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ETHICAL ISSUES REGARDING INDIVIDUAL DATA COLLECTION
AND UTILIZATION IN COMMUNITY HEALTH CARE PROGRAMS

Yosikazu NAKAMURA*, Toshiyuki OjiMa*, Michiko Kurosawa?*, Shogo KIKUCHI**, Yutaka INABAZY,

Naoakira NuUNO***¥ Ken-ichi NAKAMURAZ*

Key words: Community health care programs, Ethics, Data collection, Data usage, Privacy, Education for public

health nurses.

To understand the nature of ethical issues in community-based health care programs, we conducted a mail sur-
vey of subjects who were public health nurses employed by municipal governments. The questionnaire consisted of ques-
tions about data collection, usage, disclosure, and educational experience. In 1996 we received 536 completed question-
naires which were then analyzed. Regarding who should input data into computers, the number of those who consi-
dered that municipal offices other than public health nurses would be the most appropriate for the input of examination
data was the largest, followed by those who felt that contracting out was best. Many of the public health nurses consi-
dered that they needed to obtain informed consent for collection, usage and disclosure of sensitive items, such as data on
HIV infection. The number of those considering that they could not disclose results of examinations to other communi-
ty-based specialists in health and welfare without the subject’s agreement was very high. In health examination pro-
grams, the public health nurses requested information on date of birth and occupations, but there was some hesitation
in requesting the latter information. Although about a half of subjects responded that they did not require data concern-
ing the first sexual intercourse in cervical cancer screening, 90 percent asked breast feeding history in breast cancer
screening. Approximately 90 percent gave results of the cxamination to participants personally through personal com-
munication or mail. Of the respondents, 40 percent reported having had educational courses on ethics while the others
did not. There were some responses that reminded us of the unsatisfactory level of understanding about ethical issues,

which underlined the need to emphasize importance, of including this in educational curricula.
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