ATLANTIS
PRESS

Advances in Health Sciences Research, volume 20

1st International Conference on Community Health (ICCH 2019)

Supportive Care Needs: External Support for
Parents of Children with Thalassemia

1st Roro Lintang Suryani
Nursing Lecturer
Faculty Of Health Science
Harapan Bangsa University
Purwokerto, Indonesia
rorolintang@uhb.ac.id

2nd Murniati
Nursing Lecturer
Faculty Of Health Science
Harapan Bangsa University
Purwokerto, Indonesia
murniati@uhb.ac.id

Abstract—Deficiencies in the social support system are most
often expressed by parents who have a child with thalassemia.
Parents need to be able to adapt to changes in children's
conditions. If parents do not get adequate social support there
will be obstacles in the social interaction. In the end, this
condition will also affect the emotional condition of parents in
providing care for children with thalassemia. The purpose of
the study was to obtain in-depth information about the
supportive care needs of parents with young children with
thalassemia. This study used a qualitative design with
phenomenological studies. The characteristics of the
participants were: being able to speak Indonesian,
cooperatively and openly, not experiencing health problems,
and being able to tell their experiences well. 5 participants in
total were involved in this study through a snowball sampling
method. The interview guide was used as a research guide in
gathering data. Based on the results of data analysis, 5
participants obtained the theme of external support including
the category of peer support among parents who had children
with thalassemia, support from the environment around the
home, and support from the school. These findings were
expected to improve the fabric of love and communication
among fellow thalassemia facilitated by the Association of
Parents of with Thalassemia Children.
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INTRODUCTION

Thalassemia is a type of hemolytic anemia and is an
autosomal inherited disease. If a married couple is a
thalassemia gene carrier, then their children will possibly
suffer from thalassemia (25%), thalassemia gene carriers
(carriers) (50%), and normal (25%). Most people with
thalassemia are children aged 0-18 years. This disorder is
inherited recessively according to Mendel's law [1].

In thalassemia, the body produces several healthy red
blood cells and hemoglobin whereas hemoglobin functions
to carry oxygen throughout the body so that it can trigger
anemia. In patients with thalassemia major, severe anemia
can occur so that one of the actions taken is by giving blood
transfusions. Blood iron (ferritin) levels can continue to
increase due to the effects of repeated blood transfusions
and there is no iron chelation therapy to remove iron from
the body [2].

Riset Kesehatan Dasar (Riskesdas) in 2015 estimated that
thalassemia patients will reach 20 to 25 thousand people in
2028. This makes Indonesia as one of the countries in the
Southeast Aisa region that includes the thalassemia belt
[harsono]. Thalassemia major is more commonly
experienced by Indonesian people [3].

Thalassemia major can cause various problems in
pediatric patients. One of them is organ dysfunction as a
result of the condition of thalassemia itself or the care
given. Medical problems experienced by children with
thalassemia including changes in the child's facial bones,
pale skin, weakness, and the inability to do activities
require a lot of energy [3].

Thalassemia experienced by children not only affects
children but it also affect parents, especially in social life
[4]. Also, a qualitative study in Thailand explored that the
lived experiences of mothers of children with thalassemia
major indicated inadequate social support system [5].

Parents of children with thalassemia require the role of
nurses who can increase the empowerment of parents for
the child's developmental needs such as health conditions
themselves, social identity, education, self-care skKills,
relationships with family and social interactions, emotional
development and behavior. It also includes the capacity of
parents themselves about guidance and handling from
family and environmental factors such as the role and
function of the family, work, income, social and family
integration, and community resources [4].

These conditions require the fulfillment of
supportive care needs needed by parents. If this cannot
be fulfilled, the condition of stress and even depression
can be experienced by parents, and the quality care of
parents will decrease. Based on this problem, it is
important to understand deeply about the needs of
parents for thalassemia conditions experienced by their
children [6]. This can be the basis of creating appropriate
health education programs and optimal care for children.
Previous studies had been conducted, but the results of
the study only indicated the level of supportive care
needs of parents in caring for children with thalassemia.
This study was conducted to explore in-depth
information to get the essence of the experience they
had.

METHOD
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A qualitative method with a phenomenological
approach was used in this study. The sampling technique
used was snowball technique obtained from key informants.
The next participant was introduced by the previous
participant. The number of samples was determined by data
saturation indicating that there was no more new
information about the phenomenon of research from
participants [7]. Participants involved were parents of
children with thalassemia who were undergoing routine
treatment for thalassemia, could communicate well, and
were cooperative.

Data was collected using semi-structured interview.
Structured interviews were used to obtain participants’
demographic data including name, age, level of education,
number of children who had thalassemia, and the first time
a child diagnosed with thalassemia.

The interview process for all participants lasted about
30 minutes to 60 minutes recorded using a recording
device. The results of the interview were then transcribed
by the researcher verbatim. The data was analyzed using
the Colaizzi method because it was considered as the
easiest method to provide an opportunity for the researchers
to validate the data from the analysis [8]. The study was
conducted from May to July 2019 in the Kalikajar, Mrebet,
and Kemangkon districts of Purbalingga.

The researcher repeatedly read the transcript that had
been compiled to feel and understand the keywords
intended by the participants. The researcher then
determined keywords of the participant's statements.
Keywords that had similarities and relationships were
grouped in categories and then interrelated categories were
grouped in themes.

In research, credibility was done by triangulating data
sources and member checks; transferability was done by
compiling reports on research results in a clear, detailed and
systematic manner; confirmability was done by presenting
the results of research in oral presentations of international
seminars; and depenability was carried out with an audit
inquiry together with other research members as well as
reviewers.

FINDING AND DISCUSSION

The themes related to the supportive care needs of parents
with children diagnosed with thalassemia were peer
support, support from the environment around the home,
and support from the school environment. The following is
an overview of the themes that have been produced:

Support other parents

Parents expressed happiness because meeting with parents
who also had children with thalassemia. The followings are
the statements:

"... some cheer up like that." (P2)

"... S0 sometimes we chat, what do we want to
share with the transfusion, share it." (P1)

"My child sometimes doesn't want to be left alone
even though I'm the one who takes care of it, so |
take all of it. That blood is like for us to take, so if
there are friends, we can take all at once, so it
will change, right, who can? ”(P5)

Support from the surrounding environment
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The statements expressing the need for environmental
support around the house are:

“If a layman is a way to get rid of it, if the lack of
blood is handled, this is handled, ... it doesn't feel
good like that, but it's hard to explain, it's hard to
explain, finally shut up.” (P2)

"It's normal if people here like to talk about it
because of this disease, they like to pretend not to
understand ..." (P5)

Support from the school environment

The support of the school environment was expressed by
several participants. The followings are expressions stated
by participants:

"... the teacher memorized it if F doesn't leave oh it
recharges, so what's the charge if transfusion ..." (P2)

"The teacher knows | explained it so if my child does
not go to the hospital, the teacher will understand."
(P4)

"... my friends, | already understand, miss, if you
don't enter, why is that normal?" (P5)

The parents in this study revealed that not everyone
around their home understood about thalassemia. Parents
said that there were some people who considered
thalassemia as a contagious disease, a disease that does not
allow sufferers to get married and have children, and so
forth. On the other hand, parents did not consider this to be
a problem. Parents still tried to interact with people around
the home environment such as participating in social
gatherings or recitation activities.

Parents also expressed their joy at the knowledge that
other parents had the same case of having children with
thalassemia. Moreover, they felt grateful because they had
only one child diagnosed with thalassemia, unlike other
parents. Parents also said that they helped each other when
they were in the hospital.

When children underwent treatment in the hospital, it
means that for children who were already in school child
must have permission not to participate in school activities.
Parents felt supported when the school could understand the
condition of the child and give permission not to go to
school. This can indirectly reduce parental concerns about
children's education.

The parents' statements also showed the need for
supportive care related to the psychosocial domain.
According to a research, it was mentioned that social
support is an important factor that can help parents in
minimizing the emotional burden associated with the
treatment of thalassemia that children undergo. In addition
to social support, professional support in childcare is also
very influential. Parents appreciate the support in which
children receive from neighbors, friends, and teachers.
Appropriate social support will give parents comfort in the
absence of stigmatization and social isolation that children
can accept [9].

In this study, participants revealed the lack of
understanding of people in the surrounding environment
against the condition of thalassemia experienced by their
children. Although sometimes it irritated parents, parents
tried to understand this. This statement showed that there
was a negative stigma in society about thalassemia that
parents felt difficult to explain the knowledge of
thalassemia and to get empathy from people around thgm.
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Parents felt bored because the interactions did not support
or help parents to get social support. Based on this case,
parents should get support from the surrounding
environment [10].

Social and emotional support is needed by parents to
respond to psychological changes and stresses that result
from the effects of thalassemia conditions experienced by
children. Efforts can be made to provide emotional and
social support for parents, one of which can be done
through socialization about thalassemia by using mass
media such as television [3].

The communication with other parents who have
children with thalassemia has an important meaning
because parents can have a more positive outlook on the
child's condition. In this study, the five participants stated
that they were happy to have a fellow parent who had a
child with thalassemia because they could talk to each other
about the child's condition. Also, communication was
established in adults with thalassemia. Parents felt so
confident that children could continue to live to adulthood
and build households like other adult patients with
thalassemia encountered by parents [11].

Many parents complained about the lack or missing
social life. However, in this study all participants did not
state any obstacles in social relations with others. One
participant stated that the mother continued to carry out
activities in the environment around the house such as
social gathering, recitation, and other social activities.
Those activities are useful for parents to eliminate feelings
of social isolation, shame, or a one-sided view of the
community in the environment around parents. Positive
social support received by parents had an impact on
reducing the emotional burden experienced by parents [10].
The limitation in this study was on characteristics of
participants, and different experience of caring a child with
thalassemia.

CONCLUSION

Support for the psychosocial domain for parents is an
important thing that needs attention and must be met to
reduce the emotional burden felt by parents. Based on this
study, parental psychosocial support was surely related to
external support including support from fellow parents who
had children with thalassemia, support from the
environment around the house, and support from the school
where children got a formal education. Based on this study,
we recommend Association of Parents of Children with
Thalassemia improve communication between fellow
parents and other thalassemia patients to share experiences
and knowledge related to thalassemia.

REFERENCES

[1] .... & Vichinsky Oliveros, O., Trachtenberg, F.,
Haines, D., “Pain over time and its effect on
life in thalassemia,” Am K Hematol, vol. 88, no.
11, 2013.

[2] I. D. A. Indonesia, “Mengenal thalassemia,”
2016. [Online]. Available:
http://www.idai.or.id/artikel/seputar-
kesehatan-anak/mengenal-thalassemia.

(3]

(4]

(5]

(6]

(7]

(8]

(9]

Advances in Health Sciences Research, volume 20

H. S. Mediani, I. Nurhidayah, A. Mardhiyah,
and R. Panigoro, “Indonesian Mothers’ Needs
and Concerns about Having a Thalassemic
Child and Its Treatment: An Exploratory
Qualitative Study,” Nurs. Prim. Care, vol. 1, no.
2, pp. 1-7, 2017.

J. S. Jyoti Bala, “Empowering Parents of
Children with Thalassemia,” Int. J. Nurs. Care,
vol. 2, no. 1, pp. 22-25, 2014.

R. A. Prasomsuk S, Jetsrisuparp A, Ratanasiri T,
“Lived experiences of mothers caring for
children with thalassemia major in Thailand,” J
Spec Pediatr Nurs, vol. 12, no. 13—-23, 2007.

M. I. Fitch, “Supportive care Framework,”
Canada Oncol. Nurs. J., 2008.

B. P. Polit, D. F., & Hungler, Nursing research:
Principles and methods, 6th ed. Philadelphia:
Lippincot Williams & Wilkins, 2008.

C. T. Polit, D. F., & Beck, Nursing research
generating and assessing evidence for nursing
practice, 9th ed. Philadelphia: Lippincot
Williams & Wilkins, 2012.

R. Barrangou, P. Horvath, M. Jinek, K.
Chylinski, I. Fonfara, M. Hauer, J. A. Doudna, E.
Charpentier, P. Mali, K. M. Esvelt, G. M.
Church, A. Bolotin, B. Quinquis, A. Sorokin, S.
Dusko Ehrlich, L. S. Waters, G. Storz, C.
Pourcel, G. Salvignol, G. Vergnaud, J. D.
Sander, J. K. Joung, F. Jiang, J. A. Doudna, P.
Horvath, R. Barrangou, C. A. Lino, J. C. Harper,
J. P. Carney, J. A. Timlin, P. D. Hsu, E. S.
Lander, F. Zhang, P. Mohanraju, K. S.
Makarova, B. Zetsche, F. Zhang, E. V. Koonin, J.
Van Der Oost, J. G. Zalatan, M. E. Lee, R.
Almeida, L. A. Gilbert, E. H. Whitehead, M. La
Russa, J. C. Tsai, J. S. Weissman, J. E. Dueber,
L.S. Qi, W. A. Lim, K. S. Makarova, D. H. Haft,
R. Barrangou, S. J. J. J. Brouns, E. Charpentier,
P. Horvath, S. Moineau, F. J. M. M. Mojica, Y. I.
Wolf, A. F. Yakunin, J. Van Der Oost, E. V.
Koonin, L. Cong, F. Zhang, L. Arsyad, A. Sodiq,
R.Jansen, J. D. A. Van Embden, W. Gaastra, L.
M. Schouls, F. J. M. M. Mojica, C. Diez-
Villasenor, J. Garcia-Martinez, E. Soria, J.
Wyman, J. P. Changeux, D. Filmer, T. M. Jovin,
W. Baehr, J. J. Holbrook, N. Dattagupta, D. M.
Crothers, G. W. Hatfield, R. Bruinsma, T.
Maniatis, S. C. Harrison, A. J. Spakowitz, P. C.
Blainey, C. M. Schroeder, X. S. Xie, T.
Strzelecka, L. F. Dorner, I. Schildkraut, A. K.
Aggarwal, S. Bailey, T. A. Steitz, L. Finzi, C.
Bustamante, C. T. Martin, S. S. Patel, A.
Kumar, S. S. Patel, S. Oehler, A. K. Aggarwal, S.

Stayrook, A. Rosenberg, M. Lewis, J. Widolr%J.



ATLANTIS
PRESS

Hynes, A. Szabo, C. Bustamante, D. Burstein, L.

B. Harrington, S. C. Strutt, A. J. Probst, K.
Anantharaman, B. C. Thomas, J. A. Doudna, J.
F. Banfield, B. D. S. Chertow, B. R. Conklin, R.
Peng, G. Lin, J. Li, L. Yang, K. M. Esvelt, J. Aach,
M. Guell, J. E. Dicarlo, J. E. Norville, G. M.
Church, F. J. M. M. Mojica, C. Dy, J. Garci, B.
Wiedenheft, G. C. Lander, K. Zhou, M. M. Jore,
S. J. J. J. Brouns, J. Van Der Oost, J. A. Doudna,
E. Nogales, D. Rath, L. Amlinger, A. Rath, M.
Lundgren, J. E. Garneau, C. Fremaux, P.
Horvath, A. H. Magada, and R. Summary, “No
FHROBERZPLE LE-EESHEIC
SR
BEEEREICE T 2 {9 BB E D HTitle

(10]

(11]

Advances in Health Sciences Research, volume 20

,” Cell, vol. 151, no. 4, pp. 1-46, 2014.

H. J. Weng, D. M. Niu, S. Turale, L. |. Tsao, F. J.
Shih, N. Yamamoto-Mitani, C. C. Chang, and F.
J. Shih, “Family caregiver distress with children
having rare genetic disorders: A qualitative
study involving Russell-Silver Syndrome in
Taiwan,” J. Clin. Nurs., vol. 21, no. 1-2, pp.
160-169, 2012.

L. J. Pelentsov, T. A. Laws, and A. J. Esterman,
“The supportive care needs of parents caring
for a child with a rare disease: A scoping
review,” Disabil. Health J., vol. 8, no. 4, pp.
475-491, 2015.

177



