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Abstract

Objective: The purpose of this study is to examine the function and practice of local medical care support systems for patients
and families with intractable neurological diseases in Tokyo.

Methods: A self-administered questionnaire was sent to 125 designated facilitators, who support networks for intractable
neurological patients and families at base hospitals, cooperation hospitals, and public health centers in Tokyo. The questionnaire
consisted of a four-grade evaluation scale for the expected roles and actual practices of base hospitals, cooperation hospitals,
and public health centers, respectively.

Results: Responses were obtained from 101 facilitators (response rate 80.8%). The expected role of base hospitals were
rated high in “examination and diagnosis”, “evaluation of physical function”, “pioneering & specific treatment”, “response to
acute deterioration”, and “medical advice and support for local healthcare institutions”. However, the percentages for actual
practice were significantly lower than expected in “response to acute deterioration”, “medical advice and support for local
healthcare institutions”, and "training of local care workers”. The expected roles of cooperate hospitals were high in “response
to complications”, “respite care”, “mid or long-term hospital care”, “mental/spiritual care” and actual practice was lower than
expected in every role. The association between lower practice and bed availability in cooperation hospitals was significant
(Mann-Whitney’s test p<0.05) and not significant in the absence of neurologists.

Conclusion: The actual practice in cooperation hospitals was lower than expected in the local medical care support system for
patients with intractable neurological diseases in Tokyo. It is necessary to re-coordinate the appropriate roles of each facility in
a care support network according to its capacity. It is necessary to exchange practical information at regional meetings so that

the local medical care support network functions better for the patients and families of intractable neurological diseases.

Keywords: Intractable neurological diseases, local medical care support network, local medical care system, the roles and

practice of hospitals
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