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	Meeting Title:
	CSTE Data Standardization Workgroup Meeting 4-27-18

	Purpose:
	Discuss Date of Illness Onset and Diagnosis Date

	Date:
	4-27-18

	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
· Questions 1-2: Review the discussion from 4/13
· Questions 3-4

	1:30
	       Introduce Diagnosis Date discussion 

	1:55
	       Wrap-up
o   Workgroup action items

	1:58
	       Next call: 1:00-2:00 ET/12:00-1:00 CT – 05/11/2018


Notes:
Date of Illness Onset – Led by Shannon
· What if we do not have any information? Proposal has been to leave the date element NULL. Use a substitution or calculation during the analysis rather than data collection. 
· June in Oregon: New field with NULL may need to be created.
· Umed: What if there are lab dates, but not a symptom? 
· June in Oregon: There is a field for whether symptomatic or not. 
· NYC for STD: Have symptomatic variables. 
· Arizona: Blank onset date could be asymptomatic or didn’t collect it.
· NYC: Check box for onset date unknown. 
· Umed: Leaving null fine. Add if asymptomatic. 
· Result: Would leave null, but may need something within system to describe what that means. For our proposal, leave null, but should group specify how to identify that within the system?
· What sources of information do we use? Proposal is patient/proxy interview as one and then provider interview/chart review. Leave NULL if asymptomatic and exclude lab information. 
· NYC: Depends on the case because we sometimes have issues with patient recall, but, in general, refer to patient. 
· What if provider/chart has an earlier date? Do we defer to the patient, if reliable? Do we defer to the earliest date, even though we prioritized the patient/proxy interview above? Proposal would be to defer to patient if deemed reliable.
· June (Oregon): Defer to patient. 
· What signs or symptoms do we count as the start of illness? How do we outline this for people as guidance on paper? 
· June: We capture multiple onsets for symptoms. If want a single onset for a disease, go with earliest for that disease or condition.
· Shannon: Sounds like you are suggesting any date – perhaps not defining date. 
· June: Would seem reasonable. 
· Annie: Agree. Any of them is a better way to go than using a defined one. Reliability of a defined one is iffy. For most diseases they collect, don’t collect multiple dates for different symptoms. Hard for people to remember. So, unless critical for the condition.
· Laura: Category 3 (defining sign or symptom) not the first symptom often. 
· Shannon: What we are hearing is that categories 2 or 3 can be lumped together? Or moving to where we don’t need categories? 
· June: In general, for Hep C, we use any sign or symptom associated with illness itself. Reason we capture multiple symptoms is for disease management. We like to have those dates. 
· Sandy (CDC): Case specific – rash or fever – whichever ones are indicative for case definition. Event date is specifically completed. Get extended or EPI data for cases, we prefer to use the date as closely tied to the case definition.
· June: CDC is then getting an algorithm date. So will get earliest date or calculated on lab specimen date.
· Molly: Should GenV2 reflect overall symptoms? 
· Sandy: Probably will say, in general, this group has said that preferably GenV2 should reflect X, Y, Z, so that is how it will be interpreted. Will be helpful for partners doing training for those learning how to interpret the best way possible. 
· Shannon: Will revise to go to earliest sign or symptom.
· Shannon: Would like to hear how challenging at symptom level to break out. Next step is to share a draft proposal for input. Can track changes and email or upload in Smartsheet. We will review, revise, present and vote. 
Diagnosis Date – Led by Molly 
· Molly: In Gen V2.0, it is the earliest date of diagnosis (clinical or laboratory) of condition being reported to public health system. This is where we are starting.
· What does this data element look like in the surveillance system? 
· Have heard some people share not an important date in their systems, left blank; some have said required element in their system
· Annie: I thought we did talk about it, but maybe in context of event date. Diagnosis date is a calculated field for us. We have diagnosis date as key date. Use this over event date. Annie verifying this. 
· Reporting date for everything from some. 
· NYC: For TB, use case count date for most of stuff (positive culture; positive lab test; date started treatment) 
· Arizona: Have field. Not as important to us. Feeds into event date, but generally don’t use field on its own as much. Not required. Collection of provider diagnosis as well as auto-populated by something from the laboratory. Collection of a couple different things. 
· Molly: Seemed to hear that those that had discrete data element, generally not from a single source, but reflecting clinical or laboratory information. 
· Grace: For STD events, do have sep date of diagnosis discrete variable – provider or health care dept. Generally clinical, but can also be lab, as well. For General Comm., don’t have discrete variable. It is listed as an option that can be selected. Some have the date reflecting diagnosis, while others have it reflecting something else. Grace is going to investigate why it was set up that way. So if know more than one date, don’t have a way to enter them both as separate dates. Date in STD model, not sure how used in investigation. 
· EJ: We don’t have onset often. So we use diagnosis for everything.
· Grace: When don’t have onset, lab specimen collection date becomes primary date used for investigation as opposed to diagnosis. 
· June: For TB, diagnosis, onset and report all required. 
· What source of information do you use? Clinical and lab, or only one? 
· NY: Basically, if we get clinical, excellent, but we almost always get lab, so we take the earliest options that we have in our hands.
· Molly: Once source not prioritized then? All comes down to timing.
· NY: Yes
· Have a few diseases that are not lab-diagnosed, and use provider – echoed by folks on phone.
· Laura: Don’t know would use report from health care provider to public health with the condition name. Not normally be filled out for us in this field.
· Janet: We sometimes use the report itself if the provider doesn’t also list on the report the date of the patient’s visit in their office. We don’t usually know when interview occurs. We use the visit date and assume there was an interview that happened at that time. 
· Molly: Do you also sometimes use lab?
· Janet: If there is zero provider information, date of lab result will sometimes be used for diagnosis date. 
· Emily: Which lab date do people use? A lot use lab information, but different dates from lab information. 
· Janet: Don’t use date specimen collected because, at that time, they don’t have an official diagnosis yet. Not saying that’s right or not.
· NYC: Use date it was collected. Janet, you are right – not date diagnosis known, but first date we think patient has the condition.
· Annie: What we’re calling diagnosis date is the first date that the patient had the condition in a diagnosable way.
· Molly: This will be something that we will need to dig in. Does seem to be two different schools here. In MA, based on when provider suspected or clinically diagnosed or collected specimen to come to a diagnosis. But can see that is not technically a diagnosis. 
· Self-reported diagnosis from provider very different from self-reported diagnosis. Don’t take if patient simply says they have something and there isn’t anything supported from provider. 
· Patient self-reported diagnosis from provider: Don’t often get
· Don’t count if patient self-reported and don’t get any other information

Actions:
[bookmark: _Hlk512601544][bookmark: _GoBack]Date of Illness Onset: The proposed definition is being sent as a Word document. 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 
Please 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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