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Study on the strategy of medical security for rare diseases in China from the perspective of public concern
and emotion: taking nosinasine as an example

TAI Yangfang, GUO Ying, WANG Ziqgiong, WANG Junhui, HUA Guomin, YANG Huili, WANG Xiaojie, HE
Peifeng (School of Management, Shanxi Medical University, Taiyuan 030001, China)

ABSTRACT OBJECTIVE To mine the focus and emotional attitude of the public on rare diseases, and to provide decision-
making reference for relevant departments to formulate and implement relevant policies, systems and strategies for medical security
of rare diseases. METHODS Latent Dirichlet allocation (LDA) topic model and sentiment analysis method were used to analyze
the comment text of short videos related to the “nosinasine” medical insurance admission event on the Bilibili video website, mine
the theme and sentiment tendency of the text, and put forward relevant strategy suggestions. RESULTS A total of 8 videos with
tens of thousands of playback and 7 109 text data were obtained. According to the LDA analysis, online public paid attention to 9
topics related to rare diseases (the price of rare disease drugs, the inclusion of rare disease drugs in medical insurance, the status
quo of research and development of rare disease drugs, the scope of medical insurance and the medical security system, the plight
of rare disease patients, the prevention and screening of rare diseases, the value of rare disease drugs in medical insurance, the
Chinese and western medical methods of rare diseases, and the supply and demand status of rare disease drugs), which could be
summarized into 4 categories according to the objects of concern (rare disease drugs, rare disease medical insurance, rare disease
medical and health services and rare disease patient groups). On the whole, the emotional tendency of the Internet public towards
each topic showed a low positive and high negative tendency. CONCLUSIONS The public paid more attention to the price,
research and development, supply and demand of rare disease drugs, and was deeply worried about the current medical status of rare
diseases in China. To strengthen and improve the medical security for patients with rare diseases, such as actively carrying out
public health services for rare diseases, strengthening cooperation in the diagnosis and treatment of rare diseases, and researching
rare disease drugs, etc. Chinese medical and health departments can make concerted efforts in medical and health services, drug
supply security, medical security and other social security.

KEYWORDS rare diseases; latent Dirichlet allocation topic model; sentiment analysis; nosinasine; medical security
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1. saliency(term w) = frequency(w) * [sum_t p(t | w) * log(p(t | w)/p(t))] for topics t; see Chuang et. al (2012)
2. relevance(term w | topic t) = A * p(w | 1) + (1 - A) * p(w | t)/p(w); see Sievert & Shirley (2014)
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