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Abstract

Background

Thalassemia is one of the most common human genetic diseases in the world and it provides
many problems for patients, families and health care system. This model helped the family
with sick children to empower to face disease and its complications. To reach this aim, the
knowledge and attitude of patients and their families about the disease should be increased.
This study was aimed at determine the effectiveness of family-centered empowerment model
on the mothers’ knowledge and attitudes about thalassemia disorder.

Objective

To assess the effect of family-centered empowerment model on the mothers knowledge and
attitudes about thalassemia disorder in children with thalassemia.

Materials and methods

This semi-experimental study was performed on 86 children with thalassemia that were
randomly divided into two groups. A questionnaire was filled with demographic information
and knowledge and attitude of the mothers about the disease. These questionnaires were
tested for content validity and reliability (internal correlation). Information was given to first
group and second group did not receive any more information. After intervention final
evaluation was performed one and half month later.

Results

Data analysis showed that before intervention, the average awareness and attitude of the
mothers in test group were no significantly different with control group (p>0.05). However,
after performing model in the test group, this averages were significantly higher in test group
than control (p<0.05).

Conclusions

The results of this study indicated that implementation of the family-centered empowerment
model are effective on knowledge and attitudes of mothers of children with thalassemia.
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Introduction

Thalassemia major is a chronic genetic disease and it caused by impaired synthesis of one or
more of the globin polypeptide chains. This disease is the most common genetic disease in
human (1). The disease has the highest prevalence in Mediterranean, tropical regions and
regions near the equator on the continent of Africa and Asia. Disease in the northern and
southern provinces of the country (which country ) has the highest prevalence (2). In Iran,
this disease in the northern and southern provinces of the country has the highest incidence. It
is more common in Khuzestan, Fars, Bushehr, Hormozgan, Sistan-Baluchestan and Kerman
than other areas (3). Currently, about three million people in Iran carriers defective genes,
and about 25 thousand patients with thalassemia major have been identified (4). Disease such
as thalassemia and other chronic debilitating diseases require long and sustained treatment
(5). Catching chronic disease is affecting on interactions with the physical and social
environment in which they live and can change communicate with peers and people. Sense of
confidence and lack of frequent absences from school due to illness or blood transfusions,
hospitalization, frequent and never understood the point they will not be without symptoms,
irreparable consequences could be for them (6). Considering the impact of thalassemia on all
aspects of life of children and their families, these people need proper training according to
educational level, age and other factors that influence their learning (9). Public education
programs have noted to inform individuals of the disease effectively and consistently
communicate with health team, patients and their families (11). Today, parental education
can prevent the complications or minimize them before the disease cause irreparable and
dangerous problem for children (14). Family-centered empowerment model by Alhani in
2001 has provided to prevent iron deficiency in adolescent girls. Allahyari and her colleagues
implemented family centered empowerment model to increase quality of life of children with
thalassemia (16).

This study evaluated the effect of empowering family centered model on knowledge and
attitude of mothers, who have children with thalassemia referred to Thalassemia Center of
Kerman.

Materials and Method

This study is a quasi-experimental study. Eighty six mothers of children 6 to 12 years old
with thalassemia referred to Thalassemia Center of Kerman entered to this study after inform
consent and explaining the plans and goals. Subjects randomly were divided into two groups,
control and intervention. The knowledge and attitudes of all parents were evaluated with
questionnaire before the intervention. Questionnaires included demographic information, and
knowledge and attitudes of parents about thalassemia. The questionnaire was tested for
content validity and reliability (internal correlation). Intervention started in one group based
on steps in the model. They introduced in the group sessions and discussed the use of
pamphlets and slides about the disease. According to this model the first knowledge and
awareness of parents and patients about the disease was increasing. In the second step or
decoding phase problem, their confidence should be increased. Then they concluded that
they could participate in programs of care. In third step, educational pamphlets and other
handouts and CD audio tracks were given to family members, which raise awareness about
the disease and improve attitude of children in care process. Then evaluation was performed
one and half month after intervention for both groups. The results of this evaluation were
analyzed through statistical software SPSS version 15.
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Results

The mean age of children participating was 10.05 (£1/89) years old in testing group and 9.56
(x2/1) years old in control group. Other information obtained from the demographic
questionnaire test and control groups is given (Table 1). According to the results, there were
no significant difference between knowledge and attitude of patients in two groups before the
implementation of the intervention (p>0/05) (table 2). After intervention there was significant
difference in awareness and attitude in the two groups (p<0/05) (Table 3). The results showed
that significant differences was exist in all aspects of children awareness (p<0/05) before and
after intervention. But in the control group not significant difference was observed before and
after intervention (p>0/05).

Tablel) demographic subjects

groups control
Relative Absolute Relative frequency Absolute
variable frequency frequency frequency
- ' <40 11/6 5 18/6 8
ather age i
(years) 60-41 63/8 27 46/5 20
>61 20/9 9 27/9 12
Died 47 2 7 3
Mather age <40 41/9 18 46/5 30
(years) 60-41 58/1 25 53/5 23
tather free 62/8 27 51/2 22
ather's
occupation Employed 9/3 4 16/3 7
other 27/9 12 32/6 14
hor housewife 95/3 41 83/7 36
mother's
ocoupation employed 4/7 2 16/3 7
. yes 79/1 34 81/4 35
Relative no 20/9 9 18/6 8
below high school 83/7 36 79/1 34
father's education diploma
level Diploma and above 16/3 7 20/9 9
below high school 93 40 86 37
Mother's diploma
education level Diploma and above 7 3 14 6
capital 30/2 13 30/2 13
City of living city 34/9 15 55/8 24
rural 34/9 15 14 6

Tables 2) compare the mean and SD awareness and attitudes of two groups before and after intervention

Studytime — Before intervention  |ngependent ~ Afterintervention  Independent

_ The mean (+ SD) t-test The mean (+ SD) t-test
Questions
groups test control P value test control P value
awareness 12/98 12/47 0/597 18/86 13/16 0/001
(£4/99) (23/87) (£3/63) (£3/65)
attitude 13/58 11/02 0/351 22/09 12/13 0/001
(£13/9) (£11/26) (£10/02) (+10/83)
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Tables 3) compare the mean and standard deviation of different dimensions of knowledge in both groups before
and after intervention.

Time of intervention  Before intervention ) After_ P value ) Beforq after intervention P value
intervention intervention
Disease 5.19(x2.107)  8.43(x1.210) 0/001  4.88(x1.802) 4.56(x1.327) 0/57
Symptoms 2.00(£0.873) 2.87(x0.658)  0/001  1.84(x0.721) 1.97(x1.803) 0/08
Treatment 4.00(x£1.799)  8.03(x0.127) 0/001  4.21(x1.846) 4.64(x0.610) 0/08
Detection 1.09(x1.087) 2.67(x0.803)  0/001  0.93(+0.828) 1.13(x0.107) 0/32
Transfer ways 0.70(x0.964) 2.97(x1.581)  0/001 0.60(0.821)  0.58(x2.107) 0/08
Discussion

This study has been discussed the impact of family centered empowerment model on
knowledge and attitudes of parents of children with thalassemia. Fortunately, knowledge and
attitude of the parents about their children disease were significantly increased after
intervention. It was explained before in Allahyari research that was done about the effect of
family empower model on quality of life of children with thalassemia (18). Also Teimori et
al showed that implementation of this model are improved the quality of life of school-age
children with asthma (17).

Pordehkordi et al showed face to face education like lecture can have positive effects on
awareness and attitudes of children parents (19). Other study in Ahvaz has been shown that
setting up a counseling center could have a positive effect in improving knowledge and
attitude of the parents with thalassemia children (20).

Other study evaluated knowledge, attitude and practice of minor thalassemia mothers. This
study showed low parental awareness and attitudes about thalassemia introduced as the main
obstacle to preventing the disease (21).

A national program of prevention of thalassemia has started in Iran 14 years ago (22) But the
role of parents and family has not been considered in this program.

Preventive program about thalassemia is very important, because they use 25% of annual
blood product (23). Participation of patients and families in care and treatment is very
important and effective (24). This model implements participation of parents and other family
members involved in child care. Heidari said that this participation has vital role in enabling
members to accept disease nature and improves capacity of the health care (18). Eshghi et al
studied the awareness of parents of the children with thalassemia in family planning methods
(20). Also, another study has been conducted by Jafari et al who examine the effectiveness of
the thalassemia prevention plan to increase awareness of the carrier couples (25).

Parent attitude toward the disease was indicated significantly different in both groups after
intervention using empowerment model. Similar results were obtained in previous study,
which showed attitude of parents were significantly increased after face to face training (26).
Also Tochina in his study showed that parents attitudes change by face to face training, and
their confidence was increased. Education had a greater impact on their attitude so face to
face training is necessary to change the attitude (27).

Results showed that implementing family centered of empowerment can increase awareness
and attitudes of mothers of children with thalassemia. They could deal better and easier with
more awareness and better attitude.
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