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Abstract

Rare disease caregivers must face economic, family,
physical, psychological, interpersonal pressures. The author
of this thesis faces the shocks and changes brought by the rare
diseases of her children. She narrates her long-suffering
experience and she hopes that the society pays attention to the
living environment of the patients so that rare disease patients
can receive help and care from the society.

The research focuses on the self-narration of the author’s
psychological process, and her discovery that her self-
positioning changes with the suffering and fluctuates with the
patients’ conditions. During the process, the author realizes
that there are three meanings of suffering : education,
transformation, and hope. In Christian belief, Christians are
taught to know God and trust in God through suffering. After
trusting in God, human beings receive the grace of
forgiveness from their sins, and therefore be able to repent

and reborn.



Also because of the presence of the Holy Spirit, there is hope
of breaking away from suffering. The heart of suffering is
faith, which is also the starting point of the belief development.
Calvin's interpretation of 'faithfulness" is '"a firm
understanding of God's love'". It is not only to obtain
objective knowledge, but also to gain knowledge of the
relationship, which has the feature of passiveness and
connectivity. This study examines the meaning of suffering
and Calvin's discussion of “faith” through the author’s self-
narration and her own suffering. During the narration, the
author combines the deep self-search with constant
conversation between biblical verses and the narrative
content to reach self-awareness, and also to understand God’s
image and doings. It was found that there are three aspects
when it comes to discussing why people believe in a religion -
- “knowledge”, “emotion and "behavior." From the aspect of
knowledge, it is people's "firm understanding of God” that
helps people obtain the objective knowledge and the

knowledge of the relationship with God.

V



From the emotional aspect, a person who has a firm
understanding of God trusts God. He or she is expected to
follow God's will and adopts God's will as his or her mission
and meaning of life. From the behavioral aspect, a person who
has a firm understanding of God repents and acts accordingly
because of God's grace. The person, therefore, lives a life of

confidence in God and a life full of love.

Keywords : rare disease, Niemann- Pick Disease, suffering,

faith, self-narrative
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