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February 7, 2020

Members Present:
Jenna Norton
Arlene Bierman
Saadia Miran
Janey Hsiao
Dave Carlson
Neda Laiteerapong
David Dorr
Evelyn Gallego
Nancy Kusmaul


1. Action Items from 2/7 call
a. ALL MEMBERS: Please review the ‘Header’ and ‘Health Concerns’ tabs on the DESS (attached) and consider the following questions
i. Are there any elements you would like to see incorporated?
ii. Are there any elements that are redundant?
iii. Review comorbid conditions/ complications that are included for each disease and suggest any that are common that we might be missing?
iv. Other Comments
2. Review Reorganized Data Element Set
a. To encourage feedback from TEP members, NIDDK team reorganized the data element spreadsheet and the main goal of this call is to review the spreadsheet
b. Header Tab 
i. Includes sections for person details, emergency contact details, care plan details, shared decision making/person engagement, signatures, healthcare team members, financial information, and other information
ii. The group discussed that “header” is reflective of a document based standard, which is not consistent with the FHIR approach. The header tab terminology is left over from the origins of the CKD work which initially planned to use C-CDA. The header tab is used to house identifying information for the person, care team, care plan, etc and other background information.  
1. Specifically, in FHIR, the details about the person are not part of the FHIR care plan but would be referred to by the care plan as the subject
2. The care plan may also point out to other information, e.g., prior authorization for interventions
iii. This tab has identifier information both for the patient and for the providers 
1. The group discussed the author information; the author’s role might not be the same across organizations
2. Included an element as a placeholder for FHIR care team roles, which are currently being explored through HL7
3. A “maintainer” role: the person who authored the care plan might not be the person who maintains the care plan
4. Shared decision-making elements were pulled from the eLTSS data set and may need to be modified for this use case
iv. Jenna asked for feedback on whether the bucketing is helpful /logical
1. The group discussed that grouping depends on which interoperability standards the care plan is mapped using. This application will use FHIR standards, but we are just focusing on identifying data elements during this phase. Identifying and mapping to standards will be the next step.
a. The consensus was that it was fine to keep the grouping as is
v. The group discussed including living situation (e.g., living alone) as a data element 
1. In the ELTSS data set, required living environment to be documented- as free text; we may want to include a single element to indicate living situation more specifically
2. This information is also alluded to in the ‘Social Concerns’ tab under social network
c. Health Concerns
i. Participation and Priorities
1. An author participation elements gets at whether a given author was involved inspecific information in the care plan
2. Patient/ Provider Priorities: these would be an attribute for each condition to indicate which health concerns are highest priority for both patients and providers 
ii. CKD
1. The group suggested that many of the elements noted for CKD may be applicable across all health concerns: for example: diagnosis date, onset date, etiology, stage, family history, progression risk, etc. 
2. Some items in the spreadsheet, such as history of RRT & mean blood pressure are “derived elements” that will be calculated and are not data elements. They may be helpful to include to ensure important information is presented, but they should be flagged as derived elements to avoid confusion. 
3. Discussion of including stage 1 and 2 of CKD
a. The group discussed the importance of including stages 1 & 2 CKD in the CKD element definition especially when considering the link to diabetes and CVD
iii. Diabetes
1. The group reviewed comorbid conditions and complications
a. The following suggestions were made:
i. Parse hypoglycemia as mild/moderate/severe – definitions may vary, recommended to look to ADA
ii. Risk of hypoglycemia may also be an important element. Calculators exist to identify people at high risk. 
iii. Hyperglycemia would be most important to track when people go over 300, which would likely be captured as DKA. Therefore, hyperglycemia may not be critical since DKA is included. 
iv. Parsing out neuropathy, the subtypes are clinically important
v. Adding gastroparesis (which may be considered a neuropathy)
vi. Adding amputation (including location and extent)
vii. Suggested reviewing a hierarchical taxonomy such as SNOMED to see if any diabetes complications are missing
Additional suggestions in terms of any elements that we are missing and/or  level of detail we aren’t capturing are welcome
iv. CVD
1. The groups discussed whether have stage pulled out as an attribute may become complication when multiple staging/classing systems exist – e.g., NYHA Heart Failure functional class vs AHA Heart failure stage
a. PCPs on the call reported using NYHA but felt cardiologists may use AHA. It may be best to include both. 
2. Reduced or preserved ejection fraction are important HF subtypes and should be included. 
3. Additional suggestions in terms of any elements that we are missing and/or  level of detail we aren’t capturing are welcome
