February 2nd, 2023
4:00-5:00 PM EST
RHO Implementation Monthly Investigator Call Minutes
	Invitees/Attendees:

	Dr. Larry Rhein, Principal Investigator
	
	Boston Children’s Hospital
	
	Maria Fareri Children’s Hospital
	

	Heather White, Project Coordinator
	
	Children’s Hospital of Philadelphia
	
	Massachusetts General Hospital
	

	Lindsey Simoncini, Research Coordinator
	
	Cincinnati Children’s Hospital
	
	Nationwide Children’s Hospital
	

	Katie Edeburn, Research Assistant
	
	National Jewish Health, Colorado
	
	Peyton Manning Children’s Hospital
	

	Arkansas Children’s Hospital
	
	Dartmouth-Hitchcock Medical Center
	
	U. of California, San Diego
	

	U. of Kentucky Children’s Hospital
	
	University of Maryland
	
	Vanderbilt
	


[bookmark: _Hlk73685747]Enrollment 
· A total of 169 babies followed have been followed to date, 72 have weaned with an average HOT duration of 73 days ± 22
· Enrollment estimates predicted about 66 babies being enrolled per month, currently the average enrollment per month is 15 babies

Oximeter Troubleshooting
· After talking to Masimo, it appears that the most prominent causes of low-quality signal include poor sensor placement, poor perfusion, cold hands/feet, and certain cardiac conditions
· Possible ways to mitigate these issues thus include repeated sensor training and adding cozies/socks over the sensor
· If you believe a RAD97 is transmitting poor data, before replacing the device please ensure that the sensor is properly attached, and that the sensor has been replaced if necessary

PAB Meeting Recap and Discussion
· The PAB recommended the creation of a forum or other place for previous families to share advice/experiences/etc.
· Investigators had numerous worries for this idea including that…
·  Language barriers would be an issue since many families speak Spanish of another language
· Most parents would not want to participate in this, and that the PAB board is skewed as all members are inherently strong participators in RHO
· It may enhance the risk for the moderator of the site that was providing the data or else the site that monitors the data
· Emphasis was made that the advice offered would be support-oriented versus medical advice, but that care would still need to be taken to prevent turning the RHO website into a parent Facebook group as there is medical responsibility if on a medical website 
· A suggestion was made to work with the PAB to create little booklets targeting important issues which could then be vetted before publication and distribution to families 
· The PAB recommended the reframing of expectations at initial enrollment to focus more on increased safety then “guaranteed” faster weaning
· It is also important to discuss how the journey may likely include increases and long periods of stagnancy in addition to the expected weans 
Other Questions and Discussed Topics
· AE events must be reported for all babies following the program or serving as a control until 6 months post-wean
· An AE includes any emergency visit for any reason whether treatment/intervention was provided or not as well as any unplanned hospital admission
· An SAE is any unplanned admission that results in admission to the PICU, NICU, or any other type of ICU
· Please report SAEs to us by email within 48 hours of you being notified of the event
· Please fill out the REDCap SAE form within 48 hours of the resolution of the SAE
· If you have not yet sent an official response to the data queries sent out by Katie (Katherine.Edeburn@umassmed.edu) on December 1st, please do so as soon as possible
· Follow-up with Katie if you have any difficulties with REDCap
· Heather has returned full-time to PA School. If your question requires prompt attention, please email Katie or the RHO Program central email (RHOprogram@umassmed.edu) 

Next Investigator Meeting will be on March 2nd at 4pm EST
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