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Background: Since 2001, the Ministry of Health and Welfare in Korea has designated muscular dystrophy (MD) to be a
rare and intractable disease, and has ensured that patients with this condition obtain support from the National Health
Insurance Corporation for their medical expenditure. However, the health-related and socioeconomic status of Korean
patients with MD has yet to be established.

Methods: We selected 441 patients with MD who received medical services at 17 neuromuscular centers during 2005.
The medical records of selected patients were analyzed, and the subtype of MD was classified by its clinical course and
diagnostic tests. A total of 95 patients or their family members participated in this health-related and socioeconomic
status survey.
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Results: Medical record analysis showed similar clinical and diagnostic characteristic data to those published previously

in other countries: male predominance, being young at onset, and muscular weakness of the extremities as a

predominant symptom in most patients. The diagnostic tests for MD were based on laboratory and electrophysiological

studies. The most frequent form of MD among our cohort was Duchenne/Becker muscular dystrophy (42%). Our survey

revealed the effect of the patients’ profound disability on their activities of daily living. One-half of the patients were

dissatisfied with the medical expenditure support service that was made available to them, and most patients suffered

from a financial burden. The most important medical services to be developed in the future are expansion of the public
health service or development of a rehabilitation hospital.
Conclusions: This is the first multicenter-based epidemiologic study on the health-related and socioeconomic status of

patients with MD in Korea. The findings indicate that medical coverage and public health service are currently
inadequate and hence should be expanded in the future.
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dystrophy.



Table 3. Socioeconomic status in patients with muscular dystrophy

Content of survey Number (%)
Type of current medical service usage (n=90)
Tertiary care hospital or general hospital 64 (71.1)
Local clinics 3 (3.3)
Oriental medicine clinic 3 (3.3)
No medical service usage 20 (22.2)
Registration of disability (n=95)
Registered 90 (94.7)
Not registered 5(5.3)
Recognition of medical expenditure support service
(n=93)
Yes 64 (68.8)
No 29 (31.2)
Satisfaction of medical expenditure support service
(n=73)
Satisfactory 9 (12.3)
Dissatisfactory 39 (53.4)
Not known 25 (34.3)
Financial burden related to treatment (n=93)
Very heavy 42 (45.2)
Some heavy 41 (44.1)
Not heavy 10 (10.8)
Proposal for improvement of medical service (n=83)
?Osrt?\l/)[hDshmem or expansion of public health center 47 (56.6)
E;ts;?tl;ihmem or expansion of rehabilitation 23 (27.7)
Expansion of medical coverage 10 (12.1)
Others 3 (3.6)
Access of disease information”
Hospital 49 (32.2)
Public health service 4 (2.6)
Mass-media (TV, radio, newspaper) 11 (7.2)
Internet 44 (28.9)
Patient’s acquaintance 9 (5.9
Muscular dystrophy association 35 (23.0)

n; response number, * overlapped response
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Appendix 1. Information chart for medical record analysis
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Appendix 2. Socioeconomic status questionnaire
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