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Abstract

This thesis explores my experience as an independent social worker with rare
disease and physical disability.

With a retrospective narration, the study explores my several socia roles as rare
disease patient, physical disabled person and socia worker, who has complexly
experienced brand of disability, fear of death, study of social work and multiple levels
of the system. Moreover, the thesis reveals my persona history of self-identity, aided
experience, study of social work and practical experience under the educational system
and social culture including socia work education, special education, situation of
physical and mental disability, etc.. The thesis presents not only my journey of pursuing
a way out but also the genera living conditions of a great number of rare disease
patients, physical and mental disabled persons and the grassroots social workers under
the oppression of system and culture.

Therefore, this paper is not only aiming to expose the rumples pressed by the system
and culture to the rare disease patients, disabled people, social workers and to myself,
but also to dedicate ourselves to the active practice in the field of physical and mental
disability, as well as to unite with these people to promote a social environment in favor
of the groups of disabled people and/or rare disease patients.
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