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Abstract

This narrative research aims at studying how a Machado-Joseph Disease patient
faced her disease and daily life, and how she demonstrated her strength and
regenerated her energy to live while her body kept degenerating. Therefore the
objectives of this research are to investigate the following areas: 1) To understand the
difference of the patient’s attitude before and after the awareness of her genetic
disease; 2) To understand how genetic disease occurs from one generation to another,
different mind set between different members of the family when they are informed of
the disease, and different stages of the way family members take care of each other; 3)
To understand the patient’s strength to stay alive in the knowledge of a currently
incurable genetic disease.

The methodology in this research involves mainly with interviews, completed
with literature review and data analyses. There are six chaptersin thisthesis,
including Preface, Literature Review, Methodology, The Story of “One Rope,”
Analysis and Discussion of the Story, and Introspection and Ideas of Further
Research.

The findings in this research include:

1. In thisresearch, the patient faced the unknown in life with hope. After the root
of the disease was identified, this hope was then transformed into the basis of
“no-despair.”

2. When the patient suffered the disease, she focused her attention totally on her

own pain, whereas when it turned out that there were more family members suffering
the same disease, they began to bear the disease with the love of afamily. When the

disease was still in obscurity, there were more complaintsin the family. However,



when the situation was cleared up, they became understanding and the whole family
was in unity.
3. Facing the incurable genetic disease, the patients were not able to keep living solely
with their own senses. The “love” from and to their family was the mgjor strength that
kept the patients to hang on.
The researcher makes some suggestions according to the process and results of
this research, hoping that they might be helpful for the medical authority and

workers.
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Ranum L. 2004 |4 %] %6 % 55 % ~ 2(SCA Q)P e (RNA) e 122 &
32 &l (Murphy Mouse)

BelloA.J. |2004 [Vertigo B &

fr&=
My Story Since MJD Diagnosis

Back in the summer of 1994 symptoms started. When symptoms began I considered that I might
have done some neurological damage, while I was out there using and abusing drugs. I started
having severe vertigo attacks, which were accompanied with a crooked gait around the summer
of 1994. Two years later in 1996 I was genetically tested (a simple blood test) for MJD and the
results came back positive, 26 CAG repeats on the normal gene from my mother and 75 CAG

repeats on the mutated gene I received from my father.

The diagnosis was a lucky fluke (of sorts) for we had never seen anything like this in our
family line. My father had committed suicide when he was 37 (I was 10), before symptoms
were noted, and his father died before I was born in 1934 at 38. The doctor I was seeing at
Kaiser had never seen anything like the problems I was facing. She said I was acting
‘factitiously’ in a medical report. But I had been well & clean for 4 years and these problems
did not expose themselves until now. ‘Why?’ I asked myself. I decided to get to the bottom of
what was ailing me.

Michael Fernandes
Al * http:/home.comcast.net/~fernandesml/mystory.htm
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