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ABSTRACT

Myasthenia Gravis (MG) is a neuromuscular disorder and auto-immune disease
that is associated with symptoms of fluctuating muscle fatigue and dysfunction of the neuromuscular
junction system. This disease greatly affects various aspects of the patient's life and impacts the person's
perception of the quality of life. The aim of this study was to explain and analyze life experiences with
myasthenia gravis disease in a young girl.

This report is a qualitative case with interpretive phenomenological approach that
examines the life experiences of a young girl with myasthenia gravis in 2019. Data were collected through
semi-structured interviews and analyzed using Van Manen's phenomenological approach.

This study was registered in the Research Ethics Committee of Khatam University
(Code: 3299/100/P/98).

GEE Thematic analysis indicated that myasthenia gravis disease affects all aspects of person's life
world. These four aspects include living and feelings with time, body, space, and others. Eventually, three
interrelated themes emerged from the patient's perception of the world around her, including physical
weakness, future ambiguity, and frustration.

The present study shows a clear image and understanding of the problems of living with MG
in a young girl. The phenomenological world of mixed by physical weakness, ambiguity in the future, and
frustration that indicating the suffering and distress that the patient experiences following the illness.
The results of this study contribute to the awareness of health and rehabilitation specialists in the field of
work and research in myasthenia gravis as a neurological disease.
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disease widely affects various aspects of the patient's life
and affects a person's perception of the quality of life around

1. Introduction

yasthenia Gravis-MG is a neuromuscu-
lar autoimmune disease that is associated
with symptoms of fatigue and dysfunc-
tion of the neuromuscular system. This
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him/her [ 1, 2]. Keer-Keer study concluded that people with
this disease live a life of uncertainty, weakness, and a life of
change [12]. Awareness and profound understanding of the
lifeworld experienced by MG patients, especially the living
experiences of Iranian patients in the context and cultural
and socio-economic conditions of Iranian society is impor-
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tant. Based on their physical condition, these patients see
moment-by-moment changes in their lives. In this study, a
27-year-old girl narrates her lifeworld experience from the
world around her. The aim of this study was to explain and
analyze life experiences with myasthenia gravis in a young
girl.

2. Materials and Methods

This is a qualitative study that was conducted with a her-
meneutic phenomenological approach. This approach was
introduced by Van Manen in 1990. The purpose of this
method is to be aware and understand the interpretation that
a person has of the phenomena surrounding his life experi-
ence [15].

In-depth, semi-structured and interactive (face-to-face)
interviews were used to collect research data. The inter-
view began with a question: "What comes to your mind
when 1 say Myasthenia Gravis?" And then to continue
and enrich the interview, exploratory questions were
asked. For example: “How did you feel when you got
this disease? Can you explain me with more examples?”’
Attempts were made to cover all aspects of the lifeworld
of the interviewee. The interview time was 68 minutes.
The researcher then, after reading the text several times,
isolated the meaningful phrases and units that he believed
they described and interpreted the phenomenon in ques-
tion. For this study, a participant with 8 years of experi-
ence with myasthenia gravis was selected. Van Manen's
method of analysis for interpretive phenomenology based
on the understanding of one's lifeworld is based on the rev-
elation of four themes that represent the "existence and ex-
istential nature" of the individual and deals with the emer-
gence of the world around him/her or his/her lifeworld.
These four aspects include: Living with time, living with
the body or corpus, living with the surrounding space, and
finally living with others [15]. In order to observe ethical
considerations, written informed consent was obtained to
record the audio for the interview and the necessary ar-
rangements were made to attend the interview session.

3. Case Report

The patient was a 27-year-old single woman with a bach-
elor's degree and unemployed. According to her, when she
was not more than 19 years old, she developed symptoms
of the disease. These symptoms included vision problems,
lethargy, fatigue and ingestion problem. After the onset of
symptoms, she went to different doctors in her hometown,
but the disease was not diagnosed. After traveling to Tehran
and performing various tests, she was diagnosed with the
disease. The final diagnosis took about a year and a half.
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According to the patient, her illness had no genetic history,
but her parents were cousins. Before the onset of the dis-
ease, the patient lived with her family in a village, who,
after the disease was diagnosed, moved to the provincial
capital to have access to better facilities. The economic
problems of the family were many. Although the patient
had a bachelor's degree, wherever she went to work, she
was not hired because of her illness. This patient was not
covered by any insurance and was only registered with the
Welfare Organization and received a grant of a little over
1000,000 Rials per month. The cost of treatment and medi-
cine was very high. Due to the fact that myasthenia gravis
is an autoimmune disease, her motor symptoms and physi-
cal disability increased and she was no longer able to walk.
The patient was single and could not marry because of her
problem. According to her, before her illness got worse, she
had two suitors who gave up knowing about her illness. Al-
though the disease began at the age of 19, she continued her
education before her physical condition worsened, but after
her disease got worse, she was no longer able to study and
could not go to postgraduate courses. Her Menarche age
was 13 and she had no problems. She did not report any
delay in his period. She considered herself psychologically
hopeless and depressed and believed that she saw no reason
to live with this situation.

4. Results

Content analysis revealed that MG had affected all aspects
of the patient's lifeworld. To fully understand and be aware
of what has affected one's life experience in the world, it is
necessary to address these dimensions. The patient's feel-
ings and experiences of time, body, space and others are
described below.

The patient was asked to share her experience of the past,
present and future of this phenomenon. "The first time I no-
ticed the symptoms was with my eye problems. At first, I
thought it was temporary, but over time, fatigue and other
problems were added".

The disease is associated with severe physical problems
and generally affects “living with the body” and “awareness
of the body”. “I have a hard time; I cannot swallow food
well. I cannot walk. I like to walk but my legs are disabled.
My vision is impaired and even my sleep is difficult. I am
constantly asleep. Because I am very weak”.
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Patients with MG experience a restrictive living space,
both psychologically and physically. "I can do nothing, not
even my own work. Outside the house, I am very annoyed
with these conditions, I also upset others. It is as if I am in
another world".

Communication and interaction with the family is very
important in any part of the changes in this disease. “My
family is very supportive. They even changed their place of
residence because of me to have more medical and special-
ized facilities. My father works very hard”.

I am very ashamed that I am causing trouble for my fa-
ther in these constantly bad economic conditions. I mean
expenses. Sometimes I do not take my medicine for a week
so that my father can pay less for my medicine".

5. Conclusion

The present study showed a clear picture and understand-
ing of life problems with this disease in a young girl. A
phenomenal world mixed with physical weakness, ambi-
guity in the future, and despair that reflects the suffering
and discomfort that the patient experiences as a result of
the disease.

This result is consistent with the results of Keer-Keer re-
search. Keer-Keer revealed that patients with MG are tired
and frustrated by the unpredictable changes that are con-
stantly occurring due to the disease condition [12]. Chen
et al. showed in their research that people with MG are in a
constant challenge with the disease, which in itself makes
it difficult for them to adapt to changing conditions and ul-
timately frustrates them [14]. EC WJ et al. showed in their
research that coping strategies with stress have a signifi-
cant positive relationship with the quality of life of these
patients. That is, if there is hope, social support for these
patients will have a positive effect on improving their qual-
ity of life [21].

Physical weakness was another theme extracted from this
patient's lifeworld. This weakness increased her problems
with the world around her at every moment and limited her
in terms of movement, space and independence. The qual-
ity of life of MG patients depends a lot on decreased physi-
cal weakness and other physical problems [22].
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Ambiguity in the future in the phenomenological world of
the patient was one of the themes. In this regard, the study
of Kotan et al. revealed that worries about the future of the
disease and ambiguity in life plans lead to a decrease in the
quality of life of these patients 24]. The results of this study
contributes to the knowledge of medical and rehabilitation
specialists in the field of work and research in myasthenia
gravis neurological disease.
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