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ABSTRACT

The aim of this study was to compare the hopefulness levels of adolescents with thalassemia
major (TM) and healthy adolescents, and to determine the impact of some sociodemographic
and disease-related characteristics of adolescents with TM on their hopefulness. This cross-
sectional and correlational study was conducted in 112 adolescents with TM and 121 healthy
adolescents, a total of 233 adolescents. The study sample was selected using the convenience
sampling method. While the mean Hopefulness Scale for Adolescents (HSA) score of the
adolescents with TM was 1769.9+£290.5, it was observed that the mean HSA score of the
healthy adolescents was 1824.5+267.9, but the difference was not found to be statistically
significant (t=1.491, p=0.137). It was found that, after controlling for the other factors, the

father’s educational status impacted the hopefulness score of adolescents with TM and the
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educational status of a father with an elementary/middle school education had an adverse
effect on the hopefulness score (t = -2.601, p=0.011). In this study no difference was found
between the hopefulness levels of adolescents with TM and those of healthy adolescents. The
only sociodemographic factor that had an impact on the hopefulness of the adolescents with
TM was their father’s level of education. Nurses can provide professional help and support to
the thalassemic patients who experience hopelessness, and can activate social support systems
to help patients cope with such feelings.

Key Words: Adolescent, hopefulness, pediatric nursing, thalassemia major

TALASEMi MAJORLU ERGENLERIN UMUT DUZEYLERINi ETKILEYEN

FAKTORLER

OZET

Bu calismanin amaci, talasemi majorlii ergenler ile saglikli ergenlerin umut diizeylerini
karsilagtirmak ve talasemi majorlii ergenlerin bazi sosyodemografik ozellikleri ile umut
diizeylerinin iligkisini belirlemekti. Bu tanimlayici ve iligki arayici ¢alisma, talasemi majorlii
112 ergen ile 121 saglikli ergen olmak iizere toplam 233 ergen ile yapilmistir. Arastirma
orneklemi olasiliksi1z 6rnekleme yontemi kullanilarak secilmistir. Talasemi majorlii ergenlerin
umutluluk 6lgegi puan ortalamasi 1769.9 + 290.5 iken, saglikli ergenlerin puan ortalamasi
1824.5 + 267.9 olarak belirlenmistir fakat istatistiksel olarak anlamli farklilik bulunmamaistir
(t=1.491, p=0.137). Diger faktorler kontrol altina alindiktan sonra baba egitim durumunun
talasemi majorli ergenlerin umutluluk puanini etkileyen faktdér oldugu ve babanin

ilkokul/ortaokul mezunu olmasinin umutluluk puanini olumsuz etkileyen bir faktér oldugu
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bulunmustur (t = -2.601, p=0.011). Talasemi majorlii ergenlerin umutluluk 6lcegi puan
ortalamast saglikli ergenlerin umutluluk 6lgegi puan ortalamalar1 arasindaki istatistiksel
olarak anlamli fark bulunmamistir. TM'li ergenlerin umutluluklar1 tizerinde etkisi olan tek
sosyodemografik faktor babalarmmin egitim diizeyiydi. Hemsireler, umutsuzluk yasayan
talasemi hastalarina profesyonel yardim ve destek saglayabilir ve hastalarin bu tiir duygularla
basa ¢ikmasina yardimct olmak i¢in sosyal destek sistemlerini etkinlestirebilirler.

Anahtar Kelimeler: Ergen, Umutluluk, Cocuk hemsiresi, Talasemi major,

INTRODUCTION

The thalassemias are a diverse group of inherited hemoglobin disorders characterized
by a reduced synthesis of the globin chains and result in varying degrees of anemia due to
hemolysis and ineffective erythropoiesis (1). p-thalassemia major is a life-long disorder
requiring intensive treatment regimens, including frequent blood transfusions and daily
chelation therapy (2). Thalassemias are a serious health problem worldwide (3). The highest
prevalence of B-thalassemia is seen in populations living in Asia, the Mediterranean,
Transcaucasia, the Indian Subcontinent, and the Far East (4,5). In Turkey, according to the
results of a national hemoglobinopathies study, B-thalassemia major represents approximately
83% of the total thalassemia patient population, although the prevalence of B-thalassemia
carriers was found to be 2.1% overall in Turkey, the epidemiological data demonstrated
regional differences, with a higher prevalence in coastal areas (6,7).

Patients with thalassemia major (TM) are affected by serious complications
particularly due to post-transfusional iron overload, which is an important cause of morbidity

and mortality in individuals with thalassemia (4,7). Iron chelation therapy is considered an
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essential component of thalassemia management, removing the iron which accumulates due to
regular blood transfusions (3, 6, 8, 9). Iron overload contributes to increased risk of liver
cirrhosis, heart failure, and endocrine abnormalities, while ineffective erythropoiesis and
hemolysis contribute to multiple complications, including splenomegaly, extramedullary
hematopoiesis, pulmonary hypertension, and thrombosis (1,7). Heart failure is still the most
important cause of death, despite great improvement in the clinical management of
thalassemia (10).

Having a chronic disease such as TM may affect the hopefulness levels of adolescents
because of issues that include worrying about the future, frequent hospital visits for blood
transfusions, body dysmorphic disorder, self-perception as different from peers due to delayed
growth, and stress and psychiatric disorders stemming from the complications of the disease
(major depression, generalized anxiety disorder, etc.) (11,12,13). A lifetime filled with
difficulties lead these patients to experience various psychosocial issues. Psychological and
psychosocial problems (anxiety, depression, low quality of life, low self-esteem, loneliness,
and hopelessness) may be observed in 20%-80% of patients with TM (9,13). Compared to
their peers, children and adolescents with TM have lower quality of life and higher anxiety
and depression levels (11,14,15,16).

There are various studies in the literature which focus on children and adolescents with
thalassemia from the perspectives of quality of life (9, 15, 16, 17), adaptation to the illness (7,
18), psychosocial problems (11, 12, 19, 20, 21, 22, 23), and loneliness and self-esteem (24). A
few studies, however, probe the hopefulness/hopelessness levels of adolescents with TM (24,
25), But they have only looked into the hopefulness of adolescents with TM. There is also a

need to explore the factors that contribute to levels of hopefulness.
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The purpose of this study was to compare the hopefulness levels of adolescents with
TM and healthy adolescents and to determine the impact of some sociodemographic and

disease-related characteristics of adolescents with TM on their hopefulness levels.

METHODS
Design and participants

This cross-sectional and correlational study was conducted from 2012 and 2014 with a
group of adolescents with TM and another of healthy adolescents. The study sample
comprised 133 adolescents with TM aged 12-18, who were being monitored at the pediatric
hematology polyclinics of hospitals in four provinces in Turkey’s Aegean Region, and also
1.418 healthy adolescents of the same age group enrolled in an elementary school and a high
school, again in the Aegean Region. This study was conducted at five state hospitals in the
southwest of the Turkey. The study sample was selected using the convenience sampling
method. Adolescents were eligible to participate in our study if they had no problems with
their sight or hearing, and had not received a psychiatric diagnosis in the previous month
(anxiety disorder, depression, etc.) and were not being treated for such a condition.

The number of individuals to be recruited into the study sample was determined by a
power analysis using the Minitab 15 program with 0.80 (80%) at a 95% confidence interval,
an effect size of 0.50, and 0=0.05. This found that at least 64 adolescents with TM and 64
healthy adolescents should be included in the study, meaning a total of 128 adolescents.
Twenty-one adolescents with thalassemia were excluded (rejected or could not be reached).

Twelve healthy adolescents who were not given consent to participate by parents were also
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excluded. Finally, the study was completed with 112 adolescents with TM and 121 healthy
adolescents, a total of 233 subjects.
Instruments

The participants completed a sociodemographic questionnaire. This form was
developed by the researchers in accordance with the literature (13, 26). That for adolescents
with TM comprised 24 items that sought the characteristics of adolescents diagnosed with
thalassemia and their families (age, gender, educational status, etc.) and information about
TM. The questionnaire for the healthy adolescents comprised 15 items on the descriptive
characteristics of healthy adolescents and their families (9, 13, 26).

The Hopefulness Scale for Adolescents (27), the Turkish version of which was tested
for validity and reliability (26), was used to determine the adolescents’ hopefulness scores.
The HSA is a 24-item visual analog instrument that was created to measure an adolescent’s
degree of future orientation at the time of the measurement (26). With possible responses that
range from “I never think in these terms” at one end of the scale to “I always think in these
terms” at the other, the respondent is asked to place a mark on a horizontal line of 100
millimeters on the statement that best applies to him/her. Each item thus receives a score of
between 0 and 100. All item scores are summed to calculate a total scale score. Scale scores
range between 0 and 2.400, higher scores signifying higher levels of hopefulness (26). The
HSA has been used to determine the hopefulness levels of healthy, substance-dependent
adolescents and others being treated for emotional and mental disorders or cancer (26,27,28).
The internal consistency coefficient for the hopefulness scores of the adolescents participating

in this study was 0=0.86.
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Data collection

The data of the adolescents with TM were collected first. These adolescents were
being monitored in pediatric hematology polyclinics, they fulfilled the inclusion criteria and
their families were informed about the study. The rules for the completion of the
questionnaires were explained to the participants in a suitable, quiet room, and then the
sociodemographic data questionnaire was filled out by the first researcher using a face-to-face
interview method while the HSA was completed by the adolescents themselves. The HSA
was completed in 8-10 minutes. Blood transfusion should be performed on patients with
thalassemia at least once a month (generally, once every three weeks). As blood transfusions
are performed every day or on specific days in the pediatric hematology units of certain
institutions, data were collected in polyclinics on dates determined by pediatric nurses and
adolescents together.

The adolescents in the healthy adolescents group were recruited by age, to match the
adolescents in the TM group. They too were aged 12-18 and were enrolled in an elementary
school in the province of Mugla. They were given an explanation of the study. The students
were provided informed consent and data collection forms to give to their parents and were
asked to return them if parental consent was given. The rules for the completion of the data
collection forms were explained in a quiet room to the parents who had given written consent,
and the sociodemographic questionnaire was filled out in face-to-face interviews while the
adolescents filled out the HSA themselves.

Ethical considerations
Written permission was obtained for the study from the institutions in which the study

was conducted and from the Adnan Menderes University Medical Faculty Clinical Research

IAAOJ | Health Sciences | 2020/ 6 (1) 84



“c.w'_"_”{v«%
T
\.,

H0) International Anatolia Academic Online Journal

ORIGINAL ARTICLES / ARASTIRMA MAKALESI

Ethics Committee (Number: 2012/82). Written approval was obtained from the Ministry of
National Education Mugla Provincial National Education Directorate. In addition, necessary
written approvals were obtained from the offices of the chief physicians in hospitals where the
study was conducted. The adolescents and their parents provided written consent.
Data analysis

The data were analyzed with the SPSS 17.0 program for Windows. They were
analyzed using descriptive statistics, the student t-test, the Chi-squared test, the Mann-
Whitney U test, the Kruskal-Wallis test, one-way ANOVA, and multiple regression analysis.
To determine similarities between the thalassemia and healthy adolescent groups, the student
t-test was used for continuous variables and the Chi-squared test for categorical variables.
These data were analyzed with the Kolmogorov-Smirnov test to determine the distribution.

Since differences were found between groups in terms of mothers’ educational status,
fathers’ educational status, the loss of relatives to thalassemia and blood transfusion frequency
(p < 0.05), these four factors were included in the regression model. Dummy coding was
performed for the independent variables included in the logistic regression analysis.
Accordingly, mothers’ elementary/middle school diploma was coded as 1 while high school
diploma or a higher degree was coded as 0. Similarly, fathers’ elementary/middle school
diploma was coded as 1 while high school diploma or a higher degree was coded as 0. Losing
a relative to thalassemia was coded as 1 while not losing a relative was coded as 0. Receiving
a blood transfusion every two weeks was coded as 1 while receiving a transfusion every three
or four weeks was coded as 0.

The correlation analysis of the factors in the model showed that there was a positive

but weak correlation between fathers’ and mothers’ educational status (r = 0.50). No linear
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relationship was found between the other factors. The Cronbach’s alpha (o) test was used to
calculate the reliability coefficients of the adolescents’ scores on the HSA. The results, at a

confidence interval of 95% and values at p<0.05, were accepted to be statistically significant.

RESULTS
Findings on the Descriptive Characteristics of Thalassemia Major and Healthy
Adolescents

More than half of the adolescents with TM and close to half of the healthy adolescents
were girls. Close to half of the adolescents in both groups were in the age group 12-14, and
more than half were high school students. It was found that the two groups were similar in
terms of gender, age, and educational status (p>0.05). A significant majority of both groups
lived in a nuclear family. Close to half of the adolescents with TM and three-quarters of the
healthy adolescents had one sibling. More than half of both the adolescents with TM and the
healthy adolescents said that their household expenditure was equal to the family’s income.
There was a statistically significant difference between the two groups in terms of family
type, number of siblings and perceived income level (Table 1).

Table 1. Distribution by the sociodemographic characteristics of adolescents with thalassemia
major and healthy adolescents (n=233)

Sociodemographic Groups
Characteristics With Thalassemia  Healthy (n=121)
Major (n=112)

n % n % dff x?, p value

Gender
x?=0.113
Female 58 51.8 60 49.6
1 p=0.737

Male 54 48.2 61 50.4
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Age group
Ages 12-14 50 44.6 55 45.4
x2=0.149
Ages 15-16 33 29.5 33 27.3 2
p=0.928
Ages 17-18 29 25.9 33 27.3
Education
) x?=0.015
Middle school 50 44.6 55 42.5 1
_ p=0.901
High school* 62 55.4 66 54.5
Family type
y P _ x2=5.728
Nuclear family$ 95 84.8 115 95.0 2
_ p=0.017*
Extended family 17 15.2 6 5.0
Number of siblings
No siblings 31 2717 22 18.2 x?=19.598
One sibling 50 446 87 71.9 2 p=0.000*
Two or more siblings 31 217 12 9.9
Perceived income
status
Income lower than 37 331 10 8.3
expenditure
x2=27.355
Income equal to 61 544 73 60.3 2
) p=0.000*
expenditure
Income greater than 14 125 38 314

expenditure

*p<0.05. *df: degree of freedom, *Two individuals studying at the university were added to
the high school group. x2: Chi-square test.

Findings Regarding the Mean Scores of Hopefulness Scale of Adolescents
Graph 1 demonstrates the participants’ hopefulness scale scores. While the mean HSA

score of the adolescents with TM was 1769.9+290.5, it was observed that the mean HSA
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score of the healthy adolescents was 1824.5+267.9 but the difference was not found to be

statistically significant (t=1.491, p=0.137).

22 50 =

Z000 =

4750 =

1500 =

HSA Meanh Score

1z 50 =

1000 = A1
Thalassemia group Control group

Groups

Graph 1. Hopefulness scores of adolescents with thalassemia major and healthy adolescents

Comparison of the mean scores of hopefulness scale according to some
sociodemographic characteristics of parents

It was determined that the groups were homogeneous in terms of their parents’ age and
the fathers’ employment status, while they presented a significant difference in terms of

mothers’ employment status and the kinship between the parents (Table 2).

IAAOJ | Health Sciences | 2020/ 6 (1) 88



1840) International Anatolia Academic Online Journal

ORIGINAL ARTICLES / ARASTIRMA MAKALESI

Table 2. Distribution by the sociodemographic characteristics of the parents of adolescents
with thalassemia major and healthy adolescents (n=233)

Sociodemographic With
Characteristics Thalassemia Healthy (n=121) Jff 2 b value
Major (n=112) P
n % n %
Mother's age group
Ages 30-39 63 56.3 66 54.6 5 _
Ages 40-49 a1 466 51 21 2 X _‘023;}1‘2‘6
Ages 50-59 8 71 4 3.3 P=o.
Father's age group
Ages 30-39 24 21.4 27 22.3 2= 0.594
Ages 40-49 74 66.1 75 62.0 2 A
Ages 50-64 14 125 19 15.7 p=0.743
Mother’s educational
level 9 _
Elementary/middle school 96 85.7 63 52.1 1 X __03006325
High school/university 16 14.3 58 47.9 p=>.
Father’s educational level
Elementary/middle school
High school/university 86 76.8 44 36.4 1 x? = 38.532
26 23.2 77 63.6 p=0.000*
Mother's employment
status
Employed 16 14.3 32 26.4 1 x?=5.258
Housewife 96 85.7 89 73.6 p=0.022*
Father's employment
status
Employed 96 85.7 105 86.8 1 x? = 0.055
Retired 16 14.3 16 13.2 p=0.814
The kinship  between
parents
Yes 37 33.0 8 6.6 1 x?=26.061
No 75 670 113 93.4 p=0.000"
*p<0.05

While the mean HSA score of adolescent girls with TM was 1726.5+304.1, that of
adolescent boys was 1816.6+270.1. The difference between the two was not found to be
significant. Additionally, there was no significant difference in terms of age group or

educational status. This study, there were no differences between mean HSA scores
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according to the gender, age, family type, number of siblings, perceived income status,
parents’ age, and the employment status or educational level of mothers of adolescents with
TM (Table 3).

Table 3. HSA mean scores by the sociodemographic characteristics of the adolescents with
thalassemia major (n=112)

Sociodemographic HSA Mean Score t/ x?kwl UIZ F,
Characteristics n Mean + SD p value
Gender
Female 58 1726.5 + 304.1 t=1.65
Male 54 1816.6 +270.1 p=0.101
Age group
Ages 12-14 50 1780.9 + 307.1 2
Ages 15-16 33 1733.0 + 270.1 X 2'22877
Ages 17-18 29 1793.1 + 289.3 =2
Education
Middle school

62 1797.5 £ 276,5 p=0.267
Family type U =589.0
Nuclear family 95 1749.1 £ 301.5 Z=[-1.772]
Extended family 17 1886.5 + 185.6 P=0.076
Number of siblings
No siblings 31 1847.1 +284.5 F= 1543
One sibling 50 1736.0 + 301.9 :0' 218
Two or more siblings 31 17475+ 2715 p=>.

Perceived income status
Income less than
expenditure

Income equal to 37 1691.1 + 279.9 X2kw = 4.205
ex endiu?re 61 1811.2 + 300.8 p=0.122
P 14 1798.6 + 243.3

Income greater than
expenditure
“Two individuals studying at the university were added to the high school group.

While the mean HSA score of adolescents who had relatives sick with TM was
1782.5+283.1, which of those who had no relatives with TM was 1762.1+£296.7 No
statistically significant difference was found between them. A surprising finding was that the

mean HSA score of adolescents who lost a family member or relative to TM (2014.4+322.2)
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was strikingly higher than the mean HSA score of adolescents who had not suffered such
losses (1758.5+285.5). This difference was statistically significant. In terms of the method of
chelation therapy applied to the adolescents with TM, it was seen that the mean HSA score of
the adolescents receiving oral chelation therapy was slightly higher than those receiving
subcutaneous or subcutaneous and oral chelation therapy, but this difference was not

statistically significant(Table 4).

Table 4. HSA mean scores of the adolescents with thalassemia major by diagnosis and
treatment characteristics (n=112)

Diagnosis and treatment HSA Score
characteristics n Mean + SD tx*kw/UIZ, 1 p
value

Having a relative with TM

Yes 43 1782.5 +283.1 t=0.360

No 69 1762.1 +296.7 p=0.720

Losing someone to thalassemia

Yes 5 2014.4 £322.2 U =123.500

No 107 1758.5 + 285.5 Z =[-2.029]

p=0.042*

Frequency of blood transfusions

Once every two weeks 9 1990.7 + 243.7 X?kw = 4.881

Once every three weeks 91 1748.5 + 283.2 p=0.087

Once every four weeks 12 1767.4 + 329.0

IC\)/Irztlhr(()J(ljthf chelation therapy U = 626.500

Subcutaneously/subcutaneously and %8 1773.6+2%8 Z=[-0523]
14 1744.6 + 249.8 p =0.601

orally

\P(::sence of other chronic disease 9 1711.4 + 346.4 ; ; ?%)64%(1(])

No 103 1775.1 + 286.5 0= 0.688

*p<0.05, t: Student’s t-test, x?:Chi-square test, KW: Kruskall Wallis test, U/Z: Mann
Whitney U test/Z value.
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The factors related to the HSA scores of the adolescents with TM

Using linear regression analysis, an attempt was made to discover if the father’s
educational status, the mother’s educational status, the losses suffered in the family due to
thalassemia, and the frequency of blood transfusions had any effect on mean HSA scores
(Table 5).

Table 5. Factors related to the hopefulness scores of the adolescents with thalassemia major
(n=112)

95% Confidence

Factors$ Interval
Bt SE? t p ()
Lower Upper
(Constant) 189453 73.23 25.87 0.000 1749.36 2039.71
Mother is an -9.576 85.55 -0.112 0.911 -179.18 160.032

elementary/middle

school graduate (1) §

Father is an -184.11  70.79 -2.601 0.011* -324.45 -43.77
elementary/middle

school graduate (1) §

Losing a relative to 239.16 12547  1.906 0.059 -9.566 487.90
thalassemia (1) §
Receiving blood 178.22  96.75 1.842 0.068 -13.57 370.02

transfusions once
every two weeks (1) §

*
p <0.05.
¥B: Beta, *SE: Standard Error, SDummy Coding: 1=Yes, 0=No (Model=1, Method=Enter,

R=0.388, R?=0.151, Adjusted R?=0.119).

It was found that, after controlling for the other factors, the father’s educational status
impacted the hopefulness score of adolescents with TM and the educational status of a father
with an elementary/middle school education had an adverse effect on the hopefulness score

(t = 2.601, p=0.011).
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DISCUSSION

As a result of this study, although the hopeful score averages of healthy adolescents
were higher than the hopeful score averages of thalassemia major adolescents, this numerical
difference was not statistically significant (p>0.05; Graph 1). Adolescents with TM may feel
less hopeful due to problems encountered in the course of their illness, which include anxiety
about the future, body image issues, feelings of difference, delayed growth, complication-
related stress, and psychiatric disorders (11,12,13,17,23). In their study, Tajvidi and Zeighami
(2012) reported that 59% of adolescents with TM displayed low levels of hopelessness.
Pourmovahed et al. (2003) did not find significant differences between the hope levels of
adolescents with TM and healthy peers (25). In our sample, the hopefulness scores of the
adolescents with TM were similar to those of their healthy peers. This might be explained by
the positive impact provided by adequate social support received by the adolescents with TM
from their families and especially by the fact that they shared their experiences with peers
who suffered from the same illness. Furthermore, developments in the treatment of TM in
recent years may have been instrumental in providing families, and consequently their
adolescent children with TM, with greater hope about the future.

In our study, however, there were no differences between mean HSA scores according
to the gender, age, family type, number of siblings, perceived income status, parents’ age, and
the employment status or educational level of mothers of adolescents with TM. It was only
found that the hopefulness scores of adolescents with TM whose fathers were
elementary/middle school graduates were lower than the scores of those whose fathers had
higher educational backgrounds. After controlling other factors (the mother’s educational

status, losses suffered by the family due to thalassemia, and frequency of blood transfusions),
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low educational levels of fathers was identified as a factor that adversely affected hopefulness
scores. It is fair to state that as parents’ educational level rises, they teach their children more
and form closer social relationships with them, adolescents’ awareness of their diseases
increases, adolescents become stronger, and their hopefulness scores are affected as their
adaptation to diseases and treatments increases. Esenay and Conk (2007) found a significant
relationship between parents’ educational level and adolescents’ hopefulness scores(26).

In this study, the mean of the adolescents with or without HSA family members is
differentiated between HSA scores. Surprisingly, however, thalassemia close relatives had
higher hopeful scores than adolescents. Contrary to this finding, those who are familiar with
the loss of a close family hotel or a similar illness may have feelings of despair about life and
the future. The hopefulness scores of the participating adolescents with TM who used an oral
chelator were higher than those who used an oral or subcutaneous chelator, and this difference
was not statistically significant. With the recent developments in TM diagnosis and treatment,
deferasirox (DFX) oral iron chelator treatments are much easier to administer than
desferrioxamine (DFO) parenteral treatments, and DFX oral iron chelator treatments reduce
pain and dependence-related feelings. Thus, oral chelators are stated to satisfy patients (29).
Adolescents with TM adapted to DFX treatment much better while making an effort not to
disrupt iron chelation, which positively affected patients’ quality of life and hopefulness
scores.

Thalassemia major, starting particularly in adolescence, may lead to serious
complications, morbidity, and even mortality (4,7,30). Regular blood transfusions, close
monitoring of iron loading, and appropriate iron chelation therapy, which have been the

standard course of treatment in recent years, have reduced complication-related adverse
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outcomes and changed the prognosis for the illness toward the positive (4, 6). It is also
possible to see that because of the complications that accompany this disease, patient
complaints and hospital stays may increase, and quality of life and expectations of life may
fall (3, 9). Uz et al. (2013) found that 44.4% of patients with TM had accompanying chronic
ilinesses (diabetes mellitus, coronary artery disease, heart failure, hypophyseal deficiency, and
osteoporosis) and that these patients displayed significantly lower scores on the quality of life
subscale than patients who did not have concomitant chronic illnesses (9). An increase in the
number of concomitant chronic diseases may cause hopefulness scores to decline because of
anxiety about the future and a continually diminishing quality of life. There were no
differences in our study between the hopefulness scores of adolescents with TM who had or
did not have concomitant chronic illnesses. Of the nine adolescents who reported a chronic
illness, one indicated heart failure, two reported Type 1 diabetes mellitus, one complained of
kidney failure, two of bronchial asthma, and three of osteoporosis and vision impairment.
Difficulties in peer relationships and the affective domain may emerge in adolescence when
peers’ presence and their approval are at the forefront of one’s considerations. Complications
such as dysmorphosis arising from TM, delayed puberty, and bone deformities may cause
adverse body perception and stigmatization, which may distort social functioning and affect
adolescents’ hopefulness. Adanir et al. (2017) stated that adolescents with beta thalassemia
developed related complications, and had difficulties in social, affective, and behavioral
functioning while experiencing more issues and difficulties in peer relationships and the
affective domain than their healthy peers (31).

Pediatric nurses should determine the hopefulness level of adolescents with TM,

identify desperate adolescents’ intrinsic (autonomy, independence, logic, cognitive thinking,
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etc.) and extrinsic (significant people, healthcare crew, support groups, etc.) sources of hope
(relationships, beliefs, etc.), plan nursing practices for raising their hopefulness levels,
combine the medical treatment of TM and similar chronic diseases with psychosocial support,

and provide holistic nursing care to patients and their families.

Limitations

There are some limitations to this study. First, a random sampling method was not
chosen in this study. No homogeneity was found among thalassemic and healthy adolescents
in terms of sociodemographic characteristics such as number of siblings, family type, and
income level. This may have affected the generalizability of the findings. Second, although
the intention was to have the adolescents fill out the HSA themselves, because some struggled
to understand some of the questions, the researcher chose to explain the questions before the
forms were completed. This may bring a bias risk, but it may also be expected that this risk
was diminished as the data were collected by the first researcher alone. Third, since no other
studies have been applied the HSA to adolescents with TM, the discussion was carried out on
the basis of studies that used the Beck Hopelessness Scale or worked with adolescents who
suffered from other chronic diseases. Despite these limitations, however, this study
contributes to the literature by shedding light on the hopefulness levels of Turkish adolescents
with TM and the factors which affect them.

Since knowledge on this area is limited, it may be said that there is a need for more
research to compare the characteristics of diagnosis and treatment of adolescents with TM and

their hopefulness.
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CONCLUSION

No difference was found between the hopefulness levels of adolescents with TM and
those of healthy adolescents. There were differences between the hopefulness levels of
adolescents with TM in terms of their fathers’ educational background, however. In this
context, it was found that the hopefulness levels of adolescents whose fathers were
elementary/middle school graduates were lower than those of adolescents whose fathers were
high school/university graduates. Other sociodemographic characteristics — having a family
member or close relative with TM, frequency of blood transfusions, method of chelation
therapy, or the existence of chronic illnesses accompanying TM presented no differences in
hopefulness levels.

Nurses should identify the sources that bring hope to adolescents with TM who harbor
feelings of hopelessness, and plan interventions that will increase their hopefulness, providing
social support to the adolescent and their family to help them cope with the emotional

tensions and difficulties that such a chronic illness brings.
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