Best Practices for Participants with Prolonged Hospitalizations/Living in a Long-term Care Facility
Reach out to Kennedy Krieger Institute (KKI) at picecap@kennedykrieger.org EARLY if hospitalization is expected to be  prolonged or if discharge is anticipated to an outside facility, to discuss the best plan for the phone interview at 3 months (and later 12 months, if applicable). 
A phone call or virtual meeting with KKI is preferable. Emails get long, involved, and confusing.
1. KKI will work with you to ensure that the best plan is in place to complete the phone interview with any caregiver who knows the child well (LAR, another family member, or a care provider such as a nurse in a facility)

2. Please have the following information ready, as much as possible, for the meeting with KKI: 
· Details if there is a change in LAR (e.g., state/protective services or another family member becomes the LAR)
· Child’s location and anticipated disposition during the follow-up window
· Child’s medical status (e.g., stable, withdrawal of care being considered)
· Involvement of LAR/family (e.g., is there family at bedside who is knowledgeable/willing to complete the interview)

Considerations for Facility-based Interview (whether at study hospital or outside facility)
KKI will work with you to determine when an interview with a nurse or other care provider is preferred. Considerations include: 
· LAR is not available/willing to complete the interview
· LAR does not visit frequently enough to speak knowledgeably about the participant's current daily functioning




Coordinating the (3 or 12-month) Interview with the Facility
If it is decided that the care facility is the best option to obtain the interview, KKI will need your assistance to make sure an appropriate caregiver at the facility is identified, willing and allowed to speak with KKI interviewers. 
Please follow these steps to ensure an efficient handoff to the KKI team:
1. Connect with the facility
· You may need to ask to speak with a high-level staff member
· Explain why you are reaching out and what you will need from the facility
· Be sure to emphasize that the consent provided at enrollment explicitly authorizes facilities to release medical records (in this case, to conduct the P-ICECAP interview) to the researchers and research staff on the P-ICECAP study

2. Work with the facility
· Identify a member of the child’s care team that can speak about the child’s current functioning
· Ideally, this would be a bedside nurse or nurse aid that frequently cares for the child
· Inform the care team member that an interviewer from KKI will be reaching out to them soon to schedule or confirm the interview

3. Provide details to KKI
· Care team member’s contact information and availability 
· Alternatively, provide KKI’s contact information to the respondents, so a provider at the facility can reach out directly with KKI to schedule

4. Communicate this information to KKI
· Early and efficient communication ensures that the interview is completed within the appropriate window




[bookmark: _Hlk220416405]Coordinating the 12-month Neurological Exam
For children still hospitalized at the study hospital during the 12-month window
· We recommend that your site neurologist consider completing the neurologic exam while the child is still admitted. 
· If the child will be discharged during the 12-month window and the neuro exam will be conducted early in the 12-month window, please make sure to let KKI know in advance so that they can try to complete the interview before the exam since the interview is the primary outcome. 
For children residing at an off-site hospital or facility, during the 12-month window
· Barriers to transportation may need to be addressed.
· Provide the caregiver who will be bringing the child to the visit (e.g., LAR, other caregiver, facility staff) multiple appointment possibilities from your neurologist (or neurology clinic) if you can.
· Consider pairing the neuro exam with an already scheduled appointment if needed.
· If there is another study hospital closer to the facility, consider working with that study site to schedule the visit there. Moni can help facilitate connecting you to that study hospital.




