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Introduction: Thalassemia is a chronic blood disease, which imposes adverse effects on 

patients and their families. Parents of such patients, given that they had the thalassemia trait, 

hold themselves responsible for their children’s disease in addition to other difficulties, bear the 

burden of guilt and hopelessness and worry about the health and future of their children. This 

study aimed to explore the lived experiences of parents of children with thalassemia.

Methods: The present research was conducted using a descriptive phenomenological approach. 

A purposive sampling was carried out until data saturation. Participants included 15 parents 

of children with thalassemia who were referred to the Thalassemia Center of Zabol to perform 

therapeutic procedures for their child in 2016.

Results: Extracted interviews were analyzed employing Colaizzi’s method, and four main 

themes were obtained, including “Gray marriage consanguinity”, “Burdened with increased 

number of thalassemia children”, “Socio-familial worries” and “Inexpressible wishes for hav-

ing an ideal society”.

Conclusion: The results revealed that parents of children with thalassemia experience a wide 

range of problems in different aspects, such as physical, emotional, mental, social, economic 

and familial dimensions. Their experiences are valuable and can help in achieving a better 

understanding of their problems, which in turn can enable the members of the treatment team 

to play a more active role and the society to have a better understanding of this disease.

Keywords: descriptive phenomenology, lived experiences, thalassemia major, Colaizzi’s 

analysis approach

Introduction
Thalassemia is the most common chronic hereditary disease that is seen in almost all 

races globally and is transmitted from parents to children.1

Approximately 240 million of the world’s population are carriers of beta-

thalassemia, and according to the Thalassemia International Federation statistics, 

~200,000 patients with thalassemia major are treated worldwide and ~ 60,000 patients 

with thalassemia major are added to this population every year.2 The prevalence rate of 

thalassemia is approximately 3–4% in Iran, in which there are more than three million 

beta-thalassemia carrier genes and approximately 800 children are born with thalas-

semia and added to this group annually.3 Thalassemia is a serious and life-limiting and 

life-threatening situation, which leads to serious disorders affecting a person’s social 

and educational activities and is associated with feelings of inferiority and being dif-

ferent and creates low self-esteem in patients.4,5
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Thalassemia is usually diagnosed when the child is a 

few months old. The pressure caused by having a child who 

requires extreme care and regular blood transfusions leads 

to an unsettled mental balance in parents.6

Trauma incurred to the family causes different psy-

chological reactions in them, and family relationships are 

seriously affected. In a study, academic problems (60%), 

problems with social interactions (20%) and feeling of being 

different (24%) and anxiety (31%) were reported in children 

with thalassemia.7

These patients, like other patients with chronic and 

debilitating diseases, require permanent lifelong treatment 

and struggle with several mental health challenges, and social 

and economic problems, each of which somehow interferes 

with the principles of treatment and follow-up.8

Family members are affected by each other, and the ill-

ness of a family member directly affects the whole family. 

Stresses imposed on a family member will affect the entire 

family. Patient care undermines the energy level of family 

members and puts them at risk of physical, emotional and 

isolation consequences, and causes despair, frustration, help-

lessness, fear, shame and a desire to die.9,10 For this reason, 

these patients are also called hidden patients.

The findings of a study on families of patients with 

thalassemia revealed that families are faced with numerous 

psychological and emotional problems.8

Widayanti also believes that parents of children with 

thalassemia suffer and undergo pain in the process of provid-

ing daily and lifelong care.11 Moreover, parents of children 

with thalassemia feel anger, shock and guilt. In addition, 

social attitudes, stigmas and discriminations toward chronic 

patients, which are often rooted in inadequate information 

about the disease and are considered among other problems 

facing the families, are more harmful or more destructive 

than the disease itself.12 Accordingly, misconceptions and 

negative attitudes of parents toward their child’s disease, 

which is often caused by lack of knowledge, could endanger 

their public health. Studies have shown that more parents 

with positive and realistic attitudes about their child’s disease 

used tolerance mechanisms, when compared to parents with 

negative attitudes.9,10 The results of a research on children 

with thalassemia revealed that a positive attitude about life 

and the future of these patients increased their capacity for 

tolerating hardships.11

Finally, after a brief review of the results of previous stud-

ies, it was found that families of children with thalassemia are 

faced with psychosocial and physical problems that threaten 

the child, parents and other members of the family. These 

complications can affect the life of the children and parents in 

various aspects. Therefore, identifying the challenges facing 

parents and their children may lead to proper understanding of 

their individual needs and effective use of supportive and care 

programs. On the other hand, no qualitative study has been 

carried out so far to explore the experiences of the parents in 

Iran. In addition, there are a large number of parents having 

children with thalassemia in Iran, whose experiences will 

be useful for the rest of the world. In this regard, a question 

then arises as to what is the experience of having a child with 

thalassemia for parents like. To answer this question, the most 

appropriate method that can be used is the one that shows the 

nature of a phenomenon in its natural context along with the 

structure and factors affecting its formation. In this regard, 

among methods of research, a phenomenological study can 

demonstrate the nature of a phenomenon and its formation 

process in the natural context. A phenomenological study will 

enable researchers to understand the real world of everyday 

work and life of humans and allows them to feel the facts as 

they are and describe and explain human social world. Hence, 

researchers have sought to identify experiences of parents of 

children with thalassemia to emphasize the importance of the 

role of parents.13 In addition, this qualitative study aimed to 

explore the experiences of parents of children with thalas-

semia in the field of family, social and therapy problems. 

Therefore, considering the foregoing, we decided to conduct 

a study with the aim of exploring the experiences of parents 

of children with thalassemia.

Methods
Given that the present study aimed to investigate the deep and 

extensive experience of parents of children with thalassemia, 

a descriptive phenomenological approach was employed. 

Derived from descriptive method, a phenomenological study 

is based on phenomenological philosophy that focuses on 

understanding the essence and nature of a phenomenon. 

This philosophy is not concerned with only a certain part of 

a person; rather, it tries to understand the human responses 

as a whole.14

In this study, Husserl’s concept of bracketing was applied. 

The researchers recorded their assumptions and hypothesis 

about the phenomenon before conducting the study so as to 

thoroughly understand the experience of participants.

This study was carried out in 2016 in order to understand 

the experience of parents of children with thalassemia in a 

Thalassemia Center in the city of Zabol (in the southeast of 

Iran). Purposive sampling was employed. In this regard, in-

depth and semi-structured interviews were conducted with 
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12 mothers and three fathers for two to three times until data 

saturation. The inclusion criteria included willingness to 

participate in the study, mental ability of recounting experi-

ences and having children with thalassemia. Participants 

were allowed to withdraw from the research process at any 

time. Before commencing the interview, the purpose of the 

research was explained, and the participants were assured 

about the confidentiality of their information by assigning 

each of them a number. After determining the location of the 

interview, the researchers obtained participants’ permission 

to record their interviews. After obtaining signed inform 

consent from the participants, interviews were carried out 

using a conversational method for a duration of 60–90 min 

at their home. The interviews started with open questions like 

“Please tell us about your experiences of having a child with 

thalassemia” and “What challenges have you encountered in 

this regard?” Thereafter, the next set of questions were raised 

to continue and complete the interview and to access richer 

data based on the responses of the participants. Data collec-

tion and analysis were carried out concurrently. Interviews 

were recorded on a voice recorder with the consent of the 

participants. Each audiotape interview was listened to several 

times, and thereafter, verbatim transcription of interview data 

was carried out.

In this study, the seven-step Colaizzi method was utilized 

for data analysis.15 All audiotapes were listened to several 

times to gain close association with the content, tone and 

feeling. Significant words, phrases, sentences and paragraphs 

were extracted from each transcription. Each new item of 

information was compared with previously extracted items. 

As analysis progressed, repetitious items were retained. The 

data were compared, and information items were grouped 

into emergent theme headings – “Gray marriage consanguin-

ity”, “Increased load of problems due to increased number 

of children with thalassemia in the family”, “Socio-familial 

worries” and “family’s hidden wishes for having an ideal 

society” – in addition to emergent categories within the larger 

study. Data were continuously compared across and within 

potential thematic clusters and moved accordingly. Finally, 

validation of themes was approved by the participants.

The rigor of the study was assessed via credibility, 

dependability, confirmability and transferability strategies.16 

The following measures were taken to increase the credibility 

of data: long-term interviews and sessions with participants, 

frequent reading of interviews and data drowning, utiliza-

tion of complementary comments and suggestions from the 

partners to confirm and correct the accuracy of codes and 

returning the interviews to the participants after the coding 

process to evaluate consensus rate about the codes between 

researchers and participants. Dependability was confirmed by 

an external observer via step-by-step repetition and detailed 

auditing, including detailed review of findings and docu-

ments. To evaluate the research confirmability, attempts were 

made to present a detailed explanation about the study steps 

from the beginning to the end so that the external observer 

can do the auditing based on the documents and realize the 

objectivity of the study. Considering the transferability of 

the findings, some of the parents who had teenage children 

with thalassemia but did not attend the study were paid a 

visit, and the results were shared with them to examine the 

similarity between the findings obtained and their experience. 

The results revealed that this similarity was high.

This study was approved by the Ethical Committee of the 

Zabol University of Medical Sciences.

Results
Participants included 15 parents of thalassemic children and 

had between two and seven children. A total of 6.6, 20 and 

73.4% of them had three, two and one child with thalassemia 

major, respectively. In addition, on average, at least one fam-

ily had one child suffering from thalassemia minor.

After analyzing the interviews, four main themes were 

extracted, including “Gray marriage consanguinity”, “Bur-

dened with increased number of thalassemia children”, 

“Socio-familial worries” and “Inexpressible wishes for hav-

ing an ideal society”.

Gray marriage consanguinity
Forced consanguineous marriage to increase the generation, 

birth of thalassemic children as victims of parental ignorance 

and parents’ indifference as the leading cause of thalassemia 

are the constituent components of this theme.

Parents of children with thalassemia describe the mar-

riage leading to the birth of this child as gray consanguine-

ous marriage because they believe that it is neither bright 

nor black, and instead is a state between the two, where the 

current and future prospects of life are not seen. After the 

birth of children with thalassemia, parental love and other 

pleasures find a different shape and color. This marriage 

itself is responsible for the production of defective generation 

because parents cannot do anything to control the situation 

after this marriage. Births happen unconsciously. Many fac-

tors contribute to the increased number of this generation; 

nevertheless, parental ignorance plays the major role in this 

regard. They unwantedly take measures for having a healthy 

child, and at the meantime, a number of children are born 
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with thalassemia, which creates a lot of problems for parents 

and decreases their life pleasures. Bad days gradually show 

themselves, and parents cannot do anything.

One of the participants who is a mother of two children 

with thalassemia describes the color of life as follows:

[…] Life begins with joy and a lot of aspirations but it 

change its face soon after the disease was diagnosed at birth 

of first child. The thalassemic child is born again among 

other healthy children and the happiness disappears. Our 

worries for the future of our thalassemic children deprive 

us from life pleasure and the life color changes into gray, 

but because there are healthy children, it is not yet black.

[…] We really didn’t know how many problems are 

associated with the thalassemic children and gave birth to 

new children just like other people who are also involved in 

this type of marriage, but this ignorance continued until the 

second child was born. [Participant 6, mother of children 

with thalassemia]

Some participants do not see any problem with having a 

child with thalassemia due to the large number of children; 

they attributed the birth of their children with thalassemia 

to God’s will, and believe that they will grow up among the 

healthy children and whatever God has ordained will hap-

pen. They also assume no responsibility toward the birth of 

these children.

In this regard, Participant 5, a mother of children with 

thalassemia, says:

[…] We did not do a single thing about contraception 

because we did not know our disease. Naturally the thal-

assemic children were born and they had no particular 

problems. Other children and close relatives can help us to 

bring them to the hospital for blood transfusion and finally 

they will grow up together.

Burdened with increased number of 
thalassemia children
Hard life with thalassemia, emotional disorganization  

toward children and lack of awareness of the increased burden 

are the constituents of this theme. The birth of a thalassemic 

child causes a lot of problems in the family which are divided 

into several categories.

Some problems are related to child care in the family, 

while some are related to providing care for the thalassemic 

child among healthy children, hospital health care problems, 

relationship in the society and at the school level and con-

nections among relatives.

The conditions of the thalassemic children when com-

pared with the healthy children increase the parental feeling 

of love toward those sick children in the family which creates 

a feeling of discrimination among the children.

This feeling of love is turned into jealousy among the 

other children. At the meantime, the injuries of the thalas-

semic child are exacerbated owing to more parental atten-

tion. Moreover, more level of care and attention given to the 

thalassemic child leads to psychological trauma, and parents 

unwittingly create new problems. All these make life harder.

Participant 6, a mother of two children with thalassemia, 

described these problems as follows:

[…] Life has always been really difficult when the children 

are born. But when you have a thalassemic child at home, 

imagine how difficult it is. But when the number of sick 

children increases, I mean thalassemic children, the number 

of problems you have are multiplied. You need to have this 

experience to understand what I’m saying.

[…] There are many problems associated with keeping 

healthy children besides sick ones. Some of the problems 

are related to parents and some to the children; Diet prob-

lems and preparing separate meals for sick children, paying 

attention to the special needs of these children, appearance 

of different skin colors and change in their facial shape, 

when compared with that of the healthy children, these are 

all problems. [Participant 8, mother of a child with thalas-

semia among three other healthy children]

Participant 9, the mother of a thalassemic son, expresses 

her own feelings toward her son:

[…] Mothers have too much trouble, the thalassemic child 

needs more attention and feeling in comparison to healthy 

children and parents unwittingly make differences among 

the children, which cause jealousy and more problems 

among them.

Socio-familial worries
Worries related to education, job and life, and family’s wor-

ries toward healthy children are the constituent elements of 

this theme. Having healthy and sick children in the society 

is considered as a worry for parents. Thalassemic children 

are faced with educational problems because of their disease, 

when compared with the healthy children. Referring to the 

hospital for blood transfusion and obtaining drugs on days 

which are their treatment’s turn and the need to rest later in 

the home creates a gap in their education.

Moreover, as children get older, the changes occurring 

in their appearance make it difficult for them to be with 
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healthy children in the school. Some families do not have 

the financial ability to bring a teacher home to compensate 

for the children’s educational shortcomings. Most of these 

children with thalassemia are deprived of the opportunity of 

finding a good job in the society because of failure at school. 

Even when they reach the age of marriage, because of their 

specific conditions, they hardly find a healthy life partner, 

and a desire to marry a thalassemia spouse also creates new 

problems for them. These are all considered as parental 

worries. In the case of healthy children living with children 

suffering from thalassemia, healthy girls lose their chances 

of having a successful marriage because those who have to 

woo them do not choose them as their wives after seeing sick 

children in the family.

Participant 4, a mother of thalassemic children, expresses 

her worries as follows:

[…] Life is full of worries, when you have thalassemic 

children, the problems are multiplied. As children get older, 

the worries grow. In a society, in which there is no job 

for healthy individuals, then a patient cannot live without 

being supported. When they grow up, they need job, life 

and marriage. From now when I think about these issues, 

my body starts trembling. My son has suffered from many 

educational problems. The teachers complain that he is a 

slow student. I can’t afford to pay for a tutor. The days when 

we are going to the hospital, I take leave of absence from 

school for my child, beforehand, but when he cannot do his 

homework, he is faced with some challenges and problems. 

Staying with healthy children is also a source of damage 

causing school failure.

Another participant describes problems between healthy 

children and sick children as follows:

[…] I’ve a healthy girl and two thalassemic sons. I can’t think 

very much of the future because it scares me a lot. Right now, 

relatives are treating us in a special way. Until they grow up 

and reach the age of marriage, I pray that they can lead a 

healthy life and have successful marriages. If the thalassemic 

children survive and grow up, they still have their concerns 

but given that they are boys, their problems are fewer than 

that of girls and all of these depend on their fate.

Inexpressible wishes for having an ideal 
society
Promoting people’s cultural viewpoints, and lack of stigma 

attached to the family with a sick child, good social support of 

sick children, achieving psychological comfort in the family 

and survival of sick children during their parents’ lifetime are 

all constituent elements of this theme. Based on the views of 

participants during the interviews, the family of children with 

thalassemia wishes and hopes their wishes come true and to 

overcome some of their pains some day in the future. Having 

a sick child is associated with a lot of psychological problems 

for the family, and if we truly treat the essential nature of the 

disease, it can be seen that families do not play a crucial role 

in this regard because they perform the consanguineous mar-

riage according to customs existing in the society and a sick 

child is born due to the their insufficient knowledge. After 

the diagnosis, people change their attitudes little by little. 

Some people show compassion, some blame and some treat 

patients and their families like criminals. They think that these 

patients are really guilty or are punished by God. They seek 

for ways to attach a specific stigma to the family and unwant-

edly cause more damages to the family. Moreover, as families 

are faced with special problems of keeping sick children at 

home and follow-up treatment and future concerns, there is 

no specific support in this regard, and each organization has 

its own job to do. Hospitals respond to patients’ need today; 

if you could not refer to the hospital due to some problems, 

nobody asks why you were absent. Moreover, psychological 

problems are imposed on the families so that they are inter-

woven together. They spend days and nights with concern, 

and peace becomes like a mirage, achievement of which is 

never possible. The families hope to reach their unattainable 

dreams someday so that they can enjoy living together and 

have children, along with other members of society and hope 

their wishes come true.

Participant 6 tells us about her future wishes:

[…] Life is hard and sometimes you have to hear and tolerate 

good and bad words from other people. Thousands of good 

and bad words may be said behind you. Those who know 

you, assume a certain look, which wounds your soul. They 

want to say that there must be a reason why your child is 

sick. I always wish people raise the level of their awareness 

and know that these issues may happen to any other person 

in the society (I mean having a sick child) […]

(Tears well up in her eyes and a lump forms in her throat, 

she continued) I wish there were places in the society that 

support us financially, provide essential services and care for 

the future of the children so as to reduce family problems.

Participant 10 tells us about her wishes:

[…] I hope one day we enjoy being together at the table 

food, sleeping and waking. I do not know why the skin 
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of this child is getting darker, his face changes shape and 

why these scourges are happening to him. I do not want to 

have the anxiety of leaving for hospital. I keep waiting for 

the blood bag and then I see children crying and the nurses 

who attach blood bags to them. I always say to my husband 

that I wish we find peace and enjoy life someday. We can’t 

just travel due to many restrictions, including where to go 

to attach the blood bags and if he feels bad, what I should 

do; these all are limitations.

Discussion
Using a phenomenological and a familial-centered approach, 

we addressed the gap in the existing literature by providing 

a unique and detailed insight into the experiences of parents 

of children with thalassemia major. We identified four core 

themes: “Gray marriage consanguinity”, “Burdened with 

increased number of thalassemia children in the family”, 

“Socio-familial worries” and “Inexpressible wishes for hav-

ing an ideal society”. These findings highlighted the dynamic 

nature of parent’s experiences as they vacillate between dif-

ferent feelings of having children with thalassemia and how 

to overcome social and health problems.

Changes made in the color of life due to the birth 

of children with thalassemia is a phenomenon affecting 

love and affection between parents, and pleasures of life 

become less evident. Gray is a description offered by the 

parents due to a change and the emergence of the shadow 

of sadness in life, which makes the future to look uncertain. 

Consanguineous marriage and its consequences emerging 

in the form of children born with thalassemia are the fac-

tors leading to this situation.17 Moreover, lack of awareness 

regarding the consanguineous marriage causes increased 

occurrence of genetic defects such as thalassemia.18 Par-

ents hold various viewpoints according to communities in 

which they live. The above results are also seen in similar 

studies.19,20 The birth of children with genetic disabilities 

imposes a lot of problems on the quality of parental life 

in terms of support, treatment, social acceptance and 

parental relationships, which subsequently causes a lot 

of psychological problems for the parents. Consequently, 

life is not enjoyable for parents, and parents’ views on 

life will change. There is also a high correlation between 

consanguineous marriage and the genetic anomaly. Parents’ 

ignorance plays a major role in the development of thalas-

semia; nevertheless, parents state medical reasons as the 

main cause of such disease and do not believe in genetics. 

Several other studies have also shown that children with 

disabilities cause psychological disorders for parents and 

affect their perspective toward life.20,21

Another finding of the present study was that the birth of 

a new thalassemic child creates more problems for the fami-

lies. Consequently, life gets harder for parents. Many of these 

problems are related to parents’ lack of awareness because 

they give birth to new children regardless of the conditions 

of life.22 In this study, families which were studied belong to 

middle class in terms of economic status, and when children 

are born, the disease-related burden increases. These cases 

cannot be seen in all societies, and their frequency varies 

depending on the conditions of different societies. Genetic 

hemoglobin disorders like thalassemia increase the burden 

of parental problems because they impose disabilities for 

patients in the future, and these problems are different in 

less developed, developing and developed countries. In a 

qualitative study on children with thalassemia in Pakistan, 

high volume of family’s problems have been reported, and 

the researchers believe that some families cannot afford the 

cost of transporting the child to the hospital for routine treat-

ment procedures.23 Even some families living in the village 

undergo much more problems in comparison with those living 

in cities, and the problems are multiplied with increase in 

the number of children.24,25 Other studies have also demon-

strated that parents of disabled children with chronic health 

problems are suffering from many problems because of the 

poor quality of life and psychological conflicts, anxiety and 

depression. Educational, employment and marriage worries, 

and family’s worries toward the healthy children known as 

interfamilial and social worries are the other findings of the 

present study, which reveal that as thalassemia children are 

born, families face particular worries, which are manifested 

in the children’s development process in various ways.26

Parents’ major worries are divided into the following 

levels: family level which includes child care and communi-

cation between healthy and sick children; society level which 

includes development of patients in the society and their new 

educational lives.27 In a study, thalassemia is introduced as a 

life-threatening disease affecting family members and their 

activities, thus affecting the management of life and children. 

Furthermore, thalassemia imposes stresses on the quality of 

life and health of children and parents because of its severity, 

treatment burden and long care process, and high levels of 

parental responsibilities toward children in society and their 

evolution process.

Thalassemic children suffer from physiological, psycho-

logical, social and spiritual problems because of the long 
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treatment protocols disrupting school and social activities. 

Nevertheless, most parents are not skilled enough in this 

issue; their concerns increase and their lives will be affected, 

which is in line with the results of the present study. In addi-

tion, thalassemia children who are treated will suffer from 

complications like pale skin and changes in face and body 

appearance, and therefore, they cannot work like normal 

children.

Moreover, the disease causes despair, lack of social 

acceptance and intellectual and mental problems in the 

child. It also imposes psychological, social and economic 

pressures on the family, which eventually leads to the state 

of hopelessness about the future, psychological reactions 

and impaired social interactions. Therefore, this complex 

situation heavily affects the family. In addition, the psy-

chosocial aspects of the life of thalassemic adults cause 

various difficulties and challenges for parents because of 

many problems, such as education, sport activity, body 

image, social life, disease complications and medical and 

financial support. Moreover, their major challenges include 

physical, emotional and cognitive problems and challenges 

caused by impaired quality of life. If these challenges are 

taken into consideration, psychological pressure imposed 

on the parents can be reduced, and achievement levels of 

people with thalassemia will increase.28

Another result of the present study was family’s wish of 

an ideal society for people living with thalassemia. Families 

of children living with thalassemia have their own wishes, 

such as promotion of the people’s viewpoints, not attaching 

stigma to the family with a sick child, good social support of 

sick children and psychological comfort to the family so that 

the difficulty of having a sick child is facilitated and they are 

given the chance to have a pretty good life.

The results of a study on Egyptian’s cultural views  

toward thalassemia showed that the cultural views play a 

major role in the management and therapeutic care for thalas-

semic children and the Egyptian’s cultural views differ from 

those of patients living in Western countries. Cultural views, 

availability of financial resources and access to medical 

facilities are important in the management of thalassemia 

disease, and if cultural views are improved, we can achieve 

a better awareness of the thalassemia disease in order to take 

appropriate contraceptive measures and facilitate treatment 

of children with thalassemia.29

Moreover, the results of a study introduced thalassemia 

disease as a serious health disorder, which is associated 

with enormous physical and psychosocial problems. These 

problems not only reduce the life expectancy of patients but 

also deprive them of the right to enjoy a good life. Therefore, 

they need health and social support systems which can give 

them hope in their lives. Their desire is to achieve a relatively 

good condition to live a better life.30

Due to a lack of awareness toward thalassemia in 

Malaysia, patients are faced with many problems like stig-

matization, which affects their life. Another study referred 

to thalassemia patients’ and caregivers’ social problems as 

causing psychosomatic disorders and reducing their quality of 

life. One of these problems was stigmatization of patients that 

causes fear and anxiety in patients in the society. Moreover, 

the needs of thalassemia children, which are effective in the 

treatment process, are also mentioned. Appropriate medical 

management, psychosocial interventions and effective family 

support are considered as wishes for the future of the children 

with thalassemia. There were no views contradicting the 

results of the present study.31–33

The results of previous studies on thalassemic children 

and other similar genetic disorders indicate that the con-

sanguineous marriages are more prevalent among people 

in certain societies, most of which belong to developed and 

less developed countries. These people are faced with varying 

degrees of social and economic problems and have certain 

views about consanguineous marriage. Their problems differ 

depending on their education level, economic status, place of 

residence and access to treatment facilities and other factors. 

When these people migrate and settle in developed countries, 

their problems are decreased, which is indicative of better 

living conditions in new places. According to considerable 

challenges facing the parents of children with thalassemia, 

authorities and health and social systems should give more 

attention to them so that they can cope with unwanted situ-

ations and provide necessary treatment measures for their 

sick children. Nevertheless, these problems differ in various 

countries, but the problems are the same. Themes obtained 

in the present study were extracted from experiences of a 

limited number of participants; therefore, it is difficult to 

generalize them to other societies. However, these findings 

can be valuable for the managers of treatment and support 

organizations in the planning process.

One of the positive aspects of this study was the equal 

socioeconomic level of parents, which is indicative of the 

same type of problems. The negative aspect of this study 

was that parents refused to talk about painful aspects of 

their lives, which was a result of the difficulties encountered 

throughout their life.
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Conclusion
The results demonstrated multiple experiences of parents 

of children with thalassemia. According to the results, it 

is important to give emphasis on different aspects such as 

providing appropriate health services, raising parents’ level 

of awareness in the field of contraception and manner of pro-

viding care for the sick children in the family, implementing 

periodic training programs for other family members and 

close relatives of patients, establishing private institutions 

with the participation of the public sector without imposing 

any economic cost on families, improving the psychological 

state of the families and continuation of the marriage life, 

raising public awareness toward thalassemia via media 

programs and satisfying the obvious and hidden needs of 

families so that relative appropriate conditions are provided 

for the families.
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