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Abstract: Thalassemia is an inherited blood disorder affecting hemoglobin synthesis which leads to chronic hemolysis that can
reduce the quality of life of children with it due to the disease and the treatment given. However, the intervention still focuses on
handling physical problems due to thalassemia. So that an intervention that focuses on improving the quality of life of children with
thalassemia is needed. The purpose of this study is to explore interventions that could improve the quality of life of children with
thalassemia. A scoping review study design was used in this study. The databases used are CINAHL, PubMed, and Scopus. Articles
published from last five years (2018-2022), open access full-text, in English, and with the type of randomized controlled trial (RCT).
The keywords used in English are “thalassemia or beta-thalassemia” AND “quality of life OR Life Quality OR Health-Related Quality
of Life” AND “nursing intervention OR nursing care”. From ten articles analyzed, we found five types of nursing intervention: Health
Care Instructions, Psychological Program, Educational Program, Counseling Program, and Self-care Model, which were carried out for
1-7 months. The articles in this study are from Egypt and Iran. The sample in this study is the range of 20-173 respondents. The
thalassemia patients in this study were in the age range of 7-35 years, but the average age of the patients was in their 20s. Nursing
intervention can potentially improve the quality of life in children and adolescents with thalassemia. Nurses need to pay attention to
the patient’s age, family and patient knowledge about the disease, length of stay, and the patient’s physical and psychological condition
in providing nursing care to patients with thalassemia. Implementation of nursing is given by paying attention to the stages of child
development and involving the family. Nursing interventions can be carried out by nurses or nurses teach families to intervene at
home. This nursing intervention has the potential to improve the quality of life of patients with thalassemia while still taking into
account the conditions of the patient and family in a comprehensive manner.
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Introduction
Thalassemia is a hereditary blood disorder resulting in chronic hemolytic anemia disease due to defective hemoglobin
synthesis. Thus, erythrocytes of patients with thalassemia have a shorter lifespan (less than 120 days).' It is the most
common genetic disease worldwide and has been declared a world health problem.” According to the World Health
Organization (WHO), thalassemia is the most common genetic disease in the world which has now been declared a world
health problem.>* Approximately 7% of the world’s population has the thalassemia gene. Based on WHO data, about
250 million people in the world (4.5%) carry the thalassemia gene, while 80-90 million of them carry the thalassemia
gene.’

Symptoms obtained in patients are general symptoms, namely: anemia, paleness, fatigue, and a decrease in
hemoglobin levels, enlargement of the spleen, and Cooley’s Fascies (the marrow produces excessive red blood cells
so that the marrow cavity enlarges causing thinning of the bones and protrusion of the forehead).®® Another sign in

Journal of Multidisciplinary Healthcare 2023:16 1749-1762 1749

Received: 1 April 2023 © 2023 Mardhiyah et al. This work is published and licensed by Dove Medical Press Limited. The full terms of this license are available at https://www.dovepress.com/

Accepted: 21 June 2023 TR terms.php and incorporate the Creative Commons Attribution — Non Commercial (unported, v3.0) License (http:/creativecommons.org/licenses/by-nc/3.0/). By accessing

Publish d 23] 2023 the work you hereby accept the Terms. Non-commercial uses of the work are permitted without any further permission from Dove Medical Press Limited, provided the work is properly attributed.
ublished: une For permission for commercial use of this work, please see paragraphs 4.2 and 5 of our Terms (https://www.dovepress.com/terms.php).


http://orcid.org/0000-0002-0593-9936
http://orcid.org/0000-0001-6960-3692
http://orcid.org/0000-0003-2200-9180
http://www.dovepress.com/permissions.php
https://www.dovepress.com/terms.php
https://www.dovepress.com/terms.php
http://creativecommons.org/licenses/by-nc/3.0/
https://www.dovepress.com/terms.php
https://www.dovepress.com

Mardhiyah et al Dove

thalassemia patients is enlargement of the spleen (splenomegaly) and cooley’s fascies can be described as signs due to
ineffective erythropoiesis where there is sub-optimal production of mature erythrocytes.’ Clinical symptoms have been
seen since the child was less than 1 year old, namely: symptomatic anemia at the age of 6—12 months, along with
decreased fetal hemoglobin levels.'® Patients with p-thalassemia major generally show symptoms in the form of
weakness, fatigue quickly, yellowish skin and sclera (jaundice), dark urine, increased heart rate, shortness of breath,
dizziness, headaches, growth retardation, children become thin, stomach distended due to hepatosplenomegaly with
a distinctive face (frontal bossing), crooked mouth (rodent like mouth), slightly drawn lips, and dental malocclusion.""

Blood transfusion treatment is the only way to prevent death in children with thalassemia. Blood transfusion aims to
maintain a hemoglobin level of 9-10 g/dL.'* For children and their families, the fact that a child is diagnosed with
thalassemia is like a nightmare for several reasons, such as the lower life expectancy in non-compliance patients ie
transfusion dependent thalassemia patients who do not routinely receive blood transfusion, lifelong blood transfusion
treatment, and changes in the child’s physical form that are clearly visible.'®> This condition will cause changes both
physically and psychologically. Physical problems experienced in the form of changes in skin color to black, pale,
thinning hair, and enlarged stomach, while the psychological impact experienced in the form of feeling bored, saturated,
and hopeless.'*'® Psychologically, thalassemic children feel different from their group, children feel limited in their
activities, academic achievement tends to be low, and self-confidence decreases.! "'

Lifelong treatment and management to reduce complications in children with thalassemia can affect the quality of life
of children with thalassemia.'**® Conditions can affect the chronic conditions experienced by children which affect their
quality of life.**"*** Thalassemia is a chronic disease that can actually affect the quality of life of the sufferer. The quality
of life of children with chronic diseases will be very dependent on the family so that it can cause stress for families,

especially parents because children need more attention.”***

Quality of life is an individual’s perception of his position
in life, in the cultural context, the value system in which they are located and their relationship to life goals, expectations,
standards, and other related issues that cover a very broad and complex quality of life including physical health problems,
psychological status, the level of freedom, social relations and the environment in which they are located.?**>

Previous scoping review of family-centered care have shown that family-centered care is effective for improving the
quality of life in adolescents with chronic illnesses.”” The sample shows that the study recommends conducting further
research on family-centered care in improving the quality of life for adolescents with thalassemia. Another study on
nursing interventions showed a significant increase in quality of life in adolescents with chronic illnesses.”® From these
two data, some chronic diseases are thalassemia. So based on these data, this study is the first scoping review that
describes nursing interventions to improve the quality of life for adolescents with thalassemia.

In improving the quality of life of thalassemia patients, interventions are needed to be given to children with
thalassemia or their families. Parents need to be equipped with knowledge related to thalassemia, in order to carry out
their role as primary caretaker of the pediatric patients.?’>? Lack of parental knowledge about thalassemia disease can
result in non-optimal care provided by parents to children with thalassemia.**> Research states that the sense of security
created by individuals is able to make sick individuals feel comfortable, calm in their environment, not afraid, ashamed,
and low self-esteem when dealing with people or other teenagers, through the ability to care independently, sufferers will
feel his self-esteem lifted, and feel as if the individual does not feel the slightest pain and assumes that he can be healthy
again as usual.*'%3?

The role of nurses in providing nursing care where the first role and function of nurses is promotive where nurses are
able to provide health education to parents with hematological disorders, especially in thalassemia.>* The second role and
function of the nurse is preventive where the role of the nurse here is being able to take actions that can prevent new
problems from occurring, such as infection. The third role and function of the nurse is curative where at this stage the
nurse is able to provide nursing services by collaborating with other health teams to provide pain relief, antibiotics to
prevent infection.'® The fourth role and function of the nurse is rehabilitative where the nurse is able to make the patient
independent so that the patient can recover and be able to do activities as before being admitted to the hospital.

The role of the nurse is to carry out nursing care starting from assessment to nursing evaluation. The nursing
assessment carried out must be comprehensive covering physical, psychological, spiritual, cultural, and social aspects.*”
Nursing implementation is carried out such as maintaining effective breathing patterns, maintaining peripheral tissue
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perfusion, increasing activity tolerance, improving body image, preventing infection, and stimulating growth and
development according to age.*® So that nurses need to holistically pay attention to the patient’s condition in order to
improve the quality of life of patients with thalassemia.

Interventions given by nurses are still focused on physical treatment to reduce symptoms due to thalassemia. In
addition to the physical aspect, the quality of life is also influenced by the psychological aspect. So that interventions are
needed by nurses to improve the quality of life of children with thalassemia. The purpose of this study was to explore
nursing interventions that can be given to improve the quality of life of children with thalassemia.

Materials and Methods

Design

This study used a scoping review design with a scoping review design. Scoping review is a methodological technique
that serves to explore new topics today.’’ The broad conceptual range of this research framework is an advantage for
explaining various relevant findings according to research objectives.”® The framework in this research consists of 5 core
stages, namely identification of research questions, identification of relevant study findings, study selection, data
mapping, compilation of results, and reporting of analyzed study results.*

Search Methods

This study used a search strategy with PCC’s (Population, Concept, Context) framework:

Population: adolescents with thalassemia

Concept: nursing intervention

Context: improving quality of life

The databases used in the article search are CINAHL, Pubmed, and Scopus. The keywords used are: “thalassemia OR
beta thalassemia” AND “quality of life OR life quality OR heathy-quality of life” AND “nursing care OR nursing
intervention”. The research questions are: How are nursing interventions to improve the quality of life of children with
thalassemia?

Inclusion and Exclusion Criteria

The data search method in this study used PRISMA Extension for Scoping Reviews (PRISMA-ScR) to identify various
topics that discussed nursing interventions to improve the quality of life of children with thalassemia (Figure 1). Articles
were selected based on inclusion and exclusion criteria. The inclusion criteria for this study were that the patients were
children with thalassemia, quasi experiment or randomized control trial, using English, open access full text, and the time
setting of the last 10 years (2013-2022). The exclusion criteria in this study were that the sample was not adolescents
with thalassemia and was not a nursing intervention.

Data Extraction

After doing a search of articles from three databases. Three authors selected articles using inclusion criteria and screening
of titles and abstracts. Then three authors read the article in full-text. The three authors held discussions on the contents
of the articles they had read to determine the eligibility of the articles to be included in this scoping review. If there is
a debate between authors regarding the contents of the article, the authors conduct deliberations to determine the
feasibility of the article. If there is still no agreement between the three authors, the fourth author is invited to read
the full-text article and review the article and discuss with the other three authors. After the authors read the articles that
match the inclusion and exclusion criteria. The authors read the article in full-text. After that, the authors make
a summary of the important aspects according to the research objectives, namely the interventions carried out and the
results obtained. The authors then write the results of the analysis into the manual table made by the authors. It aims to
make it easier for writers to compare research results. Articles were extracted using a table containing authors,
outcome, year, country, study design, sample, intervention, and research results.
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Figure | PRISMA Flow Diagram. Adapted from Page MJ. The PRISMA 2020 statement: an updated guideline for reporting systematic reviews. BMJ. 2021;372:n71. Creative
Commons.*

Quality Appraisal

Assessment of the quality of the articles in this study aims to obtain articles that are relevant to the research objectives.
Assessment of the quality of the article using the Joanna Briggs Institute (JBI) assessment. JBI assessment conducts an
assessment by giving a score to the statements provided by JBI. There are 13 statements for articles with a randomized
control trial design and 9 statements for articles with a quasi-experimental design. Assessment of articles with discussion
of all authors. Each statement is given a score of 1 for the answer option yes and a score of 0 for the answer option no,
unclear, and not applicable. Journals were analyzed using the JBI critical assessment method with good article standards
to be used if above 75% based on criteria and topic relevance (Table 1).

Table 1 JBI Critical Appraisal Tool

Authors, Published Year References | JBI Critical Appraisal Tool Study Design
(Hassan & Azzab, 2016) [19] 88.9% (8/9) Quasi-experiment
(Rafii et al 2016) [41] 88.9% (8/9) Quasi-experiment
(Salehipour et al 2021) [42] 84.6% (11/13) RCT

(Jabbarifard et al 2019) [43] 76.9% (10/13) RCT

(Taheri et al 2020) [44] 92.3% (12/13) RCT

(Jabbarifard et al 2019) [43] 84.6% (11/13) Quasi-experiment
(Babaei et al 2019) [8] 100% (9/9) Quasi-experiment
(madmoli et al 2018) [45] 77.8% (719) Quasi-experiment
(Dehnoalian et al 2017) [46] 88.9% (8/9) Quasi-experiment
(EI-Said Zaghamir et al 2019) | [47] 88.9% (8/9) Quasi-experiment
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Data Analysis

Data analysis in this study was carried out using a qualitative approach. The articles obtained were then read in full and
then analyzed comprehensively by the authors. The authors described the findings and also presents them in tabular form.
Data analysis was carried out by all authors by comparing findings from articles that match the inclusion criteria and
exclusion criteria. After being analyzed, each intervention obtained was classified based on similar interventions and then
a description of the intervention and the impact of the intervention was given on children with thalassemia.

Results

The total articles obtained from search engines are 684 articles. Then the authors checked for duplication of articles using
the Mendeley application, and found 140 duplicate articles. Then the authors eliminated based on the inclusion criteria,
and examined the articles by reading the titles and abstracts, and found 17 articles that matched them. After that, the
authors read the full-text articles and examined the exclusion criteria, and found 10 articles that fit the research
objectives. The 10 articles were then examined for the quality of the articles using the JBI Critical Appraisal Tools,
and 10 articles were found to be appropriate and relevant with a JBI score above 75%.

The researcher identified the 5 methods by providing an explanation of the impacts and activities carried out as well
as the impact of the interventions carried out. The results of the analysis of the article are presented in tabular form as
follows (Table 2):

There are 10 articles that describe nursing interventions to improve the quality of life of children with thalassemia. In
addition, the intervention can also improve mental health such as adaptive coping, increasing self-efficacy, increasing
resilience, and reducing stress. This study shows that the articles come from Iran (8 articles) which is a developing
country and Egypt (2 articles) which is a developed country. Design articles in this review are quasy experiment (8
articles) and RCT (2 articles). The sample in this study is the range of 20-173 respondents. The age range of patients
with thalassemia is between the ages of 7-35 years. The research subjects from the articles analyzed were children with
thalassemia. Of the 10 articles analyzed, there are 5 types of nursing interventions, namely through Health Care
Instructions, Psychological Programs, Educational Programs, Counseling Programs, and Self-care Models. The following
is an explanation of each type of nursing intervention:

Health Care Instructions

Health care instructions are given by nurses to provide instructions for therapy that can be carried out independently by
patients and families. In addition, nurses also provide psychological support to patients and families. The therapies
trained by nurses are psychological and spiritual therapy, relaxation therapy, nutritional therapy, blood transfusions, and
schedule check-ups to health services. Intervention Health Care instructions begins by analyzing the needs of each. The
success of this intervention is influenced by the understanding of parents or caregivers about the patient’s disease. The
more families and patients understand the instructions given by nurses, the easier the intervention process will be given.
So that the level of family education is important to be able to understand the instructions given by nurses. The difficulty
in carrying out this intervention is when the family and the patient do not understand the importance of the intervention
and the patient and family are getting bored with the routine therapy being carried out. So nurses need to do games so
that activities are not boring.

The intervention was carried out as many as 10 sessions for each child and parent with a time of 7 months.'® Health
instructions given to participants regarding health needs, namely nutrition, efforts to relieve pain, treatment plans, the
importance of blood transfusions, and follow-up plans. In each session there is an evaluation delivery in the form of
knowing the feelings and problems that have not been resolved by the participants. Problems that have not been
completed by health care instructions is given counseling to resolve the problem. Instructions are adjusted to the stage
of development and family environment. The results of the study showed that there was a significant effect in improving
the quality of life of children with thalassemia.

The next instruction-based intervention is a nurse-implemented orientation program consisting of three steps, namely
introduction, implementation, and closing.*' At the inauguration stage, nurses and participants discuss the patient’s
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Table 2 Extraction Data

No | Authors & | References | Outcome | Country Design Sample Intervention Tools/ Result
Year Questionnaires
l. (Hassan & [19] Quality of | Egypt Quasi- 23 children with Health Pediatric quality After being given the intervention, there was a significant
Azzab, 2016) life experiment | range age 7-18 Instructions of life inventory improvement in the quality of life and improvement in
years old (mean PedsQL 4.0 children’s psychological problems
=9.95 * 3.62) generic core scale | Mean * SD Pre-test= 50.00+.15.07
Mean * SD Post-test= 51.04+14.05
P value> 0.05
2. (Rafii et al [41] Quality of | Iran Quasi- 55 children Orientation Thalassemia After being given the intervention, participants can develop
2016) life experiment | (mean= 21.23 £ Program Quality of Life strategies for the treatment of thalassemia disease. In
5.46) Questionnaire addition, participants also experienced a significantly
(TQOLQ) improved quality of life
Mean Pre-test= 1.04
Mean Post-test= 1.25
P value= 0.056
3. (Salehipour [42] Quality of | Iran RCT 60 children over | Continuous WHO’s QoL After being given nursing care through the Continuous Care
et al 2021) life 18 years of age Care Model scale Model (CCM) it can significantly improve the quality of life in
(mean=22.57 £ (CCM) (WHOQOL- children with thalassemia
4.19) BREF) Mean * SD Pre-test= 44.74+6.77
Mean * SD Post-test= 64.30+13.03
P value<0.001
4. (Jabbarifard [43] Quality of | Egypt RCT 173 children age Educational The pediatric The impact of this program can improve the quality of life of
et al 2019) life ranging between Programme quality-of-life children with thalassemia
8-18 years Regarding inventory tool Mean Pre-test= 51.05
Chelation Mean Post-test= 55.30
Therapy P value= 0.001
5. (Taheri et al | [44] Quality of | Iran RCT 50 children older | Individual SF-36 This intervention can significantly improve the quality of life
2020) life, self- than 15 years Psychotherapy | questionnaire of children with thalassemia
efficacy (mean= 20.4+3.2) Mean * SD Pre-test= |184.2+365.5

Mean * SD Post-test= 1873.0£21.6
P value<0.05
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6. (Jabbarifard [43] Stress, Iran Quasi- 40 children age Acceptance World Health After being given therapy, participants experienced
et al 2019) resilience, experiment | range of 18-35 and Organization a significant improvement in quality of life and survival. In
and quality years old (mean= | Commitment Quality of Life addition, participants experienced a decrease in stress levels
of life 25.53+5.06) Therapy (SF-26) Mean * SD Pre-test= 66.26+4.52
Mean * SD Post-test= 76.32+2.89
P value<0.001
7. (Babaei et al | [8] Quality of | Iran Quasi- 30 children age resilience SF-36 Based on the results of the study, this intervention is
2019) life experiment | range of 20-30 training and questionnaire effective for reducing stress and self-management so that it
years stress can significantly improve the quality of life and mental health
management status of participants
(SMART) Mean Pre-test= 73.20
Mean Post-test= 78.05
P value<0.001
8. (madmoli [45] Quality of | Iran Quasi- 80 children 15 Orem Self- SF-36 This intervention has been shown to significantly improve
et al 2018) life experiment | years to 25 years | care Model questionnaire the participants’ quality of life and be a cheap and simple non-
(mean= 2435 + pharmacological treatment to improve the quality of life of
5.50) children with thalassemia
Mean Pre-test= 75.40
Mean Post-test= 80.07
P value<0.001
9. (Dehnoalian | [46] Quality of | Iran Quasi- 20 children age Educational S§f-36 Quality of Educational counseling programs are proven to improve the
et al 2017) life experiment | |5 to 30 years Counseling Life quality of life of children with thalassemia
(mean= 23.06 Program Questionnaire Mean * SD Pre-test= 54.43 + 5.60
10.87) Mean * SD Post-test= 78.11 + 17.64
P value= 0.002
10. | (El-Said [47] Quality of | Iran Quasi- 50 children aged Educational Pediatric Quality | The quality of life of children with thalassemia has
Zaghamir life experiment | 8-18 years Program of Life Inventory significantly improved after being given the Educational
et al 2019) (mean= 12.6+3.0) | about Iron Tool Program about Iron Chelation intervention
Chelation Mean Pre-test= 61
Therapy Mean Post-test= 76

P value<0.001
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needs, improve the health status of participants, increase the role of participants, and prevent complications, this aims
also to build trust between participants and nurses. In the second stage, participants were explained about thalassemia
disease and the impact of treatment, also explained about the concept of hemosiderosis and splenectomy and strategies to
prevent infection from the treatment provided. Then at this stage it is also explained about diet and treatment regimens as
well as strategies for dealing with psychological problems. At the end of the session, a booklet of information about
thalassemia was given to serve as an activity guide. So that participants experienced a significant improvement in quality
of life after being given the intervention.

Psychological Program

Psychological program is an intervention that focuses on providing psychological support for adolescents with thalasse-
mia. Adolescents and their parents are given psychoeducation about their illness. Then, relaxation therapy exercises are
given to be practiced independently by the patient and family. Psychological problems are influenced by the psycholo-
gical condition of the participants and also the age of the patient with thalassemia. Nurses must also pay attention to the
stages of adolescent development so that emotional instability does not occur. So nurses need to pay attention to the
patient’s age. In addition, the physical condition of the patient and family also needs to be considered to maintain the
overall condition of the patient and family. The patient’s unstable psychological condition sometimes becomes an
obstacle for patients and their families in carrying out the program. So that mental nurses need to carry out additional
therapy to increase the emotional stability of patients and families such as practicing relaxation and mindfulness
techniques.

The form of psychological program is continuous care program (CCM) was carried out individually for 14 weeks.*?
The first step in this activity is orientation with a duration of 30-40 minutes per session. Activities in the form of
introductory sessions, program contracts, and knowing the quality of life of participants. The second stage is sensitization
with a duration of 45 to 60 minutes. The intervention consisted of six training sessions discussing anatomy and
physiology related to thalassemia, thalassemia complications and treatment procedures, diet of thalassemia patients
and the role of exercise, basic care for thalassemia and side effects of treatment, training in relaxation techniques, and
training in social skills. In the last session, participants were given education through booklets, CDs, and self-control
checklists so that participants could follow the instructions given. The CCM program has proven to be effective as an
intervention in nursing care in improving the quality of life of participants.

The second psychological intervention that can be done is individual psychotherapy (cognitive-behavioral therapy).**
This intervention was opened with an introduction to the program, an assessment of the quality of life and self-efficacy of
the participants, interviews with participants related to the fear of disease, and identifying psychological problems. Then
participants were given training on the détente method, which is to train muscle relaxation and deep breathing for 15
minutes. Participants were also asked to practice speaking skills in solving problems, as well as practicing self-
management. Participants experienced an increase in quality of life and a decrease in anxiety after being given the
intervention.

The third psychological intervention is acceptance and commitment therapy.*® This intervention begins with an
introduction to the intervention and the task of recording daily experiences. Furthermore, participants were taught
strategies, assessment methods, and preventing complications from control therapy. In addition, participants were also
trained to solve problems, accept, identify ego, and develop strategies to achieve goals. At the end of the session,
participants were asked to reflect on their past experiences. This intervention can significantly reduce stress, increase
resilience, and improve the quality of life of participants with thalassemia major.

The fourth psychological intervention is Resilience and Stress Management (SMART).® Participants will be asked to
raise awareness about stress, the physical signs of stress, and the perceived effects of stress. In addition, participants were
also taught about the concept of persistence, how to deal with stress, and progressive muscle training. Participants were
also given cognitive distortions, namely identification of negative thoughts, cognitive reconstruction, muscle relaxation,
diaphragmatic breathing, training in adaptive coping, building intimacy, and deep breathing meditation. After being given
the intervention, participants effectively reduce stress, increase resilience, build adaptive coping, and improve quality of
life.
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Educational Program

Educational programs are interventions provided by nurses to increase patient and family knowledge about the disease
they are suffering from. Nurses act as educators in providing information about the disease, the impact of the disease, and
also about the treatment that must be carried out. Providing education to patients is influenced by patient and family
education. This can provide a two-way discussion between participants and nurses. In addition, patient compliance to
implement education provided by nurses is also important to improve treatment outcomes for thalassemia patients. The
length of care for thalassemia patients also influences the patient’s and family’s initial understanding of thalassemia.
Providing education to patients sometimes only increases patient understanding, but does not change patient behavior in
carrying out independent treatment of thalassemia. So that supervision from nurses is needed to ensure that thalassemia
care is carried out by families and patients.

The educational program through Educational Program Therapy is carried out for five sessions. The duration of each
session is 20-30 minutes.*® The methods used in providing education are lectures, demonstrations, and group discus-
sions. Participants are given motivation and appreciation after doing the activity. After participants understood their
illness through educational programs, participants experienced a significant improvement in their quality of life.

Another educational program is an educational program about iron chelation therapy with a duration of 45-60
minutes.*” Participants were explained about program objectives, content, and procedures. The method given in
education is through group discussions and presentations of the results of the discussions. This intervention proved to
be effective in improving the quality of life of children with thalassemia.

Counseling Program

Counseling is the process of providing assistance carried out by an expert to individuals who are experiencing a problem
to overcome the problems faced by the client. Psychiatric nurses and pediatric nurses play a role in counseling patients
and families to solve problems caused by thalassemia. The pediatric nurse’s role is to pay attention to the development of
patients with thalassemia so that they can be fulfilled. The implementation of counseling is influenced by the trust that is
built between the patient and the nurse. So that efforts to build a trusting relationship usually require a longer time.
Patient and family awareness of the problem is important for the counseling process. Counseling takes a long time, so
patients can feel bored with repetitive activities. Some of the obstacles to telephone counseling include unstable networks
and discrepancies in the counseling schedule. So that initial agreement is needed in counseling so that patients and their
families and nurses can adhere to a predetermined schedule.

The counseling program that can be done is through groups. Counseling is given to solve problems with the active
participation of participants.*® Participants were given a booklet related to disease, symptoms, complications, and
treatment for quality of life in thalassemia and given one month to study it. After that, participants were invited to
counseling by telephone for 15-20 minutes regarding the patient’s difficulties, especially regarding his illness. This
counseling group has proven to be effective in improving the quality of life of children with thalassemia.

Self-Care Model

The self-care model is nursing care provided to patients and families to improve self-care abilities. Self care is the ability
of individuals, families and communities to improve health, prevent disease, maintain health and overcome disease with
or without support from health care providers. Participants were given education about self-care. However, nurses still
provide self-care services to patients. The implementation of the self-care model is influenced by the length of care that
has been carried out by the patient. The longer the treatment has been carried out, the more understanding of self-care
methods are carried out in patients with thalassemia. In addition, the patient’s knowledge of the disease and its therapy
influences the interventions given. The higher the knowledge possessed by the patient, the easier it is for the patient to
understand what self-care should be done.

Orem Self-care Model is one of the self-care interventions through training with interactive presentations and
discussions from doctors about thalassemia disease.*> After that, doctors and nurses provided education about self-
care for 60 minutes. Participants were given directions regarding self-care that can be done by being given a booklet.
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Participants are asked to practice independently from the booklet provided. Self-care is believed to increase the client’s
confidence and perception to be healthier. Orem Self-care Model is able to significantly improve the quality of life of
patients with thalassemia major.

Discussion

This study is the first scoping review that discusses nursing interventions to improve the quality of life for adolescents
with thalassemia. The authors found that there were 5 types of interventions that could be carried out, namely Health
Care Instructions, Psychological Programs, Educational Programs, Counseling Programs, and Self-care Models.
Implementation is carried out by nurses in a comprehensive manner by paying attention to various aspects such as
physical and psychological aspects. Interventions also involve families to increase support for children while nursing
interventions are given.

This study shows that eight articles are from developing countries. This is in line with previous studies which show
that the highest prevalence of thalassemia sufferers comes from developing countries. In line with this study, previous
research shows that in 2021 there will be 10,973 adolescents experiencing thalassemia in Indonesia.*’ However, the
incidence of thalassemia is not influenced by the progress of a country. Other research shows that thalassemia sufferers in
the United States of America are as much as 4.5%.%> Another studies also showed that there were 11,000 thalassemia
sufferers in Egypt.''>° This shows that thalassemia sufferers can occur in developed or developing countries.

This study shows that patients with thalassemia are in the range of 7-35 years. Although the average age of the
patients shows the figure of 20 years. This shows that most interventions are carried out for children and adolescents. The
age of children and adolescents requires monitoring of the developmental stages that occur in them.®' So that nurses who
provide interventions must pay attention and help meet the developmental stages of children and adolescents according to
their age.’” Fulfillment of these developmental stages collaborate with parents or the patient’s family to get maximum
results.>?

Parental involvement is also important to improve the quality of life of adolescents with thalassemia. Another study
shows that there is a strong relationship between parents and the health status of their members where the role and
support of parents is very important for every aspect of health care for family members starting from strategies to the
rehabilitation phase.'*?” Previous studies which states that support for assessment is that parents act as a feedback guide,
guide and mediate problem solving, as a source and validator of the identity of family members including providing
support, appreciation, attention.>*>> This is also supported by previous studies which show that interventions carried out
with family can improve the quality of life of adolescents with thalassemia by as much as 10%.%3%

The provision of nursing care is carried out comprehensively by nurses to adolescents by involving their parents. In
this aspect, nurses must carry out comprehensive patient identification so that the nursing care provided is appropriate
and in accordance with the patient’s needs. Adolescents with thalassemia are usually sensitive when discussing their
disease and sad about their condition. Thus, various aspects such as physical, psychological, social, cultural, and spiritual
are important things that must be considered by nurses.”’>® This is in line with previous studies which show that nurses
who pay attention to all aspects that affect patients comprehensively can improve patient satisfaction and quality of
life.’>°° In addition, patients also feel that there is hope for carrying out the treatment process.

Health Care Instructions is an intervention given to adolescents with thalassemia by following instructions given by
nurses. This intervention is carried out so that adolescents and parents are able to independently improve the quality of
life of adolescents with thalassemia. Previous studies have shown that instructions from nurses and assistance to parents
regarding the care of adolescents with thalassemia can improve the quality of life of adolescents.'**®! Other studies also
show that parents need directions from nurses to carry out self-care for children with thalassemia.®*®® This is supported
by previous studies which show that parents lack knowledge about thalassemia care, so directions from nurses are needed
to increase the role of parents and adolescents themselves in providing care. 006463

Psychological Programs are assistance from nurses to improve psychological aspects in adolescents with thalassemia.
Psychological aspects have decreased in adolescents with thalassemia. So that interventions to improve psychological
aspects are important efforts to be given by nurses. Previous studies have shown that adolescents who are given
meditation therapy can manage the anxiety they experience.®® In addition, mindfulness therapy methods also function
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to increase hope and quality of life in adolescents with thalassemia.®”-*® Adolescents are focused on increasing positive
psychological aspects so as to reduce negative thoughts about their illness. In line with this, previous research also shows
that adolescents who focus on the positive aspects they have have a higher quality of life.%%"°

Educational Programs are educational programs to increase knowledge and quality of life in adolescents with
thalassemia. Good knowledge about thalassemia can improve the quality of life of adolescents. This is in line with
previous studies which show that education about chronic diseases in adolescents can improve the self-care process so
that there is an increase in quality of life.®>”" In addition, other studies also show that there is a relationship between
knowledge and quality of life for adolescents with thalassemia.**** Health Education is provided by nurses regarding
various information such as definitions, factors, and independent efforts made in care. These various educations can
increase patient confidence in caring for themselves. So that patients have a high quality of life.

Counseling Programs are nurses’ efforts to provide counseling to parents and adolescents with thalassemia.
Counseling was carried out by a nurse for one hour to find out the feelings of adolescents and the problems they face.
Problem solving in adolescents can improve the quality of life of adolescents with thalassemia. This is because the source
of stress and anxiety for patients has decreased. Previous studies have shown that counseling is effective in improving the
quality of life for adolescents with thalassemia.”*’® Counseling aims to reduce the anxiety and fear experienced by
parents and adolescents with thalassemia. Other studies also show that counseling by nurses and psychologists for
adolescents with thalassemia and their parents can increase hope and quality of life.”*”> In addition, adolescents with
thalassemia have low self-esteem. So that counseling makes teenagers and parents more open about the problems they
face.

Self-care Models are interventions that focus on increasing the ability to care independently for adolescents with
thalassemia. Adolescents and parents are taught and directed to carry out care for people with thalassemia. Previous
studies have shown that adolescents with thalassemia who perform self-care have a higher quality of life compared to
adolescents who are unable to perform self-care.**®> This is supported by other studies which show that adolescents who
are able to carry out independent care have a high quality of life.”®’® In addition, other studies also show that there is
a relationship between self-care and quality of life in adolescents with thalassemia.'®® Directions from nurses also
involve parents so that teenagers and parents are able to accompany their children during the treatment process.

Nursing intervention is an important aspect to be given to adolescents with thalassemia and their parents. Thalassemia
adolescents are at risk of experiencing hopelessness and other psychological problems, and are even at risk of committing
suicide. The nurse is the person in charge of the patient in the room who interacts a lot with the patient. So that nurses’
understanding of nursing care must be comprehensive to improve the quality of life of adolescents with thalassemia.

Limitation

This study is limited by the design of the articles reviewed, namely randomized control trials and quasi-experiments, this
causes the authors to be unable to show the results of studies with other designs as a comparison in providing nursing
care to adolescents with thalassemia. In addition, this study is also limited because it cannot assess the effectiveness of
nursing interventions from all the articles reviewed. This is due to the limitations of the research design in this study,
namely scoping review. Then this study also has limitations from the database used, namely three databases, so
a comprehensive discussion is needed for further research using more article databases.

Conclusions

Nursing interventions based on improving the quality of life of children with thalassemia consist of 5 types, namely
Health Care Instructions, Psychological Programs, Educational Programs, Counseling Programs, and Self-care Models.
The intervention was carried out by the nurse and independently by the family at home. Nurses as educators play a role in
providing education about thalassemia and also the psychological impact of thalassemia. Nurses also act as counselors to
help solve problems that are owned by families and patients with their illness. Then nurses as well as instructors can
provide modules for self-therapy for thalassemia. These five interventions can be effective in improving the quality of life
of children with thalassemia. Implementation of nursing must pay attention to the stages of child and adolescent
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development to improve the quality of life of children optimally. In addition, nurses must also involve parents to provide
comprehensive care according to the needs and habits of children.

The implication in this study is that there is a reference for nurses in providing types of nursing interventions to
improve the quality of life of adolescents with thalassemia according to the characteristics of adolescents. Then another
implication is that there is a basis for hospitals to formulate policies for nurses in providing nursing care to improve the
quality of life for adolescents with thalassemia. In addition, families or caregivers of patients with thalassemia have an
overview of providing care to children and adolescents with thalassemia, so they can ask for help from health services for
treatments that cannot be done independently. Recommendations for further research are further research on systematic
review and meta-analysis to assess the effectiveness of nursing interventions in adolescents with thalassemia.
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