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Study on the Price and Affordability of Rare Disease Drugs in China
ZHU Chuyu, SUN Weiyang, CHANG Feng, LU Yun (School of International Pharmaceutical Business, China
Pharmaceutical University, Nanjing 211198, China)

ABSTRACT OBIJECTIVE: To evaluate the price and affordability of rare disease drugs in China and provide the suggestions for
the improvement of rare disease drug affordability in order to provide reference for the relevant decision-making of government
departments. METHODS: According to the List of the First Batch of Rare Diseasesand Diagnosis and Treatment Guideline for Rare
Diseases(2019 edition) , rare disease drugs were selected. The median price ratio (MPR) was used to evaluate the drug price level,
and the ratio of the annual drug costs to the annual disposable income of urban or rural residents was used to evaluate the
affordability, and the impact of price management policieson drug prices and affordability. RESULTS and CONCLUSIONS: A total
of 71 kinds of rare disease drugs were included, and the median MPR of them was 0.83; among them, the median MPR of the
original drugs was 1.13, and the median MPR of the generic drugs was 0.37. The annual cost of 71 rare disease drugs was
0.001-178.43 times the average annual income of urban residents, and 0.003-456.57 times the average annual income of rural
residents. There were 21 and 28 drugs whose annual cost exceeded the annual income of urban and rural residents.After the
implementation of national medical insurance negotiation or volume based procurement of 14 drugs, the median MPR of these
drugs decreased from 1.71 to 0.46. For urban residents, the number of unaffordable drugs had been reduced from 8 to 0; for rural
residents, it had been reduced from 10 to 5. In summary, the price level of orphan drugs in China was slightly lower than
international reference price, but the price level of original drugs was higher than the international reference price, and the cost of
some drugs far exceeded the residents’ ability to pay. It is suggested that the government should strengthen the price management of
original drugs, promote the substitution of high-quality generic drugs for original drugs, and improve the payment system for
high-value rare disease drugs.
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Tab 1 26 rare diseases and related 71 rare disease drugs Continued tab 1
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Tab 2 Evaluation results of MPR and affordability of
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71 rare disease drugs
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Note: “ indicates drugs for rare disease only. * indicates that the inter-

national reference price comes from PBS, and * indicates that the interna-

tional reference price is the median price of America, England, France,

Japan, Canada
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Fig 1 Scatterplot of MPR, affordability and medical
insurance coverage of 71 rare disease drugs
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management policy
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