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Study Feasibility of Multi-payment for Drugs for Rare Diseases——Taking Gaucher’s Disease in Qingdao
as Example
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Shanghai Health Development Research Center/Shanghai Institute of Medical Science and Technology
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ABSTRACT OBIJECTIVE: To investigate the feasibility of multi-payment for drugs for rare diseases and also provide reference
for rare disease treatment and the formulation of related policy. METHODS: Taking Gaucher’s disease in Qingdao as an example,
the relevant medical insurance policies and drug supply were analyzed; according to the sources of financing, the economic burden
of treatment drugs for patients with Gaucher’s disease in Qingdao was estimated. Based on the average total cost of patients with
Gaucher’ s disease in Qingdao, the drug cost burden of patients with Gaucher’ s disease in the whole country was simulated
according to the relevant epidemiological survey data, and the problems of medical insurance model for rare diseases in Qingdao
were analyzed. RESULTS & CONCLUSIONS: A series of medical insurance policies were formulated in Qingdao. The financing
mode of medical insurance includes social funds (from Qingdao Charity Federation, drugs are provided by pharmaceutical
manufacturers) , medical insurance funds (used for personal self-payment assistance within the scope of medical insurance
co-ordination) and civil assistance (used for assistance outside the scope of medical insurance co-ordination). Imidase is currently

the only approved specific drug for Gaucher’s disease in China. The designated physician, treatment and drug-taken system is

— - adopted in Qingdao. By the end of 2017, the annual drug
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consumption of 8 patients in Qingdao was 38-170 bottles,

totaling 686 bottles. The annual cost of treatment ranged from

021-22121774, E-mail:yangyan_213@126.com 786 600 to 3 519 000 yuan, totaling 1 420 200 yuan. The
HBEEE AT W, b}}ﬁﬁ[’ﬂé{j%E&%\é(j%éé?}%o H self-paid expenses ranged from 9 800 to 197 400 yuan (the
17:021-22121774, E-mail: Hushanl@hotmail.com self-paid ratio ranged from 0.46% to 8.87% ) , totaling
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661 400 yuan. The reimbursement cost by supplementary medical insurance was 509 800 to 1 789 800 yuan (accounting for
54.59% to 65.94% ), totaling 8 577 800 yuan. Three patients received civil assistance, the amount of which ranged from 23 100 to
13 000 yuan (accounting for 1.89% to 4.18% ), totaling 241 400 yuan. According to the relevant epidemiological survey data (the
prevalence rate was 0.15 per 100 000) , it is estimated that there are about 2 093 patients with Gaucher’ s disease in China.
Referring to Qingdao multi-payment model, it is estimated that the total cost of drugs for Gaucher's disease in China is about 3.715
billion yuan, charitable assistance can bear 1.238 billion yuan, while medical insurance expenditure is about 2.255 billion yuan,
and individual self-payment is about 222 million yuan. From the point of view of drug cost burden, the multi-payment model in
Qingdao has lightened the personal burden of patients’ has achieved significant results. There are problems in Qingdao’ s
multi-payment model, such as “medical insurance immigration” , low drug accessibility, drug price monopoly, three-level disease

prevention needs to be strenghten, etc. The state or provinces and cities can refer to Qingdao model when formulating policies

related to rare diseases. Great importance should be paid attention to the existing problems.
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Tab 1 Drug use of patients with Gaucher’s disease in

Qingdao in 2017
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Tab 2 Drug cost of patients with Gaucher’ s disease

in Qingdao
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