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Abstract 

This study examined the actual situation of HTVL-1 carriers 

(carriers) in the Kansai region and their support needs from the 

perspective of the persons concerned and their families and bereaved 

families. The method was to conduct a questionnaire survey of 120 

people who were being followed at an outpatient carrier clinic, 

focusing on how they learned that they were carriers and their 

health-related quality of life (HRQOL). In addition, focus group 

interviews were conducted with a total of 7 carriers and family 

members living in Kansai and patients, family members, and 

survivors of patients with HTLV-1-related diseases, and responses 

were sought on the subject of "expectations for career support and 

future policies. A total of 53 respondents (8 males and 45 females) 

responded to the questionnaire. The most common reason for 

learning that they were carriers was "notification after blood 

donation" (approximately 50%), followed by "pregnancy checkup" 

(approximately 30%) and "results of blood test at hospital" 

(approximately 20%). The scores for [physical pain], [overall sense of 

health], [vitality], and [mental health] were significantly lower for 

women under 50 years of age compared to women over 50 years of 

age and the national norm. Based on the interview results, 

expectations for career support and future policies were broadly 

divided into four categories, broken down into "publicizing career 

support self-help group (career association) activities," "treatment 

and medical information," "securing funding for activities," and 

"support for patients and families with career and related illnesses. 

Based on the results of the interviews, we also reported on the 

support we provided to the Career Association. 
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