Service organization and family caregiving in CSCI
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Process of service organization and family caregiving consciousness in cervical spinal cord injured persons
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Abstract

This study investigates the shift of family caregiving consciousness and the process of organizing formal and informal
services in persons with cervical spinal cord injury (CSCI) being cared for at home, who were either young or older at the
onset of the injury. We analyzed interview data of 29 participants by constant comparisons. The analysis revealed that the
participants regarded family caregiving as socially right because of social norms and they intentionally chose family
caregiving partly because of its convenience. However, they also cared about their family caregivers’ burden. The
participants gradually began to ponder formal service use and they reorganized their formal and informal service use to
lessen family caregivers’ burden, eventually changing their mind on caregiving. Finally, the participants constructed a new
system of care services as a powerful resource for realizing their ideal independent living. This study shows that the
participants in part purposefully chose being cared by family members and they also maintained their autonomy in making
a decision of formal service use to ease family caregivers. Moreover, this study implies that the participants’ identity
swayed into a positive direction and at the same time their health literacy was reconstructed, among those who were
young at the onset. There is a need for further support to enhance these individual life skills and capacity as well as to
enrich environmental resources, in order to provide the quality of life with CSCI.
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