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Establishment of support for hemophilia carrier in genetic risk communication
system

FUJII1, Tomie

2,600,000
20 risk communication (RC)
RC 14 RC 5 1

RC :Hem 66

MG 53 MG Hem
Hem 33.3 MG

HC

HC HC
HC HC

HC

In a qualitative study, twenty ﬁarticipants were mothers with daughters who
have the possibility of being HCs. They included 14 mothers who had already provided risk
communication (RC) to their daughters, five who had not yet provided RC but who intended to do so,
and one with no intention of providing RC. Mothers who had already provided RC included those who
were not troubled and those who experienced psychological difficulties regarding the RC.
Participants who had not provided RC experienced difficulties with * not knowing what to do’ and
feelings of * anxiety due to uncertainty’ .

In a questionnaire study, the population of questionnaire respondents in the Hem group and the MG
group were 66/200 and 53/114, respectively. Both groups answered that the most consultation was *“
whether or not their daughters were HC” . The MG group was more experienced concerning genetic

counseling than the Hem group (47.2% vs 22.7%).
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