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Abstract. Adolescents with thalassemia suffer from complex problems, which can
include psychosocial issues, self-image and self-confidence problems, and disruption
in school or social activities. Hope is a fundamental multidimensional psychological
concept that refers to a person’s belief that desired outcomes will be achieved on
the basis of rational and potential goals. This study aimed to examine hope and its
associated factors among adolescents with thalassemia in Indonesia. A cross-sectional
study was carried out at the Thalassemia Polyclinic in four general public hospitals in
West Java, Indonesia. The following inclusion criteria were used: (1) adolescents (10-19
years) who obtained frequent blood transfusions; (2) able to write, read and patrticipate;
and (3) aware of their own diagnosis. A convenience sample strategy was used to
choose the participants. The Children’s Hope Scale was used to measure the outcome.
Linear regression analyses were used to investigate the factors associated with hope.
The mean overall hope score among adolescents with thalassemia was 3.34 (SD =
1.15). The mean of agency was 2.78 (SD = 1.37) and of pathway was 3.89 (SD = 2.01).
Age, transfusion period and hemoglobin explained 26.1% of the variance in the overall
hope score; 23.8% was explained by the agency domain, and 30.1% by the pathway
domain. This study demonstrated that hope plays a unique role in adolescents with
thalassemia. As a result, it is critical to develop information and empirically based
interventions that help adolescents’ caregivers to enhance their feelings of hope.
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Thalassemia is a natural disease and long-term treatment than can negatively affect
the patient’s physical appearance and psychological problems [1]. Thalassemia affected
adolescent’s physical performance such as cooley facias, mongoloid eyes, depressed
nasal bones, maxillary hypertrophy, enlarged liver, and spleen, reduced muscle mass,
growth failure, and delayed puberty [1,2]. Psychological problems have a stronger
impact, especially on adolescents, because adolescence is a period of transition from
children to adulthood, there are psychosocial changes to meet the needs of self-identity

and greater autonomy [3,4].
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Adolescents with thalassemia suffer from complex problems, including psychosocial
problems, self-image and self-confidence problems, and disruption in school or social
activities [5,6]. The prevalence of psychological problems in adolescent’s thalassemia
major was high, including 60.9% experienced of severe anxiety, 59.4% stress, and
18.8% depression [7]. In addition, previous studies reported that thalassemia adolescents
suffered from hopelessness, moderate loneliness, higher anxiety, and low self-esteem
compared to healthy adolescents [8—10]. Psychological problems can become a barrier
to adherence to diet and recommended medication, and have negative effects on self-
care and treatment outcomes including quality of life [11].

Hoe is a fundamental multidimensional psychological concept that refers to a person’s
belief that desired outcomes will be achieved on the basis of rational, potential goals
[12]. Hope is a motivating factor for undertaking or continuing acts to achieve a goal and
can be promoted or maintained by individual support networks and interpersonal rela-
tionships [13]. In addition, studies suggest that optimism is considered an inner source
[14], that is vital to seeking the sense of one’s life, unity, optimistic self-assessment, and
self-assessment [15], which can eventually contribute to self-actualization [16]. According
to [12], hope and expectations reflect individual perceptions regarding their capacity to
clearly conceptualize goals, develop specific strategies to achieve these goals (path-
ways thinking), initiate and maintain motivation to use these strategies (agency thinking).
According to [17] hopes are human strengths which are characterized by one’s ability
to set clear goals, develop specific strategies to achieve goals (pathways) and maintain
motivation to use existing strategies . Previous evidence has been reported that hope
was associated with a health indicator such as coping, self-esteem, and quality of life
[18—-20].

In chronic diseases such as thalassemia, hope has a significant meaning. Several
studies suggested that people with less hope were more likely to suffer from depression
and maladaptive coping than people with high hopes [21-23]. Thalassemic adolescent
reported to have maladaptive coping, which shows feelings of helplessness and hope-
lessness [11,24] In contrast, thalassemia patients who have high hopes take action to
avoid complications by adhering to iron chelation treatment, maintaining the frequency
of control to the doctor and getting regular blood transfusions [21,23]. However, the
focus of systematic research on the meaning of hope has not been carried out across
cultures. To uncover the meaning of hope in chronic diseases, [22] has conducted

studies of patients who have chronic diseases using open questionnaires.

Research about exploring hope conducted by [25] concluded that there are several

factors that can influence expectations, namely social support, religious trust, and
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control. Hope has a close relationship with social support. In the research on patients
whom suffering from chronic diseases [26] concluded that family and friends were
generally identified as a source of hope for sufferers of chronic illness in several
activities such as visiting a place, listening, speaking, and providing physical assistance.
Meanwhile, [27] identifies the defense of family role relationships as crucial for the level
of expectation and coping. Research by [21] in Pakistan showed that male children had
more physical and emotional health problems than female children. However, they were
high hope than female children; there was a negative relationship between physical and
emotional health problems and hope of children. Therefore, this study aimed to hope

and its associated factors among adolescents with thalassemia in Indonesia.

21. Study design and Setting

A cross-sectional study was carried out at the Thalassemia Polyclinic in four general

public hospitals in West Java Indonesia. Data was collected from April to May 2021.

2.2. Sample

The following criteria were applied to patients, who were: (1) adolescent (10-19 years),
who got frequent blood transfusions, (2) they were able to write, read and participate
and (3) completely aware of their own diagnosis. Patients having a history of mental
illness or cognitive impairment were eliminated, as were those who were illiterate and
unable to complete a survey. A convenience sample strategy was used to choose the
participants who were eligible for the study. Eighty percent of the 150 adolescents with

thalassemia who matched the inclusion criteria and had an effective response rate.

2.3. Ethical consideration

The study has been authorized in compliance with ethical standards by an affiliated
university’s ethical committee. Patients were given informed consent forms and surveys
to sign. Everyone who participated was assured of secrecy and the opportunity to

decline or withdraw completely independently and without penalty at any moment.
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2.4. Measures

The demographic datasheet includes information such as age, gender, educational
level, race, family income, and co-morbidity information. The Children’s Hope Scale
(CHS) is a questionnaire developed by Synder [28]. The Hope Scale for Children is a
downward extension of the Hope Scale for Adults and is used to examine children’s
hope. The Children’s Hope Scale is comprised of six statements that are rated on a
Likert-type scale from 1 (never) to 6 (always). The agency and the pathway played a
significant role in determining the scale’s components. The Cronbach Alpha coefficient

in the current study was 0.705.

2.5. Procedure

Adolescents completed self-report surveys after providing written, informed consent. In
the study period from April to May 2021, the adolescents included 150 patients who
visited a hospital for outpatient care as well as 120 participants who participated in an
online questionnaire. It was only after the researcher had fully discussed the aims of
the investigation and gained managerial consent that he published information about
the study. Adolescents who have a chronic condition and agreed to participate in the
survey completed it. If any participants had questions as they went through the survey,

the researcher was there to help them immediately.

2.6. Data analysis

This study was employed by the ANOVA/t test to describe the average quotas for
different demographic and clinical categories. Linear regression analyses were used to
investigate the factors associated with hope. The statistical analyses were performed

using SPSS for Windows (22.0), with 0.05 being considered statistically significant.

The demographic and clinical characteristics of the patients are summarized in Table
1. Of the 120 people, sixty-five (54.17%) were boys, whereas 55 (45.83%) were girls.
Patients ranged in age from ten to nineteen years, and 35.83 percent of participants
were primary students. In terms of clinical characteristics, 64.17 percent received blood

transfusions once every one to three months, 4.17 percent had comorbidity, and 77.5
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TABLE 1: Demographic and clinical characteristics and the score of hope among adolescents with

thalassemia (n=120)

n (%)
Age
10-15 76 (63.33)
16-19 44 (36.67)
Gender
Boy 65 (54.17)
Girl 55 (45.83)
Education level
Elementary school 38 (35.83)
Junior high school 25 (20.83)
Senior high school 32 (26.67)
Transfusion period
Once in 1-3 months 77 (64.17)
Once in 3-6 months 43 (35.83)
Comorbidity
Yes 5 (4.17)
No 115 (95.8)
Hemoglobin (mg/dl)
5-6 27 (22.5)
7-8 93 (77.5)

Mean

3.54
417

3.07
419

2.51
3.32
3.64

2.44
3.29

276
2.93

3.08
a4

SD

1.77
1.55

117
1.82

1.05
113
1.43

1.07
1.43

1.01
1.99

1.77
1.55

Hope

F/t

2.31

1.55

1.31

0.47

1.82

3.18

p-value

0.036

0.516

0.197

0.01

0.242

0.021

TABLE 2: A descriptive statistic of hope in studied participants (n=120)

Mean +SD
Overall hope 3.34 + 115
score
Agency 2.78 +1.37
Pathway 3.89 + 2.01

percent had hemoglobin levels of 7 to 8 mg/dl. Among the variables in this study, the

difference in the hope scores was significant across groups, including age (t = 3.621, p
= 0.025), transfusion period (t = 4.167, p = 0.011), and hemoglobin (t = 3.008, p = 0.021).

Table 2 presents descriptive statistic of hope in studied participants. The mean

overall hope score among adolescents with thalassemia was 3.34 (SD=1.15). The mean
of agency was 2.78 (SD=1.37) and pathway was 3.89 (SD=2.01).

Table 3 shows that all of the independent variables associated with thalassemic

adolescents’ hope in univariate analysis (p<0.025) were inserted into model. Age,

transfusion period, and hemoglobin associated contributed significantly to the variance
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TABLE 3: Hierarchical multiple regression analysis results of hope in adolescent with thalassemia (n=120)

Variable Overall hope score Agency R (SE) pathway % (SE)
R (SE)

Age 0.158 (0.074) * 0.173 (0.074) *  0.153 (0.095) *

Transfusion period -0.187 (2.081) * -0.158 (2.615) *  -0.192 (2.274)

Hemoglobin 0.193 (0.078) * 0.071 (0.018) 0.135 (0.071)

R? 0.261 0.238 0.301

Note: * p<0.05; *p<0.001.

in hope. Age, transfusion period, and hemoglobin, explained 26.1% of the variance in

overall hope score, 23.8% for agency domain, and 30.1% for pathway domain.

Hopefulness has been shown to aid the growth of health in teenagers and young adults
with an illness [29]. In addition, a larger degree of hope is connected with more hope
and people who are hopeful are trying to conduct themselves in healthy behaviours,
even with their severe symptoms, which help chronic diseased healing [22]. People with
hope may tolerate more suffering because they are better equipped for it. Additionally,
[30] states that hopeful individuals have a variety of life goals, including preserving
good health, throughout a variety of life sectors. A "goal impediment” diagnosis like
thalassemia (or, alternatively, other chronic diseases) might help people who have an
interest in and some support for treatment do more research, work on collaboration with
others in their treatment group, and pursue options that are available outside of what
they believe is best treatment, all in order to free themselves from what their diagnosis

would mean for them [30].

Hopefulness has been shown to aid the growth of health in teenagers and young
adults with an illness [29]. In addition, a larger degree of hope is connected with
more hope and people who are hopeful are trying to conduct themselves in healthy
behaviours, even with their severe symptoms, which help chronic diseased healing [22].
People with hope may tolerate more suffering because they are better equipped for it.
Additionally, [30] states that hopeful individuals have a variety of life goals, including
preserving good health, throughout a variety of life sectors. A “goal impediment”
diagnosis like thalassemia (or, alternatively, other chronic diseases) might help people
who have an interest in and some support for treatment do more research, work on

collaboration with others in their treatment group, and pursue options that are available
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outside of what they believe is best treatment, all in order to free themselves from what

their diagnosis would mean for them [30].

This study found that age, blood transfusion period, and hemoglobin were associated
with hope. According to [19] antecedent variables that are relevant for distinguishing
one’s hopes are first, beliefs about the potential to overcome problems, secondly self-
esteem, and thirdly social support. But the results of other studies mention some
essential factors that influence hope in adolescent, it consists of social support, faith
and religion, and control factors. A study by [31] in Greece examined 74 adolescent
thalassemia. The results of the study show that thalassemia adolescents have high
expectations. About 66% teenage thalassemia reported that they would be able to
take care of themselves, 95% of our teenage thalassemia was not particularly bothered
about their routine blood transfusion, 90% had no complications and 82% responded
that they had good or very good information on their own health condition. There is
also a significant relationship between expectations and therapeutic knowledge. Their
excellent knowledge of therapy has enabled them to project their passion for the family
and everyday life in the future.

However, there are several limits that must be considered. The study’s variables
could not be clearly distinguished in regards to which one is the cause and which one
is the effect. Secondly, this research did not examine age-specific advances in disease
and progression together with clinical characteristics such as iron chelation. These
factors will have a major impact on how patients respond to this issue. This strategy
would allow for a more comprehensive examination of the effects of developmental
stage on adolescents’ hope. It is recommended that future research investigate the
moderator/mediator effect of a patient’s stage of development on the correlation of
hope. Last but not least, given the focus on the self-reputation of adolescences, care
is needed due to unconscious prone to one-methods and to the need, together with
a group of key respondents (for example, parents, teachers and/or clinics, to further
research based on a multi-method analysis approach). Finally, because the sample was
drawn from the West Java region, we were able to rule out the potential that results
were influenced by the quality of organizational assistance offered or other contextual

variables, which must be carefully evaluated.

The current study demonstrates that hope plays a unique role in adolescents with

thalassemia. As a result, it’s critical to develop information and empirically proven
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interventions that help adolescents’ caregivers make the most of them enhance their
hope. The current research emphasized the critical nature of applying evidence-based
practices that strengthen cognitive-motivational qualities, such as hope, with the goal of
aiding teenagers in better coping with their disease and any accompanying unfavorable

experiences.
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