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Abstract

Objectives This study is intended to grasp the psychological experience of patients at upon the diagnosis of multiple
system atrophy or amyotrophic lateral sclerosis; reveal the psychological state of undiagnosed patients; and consider how to
provide material support systems and a better medical delivery system for patients with incurable diseases.

Methods In our hospital, medical record study patients gave informed consent to participate in our research. We conducted
semi-structured interviews with the patients, specifically asking them to tell us: 1) how they felt when they first noticed their
symptoms, 2) how they felt when a doctor explained their condition, 3) how they received a notice of the final diagnosis, 4) how
they felt about their recuperation at present, 5) that idea to life get free talk.

Results Medical records from the investigation, leading to a diagnosis years, at least two years, it was found that the longer
it takes more than a decade.

In the semi-structured interviews, the following responses were most common. With regard to how patients felt when they
first realized they had symptoms, many of them answered, “I did not expect such a serious illness.” They also reported feeling
confused when the doctor explained their condition. Upon receiving a notice about how the final diagnosis, patients said “I
thought my life was over.” To the question, “what is your view of your recuperation at present, “know your future” narrative was
obtained. With regard to their approach toward life, most patients replied that they would try “not to disturb people.”

Conclusion According to medical records collected for the survey, estimating the possibility of intractable neurological
diseases in the early stages, is considered to be extremely difficult for patients and doctors. In other words, while undiagnosed
patients may be aware of the symptoms, very rarely do they associate them with intractable neurological diseases. It has also
been suggested that the same possibility exists for doctors. When a doctor makes an inaccurate diagnosis, the patient feels
anxiety and irritation, causing symptoms and disease progression to become unclear.

The patients’ description of doctors revealed their dissatisfaction. Patients complained that the invisible reality of the disease
is hidden in individual differences and terminology. Patients also admitted to frustration that does not match the description
of the doctor and asked for more information. However, even convey the same attitude of doctors to tell patients, clearly
transmitted to the patient in good faith. Patients are considered to pose such that the confidence.

Keywords: muscle atrophy lateral sclerosis, multiple system atrophy disease, undiagnosed phase, the psychological
experience
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