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ABSTRACT

Thalassemia major necessitates routine treatment that affects the physical, psychological, and social capacities
of both the sufferers and their parents. In these circumstances, the way parents perceive their child's illness
significantly influences their quality of life, making this a crucial aspect to consider.Objective: This study
aims to explore the relationship between illness perception and quality of life in parents of adolescents with
thalassemia major at RSUD dr. Slamet Garut. Method: The study employed a cross-sectional approach,
including 64 parents of adolescents with thalassemia major (aged 10-18 years) selected through consecutive
sampling. The Brief Iliness Perception Questionnaire (BIPQ) was used to measure illness perception, and the
World Health Organization Quality of Life Brief Version (WHOQoL-BREF) was used to assess quality of
life. Both instruments are validated and reliable, with BIPQ having reliability coefficients of r=0.40-0.78
(0=0.74) and WHOQoL-BREF having r=0.39-0.79 (0=0.94). The Spearman correlation test was utilized for
bivariate analysis. Results: The findings indicated that 55 respondents (85.9%) had a positive illness
perception of thalassemia, and 61 respondents (95.3%) reported a high quality of life. The correlation analysis
revealed a significant relationship between illness perception and the quality of life of parents, with a
correlation coefficient of 0.548 (p<0.05). Conclusions: This concludes that there is a significant relationship
between illness perception and quality of life in parents of adolescents with thalassemia major at RSUD dr.
Slamet Garut.
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INTRODUCTION

Thalassemia is a hereditary hemolytic genetic disorder characterized by impaired hemoglobin
synthesis due to a genetic mutation, resulting in damaged hemoglobin within red blood cells
(Salsabila et al., 2019). It is the most prevalent hemolytic hereditary disease globally, causing
significant child mortality annually (Rujito, 2019). In Indonesia, 6-10% of the population is
affected, with the highest cases in West Java (KEMENKES, 2019). As of May 2018, Garut
Regency reported over 270 residents with major thalassemia (Dinkes, 2018). A December
2023 study at RSUD dr. Slamet Garut found 80 adolescents aged 10-18 undergoing treatment,
which includes managing physical and psychological impacts such as stunted growth, bone
deformities, fear, anxiety, and loss of self-confidence (Mardhiyah et al., 2023).

Parents of children with thalassemia face significant challenges, including depression, stress,
and compromised quality of life (Hamsyah & Sakti, 2015; Murali et al., 2022). While most
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parents report good physical health, their psychological, social, and environmental well-being
is moderate (Jacob & Sandjaya, 2018; Fitrilliani et al., 2020). Common issues include high
anxiety, inadequate understanding of the disease, financial burdens, and social isolation
(Saleem et al., 2021; Nabavian et al., 2022). llIness perception, encompassing beliefs about
the disease's characteristics, causes, duration, and treatment, significantly influences parents'
quality of life and emotions (Chilcot et al., 2021; Papadopoulos et al., 2023). Interviews with
nurses and parents in Garut revealed that parents' social and emotional lives are significantly
affected by their children's conditions. Despite feeling tired, parents strive to maintain a
positive quality of life. However, there is limited research on the relationship between parents'
illness perception and their quality of life when they have adolescents with major thalassemia.
This study aims to explore this relationship to better understand how parents' beliefs about the
illness influence their overall well-being and quality of life.

METHOD

This research is a descriptive study with a quantitative approach that produces data in
numerical form. The statistical technique used to assess the relationship between variables is
the correlational technique with a cross-sectional approach. The subjects of the research are
parents with teenage children (10-18 years old) who have major thalassemia and undergo
blood transfusions at dr. Slamet Garut Regional Hospital. The sampling technique used is
consecutive sampling with a total population of 77 people and a tolerance level of 5%. This
research has received ethical approval from the Health Ethics Committee with the approval
letter number 016/KEPK/FITKes-Unjani/l11/2024. The Indonesian version of the WHOQoL-
BREF questionnaire was used to measure the quality of life of the parents. The questionnaire
statements cover the dimensions with a total of 26 statements. Each item is rated on a scale
from 1 to 5. The validity and reliability of this instrument have been previously tested on 30
respondents at the Talun Health Center with an r value ranging from 0.390 to 0.798 and a
reliability value of 0.941, indicating that the instrument is valid and reliable. Disease
perception was measured using the Indonesian version of the B-IPQ (The Brief IlIness
Perception Questionnaire). This instrument consists of 9 items, each measuring a dimension
of disease perception on a scale from 0 to 10. This instrument was tested by Robiyanto et al.
(2016) and was declared valid and reliable with a Cronbach's Alpha value of 0.74. Data
analysis was carried out through univariate and bivariate analysis. Univariate analysis was
performed by calculating the frequency distribution of categorical data, while bivariate
analysis used Spearman's rank correlation to test the relationship between variables. This
research was conducted in the thalassemia outpatient clinic at dr. Slamet Garut Regional
Hospital in March 2024.

RESULTS

Table 1 shows that the majority of respondent were dominated by female (70.3%), in the age
of 19-44 (54.7%), and married (92.2%). Most of the respondents were an elementary school
graduate (35.9%) also currently not working (62.5%). Based on family income, most
respondents were categorize as below the minimum wage (67.2%). Respondents also
dominated by parents who only have 1 thalassemic child (76.6%), also most of them were
statin that they didn’t have any chronic disease (85.9%).

Table 2 shows that most respondents have a positive perception towards thalassemia major as
their child illnesses, unfortunately on a most of them still have negative perception in a few
domain which were consequences (62.5%), duration (95.3%), identity (51.6%) and concern
(96.9%).
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Table 1.
Respondent characteristics (n= 64)

Respondent characteristics f %
Gender

Male 19 29.7

Female 45 70.3
Age

19-44 years old 35 54.7

45-59 years old 29 45.3
Marital state

Married 59 92.2

Divorced 1 1.6

Widowed 4 6.3
Education

Primary school graduate 23 35.9

Junior high school graduate 19 29.7

Senior high school graduate 17 26.6

Diploma or University graduate 5 7.8
Occupation

Unemployed 40 62.5

Labor 7 10.9

Farmer/rancher/entrepreneur 6 9.4

Private Employees/Employees 8 12.5

Military/police/civil servants 3 4.7
Income level

Below regional minimum wage (<Rp 2.150.000) 43 67.2

Equals to regional minimum wage (Rp 2.150.000) 17 26.6

Above regional minimum wage (>Rp 2.150.000) 4 6.3
Number of thalassemic children

1 49 76.6

2 12 18.8

>2 3 4.7
Parent’s illnesses

None 55 85.9

Heart disease (history of heart disease) 1 1.6

Hypertension 3 4.7

others 5 7.8

Table 2.
Frequency distribution of illness perception domains (n= 64)
Illness perception domains f %

Consecuences

Positive 24 37.5

Negative 40 62.5
Duration

Positive 3 4.7

Negative 61 95.3
Personal control

Positive 60 93.8

Negative 4 6.3
Treatment control

Positive 59 92.2

Negative 5 7.8
Identity

Positive 31 48.4

Negative 33 51.6
Concern

Positive 2 3.1

Negative 62 96.9
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Illness perception domains f %
Coherence
Positive 57 89.1
Negative 7 10.9
Emotional representation
Positive 35 54.7
Negative 29 45.3
Table 3.
Frequency distribution of illness perception causal(n= 64)
IlIness perception causal f %
Don’t Know 17 27
Genetic 41 64
Anemia 3 5
Premature 2 3
Fever 2 3
Incest 1 2
Parents had chronic illness 1 2
No appetite 1 2
Colostomi 1 2
Parents eat too much education 1 2
Parents too tired 1 2
Flu 1 2

Table 3 shows that even though there is still parents who state they don’t know what is the
cause of thalassemia on their child (27%), most parents were agreed that thalassemia was

caused by Genetic (64%).

Table 4.
Frequency distribution of illness perception (n= 64)
IlIness Perception f %
Positive 55 85.9
Negative 9 14.1

Table 4 shows that most parents who had an adolescents with thalassemic major
positive illness perception towards thalassemia as their child illnesses.

have a

Table 5.
Frequency distribution of quality of life domain (n= 64)
Quality of life domains f %
Physical health factor
High 57 89.1
Low 7 10.9
Psycological factor
High 59 92.2
Low 5 7.8
Sacial relationship factor
High 60 93.8
Low 4 6.3
Environmental factors
High 59 92.2
Low 5 7.8
Table 6.
Frequency distribution of quality of life (n= 64)
Quality of life f %
High 61 95.3
Low 3 4.7
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Table 5 and table 6 we can see that almost every respondent have a high quality of life
(95.3%) even when we look at each domain, its still dominated by respondents that have a

high quality of life with the highest quality of life was the social relationship (93.8%).

Table 7.

Crosstabs frequency distribution illness perception and quality of life (n= 64)

Total Score WHOQOL

High Low Total
f % f % f %
Positive 55 100 0 0 55 100
Total score BIPQ Negative 6 667 3 333 9 100
Total 61 953 3 47 64 100
Table 8.

Correlation test of illness perception and quality of life (n= 64)

Skor Total WHOQOL

Skor Total BIPQ

Spearman’s rho Skor Total

Correlation

*x
WHOQOL coefficient 1.000 548
Sig. (2-tailed) . 000
n 64 64
Skor Total Correlation .
BIPQ coefficient .548 1.000
Sig. (2-tailed) 000 _
n 64 64

Table 7 and 8 shows the relations between illness perception and quality of life. The results of
spearman rank correlation test obtain a significance value of 0, which means that there is a
significant relationship between illness perception and quality of life of parents with
thalassemic adolescents. The correlation coefficient is 0.548 which means that the level of
correlation strength is categorized as strong.

DISCUSSION

IlIness Perception

In this study, the results indicate that most parents of adolescents with thalassemia major at
RSUD dr. Slamet Garut have a positive illness perception, with 89.1% of respondents holding
positive views and only 10.9% having negative perceptions. This suggests a good
understanding of thalassemia major, its causes, consequences, and management among the
majority of parents, aligning with previous research by Dahlia & Oktiviyari (2011) which
found mostly positive or neutral perceptions among parents. However, other studies show
differing results. Szentes et al. (2017) reported that some parents had negative perceptions
associated with high anxiety, and Salvador et al. (2015) found that parents of children
undergoing treatment had more negative perceptions and lower quality of life. These
variations may be due to differences in cultural context, educational level, and access to
health information. Most respondents in this study were aged 19-44, a demographic typically
more adaptable and optimistic when facing health challenges. Interestingly, despite most
respondents being elementary school graduates, they still had a positive illness perception,
possibly due to strong social support and community involvement. This community support,
along with continuous education from healthcare professionals, helps parents manage their
adolescent's condition effectively. This education is crucial in shaping positive illness
perceptions and reducing fears and anxieties, as supported by studies from Osman (2019).
Only 10.9% of parents had a negative illness perception, likely due to lack of information,
negative healthcare experiences, or high stress and anxiety related to their adolescent's
condition.
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Quiality of Life

The study results indicate that most parents of adolescents with thalassemia major at RSUD
dr. Slamet Garut have a high quality of life, with 95.3% reporting high quality and only 4.7%
reporting low quality. This finding aligns with Estiarti's (2010) study on families at Poli
Talasemia RSUP Dr. Hasan Sadikin Bandung. Research consistently shows that parents of
children with chronic illnesses face significant emotional and social challenges, but good
social support and adaptation can help maintain a high quality of life (Yildirim, 2021).
Cultural, healthcare, and social policy contexts also influence quality of life. In Indonesian
culture, where the majority are Muslim, acceptance and gratitude are core values that
contribute to better quality of life (Sulistyarini, 2019). Most respondents were aged 19-44, a
period where individuals are typically more resilient and capable of adapting to stress.
Cognitive and emotional flexibility, along with social support and healthcare access, plays a
significant role in maintaining a high quality of life despite low income (Toledano-Toledano,
2020). Married respondents reported higher quality of life, supported by emotional, practical,
and financial assistance from spouses (Lohare, 2021; Biswas, 2020). Interestingly, having
more than one child with thalassemia did not lower the parents' quality of life, as the
experience enhanced their adaptability and confidence in managing the disease.

Correlation between illness perception and quality of life

In this study, the relationship between illness perception and the quality of life of parents of
adolescents with thalassemia major at RSUD dr. Slamet Garut was analyzed using the
Spearman rank correlation test. The results show a significant positive relationship, with a
correlation coefficient of 0.548 and a p-value of 0.000. This indicates that the more positive
the illness perception held by the parents, the higher their quality of life. A positive
perception, including a clear understanding of the disease and its management, contributes
significantly to a better quality of life, consistent with previous research by Terrasson (2018).
Various factors influence this relationship, such as parents' education levels, experiences with
the disease, and access to health resources. Parents who believe they have control over
managing their adolescent’s illness and see hope in medical treatments tend to have better
coping mechanisms (Szentes, 2018). Higher education improves parents' understanding and
coping strategies. Encouragement and optimism from believing in effective treatment enhance
quality of life, making parents more likely to engage actively in their adolescent’s care and
build strong social support networks, which are crucial for coping with challenges and
reducing isolation, ultimately enhancing their quality of life (Levinger & Alhuzail, 2018).
Conversely, a negative perception of thalassemia major, viewing it as highly threatening and
prolonged, leads to higher stress and anxiety (Yengil et al., 2014). This negativity can result
in mental health issues like depression, lowering quality of life. In RSUD Kota Garut, where
resources might be limited, a positive illness perception encourages parents to seek additional
resources and information, enhancing their confidence and reducing their psychological
burden. This study underscores the importance of nurses focusing on educating and
emotionally supporting parents, enhancing their understanding and perception of the disease
to ultimately improve their quality of life. Limitations of this studies include the relatively
small sample size and unmeasured factors such as economic conditions, social support, access
to healthcare, and mental health status. Future research should explore these variables more
comprehensively to provide a deeper understanding of their impact on the quality of life of
parents of adolescents with major thalassemia.

CONCLUSION
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This study shows that the majority of parents of adolescents with major thalassemia at RSUD
dr. Slamet Garut have a positive illness perception. Additionally, the respondents’ quality of
life is mostly in the high category, even when looking at individual dimensions of quality of
life such as physical health, psychological well-being, social relationships, and environment,
all are predominantly in the high category. The results indicate that there is a positive
relationship between illness perception and quality of life among parents of adolescents with
thalassemia, meaning that the more positive the illness perception, the higher the quality of
life. This can occur because parents with a positive illness perception will have motivation,
optimism, good coping abilities, and a better social network compared to those with a
negative illness perception. These factors directly enhance the quality of life scores of the
parents. Future research is expected to use larger and more diverse samples and to consider
various other factors that may influence the quality of life.
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