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ABSTRACT

Thalassemia is a genetic disorder of the synthesis of alpha or beta globin chains, either in whole
or in part. Families who care for children with thalassemia will experience psychosocial problems.
Ignorance is the reason why families find it difficult to adapt. Therefore, it is necessary to provide
knowledge and the ability to adapt to stressors so that family coping is positive. This study aims to
determine the effect of Family Psychoeducation on parents' coping strategies in caring for children with
thalassemia. The research design used a "Quasi experiment pre-post-test with a control group.” The
purposive sampling technique was used with a sample of 44 people divided into two groups. The
instrument used is Brief COPE. The results showed that in the intervention group, there was a significant
difference in the average score with a p-value of 0.000. Meanwhile, in the control group, there was no
significant difference in the average score with a p-value of 0.492. There is a difference in the average
score between the intervention group and the control group, with a p-value of 0.023. In conclusion,
there is an influence of family psychoeducation on parents’ coping strategies in caring for children with
thalassemia.
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INTRODUCTION Until now, it is known that a definitive
treatment that completely cures thalassemia has
not been found. One way to maintain the quality
of life of Thalassemia patients is through
supportive therapy with routine blood
transfusions®.

Thalassemia is a hereditary disease that
affects a significant number of people
worldwide. One of the countries within the
world's thalassemia belt is Indonesia, indicating

a high frequency of thalassemia carrier genes?.
According to data from the Indonesian
Thalassemia Foundation, the prevalence of
thalassemia cases in Indonesia is projected to
reach 10,973 in 20212 The province with the
highest contribution to the number of people
affected by thalassemia is West Java,
accounting for 40% of cases®. The Chairperson
of the Association of Indonesian Thalassemia
Parents (POPTI) Tasikmalaya said there were
280 people with thalassemia in Tasikmalaya,

People with thalassemia will face an
impact on physical health due to their lifelong
need for blood transfusions. In addition to
physical ~ challenges, individuals  with
thalassemia also experience psychosocial
issues. According to qualitative research
conducted by Mariani et al. (2020), children
with thalassemia often report instances of
bullying and face limitations in their
interactions with the environment®.

This psychosocial problem has many
effects, not only on people with thalassemia but
also on their parents or families who have
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children with thalassemia. Families must be
willing to sacrifice money, energy, and time to
care for and accompany their children for
lifelong treatment?®.

Simple interviews conducted by
researchers with Thalassemia Center officers at
RSU Prasetya Bunda Tasikmalaya and 4
parents of children with thalassemia obtained
information that when parents heard that their
child was diagnosed with thalassemia, they
would experience a stage of rejection, which
eventually led to cases of non-compliance with
transfusions and medication because parents
were reluctant to accompany their children. In
addition, 3 out of 4 parents said they had not
fully reached the acceptance stage. Sometimes,
families still find it difficult to accept reality
when faced with problems. This statement
follows research conducted by (Ulfa & Hasyim,
2018) that families experience the grieving
process repeatedly when their child is
diagnosed with thalassemia. Even families
often return to the denial phase every time they
take their child for a transfusion ’. Ignorance of
the family regarding the concept of illness, how
to treat it, and the fear of loss also make it
difficult for families to adapt®. The efforts that
the family can make to reduce the threat or
pressure caused by the stressor depend on how
the family uses coping mechanisms °. However,
in dealing with difficult situations, individuals
tend to use faulty or maladaptive coping
mechanisms. If these coping mechanisms are
continuously used, they can result in higher
stress levels and can cause depression®®. This
phenomenon illustrates that the family needs to
be equipped with knowledge and the ability to
deal with stressors so that coping is positive °
because the family has an important role in
making decisions about caring for sick family
members’.

One effort that can help the family
acceptance process in carrying out its functions
in patients with chronic illnesses is
psychoeducation. Family psychoeducation is an
intervention that provides educative
information regarding the problems faced by
families in caring for children with
thalassemia’. The results of a study conducted
on 21 families with children with thalassemia
major  showed that psychoeducational
interventions  affected parents' anxiety®.
Therefore, researchers are interested in
researching to know the effects of family
psychoeducation on parents' coping strategies

in caring for children with thalassemia at RSU
Prasetya Bunda Tasikmalaya. From this
background, the issue of how effective
psychoeducation is in improving coping
strategies for families with children with
thalassemia can be raised.

METHOD

The type of research used in this study
was quantitative with a quasi-experimental
design method employing a pre-post test with a
control group design. The research was
conducted in May 2023 at Prasetya Bunda
General Hospital in Tasikmalaya City. This
hospital serves as a thalassemia center and a
referral hospital for thalassemia cases. The
population for this study consisted of parents
who had children with thalassemia major, aged
6-17 years, and undergoing treatment at RSU
Prasetya Bunda Tasikmalaya, totalling 95
respondents. The sample size was determined
using the Slovin formula, resulting in 22
respondents per group. Purposive sampling was
employed as the sampling technique.

Data retrieval involved the use of
demographic sheets and the COPE brief coping
strategies questionnaire, which had been
translated into Indonesian i The reliability of
the questionnaire was tested using Cronbach's
Alpha, yielding a result above 0.6 (Carver,
1997). Additionally, the reliability test Apriska
(2016) conducted resulted in a = 0.746 %,

The research began by sorting and
collecting respondents who met the inclusion
criteria. Informed consent was obtained from
the respondents as approval for their
participation, followed by the completion of the
demographic  sheet.  Subsequently, the
respondents were given a questionnaire to
assess the coping strategies they used when
dealing with stressors while caring for children
with thalassemia. This was followed by Session
I, which involved providing educative
information about thalassemia. After Session I,
the parents were given a 15-minute rest period,
after which Session Il commenced. Session Il
focused on sharing coping strategies among
natural parents to manage stressors associated
with caring for children with thalassemia. The
researchers also provided tips and tricks for
stress management and effective coping
strategies. Following the two sessions, the
respondents received a digital pocketbook on
psychoeducation, which had been delivered
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earlier via WhatsApp. The post-test was
conducted >14 days after providing the family
psychoeducation. Eight methods can be used in
implementing  psychoeducation  methods,
namely training methods, case discussions, role
plays, group discussions exercises individual,
presentation and  behavioral  modelling
consisting of four sessions in this study, the data
were tested for normality using the Shapiro-
Wilk analysis due to the small sample size (<50
per group) and a homogeneity test. The
normality test results indicated that the data
were normally distributed, enabling a paired
sample t-test to determine the effect of family
psychoeducation before and after the
intervention and education groups, as per
Prasetya Bunda General Hospital procedures in
the control group. Additionally, an independent
t-test was performed to ascertain whether there
was a difference in the average coping strategy
scores between the intervention group and the
control group.

The Ethics Committee approved this
study of the Poltekkes Kemenkes Tasikmalaya,
with the number No.DP.04.03/16/65/2023.

RESULTS
Table 1. Distribution of respondents by age
Intervention Control

N Mean SD N Mean SD
Age 22 37.09 7.892 22 36.41 7.062

Table 2. Distribution of respondents based
on gender

Intervention  Control

Profession N % N %
Unemployment 6 27.3 14 63.6
Labour 16 72.7 3 13.6
Self Employed 7 31.8 4 18.2
Civil Servant 0 0.0 1 4.5
Amount 22 100.0 22 100.0

Table 5. Distribution of respondents based
on family income
Intervention Control

Profession N % N %
<Rp.1.000.000 8 36.4 7 31.8
Rp.1.000.000- 9 40.9 10 45,5
2.500.000

Rp.2.500.000- 3 136 1 45
5.000.000

>Rp.5.000.000 2 9.1 4 18.2
Amount 22 100.0 22 100.0

Table 6. The distribution of respondents is
based on the total number of children and
the number of children suffering from
thalassemia at RSU Prasetya Bunda
Tasikmalaya

Intervention Control

Media Min Max Media Min Max

Number of 2.00 1 4 2.00 1 4
Children

Number of 1.00 1 1 1.00 1 2
Thalassemia
Children

Gender Intervention Control

N % N %
Male 6 27.3 4 18.2
Female 16 72.7 18 81.8
Amount 22 100.0 22 100.0

Table 7. Differences in average scores before
and after giving family psychoeducation in
the intervention group

Paired Samples T Test

Mean N SD SE p-Value

Pretest 80.39 22 6521 1390 0.000

Postest 8573 22 6453 1376 0.000

Table 3. Distribution of respondents based
on education

Intervention Control

Education N % N %
Elementary 6 27.3 5 22.2
School

Junior 7 31.8 7 31.8
High

School

Senior 7 31.8 8 36.4
High

School

University 2 9.1 2 9.1
Amount 22 100.0 22 100.0

Table 4. Distribution of respondents by
occupation

Table 8. Differences in average scores
before and after providing education
according to the procedures of RSU Prasetya
Bunda Tasikmalaya in the control group
Paired Samples T Test
Mean N SD SE p-
Value
22 7.603 1621 0.427
22 7548 1609 0.427

Pretest 80.91
Postest 80.73

Table 9. Differences in the average score
after providing education between the
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intervention group and the control group
Independent Samples T Test

Mean SD SE p-Value
Intervention 85.73 6.453 1.376 0.023
Control 80.73 7.548 1.609 0.023

DISCUSSION

Characteristics of Respondents

The results showed that the average age
of parents caring for children with thalassemia
at Prasetya Bunda General Hospital in the
intervention group was 37.09 in the control
group, the average age was 36.41. This age is
included in early adulthood, namely the age of
26-45 years. One's mindset and strength would
mature with age. According to Notoatmodjo's
theory, as a person age, their level of knowledge
also increases because of their life
experiences®?,

The results showed that most of the
respondents or parents of children with
thalassemia were female, namely 16 people in
the intervention group (72.7%) and 18 people in
the control group (81.8%). Overall, 34 people
(77.3%) were female. Meanwhile 10 people
(22.7%) were male. In this study, most of the
parents who accompanied their children to carry
out blood transfusions at Prasetya Bunda
General Hospital were mothers. This statement
is in line with research by Marnis et.al. (2018)
that in undergoing the process of treating
thalassemia  children are more often
accompanied by their mothers'®. Research
(Widadi & Oktaviani, 2018) says that mothers
will try and do anything for the sake of their
child's recovery®. The mother's role is to
provide emotional support, direct assistance,
and appropriate and accurate information, while
the father's is to provide direct and material
assistance. According to (Thahir, 2014) coping
used by women is also more constructive,
which means looking for efforts to solve
problems, while men are more likely to use
destructive coping, which means prioritizing
feelings®®.

The results showed that the education
of the parents was mostly up to the high school
stage, namely 8 people (36.4%) in the control
group while in the intervention group, there was
the same number, namely 7 people (31.8%)
between the junior and senior high school
stages. According to (Fijianto et al., 2021)
higher education can affect emotional
intelligence, so people who have a high level of
education will adapt more quickly . The

results of research on the experiences of
mothers caring for thalassemia children also
state that when someone has extensive
knowledge they are more aware of the
importance of maintaining the health and
welfare of the family**. So that it can support in
improving the quality of life of children during
the treatment process.

The results showed that most of the
parent's employment status did not work either
in the intervention group of 9 people (40.9%) or
in the control group of 14 people (63.6%). This
happens because most of those who accompany
their children are mothers who work as
housewives. Mothers who take their children
for treatment have the opportunity to socialize
and exchange information to increase
knowledge with health workers and other
parents who have the same problem 7.

The results showed that most of the
income levels of families of children with
thalassemia were equivalent to the Tasikmalaya
UMR, namely around Rp. 1,000,000 -
2,500,000 both in the intervention group of 9
people (40.9%) and in the control group of 10
people (45.5%). Income is the cause of
psychosocial problems in thalassemia families,
even though BPJS covers the thalassemia
treatment itself, the family also needs
transportation  costs and expenses for
unexpected matters®®, According to Bulan, one
of the factors that can improve the quality of life
for thalassemia children is the family's
economic status. Because, the better the
economic status of the family, the more
attention the family pays to the health of the
child, including sources of funds and
treatment®,

The results showed that most of the
parents with thalassemia had two children
altogether and one child who had thalassemia.
This is because some parents are traumatized
and ultimately reluctant to have more children®.

Differences in average scores before and
after providing education in the intervention
and control groups.

Based on the results, the average score
of the intervention group's coping strategies
before giving family psychoeducation was
80.36 and after gived family psychoeducation
was 85.73. The results of the analysis using the
paired sample t-test in the intervention group
obtained a p-value of 0.000 (p <0.05), which
means that there was a significant difference
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between before and after giving family
psychoeducation. As for the results of the study,
the average score of the control group's coping
strategies before providing education according
to the procedures of Prasetya Bunda General
Hospital was 80.91 and after providing
education according to the procedures of
Prasetya Bunda Hospital, it was 80.73. The
difference in the average score of these results
is -0.18. Results of analysis of paired samples t-
test in the control group obtained a P-value of
0.427 (p> 0.05), meaning that there was no
significant difference in the average score of
coping strategies.

The difference in these results can be
influenced by confounding variables that
researchers cannot control. At the time of
implementation, several respondents said that
stress arose when the family had difficulty
getting blood bags and ultimately did not focus
on solving problems so that coping became
ineffective. Economic problems are also a
complaint for some families because caring for
a thalassemia child requires money. The results
of the study were also influenced by families
who were unable to express the feelings they
experienced. In addition, there is no
psychoeducation program about treating
children with thalassemia from the hospital
which can be used as a source of information
and support for parents so that the coping used
by families can still change when faced with
problems during the treatment process.

The problems respondents complain
about are in accordance with Lazarus and
Folkman's theory that materials, social support,
social skills, and problem-solving skills can
affect individual coping. Meanwhile, factors
that can influence coping strategies are age,
education, and experience.

Family psychoeducation is a form of
providing health information to families to
improve the family's ability to solve problems
faced by the family 2°. Psychoeducation is an
intervention that can improve or enhance
positive responses from parents or families that
are expected to maintain psychosocial and role
function changes. Psychoeducation aims to
rehabilitate families so that when faced with the
same problems or other challenges the family
will not experience disturbances?:.

In psychoeducation, there is a process
of socialization and exchange of opinions that it
contributes to the destigmatization of
psychological disorders that are at risk of

hindering treatment. Psychoeducation gives
them the advantage of overcoming problems
and preventing emotional disturbances with
effective coping strategies .

Differences in average scores of coping
strategies after providing education between
the intervention group and the control
group.

The results of the independent samples
t-test statistic showed a p-value of 0.023
(p<0.05), which means that there was a
significant difference in the average score
before and after being given education between
the intervention group and the control group.
Based on the results of the study, the difference
in the average score of coping strategies in the
intervention group was 5.37 while in the control
group, it was -0.18. This shows that the
intervention group that was given family
psychoeducation was more effective than the
control group that was only given general
education according to standard hospital
procedures.

The results of this study are in line with
Nurhasanah's research, (2017) that there is a
significant difference after giving
psychoeducation, namely a p-value of 0.001 °.
Other research also shows that psychoeducation
can improve self-care abilities in families caring
for children with thalassemia with a p-value of
0.000 7. Psychoeducation also has the effect of
increasing the ability of families to deal with
anxiety in parents who have children with
thalassemia 2. In psychoeducational research, it
has also been shown to influence the level of
knowledge, attitudes, actions, and beliefs in
preventing coronary heart disease in families
who are at risk of experiencing coronary heart
disease?. In the case of mental health,
psychoeducation also influences the burden and
support of families treating schizophrenia %.

Research (Hendrawati, 2018) shows
that there is an influence of family
psychoeducation in increasing the socialization
of schizophrenia . Family psychoeducation
can reduce the stigma that appears in the family
so that if the stigma is reduced or even
disappears, the family will easily train sufferers
to socialize. For parents who have mental
retardation, psychoeducation can increase the
knowledge of children who have mental
retardation with a p-value of 0.012.

Based on the results of data processing,
it can be concluded that there is an influence of
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family psychoeducation on parents' coping
strategies in caring for children with
thalassemia at RSU Prasetya Bunda
Tasikmalaya

CONCLUSION

Based on the characteristics of the
respondents, the average age was 36-37 years,
and they were educated up to high school. Most
of the respondents did not work because the
majority of respondents were women. The
family income of children with thalassemia
ranged from Rp. 1,000,000 to 2,500,000.
Additionally, the majority of respondents had
two children, and one of them suffered from
thalassemia.

There was a difference in the average
score before and after providing family
psychoeducation in the intervention group, with
a p-value of 0.000. However, there was no
difference in the average score before and after
providing education according to Prasetya
Bunda General Hospital procedures, with a p-
value of 0.427. Furthermore, there was a
difference in the average score between the
intervention and control groups, with a P-value
of 0.023. Therefore, it can be concluded that
family psychoeducation influences parents'
coping strategies in caring for children with
thalassemia at RSU Prasetya Bunda
Tasikmalaya.

As a result, it is recommended that
parents develop and utilize effective coping
strategies to ensure optimal care for their
children who suffer from thalassemia. Parents
are also encouraged to express their feelings to
other family members, which can help reduce
the burden of stress. Health services should
consider making family psychoeducation an
educational program or supportive therapy for
families, enabling them to better navigate life as
a thalassemia-affected family.

The study's findings indicate that the
scores of family coping strategies were different
between those who received psychoeducational
interventions and those who received education
according to standard hospital procedures.
Thalassemia centre officers are urged to
promote the importance of participating in
POPTI as a platform for addressing issues faced
by individuals with thalassemia. Future
researchers are advised to conduct further
studies on the psychosocial problems faced by
families with thalassemia or other chronic

illnesses, as well as the influence of
confounding variables on the coping strategies
employed by parents or families with children
affected by thalassemia.
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