
   

 

 

 

 

 

MCC e-Care Plan Project | PASC & Caregiver Technical Expert Panel (TEP) 

Monthly Meeting Summary 
 

Meeting Date and Time: Dec 7, 2021, 2:00 pm - 3:00 pm ET 

Meeting Location: Virtual 

 

The PASC & Caregiver TEP convenes on a monthly basis to inform the work of the MCC e-Care Plan 

Project which is led by NIDDK and AHRQ. More information about the PASC & Caregiver TEP can be 

found on the Confluence page here. 

 

Attendance 

Present Absent 

MCC e-Care Team 
● Arlene Bierman, AHRQ 
● Djibril Camara, AHRQ 
● Evelyn Gallego, EMI 
● Gay Dolin, Namaste Informatics 
● Janey Hsiao, AHRQ 
● Jenna Norton, NIDDK 
● Karen Bertodatti, EMI 
● Kevin Abbott, NIDDK 
● Neha Shah, AHRQ 
● Savanah Mueller, EMI 
● Tia Powell, AHRQ 

 
TEP members 

● Alecia Clary, The Reagan-Udall 
Foundation for the FDA 

● Aluko Hope, OHSU 
● Andrea Lerner, NIH/NIAID 
● Anuj Dalal, Brigham and Women’s 

Hospital 
● Audie Atienza, NCATS 
● Barrett Bowling, Duke 
● C. Grace Whiting, National Alliance for 

Caregiving 
● Carole White, UT Health San Antonio 
● Carolyn Clevenger, Emory 
● David Graham, FDA 
● Emily Taylor, Solve M.E  
● Henry Parkman, Temple University 

MCC e-Care Team 
● Dave Carlson, Clinical Cloud Solutions 
● Emma Jones, EMI 
● Katiya Shell, EMI 

 
TEP Members 

● Alex Spyropoulous, Northwell Health 
● Allan Levey, MD, Emory 
● Bill Adams, Boston Medical Center 
● Carla Rodriguez-Watson, The Reagan-

Udall Foundation for the FDA 
● Caroline Blaum, NCQA 
● Charisse Madlock-Brown, University of 

Tennessee Health Science Center 
● Claire Ashton-James, University of Sydney 
● David Dorr, OHSU-Oregon 
● Diana Berrent, Survivor Corps 
● Esther Oh, Johns Hopkins 
● Glenna Brewster, Emory 
● Hector S. Izurieta, FDA 
● Ivonne H. Schulman, NIDDK 
● Jeff Sparks, Brigham and Women’s 
● Jennifer Wolff, Johns Hopkins University 
● Kevin Bozic, UT Austin 
● Laura Plantinga, Emory 
● Loretta Christensen, IHS 
● Marcel Salive, NIA 
● Marjorie Kelley, Ohio State 

https://ecareplan.ahrq.gov/collaborate/pages/viewpage.action?pageId=52330499


   

 

 

 

 

 

Present Absent 

● Ian Plumb, CDC 
● Jerry Osheroff, TMIT Consulting 
● Jerry Suls, Norwell Health 
● Kailah Davis, CDC 
● Karen Rose, Ohio State University 
● Katie Brandt, Massachusetts General 

Hospital 
● Rachel Garfield, Henry J. Kaiser Family 

Foundation 
● Shelly Spiro, Pharmacy HIT Collaborative 

(PHIT) 

● Marlis Gonzalez-Fernandez, Johns Hopkins 
University 

● Pradeep Podila, CDC 
● Suzanne Pincus, SurvivorCorps 
● Tim Carney, CDC 
● Vanessa Diaz, Medical University of South 

Carolina 

 

Agenda 

● Welcome (5 min) – Evelyn Gallego, EMI 
● Co-chair Vote (10 min) – Karen Bertodatti, EMI 

o Recap co-chair responsibilities 
o Nominee introductions 
o Initiate vote 

● Presentation and Discussion (40 min) 
o Approach to Data Element Identification – Gay Dolin, Namaste Informatics 
o Review of COVID-19 value sets – Djibril Camara, AHRQ 

● Next Steps (5 min) – Karen Bertodatti, EMI 
 

Action Register 

       Status Key: P = planned, IP = in progress, C = completed 

Action Due Date Owner Status 

Email karen.bertodatti@emiadvisors.net any questions or input 
on Covid-19 data element concept identification 

01/03/2022 TEP 
Members 

IP 

 
 
Discussion 

Meeting Notes Feedback, Decisions, and Actions 

Welcome 
 

● Evelyn provided an introduction and reviewed the agenda. 
● Karen noted that live transcription is available for this meeting. 

Co-Chair Vote 
 
 
 
 

● Karen reviewed the responsibilities of the co-chairs which was detailed in 
the charter 

○ 2 co-chairs, one representing the COVID/PASC perspective and 
other for the Caregiver perspective. 

mailto:karen.bertodatti@emiadvisors.net


   

 

 

 

 

 

Meeting Notes Feedback, Decisions, and Actions 

Co-Chair Vote 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

○ Co-chairs will collaborate with the MCC eCare Project team to 
formulate approaches to monthly TEP meetings. 

● Jerry Suls (COVID/PASC Co-chair nominee) introduced himself and provided 
a brief background.  

○ Health psychologist with prior collaborations with public health and 
internal medicine. 

○ Senior scientist at the Cancer Institute, securing funding for 
multimorbidity at NIH. 

○ Now works at the Feinstein Institutes for Medical Research in the 
Institute of Health System Science. 

■ Interested in studying multi-morbidities and is working on a 
study in reducing symptoms for individuals in recovery of 
cancer and COVID. 

■ Review the N=1 design for tailored treatment and 
approaches. 

● Katie Brandt (Caregiver Co-chair nominee) introduced herself and provided 
a brief background including: 

○ Served as co-chair for National Alzheimer’s Project, NAPA advisory 
council, 

○ Director of Caregiver Support Services for the Frontotemporal 
Disorders Unit, 

○ Lived experience of being a caregiver for her husband, who passed 
in 2012, and her father with Alzheimer’s, and 

○ Interested in considering what can be done for caregivers, today, 
particularly regarding education, health equity, and loneliness. 

● Katie and Jerry were moved to a Zoom breakout room so the TEP members 
could discuss and vote. 

● A TEP member requested to make a remark on the candidates, and this was 
granted. 

○ A TEP member raised concern for Jerry Suls in the COVID/PASC co-
chair specifying that he has no direct experience with patients with 
long COVID, he would be approaching biomedical conditions from a 
psychological background and approach, and he may have too 
heavy of a focus on depression and anxiety.  

● Karen and Evelyn reviewed Robert's Rules of Order.  
○ Eligibility for voting: TEP member present on the call.  
○ We cannot move forward with the vote unless a TEP member 

makes a motion to hold the vote and another TEP member seconds 
the motion; If any part of the process doesn’t move through, we will 
need to restart with new nominees. 

○ The nominees are running unopposed. Two votes will take place, 
one for each co-chair role. 



   

 

 

 

 

 

Meeting Notes Feedback, Decisions, and Actions 

Co-Chair Vote 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

○ No quorum is required for the TEP. 
● Discussion 

○ A TEP member inquired about expectations of the co-chairs and if 
the co-chairs are aware of all of their responsibilities.  

■ These were reviewed, which are detailed in the TEP charter, 
and reassurance was provided that the co-chairs are aware 
of these expectations. 

● A motion to vote on the two co-chair roles was made by Henry Parkman 
and seconded by Emily Taylor. 

● Karen invited TEP members to raise further questions and comments for 
discussion. 

○ A TEP member asked if the nominees have articulated what they 
could offer and what they will accomplish in the co-chair role. 

■ Nominees are both aware of the roles and responsibilities 
required of the co-chairs as outlined in the TEP charter. 

■ There is no additional authority or top-down decision-
making power given to the co-chair roles. 

■ These are volunteer positions. 
○ A TEP member inquired if the results of the vote and the roles will 

be posted publicly as this may influence the concern for who is 
representing the COVID/PASC side of the TEP. 

■ They will be posted on the TEP Confluence site, which is 
private to this group. 

○ A TEP member offered a counterpoint saying that Jerry’s 
background in multimorbidity research will be helpful for the 
PASC/COVID co-chair role because of overlaps with COVID 

● Karen facilitated the voting process. 
○ Motion carried to vote for Jerry Suls as the COVID/PASC Co-Chair: 

■ 17 TEP members present at the time of the vote (excludes 
both nominees). 

● 2 abstained 
● 1 opposed 
● 14 in favor 

■ The motion carried for Jerry Suls to be co-chair with 14 
ayes. 

○ Motion carried to vote for Katie Brandt as the Caregiver Co-Chair: 
■ 17 TEP members present at the time of the vote (excludes 

both nominees). 
● 2 abstain 
● 0 opposed 
● 15 in favor 



   

 

 

 

 

 

Meeting Notes Feedback, Decisions, and Actions 

Co-Chair Vote ■ The motion carried for Katie Brandt to be co-chair with 15 
ayes 

● Katie and Jerry are brought back into the main Zoom room and Karen 
congratulated them for being voted in as this TEP’s co-chairs. 

Presentation & 
Discussion: 
COVID-19 Value 
Sets 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

● Karen noted that the COVID-19 value set discussion will continue at the 
January 2022 TEP meeting. 

● Approach to Data Element Identification – Gay Dolin  
○ Value sets are codes and a set of terms defining clinical concepts, 

used to support EHR querying and interoperable health 
information exchange. 

○ Value sets will be built in VSAC. 
○ TEP’s role 

■ The TEP will provide clinical and caregiver expertise to 
determine, textually define, and prioritize data element 
concepts. 

■ This will then be standardized by the EMI team in 
conjunction with the TEP. 

○ In VSAC, must have an author and steward. 
■ Author is the MCC Care Planning team. 
■ Steward is the HL7 Patient Care Work Group as they are 

the sponsors for the implementation guide. 
○ Syntax vs. semantics. 

■ Syntax is always the same and is dictated by order and 
structure. 

● Think of the stop light example. 
■ Semantics are words or concepts. 

● Different words can mean the same thing. 
■ Matching the words (value sets) with the order (place it 

belongs in the standards), things have meaning  
○ Not everything needs a value set (e.g., time/date, certain 

demographics) and this need will be determined. 
○ Process 

■ Determine if a concept needs a value set. 
■ Evaluating existing value sets.  
■ Clinical focus, scope, inclusion, exclusion. 

○ Value Set Metadata Definitions 
■ Clinical focus - A free text statement describing the 

general focus of the value set including a description of 
the intended constituent concepts. This can include 
information about clinical relevancy or a statement about 
the general focus of the value set. 

https://vsac.nlm.nih.gov/


   

 

 

 

 

 

Meeting Notes Feedback, Decisions, and Actions 

Presentation & 
Discussion: 
COVID-19 Value 
Sets 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

■ Data Element Scope - A free text statement describing the 
intent of the value set - keeping in mind reusability. 

■ Inclusion Criteria - A free text statement that describes 
what specific concept or code criteria are included and 
why. 

■ Exclusion Criteria - A free text statement that describes 
what specific concept or code criteria would normally be 
included, but are specifically excluded by the value set 
author, including their rationale for exclusions. 

● Landscape of Existing COVID-19 Value Sets - Djibril Camara 
○ Importance 

■ The goal is to identify and curate existing data sets to 
support the exchange of care plan data across settings. 

■ Issue: there is no universal standard, but we do not want 
to reinvent the wheel, so we aim to assess existing sets 
rather than creating new ones. 

○ Method 
■ Scope focuses on COVID-19 value sets including risk 

factors, sequelae, diagnosis, exposure, infection, lab tests 
and interventions. 

■ The value set presented today is curated from the NLM 
Value Set Authority Center and was screened for 
duplicates and categorized. 

■ Categories include  
● COVID-19 risk status, exposure, diagnosis, 

infection, lab test 
● Intervention 
● Person characteristics 
● Risk/sequelae condition 
● Symptom/Sign 

○ Findings 
■ Categories are made of value sets. 
■ Many value sets were redundant and are divided into 

concepts.  
○ TEP Feedback 

■ Djibril requested feedback from the TEP on data element 
inclusion and exclusion based on the concepts. 

■ Recommendations for included concepts: 
● Diagnosis, suspected, SARS CoV2 Exposure, PASC 

diagnoses/problems. 
● Feedback from TEP on COVID-19 Data Element Concepts 

○ Suggestions mentioned in the chat: 



   

 

 

 

 

 

Meeting Notes Feedback, Decisions, and Actions 

Presentation & 
Discussion: 
COVID-19 Value 
Sets 

■ Patient-reported outcomes integrated into these 
concepts. 

● This is in the e-Care plan 
■ Identifying diagnosis codes for the different variants. 
■ Symptom exacerbation. 
■ PASC Diagnoses/Problems highlights 2 dimensions related 

to these codes that need to be separated - one is to 
encode observations, and another has to do with encode 
interpretations of those observations. 

■ Definitions of PASC require lab confirmed covid DX. 
○ There needs to be a distinction between what is attributable to 

infection vs. occurring after infection. 
■ Jenna responded that this has been considered and when 

referring to PASC diagnoses/symptoms, this indicates that 
the clinician has already given the diagnosis of PASC. 

■ It would not be extrapolated out that based on symptoms, 
this must be due to COVID. 

○ Arlene added that the purpose of the Care Plan is to develop 
infrastructure for patient centered outcomes research to improve 
care coordination and to get information all in one place and to do 
further research. 

■ Jenna elaborated that data will be captured individually 
for PASC associated symptoms so that they would be 
tracked, but they would not be labeled as PASC. 

■ The codes here specifically mention PASC or long COVID 
that draw that conclusion already. 

■ Another value set will be included for symptoms that are 
associated with long COVID, to be discussed in a future 
meeting. 

○ Jenna provided an example for SARS CoV 2 Exposure that have 
gone into the value set:  

■ 840546002 Exposure to Severe acute respiratory 
syndrome coronavirus 2 (event)           SNOMEDCT          
2021-0 2.16.840.1.113883.6.96 

■ Z20.828            Contact with and (suspected) exposure to 
other viral communicable diseases 

○ Arlene noted that the interest is not exclusively PASC as the care 
plan began with MCC, so the diagnosis, suspected, and exposure is 
relevant in clinical practice for comprehensive patient centered 
care. 



   

 

 

 

 

 

Meeting Notes Feedback, Decisions, and Actions 

Next Steps ● Karen confirmed this discussion will be continued on January 4, 2022 and 
dismissed the TEP. 

● Additional TEP questions and input may be emailed to 
karen.bertodatti@emiadvisors.net between TEP meetings. 

 

mailto:karen.bertodatti@emiadvisors.net

