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Abstract

The main purpose of this research is to explore the life and suffering experience
of families with a rare disease child. With complex pathology, day-to-day care and
incurable despair, rare disease brings family into an extreme situation. Living with the
disease keeps it far away from the traditional family style in the Chinese society, and
the family therefore falls into a situation that others cannot understand. Current
research and policy formulation on rare disease families are mostly based on the
stress-coping theory, such a view makes the appearance of the “family” covered by
the disease and loses its subjectivity in lifeworld, makes the experience of "family"
more difficult to be saw.

This research through the narrative of the rare disease family’s experience,
reveals the family’s lifeworld from the stories in their daily life, and regains the
family’s subjectivity in the world from the first person pronouns. The extreme
situation of rare diseases will bring the inability of "imagination" to the family, so
they have to find or reconstruction a new life style that belongs to their family from
the unknown world. Another purpose of this research is find out how this kind of life
will shape the family member’s imagination of "family". This research uses an
interpretive phenomenological analysis method to form a new perspective of
understanding the family with a rare disease child, and try to re-discusses the essence

of the "family".

Keyword : rare disease family, imagination, family subjectivity, interpretive

phenomenological
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