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Conditions and support needs of people with profound intellectual and multiple

disabilities living at home and their caregivers

Abstract

This study aimed to clarify the actual conditions and support needs of people with profound
intellectual and multiple disabilities (PIMD) aged 18 years and older and their caregivers
living at home. Studies 1 through 5 were questionnaire surveys of people with PIMD living at
home aged 18 years and older and their primary caregivers, with a total of 626 subjects
analyzed. Among the respondents, 96.3% had their mothers taking care of them, and the mean
age of people with PIMD was 28.2% 8.1 years. Sixty-one percent of the participants required
medical care. Caregivers received information primarily through caregiver networks and
healthcare professionals, but only 13.4% indicated that they were satisfied with the
information. The results point to the need for professionals to adopt a long-term perspective
and help provide the necessary information and coordination during each stage of
development. Further, a higher percentage of those aged = 40 years and those with severe
medical care needs spent their time at home on weekdays. The frequency of support use
through home visits was higher among those with PIMD who received severe medical care.
Therefore, it was recommended that more facilities be made available to those requiring
severe medical care and that support for medical care is needed for the aid provided by home
visits. Satisfaction with the number of rehabilitation specialists working in daily living facilities
and the frequency of outings and baths was low, which suggests that increasing the number
of specialists, including rehabilitation specialists, and the frequency of outings would
effectively increase satisfaction with daily living care. Furthermore, a system for training
medical helpers was mentioned, as the need for helpers who could provide medical care was
indicated as a support need at home. The interviews in Study 6 revealed that caregivers sought
support as the system changed from a time when there were inadequate support systems.
They also described the experience of caregivers taking the initiative to provide support.

It became clear from the results of the first and sixth studies that transitional support, which
became necessary with the 2012 classification of integrated care and education for children,
is insufficient, and that the legal system of providing medical care by nursing staff has not
expanded the number of caregivers, as anticipated, and that the reality is that parents are
burdened with caregiving. However, the generation that has seen an increase in the number
of offices has less resistance to receiving support, indicating the importance of people with
disabilities continuing to receive the support they have received from early childhood. We

need to provide initial information support and outlook, a mechanism for educating parents



and introducing social support, continuity of medical care and cooperation between medical
care and support, enhancement of systems and facilities for independence with the support
of highly specialized professionals, 24-hour support including “going out, bathing and social
activity participation support” through the perspective of continuing at home to continue
living in the community. Finally, a systematic support program should be established from

birth, focusing on supported independence rather than relying on parents' care.



