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Abstract

Barriers Hindering Maternal Care of Children Suffering from
Thalassemia: An Assessment Study

ABSTRACT

Background: Thalassemia is a group of genetic disorders of blood,
characterized by decreased synthesis of one or two types of
polypeptide chain (o orf) that form abnormal human hemoglobin
molecules. Aim of this study: was to assess barriers hindering
maternal care of their children suffering from thalassemia.
Research design: A descriptive design was adopted in carry out
this study. Setting: The study was conducted at Pediatric
Hematology Outpatient Clinic in both Ain Shams University and
Zagazig University Hospitals. Subject: A Purposive sample
composed of 100 mothers (50 from each study setting) provided
care to their children suffering from thalassemia. Tools of data
collection: An interviewing questionnaire sheet that was designed
by the researcher to assess barriers hindering maternal care of their
children suffering from thalassemia. Results: Barriers hindering
maternal care of their thalassemic children physical (short stature),
psychological (body image), social (isolation) and educational
(lack of concentration). Conclusion: Most of the studied mothers
were having physical, psychological, social, spiritual, nutritional,
educational and financial barriers that hinder care of their children
suffering from thalassemia. Recommendations: Periodic
assessment of maternal practices in care of their thalassemic
children and identify barriers hindering maternal care.

Keywords: Thalassemia, Barriers, Maternal Care, Pediatric,
Nursing.



Introduction

INTRODUCTION

Thalassemia is the most common hereditary disease in the
world that is considered as one of the health problems in Egypt
with high prevalence. The role of the family in children's care is
very important. Due to the chronic nature of thalassemia, in spite
of its physical symptoms, it gives rise to psychosocial and
economic problems for the pediatric patients and their families
(Vichinsky, 2016).

Thalassemia includes a number of different forms of anemia
(red blood cell deficiency). The two main types are called alpha
(o) and beta (B) thalassemia depending on which part of oxygen
carrying protein (called hemoglobin) is lacking in red blood cells.
Thalassemia can impose many adverse effects on individuals,
families and society. Therefore it's necessary to identify the needs
of thalassemic children's parents and determination of needs to

assessment and satisfaction (Abbaspour, et al., 2014).

Thalassemia is a genetic blood disorder that requires a life-
long treatment of blood transfusion and chelating therapy. It poses
a range of stressors and challenges for the pediatric patients, their

families and healthcare team (Mansilla-Soto, et al., 2016).

The use of frequent blood transfusion and antibodies have

improving the condition for children with thalassemia. Frequent
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Introduction

blood transfusion makes their hemoglobin level near normal and
prevent many complications of thalassemia. But repeated blood
transfusion leads to iron overload, a build iron in the body can
damage the heart, liver and other organs. Without treatment, the
spleen, liver and heart soon become greatly enlarged. Bones
become thin and brittle face bones become distorted and often
look alike heart failure and infection are the leading causes of
death among children with untreated thalassemia (Shenoy, et al.,
2017).

Mothers of children with thalassemia had insufficient
information regarding care of their children's health problems.
Mothers have the most responsibility to care for their children,
have the potential to promote positive and proactive interactions
with the family members and can promote independence and the
acquisition of thalassemia care skills. Therefore, families having
children with thalassemia need specific interventions that promote
optimal family functioning and family empowerment (Ishfaq, et
al., 2015).

The poverty, illiteracy, endogamous marriages, lack of anti-
thalassemic program and lack of awareness are the major barriers
towards the better treatment and prevalence of thalassemia
(Ishfaq, et al., 2013). Nurses play a crucial role in monitoring and

managing pediatric patients with thalassemia and teaching their




Introduction

mothers the proper care and follow up. Help children and parents
to talk and to express feelings about the illness to accept the
iliness and to take care of him/her. Facilitate a normal lifestyle and
encourage self-esteem as well as support the full development of
an adult life. Mothers are the primary caregivers. Therefore,
understanding their perception of having a child with thalassemia

is very important (Lavin, et al., 2015).
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Significance of the Study

SIGNIFICANCE OF THE STUDY

Thalassemia constitute a major health problem as a wide world
hereditary disease with high incidence (7.5 million) in Egypt
along with the high frequency of consanguineous marriages. This
study aimed to explore barriers and challenges facing mothers in
care of their thalassemic children. In children with various types
of thalassemia, mortality and morbidity vary according to the
severity of the disease and the quality of care provided. Severe

cases of thalassemia are fatal if not treated (Salama, et al., 2015).

The significant impact of thalassemia on the pediatric patients
and their families include physical and financial state, emotional
wellbeing and social activities. The majority of the children's
parents were cousins because they haven't been screened for
thalassemia before marriage and they were unaware of prenatal
diagnosis, therefore the level of parent's awareness with

thalassemia must be elevated (Sayani and Kwiatkowski, 2015).



Aim of the Study

AIM OF THE STUDY

This study aimed to assess barriers hindering maternal care of

their children suffering from thalassemia.
RESEARCH QUESTION

Research Question:

What are the maternal barriers hindering care for their

children suffering from thalassemia?



