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	Meeting Title:
	CSTE Data Standardization Workgroup Meeting 5-11-18

	Purpose:
	Discuss Date of Illness Onset and Diagnosis Date

	Date:
	5-11-18

	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

	1:05
	· Date of Illness Onset
· Feedback on proposed definitions
· Voting

	1:20
	       Diagnosis Date continued discussion 

	1:52
	· Workgroup survey 
· Goal – Feedback on processes

	1:55
	       Wrap-up
o   Workgroup action items

	1:58
	       Next call: 1:00-2:00 ET/12:00-1:00 CT – 05/25/2018


Notes:
Roll call
Sandy R.
Date of Illness Onset
· Shannon: Have received a lot of feedback; WG members have read through the proposal and provided great feedback; currently reviewing all of the feedback and we are working to address all comments

Please send any updated feedback – however is easiest for you. After next call, will aim to close out next data element.
Diagnosis Date continued discussion
· [bookmark: _GoBack]Molly: We started during the last call. Will recap and then focus and clarify. Talked last week and received some comments back on how this works in different areas. NYC said this is a key variable and they populate all the time and use to count cases. Heard from some others that this is a data element that is nice to have, but won’t populate if empty or may use only as a contributing variable into other algorithms. 

For sources of information, we wanted to know if clinical or lab sources are used. This was flagged as perhaps not as clear a question, as we ended up discussing more than one question at one time. 
Focusing on just the sources first – appears most are considering clinical and lab to be acceptable sources. What do you consider acceptable and which are preferred? Seems to also vary based on disease program. 
· Laura from Arizona: We probably wouldn’t use patient self-report. Would most typically used the report from the provider to public health with the condition name, since this is what we most often get.
· EJ from NYC: Would not take patient self-report. If they said that they had previously had it and we were able to confirm, we would use as a new diagnosis.
· Tracy Miller: It would depend on if the patient was our only source of information. If we had a case reported, and patient was only one who remembered the date, it would depend. Can’t imagine a situation where a health care provider or chart review would not reveal date of diagnosis. Patient would be last resort, or at least something we could start from at that point. Is a data element on its own in our system? We try to get it when it comes in. If can’t find diagnosis date, maybe look at a hierarchy of dates. It will depend on the actual disease and how much you need to know the diagnosis date. 
· Molly: Sometimes diagnosis date has implications. 
· June Bancroft: Don’t really use in general communicable diseases world. In STDs, we use the specimen date as the diagnosis date. Otherwise, we don’t really use this date field. 
· Annie in NYC: Use provider diagnosis if earlier than the first-lab provided. Have some conditions don’t have lab diagnosis. Is important for communicable diseases. Have several where we need the provider diagnosis date. Other diseases for which it might be there, and provider can see they have signs and make a diagnosis. For enteric, don’t interview providers really – rely on lab date.
· Emily: Does anyone use a hierarchy for these questions on acceptable sources? 
· Laura: We don’t use a hierarchy.
· Emily: That is what it is sounding like. Mix of what is available and useful. 
Laboratory information
· Molly: Is there a lot of variation in where you get lab data from?
· Marijoyce CA: Most come from ELRs. We have our system set up to receive them from local and commercial labs. All the labs come in through our surveillance system. 
· Molly: Is anyone getting lab information from another source?
· NYC: Other health departments. We may not receive actual lab report. Might be another referral of a case. Could be a secondary source. 
· June: Electronic health records (e.g., Planned Parenthood). Not from an individual provider. 
· NYC: Regional health organization (i.e., HIE) – patient lookup of aggregated health data. 
· NYC: Web-based reporting system
When does diagnosis occur?
· Molly: Are people basing their diagnosis date more on when the condition was first in a diagnosable state versus a diagnosis date that is based on a positive lab report or when that lab was reported to the state health department? Is it important to differentiate and take into account that the date may touch upon events that happen along a spectrum? 
· NYC: Would be could to try to come to consensus as to what date we are aiming at. Are we trying to know when it was first suspected, or when diagnosis was first known. For lab-diagnosed diseases, known part is different than for non-lab-diagnosed diseases. So you actually have two different classifications of disease. We do always get specimen collection date. 
· Molly: Because we often always have the date it was reported to us, in absence of result date, we can use this. Result date does really represent diagnosis date being known and made. 
· Desiree: Varies from pathogen to pathogen. Considering it could be when first suspected and when it was made. So I work in flu. Sometimes there isn’t a lab test, but just ILI. The point is you can look at it multiple ways depending on what you are talking about. 
· Laura: It affects then what dates are valid or applicable to put in there.
· Molly: If we decide that may be suspected or confirmed diagnosis, one thing. 
· Sandy CDC: We recognize that the response to that variable is going to be diverse depending on program and jurisdiction. May be a lab diagnosis. May be confirmed. May be probable. We’re not used to or have an expectation on the specificity that we are discussing. Looking forward to information to help interpret that date. A lot of the syndromes noted earlier will rely more on clinician diagnosis – won’t have a lab test associated with them. 
· Emily: In this case, when you are using this, Sandy, is it more useful to have it populated with what is available or standardized?
· Sandy CDC: I think standardization is always helpful to understand what is intended. The application of that – certain pathogens will be confirmed by lab tests and other notes – so being specific in this element, the complication is if we are talking about a clinical diagnosis versus lab diagnosis. Specificity would be helpful. With the HL7 message guides, population of “something else” should go in right spot. This is assuming based on the infrastructure we are moving into. The idea is that the other information that you might have put in this spot will be somewhere else. Programmatically and scientifically, not drawing conclusions on non-specific information (and that is in regard to immunization program). 
· Annie NYC: Might be helpful for this to list which dates would be in contention to be relevant. (Molly turned to a list with this) Date test reported by lab to the ordering entity might be another. If you include all these dates in your system and try to collect them, which we don’t all do, diagnosis date – we could come up with by disease, we think this is the best date to use. The variable is vague when you talk about it. Having the dates in the system is a good start. Then, you can calculate based on hierarchy. That would require changing a lot of systems though. 
· Molly: Specimen collection date, result date and date reported to public health have seemed top three dates used for diagnosis. 
· Annie NYC: We have observation (resulted) and report date (reported back). 
· Laura: We don’t often get the date the result goes back to provider or date it was ordered.
· Desieree: Good thing about a hierarchy is being able to have fallback dates. 
· Molly: Seems specimen collected, date resulted and reported to public health are the three that are top contenders for the hierarchy. 
· June: We get most of these dates, but specimen collection is favored over the other two. Usually have it. We can find that date somehow. And then we get the test result date, but I don’t think we use that except timing how long it takes from specimen to result. Create date is usually the report to public health date. General CD world, use onset date for counting purposes. 
· NYC: Try to use earliest date for communicable in NYC.
· Marijoyce: Agreeing where specimen collection date is one of the bigger date element more commonly used. Do collect a lot of the other dates if available. It depends on the programs on how they decide based on a hierarchy on what date to use. For STD, specimen collection. For immunization, most part specimen collection. Depends on different diseases. Specimen collection widely used date. 
· NYC: In TB, they use count date. Based on either a positive culture or if provider makes a clinical decision to treat as a TB case. Different by disease. Maybe part of the issue here is that it is a terminology thing. Really consider when a case became a case. Either have to think about having a count date for all diseases and define that apart of diagnosis date – maybe that is what we are aiming at. Is there a date we can use when we consider a disease a case. 
· June: We did calculate another date – date of record. That is when we consider it a case. 
· NYC: Does differ by disease and purpose of data element. Sometimes, we will look at something we consider diagnosis date, which could be a lot before a positive confirmation – depends on the disease. 
· Emily: Heart of it is there a use for this date beyond counting and how do we tease that out and make that difference clear.
· Laura: I think we’re using it differently, not just by disease but by jurisdiction. 
· Ruth (CDC): CDC represents many programs. Hard to get information sometimes from jurisdictions on how they are going to use this information. Might be good if, through this process, this group advises on how they think this should be used at the national level. Even if not being used for data aggregate purposes. 
· Molly: Makes sense or at the very least clarify that this is what is here. 
· Ruth: These conversations have been eye-opening and interesting to listen in on the differences across jurisdictions in terms of how they collect this information and various meanings of these data elements. 
· Molly: Event date will be important, being an aggregated variable used for analysis and potentially counting. Outside of diagnosis date, could have another variable that could be when a case could be counted. TB has that with their count date and perhaps just coming to consensus on diagnosis date won’t get as far as we would like on defining when a disease even occurs.
· Annie NYC: To me, the most important thing we can do is try to figure out which date for MMWR Week and which for our count date/record date. How do we define that date so, at least when classify dates in time, we are using the same date. Then, this diagnosis date becomes a little less important to us at least. Would have a date we agreed to on classifying diseases by a date in time.
· Sandy: I support that strongly. Would be very helpful for us in the CDC programs to understand that specificity on which jurisdictions are using what for MMWR Week for purposes of counting cases. It might be doing the math of the different of one date or another based on pathogen or condition, makes sense as long as defined and all jurisdictions counting in same way. 
· Laura: Agreed.
Molly: Going with assumption that we will have one more call, we will pull together feedback from diagnosis date. Based on past conversations and this one, a lot of support in thinking about these data elements that have more to them and used for case classification and counting. Will fall around CSTE and may be a good time to step back and decide how to move forward. 
Callers agreed. 
Roadmap survey 
Molly: Are planning on sending out roadmap survey. Want feedback on tools using, effectiveness of calls, structure of calls, consensus process. What topics we want to follow and how do we optimize this going forward. You will see this coming. Please send back feedback – the more the better. Will guide us moving forward. 
Actions
1. [bookmark: _Hlk513028726]Date of Illness Onset: You are welcome to still provide your feedback on the proposed definition. 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 
2. 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). 
3. [bookmark: _Hlk513810845]Roadmap survey: Please watch your email for our roadmap survey. Your input is key in developing our approach and strategy going forward. 
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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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