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[ Abstract] Objective: To analyze the status quo of various dimensions of life quality of patients with rare disea-
ses and the relationship between those dimensions and social support in order to introduce the life quality evaluation
into the policies for social support and social welfare intervention for patients with rare diseases. Methods: Data from
2016 sample survey for survival status among people with rare diseases in China were used and the current status of
quality of life among people with rare diseases and its association with formal and informal social support were exam-
ined using the WHOQOL-BREF scaleas the evaluation tools. T-test analysis was used to compare the score of quality
of life among people with rare diseases with the Chinese standard data. Linear regression analysis modelwas applied to
investigate the relationship between formal and informal social support and quality of life. Results: The scores of all
domains of life quality among people with rare diseases were significantly lower than those of healthy and standard dis-
ease groups. This indicates that rare disease had a significant negative impact on the quality of life of residents. For-
mal and informal social support was found significantly associated with quality of life among people with rare diseases.
The results of this research showed that people with rare diseases whose higher level of informal social support were
likely to have better quality of life. The quality of life of patients who have social support had a higher score for psy-
chological and social domain on quality of life than that of those who never received the support. Conclusions; Promo-
ting social support among people with rare diseases and improving social security systems for rare diseases may benefit

well beings of people with rare diseases.
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