	Research & Data Use Steering Committee
Meeting Minutes
April 23, 2025


		Attendance    

	Members Present:
Angela Meisner (co-chair)
Jeff Dowden (co-chair)
	Chris Johnson
Angela Eckstrand
Sarah Nash
	Maggie Gates
Daphne Lichtensztajn
Xiaocheng Wu
	Paige Miller
Manxia Wu
Annie Noone
	NAACCR Staff Present:
Recinda Sherman

	Guest:

	





	AGENDA ITEM
	ACTION/FOLLOW-UP

	1. [bookmark: _Hlk158030587]Roll 
	

	2. Administrative/Housekeeping
a. Call for new agenda items
b. Review/Approval minutes
c. Questions on Short updates
i. Recinda gave an overview of the short updates and there were no questions.
d. Review Charter Updates on SHARE
Not all the charters are updated but should be in place by next month’s meeting, as they are due in June.
e. CiNA Access
Recinda discussed the impact of a federal directive on research data access, particularly for researchers based in China or using free email services like Gmail. This directive led to the removal of access for about 15 researchers, some of whom were students or journalists. SEER is working on reclassifying their data to meet the new restrictions, and in the meantime, NPCR is considering how public use researchers can access the data despite having non-institutional email accounts.
	· March minutes were approved.
· Recinda will upload updated charters to SHARE when complete.

	3. Board Update
a. Board/CERT Update
Sarah updated the team on the approval of most of the certification pieces for the release of Gold Plus, with the exception of one item still under discussion. A new task force will be formed to address implementation.
	

	4. Newsworthy Topics 
a. Social media posts:
i. Please interact on LinkedIn
Recinda encouraged members to interact with the posts on LinkedIn and share the current ARN via your social media. Recinda discussed the social media posts, including Minority Cancer Awareness. She mentioned that the Annual Report to the Nation was published after a year's delay due to various reasons, therefore it is not getting as much publicity. 
· Posted: Esophageal and testicular cancer and ARN
· Upcoming: Minority Cancer Awareness Month Narrative Topics
b. Narrative Topics (Guidelines on SHARE)
Recinda also talked about the guidelines for writing a NAACCR Narrative article. She thanked Paige and Wu for last month’s articles. 
i. Planned: 
· Audit Primer—April (Bozena)
· Stomach cancer/ARN – May (Recinda) 
· Data assessment (Call for data)—May (Recinda)
· CiNA data use—July (Recinda)
· Follow-up Source Central/Survival Fit for Use—September (Recinda)
c. Epi ‘Hour’ update
Recinda said the Epi Hour on Monday went well although attendance has been less than normal.  We are going to readvertise and make sure people are able to put it on their calendar. She thanked Steve and Chris for overseeing the session and informative discussions. Epi Hours are recorded and available on the LMS.
d. NAACCR Talks
This is a good opportunity for people to showcase the work being done at their registries and to have collaborations with other researchers. 
i. Looking for Chair
Recinda is still looking for a chair for this group. Send any ideas of possible candidates to Recinda.
	· Send out message regarding signing up for the EPI Hours and instructions.
· Consider making invitation a series and just delete when one is not held.
· Recinda will reach out to Bozena about doing a Narrative article on the security audit primer.

	5. Race/ethnicity collection and reporting 
Jeff and Recinda discussed the challenges of collecting and reporting race and ethnicity data. They noted that while the data may initially appear less complete, it improves over time as new methods of collection are implemented. They also mentioned the need to address potential federal issues that may impact data collection. Daphne shared one of their issues collecting race data is the non-hospital reporting sources. Wu mentioned they have access to DMV data and others SEER registries may need to just apply for access. Recinda suggested forming an unofficial task force to clarify the landscape of data collection and certification levels. Sarah clarified that adjusting for race and ethnicity is not always necessary and provided a link for further reading.
	· Recinda will send an invite to those interested in meeting regarding collection of race strategies, possibly involving FUDA.
· Add race/ethnicity as a standing item on future agendas monthly check-in. 

	Next Meeting – Tuesday, May 27, 2025 (need to finalize workplan and metrics)
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