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	Meeting Title:
	CSTE Data Standardization Workgroup Meeting 5-25-18

	Purpose:
	Discuss Date of Illness Onset and Diagnosis Date

	Date:
	5-25-18

	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

	1:02-1:20
	· Diagnosis Date continued discussion 

	1:20-1:40
	· Date of Illness Onset definition

	1:40-1:50
	· CSTE plan – Key points that should be covered

	1:50-1:55
	· Workgroup survey 

	1:55-1:58
	       Wrap-up
o   Workgroup action items

	1:58
	       Next call: 1:00-2:00 ET/12:00-1:00 CT – 06/22/2018 [canceling 6/8/2018]


Notes:
Diagnosis Date
· Molly: Recap some of what we have covered as we move forward to a proposal. Diagnosis date treated various ways in systems. Sometimes important/required; sometimes rarely populated. For sources, a lot of openness on clinical versus lab sources. Will take report from provider, interview with provider or medical information based on diagnosis in chart review/code. All of these sources appeared to be acceptable. Some diseases rely on diagnosis only. Patient report has been removed from the list. 
For lab information, people get this information from myriad sources – ELR, paper and phone reports, interstate reporting, EHR, patient lookup in HIE or similar 
· Molly: When does diagnosis occur is where we left off. Seemed to be two ways to look at it – clinical diagnosis/suspicion or lab confirmation/conclusive diagnosis. Seemed to be support to interpret one way of the other, but there seemed to be some exceptions (e.g., hierarchy). Or will it need to be dependent on a factor – jurisdiction, disease program area, specific disease?  
· June (Oregon): Varies on whether use this field. May need disease group specific. Maybe what we need to do is … we have a field that has what is used for the information (e.g., provider report date). Specify source could be an option. One of the struggles with this standardization is everyone is using it differently. Do we want it to be create our own definition and make our systems harmonize more? That’s how we do it – we document where we got the information from.
· Sherri (Alabama): That sounds reasonable and depends on how that information is being used. For example, is it an indicator of was it reported to us in a reasonable manner? See presumptive and confirmed as both options. Maybe not for every disease, but they would not merge at any point because those are two different diagnosis dates. For some diseases, may not need both. 
· Molly: Some of the variability in this without taking into account differences will be difficult to standardize. 
· Laura (Arizona): My concern with presumptive versus conclusive is whether we would always have the information to know what we are getting. 
· Molly: If don’t have a lab date, often, while specimen collection date in reports, result date is not always there. Hard to piece apart if date is prior to or following results for a lab. 
· Molly: Clinical dates that are used for Diagnosis Date – date clinically diagnosed, date tests ordered, date provider reports to public health, other? 
· Sherri: Would date clinically diagnosed be date they saw the provider or date tests ordered? If we call the office and ask when diagnosed patient, may say “when they came to my office.” 
· [bookmark: _GoBack]Molly: Was thinking it was the date of the visit or the visit date provider had enough information to suspect the diagnosis. Can probably clarify that. Thinking about chicken pox, we will have providers diagnosis over phone. What about that for Diagnosis Date?
· Sherri: I don’t know if we count that as diagnosed. Probably would default to onset date.
· Molly: Does this then require a visit to the provider. 
· Laura: If provider is making diagnosis, whether in the office or not, I would count that as a diagnosis. 
· Jyotsna (NY): For TB, our providers do confirmed versus suspected. Do we need to differentiate? 
· Molly: Some will start out as suspected and then get later confirmed. Does the suspicion equal confirmed? 
· Jyotsna (NY): Do have some cases that respond to treatment without lab. So would be provider-confirmed diagnosis. Also have a case count date – clinical or lab confirmation. 
· Elizabeth: What do physicians consider is diagnosis date? I will poll some providers here.
· Molly: What lab dates are used? Date test ordered, specimen collection date, date the test resulted, date test results available to provider, date the results reported to public health. Dates missing? Anything we should include?
· June: Once again, depends on the disease. I wonder if an appendix by disease group for what the dates are used for might be helpful. We use them all a little differently. Might be a way to document and reach harmonization. We don’t use diagnosis date. We use the field, but it isn’t standardized. Don’t know if would have date test ordered or available to providers.
· Sandy: Date itself is going to be a date and the struggle is for this pathogen or program this interpretation makes more sense versus another. I like the idea that I think June had to consider a date with a marker variable almost like a date type. And that type, if it is one disease would make sense to be another. List of valid values would include all values, but we would start to see a pattern without overly constraining those options. I like the idea of having a date type.
· Sherri: You would have the diagnosis date and you may have one type of date type associated with it. 
· Sandy: Right. Then, something that is more appropriate where test resulted because we had to wait for a reason might make sense. That would harmonize the date component, but put it in the context of epi relevance. 
· Umed: Does that mean the diagnosis date may be similar to what event date is now?
· Sandy: Not this diagnosis date being event date, but the way we are treating dates. We know there needs to be understanding of how things are diagnosed. Event date is supposed to be the earliest of all dates. 
Date of Illness Onset
· Shannon: We had a lot of feedback. Would like to provide a draft as a handout at the workshop in a few weeks. Everyone is still welcome to provide feedback. Want to highlight some common concerns that have come up. 
· Shannon: In early part of guidance, we specified disease-specific guides. Proposal has been updated to be general and not reference disease-specific guides. With that point, though, is it still relevance to specify the release of MMG? 
· Laura: Makes sense to keep it as you reference it directly throughout the guidance. It gives us the frame as to where these comments are placed, but would require keeping it updated as we go.
· Shannon: Most of the disease guides have Genv2.0 guidance. Revised the proposal to reflect the difference. Will need to make note. Illness versus symptoms – running into some issues. We have chosen “reported date of onset of symptoms.” Reading through comments, people are still considering using this data element differently. 
· Shannon: For Event Date, there is the need for subs/calculations. Sometimes, system requirement and sometimes date is needed for CDC notifications. Do we need something in there to give folks guidance? My fear is that the system requirement may be based on CDC notification requirement. Right now, it will just mention might be a system requirement and that in the future, we advise to separate out the guidance.
· Annie: Can you restate the question about the guidance?
· Shannon: When we started the discussion, we found onset was being used to support event date. 
· Annie: The CDC is expecting event date. It does seem to me that it would be great if event date could be standardized.
· Shannon: I think that is where we will go in future. 
· June: Mention it somewhere. Not something we use at the state level, but has come up in conversations. Though it sounds like CDC will calculate based on disease, should somehow be referenced.
· Annie: If guidance around standardization, would be good. 
· Laura: Comment in draft would be for those using onset date now for event date and what they should do for event date?
· Shannon: Yes. 
· Shannon: Had scenarios when date is not available. Not relevant. Or not collected for individual cases. Also had some additional conversation in comments for hierarchy versus earliest date. We had identified patient/proxy as ideal source if reliable. If that isn’t available, provider/chart. We added some additional comments in there. Comes back to if you are using as approximate beginning of illness versus onset of signs/symptoms. 
CSTE plan
· Shannon: Want to outline for attendees the history, charge and mission. Walk through consensus framework and feedback tools. Scope. Lessons learned. We have seen a lot of variation – good to speak to. Information on progress. Mention event date. Then, discussion questions for larger group. 
· What is scope of group?
· Path of consensus – complete and effective?
· How granular should we be?
· What is the role with regard to the MMG?
· Laura: These are great questions. Within the workshop, should we try to get answers or hear discussion?
· Shannon: Possibly to generate discussion to bring back to our group June 22. Are we on right path? Will it be on the right level of granularity. Want any feedback you can provide.
· Gillian (MA): What we are trying to do is get additional membership involved and broaden discussions having here and additional feedback into work we are doing.
· Annie: Any thoughts people have whether and how this could be implemented in the sense of are they going to be able to adjust systems for gathering or reporting? And also at CDC, too. Path to making it real. May be a little early. I think it will take time for people to understand what we are talking about. If your goal is to try to engage more people in the process, one of the questions would be what is the way / how can we get more people engaged? 
· Shannon: There are whole disease programs we are missing on this call
· Laura: Representing how much diversity in just these couple data elements we are seeing. 
· Annie: I would say diversity appears in ways we didn’t know it could. Getting that across would be good. I would like to highlight the incredible job you have all done. Mammoth undertaking. Feel your approach has been methodical and transparent. 
· Gillian: We can do that together. I totally agree.
· Emily: I’m planning to give them a big shout-out, too. 
· Shannon: Want to make sure we represent the group. Send thoughts. 
· June: I wonder if some way to capture if you have 200 people there, all the different things that aren’t onset date that are being used for that. 
· Shannon: Survey everyone on paper or beforehand. 
· June: You might be able to do a poll of people. 
· Shaily: We can send questions ahead of time.
Workgroup survey
· Emily: Survey is happening. Will be sent out after this call. Due on June 4. Would like to incorporate into the conference. 
· Emily: June 8 call is canceled. Next call is June 22. Please continue to provide feedback by whatever way is easiest for you. 
Action items
[bookmark: _Hlk513028726]Roadmap survey: Please share your valuable feedback via our Workgroup survey by Monday, June 4.
Survey link: https://cste.co1.qualtrics.com/jfe/form/SV_06NYb7IWbsQ4I2F 
If you wish to review the survey content in advance, please see the attached Word document.
CSTE Annual Conference planning: If you have additional thoughts/questions you would like us to cover at the conference, please email them (to molly.crockett@massmail.state.ma.us; shannon.harney@tn.gov; eaugustini@jmichael-consulting.com; esprouse@jmichael-consulting.com).
Date of Illness Onset: The proposed definition is attached as a Word document. You are welcome to still provide your feedback. We are compiling the great input we have received thus far. Please input your feedback using track changes. The document can either be emailed (to molly.crockett@massmail.state.ma.us; shannon.harney@tn.gov; eaugustini@jmichael-consulting.com; esprouse@jmichael-consulting.com) or uploaded in the Smartsheet feedback tool. 
Smartsheet form: https://app.smartsheet.com/b/form/f4d5b29b9f794a6c98b0ff283a0ef48d  
[image: ]
Smartsheet feedback results (Your answers will populate this spreadsheet): https://app.smartsheet.com/b/publish?EQBCT=dd684ebb0ff0430ba11f5b4fb360a3aa 
Diagnosis Date: Please continue to input your thoughts on Diagnosis Date in the Smartsheet form:
· What does this data element look like in the surveillance system? Is it a singular data element reflecting the Generic v2.0 description? Is the data element required? How is it used?
· What source of information do you use for Diagnosis Date? Clinical and laboratory sources, or only one? 
· If clinical, what information is considered the diagnosis? (e.g., Report from the healthcare provider to public health, provider interview, chart review and diagnosis/code, patient self-reported diagnosis) 
· If laboratory, what date is considered the Diagnosis Date? (e.g., order/specimen collection/resulted dates, date the results were printed for reporting, date the results were received to public health) 
· How do you reconcile conflicting information?
· Could there be a circumstance where there is no diagnosis from a healthcare provider or laboratory?

Smartsheet form: https://app.smartsheet.com/b/form/7470a461e8fb4aeeac5b5cddebf27770
Smartsheet feedback results (Your answers will populate this spreadsheet): https://app.smartsheet.com/b/publish?EQBCT=a81bc4538608448598ec8dc28fb34da8
If you have trouble accessing Smartsheet or prefer to email your comments, please email Molly Crockett, Shannon Harney and Emily Augustini (molly.crockett@massmail.state.ma.us; shannon.harney@tn.gov; eaugustini@jmichael-consulting.com). 
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DSWG Comments: Date of lliness Onset

Generic v2.0 Message Mapping Guide Description

Date of the beginning of the illness
Reported date of the onset of symptoms of the condition being reported to the public
health system.

Feedback on the Proposal for Date of lliness Onset

Please provide any feedback, questions, or concems below in text. Altematively, you
can upload the proposal with tracked changes and comments

Download at: https://3. basecamp.com/3164497/buckets /6933668 vaults/961977482

Feedback
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