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Objective: Getting COVID-19 makes a person confront numerous individual, physical, psychological, family and social challenges. Therefore, the present study was conducted to explain the experiences, challenges and adaptation strategies in patients with COVID-19 in Tehran, Iran.

Methods: The present study was performed with a qualitative approach and phenomenological method among 33 patients with COVID-19. From July 20 to September 21, access to participants and data collection were done in person (15 people) and by phone (18 people) through targeted sampling and snowball and semi-structured interviews. Data management was carried out using MAXQDA-2018 software and its analysis was done by the Colaizzi analysis method. Guba and Lincoln's criteria were also observed to improve the quality of results.

Results: After analyzing the data, two main categories and 17 subcategories were obtained, including (1) experiences and challenges (ignoring the disease, blaming, physical health disorders, mental problems, guilt, and remorse, being blamed, living a life of disappointment and ambiguity, emotional challenges, frustrating reactions from others, helplessness and limitation) and (2) disease adaptation strategies (spirituality, learning about COVID-19, doing valuable and fun activities, participating in treatment, strengthening one's spirit and hope, trying to make up for past mistakes and virtual communication).

Conclusions: Based on the results, interventions and policies such as increasing people's health knowledge and literacy to get acquainted with the symptoms of the disease and prompt referral for diagnosis and treatment, teaching stress and psychological pressure management techniques, instructing families to continue emotional and social support for patients and strengthening and reproducing the strategies patients use, along with teaching disease coping skills, harnessing the potential of cyberspace and the media can make it easier to tolerate illness and get back to life.
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INTRODUCTION

COVID-19, which broke out in Wuhan, China, in December 2019, is a new member of a broader family of viruses that originally appeared in 2003, leading to respiratory infections ranging from a simple cold to an epidemic and even a pandemic (1, 2). COVID-19, which is currently spreading worldwide (3, 4), is the world's largest current threat to public health and is expected to be the deadliest epidemic of the last 100 years (5–7). Disease incidence and mortality rates of this virus indicate the far-reaching consequences of the disease in the future. According to official statistics, as of December 24, 2021, the total number of people infected with COVID-19 is more than 279,026,000 and the number of deaths is more than 5,405,000. The United States ranks first with 52,859,000 cases. Iran is one of the countries with a high level of involvement in COVID-19 with 6,181,84 cases and 131,306 deaths (8).

Despite the broad effect of COVID-19 on people's lives, such as poor mental health (9, 10), limited access to systems of social support and services (11, 12), depression and anxiety (13, 14), these consequences are not the same for all people (15). Those suffering from infectious and epidemic disease are among those who suffer the most negative consequences. Infectious and epidemic disease, such as SARS and coronavirus, have wide-range and multifaceted effects on the infected person (16–18).

Cava et al. in a study aimed at examining patients' experiences in the SARS quarantine in Toronto, concluded that feelings of uncertainty about life, feelings of isolation, and coping problems with psychological stress were the most important experiences of patients (16). Lin et al. also studied the experiences of Taiwanese patients in quarantine who were hospitalized due to SARS; the results of their study showed that patients experienced fatigue, discomfort, lack of family support and emotional turmoil after a while (17). In the case of COVID-19, research has shown that anxiety and stress (19, 20), sleep disorders (21, 22), and fear (21, 22) are among the challenges that patients experience. Yao et al. in a study showed that patients with COVID-19 have a low psychological tolerance capacity and, due to the current situation and trend of this disease in the world, are highly prone to psychological disorders such as depression and negative thoughts (23). Shahyad and Mohammadi. also expressed feelings of loneliness, getting labeled, denial, disappointment, and aggression as the experiences of a patient with the new coronavirus (24).

People with COVID-19 face many physical, psychological, and other challenges in life. Therefore, it seems necessary to study their experiences and problems. Most of the studies conducted in this field have been quantitative and experimental; few studies were qualitative and addressed patients' problems from their point of view. While a better qualitative study can penetrate the hidden layers of life experiences, interpretations and perceptions of people with COVID-19. By identifying patients' problems and challenges, they can be better helped to return to life after treatment. Therefore, the aim of this study is to explain the experiences, challenges and adaptation strategies in patients with COVID-19 in Iran with a qualitative approach.



METHODS


Design

This research was conducted with a qualitative approach and a phenomenological method. This method looks at the world as it is lived by a person and tries to explore the meanings that the person has experienced in daily life and to reach a new understanding of the world of life by revealing new and neglected meanings of these experiences (25).



Participants

The study population consisted of patients recovered from COVID-19 in Tehran, Iran. Inclusion criteria included experience of getting COVID-19, passing at least 3 weeks after discharge from the hospital or at least 1 month after a positive result of the COVID-19 test, having the right physical condition for the interview, and willingness to participate in the study.



Data Collection

In order to reach the participants, first targeted sampling was used, and then snowball sampling was used so that after each interview, the researcher asked the participant to introduce other people who met the inclusion criteria to the researcher. After receiving the code of ethics (IR.USWR.REC.1399.231) from the University of Social Welfare and Rehabilitation Sciences, the researchers went to the hospitals (Milad, Lolagar, Imam Khomeini, and Masih Daneshvari) and obtained the telephone numbers and addresses of 13 COVID-19 patients who had previously been hospitalized and recovered. Then researchers contacted them, expressing the objectives and process of the research. Researchers asked them to participate in the research if they would, and after the interview, they were asked to introduce other people. Twenty participants were selected through this process.

Data were collected through semi-structured interviews in person (15 people) and by telephone (18 people). In-person interviews were conducted in the participants' homes and in accordance with health protocols. At the beginning of the interviews, the researcher (First corresponding author of the article) began the interview by introducing himself, giving a brief description of the goals and process of the research, and asking a few demographic questions. The interview question guide was used to continue the interview. The participants were also encouraged to discuss their own experiences with the sickness rather than what they thought knew about the illness, its symptoms, or its characteristics. The interview questions were designed so that the researchers could extract information from the participants' speech and derive it as much as possible from their own experience rather than prior knowledge. The interview Question Guide was approved before the first interview in collaboration with all the authors of the article during several discussion and review sessions (Table 1). However, before the final confirmation, three pilot interviews were conducted by telephone so that the researchers could find out whether the interview questions could extract the information and experiences of the participants properly or not. This refers to whether the interview guide questions are created in accordance with the study objectives and whether the research objectives can be met using these questions. Also, whether they lead to the collection of data on COVID-19 patients' challenges and experiences and the development of relevant strategies. This issue was detected, and the difficulties were remedied after conducting three pilot interviews and analyzing them. All participants were asked the identical questions from the interview question guide, with the exception that the order of the questions was not the same. Following-up and investigation questions were asked based on the participants' responses so that the researchers could extract the hidden layers of the participants' experiences and feelings.


Table 1. Interview question guide.
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The interviews continued until no new codes were found in the data and only the previous codes were repeated. A word or phrase associated with a group or class of objects, events, or behaviors that share some common qualities is referred to as a “code” in qualitative research. One of the steps of analysis in coding is initial coding, in which we analyze the interview text paragraph by paragraph, phrase by phrase, and word by word for anything that could be a concept or term to describe reality as a code. The data gathering procedure was halted when this step was repeated and no new code was retrieved (26). The researchers therefore concluded that the data were saturated and did not continue interviews after the interview No. 33. The time and place of the interviews were determined by the participants, and all interviews were recorded with the consent of the participants. The data collection period lasted from August 20 to September 21, 2020.



Data Analysis

The second and corresponding authors of the article used MAXQDA-2018 software to organize and analyze data in accordance with the Colaizzi method (27) in this study. The researchers first wrote the interviews after listening to them multiple times, and then went over the text of the interview numerous times, highlighting key phrases and assigning interpretations to them in the form of beginning codes. The researchers then wrote all of the initial codes independently, placing the codes that they considered had a similar meaning in one class and naming the classes. Then, based on the similarity of the concepts, the various classes were amalgamated, and more general classes were developed. The categories and subcategories were finally formed.



Trustworthiness

In this study, 32 items of Tong qualitative research report were observed (COREQ) (28). Also, Guba and Lincoln criteria (29), which are the most famous quality criteria in qualitative research, were observed in this research. The credibility criterion was obtained by purposefully selecting the participants who had the most differences in terms of demographic characteristics, and researcher's opinion of the interview was checked at the end of the interview. The results of the analysis and coding of the interviews were returned to all participants and their approval was acquired. Since the researchers had experience of conducting several qualitative studies on COVID-19 patients and their families, they could easily communicate with the participants and extract relevant information from them. The viewpoint of qualitative research experts and nurses with expertise caring for COVID-19 patients were employed in coding and data processing to establish the confirmability criterion. Also, all authors' opinions of the article from different scientific disciplines were used at all the stages of the research to obtain the dependability criterion. The categories and subcategories were finalized after consultation with all authors during the analysis and coding process. Again, the Transferability criterion was met via writing the entire research process and providing a comprehensive description of it, using many quotes for each of the subcategories, and giving the results of data analysis and coding to six patients who met the inclusion criteria but did not participate in the study and obtaining their approval.



Ethical Considerations

In order to observe the ethical considerations, at the beginning of the interviews, the researcher told the participants such things as the goals and necessity of the research, being free to participate in the study, the right to interrupt the interview if they desired and keeping their names secret in publishing the results. Also, during the interview, the researcher observed health issues such as using a mask and gloves, observing the appropriate distance and taking only one face-to-face interview during the day, which was prepared in consultation with specialist doctors.




RESULTS

Thirty-three people participated in the study, whose demographic information is shown in Table 2. Also, from the data analysis, two categories and 17 subcategories were obtained, which are stated in Table 3.


Table 2. Demographic information of participants.

[image: Table 2]


Table 3. Categories, subcategories and codes obtained from interviews with COVID-19 patients.
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Experiences and Challenges

The first category obtained from data was the challenges experienced by COVID-19 patients during the disease and the treatment process. These experiences and challenges included ignoring the disease, blaming, physical health disorders, mental health problems, guilt and remorse, being blamed, living a life of disappointment and ambiguity, emotional challenges, frustrating reactions from others, helplessness and limitation.


Ignoring the Disease

Many participants said that they initially denied getting the disease and its symptoms and did not want to believe that they had COVID-19, so most of them delayed going to the doctor at the beginning of the disease and did so not follow the principles of quarantine.

“My illness started with a fever and a cough. My daughters insisted that I go to the doctor. They told me it might be COVID-19, but I did not accept it at all until I fainted from the severity of the illness.” (45-year-old married woman).

“When the doctor told me that I had COVID-19 symptoms and that I most likely got COVID-19, I did not accept his words and even argued with him. I could not believe that I had taken COVID-19 at all.” (30-year-old single man).

“In the beginning, I always thought I had a cold or the flu. I was all fooling myself. I did not want to believe that I got COVID-19 because I was afraid of it.” (28-year-old married woman).

In fact, many patients in the early stages of the disease, due to lack of knowledge about the disease and fear of the conditions they have to endure after the diagnosis, try to deny having the disease, which could make treatment conditions much more difficult for them.



Blaming

At the beginning of the disease, most participants sought the cause of their disease, some blamed themselves for not observing health issues, and other participants blamed other people, some blamed government officials for lack of proper planning and policy, and ultimately a limited number blamed the Chinese for their lifestyle and diet.

“Early on, I was always looking for the culprit. I complained a lot to the authorities because I thought it was their fault that I got COVID-19. Maybe if they had quarantined the cities from the beginning, I would not be sick either.”(59-year-old married woman).

“I mostly blame myself for not observing; I traveled.” (62-year-old married man).

“I really observed health protocols, but most people did not comply. It was more their fault. If I were the officials, I would fine anyone who do not comply.” (27-year-old single man).

“I blamed the Chinese for my illness because I thought that their lifestyle and diet made COVID-19 spread around the world.” (62-year-old married woman).

In the first stage of the disease, many patients reviewed the circumstances of the last week of their lives before the disease and looked for the ultimate culprit of getting COVID-19, which in most cases they blamed others.



Physical Health Disorders

All participants reported that COVID-19 severely affected their health. Although the consequences of the disease were different in the participants, most of them had problems such as shortness of breath, high fever, severe and dry cough, delirium, nausea, extreme fatigue, sleep and eating disorders, and loss of smell and taste.

“Sometimes I felt suffocated. It was a terrible time. I had many coughs. After I got well, I lost my sense of smell for a long time.” (45-year-old married woman).

“My illness started with a high fever, so much so that I was all delusional, thinking I was dying.” (65-year-old married man).

“My sleep was disturbed; my appetite became very low.” (26-year-old single woman).

In many patients, COVID-19 disrupted their health and caused them many physical problems that in some cases lasted for weeks or even months.



Mental Health Problems

Living with COVID-19 affects all aspects of patients' lives, so that most of them face psychological problems that may prolong their recovery process. Some participants stated that they could not control themselves during the illness due to physical and psychological pressures and behaving aggressively toward family members and medical staff. Others said they had thought about suicide many times during the treatment process and had wished for death. Also, because some participants blamed others for their illness, it caused them to develop negative feelings so that they tended to seek revenge from society.

“When I was hospitalized, I was very nervous. I always complained to the nurses and argued with them. When I came home, I got into fights with my family members. They took good care of me, but I shouted at them all. It was not my fault. I was in a very bad mood (68-year-old married woman).

“I was terrified at the beginning, I was very stressed, I was mentally disturbed.” (29-year-old single man).

“When I found out I had COVID-19, I hated everyone. I wanted to kill all the idiots who do not observe health issues. For a while, I thought of going out and infecting many idiots outside. I wanted to take revenge on them.” (26-year-old single woman).

Getting COVID-19 imposes a heavy psychological burden on patients due to the conditions and limitations it creates, which can result in many psychological problems for them and further lead to risky behaviors.



Feelings of Guilt and Remorse

Most participants felt guilt and remorse due to not observing health protocols, increasing the burden on nurses and medical staff, disrupting family members lives, and endangering their health.

“I always blame myself for not observing (the health protocols) so as not to take COVID-19. I am very sorry. If I get well, I will observe (the health protocols) very well.” (37-year-old married man).

“I felt guilty to see nurses and doctors being so annoyed and working so hard because of my irresponsibility and people like me.” (52-year-old married man).

“I bothered my family a lot during this time, I disrupted their lives and endangered their health, so I do not feel good about myself, I wish I observed more.” (21-year-old single woman).

A person with COVID-19 can put a lot of pressure on the treatment staff and the patient's family, so in some cases, patients blame themselves and feel remorse and guilt.



Being Blamed

Most of the participants stated that they were blamed by the medical staff, family members, friends and relatives for having COVID-19 and were faced with the stigma of irresponsibility.

“Instead of supporting and comforting me, my family always blamed me for not taking care of myself, and that bothered me.” (25-year-old single man).

“The medical staff was exhausted. They worked hard for the patients, but sometimes they blamed us and said why did we not follow the health issues.” (37-year-old married woman).

“Most of my friends and relatives, who called me, bothered me with their words rather than comforted me, repeating that it was my fault because of not observing (the health protocols).” (21-year-old single woman).

Since observing health protocols could significantly reduce the risk of getting COVID-19, in cases where people got COVID-19, friends and relatives and even some medical staff would stigmatize them as irresponsible and blame them if they followed health protocols, they were very unlikely to get COVID-19.



Living With Disappointment and Ambiguity

Due to the lengthy treatment process and no definitive cure for COVID-19, many participants expressed that they were in despair and saw a vague future ahead of them. Also some were concerned about unknown complications of COVID-19, the conditions after death, and the manner of burial.

“The nurses always gave me hope; they told me that I would get well, but I was completely disappointed and felt I would never get better again.” (67-year-old married man).

“The first time I was told that I had COVID-19, I thought it would take a week, but I was sick for about 4 weeks. I felt distraught. I ran out of patience.” (38-year-old married woman).

“When I saw that doctors themselves did not know much about this disease, I became more worried. Sometimes I heard that the effects of COVID-19 may last for the rest of my life.” (69-year-old single woman).

“What bothered me more than the illness itself was thinking about the afterlife. Everything was vague. It was not at all clear how we would be buried if we died.” (80-year-old married man).

The state of the disease, as well as the conditions that might affect the patient's body after death and prevent them from being buried according to the customs, were distressing for most patients and made their lives frustrating and worrying because they were concerned about their health while also worried about how they would be buried after death.



Emotional Challenges

One of the most important problems that COVID-19 patients had and suffered from was the disorder in their emotional relationships with family members, especially spouses and children. Also, most patients suffered from disorders in relationships with friends and relatives, and they were upset that they were alone in the difficult moments of illness when they needed support more than ever.

“I haven't slept with my wife for almost a month and this bothers me.” (40-year-old married man).

“It bothered me that I could not see my children up close. Even now that I am well, I talk to my children with fear and worry.” (52-year-old married woman).

“It's been a long time since I saw any of my friends and relatives up close. This situation is annoying. I got very lonely.” (26-year-old single man).

The consequent conditions of getting COVID-19 and quarantine, forcing the patient to be alone for several weeks and not see anyone up close, became an emotional challenge for many people, leaving them longing for family and friends.



Frustrating Reactions From Others

Most of the participants stated that those around them did not understand the patient's condition and gave them more stress and frustration with their words.

“Many my associates, when they found out I had COVID-19, acted as if I was going to die in a few days, and that bothered me.” (55-year-old married man).

“Even though I was still alive and well, my family thought I was going to die, so they were worried about the funeral all the time, and I heard them talking about it.” (80-year-old married man).

“When I got worse a little, my family was distraught. They would come and ask me how I was; they didn't allow me to rest at all. As soon as my eyes fell asleep, they came and called me and woke me up for fear that I would die.” (70-year-old married woman).

Many families did not receive adequate training in how to care for a COVID-19 patient and had a lot of fear and stress in taking care of a COVID-19 patient, and sometimes they transmitted this fear and anxiety to the patients and made their condition worse.



Helplessness and Limitations

Prolonged treatment process caused many patients to feel tired and helpless about the situation and also distance themselves from many of their daily activities and recreation, and this issue put much pressure on patients.

“It's tough for me to stay home all the time and do nothing. When I think about how my work is behind schedule, I get angrier.” (30-year-old single man).

“Being sick for a few weeks and then not being able to go out for a few weeks after it gets better bothers me a lot, I really ran out of patience.” (33-year-old married woman).

“A lot of my work is behind schedule. I do not know how to do it. This disease really disturbed my whole life.” (55-year-old married man).

“Before the disease broke out, I used to go to the mountains and go out, but now I'm all at home, and it bothers me.” (28-year-old single man).

The prolongation of the treatment process and the subsequent quarantine, as well as the forced stay at home, had exhausted many participants and made them feel helpless.




Disease Adaptation Strategies

Many COVID-19 patients reduced the severity of their condition during the illness and the recovery process by relying on specific behaviors and strategies, making them more relaxed and better able to cope with the disease.


Spirituality

Some patients, due to their religious beliefs, tried to cope with this disease through doing things such as benediction, prayer, making oblation, donating a part of their property to charity and religious organizations, considering the disease as a test of God and seeing God's wisdom in the creation of the disease.

“When I found out I had COVID-19, I was terrified, and I was always in benediction to God and I was praying that He would give me another chance so that I could be a more useful person.” (55-year-old married man).

“I prayed at nights that I could survive, and I vowed to give part of my property to the poor and charities if I got rid of the disease.” (70-year-old married woman).

“I was a religious person, so from the first day I found out I had COVID-19, like the rest of my life, I tried to look at it as a test of God, and I was sure God saw something in it that I got sick, so I was ready for everything, even for death.” (40-year-old married man).

In fact, having a religious view of the disease and doing religious work has been used by most patients as a strategy to reduce the stress and anxiety caused by COVID-19, and in many cases can positively affect adapting to occurring conditions.



Increasing Knowledge About COVID-19

After getting COVID-19, most patients tried to better cope with the situation by increasing their knowledge about transitions, treatment, consequences, and how to take care of themselves at home.

“When I took COVID-19, I was searching a lot about how it would be transmitted because I was worried about my family's health.” (28-year-old single man).

“I was trying to help myself by raising my knowledge about treatment options, such as boiling and drinking some herbal teas.” (21-year-old single woman).

“When I lost my sense of smell, I was very scared, but I started studying, which I finally realized was normal and would get better over time. Maybe if I had not studied, I would be much more worried about this.” (45-year-old married woman).

“At first I did not know how to take care of myself, but by asking others and also reading various sites, I was able to get good information.” (64-year-old married man).

Because at the beginning of the disease, many people had relatively little knowledge about COVID-19, some patients tried to increase their knowledge of the disease by studying and searching various sites, which helped them to cope with it more easily.



Doing Valuable and Fun Activities

To cope with the conditions caused by COVID-19 and stay at home, some patients tried to make conditions more tolerable and even more productive by doing useful and entertaining activities such as reading books, doing educational and work projects and watching movies.

“When I had to stay home, I read books all the time and I was both entertained and had fun.” (33-year-old married woman).

“While I was sick, I tried not to fall behind in my work. I wrote two chapters of my dissertation and did other things.” (25-year-old single man).

“I tried to entertain myself. Sometimes I watched movies and sometimes I did things that didn't need to go out online.” (33-year-old married man).

As the treatment process and quarantine for patients became longer, some of them tried to take advantage of the situation and work on their backlogs or entertain themselves so as not to be mentally disturbed.



Participation in the Treatment of the Disease

However, COVID-19 imposed a lot of psychological pressure on patients, some patients tried to better participate in the treatment process by controlling their mental condition and following all medical instructions to get better and reducing the burden on family members as much as they could.

“I tried to do most of my work, I did not let my family members be bothered.” (69-year-old married woman).

“I could cope with the disease very soon and I told myself, this disease is like other diseases, that if I take good care of myself, I will get well-soon, so I listened to the nurses and doctors.” (59-year-old married woman).

“After I got sick, I tried to plan my diet and sleep according to what the doctors said and followed all their advice to get well-soon.” (66-year-old married man).

“I tried very quickly to cope with the disease and think about treatment and improving my health, so I did everything I thought could be good for my health in those circumstances.” (45-year-old married woman).

In fact, unlike most participants, some participants were able to control themselves after the disease and participate appropriately in their treatment process by following all the recommendations of doctors and nurses, which could affect the improvement of their health.



Strengthening One's Spirit and Hope

Some patients tried to keep their spirits up and fight the disease better by avoiding negative news, not paying attention to cyberspace news and rumors, watching hopeful movies, talking with inspiring people, and communicating with patients recovered from COVID-19.

“In early days of getting infected, I was very scared because horrible things were being posted on the internet, so I tried to visit cyberspace very little.” (45-year-old married woman).

“I mostly tried to give myself hope by watching hopeful movies and talking with people who made me feel good.” (28-year-old single man).

“When I got sick, I was very worried. A friend of mine introduced me to his brother, who had taken COVID-19 and recovered. He helped me a lot. His words made me hopeful.” (44-year-old married man).

“After getting infected, I tried to pay less attention to negative news, such as the COVID-19 death rate, because every time I heard about the number of people died of COVID-19 in Iran, my mood got worse.” (52-year-old married woman).

With the spread of COVID-19 in Iran, so much false news was spread in cyberspace that patients might lose their spirits when they saw this news. Therefore, many patients tried to stay away from cyberspace to strengthen their spirits and have more relationships with people who had spirits. The connection with the survivors of COVID-19 could significantly impact their spirits and hope.



Trying to Make Up for Past Mistakes

Some patients said that they saw themselves very close to death when they were sick, so out of fear or anything else, they tried to reduce the psychological burden of illness by doing things like asking for forgiveness from others, reconciling with others, making up for evil deeds, calling old friends and reviewing memories.

“At first I thought I might die, so I tried to ask all those whom I thought were upset with me to forgive me and get reconciled with those whom I cut off.” (70-year-old married woman).

“When I got sick, I thought a lot about it and felt that I was not a good person, so I tried to be a good person from then on. I called many friends I had been unware of for years and asked how they were.” (45-year-old married man).

“I was a person in my life who got nervous very quickly and people around me were always upset of me. After realizing that I took COVID-19, I came to my senses and tried to change my behavior, become a good person, and win the hearts of those around me.” (28-year-old single man).

In fact, COVID-19 makes patients fear death, which is why many patients try to feel good by doing valuable things, compensating for past mistakes, and feeling more comfortable so that they will suffer less in the hereafter if they died.



Virtual Communication

Staying at home and away from the outside imposed much psychological pressure on patients, so some tried to cope with the illness more easily via cyberspace. They used cyberspace to communicate and to share their experiences.

“After being discharged from the hospital, I was alone at home. I was very annoyed. I could not see my children, but we talked using a WhatsApp video call, and this calmed me down a lot.” (33-year-old married woman).

“When I got COVID-19, many relatives were worried about me, so when I got better, I created a Telegram group and added all my friends and relatives, and I always kept in touch with them. They gave me a lot of encouragement.” (Mr. 30-year-old single).

“From the first day I tried to share everything I experience, I saw that others really liked it and always commented on me. In general, I think the cyberspace helped me a lot to be able to endure the hard days of illness.” (40-year-old married man).

In fact, having COVID-19 and being forced to stay away from others paved the way for the proper use of cyberspace, and many patients could make quarantine conditions more bearable for themselves with the help of virtual communications which could reduce their loneliness and worry. In fact, people who have been infected with COVID-19 and have been forced to stay away from others have turned to cyberspace to compensate for lost direct communication, and many patients have been able to make quarantine conditions more bearable for themselves through virtual communication, which has had a significant impact on reducing feelings of loneliness and anxiety.





DISCUSSION

The present study identified the experiences, challenges, and adaptation strategies of COVID-19 patients in Tehran, Iran with a qualitative approach to better deal with this disease and its suffering. The results showed that patient' challenges with the disease's physical and psychosocial dimensions increased its burden. Although some of these challenges are specific to the duration of treatment and their effects are somewhat reduced after recovery, individuals struggle with some of them for a long time.

One of the challenges for COVID-19 patients was ignoring the disease, not observing health issues such as using a mask, and delaying its diagnosis and treatment, making it more prevalent and difficult to prevent its spread. Rong et al. showed that early detection and shortening the waiting time for diagnosis cannot eliminate COVID-19, but can significantly reduce the risk of transmission and more effectively prevent the spread of COVID-19 (30). Various studies indicate that some people do not follow the health tips, such as wearing a mask, to prevent COVID-19, while the use of masks and social distance can significantly reduce the prevalence of the disease (31, 32). In general, accepting the disease and trying to observe the health principles and seeing a doctor can effectively break the chain of the disease and reducing its complications, such as hospitalization and mortality, and this issue depends on the acceptance of the disease by patients.

In the present study, another experience of COVID-19 patients was self-blame or attributing their condition and illness to other people, officials, and China. This issue is expressed not only by COVID-19 patients but also by the general public. People look for the culprit in epidemics, being forced for quarantine, and being away from others. Lack of investment on prevention by health officials and systems around the world is one of the reasons for the prevalence of COVID-19 (33). Given that the origin of the COVID-19 virus is still unknown, speculation continues about the cause of the virus, and some consider eating habits in China to be the medical cause of the virus, leading to pessimism about Chinese people; a negative attitude toward Chinese immigrants has increased since the outbreak of the COVID-19 pandemic (34). In the Barreneche study, the culprits for the current situation and the prevalence of COVID-19 are China and its unhealthy eating and cooking habits, irresponsible people who do not stay home, and people who can pay for travel and bring the virus (35). However, the culprit of the outbreak of COVID-19 can be anyone or any institution or any country, but the fundamental point is the attempt to observe health issues and help prevent them, which should be considered by people infected or at risk.

Patients with COVID-19 had many physical problems. Shortness of breath, high fever, dry and severe cough, delirium, nausea, exhaustion, loss of smell and taste, sleep and eating disorders are some of the problems that these people struggle with and cause disorders in their physical health. These features and problems have been reported in various studies on COVID-19 (22, 36–39). These physical problems will also damage patients' mental health and their relationships with family and associates, and because of their distance from others during the disease quarantine period, they are very harmful and highlight the need for post-recovery care.

The results showed that infected people had various psychological problems such as depression, suicidal ideation, negative feelings toward others, aggression, severe negativity and disappointment, consistent with previous research in this field (9, 40, 41). Mousavi-Almaleky et al. in a study by examining the psychological and spiritual dimensions of patients with COVID-19 showed that disappointment, anger and hatred toward others are among the challenges these people face (42). Some of these psychological problems occur due to blaming others and trying to find the culprit and take revenge for the cause of the patient's condition, and partly due to the physical injuries and deaths of patients similar to the patient. This situation highlights the need for special attention to the mental health of COVID-19 patients and their mental rehabilitation, as the patient may harm others after recovery or may tend to infect others during the disease.

Feelings of guilt and remorse after getting COVID-19 were another challenge for the people in the present study. Given that observing health guidelines essentially prevents getting COVID-19 (43), not observing health guidelines is considered a shortcoming. Failing to comply with protocols and getting COVID-19 increased the burden on the family, nurses, and medical staff, and they were likely to infect others, so they felt guilty and remorseful. In a study by Pellegrini et al. COVID-19 patients felt guilty for not following health instructions and not being in quarantine (44). The children in Idoiaga et al. study also feel guilty for thinking they can infect their grandparents (45). Feelings of guilt can lead to depression and anxiety in the long run and have negative consequences for one's health. This anxiety, stress and worry caused by the illness of themselves and other family members and the possibility of losing them leads to increased levels of stress, depression and slows down the recovery process in these people.

The patients in the present study also experienced the challenge of being blamed by family, medical staff and associates. In the study of Rahmatinejad et al. similar to our results, COVID-19 patients experienced reprimands by others due to not observing protocols and getting infected and expressed the feeling of being pointed and distanced by others as one of their bitter experiences (41). Research by Jakovljevic et al. also showed that victim reprimands increased during COVID-19 (46). This reprimand may, in some cases, lead to the rejection of the patient. Various studies have shown rejection due to COVID-19 (47–49). In general, not understanding the patient's condition, being blamed, and worrying about the judgment of society and even the family may lead to psychological disturbances, social isolation and loneliness of patients.

Another challenge for COVID-19 patients was a life of despair and ambiguity, which included hopelessness in treatment and its complications, the future state of the disease, and ambiguity in the conditions after death. Aliakbari Dehkordi et al. study showed that being desperate for life and the future was one of the challenges for COVID-19 patients (50). In a study examining patients' experiences in SARS quarantine, the results showed that feelings of uncertainty about life and a sense of isolation were the most important experiences of patients (16). Regarding death and subsequent conditions, Rahmatinejad et al. in their study, showed that COVID-19 patients face the stress of death, the condition of burial and not seeing loved ones before death (41). Patients with severe conditions and progressing the disease often have a lower life expectancy and experience a great deal of confusion about death and beyond, and the same is true for COVID-19 patients because death rates cause patients to see themselves at risk of death.

According to the results, another challenge for patients with COVID-19 was emotional challenges, including the disruption of emotional relationships with family members, especially spouses and children, and the reduced emotional support from others. Studies have shown that having a person with COVID-19 puts a lot of stress on family members and disrupts family members' relationships with the person (51, 52). It can be said that because this virus is contagious and one of the ways to prevent its transmission is to observe social distance, infected people cannot receive enough support and empathy, and this, in some cases, slows down the healing process. According to the results of studies, social support makes people resistant to the psychological consequences of COVID-19 and increases their tolerance and endurance (34, 53). The need for emotional support leads family members to have a closer relationship with the patient. However, at the same time, the warnings and concerns about the possibility of transmitting the virus in close contact with the patient make family members and relatives scared and worried, and their behaviors appear contradictory and inappropriate. They turn away from the person in a sensitive situation.

One of the challenges mentioned by COVID-19 patients was facing adverse and disappointing reactions. In the study of Rahmatinejad et al. impatience as one of the negative emotional reactions of family members was one of the unpleasant experiences of patients (41). While the patient needs empathy and encouragement, family members may cause more stress and strain to the patient by not understanding his condition and despairing of his recovery. These conditions threaten the patient's recovery and return to life, and may even prepare the ground for his death.

The study results showed that the helplessness and limitations of staying at home and the inability to do things in life are other challenges that these people face and result in chronic fatigue. In a 2020 study by Rahmatinejad et al. boredom and loneliness generated by prolonged quarantine caused by getting infected made patients bothered (41). In the Iheduru—Anderson study, 2020, nurses also experienced burnout and helplessness due to prolonged illness and difficult working conditions (54). Helplessness refers to situations in which persons becomes disappointed with any improvement in their affairs and any controls over them, and succumbs to frustration and despair. This is also the case for COVID-19 patients, who get tired of the vague and uncertain situation in which they find themselves.

Given the condition of COVID-19 and its long-term consequences, adaptation is a process that takes place over time. This adaptation is associated with changes in a person's lifestyle that require planning. Various studies show that these plans should be tailored to new situations and guide the patient in using appropriate adaptation strategies (55). The present study results showed that since adaptation to this disease is multifaceted and affected by different factors, patients use different strategies to deal with it. One of the strategies used among the patients was spirituality. Various studies have shown that in times of social crisis and natural disasters, a closer relationship with God can facilitate tolerating the condition (56–58). In the study of Danhauer et al. spiritual-religious adaptation was one of the main methods used to create adaptation to the disease (59). This issue is more significant in Iran due to the religious beliefs of the Iranian people, and they, by relying on God, as emphasized in religious teachings, calm down and endure difficult situations better.

Another interesting result of the research was the knowledge-building strategy about COVID-19 and trying to find ways to deal with it from various sources. Gaining knowledge about transmission, treatment, effects, and consequences of the disease and understanding how to care for and quarantine at home are things that people take from various sources such as books and cyberspace. This is significant given that COVID-19 patients have multiple challenges, and it can be used as a model for future and other diseases, because this strategy allows the patient to participate in disease control and prevention.

One exciting result of the study was the performance of valuable and entertaining activities by COVID-19 patients. These activities included reading, watching movies, and doing work and study tasks. In line with the previous strategy, the importance of this approach can also be emphasized, because doing fun and useful activities can be a tool against frustration and fatigue caused by the disease, and while improving patients' mental health, accelerate the process of recovery and return to life, makes the negative aspects of the disease less vital to them.

Participating in the treatment of the disease, including observing the health principles, adequate nutrition and sleep, and staying in home quarantine to take care of other family members, were among the other strategies utilized by the infected people. Consistent with this finding, Mohammadzadeh, in his study, showed that the rate of adherence to medication, diet, physical activity, and preventive issues related to COVID-19 is higher than other diseases (60). Although COVID-19 puts a lot of stress on patients, some try to participate better in the treatment process by controlling their condition and follow all medical instructions to get better. This can be both because of fear and an attempt to compensate for their role in infecting and to assist family, medical staff, and physicians.

Another challenge for COVID-19 patients to cope with was strengthening sprit and hope. In the study by Danhauer et al. a hopeful outlook on the future and creating a distance between oneself and the disease were the main methods used to adapt to the disease (59). One of the ways to strengthen the spirit is not to use or not pay attention to cyberspace and its various news and rumors. Venegas-Vera et al. reported that one of the main shortcomings of social media and cyberspace is the ability to quickly disseminate misinformation that can lead to confusion and distraction (61). In the study of Ahmad and Murad, social media has a significant impact on the spread of fear and panic caused by the outbreak of COVID-19 in Iraqi Kurdistan and has a potentially negative impact on the mental health and well-being of individuals (62). Therefore, this strategy is also essential to deal with the disease and accelerate the person's recovery because despair and loss of spirit cause the person to become physically incapacitated and practically lose the ability to compete with the disease. Ways to strengthen this spirit should be highlighted in the person, and the grounds for losing the spirit should be eliminated.

As mentioned earlier, people blame themselves after getting the disease, and most of the time, they reproach themselves for not following the health tips. In this regard, one of the strategies used by patients was seeking forgiveness, trying to compensate for evil deeds. Given that COVID-19 is a dangerous infectious disease that in many cases leads to death (63), people consider themselves close to death, and therefore the review of the past and the mistakes increases.

One of the strategies patients used to maintain emotional and social support was video calls with family members and friends and sharing their experiences in cyberspace. Researches have shown that the use of internet can help improve the condition of patients by exchanging information (61, 64, 65). The prevalence of COVID-19 has been concurrent with building new Internet and cyberspace experience. Given that social distancing is an important principle in this period, people turn to virtual spaces and social networks to compensate for this forced sedentary life and isolation and maintain their connection with the outside world. The use of cyberspace in different sections of society, especially patients, has dramatically helped implement social distancing and cope with COVID-19 effectively.



LIMITATIONS AND STRENGTHS

This study is one of the few studies that qualitatively examines the challenges, experiences and adaptation strategies for COVID-19 from the perspective of patients, which can provide helpful information to policy makers, psychologists, social workers and health activists to identify and understand the steps to reduce patients' problems and provide the conditions for their return to life. The findings of the strategies that patients employed to adapt to the disease and the situations in which they were found to be one of the novel components of the current study. Iranian studies have not considered these strategies, and the present study is distinctive in this field. Another strength of this study was that two of the article's authors had the experience of getting COVID-19 and therefore had a better understanding of the issue and were better able to work on coding and data analysis.

The study also had limitations; this included scheduling the interview, which was one of the study's main limitations because patients had difficulty in determining the time of the interview due to the complications of the disease, and the time of the interview changed with their opinion. This implies that, despite our best efforts, some participants (patients) had to postpone their interviews owing to COVID-19 issues, and we had to wait until the next opportunity to interview them. Another key disadvantage was that data analysis and coding might be prejudiced because two researchers had previously encountered Covid-19; researchers examined and encoded the data in groups to address this constraint. It was done under the observation of all the article's authors to ensure no bias in the data analysis. Another limitation was that due to the prevalence of COVID-19, some participants were reluctant to be interviewed in person. The researcher solved their concerns by observing health issues and using a mask, and in some cases, he used phone interviews. Observing health issues for the interview, such as keeping a safe distance and wearing a mask, in some cases made the voices of the respondents not loud enough during the recording of the interview, and the researchers asked the participants to speak louder. Because the patients and the researcher wore masks and kept an appropriate distance during the interview, the recorded voices were of poor quality in some circumstances, and the researcher could not hear the sound well, forcing the researcher to advise the patients to speak louder. Researchers had to listen to the recorded sound several times to avoid missing a word in some scenarios due to the low quality of the voices. All speeches, however, were assessed and coded in general, and no information was lost. Finally, the participating women tended to have female interviewers to more easily share their experiences with the researcher. Hence, the researchers used a trained female researcher who was familiar with the principles of interviewing and qualitative research.



CONCLUSION

The results showed that COVID-19 patients confront multiple and multifaceted challenges such as ignoring the disease, blaming, physical, psychological and emotional problems, feelings of guilt and remorse, being blamed and disappointment and ambiguity. They use the following strategies to cope with these conditions and overcome these challenges: spirituality, increasing knowledge about COVID-19, doing valuable and fun activities, participating in the treatment of illness, strengthening one's spirit and hope, trying to make up for past mistakes, and virtual communication. Based on the results of this study, interventions and policies should be multi-level and diverse. Increasing people's health knowledge and literacy to observe health issues and familiarity with the symptoms of the disease and prompt referral for diagnosis and treatment, teaching methods to deal with stress and psychological pressure, educating families to continue emotional and social support of patients, and providing more access to counseling to develop skills for strengthening spirits and relaxation are part of the actions. Furthermore, reinforcing and replicating the strategies used by patients, teaching them coping skills, utilizing the potential of cyberspace to educate and entertain people, and increasing entertainment programs in the media can make it easier to tolerate illness and return to life.
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