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Abstract:

Background: Thalassemia is an autosomal recessive congenital disease originating from the countries of the
Mediterranean region. Deficiencies in globin chain synthesis may lead to severe anemia requiring regular
blood transfusions and iron chelating therapy starting at an early age

Obijective: A descriptive analytic study design was carried out to assess Self-Efficacy among Thalassemic Adult
Patients in Baghdad City- Iraq.

Methodology: A descriptive design study was carried out in Hereditary Anemia's Centers. The study was started
from February 10", 2014 to August 3™, 2015. Non-probability (purposive) sample of (100) Thalassemic Adult
Patients) was selected from the Hereditary Anemia's Centers in Baghdad city. The study instrument was
composed of three parts, Socio demographic characteristic, clinical characteristic and chronic disease self-
efficacy scales (CDSES). Data were analyzed through the application of descriptive and the inferential data
analysis approach by using SPSS version 20

The results: Self-Efficacy in adult thalassemia patients was very low self- efficacy in the exercise and manages
symptom domains, lower self-efficacy was in managing disease, do Chores, social / recreational activities, and
control/Manage depression domains.

The finding revealed that there are a statistical significant with level of education, economic status and type of
chelation therapy, and a high statistical significant between self-efficacy with effect of disease on education.
Conclusion: Self-Efficacy in adult thalassemia patients was ranging between very low and moderate level.
Recommendation: Continuous programs of health education of patients about early detection any abnormal
clinical manifestation and how to be managed

. Introduction

Thalassemia is the most prevalent genetic disorders worldwide. It is hereditary hemolytic anemia
resulting from malformation in hemoglobin production ™. Beta Thalassemia (B -TM) is the most prevalent
autosomal hereditary disease @ . Forms of thalassemia belong to a group of genetic diseases named
hemoglobinopathies that compromise the normal make of chains of alpha and betaglobins, which form
hemoglobin. Thalassaemia is classified according to which hemolytic chain of the hemoglobin molecule is
influenced. In a- thalassemias, prevalent of o globin chain are affected, while in B- tha-lassaemia prevalent of
the B globin chain is affected . Thalassemia major, as well known as Cooley’s anemia and Mediterranean
anemia, is the most complicated form of Beta-thalassemia, since both mutations of both Beta-globin alleles
results in severely impaired Beta-globin chain production ©. Patients with Beta-thalassemia intermedia have
Slight to moderate anemia and in most conditions do not require blood transfusions ©. The disease results in a
severe anemia that prevents to survive, and in peculiar bone modification which can be detected in the
osteological specimens coming from archaeological sites. Anyway, a confirmed diagnosis cannot be made just
by a macroscopic examination of the material, but there is a need of elegant techniques, that let to discriminate
between the modulations that are unspecific and those that are typical of thalassemia ™. The happen of
thalassemia in Latin America, southeast of Brazil and the Caribbean is heterogeneous, about 1% to 2% of the
population. It was introduced by Portuguese, Spanish and Italian immigrants. The spread of thalassemia major
(TM), which is the most severe clinical form, ®. The feel self-efficacy reflects the person’s belief in his/her own
skills to tactic and perform confirmed activities to achieve specific goals . Self-efficacy is the belief in one’s
capacity to execute a route of action for a required function pertaining to day to day symptom and disease
management ‘9. Patients with maximum self-efficacy levels are more probable to start or maintain a specific
function even in the face of existing barriers. Several self-management programs swimmingly targeted self-
efficacy resulting in promotion health outcomes ™"
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Objectives of the study:
1. To assess the self-efficacy of adult thalassemic patients.
2. To identify the relationship between self-efficacy with demographic characteristic of adult thalassemic
patients.
3. To identify the relationship between self-efficacy and clinical characteristic for adult thalassemic
patients.

I1.  Methodology

A descriptive analytic study design was carried out to assess self-efficacy among Thalassemic Adult
Patients at Hereditary Anemia's Centers in Baghdad City. The study was started from February 10", 2014 to
August 3", 2015. Non - probability (purposive) sample of (100) Thalassemic Adult Patients who were attending
the hospital / Hereditary Anemia's Centers for clinical examination and blood transfusion.

The study instrument was composed of three parts which: Part 1. Socio-demographic information was
included; age, gender, marital status, level of education, occupational, economic. Part 2. Clinical characteristics
which including age at diagnosis, the times of blood transfusion, age at blood transfusion, Hemoglobin
concentration, Ferritin concentration, S. bilirobin, Age at splenectomy. Part 3. The patient self-efficacy
measured by Chronic Disease Self-Efficacy Scales (CDSES) 2, were adopted by the researcher with some
modification for assessing self-efficacy of the thalassemic adult patients. It contains (10) Domains: The
researcher using (8) domains according to the objective of the study.( Routine exercise, get help from family and
friends, communicate with physician, manage disease, do chores, social/recreational activities, manage
symptoms, control/manage depression) The self-efficacy scales were rated and scored by assigning each
thalassemic adult patients response an ordinal value, five level types option scale as (strongly disagree, (1),
disagree (2), uncertain (3), agree (4) strongly agree (5)). The highest score of self-efficacy Scales obtained, the
high self-efficacy of adult thalassemic patient.

The validity of the questionnaire was determined through a panel of (16) experts. The reliability of the
present study instrument was determined through Test-Retest. The result of reliability coefficients for the
patients self-efficacy was (r=89). Data were collected through the use of questionnaire format designed and
interview techniques. Data were analyzed through the application of descriptive and the inferential data analysis
approach by using SPSS version 20.

I1l.  Results
The results of this study were analyzed through the application of statistical procedures which were
manipulated and interpreted.

Table (1) Distribution of thalassaemic patients, according to demographic characteristics (n= 100)

Demographic Variables F %
18-22 45 45.0
1 Age 23-27 33 33.0
28-32 14 14.0
33-37 5 5.0
38-44 2 2.0
45-above 1 1.0
Mean + SD 24.49+5.26
3 Sex Male 52 52.0
Female 48 48.0
4 Marital state Single 91 91.0
Married 9 9.0
5 Education Iliterate 14 14.0
Read and write 13 13.0
Primarily graduate 27 27.0
Medium graduate 18 18.0
Secondary graduate 11 11.0
Institute graduate 3 3.0
College graduate 14 14.0
6 Occupation Student 16 16.0
Employees 7 7.0
Retired 1 1.0
Freelancers 24 24.0
Housewife 36 36.0
Unemployed 16 16.0
7 Economic Low income 2 2.0
Median income 74 74.0
Good income 24 24.0

F = Frequency, % = Percentage, SD = Standard deviation.
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The demographic characteristic of 100 thalassemic adult patient indicated that the majority of them
(45%) were 18-22 years old, (52%) were male, most of them (91%) were single, (16%) were students, (27%) of
those student primary graduate and only (14%) were College graduate, (36%) were housewife, and (74%) were
the medium level of economic status .

Table (2) Distribution of adult thalassaemic patients according to clinical characteristic.

Clinical characteristic F %
1 Times of blood transfusion 1-2 times monthly 78 78.0
More than a month 22 22.0
2 Age at blood transfusion. > 1-3 years 100 100
3 Hemoglobin test <9.5¢g/dl 95 95.0
Minimum Hb3.6 9.5-10.5 g/dI 5 5.0
Maximum Hb10.0 Mean + SD 7.707 + 1.2884
4 S. Ferritin. <1000 p g/l 11 11.0
Minimum 200 1000-2500 p g/1 31 31.0
Maximum 14000 > 2500 p g/l 58 58.0
Mean £ SD 3505.10 + 2647.1
5 S .bilirubin <5 pumol/L 1 1.0
Minimum 2.6
Maximum 165.9 5-17 pmol/L 8 80
> 17 umol/L 91 91.0
Mean = SD 48.012 + 30.2547
6 Splenectomy Yes 34 34.0
No 66 66.0
7 Age at splenectomy 6 months-1 year 1 2.9
2 years-5 years 3 8.8
6 years-12 years 10 29.4
13 years-and above 20 58.8
8 Chelation Therapy DFO 49 51.0
DFX 51 49.0

F =Frequency, % = Percentage, p = Beta, DFO = Deferoxamin, DFX =Deferasirox.

The clinical characteristic of 100 thalassemia adult patient, (78%) was taken blood transfusion 1-2
times monthly, most of them (95%) the hemoglobin test less than 9.5 g/dl. Concerning the level of S.ferritin ,
(58%) of those patients was more than 2500 p g/l, (91%) were S.bilirobin test more than 17 pmol/L, (34%) of
those patients have Splenectomy (51%) take DFX drug.

Figure 1. Effect of the disease on continuing study
The findings revealed that the majority (73%) of the sample were the disease effect on the continuing
study. The result shows that there are highly significant differences between Adverse effect of disease on
continuing education (P=<0.001).
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Figure (3) Age at Diagnosis
The result shows that the (65%) of the sample were infant at the age of diagnosis of thalassemia.

Table (3) means of scores and relative sufficiency of Self-Efficacy Scale for Thalassemia patients (adults).
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M.S = mean of the score, R.S = relative sufficiency, very low of self-efficacy = less than 60, Low = 60-68,
moderate 69-.76.9-, high = 77-84, very high from 85 and more.

The results of this table revealed that the grade level of self-efficacy for 100 thalassemic adult patients
was very low, low and moderate. The very low self- efficacy was in exercise and manages symptom domains,
lower self- efficacy was in managing disease, do Chores, social / recreational activities, and control/Manage
depression, while moderate self-efficacy was in getting help from family and friends, communicate with
physician domains.

Table (4) Association of Self-Efficacy with type of chelation therapy for the thalassaemic patients (adult)

Self-Efficacy domains DFO DFX t- test Sig.
n =49 n=>51
(Mean + SD) (Mean + SD)

Routine exercise 10.7+3.5 11.0+3.1 -.480 .632
Get Help from family and friends 14.7+2.6 14.9+2.4 -411 .682
Communicate With Physician 7414 7.9+1.2 -1.382 170
Manage Disease 16.2+3.0 16.4+4.0 -.259 .796
Do Chores 8.3+2.2 10.2+2.6 -3.774 .000
Social/Recreational Activities 6.4+2.0 6.8+2.2 -.781 436
Manage the Symptoms 5.4+1.6 6.2+1.6 -2.639 .010
Control Manage Depression 8.6+2.8 9.6+£25 -1.857 .066
Total 81.8+9.8 78.9+8.7 -2,322 0.02

n= number of samples, DFO = dereroxamine drug, DFX = deferasiroxe drug, SD = standard deviation,
sig = significant.

This table indicates that no statistical differences are between the DFO and the DFX and self-efficacy in
routine exercise, get help from family and friends, communicate with physician, manage disease, social
recreation and activities, and control manages depression. While there is a high statistical difference in do
chores (p< 0.000), and manage symptoms (p< 0.02). Of the total of the patients' self-efficacy, a statistical
difference was noted among the two groups, the DFO and the DFX (p< 0.02)
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Table (5) Association of Self-Efficacy with demographic characteristic of thalassemia patients (Adults)

Variable Test P <0.05
Age F =.646 .665
Sex t=-.888- 377
Marital status t=.331 741
Level of Education F=7.089 .000
Occupation status F=2811 .021
Level of Economic F=5514 .005

F = One way ANOVA, t = Independent T test.

The result of this table revealed that there are highly statistically significant differences between the self-
efficacy and level of education p. Value = 0.00, and a statistical significant difference with the occupation status
p value = 0.021 = and levels of economic p value = 0.005 while there are no statistically significant differences
of self-efficacy with the age, sex, marital status and occupational status.

Table (6) Association of Self-Efficacy with Clinical Characteristic of Thalassemic Patients (Adults)

Variable Test P value
Age at Diagnosis F =0.073 974
Effect of the disease on their study t=-5.365 .000
Age at blood transfusion t=0.169 .866
Hemoglobin test t=0.193 .848
Ferritin test F =0.394 .675
S.bilirobin test F =0.396 674
Splenectomy t =0.595 .553
Age at Splenectomy F =0.269 .897
Chelation Therapy t=-2,322 .02

F = One way ANOVA, t = Independent T test.

The finding revealed that a highly statistical significant between self-efficacy and the effect of disease on
education p value =0.000, and a statistical significant difference with the type of chelation therapy at P value
=0.02. Other clinical characteristic has no statistical significant differences relative to patient self-efficacy.

IV.  Discussion
Demographic and clinical characteristics of Thalassemic patients.

Through the course of the data analysis of the present study show that the majority (78%) of
thalassemic adult patients age is the range between 18-27 years old Most of the sample (52%) was male, (91 %)
were single (table 1) these results agreed with study found that (46.9%) of thalassemia major patients, the age
range between (20-30) years old and the marital state was (92.2%) were single ®®. Fifty four percent of the
present sample is primarily graduate illiterate) and read and write (table 1) this finding disagreed with the study
found that (69.3%) of patients with beta-thalassemia major, the educational level were high School (22.8%).
Bachelor of Science (13.9 %,), master of science (26.7%), and doctorate (5.9%). And they indicate that the adult
thalassemia patients who were regularly transfused were more likely to have attained higher education ¥,
Seventy four percent of the present study are moderate level income (table 1) These results agreed with the
evidence is available in the study that found (44.6%) patients with beta-thalassemia major, evident moderate
level of economic ™!

The present study revealed that (78%) of the patient takes blood transfusion one time per month,
ninety-five percent of adult thalassemia patients suffering from severe anemia with hemoglobin level were (<
9.5 g/dI) (table 2) these results agree with another study that found the interval between blood transfusions were
(18-30) day ). and the mean of the hemoglobin level was to be low in patients of B thalassemia (5.4 gm/dl) 9.
For beta thalassemia major should need a regular blood transfusion program that keeps the minimum
hemoglobin concentration from 9.5 up to 10.5 g / dI ®”. As a result of frequent blood transfusion of adult
thalassemic patients, (85%) of patients have high levels (>2500 pg/1) of ferritin and the mean +SD was (3505.10
+ 2647.1) Ninety-one percent of the patients have high (>17umol/L) of S. bilirubin level More than half percent
of the patients, the splenectomy were done at age of thirteen years and above (table 2) these result earliest to
study found that the mean of serum ferritin level were (1266.5 ng/ml), and the total means of serum bilirubin
was to be high among B Thalassemia patients (3.4mg/dl) @ The splenectomy were at age (11 to 15) years old
and also they indicated that the main reasons for splenectomy were, increasing demand for blood transfusion,
Thrombocytopenia and frequent left upper quadrant pain due to splenomegaly ©®.

Seventy-three of the percent study, the transfusion and chelation therapy appear to be obstacles to
achieve of education and it was long associated with education. The main reason for not completing their
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education was the deteriorating health situation (Figure 1) this result is not consistent with studies that indicated
(60%) of adults with thalassemia had a college degree and 14% of thalassemic patient had achieved some post
college education . Majority of sample (65%) were Infant during diagnosis (Figure 2) this result agreed to
study that reported that the  Thalassemia was diagnosed (68%) at infancy(zo).

Discussion of the Self-Efficacy for patient with p Thalassemia

The results of the our study showed that the self-efficacy was very low related to routine exercise
domain, this may be reflected in a large proportion of patients had hemoglobin less than 9.5 g/dl. Anemia has an
important role in exercise performance “. Other domains of self-efficacy that the thalassemic patients' response
very low self-efficacy was managing symptoms domain, patients can't reduce the physical pain or comfort and
control any symptoms or health problems they had. This result agrees with study reported that the participants
manage their symptoms were more likely to call their doctor or nurse for guidance “?. Also the domains of the
our study rated low self-efficacy was manage disease, do chores and social/recreational activity domains. On the
other hand the domain that rated moderate grade was get help from family and friends and communicate with
physician that the patient had confidence and satisfaction of family, friend and communication with doctors
(table 3) These results are earliest to study indicate that the social support and cognitive restructuring was used
by majority (98%) of children with thalassemia major ?®, and the social function values were considerably
lower in adult young thalassemic patients ®®. The finding disagrees with study found that the proportion of
patients who perceived communication difficulties with their physicians (ie, their cardiologists or surgeons)
and, the physical activities and energy of the adolescent patients affected by the disease @ .. According to the
present study, seventy present of adult thalassemic patient has depression, Previous studies reported that the
patient's major depressive disorder and anxiety in patients with major beta-thalassemia is more than the healthy
patients 7?8,

The present results indicated that there are no statistical significant differences between the
Deferoxamine (DFO) and the Deferasirox (DFX) at (p< 0.05) and self-efficacy in routine exercise, get help from
family and friends, communicate with physician, manage disease, social recreation and activities, and control
manages Depression while there are high statistical differences in do chores, and manage symptoms. This result
disagrees with the result obtained from a study which found the effect of iron chelating therapy on the ability of
the beta-thalassemia patients to perform their daily tasks, and they indicated a statistically significant difference
was noted among the three groups (p = 0.006). Patients receiving DFO were more limited ©*.

Association of Self-Efficacy with demographic characteristic of patients.

The outcome of present study displays a statically significant difference between self-efficacy and some
aspect of demographic characteristic such as high significant with educational status and significant with
occupational status and level of income (p = < 0.001)& (p < 0.05). Educated patients, employed patients and
high level of income associate with high self-efficacy. Another aspect of demographic characteristics revealed
no statically significant differences with self-efficacy, such as age, sex, and marital status (table 5) The earliest
study which indicated that the patients with higher incomes had significantly higher scores for physical health,
mental health and total scores, in comparison with the patients with lower incomes (P < 0.001) ““. And another
study reported there are no significant differences in health related quality of life with regard to gender ®.
Association of Self-Efficacy with clinical characteristic of patients.

The analysis of present data display a statically significant differences between self-efficacy and some
aspect of clinical characteristic such as, high significant with effect of disease on educational status and
significant with type of chelating therapy, other aspect of clinical characteristics revealed no statically
significant differences with self-efficacy such as age at diagnosis, age at blood transfusion, hemoglobin test,
Ferritin test, S.bilirobin test, age at splenectomy and type of . Thalassemia (table 6) This finding disagrees with
study which reported a significant Correlation of childhood psychopathology with age at diagnosis of -
thalassaemic children, their mean 1Q, QOL ©®®. These results are consistent with studies which highlight the
education status of the patients showing that (39.4%) they “never went to school”, and an equal number
responding that they left the school during the primary education) ®V. The level of hemoglobin has an effect on
quality of life in patients with thalassemia ®?, the quality of life has no significant association with the ferritin
level test, age at diagnosis and age at first transfusion and no statistically significant relationships between the
scores and splenectomy ** 3. The presence of comorbidities, poor compliance with iron-chelating therapy and
lower income were inversely correlated with the score for the physical health dimension (B-coefficients = -
0.197, -0.285 and -0.332; and P = 0.027, 0.002 and < 0.001, respectively) @*.
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V.  Conclusion

The majority (91%) of thalassemic patient were single, they did not complete the educational level
because the deteriorating health situation, the majority of patients age is the range between 18-27 years old. The
Hemoglobin test was < 9.5 g/dl, (58%) of sample the ferritin level was > 2500 p g/, treatment by the Chelation
Therapy (49%) DFO, (51%) DFX, the most patients were major thalassemia

Self-Efficacy in adult thalassemic patients was ranging between very low, low and moderate level.
Present statistical significant between self-efficacy and some aspects of characteristic such as level of education,
economic status, occupation, effect disease on educational level and type of iron chelating therapy. A high
statistical differences are between the DFO and the DFX (p< 0.05) and self-efficacy, patients who treated with
DFX demonstrated higher levels of self-efficacy than the patient who treated with DFO in related to do chores,
and manage symptoms.

VI.  Recommendation
e Continuous programs of health education of patients about early detection any abnormal clinical
manifestation and how to be managed
e A setting of nursing educator should be established in thalassemia wards, to provide training and education
for thalasemic patients.
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