINC 0 |1 (2 B
506 (S) NPAX 20475 1NC 0 [1(23
507 (S) AUEFPF ha®MmT NAL AR PARAMF HINA 1NZH 0 [1(2]3
508 (A) héo NLRCP £FMPT INC 0 (1213
509 (A) Pan+I4 N FOC AIDIT INC 0o 1|23
510 (A) myemem AR INC (AFRAA AL AhNN,) 0 |[1]2]3
511 (A) P+ANt DAL AT8ADNT ATTPALLFR LAY £171+E £3Im £ATE0 [ 1(2 (3
SUT ALAN PHenniP N UL TNCE
512 (A) P&ECYF Nt £MNT9% 1NC 0 (1]23
513 (A) ANAP ATPN P NAANT PANTR+ ADERADC AG dDYN £+MmT INC |0 1123
514(A) PANG FRRLET &CYT +NTRT INC 0 (1|23
515 (D) goYgR W 21F APTFR NIt PAYNTYT ARADAATID YN 0 |112B
516 (D) Né AGRALTF PARYANT LTI IRE INC 0 [1|23
517 (D) goyge PP MNP 17C ATRAAT +NI°HF 1NC 0 |[1]2]3
518 (D) PAN &hoe AT +ATR$S 1NC 0 [1(2]3
519(D) AT M-I 11C &ATT (FFE ) PARIR INC 0 |[1]2]|3
520 (D) ATRAD NHIR PI ATLAAT +ATET 1NC 0 |[1]2]|3
521 (D) MePT FCFIR PAN ATEUY AT INC 0 [1(2]3

6 PANA NAA A7CF a®ANh P (OSSS-3)
601.74% P94 FoIC NIDIPF+ M&FAh PMAM NMI° NSPCNT P+ ENFM APF I

LU TFD?
1. 929"

2. N1-20P+ 3. h3-5AP+F 4. N5 NPT NAL

602. ACNP NTQLLCTHF 11C NPT 927 PUA &AYT AT AANTF PAPA?

1. gnygo 2. 770 (HP PA) 3. ACTIMG ALLAUI® 4. P+mAY 5 ANt

603. ACNP NIZNATP ACSF NLATF KNP TFPT I°1PUA $APT ATPMPP LI°NEA?
1.Nm9> hne 2. hng 3.2FAA 4. PAA 5. NMIR $AA
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12. Declaration

I declared that this research thesis entitled depression, anxiety, stress and associated factors
among parents of children with congenital heart disease is my own work that haven’t been
addressed in the study area as far as my knowledge touched and all the resources I used has been

indicated and acknowledged as complete reference.
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