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	Meeting Title:
	CSTE Data Standardization Workgroup Meeting 6-22-18

	Purpose:
	Discuss Date of Illness Onset and Diagnosis Date

	Date:
	6-22-18

	Location:
	https://cste.webex.com/cste/k2/j.php?MTID=t4dea93549404d3f14c39229a245d297d 
Password: dswg123
1-877-668-4490; access code: 795 572 806

	
	


Agenda:
	[bookmark: _Hlk511992466]Tentative Times
	Agenda Item

	1:02
	       Welcome and roll call:
o   List names from chat box
o   Roll call for members accessing via phone only or in a shared space with others

	1:02-1:15
	· CSTE Conference Recap 

	1:15-1:30
	· Workgroup survey results

	1:30-1:40
	· Date of Illness Onset

	1:40-1:55
	· Diagnosis Date 

	1:55-2:00
	       Meetings going forward (monthly – watch your email for invite)


Notes:
Roll call
No names added.
Conference recap
· Molly: Shannon and I did a presentation on work that has been done and then presented some questions to the group. We want to give you information on what we’re hearing back.
Scope of WG: What should we be focusing on? Discrete data elements? How elements being used? Feedback we heard:
· Think about taking a look at travel information. Travel during incubation and infectious periods.
· Reporting date and timing – when do you report to CDC? Do you report as soon as you have the case reported to you? When you have just enough to have a probable case? Or when it is complete? Then, how to count the case, which touches back on some of the discussions we have had about when to count when a case is a case. 
· Residency and who counts – who is supposed to count where? Still confusion on how to apply guidance and may not be applied in a standard manner across programs.
· Data elements – homelessness, gender identity, race, importation status, pregnancy
· Yes/No questions in the MMG; only collect if Yes – don’t have ability to transmit No

· Ruth: There were some other data elements mentioned during Sunday workshop – not directly related to DSWG presentation. Published/printed element may be something to discuss to add to generic guide. More responsibility to states on this could be useful. Might be useful to have national outbreak ID element. Might want to add these to the list. 

· Molly: 
Consensus Framework: Has become an iterative process, which has been good. This discussion feeds into a draft brief, get feedback, incorporate into brief, etc. Then, take to the SPIS group as first piece to vet and move along. Thought would be DSWG – SPIS – S/I Steering – Exec Board – CSTE Community – Implementation. There were a lot of questions about implementation and we will need to iron this out, much like we had to iron out the consensus process. 
· What defines consensus? 
· Who needs to be at the table?
· What level of representation is sufficient? – In an ideal world, we would have at least one program from every jurisdiction and at least every program represented to be able to get feedback across the board. Making sure we have CDC’s disease programs, as well. Does consensus need to include a variety of different surveillance systems? Consider different stakeholders (e.g., informatics, epi, surveillance). 
· What other forums should we be considering?
Focus on infectious diseases vs. non-infect.
Need to invite more epis and disease subject matter experts
Need to incorporate guidance into the MMG for changes
Consensus = everyone can live with it
Survey results
· Shannon: Thank you to everyone who took the survey! This is a critical point in this project. When we got started, we didn’t know where we would go after the conference, and this was key. We need to charter our future roadmap.
· Collaboration tools: Overall, Basecamp viewed as helpful. Great as a document repository. Perhaps going forward, add the Basecamp link and not attachments to email. One comment on Basecamp notifications, you can change how to set up your notifications to control what you receive. Was some feedback on needing to reorganize the materials on Basecamp.
Smartsheet – Have been using for online feedback. We really valued Smartsheet as a way to collect information in a structured way. Overall, it was viewed as helpful and a way to see all feedback. Two functions – survey form versus a spreadsheet. This was viewed well. If the group is supportive, we would continue to use both of these tools. 
Grace: Initially, we started using Smartsheet first and then added Basecamp. I got a little confused on which one to go to to respond to different things. Liked seeing feedback from others in Smartsheet. For me personally, if we continue to use both, I would like to have a recommendation on which one to go to consistently.
June: Agree. I like Smartsheet more and only went to Basecamp once.
Shannon: Use Smartsheet for feedback and Basecamp for documents. 
Elizabeth: We can push everyone to Smartsheet and link to Basecamp from there.
· Consensus Process: 
Shannon: Good feedback and effective. Figuring out how to move forward and make best use of time – streamline. Perhaps trying to tackle only one data element at a time. For a bit, we had discussions on two elements at one time and we will try to streamline that. Finding that we are missing jurisdictions and disease programs. Would like to take an opportunity to look at our participation and do some outreach going forward. Looking for contacts and recommendations. 

Sandy (CDC): Make sure Shannon and Molly to join Infectious Disease (surveillance) group to make invitation to the CDC programs. There are levels of surveillance groups at CDC. There is a surveillance leadership board – center directors and senior management. They sponsor another level down – surveillance leadership council, which advices up. That group is center directors. That group then sponsors the surveillance working group. This is surveillance in general. Sometimes we talk about MMI, message guides, ELR – all over the board. Includes epis, lab, informaticists, etc. Diverse group. There’s information sharing, but we have action steps. We provided structured feedback on the CDC surveillance data platform vocabulary service. Worked with CSTE to talk about culture, etc. Diverse set of agenda items across months, years, but all centered on good of surveillance. During CSTE, when I heard that one of the calls to action was to ensure wider participation on the CDC programs side, suggested to Shannon, Molly and others that the idea would be as co-chairs to join next meeting and let CDC programs know about this activity, could help. Includes all infectious disease centers. Can also invite non-infectious partners. 

Shannon: Right now, will be focusing on infectious diseases. 

Sandy: Group will be delighted to have you come and share. 

· MMG Participation:
Shannon: From start, there was a lot of interest in how this group could participate. Feedback we received was an online collaboration tool when we are looking at developing a new MMG. There used to be a core team that assisted with MMG development. Suggestion was to identify 3-5 members from group who could participate. Suggestion was made that this group and consensus process could serve as a model for others. 
Meeting referred a new MMG tool that would come pre-populated to use questions from the guide to help with harmonization across MMGs.
Ruth: What has happened in the past for MMG development and harmonization, we would collect all data elements that programs said needed for conditions. We went through 6,000 questions and categorized them in terms of topics or concepts. We were able to see the number of data elements that were similar or different across diseases. Started reaching out to harmonize those elements. What we have never done is try to harmonize across surveillance systems. This categorization was done for the data elements the programs wanted to send. The tool is called the MMG Authoring Tool. While we used to develop guides manually in spreadsheets, its currently being developed in this tool and this tool makes it much easier to search for a data element that has been used before and bring it into your MMG. Still work that needs to be done to flag those elements that are considered harmonized. 
Sandy: For our center, we have 19 nationally notifiable conditions. All in our area of support. Treating those all the same when it comes to harmonization. It is manual because we started with Mumps and added and added. If you picture an infinite number of variables for each nationally notifiable, we go back to any data sources we receive. We put them into the groups they are in the MMGs. Any questions asking same thing or close to the same concept across guides/worksheets, we go to the programs and negotiate whether it would work to harmonize the question. For example, we had a different question worded differently if a case was vaccinated by current rec. Manual and labor intensive, but, for any given guide, not a lifetime of work. Across the 11 we have done, we have 70% harmonization. Doesn’t mean every guide has the answer that way. It means 70% of questions across the guides asked the same way in at least one other guide. Above 90% for vaccine questions – several 98%. Clinical presentation is the least harmonized. Again, it is manual, but we only have 19 nationally notifiables and are going to have disease specific guides for 15. The other 4 are things like Polio where the number of cases is not cost efficient to do that. 
Shannon: Additional inter-jurisdiction discussion with CDC. Contribute documenting all the differences we are seeing to contribute to future development.
Meredith: Is the MMG authoring tool going to be housed on the surveillance data platform?
Ruth: No, not to my knowledge. The data elements from the pilot test ready guide and finalized guides are being integrated into the tool. People will be able to query them and see them. So if a CDC program is preparing a new case report form or even if they are preparing to develop a guide, they could use the tool to look to see what is there. Encourage programs to use something if relevant for their disease-specific guides.
Meredith: Hosting a webinar next Thursday at 3 p.m. on what it can do. If anyone on this call wants to participate, send Shaily a note in the chat box and I can get you added.
June: We are a pilot site. Excited about the new tool. One challenge has been versioning. We use that Excel spreadsheet to use our elements to start things. I wonder if for some of the concepts we are talking about (e.g., race and ethnicity) as a starting point would be to find states that are doing it similar to us and seeing how it compares across jurisdictions. I felt like a lot of the harmonization work CDC has already done, we’ve looked/piloting most of MMGs, we have done a lot of that within our own system. Some of the concepts we wanted to address would be great because we could do comparative studies. We’re trying to gather that information on how we are capturing it now and what does it mean. We’re doing that work already. 
Shannon: That suggests that what we’ve been doing thus far is working to that final standardized definition, but may need another way to get expedited feedback in some areas. 
· Major Goals:
Shannon: Consensus definitions – standardize, common language, identify current interpretations/practices, opinions on what they should mean, develop/disseminate recommendations, collaborate with CDC

Collaborative environment to move beyond dates

Member engagement and enthusiasm/momentum

Are on right track, but now it will be prioritizing. 
· Subgroup Participation:
Shannon: We’ll be looking for subgroups or folks who want to lead presentations. Going forward, may have some asks to put out there to make sure we meet everyone’s needs.
CDC collaboration
· Ruth: How is interaction working for new data elements? If group could help identify what would be useful, but would need to know which guides planning to work on.

· Meredith: A few years ago, Lesliann’s group approached us to find experts on certain areas for future guides. We lacked some ability to keep it going. That level of formal involvement didn’t get off the ground. This is a great idea that this group, since it is already functioning and formed, could fill in that gap. 

· Ruth: That sounds like a good idea. I know it is time consuming. But I think it would be good input. 
[bookmark: _GoBack]
· Shannon: We will reach out to see how this group can get on the agenda for future data elements. 
Meetings going forward
· Shannon: Going monthly to allow for more offline work and collaboration.

[bookmark: _Hlk517439545]Meet monthly on the 4th Friday from 1-2pm ET/ 12-1pm CT
· July 27
· August 24
· September 28
· October 26
· November 23 (will try to move to the 30th)
· December 28 (may cancel)

New appointment with the call-in and webinar information is forthcoming!!!

CSTE Data Standardization WG
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