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Abstract

This study was aimed at investigating unmet healthcare needs among rare diseases
patients and their caregivers. An online survey was conducted of rare disease patients
and their caregivers. A total of 456 responses was collected and analyzed. The
respondents included 185 patients and 271 caregivers. They reported a total of 155
rare diseases. The prevalence of disability was 20.5% in the patient respondents,
while the caregiver respondents reported a 66.1% disability prevalence for their rare
disease patients.

This study used quality of life as the dependent variable. The independent
variables include demographic and socioeconomic variables, w/o disabled, education,
household income, economic activity, medical use and unmet needs questions. We
used such statistical methods as correlation, analysis of variance, and regression
analysis. Most of the caregivers were parents of children with rare diseases who,
lacking adequate supportive information, spent much money to get rehabilitation
service. Economic activities such as engaging in full time or part time jobs, were
positively associated with increased quality of life and this was statistically significant
for both the patients and caregivers.

There should be increased support for inclusive care for the patients and the
family members with regard to economic support. Patient and caregivers need more

support to get information and opportunities for treatment.

Keywords: Rare Diseases, Caregiver, Unmet Heatlhcare Needs, Disability




