Additional File 1. 
Caregiving Time Survey Items
The following questions were used to assess the average weekly time spent by caregivers on specific care tasks. Caregivers were instructed to report the total time (in hours per week) spent on each item for the child who was the subject of the survey.

Medical and Coordinating Care Items:

· Time spent accompanying the child to medical or rehabilitation facilities (including travel time)

· Time spent on the child’s rehabilitation or physical therapy at home

· Time spent on the child’s therapies (excluding rehabilitation; e.g., speech therapy and sensory integration therapy)

· Time spent attending multidisciplinary conferences or care meetings regarding the child

· Time spent completing applications and administrative procedures for public services, education, or welfare related to the child

· Time spent communicating or coordinating with external parties (e.g., hospitals, daycare staff, and home-visit services)

· Time spent preparing, administering, or managing medication (including prescription refills)

· Time spent using or managing medical equipment at home (e.g., suctioning, oxygen, and feeding tubes)
· (Only shown to caregivers who indicated the use of medical devices)


Daily Living and Childcare Items:

· Time spent on feeding (meals or breastfeeding)

· Time spent bathing the child

· Time spent helping the child fall asleep (e.g., rocking and soothing)

