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Abstract

Thalassemia is a chronic illness with having serious psychological challenges for adolescent thalassemic survivors.
Many experienced problematic issues with their self-efficacy and coping as impacts of the disease and its
treatments. Although thalassemia is a major health problem in Indonesia that challenges health care professionals
to improve adolescent thalassemic survivors' quality of life, no studies have been undertaken to improve
self-efficacy and coping of those adolescents with thalassemia by using psycho-education. This research aim was
to examine the effect of psycho-education on self-efficacy and coping of adolescents with thalassemia. The study
was conducted in two hospitals in Garut, Indonesia. The research method used was quasi-experiment with the
pre-post test without the control group. The participants were thalassemic adolescent survivors aged 12-18 years
old with 48 determined by total sampling technique. All participants received the psycho-education intervention
with lecturing and booklet. Participants' self-efficacy was measured with the Chronic Disease Self-Efficacy Scales
(CDSES), and their coping was measured with the Ways of Coping (WOC) Scale. The collected data were analized
by using the Shapiro-Wilks to test for normality and the Wilcoxon test. The results showed there was meaningful
difference with self-efficacy before and after intervention (p<0,001), and meaningful difference on adolescent
thalassemic survivors’coping before and after intervention (p=0,004). It can be concluded that there was a
significant effect of psycho-education on self-efficacy and coping of those adolescent thalassemic survivors.
Therefore, it is recommended that the psycho-education intervention can be used as one of nursing intervention for
enhancing self-efficacy and coping of adolescents with major thalassemia.

Keywords: Adolescents, coping, psycho-education, self-efficacy, thalassemia major
1. Introduction

Thalassemia is a genetic disorder in red blood cells inherited autosomal recessively which is caused by abnormal
hemoglobin production characterized by the complete absence or reduced synthesis of the alpha-or-beta-globin
chain of hemoglobin (Mediani, Tiara, & Mardhiyah., 2019; Madderom et al., 2016). The World Bank (2016) states
that 7% of total world population is carrying thalassemia with them. Each year, around 300.000-500.000 newborn
babies carry severe hemoglobin disorders, and 50.000-100.000 children die from thalassemia. Eighty percent of
those sufferers and casualties are from developing countries. Indonesia is one of those countries located on the
world thalassemia belt, meaning countries with high gene frequency (number carrying characteristic) of
thalassemia. Earlier studies conducted in Indonesia noted that 3-10% of Indonesian citizens carries thalassemia
gene because of the abnormal hemoglobin production (Mediani et al., 2017; Mediani, Tiara, & Mardhiyah, 2019).

Data from the Association of Indonesian Thalassemia Foundation records (2016) noted that in 2006 there were
about 3.053 cases of thalassemia and in 2008 the number increased into 5000. Meanwhile, in 2015 the cases of
thalassemia major reached to 7,029 cases. Among those thalassemic survivors came from West Java elevated
significantly in number from 1.700 patients of thalassemia in 2010 becoming 2.043 in two years (Maghfiroh,
Okatiranti, & Sitorus, 2014). Thalassemia major cases kept increasing in 2017 as many as 8.616 cases in Indonesia.
West Java province is known as high number with 3.264 of thalassemia survivors in 2017. This indicated that West
Java has 42% of total national thalassemia cases and ranked the highest for thalassemia survivors in Indonesia
(Ministry of Health Indonesia, 2017). According to medical record of Garut Distric hospital West Java, on January
2013 there were as many as 230 thalassemic survivors come to Hemato-Onkologi clinic. Out of that number, 162
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patients or 70% were adolescent thalassemic survivors (aged 14-21 years old) (Maghfiroh et al., 2014).
Thallasemia is clearly a public concern in Indonesia that needs to be managed optimally.

Thalassemia for several Southeast Asia countries including Indonesia is major public problem not only for the
thalassemic survivors and their families but also for the Public Health System due to the cost of treatment
involving regular transfusions, iron chelation therapy, frequent hospitalization and general medical follow up
(Mediani, Tiara, & Mardhiyah, 2019; Mediani et al., 2017).

Thalassemia is a chronic illness that presents a range of serious clinical problems and psychological challenges.
Thalassemia gives physical health impacts that can lead to physical deformity, growth retardation, and delayed
puberty (De Sanctis et al., 2006, Mediani, Tiara, & Mardhiyah., 2019). Thalassemia can cause a physical and
psychosocial effect on adolescent thalassemic survivors, such as feeling different from their peers, feeling their
activities being limited, experiencing social isolation, being insecure, feeling anxiety with their unwell condition,
having high temperament, feeling under pressure, and terrible social function of the school, feeling guilty, denial,
and excessive protection (Atiay, 2008; Thiru et al., 2016; Hockenberry & Wilson, 2015; Hashemi et al., 2015; Anie
& Massaglia, 2005; Anggororini et al., 2010). The psychological problems of adolescent thalassemic survivors
may also affect their quality of life.

An earlier study conducted by Tejaningsih (2018) in Garut West Java indicated that self-efficacy of thalassemic
adolescent survivors who are burdened with thalassemia major falls in the medium category (with mean 70,0).
Adolescents who suffer from major thalassemia need adequate self-efficacy to help them overcoming and
responding to stressors as a consequence of having major thalassemia illness. With having high self-efficacy,
adolescents with chronic illness are capable of overcoming social, psychological, and physical obstacles so that it
will also influence the effectiveness of their therapy and provide them bigger faith in their abilities to handle daily
tasks better and do actions to reach their goals (Adegbola, 2011; Huang et al., 2013). Adolescents suffering from
thalassemia experience psychological crisis such as stress, losing control due to different from peers and it requires
coping strategies. Coping strategies are mechanisms which people tolerate and mimimize or mitigate adverse
effects of stressful events. Effective coping strategies are useful to reduce stress and psychological problems
caused by chronic illness (Anie, 2005; Hashemi et al., 2015).

The literature identifies that there are several interventions that can be carried out by nurses to improve the
self-efficacy of adolescents who suffer from thalassemia. Home-care training can develop thalassemia patients'
self-efficacy; there is an increasing mean of self-efficacy after an intervention is accomplished (Moghadam et al.,
2016). The rate of self-efficacy of those people with thalassemia also significantly advances after the intervention
of self- management programs (Ahmadi, Shariati, Jahani, Tabesh, & Keikhaei, 2014). The formation of Group
Medical Appointments (GMA) also positively affects self-efficacy and obedience on children and adolescents with
thalassemia (Madderom et al., 2016).

Another intervention that can be conducted to progress the coping of thalassemic adolescents is coping strategies
training. Coping strategies training has been developed by using focused coping strategies on problems and
effectively dealing with stress and other disease-related problems of those patients with major thalassemia
(Hashemi, Sharif, Karimi, Hemophilia, & Zare, 2015). Bandura (1977) revealed that the role of cognitive
processes in social learning theory and focus on self-efficacy as an antecedent factor of behavior change. A study
found that a psycho-education program is effective in enhancing self-efficacy in patients with chronic illness
(Cheng & Chan, 2005). Psycho-education on adolescents’ thalassemia survivors is used to improve knowledge and
handle psychosocial problems so that they gain positive self-efficacy and coping to deal with their existing
problems (Anie, 2005). According to the theory of Health Promotion Model (HPM) by Pender (1996) which states
that psycho-education can improve someone’s health rate through empowerment attempt with health promotion.
Pender’s health promotion model (HPM) is known and widely used to change unhealthy behaviors. However, to
this present, researchers have not figured out research that investigates the correlation between psycho-education
intervention, and self-efficacy and coping of adolescents thalassemic survivors both in Indonesia and aboard.
Based on the explanation above and the urgent need for information by thalassemic adolescent survivors, the
researchers were interested in identifying the effect of psycho-education on self-efficacy and coping of adolescents
who struggle with major thalassemia Garut District West Java.

2. Methods
2.1 Research Design

This study used a quasi experiment method with pre-post test without control group design.
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2.2 Setting and Sampling

This study was accomplished in 4 weeks from April 3 - May 3, 2019. The study was conducted at a 26-bed of
thalassemia clinic unit in dr. Slamet hospital Garut and 22-bed of hemato-oncology clinic Guntur hospital Garut
West Java province. The hospitals are referral hospitals in Garut. From the monthly record in October 2018, 164
thalassemia patients visited Thalassemia clinics in two hospitals in Garut, with 28 of whom were adolescents aged
12-18 years old. A total of 48 adolescent thalassemic survivors were asked to participate in the study. The
adolescents thalassemic survivors and their parents signed the consent forms. The population of adolescents
thalassemic survivors sampling technique used is total sampling.

2.3 Data Collection
2.3.1 Data Demographic

Demogrphic data such as age, sex, and education level were collected from the adolescent thalassemic survivor
participants.

2.3.2 Self-Efficacy

Chronic Disease Self-Efficacy Scale (SCDSES) was used to analyze adolescent thalassemic survivors’ self
-efficacy. The scale consists of 33 items. The instrument has been validated and tested for its reliability to
adolescents with thalassemia major in Indonesia with a coefficient test result of o as much as 0,942 (Tejaningsih,
2018). Alternative answers range from 1-10. A higher score indicates better self-efficacy (Lorig et al., 1996). To
gain ease in univariate interpretation, the average score of self-efficacy is converted into score ranging from 0-100
and are then categorized into the following provision: very low = <60; low = 60-68; medium = 69-76; high = 77-84,
very high >85

2.3.3 Coping

Ways of Coping Scale (WOC) questionnaires by Folkman and Lazarus (1986) was used to measure coping of
adolesecnts thalassemic survivors. The scale is consisted of 66 items in Likert scales. The score was given between
0-3, with (0) means never (never commit to the activity), (1) sometimes (3-4 times during stress/anxiety), (2) often
(twice during stress/anxiety), (3) always (each time experiencing stress/anxiety). The score of WOC might range
between 0-198. Validity and reliability test conducted with result in Alpha Cronbach value was as much as 0,992
(>0,7) and value of r>0,444 meaning that all items in research instrument were reliable and creditable to be used in
this study.

2.3.4 Procedure

Psycho-education intervention in this study was given to adolesecent participants through health educating
activities divided into two sessions. Psycho-education intervention was actualized using lecturing, discussion, and
demonstration method in small groups. The first session was sharing information related to thalassemia and the
second one deals with ways to improve adolescent thalassemic suvivors’ self-efficacy and coping. On the approved
day, participants filled informed consent and participated in pre-test. It was continued with psycho-education
intervention session I namely delivering information about thalassemia. Psycho-education Intervention was
attended by all participants. The researcher divided time for administrating the intervention into four groups (two
groups for each hospital). Each participant was given freedom to choose a group which group to join during the
psychoeducation intervention conducted.

All participants were given booklet during the psycho-education intervention performed. The researchers shared
the information using power point presentation media for about 30-45 minutes with 15 minutes for material
session and 15-20 minutes for discussion session. After session I, participants took a break for 15 minutes and then
followed by session II. In session I, participants received intervention about self-efficacy and coping strategies
training in facing problems (+ 60 minutes). After the whole psycho-education activities were accomplished,
participants were asked to took the booklets to be learned and become participants’ belonging. Post-test assessment
was done in 18-23 days after the intervention and was carried out on participants’ schedule of blood transfusion.

2.4 Data Analysis

Univariate analysis in this study includes participants’ data demography while bivariate analysis was performed to
identify the effect of independent variable (psycho-education) on dependent variable (adolescents’ self-efficacy
and coping). Data analysis was carried out after normality test with Shapiro-wilk. Wilcoxon statistic test was used
to asses the impact of psycho-education on adolescents’ self-efficacy and coping before and after intervention.
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2.5 Ethical Consideration

This study has been reviewed and granted ethic from Medical Research Ethic Committee Medical Faculty,
Universitas Padjadjaran, Indonesia. It has also obtained research recommendation from Bureau of National Unity,
Politics, and Society Protection Garut, West Java. The research permission letter was gain from dr. Slamet hospital
Garut and Guntur hospital Garut.

3. Results

The following table displays data on demographic of participants (Table 1). Numeric data on age is presented in
mean, standard deviation, and minimum-maximum scores. Meanwhile, categorical data of sex and education are
shown in percentage.

Table 1. Frequency Distribution of participants’ demographic data based on Age, Sex and Education Level in
Garut Regency (n=48)

Variable Mean + SD Min-Max N %
Age 14+2 12-18
Sex
Male 29 60,4
Female 19 39,6
Education
Primary Level 21 43,8
Junior High Level 16 33,3
Senior High Level 11 229

Table 1 shows that the youngest age of all participants is 12 year and the oldest age is 18 year. Most of participants
are male identified as many as 29 people (60,4%). The majority of participants’ education background on primary
school level for as many as 21 people (43,8%). In Table 2 below illustrated the effect psycho-education on
thalassemic adolescents’ self-efficacy.

Table 2. the effect of Psycho-education on Self-Efficacy of Teenagers with Major Thalassemia in Garut Regency
Before and After Psycho-education Intervention (n=48)

Before Intervention After Intervention

Category p-value
n % n %

Very Low (<60) 15 31,3 2 4,2

Low (60 — 68) 13 27,1 2 4,2

Medium (69 — 76) 13 27,1 11 229 <0,001*

High (77 — 84) 7 14,6 28 58,3

Very High (>85) 0 0,0 5 10,4

It can be seen from the Table 2 scores of adolescent thallassemic survivors’ self-efficacy before intervention fall
into categories of very low, low, and medium respectively for as much as 31,3%, 27,1% and 27,1%. While, after
following psycho-education intervention, there was a decrease becoming 4,2%, 4,2% and 22,9% respectively. On
the other hand, adolescents’ self-efficacy scores fall in categories of high and very high before intervention for 14,6%
and 0%. Meanwhile, after psycho-education intervention was performed, there was an increase turning into 58,3%
and 10,4%. It is therefore, results of the study showed that psycho-education intervention increased the
self-efficacy scores of adolescent thallassemic survivors with the value of p<0,001.

Results of psycho-education intervention on coping of adolescent thalassemic survivors are illustrated in Table 3
below.

127



gjhs.ccsenet.org Global Journal of Health Science Vol. 13, No. 4; 2021

Table 3. The effect of psycho-education intervention on coping of adolescents with major thalassemia in Garut
hospitals before and after Psycho-education Intervention conducted (n=48)

Coping Score
Psycho-education p-value
Mean SD Min - Max
Before Intervention 99 19 58 -137 0,004*
After Intervention 116 27 55-160

Based on table 3 above, it is shown that coping score before intervention is 99 (SD: 19) ranging from 58 — 137,
while coping score after intervention is 116 (SD: 27), ranging from 55 — 160. Referring to the table, it can also be
seen that p value is p=0,004 (<0,001) meaning that there is a significant increase in coping score after intervention,
or in other words psycho-education gives meaningful influence on adolescent thalassemic survivors’ coping.

4. Discussion

Adolescents thalassemic survivors face various psychosocial problems related to their disease and its treatment
(Anie & Massaglia, 2015; Hockenberry & Wilson, 2015; Hashemi et al., 2015). Many of them experienced stress,
depression, shyness, and low QOL comparing to healthy adolescents (Behdani et al., 2015; Hashemi et al., 2015).
It is well known that chronic illnesses have a psychological implication, which in adolescents have great
importance and challenges (Behdani et al., 2015). Children and adolescents with major thalassemia are vulnerable
to emotional and behavioral problems (Mediani et al., 2017). Adolescents suffering from major thalassemia
experienced mutual crisis; they should not only adjust to the complementary tasks but also must able to overcome
stress caused by their illness, including feeling different from peers, losing control, and fear of death
(Masineinezhad et al., 2018). One of the most important modifiable ways for adolescent thalassemic survivors is
self-efficacy (Masineinezhad et al., 2018; Parhiz et al., 2016). Adolescents with major thalassemia are able to cope
with their illness and treatments if they have high self-efficacy (Masineinezhad et al., 2018). Adolescents will deal
with full-of-pressure situation with confidence so that it can resist stressful reactions (Bandura, 1997).

A previous study conducted by Huang et al. (2013) found that adolescents with chronic illness who possess high
self-efficacy had influence on the effectiveness of the therapy. Aligned with this finding Adegbola (2011) indicated
that patients with higher self-efficacy perform better ability in handling daily tasks and doing stuff to reach goals.
Cramn et al. (2013) also supported this fact, who affirm that self-efficacy is an important factor in facing
challenges and demands emerging in chronic conditions so that adolescents can manage their stress and achieve
quick recovery.

Results of statistic analysis of this present study by using Wilcoxon test, p-value was obtained as much as p=0,004
(<0,001) on adolescents’ coping score (Table 3). This showed that psycho-education presents a meaningful impact
on coping with suffering from major thalassemia at hospitals in Garut Indonesia. Findings of this research
displayed that psycho-education intervention enhanced on self-efficacy and coping of adolescent thalassemic
survivors with a value of p<0,001. Psycho-education intervention is an educative and pragmatic approach focusing
on improving patients’ knowledge and understanding about the disease while at the same time giving
psychological support (Stuart & Laraia, 2005).

Adolescents with major thalassemia need to overcome the psychological pressure/crisis/stress as psychosocial
consequence of their disease and apply preventive strategies in order to adapt themselves towards stressors by
applying high coping strategies (Hashemi, Darshori, et al., 2015; Dahnil, Mardhiyah, & Widianti., 2017) The
ability to adapt and face the psychosocial problems and changes on thalassemic adolescents are highly correlated
with individual coping and their ways in adaptation towards the impact of the disease which threatens their lives.
This idea supports Anie’s opinion (2005), saying that the depth of psychosocial impact on thalassemic adolescents
is determined by coping strategies that they apply. In line with Prussien et al. (2018), who mentions that there is a
correlation between cognitive function and coping and depression symptoms in children with thalassemia. To
handle the psychological problems, high self-efficacy, and effective coping strategies are necessary. Self-efficacy
and coping strategies are two factors influencing stress levels. Hashemi et al. (2015) support the finding stating that
effective coping strategies can reduce stress and complication related to the disease.

Findings of this present study displayed the effect of psycho-education on self-efficacy and coping of adolescent
thalassemic survivors struggling with major thalassemia after intervention with a value of p<0,001. This fact is
likely caused by psycho-education intervention. Psycho-education intervention is an educative and pragmatic
approach focusing on improving patients’ knowledge and understanding about the disease while at the same time
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giving psychological support (Stuart & Laraia, 2005). Self-efficacy and coping of adolescents with thalassemia
major are formed by knowledge and understanding about the disease. Actions committed by thalassemic
adolescent survivors come from their minds. The thoughts give directions for what actions to be done. The higher
thalassemic adolescent survivors’ knowledge and understanding of their disease are, the bigger the contribution on
self-efficacy and coping formation is.

These research findings support previous research conducted by Shorey, Wai, Chan, Chong, and He. (2014), who
state that psycho-education can improve the self-efficacy of mothers with postpartum primipara. Another previous
studies also support the finding that self-efficacy of those DM type 1 sufferers (Grey et al., 2013) and DM type 2
sufferers (Huzaimah, 2016) can increase by receiving the psycho-education intervention. Grey et al., (2013) found
that adolescents with DM type 1 have been lower perceived stress, more motivated and engaged in the process of
taking responsibility for self-management. Meanwhile, Huzaimah (2016) identified that the adolescent DM 2
sufferers also tend to have a positive behavior to monitor blood glucose levels.

This research evidence is also confirmed by Kartikasari, Yosep, and Sriati (2017), who declares that
psycho-education is proved to increase the self-efficacy of the family of schizophrenia patients. This research
finding is also endorsed by previous research carried out by McBride (2012), who claims that psycho-education
can assist coping strategies improvement of adolescents who suffer from depression (Zaini, 2014). The findings of
this present study are also supported by Rachmaniah (2012), who identified that psycho-education provides an
important role on coping strategies of those parents who have children with major thalassemia. Results of current
evidence found that improving self-efficacy and coping of adolescents with thalassemia major can be done by
several interventions of home-care training (Moghadam et al., 2016), self-management programs (Ahmadi et al.,
2014), and Group Medical Appointments (GMA) formation (Madderom et al., 2016). Meanwhile, adolescents’
coping strategies can also be enhanced through coping strategies training (Hashemi, Sharif, et al., 2015; Videback.,
2008).

5. Conclusion and Reccomendations

In general, it can be concluded that the findings of this study proved the significant effect of a psycho-education
intervention on self-efficacy and coping of those adolescents suffering from major thalassemia. It is, therefore,
psycho-education is expected to be an alternative nursing intervention to enhance self-efficacy and coping of
adolescents suffering from thalassemia major. Psycho-education programs should be conducted by nurses on a
regular basis for adolescents with thalassemia major to alleviate their knowledge about the disease and cope with it.
Nurses have a responsibility to help adolescent thalassemic survivors to improve their self-efficacy and coping by
educating them about health through psycho-education intervention. Other interventions that can be developed are
home-care training and coping strategies training. For the next research, an investigation on factors affecting
self-efficacy and coping of adolescent thalassemic survivors who struggle with thalassemia can be carried out
through mixed method approaches.
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