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Thalassemia is an inherited blood disorder which passes from parents to their children. It is the major health problem in Pakistan and South Asian countries. About 6-8 % population of Pakistani are thalassemia carriers traits, thus more than 10 million thalassemia carriers are in Pakistan and every year 5000 children are born with the disease of thalassemia major. Thalassemia major patients require regular blood transfusions and medicines throughout their whole life that impacts patients and their families, particularly mothers. The objective of the present study was to know the lived experiences of mothers having thalassemia major children and to dig out the effects of Thalassemia major on the mothers of the patients. This qualitative study explored the lived experiences of 20 mothers of children with thalassemia major by conducting semi-structured interviews. The present study was conducted at the Thalassemia Centre of the Children’s Hospital & the Institute of Child Health Multan, Pakistan and data were analyzed by using content analysis. Ethical approval was obtained for the interviews from the ethics committee of the Hospital. The study reported that thalassemia major child disease that affects the mother’s life socially, psychologically, and economically. Mothers were stressed because of their children's sickness. The study reported that the majority of the mothers had inadequate knowledge about the genetic disorders. Mothers were worried about their children’s frequent transfusions of blood and their behavioral changes. They were concerned about their child’s present status and their future. Most of the mothers had no sufficient knowledge about thalassemia disease, prevention, and management. They were worried about the child's appearance, education and difficulties, repeated blood transfusions, and costly medicines. The majority of the mothers identified the effects of illness on their children’s school attendance. The study recommended that health care professionals including social workers should educate and inform the mothers clearly about the thalassemia disease, its management, and prevention. Community support programs must be started for the thalassemia patients’ parents. Thalassemia support groups should be established officially to provide social, psychological, emotional, and economic support to thalassemia patients and their mothers in addition to their basic knowledge of thalassemia. 
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Introduction
Thalassemia is an inherited blood disorder and a major public health problem in South Asia especially in Pakistan. It is estimated that about 1.5% of the world's population is thalassemia minor (Karim, Ismail, Hasan, Shekhar, 2016). It is estimated that about 80% of thalassemia patients are identified in developing countries (Suryani, 2020). About 6 to 8 % of the Pakistani population is suffering from the disease of thalassemia minor. Every year more than 5000-thalassemia major children are born which depend on regular blood transfusions. Thalassemia patients require care throughout their whole lives. In addition, they required regular blood transfusion and iron chelation therapy. Most of the thalassemia major patients present with exhaustion and pallor depending on the degree of anemia. (Cappellini, Cohen, Eleftherion, Piga, & Porter, 2000; Cazzola et al., 1995, 1997). Thalassemia patients have enlarged spleens and livers, abdominal dropsy, infections, irregular heartbeat or heart failure, and short lifespan (Anie & Massaglia, 2001; Goldbeck, Baving, & Kohne, 2000; Louthrenoo, Sittipreecha- charn, Thanarattanakorn, & Sanguansermsri, 2000). Despite the advancement in the management of thalassemia major patients, those living in developing countries did not receive the quality of treatment (Siddiqui, Ishtiaq, Sajid, & Sajid, 2014).
Review of Literature
Furthermore thalassemia disease affects patients and their families psychologically, for instance with the feeling of grief, loss and blame (Aydin, Yaprak, Akarsu, Okten, & Ulgen, 1997; Politis, 1998). Empirical findings and the previous studies reported that thalassemia major as a chronic disease has a negative impact on the quality of life of mothers.  (Caro et al., 2002; Goldbeck et al., 2000; Zahed et al., 2002). Karakul, Oymak, & Karapinar, 2022; Hussain et al., 2021; Zulfiqar et al., 2021) reported that parents face more difficulty after identification of the chronic disease in their child. Abedi et al. (2020) highlighted that thalassemia adversely affected the psychological, physical, social and economic status of the parents whose children were facing the thalassemia disease. 
Studies reported that mothers played the very significant role in caring of their thalassemia major children and spent much time with them (Krepia, at al, 2006; Mashayekhi, at al, 2016). The majority of the mothers were usually involved in caring process of their children during the long periods of thalassemia major treatment,, which cause social, psychological, physical and financial burden on them (Heidari & Ahmadi; 2020). The numerious types of tensions mothers faced due to their Thalassemic child, which affect their life negatively. Furthermore, it was highlighted by (Punaglom, Kongvattananon & Somprasert, 2019) that thalassemia major disease hit the well-being of the patients and their mothers. The present study is conducted to explore the lived experiences of mothers having a thalassemia major children in their communities. The reason behind this qualitative study was to provide deeper understanding of experiences of mothers having thalassemia major children. 
Research Methodology
The present study was conducted at the Thalassemia Centre of the Children’s Hospital & the Institute of Child Health Multan. A Qualitative exploratory research design was used to explore the lived experiences of mothers of thalassemia major children. The present study found the impact of thalassemia major on caregiver mothers, how they perceived, and how they felt and thought about their lives. The present study was qualitative because qualitative research is useful when the researcher needs to collect in-depth information about the problem, setting, and situation. A total number of 20 mothers with thalassemia major children who were blood-dependent participated in the present study. All the mothers were aged between 25 to 50 years. The majority of the mothers were housewives and the ages of their children ranged between 02 to 10 years when diagnosed with thalassemia major. The mothers who had cared for thalassemia major children in the last year were included in this study. The data collected through in-depth interviews with mothers of thalassemia major children. Before data collection, informed consent was taken from all the participating mothers. All the respondents were primary caregivers of their thalassemia major child. All the participants preferred to give interviews at the thalassemia Center of the Children’s Hospital & the Institute of Child Health Multan. In-depth interviews took place in a comfortable setting chosen by the participants. Before data collection, ethical approval was obtained from the Ethical Committee of the Hospital. The interview guide was prepared and approved by two clinical hematologists with more than 10 years of experience in treating thalassemia major disease. The questions regarded experiences of mothers having thalassemia major child, their feelings about thalassemia major child, relevant information they received about thalassemia child, how information was helpful, their experiences since the diagnosis of the child, problems in caring for thalassemia children. Prior permission was given from all the mothers to record, transcribe, and translate the interviews. Codes were given to the respondents to ensure confidentiality and anonymity. To obtain the complete viewpoint of the respondents each transcript was read properly and summarized by the researcher.
Results
All the respondents reported that their lives were significantly affected due to thalassemia major disease of their children. A total number of six themes were identified i.e. (i) lack of knowledge about thalassemia major disease (i) Knowledge about Thalassemia (ii) Psychosocial Glitches (iii) Social Support (iv) Financial Constraints (v) Health Care Services  (vi)  Future Concerns 
(i) Knowledge About Thalassemia
The majority of the respondents reported that they had been unaware of the symptoms of thalassemia and after the diagnosis, they received information from staff nurses, which seems insufficient knowledge about thalassemia disease. 
The majority mothers expressed that they had very low-level knowledge of thalassemia disease, treatment, prevention, and control. Mothers were not familiar with premarital screening and prenatal diagnosis. When mothers were examined and given confirmation of their thalassemia carrier status, it was too late for prenatal diagnosis. The majority of the mothers were referred for genetic counseling after the birth of a thalassemia major child, which is very alarming. One of the mothers said that she wanted to know why thalassemia was not the same in every child. She said that her child's color was pale and she took him to a doctor and he gave her some medicines but he could not recover. She visited another doctor and he advised some medical tests. After investigation, he diagnosed her child as suffering from thalassemia major and he would require regular blood. Some mothers shared that they were confused about their understanding of genetic counseling.  Most of the mothers reported that they had insufficient knowledge about genetic counseling and premarital screening, prenatal diagnosis. 
(ii) Psychological Glitches
It was found that the majority of the respondents faced psychological issues due to the chronic problems faced by their children. One of the mothers was asked to share her feelings about her thalassemia major child as a caregiver. She said that due to her child, she faced many psychosocial problems because the thalassemia child needed regular blood transfusions and medicines which are very costly. She reported that her child's chronic disease is associated with high psychosocial burden. She expressed her experiences that due to her child's appearance, educational difficulties, school absenteeism, expensive treatment, and repeated blood transfusions, she faced psychosocial problems. Her child could not play outside with other children and if she let him go and play then he got a fever and turned pale. The mothers realized that their children's illness affects school attendance”. Another mother shared that her child remained absent due to his poor health and teachers said if he remained absent, he would not be able to take exams with his class. Sometimes he attended 3 to 4 days a week. Some mothers were worried about the possibility of removing splenectomy in the future. They wanted to know whether their child would be healthy and grow like the other children after the operation. 
One of the mothers said:
She was depressed after the identification of the disease in her child. In the beginning, the period of blood transformation was three to four months. It was severe when doctors suggested blood transformation every month. She further said, it was a challenge for her and her family to provide the required blood for their child. She said that she became a psychic patient after her child's disease.
(iii) Social Support 
The majority of the respondents were depressed due to their children's disease. The researcher asked them about the social support received by them regarding the blood transformation of their child. It was found that the majority of the respondents did not receive help from any donor organizations but those who received help were thankful in the process of blood transformation. One of the respondents shared her experience regarding the valuable role played by different organizations in the process of blood transformation of her child. She said that 
“There were different organizations that helped them frequently for blood donors such as the Fatimid Foundation and Thalassemia Center, the Children’s’ Hospital, and the Institute of Child Health Multan but sometimes they faced the issue due to non-availability of blood. She appreciated the role of these organizations for the welfare of thalassemic patients”.
The majority of the respondents faced different types of social issues such as neglect, and social distance by their close friends or relatives after identification of thalassemia in their children. One of the mothers said that
"After the identification of the chronic disease in their child, people started to ignore them and they felt themselves as alone and isolated". 
 (iv) Financial Constraints
During the study, it was found that the majority of the mothers expressed that they were worried about their children's monthly blood transfusions, medicines, and behavioral changes. Furthermore, the majority of the mothers shared that thalassemia major treatment was very costly and their child needed regular medicines daily. The other difficulty they shared is transportation and living costs during their children’s admission to the hospital. One of the mothers expressed that
She was the main earner of the family but when her child was sick she did not work more but treatment, and transportation expenses were too high. Her focus was for her child to become stable and she should go back to work. Sometimes her child needed a check-up twice a month and sometimes she did not have money. If we she not arrange money her child would become more serious and it was not good for her.
Another mother said her feelings about transportation:
“Every month they have to travel to the thalassemia center for chelation therapy and blood transfusion. It is very difficult to bring my child and blood donor and pay all the expenses”. 
(v) Health Care Services  
Most of the mothers were satisfied with the health care services provided by the thalassemia Centre of the Children’s Hospital & the Institute of Child Health Multan but some mothers shared their worst experiences. One of the mothers shared that due to overburden they could not receive blood and medicines. Some mothers reported that they came to the hospital at their own expenses and when doctors asked them to purchase medicines and arrange blood and blood bags, syringes it created too much stress on them.
Most of the participants used two types of government health service institutions: the provincial hospital and the community hospital. The respondents in this study expressed their feelings about healthcare services at the community hospital level, particularly regarding blood transfusion therapy. They reported that coming to the hospital took time and was tiresome. They talked about the lack of quality services. Some of them expressed feelings about the inappropriateness of healthcare services. 
We worry about the money that we need to take them for treatment. Even though treatments are free of charge, we still have to pay for transportation. We don’t have money to go to the hospital. I don’t want people asking our relatives about their condition. Sometimes, they are afraid that they will give them injections. This is hard for the children. 
Another mother also spoke about the cost of transportation: 
The hardest part is the cost of transportation to get here. And also, I have to miss work. 
I had to meet the doctor at the provincial hospital every month; the doctor at the community hospital could not give my child blood transfusions. Also, she can only use the Golden Health card for blood transfusions.” 
One of the mothers, in particular, complained about the services at the provincial hospital level. She spoke about the health services as follows: 
“They say that now we have the 30-baht health card that we could use in the hospital to get yourself treated. If we have this card, we will not have to pay for treatments. Sometimes, we bring him here to the clinic first. If we go to the hospital, it’s a waste of time. It takes time for the doctors and nurses to prepare medicines for everyone at the hospital. Doctors know that this is thalassemia, but all they do is give us medicines and blood tests. There are too many procedures here at the hospital. After surgery, they will give us medicines and blood tests. We think it is better to go to the local clinic than to the big hospital. It is a waste of time to go there.” 
(Vi) Future Concerns 
The researcher asked about the prospect of their children. The majority of the respondents were disappointed regarding their children’s future but also hopeful for their recovery. They were waiting for the new treatment for the speedy recovery of their children so that their children would have a healthy life in the future. One of the mothers said
“I want to see my child healthy, happy, get an education, do a job, have a marriage, and spend a very successful life in society but with all these ambitions I am frightened as well due to the chronic disease faced by my child.”
Another mother said that
“I am afraid of my child because the life expectancy of the children suffering from thalassemia is not satisfactory. I and my family members are always worried about the future uncertainty of our child”.
Discussion 
There is a strong relationship between the healthy life and well-being of the individual. The health of the person plays an important role in the well functionality of the individual life. The individual who is suffering from thalassemia not only himself faces the problems in completing his daily life activities but actually burdens’ his family as well. The current study was qualitative in nature. The researcher selected 20 mothers of children with thalassemia major. The objective of the present study was to find out the lived experiences of mothers having thalassemia major children. The results showed that majority of the participants belonged to poor socio-economic background. Majority of the respondents had insufficient knowledge about thalassemia major, its treatment, premarital screening, prenatal diagnosis, prevention and control. 
The majority of the respondents faced a lot of psychological problems due to their child disease. The process of blood arrangement and transformation had badly affected the psychological the mother’s well-being. It was found that children’s personal disturbance, pain, future uncertainty strongly hit the psychological well-being of the mothers.
It was found that majority of the respondents did not receive the help from any donor organizations but those who received help were thankful in the process of blood transformation. On the other side it was also found that the patient of thalassemia and their families also faced the social issues such as neglecting, social distance by their close friends or relative after identification of thalassemia in their children. The study found out that majority of the respondents faced financial constraints in the monthly blood transfusions, medicines.
The study found that majority of the respondents were satisfied with the health care services provided by the thalassemia Centre of the Children’s Hospital & the Institute of Child Health Multan but some mothers shared their worse experiences regarding a doctor’s behavior, inappropriateness of healthcare services, and shortage of medicines. The respondents highlighted their worries about purchasing of costly medicines. They demanded a free of cost treatment of the thalassemia from the government.
It was found that majority of the respondents were disappointed about their children’s future but also hopeful for their recovery. They were waiting for the new treatment for the speedy recovery of their children so that their children might spend a healthy life in future. 
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 In this study, most of the mothers of these thalassemic children were of a low to middle socioeconomic status with an elementary school education level. Thalassemia was a burden to the mothers because it negatively impacted their children’s quality of life; for example, they had frequent absences from school, discomfort while receiving blood transfusions, physical limitations, and other complications resulting from the illness itself. The mothers also felt the impact on their economic status, occupation, time for parenting, and general function. The need for psychosocial support for these mothers is imperative, and it is necessary to provide more comprehensive management of the child with thalassemia that includes psychosocial and economic support from self-help groups in the community. 
Thalassemia was a burden to the mothers because it negatively impacted their children’s quality of life . . . 
One of the most important aspects of thalassemia with regard to the mother was lack of knowledge about the condition, including understanding splenectomies, the occurrence of thalassemia, genetic issues, and child- rearing issues. Although the mothers visited the doctor for blood transfusion therapy nearly every month, it seemed that the amount of information received from health personnel was inadequate and unclear to them in its applicability to real-life situations. Therefore, the mothers needed to have a better understanding of thalassemia, its treatments, and preventive strategies in order to become successful caregivers at home. If these needs were not met, it caused a great deal of stress for most mothers. Most of these 20 mothers had to develop their own strategies that fit their lifestyle until they could find other means of coping. 
These findings can help all healthcare providers better understand the process of how they should conduct thalassemic management and better understand the reasons that should guide this management. The method of providing mothers with information about thalassemia should be adjusted relevant to social context in each region, especially regarding education programs and decision-making for their children’s educational pro- grams. Empowering these mothers may directly enhance their sense of mastery and control over the condition. 
On the other hand, this study also reveals that thalassemia causes psychosocial problems, such as worries about body image, the illness itself, treatment (especially regarding splenectomy and blood trans- fusions), and concern for the future of their children’s life as a whole. These problems impact their whole life experience. In striving for quality of life, these mothers took care of their children’s and themselves in the context of their culture and according to their values and beliefs.. They wished other mothers would not face the problems that they faced. These findings are consistent with those of Tedsiri (1994). 
Therefore, a “family-based” approach should be considered in caring for thalassemic children; an approach that values holistic health, well-being, and self-help groups is recommended. The “family-based” approach recommended in the literature for chronic illness is a preferred method for helping families coping with the problem of taking care of thalassemic children. This approach involves meeting with both parents, following up after diagnosis with all relevant family members and caregivers identified by the family, enquiring about their day-to-day management and emotional aspects, giving full medical information as required, and supplementing it with written material for review (Prasomsuk, Jetsrisuparp, Ratanasiri, & Ratanasiri, 2006). Some mothers reported a need to get treatments and blood transfusions from private clinics; this reflected their constraints in money and time. These kinds of experiences revealed that the healthcare system in Pakistan did not provide the same standard of care to all people in rural areas. Public hospitals did not have certain drugs and blood transfusion equipment for thalassemic children, and the mothers had to waste time and money for transportation to get to the hospital. Therefore, mothers of children with thalassemia in the rural areas experienced difficulty in accessing quality health services. 
Limitations 
This study utilized a purposeful sample of 20 mothers with thalassemic children. All the 20 participants had children who received blood transfusion therapy at the study site. Generalizability to the overall population of mothers of thalassemic children undergoing blood transfusion therapy in Multan was limited by the participants’ demographics and the study setting. Additionally, the interviews for this study were conducted during the time their children were receiving blood transfusions, and all mothers received compensation in the form of a gift certificate for study participation. 
Future Directions 
Mothers’ points of view regarding their experiences have not been previously explored in the thalassemic population. Further addressing this issue is a suggestion for further research. Other researchers should continue to define the social concepts in real-life situations from different social contexts in each region in Pakistan. 
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