kied f‘i*lexl HI38H x1|62 2008'—‘1 125

29N ZMFUE

JKorean Acad Nurs Vol.38 No.é, 802-812
DOI: 10.4040/jkan.2008.38.6.802

210 £Y3E

&4y

EFH A=A SR

The Lived Experience of Struggling against Illness for Patients with
Amyotrophic Lateral Sclerosis

Kang, Sung Ye
Assistant Professor, Department of Nursing, Kkottongnae Hyundo University of Social Welfare, Cheongwon, Korea

Purpose: The purpose of this study was to identify and describe phenomenological structures of the lived experience of
struggling against an illness for patients with Amyotrophic Lateral Sclerosis (ALS). Methods: The participants were 7 patients
with ALS recruited by snowball sampling who agreed to participate in this research and could verbally communicated with
the researcher. Data were collected by long term-repeated interviews with participants in their own homes. Data were analyzed
using Colaizzi's method of phenomenology. Results: Four categories were extracted as follows: ‘Being seized with fear of
death, ‘Living a marginal life’, ‘Accepting hard fate’, and ‘Clinging to faint life’. Seven theme clusters were identified as: ‘Wander-
ing to find a healing method with ominous signs in the body’, ‘Having a diagnosis of ALS is like a bolt from the blue and
struggling against illness with faint hope', ‘Being forced out to the edge of life with anguish’, ‘Filling one’s heart with hatred
and longing toward becoming estranged from the world’, ‘Living with stigma as a stumbling block with bitter grief in one’s
heart, ‘Accepting every things as one’s fate with self controlled fear of death’, and ‘Attaching to desire to live’. Conclusion:
The results of this study can be used to develop the programs to support patients with ALS and their family.

Key words: Experience, Amyotrophic lateral sclerosis
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Table 1. Formulated Meanings, Themes, Theme Clusters, and Categories of Lived Experience of Struggling Against ALS

Categories Theme clusters Themes Formulated meanings

Being seized Wandering to find a healing  An ominous signs in body and hazy anxiety - Suddenly sink down on the ground and feel anxiety

with fear of method with an ominous ~ Wandering with a fretful mind to find « Wasting time to wander from place to place to
death signs on body an excellent healing way and people resolve problem
Having diagnosis ALS like  Being seized with panic after recognizing « Shocked at the diagnosis of incurable fatal illness
a bolt from the blue and the seriousness of the ilness
struggling against iiness  Struggling against the illness with faint hope  « Having faint hope to find a way from somewhere
with faint hope Finding a way to escape from dead « Seeking to other ALS patients
circumstances « Having mutual sympathy on other patients
Living Being forced out to the Despairing over body getting worse - Feeling severe pain in body on slight stimulation
marginal edge of life with the Being pushed out from normal life when « Confining oneself in a room all day along
life anguish health is getting worse
Filled one's heart with Imprisoned body that misses the world « Being locked in bed
hatred and longing » Avoiding meeting healthy and normal people
toward becoming Accumulating grudge in the bottom of «Having a hatred toward ifiness in a fit of despair
estranged world the heart toward the world
Living with stigma as a A wretched being who was neglected «Being regretful to family for hiding from others
stumbling block with by others

bitter grief inone’s heart A wretched being who sows the seed of - Causing discord in one’s husband's (wife's) family
discord in the family

Accepting Accepting every thingsas  Fear for imminently approaching death «Curdle the blood with fear of death
hard fate one's fate with self control +What is the end of this life
of fear of death Desperate efforts to accept one’ fate - Giving intention to quit life prolonging treatment in
of dying aliving will
Accepting everything as one’s fate » Quit useless thinking to blame one’s fate
« Setting wife free comfortably
Clingtofaintlfe  Attachingto desiretolive  Alingering attachment to life +Wishing eagerly 1o stop the progressive iliness
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Figure 1. Constructional elements of lived experience of struggling
against ALS.
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