Baseline PedsQL Reminders and Best Practices
1. Complete the PedsQL within 72 hours of randomization and upload it to your site’s UM-secure DropBox

2.  Tips on how to approach the PedsQL with the participant: 
· Approach parents early in the intervention, once things have calmed (enrollment day/next day) 
· Engage them at the bedside with a simple, supportive opener (e.g., “Can I distract you for a moment? We can stay right here.”)
· Use the opportunity to briefly explain the PedsQL.
· Offer to complete it together by reading the questions to the caregiver to make it easier. Reading the questions or sitting with the family while they complete the PedsQL reduces errors, prevents incomplete surveys, minimizes confusion 
· While present, ask them to complete:
· Family & Household Information form
· Contact form (if they are receptive; can be done later if needed)

3. Verify the participant’s DOB:
· Confirm the correct DOB on both the PedsQL and the Subject Enrollment CRF
· Use correct PedsQL version for age

4. While working with family to complete the PedsQL:
· ALL questions on PedsQL should be answered
· For children 2-4, the school items should only be answered if the child was attending school/daycare PRIOR to cardiac arrest.  
· For children 5+, children are assumed to be in school, and these items should be answered.
· Remind caregivers that their responses are based on their perception of how much something is a problem for their child
· Examples: 
· A child who is not walking: 
· May be scored as “Almost Always a Problem” if the caregiver perceives this as a problem if this is something they think the child should have been doing
· May be scored as “Never a Problem” if walking is not expected or has not been a concern in the past month, so the parent does not perceive it to be a problem
· For Neonatal/Infant Enrollments:
· If the child is not yet expected to perform a skill because they are not yet at that developmental level, it is up to the parents to perceive if that is a problem or not

5. Corrections:
· If corrections are needed, please cross out incorrect responses with a single line, write your initials next to the correction, and circle the correct response
· Please clearly indicate the correct answer by circling it - if answers are unclear/incomplete, Kennedy Krieger may ask for follow-up with the family, which can be difficult to coordinate
