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Abstract The purpose of this study was to explore the meaning of the experience of Mucopolysaccharidosis
patients receiving Enzyme Replacement Therapy(ERT). A qualitative research design was adopted. The
participants were 7 patients diagnosed with MPS who is receiving ERT for several years. Data were
collected through in-depth interviews from 1 July 2018 to 22 July 2018 for seven adult patients with MPS
receiving ERT. Individual interviews were recorded, and transcribed data were analyzed using the inductive
method of content analysis. The final 4 categories and 15 subcategories were identified. The 4 categories
of the experience of Mucopolysaccharidosis patients receiving ERT were “Physical and psychological
changes through ERT”, “Continuous tunnel called ERT”, “Accepting the reality” and “Cautious hope”. This
study provides deep insight into the experience of Mucopolysaccharidosis patients receiving ERT. Medical
staff including nurses and related organizations should concern their distress during ERT as well as physical
symptoms.
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Table 1. Experience of Mucopolysaccharidosis Patients
in Enzyme Replacement

Category Sub-category
Physical and ||mprovement of physical function
psychological

Subjective feeling getting better

changes
through ERT Limits on ERT that are recognized as time goes

physical discomfort caused by injection

Daily life discomfort caused by ERT duration time

Continuous |Difficulties in the treatment environment

tunnel called |Awareness of mother's burden caused by oneself
ERT

Financial insecurity related to the change of support

The worry about medicine supply

Anxiety about employment and job maintenance

Familiarization with disease and treatment

Acceptin
P .g Shared positive power
the reality
Overcome through appreciation of reality
Cautious Hope for improvement of treatment method
hope Hope for improvement of therapeutic effect
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