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ABSTRACT

Aim: done to assess the, anxiety levels and in chronically transfused thalassemia patients of age group
8-18 years and their parents. Methodology : 100 cases of thalassemia of age group 8-18 years who
were on regular blood transfusion and 100 age and sex matched cases not suffering from
thalassemia or other chronic disorder were included from the OPD or ward formed the control
group. Demographic profile and clinical data will be recorded for both the cases and controls using
the same written semi structured pretested proformas. Anxiety level among the participants, was
evaluated using pre-validated Hamilton Anxiety Score (HAM-A Score).

Results : we observed that parents of children suffering from thalassemia had anxiety prevalence of
38% in which 18% had mild, 11% had moderate and 9% had severe. Parents of control group of
adolescents had anxiety prevalence of 26% with 12% having mild, 9% moderate and 5% severe.
Among adolescent children suffering from thalassemia 26%, showed anxiety, in which 17% had mild,
6% moderate and 3% had severe as compared to 18% prevalence in the control group with 10% mild,
5% moderate and 3% severe. The prevalence of anxiety among the cases as per the gap in blood
transfusion. It was observed that anxiety was significantly more in elderly patients and who had less
gap in between transfusion. Conclusion : The patients with thalassemia are at risk of developing
anxiety disorders more than the normal adolescents. Thalassemia patients require life long
psychological support for prevention mental health issues. Mood disorders of children and adolescents
are likely to continue in adulthood. Parents of thalassemia children are also at high risk of developing
anxiety disorders, this affects the family functioning. Identification, assessment and treatment at
earliest stages are warranted for achievement of better prognosis at adulthood.

INTRODUCTION

The world thalassemia has been derived from Thalassa which in greek means sea and Haema which
means blood.'Thalassemia is a serious public health problem throughout the Mediterranean, middle
east and south east Asian region.Thalassemia is an autosomal recessive hemolytic anemia that
results from defective production of hemoglobin. It is of two types alpha and beta thalassemia, the
later being more common. Beta thalassemia major is a chronic disorder of blood having a disruptive
impact on life. The patient presents with hemolytic anemia, growth retardation, hepatosplenomegaly
and skeletal abnormalities®.

Worldwide approximately 3% of population carries alleles for beta thalassemia.*In India every year
10000 children are being born with thalassemia which approximately accounts for 10% of the total
world incidence of thalassemia affected children and one in eight of thalassemia carriers live in India.
In India there are nearly 42 million carriers of beta thalassemia trait. There are communities in which
it is more prevalent like sindhis, Punjabis, gujaratis, Bengalis.'*

The management of thalassemia is lifelong and includes repeated blood transfusion and chelation. The
affected children suffer from negative self concept and low self esteem when compared to healthy
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children.®It is expected that thalassemia children are at high risk of developing behavioral and
psychosocial problems such as opposition, passiveness, anxiety, phobias and depression. This is turn
affect their self confidence and also leads to negative thoughts which not only affects their quality of
life but also compliance to therapy.®

The Hamilton Anxiety Rating Scale (HAM-A) isapsychologicalquestionnaire used by clinicians to
rate the severity of a patient's anxiety.® Allaying the stress and anxiety from the lives of children will
surely improve the quality of life thalassemic patients thereby increasing their school attendance and
academic performance. This will ensure that such children can hold jobs, improving their financial
stability, leading to better quality of medical care’.

Hence this study will be done to assess the, anxiety levels and in thalassemic children and their
parents, so that along with physical well being, the mental and social well being of thalassemia
children and adolescents is improved.

MATERIALS AND METHODOLOGY

The presentprospective case control study was conducted at the Department of Pediatrics,
Government Medical College, Amritsar after approval from the institutional ethical committee.
Written informed consent was taken by all the participants before enrolling them in the study.

The study consisted of 100 cases of thalassemia of age group 8-18 years who were registered in the
Department of Pediatrics, Government Medical College, Amritsar. Children who were on regular
blood transfusion, able to communicate verbally were included in the study. Children and adolescents
with other chronic comorbidities like DM, Hypertension, Cardiovascular diseases, Renal diseases,
lung diseases, neurovascular diseases, previously diagnosed psychiatric illnesses hypothyroidism and
having HIV were excluded from the study.

100 age and sex matched cases not suffering from thalassemia or other chronic disorder were
included from the OPD or ward formed the control group.

Demographic profile and clinical data will be recorded for both the cases and controls using the same
written semi structured pretested proformas. Anxiety level among the participants, was evaluated
using pre-validated Hamilton Anxiety Score (HAM-A Score).

The HAM-A probes 14 parameters and score the results. Each item is scored on a 5-point scale,
ranging from O=not present to 4=severe, with a total score range of 0-56, where <17 indicates mild
severity, 17-24 indicates moderate severity and 25-30 indicates moderate to severe stress.

RESULTS ANALYSIS

The cases of thalassemia children were children were divided into three groups according to interval
of blood transfusion and two groups according to age group.(Table 1 and 2)

The results of the study showed that parents of children suffering from thalassemia had anxiety
prevalence of 38% in which 18% had mild, 11% had moderate and 9% had severe. Parents of control
group of adolescents had anxiety prevalence of 26% with 12% having mild, 9% moderate and 5%
severe(Figure 1).

Among adolescent children suffering from thalassemia 26%, showed anxiety, in which 17% had mild,
6% moderate and 3% had severe as compared to 18% prevalence in the control group with 10% mild,
5% moderate and 3% severe(Figure 2). Table 3 shows the prevalence of anxiety among the cases as
per the gap in blood transfusion. It was observed that anxiety was significantly more in patients who
had less gap in between transfusion (p=0.006). Also on comparing the age group and prevalence of
anxiety (Table 4) it was observed that anxiety was significantly more in elderly patients(p=0.001)

Table 1: Distribution of cases according to duration of transfusion

Duration of transfusion No. of cases
10-15 days 50
15-30 days 34
>30 days 16
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Table 2: Distribution of cases according to age group

Age group No. of cases
8-12 years 63
12-18 years 37

Figure 1: Comparison of anxiety between parents of control and cases.
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Figure 2: Comparison of anxiety between adolescence in control and cases.
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Table 3: Prevalence of anxiety among cases with regard to blood transfusion gap

Blood transfusion gap Anxiety

Yes No

No. %age No. %age
10-15 days 20 76.92 30 40.54
15-30 days 4 15.38 30 40.54
>30 days 2 7.69 14 18.92

P-value: 0.006*

*p<0.05; Significant and **p<0.001; Highly Significant
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Table 4: Prevalence of anxiety among cases with regard to age group

Age group Anxiety
Yes No
No. %age No. %age
8-12 years 9 34.62 54 72.97
12-18 years 17 65.38 20 27.03
P-value: 0.001*

*p<0.05; Significant and **p<0.001; Highly Significant

DISCUSSION:

Beta thalassemia major is a homozygous state which causes hemolytic anemia demanding regular
blood transfusions. The availability of safe blood transfusion with adjuvant chelation therapy has
facilitated and extended the survival rates to these patients. Different studies have shown
psychological disorders are more common in thalassemia patients. Environmental and social factors
especially family play important role in improving and decreasing anxiety of these patients. HAM A
scores include the following for scoring the severity. An anxious mood, tension, fears, insomnia,
intellectual, depressed mood, somatic symptoms, cardiovascular symptoms, respiratory symptoms,
gastrointestinal symptoms and autonomic symptoms. The scale is from 0-4 for each parameter®,

HAM A severity was graded based on total score as mild (<17), moderate (18-24) and severe (25-30)
anxiety. This study shows 38% prevalence of anxiety in parents of thalassemia cases as compared to
26% in the control group. The thalassemia cases showed 26% prevalence of anxiety in adolescents as
compared to 18% in the control group. In a study done by Hashemi et al®, anxiety was seen in 41.2%
as compared to 26% in our study. In a study done by JitendraMugaliet al'® anxiety was seen in
38.71% as compared to 26% in our study.

Parents of children with thalassemia and adolescents with the disease  usually suffers from
psychosocial and behavioral problems. Sandra et al. found that the majority of the caregivers in their
study (77.3 percent) experienced moderate stress and 21% had mild stress**. Pruthiet al*?> conducted a
study in Delhi and discovered that 57 percent of caregivers had psychiatric issues, including
depressive illnesses. Another study conducted by Aziz et al®® in Pakistan indicated that 29% of
parents had moderate to severe depression and 3% had severe depression as a result of their children's
thalassemia.

Parents of thalassemic children are concerned not just about their children's goals, expectations, and
guality of life, but also about the influence of diagnosis and treatment on family stability and
dynamics. The appearance of their child, bone deformities, short stature, poor self-image, frequent
hospital visits for transfusions, delayed or absent sexual development, impaired fertility, and other
disease-related complications such as heart disease, bone disease, diabetes, infections, and others are
among the concerns of parents.**Marked development in the diagnosis and management has not been
matched by progress in psychosocial rehabilitation of thalassemia patients. On parents perspective it
is a frightening and worrisome experience in which they have to cope up with the psychological
aspects of Thalassemia along with their regular visits to the Thalassemic centers for blood tests and
blood transfusion with iron chelation therapy and their determination to fulfill the treatment.The
consequence of Thalassemia is extremely stressful and patients’ face a variety of physical,
psychological and social problems. Considering these experiences, in India Thalassemia might be
officially considered as a disability, requiring a multiple theoretical as well as a prolonged
intervention method to tackle it.6The increase risk of psychosocial and behavioral problems in
Thalassemics and their parents indicated the importance of a lifelong psychosocial support for the
prevention of mental health issues. The patients and parents who were more conscious of the illness
were more worried but more compliant with the therapy and needed.*¢

In present study it was observed that stress was significantly more in elderly patients and in patients
in whom the gap in the transfusion was less. Zolay et al*’ in their study found no significant
difference in the anxiety levels with respect to age and frequency of transfusion which was in
contrast to the present study. There have been very limited studies that study the effect of age and
transfusion frequency on the anxiety levels. Our results could be attributed to the fact that as the child
with thalassemia grows, the problems associated with the disease also increases. Common problems
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are the chronicity of thalassemia major disease, the need for blood transfusion at regular intervals
throughout life, body image disorders, being evaluated differently from peers due to the delay in
growth and development, high treatment costs, difficulties in recruitment, the need for regular leave
to continue treatment throughout their working life and education. All of this requires a constant
effort to overcome serious health problems throughout the life of patients with thalassemia major.
Therefore, psychosocial problems may be the most important problems for these patients (16,17).

CONCLUSION:

The patients with thalassemia are at risk of developing anxiety disorders more than the normal
adolescents. Thalassemia patients require life long psychological support for prevention mental health
issues. Mood disorders of children and adolescents are likely to continue in adulthood. Parents of
thalassemia children are also at high risk of developing anxiety disorders, this affects the family
functioning. Identification, assessment and treatment at earliest stages are warranted for achievement
of better prognosis at adulthood. Regular screening for symptoms is essential to identify at risk
individual, so as to provide appropriate psychological support with ultimate goal to improve both
emotional and physical health.
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