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			Abstract

			Previous studies had primarily focused on the Care for type 1 diabetes mellitus patients, rarely touched upon the struggles and psychological adaptation of the caregivers. The aim of this study was to define the life course for primary caregivers of children with type 1 diabetes mellitus. A qualitative descriptive research approach was adopted in the study. This study used semi-structured interviews to collect data and performed content analysis to analyse the data. The subjects (n=8) were enrolled using snowball sampling. The eight primary caregivers had been taking care of children with type 1 diabetes mellitus for more than five years. The analysis of the interviews acknowledged four themes in the life courses of primary caregivers, including experiencing shock resulting from the initial diagnosis, feeling tormented and lost, facing constant family conflicts, and meeting a bosom friend and finding support. As expected, the article identifies the care experience as a reference for healthcare professionals taking care of caregivers of children with type 1 diabetes mellitus. The findings showed that the caregivers of children with type 1 diabetes mellitus were lonely and faced difficulties. A supportive atmosphere can initialise the courage needed to break through the predicaments of the adaptation process.
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			Introduction

			Type 1 diabetes (T1DM) is a common chronic disease in children. Children are highly dependent on their families and are sensitive to the impacts of rapid physical and psychological development [1,2]. Once T1DM is diagnosed and it is confirmed that there is no cure for lifetime comorbidity of T1DM, there is a notable impact on parents or primary caregivers (hereafter replaced by “caregivers”) [3]. Caregivers worry that the sudden onset of complications or diabetic ketoacidosis/hypoglycaemia will endanger the health, growth, future progress and education of the children [4,5]. Caregivers play an important role in the growth of children, and their feelings and negative perspectives affect the adolescents’ control over their diabetes [6, 7].

			When children enter school, caregivers worry about their adaptation to school and their control over their glycaemic levels. Past surveys have discovered that school personnel are unable to identify hypoglycaemia and do not have diabetes training [7,8]. Some schools even indicate that they are unable to accept children with T1DM, advise transferring schools due to difficulties in care, or request that caregivers assist in care at school [9,10]. The school environment is not friendly 

towards diabetic students. However, foreign and domestic studies investigating the life course of children or adolescents with T1DM have seldom looked at the feelings of caregivers. Therefore, this study aims to explore the psychological process of caregivers who take care of children with T1DM.

			Materials and Methods

			Research design and participants

			This study performed in-depth qualitative research interviews that lasted approximately 45-90 minutes to collect data. This study used snowball sampling to enrol participants at the outpatient clinic of a hospital. The inclusion criteria were as follows: caregivers taking care of children with T1DM in a family for at least five years and able to communicate in Chinese or Taiwanese. This study enrolled a total of 8 caregivers in a family taking care of children with T1DM, including 4 mothers, 3 fathers (1 of them is a single father), and 1 uncle (his older brother had died in a car accident, his sister-in-law had remarried, and his 2 nieces with T1DM lived with him and their grandparents). This study used semi-structured interviews to collect data. In principle, the interview locations were places without any disturbance.

			Ethical consideration

			This study was reviewed and approved by the Research Ethics Committee (NO: 100329-7). After verbally explaining this study, the author obtained the written consent of the participants to record or summarize the interviews. The interview contents were recorded via actual communications.

			Survey questions and survey analysis

			The same researcher was responsible for collecting the data and interviewing the participants. This study used semi-structured interviews to collect data. The interview questions included information on the feeling of the child after the initial diagnosis, the problems encountered during the process and how they were handed, and any impressive changes or feelings over the course of the process. The data reached saturation after data from the 7th participant were collected. No new data appeared in the 8th participant, so the enrolment was terminated. This study performed content analysis on the collected data. Upon completion of the transcription, three nursing masters/doctors who are diabetic educators collaboratively found and decoded meanings that were coded from meaningful situational contexts and summarized the themes to understand the overall contextual background of the phenomenon and its important meanings.

			Result

			After analysis of the interview data, the research results displayed the life course for primary caregivers of children with T1DM. The four themes included are listed below (Figure 1).
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			Shock resulting from the initial diagnosis

			In the interviews about the psychological process after the initial diagnosis of the children, the participants’ chief reactions to the sudden event-their children being diagnosed with T1DM-were emotional feelings: “Shocked! Terrified…I have no idea what complications or problems may occur in the future”; “A bolt out of the blue…How could this happen?”; “…I have no idea what to say…When the doctor explained the disease condition, we still stood there and had no idea what to say and what to do”; “It was like the end of the world…”; “I felt panicked and terrified! I worry about my children’s future career or complications. After all, we cannot live with them their entire life… Besides, I have no idea what T1DM is and how to care for it. Can the children take care of themselves in the future?”

			Feeling tormented and lost

			After children received a series of treatments in the hospital, the participants faced the issue of how to take care of the children at home. After consulting with medical and nursing personnel or searching for information online, the participants gradually began to understand what T1DM is. However, they started to feel pity and distress for their children. The chief complaints were as follows: “T1DM is like an untimed bomb, which threatens parents at any time”; “It hurts! I have no idea what to say or whom to say it to”; “Although folk remedies or recipes are ridiculous…I would still try them”; “I am afraid that other people may know about it…They might say that it is karma…;” “I’d like to commit suicide with my child…”; “My mother-in-law blamed me for my family genes…However, no one in my family suffers from diabetes”; “I worry about my child”; “Diabetes can cause many complications, which is terrifying.”

			When the participants were asked about the comparisons between the past and current care for children and the current status, they answered in the following way: “I had no idea how to console him (the child) when I stood by him…I started to scold him when I became impatient”; “In the beginning, I scolded my child…I had no idea what to do, either”; “I was even more nervous than my child, and my child felt strange”; “We were nervous. When we became more nervous, we started to speak loudly”; “When my child cried, I also cried.” In addition, the participants also indicated that their moods would change with the glycaemic level of children. 

			For example, “My mood is affected 24/7…It changes with the glycaemic level”; “My mood changes with the glycaemic level of my child”; “…I feel very sad. I want to vent my anger, but I have no idea how to vent it.”

			In the interviews about the problems or feelings experienced when control over the children’s glycaemic level does not go as expected, they said, “I will try my best to control my mood to prevent my child from being affected by my emotional changes.” The chief complaints were: “The glycaemic level of my child was as high as 200. However, I could not express my anger too obviously…Especially after my child eats high-sugar food and the glycaemic level increases to 300…I still have to suppress my emotions. It hurts!” Particularly, in reaction to a child having once said, “Why am I the one to receive injections? Why aren’t the adults?” the caregiver said “My mood at the time was, ‘It hurts!... Whom should I talk to?’...I’d like to commit suicide with my child.”

			Some participants even indicated that they were afraid of taking their children outdoors. They said, “Our family did not travel together for many years…It took us a very long time to adapt to it”; “I felt worried about my child participating in a graduation trip or outing”; “There are too many variables if I take my child outdoors, and so I can’t allow my child to go outdoors for too long, let alone to participate in an overnight trip…I worry that my child cannot receive medical treatment in case of hyperglycaemia. I am also afraid that the doctor is not aware of my child’s disease condition like the original doctor is.”

			Facing Constant family conflicts

			When children’s glycaemic control is poor or the changes in parent-child interactions and lifestyle do not reach a balance, there are constant conflicts. The participants said, “I will cry with my child”; “After scolding my child for poor glycaemic control, my child cried and I also cried”; “He [the child] was already afraid of high glycaemic levels.” The participants said, “My own negative attitude actually hurts my child as well”; “In the beginning, I scolded my child…”; “In the beginning, I would get angry when I saw a high glycaemic level”; “My negative attitude [scolding] and tension caused by impatience made my child [feel strange]”; “When I lost my temper, my child was even more mad than I was”; “He [the child] would tell me that he intended to die…”

			The participants indicated that there were even more conflicts, especially when the children reached puberty and their control was even more unstable. For example, “At puberty, her glycaemic control became unstable”; “My child lied to me…he tampered with the glycaemic level…” “Originally, we checked the box of “Disagree” with the class trip on the contact sheet. She changed it to [Agree]…Had the teacher not contacted us, we wouldn’t have known this.” The participants originally wished that their children could obtain more assistance and attention from teachers and peers at school. However, their children did not want this, which led to them complaining. “After my child was discharged from the hospital and returned to school, the teacher announced in class that he [the child with T1DM] suffers from diabetes. Although the teacher did it with good intention, it turned out differently. My child cried and said, ‘Everyone looked at me…It seemed like I was a monster’”; “My child was treated differently.”

			Meeting a bosom friend and finding support

			In the interviews about the substantial feelings throughout the process, the participants indicated: “It’s a difficult and bumpy journey…Other patients introduced IDDM (Insulin Dependent Diabetes Mellitus) patient groups in southern Taiwan to us. At the time, it felt like catching a floating piece of wood in the ocean. Although medical and nursing personnel showed care, I could not feel it”; “I felt that he [the other patient/caregiver] understood me”; “I gradually adapted to…I persuaded myself that the number [the glycaemic level] ultimately is a reference value;” “I would share with others the change in my concepts…After my attitude changed slowly, I started to accept the facts”; “Through mutual sharing and support from other patients, I started to learn to sympathize with my child and set myself free…My mood was more pacified, and I now know where to seek assistance or spiritual consolation.” The participants described the assistance provided by patient groups: “Participating in patient groups enabled my child with T1DM to not feel alone”; “Other caregivers/patients understand me”; “I feel support through mutual understanding and sharing…a sense of warmth.”

			Discussion

			The research results showed that upon initial diagnosis of children with T1DM, the 8 caregivers all felt were heavily impacted by negative feelings and could not get rid of negative emotions and their impact for a long time [11]. They even continued to cry and talk about the entangled psychological process during the interviews. Seven caregivers suggested that despite the medical teams’ assistance and professional knowledge, they seldom felt that they were understood. According to the data, they bore the burden of taking care of their children. Therefore, medical and nursing personnel should pay more attention to providing psychological support for caregivers. Mutual sharing among patients/caregivers is an important source that helps them eliminate negative attitudes and face problems. Support groups enable caregivers to discover that they are not alone [12]. Two caregivers even proactively go to the hospital to visit families who have children who are newly diagnosed with T1DM. They also regularly hold activities with the Catholic Sanipax Socio-Medical Service & Education Foundation or with T1DM patient groups. They feel that the emotional exchanges and the activity of sharing experiences not only helps themselves heal but also helps other people find the right path. They now take a much more proactive path towards helping others.

			In the course of making children’s glycaemic levels more stable, most of the caregivers cause conflicts with family or children. Excessive intervention reduces children’s self-care responsibility and leads to poor glycaemic control [13]. However, too little participation by parents leads to unstable glycaemic control [14]. Nevertheless, under excessive glycaemic monitoring, children experience emotional distress and reduced satisfaction with school [7,15]. However, children with T1DM do not intend to worry caregivers [15-17], which is consistent with the research findings of this study concerning the entangled and complicated psychological process of caregivers. Caregivers expressed the wish that schools could provide more assistance and care, and therefore, establishing a care model suitable for schools and families is advised. During the care process, the interventions, interactions with children, and the responsibility for children must be shared by caregivers and properly controlled. Therefore, the research results can help spur more empathy for understanding caregivers’ feelings. Hopefully, caregivers can better stabilize the care they give to the children, improve care quality, and create a win-win situation between parents and children with a full support network [18]. However, it is also necessary for teachers to be attentive and to not treat children with T1DM differently from other students. Children with T1DM wish to interact with their peers in a normal way and be treated equally so as to live a normal life without being stigmatized [19-21].

			Implications of the study

			This study provides suggestion that the challenges and psychological adaptation of the primary caregivers for T1DM patients were imperative. The negative impacts on caregivers could be meaningfully mitigated through the experience-sharing and interactions among the caregiver support groups.

			Conclusion

			This study helps the understanding of the many impacts and hardships encountered by caregivers during their care for children with T1DM. The author benefited a lot from contact with the patient groups and the sharing of their experiences, which enabled the author to obtain information on spiritual consolation and valuable practical experiences of care.
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Figure 1: Life course for primary caregivers of T1D children.






