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Abstract

Background: Understanding the experiences of ICU patients with COVID-)% helps to provide the unique care activities, improve the
quality of care and promote health status, thereby creating a window for mutual understanding between the treatment team and the
patients.

Objectives: The present study aimed to explore lived experiences of critically ill patients with COVID-)4 after discharge from intensive
care units of hospitals in Iran.

Methods: The present study was qualitative research with a hermeneutic phenomenological approach. Participants were purposefully
selected from critically ill patients with COVID-Y4 who were discharged from the intensive care unit (ICU) and transferred to the general
ward. Data were mostly collected through in-depth, semi-structured, face-to-face interviews and, in some cases, telephone calls. Data were
analyzed using the method of Dickelman et al. (Y 4A®). Guba and Lincoln's () 9A%) criteria were used to achieve data authenticity.

Results: Data were obtained from Y1 COVID-) % recovered patients with a history of ICU admission. Twelve participants were female and
four were male with a mean age of ¥¢ years. The four main themes were identified along with their subthemes: perception of death before
dying (worry, helplessness, and expecting a different death), social stigma (social isolation and stigma), a nurse as a symbol of rebirth (a
compassionate and supportive nurse and the supportive role of others), and meaningful life (a change in outlook on life and the
manifestation of spirituality).

Conclusion: The results of the present study indicated that personal thoughts such as thinking about death and social treatments such as
stigma can lead to threatening physical and psychological problems in COVID-)4 patients. Nurses and family members can prevent many
of these problems by providing holistic care and psychological support. Apart from the challenges posed by the disease, post-recovery

changes in patients’ attitudes toward life can be considered as a positive point.
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). Background

World Health Organization (WHO) introduced a
new coronavirus strain as the cause of a new
respiratory disease called COVID-)% following the
announcement of several wunusual cases of
pneumonia by China in early Y+ Y+ (). Coronaviruses
cause different diseases, from the common cold to
more severe diseases such as severe acute
respiratory syndrome (SARS) and middle east
respiratory syndrome (MERS). It should be noted that
this newly discovered virus is different from previous
types (V). The virus can cause respiratory failure and
even death in infected people (V).

Despite the high global prevalence of COVID-)%,
there is still no definitive treatment (%{,°). The
unpredictable nature of the disease, rapid spread of
the virus, the inadequacy of facilities, and shortage of
skilled caregivers have challenged health -care
systems in most countries around the world (1).
Consequently, the disease affected more than 7
million people worldwide, of whom )Ye.2¢e have
already died. According to the latest global report,
COVID-)14 has affected A+)<A%¢ people and led to the
death of £€Y¢4¢) people in Iran (V).

The disease is asymptomatic or with minor
symptoms in most people, which can be managed
without hospitalization (A); however, studies have
indicated that about ¢7 of COVID-)% patients are
admitted to ICU (%). The most important reason for
ICU admission is the special need to receive
respiratory support such as oxygen therapy and
mechanical ventilation. The mortality rate of COVID-
Y4 among patients in ICU is Y7 ()+). Results of a
systematic review study, which included Y¢ studies
from different countries, showed that the mortality
rate among patients with COVID-)? in ICU is about
£1,77 which is higher than other viral pneumonia
(" V). According to statistics released by the Ministry
of Health and Medical Education in Iran, the number
of critically ill patients with COVID-)4 in ICU is <Y ¥
people ().

ICU admission indicates a traumatic event.
According to the literature review, individuals
experience a variety of psychological problems,
such as post-traumatic stress disorder and
cognitive-anxiety disorders after discharge (¥, ¢).
These problems can affect the quality of life in
many ways () °).

Interviews with people discharged from ICU
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indicated that although they felt returned to life, they
were always struggling with the anxiety of re-infection
and ICU admission (Y1). In another study, patients
discharged from the ICU ward preferred death to life
as they had lost their hope and meaning of life (V).

Factors such as diagnosis, fear of transmitting the
virus to relatives, social isolation, and even mortality
reports by social media (YA) can lead to stress, a
feeling of being on the deathbed, anger, and
depression among patients with COVID-Y4 (V4,Y+).
ICU admission exacerbates these cases.

ICU admission of COVID-Y4 patients simultaneously
creates unknown and unique experiences due to a
combination of critical factors such as having
conflicting information through social media, the
uncertainty of the disease process, specific ICU
environment, and different type of treatment from
other wards. Previous studies have shown that most
ICU COVID-Y% ICU survivors have unique pleasant
and unpleasant experiences (Y'-YY). Evidence
suggests that delirlum is more common among
patients with COVID-Y4% in ICU, which is associated
with insecurity and panic (Y¢£).

Symptoms such as respiratory distress, general
weakness, fatigue, decreased visual acuity,
dysfunction, and memory impairment may
interminably persist among COVID-)? patients,
especially in those who have experienced severe
forms of the disease (Y°). These problems in turn
increase the feeling of dependence on others and
subsequent psychological damage (¥1).

There are currently few COVID-)% studies,
especially qualitative researches that explore the
experiences of patients with COVID-'4 in ICU;
therefore, careful consideration of patients'
experiences is very important. Increasing such
understanding helps planning, selecting unique
care activities, and implementing appropriate
interventions to promote all dimensions of health
status. Additionally, using the experiences of the
patients can open the door to mutual understanding
between nurses and the treatment team to improve
the quality of care and accelerate the recovery of
these patients.

A phenomenological approach can provide
comprehensive  information about the lived
experiences of recovered ICU patients with COVID-) 4
admitted to the ICU to explore the meanings and
challenges facing them.

Y. Objectives

This study was conducted to evaluate the
experiences of critically ill patients with COVID-)14 in
Iran after discharge from the ICU and being
transferred to the general ward or home.

¥. Methods

I ). Study design

The present study is qualitative research with a
hermeneutic phenomenological approach aimed at
understanding the experiences of critically ill COVID-
V4 patients discharged from the ICU.

I, Y.Sample and the sampling method

Purposeful sampling was performed on critically
ill COVID-)4 patients discharged from the ICU, after
at least one week, when they reached a stable state to
communicate properly and provide rich and
complete information to the research team.

In this type of sampling, the sample size was not
specified in advance and the sampling process
continued until the adequacy and richness of the data
were achieved. Attempts were made to select
participants with diverse characteristics of age,
gender, and occupation to maximize diversity and
achieve the richness of theoretical information. The
exclusion criteria were reluctance to continue the
interview for any possible reason. Before the
interview, the purpose of the study, the time of the
interview, and the procedure of answering the
questions were explained to the participants, and
informed consent was obtained from them.

1. ¥. Data Collection

Data collection instruments were in-depth
individual, face-to-face, and semi-structured
interviews. The interview began with general
questions and was followed by a pivotal question,
"Explain your understanding of COVID-)4."
Subsequently, some of the following questions were
used: "Can you tell us about your COVID-)%
experience and the related problems? What were
your hopes and needs during the disease? How did
you feel about being hospitalized? How did you live
with this disease? What was your experience of being
admitted to ICU? How was your experience after
discharge? What was the difference between this
disease and others?”. The following probing
questions were also used during the interview to
clarify information: "What do you mean?", "Could you
explain more about this?", "Could you give a clear
example of what you mean?"

The duration of each interview varied from ¥+ to
4+ minutes depending on the conditions of the
participants. Some interviews were also conducted in
two sessions to resolve ambiguity. Data were
collected through face-to-face interviews, and in
some cases, by telephone calls depending on the
choice of the participants. All interviews and
conversations were recorded according to the initial
coordination.

I, £ Data analysis

Dickelman et al.’s () 4A%) analysis was adopted for
data analysis (YV). This seven-step method is based
on Heideggerian phenomenology as follows:
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). Reading all interviews and texts to obtain a
general understanding

Y. Writing interpretive summaries for each
interview

Y. Analyzing selected versions of texts or
interviews in groups, and identifying and extracting
themes

¢, Referring to the interview transcript to reach an
overview of each interview

°. Comparing the interviews to determine
common meanings and functions

1. Identifying the basic patterns related to the
topics

V. Presenting a draft of the themes to the
commentator team and other partners for finalization

Accordingly, the interview transcript was
reviewed several times for a general understanding
after each interview. Then, an interpretive summary
was written for each interview transcript to extract
the explicit and implicit meanings. In the meantime,
interpretations and themes emerged. The interview
transcripts were reviewed or returned to the
participants several times to resolve, explain and
classify inconsistencies in interpretations. At each
stage, interpretive summaries and their combined
analyses were integrated to establish appropriate
relationships between themes. MAXQDA) + software
was used to manage large volumes of data.

I, Data authenticity

The criteria presented by Guba and Lincoln (Y4A®)
were used to achieve authenticity (YA).
The four criteria of credibility, confirmability,
transferability, and dependability were employed. To
this end, efforts were made to ensure reliability and
validity of the study findings by selecting an
appropriate context and eligible participants,
correcting information sources, immersing into deep

data through prolonged engagement, engaging
subjects in the interpretation process, using the
general opinions of the research team and experts
who were familiar with the studied phenomenon.

¥, ©.Ethical Considerations

The present study is approved by the Ethics
Committee of Tehran University of Medical Sciences,
Tehran, Iran (IR TUMS.VCR.REC.'Y¥44,Y7Y) (¥4).
Informed consent was obtained from all participants
while emphasizing the confidentiality of information
as well as anonymity.

¢. Results

A total of Y4 interviews sessions were analyzed.
Sixteen people participated in the study, including
'Y women and ¢ men with a mean age of Y° years.
Thirteen were married and ‘Y had a bachelor's
degree or higher. The mean ICU length of stay was Vv
days.

Finally, ¢ main themes and % sub-themes were
extracted through the analysis of the experiences of
critically ill patients admitted to the ICU, which
include perception of death before dying, social
stigma, nurse as a symbol of rebirth, and meaningful
life. Each of the main themes consists of sub-themes
listed in Table V. In the following, these
cases are presented while using direct quotations
from patients.

£, ). Perception of death before dying

This main theme includes the sub-themes of
worry, helplessness, and expecting a different death.
Participants experienced severe psychological
conditions due to COVID-)%. Fears related to the
unknown aspects of the disease, instantaneous
change of status, and lack of hope for defeating the

Table V. Main themes and subthemes identified during the data analysis phase

Main themes Sub-themes Meaning units
Fear of transmitting the disease to others, infecting the family, not
Worry being alive, false fear, fear of the unknown, financing, worrying

Helpl
Perception of death before dying elplessness

Expect a different death

) ) Social isolation
Social stigma .
Stigma

A compassionate and
A nurse as a symbol of rebirth supportive nurse

The supportive role of others

Meaningful life A change in attitude to life

about the future after the disease
Ennui, depression, feeling stuck in daily routines, stopping time,
troubled conscience, hatred, feeling of being a burden on
somebody, complications of the disease, feeling helpless,
frustration with recovery, confusion

Thinking about death, painful death, the unpleasant experience of
the death of others, the feeling of imminent death, the observation
of death, the end of life of other family members after death, the
loss of loved ones, lonely death, waiting for death

Social isolation, being rejected, deprivation, loneliness
Negative attitude, label someone as inconsiderate, blame
Presence, meaningful communication, non-discrimination,
compassion, assurance of recovery, continuous, steady, and solid
effort
Supporter, motivation to survive, consolation, patience
Past regrets, the need for compensation, positive thinking, reusing
the opportunity, paying special attention to health, valuing life,
reducing fears, maintaining morale
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Manifestation of spirituality

Seeking spiritual support, religious beliefs

disease, induced feelings of overwhelming
helplessness and disability. The prevalence of disease
affected some patients so that they wanted to end
their lives. This feeling of helplessness was not
limited to the time of the disease but also persisted
after recovery. The anxiety of re-infection, and the
thought of re-experiencing the difficult conditions of
the disease had left some people frustrated and
unmotivated to continue living.

Patients expressed a variety of reasons for their
anxiety and fear. From the perspective of these
patients, COVID- % was a life-threatening disease that
affected all aspects of their lives, and the fear of the
unknown aspects of the disease gave them a vision of
an unknown future. Most stated that although they
were in poor physical conditions at the time of
hospitalization and thereafter, their greatest concern
was transmitting the disease to family members.
They blamed themselves for the slightest symptoms
in their relatives.

"My sister called me that she has these
symptoms... I forgot my disease. God, what if she is
infected? I will not forgive myself... (PY)".

Although people were in a state of recovery at the
time of the interview, some were anxious for re-
infection. Some participants had to see a psychologist
to overcome this stress and return to daily life.

"I'm scared to get it again because my lungs are
weak... (P£)".

The time of hospitalization in ICU triggered post-
traumatic stress disorder in some patients.

"When I saw a large number of devices, my fear
and panic increased a hundredfold. I had completely
lost myself ... I still feel hopelessness and scared
remembering those days (P1)".

Other issues related to the disease include
concerns for hospital bills, job losses, and family
finances.

"l am an employee and my biggest concern was
that I could not take much leave from work... [ might
lose my job because of this disease (P ¢)".

The disease was accompanied by a variety of
emotional manifestations. These problems ranged from
diagnosis to recovery. The complexity of the nature of
the disease had left them a sense of hopelessness about
recovery as well as mental distress.

"Chaotic heart, certain anxiety, an incomprehensible
feeling in my brain.. What was this disease? Where
did it come from? What is this? What should we do? ...
(Pe).

"I had no hope of being discharged from the ICU ...
because there were many critically ill patients around
me that greatly affected my mood...No one should
come to visit me. My family could not visit us; it was
very annoying to be alone (P £)."

"I missed my children very much .. It was the
hardest torment ... I was telling God all my pain and
asked him to help me endure it for the sake of my

children and get well as soon as possible (P1)."

The thought of death is one of the concepts that all
patients encountered. Participants stated that
unknown dimensions of the disease, unpredictable
mortality rate, the critical physical conditions leading
to ICU admission. Death of other people who were
hospitalized at the same time, and the different ways
of burying occupied their minds. These people were
afraid of dying alone. furthermore, thinking about the
lives of other family members in their absence had
raised concerns.

"I remember the time when I opened my eyes in
the ICU, I was looking to my right side. Many beds
were occupied by motionless patients... I felt I was
getting closer to death (PY))."

"... For example, if I died, it would be humiliating ...
I proudly lived for £% years, then they could not even
hold a burial ceremony for me... (P)Y)"

"At that time, I decided to call those I had
problems with and ask them for reconciliation...
However, some nights I wished to die..., I was ready
to die just to end this situation (P1))."

£, Y. Social stigma

The participants were involved with the social
stigma of the disease and subsequent isolation.
Labeling and abandonment by society or even
relatives had caused great psychological suffering to
individuals. Some participants claimed that the fear
of being stigmatized by others was the main cause of
delayed referral to the hospital to receive special
care, disease progression, and hospitalization in the
ICU. Stigma caused them to hide the disease for a long
time so that they missed the opportunity for
treatment. This problem was especially common
among those who were the first members to be
infected in relatives. In addition, misconceptions and
the stigma made the acceptance of the disease
impossible for the person and others in some cases
which provide conditions for greater vulnerability.

"When my quarantine ended, my parents did not
accept me despite being educated... Also, other people
were very scared, for example, because 1 was
infected... one of our neighbors went to another city
for exactly one month ... (PA)."

"My family had a negative attitude towards this
disease, and they thought that anyone who gets
COVID-)4 is a person who does not observe health
protocols, especially me that | was admitted to the
ICU." (PY).

4,77 A nurse as a symbol of rebirth

According to the recovered patients, the role of
nurses and families cannot be ignored during the
transition from the disease stage and the subsequent
period. In their view, nurses were at the forefront of
the fight against COVID-)4. They tried to cure all the
patients by implementing specialized care.
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Participants stated that nurses maintained their
morale and provided psychological support to
patients despite working in difficult conditions.

Additionally, the support of family members
played a vital role in improving the emotional state
and maintaining the spirit to fight the disease. The
participants stated that the active presence of family
members and their regular care accelerated the
recovery process and compensated for psychological
harms caused by disease after returning home.
Participants believed that only family members
supported them under the most difficult
circumstances, which strengthened their sense of
worth.

"... Although the number of patients was high, the
nurses gave medications on time... It was only with
the care of the nurses that we got better day by day
and our hope for being alive was increased... They
didn’t postpone other care services. (PY£)"

"One night, one of the male nurses came to sit next
to me ... He said: tell me about yourself and your life...
I felt much better that night, and helped me release
annoying thoughts (P)))."

"My wife came and sat next to me, she was very
supportive and did not let me be emotionally
disturbed. She provided me with everything I asked
for. It was a pleasant feeling when my family
understood me ... " (P'Y).

£,£ Meaningful life

Participants believed that they were given a
second chance for life and they had to choose the
right path. They believed that being admitted to ICU
and rescuing from COVID-)% was one of the most
effective periods of their life which learn them to
seize the moment. They also stated that their
perspective towards life changed after the recovery.
These people tried to compensate for the missed
opportunities while taking the advantage of a positive
attitude.

Furthermore, this disease encouraged people to
observe health protocols. They believed that they
need to put aside fears and maintain their morale
under unpredictable situations. Individuals often use
spirituality under difficult situations to overcome
mental problems. Some participants stated that
suffering from Covid-Y% and the resulting loneliness
caused them to feel the presence of God and other
spiritual forces in their lives more than ever.

"It was one of the most influential periods in my
life, my attitude toward life completely changed ...If |
have a backlog, I should do it sooner... My maturity
seems to have increased (PY))."

"I have to seize the day...I need to know the value
of my possessions otherwise, it becomes an
unattainable dream (P1)."

" The moment I woke up from the coma, the nurse
came to the bed to tell me what happened. I said I
saw Zaynab bint Ali ... a woman who is tall but I could
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not see her face ...  said hold my hand to get up ... As
soon as she took my hand, everything was over and I
gained my consciousness (P£)".

¢, Discussion

The present study aimed to investigate the lived
experiences of critically ill COVID-Y4 patients after
discharge from ICU in Iran. The main themes
obtained from the statements of participants
included perception of death before dying, social
stigma, a nurse as a symbol of rebirth, and
meaningful life.

The first main theme identified in the present study
was the perception of death which consisted of the
sub-themes of worry, helplessness, and expecting a
different death. Having COVID-)4 disease and being
admitted to the ICU is a stressful experience for people.
In the present study, it was found that all participants
experienced different worries and fears. They
experienced emotional and behavioral reactions such
as fear, anxiety, depression, impatience, hatred,
frustration, and confusion. These findings are
consistent with the results of the study by Shigemura
et al. (Y+Y+), which aimed to examine general
responses to the coronavirus (¥+). Sahoo et al. (Y:Y*)
also found that YAZ of patients with COVID-)4 suffer
from anxiety disorders and depression caused by the
disease (V). The main cause of fear is family members
being infected and the anxiety caused by the unknown.
Other factors include anxiety about the future after
disease, re-infection, COVID-) 9 news, and costs.

The experience of quarantine and loneliness was
painful for the patients since family relationships are
so important in Iran. Guo et al. (Y:Y:) also
investigated ) +Y patients with COVID-Y% and found
that they had multiple psychological disorders due to
quarantine ()%), which requires appropriate
psychological-supportive interventions along with
physical therapy.

Overall, any event that induces end-of-life
conditions for individuals is associated with death
anxiety and psychological trauma (YY). As in the
present study, patients frequently thought of death
especially those who witnessed the death of other
patients in the ICU. The image of death for oneself
and others, and the special burial of the deceased
caused them to lose their morale and feel the
imminent death. Furthermore, concerns about the
future of family members after death intensified the
feeling of anxiety. Therefore, reducing the anxiety of
thinking about death and psychological disturbances
in the case of COVID-)1 is an important aspect of care
like other fatal diseases (¥'Y).

Other themes in this study are social isolation and
stigma. Social stigma is a phenomenon often
associated with discrimination and deprivation,
which leads to detrimental effects on mental health,
and feelings of rejection and isolation (Y¢). The
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patients in the present study stated that they
experienced social stigma and rejection by their
relatives after discharge from ICU. This made it
difficult for many patients to return to work. A study
also indicated that a consequence of stigma related to
COVID-Y1 is a loss of productivity and income from
work (¥°). From the participants’' point of view,
dealing with the negative attitude of others, and
being blamed by society is difficult. A report during
the Covid-)4 epidemic shows that suspected people
were not allowed to leave their homes or travel to
public places such as shops even after the quarantine
period was over (¥1). It should be noted that people
who experience stigma and feelings of infamy may
hide their disease, which consequently spreads the
disease. Therefore, providing accurate information is
necessary to stop the stigma (YV,7A).

A nurse as a symbol of rebirth was another theme
identified in the present study. Participants stated
that the presence, meaningful communication,
compassion, effort, and reassurance by the nurses
alleviated psychological distress during ICU
admission and isolation. The experiences of the
participants show that nurses play an effective role in
helping patients in ICU to overcome critical mental
conditions  through  comprehensive  nursing
interventions because they are in direct contact with
the patients. These findings are consistent with the
results of the study by Egerod et al. (Y+)°) which
showed that nurses and family members have a
major role in the process of returning to daily life
(¥4). Social support provided by nurses in the
absence of family members can satisfy the
fundamental need for communication. Therefore,
training the nurses to communicate effectively and
safely with COVID-) 4 patients is necessary.

Family support is a basic need for patients during
the disease process until recovery in Iranian culture.
The importance of this issue in improving the
physical and emotional conditions at the time of
infection, hospitalization, and recovery was also
mentioned by the participants. However, the
comprehensive presence of family members was
limited due to precautions during the COVID-)4
pandemic, participants stated that receiving family
support was a key factor in maintaining their morale
to fight the disease.

In general, the family is considered to be a
supporter for patients in ICU, and family members
are allowed to visit the patient from a few minutes to
a few hours a day. However, they are not permitted to
visit their patients hospitalized in ICU due to the
COVID-Y4 exposure risk, which increases the feeling
of loneliness, fear, and psychological trauma in
patients (¥)). The supportive role of the family for
patients with COVID-Y%, especially for those
hospitalized in the ICU, is notably marginalized under
these conditions (£+), while the emotional and
supportive role of the family needs to be sustained

(£Y). For this purpose, alternative methods should be
used to implement the family role. Applying new
family-centered care approaches such as using
cyberspace maintains communication between the
patient and family members and provides high-
quality moral, psychological, and social care from the
family in current condition (£Y).

Another theme identified in this study was a
meaningful life, which consists of two sub-themes of
change in life perspective and the manifestation of
spirituality. Results of a study revealed that
hospitalization in ICU left lasting effects on people's
lives after discharge (¢Y). The findings of the present
study also indicated surviving the challenging disease
changed participants' view of life. These people were
reported to lead more efficient lives, particularly for
welfare and health promotion.

Patients in ICU stated that spirituality is important
(£¢) and resorting to supernatural power is effective
in reducing distress in critical situations (£°).
Hospitalization in ICU led the participants to improve
their physical, emotional, and spiritual condition. ICU
nurses must learn spiritual care due to the high
mortality rate in patients with Covid-'? and
considering the conditions of the ICU where the
patient feels imminent death (¢7). Furthermore,
religious beliefs and spirituality can induce a sense of
hope for the future, and also accelerate the recovery
of patients.

1. Conclusion

The results of the present study indicated that
patients with COVID-Y% and a history of ICU
admission experience a variety of problems.
Unpleasant experiences related to the disease can
lead to emotional responses along with feelings of
helplessness and failure. Going through a critical
period in the ICU and observing others die of a
common disease can induce thinking about an early
death. Moreover, lack of timely follow-up to receive
health care as a result of stigma can lead to
threatening physical conditions, prolonging the
treatment process, and causing mental problems
after discharge.

The role of nurses and families cannot be ignored
in maintaining the morale of patients to fight the
disease. Therefore, these patients need more
psychological support and comprehensive care from
nurses, family, and community.

Although COVID-4 challenges the survival of the
patients, it also affects the patient to improve their
welfare and health. Therefore, understanding the
experience of these patients can provide a suitable
framework for identifying their needs to take
effective action for accelerating the treatment
process through planning appropriate interventions.
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