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Survey for Assessing How Duchenne Muscular Dystrophy is Explained to
Children with the Disorder

Haruo Fujino, Toshio Saito, MD, Osamu Imura, Tsuyoshi Matsumura, MD and Susumu Shinno, MD
Graduate School of Hinman Sciences, Osaka University, Suita, Osaka (HE o1)
Divisions of Child Newrology, Department of Neurology, National Hospital
Organization Toneyama National Hospital, Toyoriaka, Osaka (TS, TM, S5) ;

Shinno Clinic, Nara ($5)

Objective: There are many difficultics in disclosing Duchenne musculas dystrophy {DMD)- to children with the disorder. The purpose

of this stidy was to assess the explanation of DMD given to affected children by child neurologist.
Methods : The questionnaire was mailed to board-certified child neurologists of the Tapanese Society of Child Neurology. The ques-
- tionnaire consisted of questions on how physicians explained the condition to children with DMD {their patterns of explanation} and their

attitude towagds the children while explaining the digcase.

Results:We received. 311 replies. The contents of physicians’ explanations were categorized and correspondence analysis revealed

“medical support” (explanation about the symptoms, prognosis, medical responses) and “humanistic support” (telling purpose in life,
patient group introduction). Parents’ understanding of the disease, acceptance, and trust relationships were considered important factors
for disease explanation by the physicians. Physicians agreed with the need of clinical psychologist and other psychological professionats
when they tell their diagnosis, and agreed with ielling the diagnosis to a DMD child reached a certain age.

Conclusions: 1t was revealed that physicians’ explanation were largely calegorized into two groups, and the important factors for dis-
easc explanation and physicians’ attitudes towards disclosure of the diagnosis. This information will help in explaining the disease to chil-

dren with DMD,
No To Hattatsu 2013;45:11-6
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Risk Managements of Ventilator in Toneyama National Hospital

Koji FUJISAKI”®
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Clinical Engineer, Department of Medical Engineering Management Office, National Hospital Organization Toneyama
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