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[ Abstract] Objective

work intervention paths to effectively resolve family pressure of patients with rare diseases. Methods

To analyze the family pressure of patients with rare diseases,and explore social
Focus
group interviews and in-depth interviews were conducted on 16 families of patients with Duchenne muscular
dystrophy through snowball sampling and intensity sampling from March 2019 to May 2019. Results The
pressures faced by families of patients with rare diseases mainly come from incurable diseases,heavy financial
burden of the family, dissolution of marriage relationships, lack of alternative care, and heavy physical and

mental load. Conclusion Social work intervention can effectively help families of patients with rare diseases to

relieve stress from many aspects and promote the healthy development of families.
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