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Abstract:

Introduction: Inherited disorder of Hemoglobin is widely

distributed throughout the world. Among them, Thalassaemia

is a common disorder with widespread geographical

distribution.

Objectives: The objective of the study was to determine the

level of knowledge, attitude and practice of thalassaemia

prevention among parents of children with Thalassaemia.

Methodology: This was a descriptive cross sectional study.

This study was conducted in inpatient and outpatient

department  of paediatrics, Rajshahi Medical College Hospital

over a period of July 2020 to June 2021. 45 parents of children

with thalassaemia were purposively selected as study subjects.

Informed written consent were obtained from the parents before

enrollment in the study.  Data were collected on variables of

interest. All the findings were recorded and analyzed. Statistical

analysis were done using statistical package for social science

(SPSS) software version 21.

Result: Total 45 parents of children with thalassaemia were

enrolled in the study. Among the informants, 73.3% (total

33) were mother and 26.6% (total 12) were father.  77.7%

(total 35) children were from rural areas and 22.22% (total

10) were from urban areas. All the study population received

knowledge  about thalassaemia from the physicians.

Knowledge of the parents about the disease, its treatment

options and methods of its prevention were assessed by likert

scale questionnaire. 22.22%  parents had adequate

knowledge , 64.44% had average knowledge and 13.33%

had inadequate knowledge about the disease. 60% parents

had adequate knowledge 31.11% had average knowledge

and 8.89% had inadequate knowledge about prevention of

thalassaemia.  Attitude of all the parents (100%) were positive.

Conclusion: Most of the parents have adequate knowledge

and positive attitude for thalassaemia prevention and they

can serve as resource for spreading awareness about

thalassaemia in community
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Introduction:

Hereditary disorder of Hemoglobin is widely distributed

throughout the world. Among them, thalassaemia is a

common disorder with widespread geographical

distribution. No population is completely free from the

condition1.

World Health Organization, in an estimate, shows that

7% of world population are a carrier of hereditary

hemoglobin disorder. About 300000 to 500000 children

with hemoglobin disorder are born every year with a

majority in developing countries2. Hemoglobin disorder

is a very significant problem in Bangladesh3. The

mainstay of treatment of thalassaemia is regular blood

transfusion, Iron chelation and periodic monitoring  for
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development of complications4. But iron chelators are

expensive and there is  lack of thalassaemia care centers

and inadequate access to different treatment modalities.

There is  also knowledge gap and misperceptions about

thalassaemia among general population5.

These all together put the children with thalassaemia in a

vulnerable condition and leads to increase mortality and

morbidity in them. So, prevention of thalassaemia is of

prime importance. Srilanka started ‘safe marriage’

strategies for prevention of thalassaaemia for last 15 years,

but it failed to reduce the number of affected birth6.

Maldives adopted free carrier screening for thalassaemia

for more than 20 years.  But lack of awareness caused rise

in thalassaemia cases again7. So primary prevention by

creating awareness among population, carrier screening,

easy access to prenatal diagnosis  and genetic counseling

all together may contribute in thalassaemia  reduction

effectively.  Inclusion of health education in academic

curriculum may create awareness in future generation

and increase in carrier detection. But dissemination of

knowledge at  societal level is a must for prevention of

thalassaemia as school children may loose the message

by the time they marry8.

 Hemoglobin disorders provide a model of  population

screening for inherited disorder and offer a unique

opportunity to develop and plan methods and concepts

for the future of genetic screening. Thalassaemias are

being  increasingly prioritized for health care planning in

Bangladesh. The Ministry of health has published a draft

version of management guideline for thalassaemia9.

Government are making policies for  provision of easy

access to clinical management and creating awareness in

public. The present study was conducted with an aim to

assess knowledge, attitude and practice of methods of

prevention among parents of children with thalassaemia.

It will help  to detect knowledge gap and  area of emphasis

to prevent thalassaemia like educational program, genetic

counseling and creating mass awareness, thus will

contribute to  accelerate government steps.

Materials & Methods:

This descriptive cross sectional  study was carried out

in paediatric wards and outpatient department  of

paediatrics, Rajshahi Medical College Hospital over a

period of July 2020 to June 2021. Study subjects were

purposively selected 45 parents of children  with

thalassemia attending in paediatric wards and outpatient

department. Approval from the ethical review committee

of Rajshahi Medical College were taken prior to the study.

Informed written consent were obtained from the

parents before enrollment in the study.  Parents were

interviewed using a Likert scale responses to assess

the  knowledge and attitude about different aspects of

Thalassaemia. We used content and face validity to

determine the validity of the questionnaire. It was

determined by evaluation by one paediatricians and  one

professor of department of Community Medicine.

Questionnaire was introduced in Bengali to the

respondents by the investigator. Data were collected

on variables of interest in a structured data sheet. All

the findings were recorded and analyzed. Statistical

analysis were done using statistical package for social

science (SPSS) software version 21. Quantitative data

were presented as Mean ±SD and qualitative data were

presented as frequency and percentage.

Results:

Total 45 parents of children with thalassaemia were

enrolled in the study. Among the informants, 73.3% (total

33) were mother and 26.6% (total 12) were father. Total 35

(77.77%) children were from rural areas and total 10

(22.22%) were from urban areas.  Level of education of

the parents ranged from illiterate to higher secondary

level. 6.6% (total 3) parent were illiterate, 48.88% (total 22)

completed primary level education, 33.33% (total 15)

received secondary school education and 11.11% (total

5) completed higher secondary education. In 100% cases,

source of information were physician  who attended

during hospital admission. Knowledge of the parents

about the disease, its treatment options and methods of

it prevention were assessed by likert scale questionnaire.

We assessed knowledge about disease, treatment

options and methods of prevention of thalassaemia

using 3 point questionnaire. For each question highest

score were 3 and lowest were 1. Study participants who

gave  more than 80% and 50%  correct answer were

considered as having adequate knowledge and average

knowledge respectively. Attitude was assessed by 4

point questionnaire with 50% correct answer were

considered as positive attitude. The parents willingness

to practice different methods of prevention were also

assessed. The response is shown in following graphs.

Most of the parents were familiar with that children with

Thalassaemia are anemic, the disease runs in the family

Knowledge, Attitude and Practice of Prevention of Thalassaemia of the Parents F Begum et al.
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and it is a disorder affecting blood cell. But they have

less idea that it is a chromosomal disorder and it is not a

contagious disease.

Figure 2 shows that majority of the parents knows about

iron level, fate of untreated of thalassaemia, need for iron

rich food restriction and treatment options of thalassaemia.

 Most of the parents accepted the need for limiting family

size. They are well informed about outcome of marriage

between two carriers, problems of consanguineous

marriage and risk of recurrence in future pregnancy. But

they are less informed about methods of prenatal

diagnosis and where it is available.

Fig.-1: Responses of parents regarding questions about Thalassaemia

Problems of Thalassaemia is having

chromosomal mutation

Individuals are anemic due to

certain cells are break down

Individual with Thalassaemia

are anemic

Probability of Thalassaemia

among people of Bangladesh is high

Thalassaemia is not a

contageous disease

Thalassaemia runs in the

family

Thalassaemia is a disorder

affecting blood cells

0

11.11% 68.88%20%

42.20% 55.33%4%

86.60% 11.11%2.20%

86.60% 8.80%4.40%

15.50% 40.00%44.40%

62.20% 33.33%4.40%

44.40% 51%4.40%

0% 10% 20% 30% 40% 50% 60% 70% 80% 90% 100%

Yes No I don’t know

Fig.-2: Responses about treatment & outcome of Thalassaemia

Iron level of untreated Thalassaemia

Fate of untreated Thalassaemia

Out come of Thalassaemia

Other food habit

Iron rich food restriction

Available treatment options

82.20%

77.80%

73.30%

42.22%

68.80%

73.30% 6.60%

2.20% 28.80%

13.33% 44.40%

6.60% 20.00%

20.00%

11.10% 11.10%

6.60% 11.10%

0.00% 20.00% 40.00% 60.00% 80.00% 100.00%  120.00%

Yes No I don’t know
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Assessment of attitude towards different aspects of

thalassaemia revealed  that most of the parents (84.4%,

total 38) willing to disseminate what they have learnt in

their life and wanted to participate in thalassaemia

prevention program (80%, total 36). About half of the

parents (51.11%, total 23) thoughts that disclosure of

trait status will affect the prognosis of getting married.

Majority of the parents (68.9%, total 31) were indecisive

about termination of affected fetus and 17.77% (total 8)

totally disagreed. Most of the parents strongly believed

that carriers should not marry each other and carrier

couples should have children only after antenatal

diagnosis (Table I).

Table II showed that 10% parents had adequate

knowledge and most of the parents had average

knowledge about Thalassaemia disease.

Table III showed that majority of the parents had

adequate knowledge about treatment options of

thalassaemia.

Table IV showed more than half of the parents had

adequate knowledge about different methods of

prevention of thalassaemia.

Attitude of all the parents (100%) were positive (mean

score 34±2.89) and all were willing to practice different

methods of prevention of thalassaemia in their life (mean

score 9.62±0.74).

Fig.-3: Knowledge about methods of prevention

Yes No I don’t know

Need for limiting family size

Prenatal diagnosis where available

Ideal time to get tested for Thalassaemia

Methods available for prenatal diagnosis

Outcome of marriage between two carriers

Problems of consanguineous parents

Risk of receurrence in future pregnancy

95.20%

42.20%

84.40%

37.70%

0% 10% 20% 30% 40% 50% 60% 70% 80% 90% 100%

6.67% 55.50%

64.40% 0.00% 35.55%

68.70%

80.00%

0.00%

0.00%

34.40%

8.80% 6.60%

0% 57.70%

0% 4.40%

20.00%

Table I

 Attitude of parents about different aspects of Thalassaemia

Different domains Strongly agree Agree Disagree Indecisive

Willing to disseminate what they have learnt 84.4(38) 15.6(7) 0 0

Willing to participate in prevention program 80(36) 20(9) 0 0

Want to donate blood 86.6(39) 11.11(5) 2.2(1) 0

Want to screen oneself for carrier status 82.2(37) 15.5(7) 0 2.22(1)

Disclosure of trait status affects the prognosis of getting married 51.1(23) 40(18) 8.8(4) 0

Compulsory screening before marriage 75.5(34) 20(9) 0 4.4(2)

Termination of pregnancy of affected fetus 6.6(3) 6.6(3) 17.7(8) 68.8(31)

Carrier couple should have children after antenatal diagnosis 82.2(37) 8.8(4) 4.4(2) 4.4(2)

Carriers  should not marry each other 80(36) 11.1(5) 6.6(3) 2.2(1)

(n=45)

Knowledge, Attitude and Practice of Prevention of Thalassaemia of the Parents F Begum et al.
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Discussion:

The present study gave an overview about the current

knowledge of the study population.

The role of carrier detection and genetic counseling in

preventing thalassaemia is well established. Prevention

has been successfully practiced in some countries. The

result of three year voluntary screening program and

prenatal diagnosis for the prevention of halassaemia in

Sardinia were encouraging10. So more focus on

prevention of thalassaemia than cure should be adopted.

In the present study, majority of parents had adequate

knowledge about the treatment options and methods of

prevention and most of them had average understanding of

the disease.  In the study conducted by Singh L et al, showed

that 95.83% parents and 31.86% relatives had adequate

knowledge about thalassaemia. They concluded that parent

had better knowledge about different aspects of thalassaemia

than relatives11. In another study conducted at Gujarat in

India,  awareness about thalassaemia were found to be

inadequate among parents12.

In this study,  physicians were the source of information

for the parents. In another study, parents received

information mostly from physician but there were several

other sources like paramedics, electronic media, print

media, seminars, internet and from relatives13. Several

other studies also showed a positive impact of social

educational program in increasing the knowledge of

parents about the disease14,15. Steps can be taken for

dissemination of knowledge about thalassaemia by using

print and electronic media, inclusion of the disease in

curriculum of secondary education, health education by

health care workers, social workers etc in our country.

Creating awareness will bring large number of population

under self screening, increase in carrier detection and

prevention of marriage between carrier couples thus will

reduce the number of affected infants. Study  shows,

antenatal screening, availability of prenatal diagnostic

methods and termination of affected fetus can greatly

reduce the burden of chromosomal disorder16.

In this study, all of the parents possessed positive attitude

and they were willing to practice different methods of

prevention of thalassaemia in their family. But  regarding

the question of termination of pregnancy with thalassaemia

major fetus, most of the parents (68.8%) were indecisive

and 17.77% parents totally disagreed. Their religious beliefs

makes therapeutic abortion difficult. But Ahmed et al

concluded in their study that attitude of Pakistani women

living in UK towards prenatal diagnosis and therapeutic

abortion were influenced by multiple factors. Therefore

religion should not be taken as sole cause for their attitude

towards termination of pregnancy17.

Community participation should be an integral part of

health system to make the carrier screening of thalassaemia

successful and reducing the recurrence risk in family.

Counseling about risk of recurrence and need for limiting

family size is of paramount importance and affected families

are greatly benefited from this. In Mediterranean area,

optimal care for every patient has been achieved through

carrier screening and genetic counseling18. Population

based interventions for prevention of genetic disease has

a great potential specially in low resource country 19. Iran

had adopted a national screening program for thalassaemia

which consisted of screening at primary care level and

genetic counseling since 1996. The result was very much

encouraging with 70% reduction of birth of affected

infants20.

Thalassaemia prevention program should be started

from the parents of  the children With thalassaemia as

Table-II

Knowledge about disease among parents

Knowledge Frequency Percentage Mean score

Adequate 10 22.22

Average 29 64.44 14.2±3

Inadequate 6 13.33

Table III

 Knowledge about treatment options

Knowledge Frequency Percentage Mean score

Adequate 29 64.44

Average 12 26.67 14.9±2.88

Inadequate 4 8.89

Table IV

 Knowledge about methods of prevention

Knowledge Frequency Percentage Mean score

Adequate 27 60

Average 14 31.11 23.33±7.23

Inadequate 4 8.89

Journal of Bangladesh College of Physicians and Surgeons Vol. 42, No. 1, January 2024

10



0
1

   -    J
A

N
U

A
R

Y
   -   V

o
l. - 4

2
,   N

o
. - 1

,    2
0

2
4

(1
1
)

they are the worst sufferer of the disease consequences.

As they already knows the burden of raising an affected

child, creating awareness among them may contribute

to disseminate the knowledge at societal level. All of

our study participants were willing to spread what they

have learnt in their life to other. They want to take part

in Government programs for creating social awareness

about thalassaemia. Government can utilize these

population resource to create awareness among general

people, students and prospective couples. They can

share knowledge about outcome of marriage between

carriers, consanguineous parents,  explain the need for

limiting family size, need for antenatal testing of carrier

couples when they plan pregnancy. In this way they

can help to reduce the burden of thalassaemia in society.

Conclusion:

The present study revealed that most of the parents

had adequate knowledge and positive attitude for

thalassaemia prevention and they can serve as resource

for spreading awareness about thalassaemia in

community. Research should be emphasized on methods

of prevention of genetic disease like thalassaemia.

Creating family awareness and carrier detection should

be a part of primary health care and have to be

implemented as national strategy for control of genetic

disease. It will greatly reduce the economic burden of

family for health services and affected individual will

have a possibility of raising a healthy child.
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