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Palliative Care for a Duchenne Muscular Dystrophy
Patient Showing Dyspnea in
the Terminal Stage

Kazuhiro Shiraishi

Summary

<Introduction> Palliative care has been evaluated mainly in cancer patients, and there have been few studies in patients
with muscular dystrophy. Based on our palliative care for a patient with Duchenne muscular dystrophy (DMD) who
showed dyspnea, we discuss whether palliative care in cancer patients applies to DMD patients and what aspects of care
are unique to DMD. <Case> A 39-year-old male underwent tracheotomy, and was receiving long-term 24-hour
respiratory management on an inpatient basis. Pneumonia developed leading to bacteremia, and he frequently
complained of pain and breathing difficulty. Since there were no marked changes in the oxygen saturation, dyspnea was
considered. With his and his family’s consent, opioid was used. His complaints decreased, and he had a peaceful time
with his family during the subsequent one-month period.<Conclusion> Dyspnea can develop in DMD patients as well
as cancer patients, and opioids are effective. Unlike cancer patients, DMD patients die while using a ventilator. Since
the ventilation is maintained by the respiratory organs, DMD patients have milder disturbance of consciousness and
may feel more marked pain than cancer patients receiving no respiratory support. Therefore, in coping with dyspnea
care should be initiated promptly. In addition, since DMD is a chronic disease of childhood onset, treatment principles
are frequently determined by the parents and physician. Therefore, even if the patient reaches adulthood, the family may
not want a detailed explanation. On that note, from childhood, it is necessary for medical workers to talk with families

so that patients are encouraged to make their own decisions.
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