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

Monthly Meeting Summary

Meeting Date and Time: Jan 4, 2022, 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
● Emma Jones, EMI
● Evelyn Gallego, EMI
● Gay Dolin, Namaste Informatics
● Janey Hsiao, AHRQ
● Jenna Norton, NIDDK
● Karen Bertodatti, EMI
● Katiya Shell, EMI
● Kevin Abbott, NIDDK
● Savanah Mueller, EMI

TEP members
● Aluko Hope, OHSU
● Audie Atienza, NCATS
● Barrett Bowling, Duke
● Carla Rodriguez-Watson, The

Reagan-Udall Foundation for the FDA
● David Dorr, OHSU-Oregon
● Diana Berrent, Survivor Corps
● Emily Taylor, Solve M.E
● Hector S. Izurieta, FDA
● Ian Plumb, CDC
● Ivonne H. Schulman, NIDDK
● Jerry Osheroff, TMIT Consulting
● Jerry Suls, Norwell Health
● Katie Brandt, Massachusetts General

Hospital

MCC e-Care Team
● Dave Carlson, Clinical Cloud Solutions
● Neha Shah, AHRQ
● Tia Powell, AHRQ

TEP Members
● Alecia Clary, The Reagan-Udall Foundation

for the FDA
● Allan Levey, MD, Emory
● Andrea Lerner, NIH/NIAID
● Anuj Dalal, Brigham and Women’s

Hospital
● Bill Adams, Boston Medical Center
● C. Grace Whiting, National Alliance for

Caregiving
● Carole White, UT Health San Antonio
● Caroline Blaum, NCQA
● Carolyn Clevenger, Emory
● Charisse Madlock-Brown, University of

Tennessee Health Science Center
● Claire Ashton-James, University of Sydney
● David Graham, FDA
● Esther Oh, Johns Hopkins
● Glenna Brewster, Emory
● Henry Parkman, Temple University
● Jeff Sparks, Brigham and Women’s
● Jennifer Wolff, Johns Hopkins University
● Kailah Davis, CDC
● Karen Rose, Ohio State University

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


● Loretta Christensen, IHS
● Marcel Salive, NIA
● Pradeep Podila, CDC
● Rachel Garfield, Henry J. Kaiser Family

Foundation
● Shelly Spiro, Pharmacy HIT Collaborative

(PHIT)

● Kevin Bozic, UT Austin
● Laura Plantinga, Emory
● Marjorie Kelley, Ohio State
● Marlis Gonzalez-Fernandez, Johns Hopkins

University
● Alex Spyropoulous, Northwell Health
● Suzanne Pincus, SurvivorCorps
● Tim Carney, CDC
● Vanessa Diaz, Medical University of South

Carolina

Agenda

● Welcome (5 min) – Karen Bertodatti, EMI
● Working Discussion: Long COVID Data Element Identification (50 min) – Gay Dolin and Emma

Jones, EMI
o Review of data element identification principles and approach
o Working discussion to identify long COVID data elements

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

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

Action Due Date Owner Status
Review the brainstorming session document and contribute
further feedback, thoughts, and references.

02/01/2022 All TEP
members

IP

Discussion

Meeting Notes Feedback, Decisions, and Actions

Welcome ● Karen reviewed the agenda.

Working
Discussion: Long
COVID Data
Element
Identification

Review
● The TEP was provided a review of the FHIR standards and use of value sets

and the approach to their identification.
○ The exchange standards and vocabulary, including the difference

between syntax (order and structure) and semantics (words or
concepts), were reviewed.

● The goal of this TEP is to leverage clinical expertise, with the focus of this
meeting on PASC.

○ The project will align with the implementation guides wherever
possible in order to limit the number of profiles, but some attributes
or elements will be more defined than US Core.

https://docs.google.com/document/d/1oq37SuQrKhKPFohB-DzLuaCDBzFYq0uMuHUY3vPQGo0/edit?usp=sharing


● Gay encouraged the TEP to reference and review the COVID-19 FHIR Profile
Library Implementation Guide a current implementation guide under ballot,
a COVID-19 profile library with value sets and specific profiles to represent
acute COVID.

● Gay invited the TEP to brainstorm to develop a broad and detailed list of
long covid data elements.

Discussion
● Detailed discussion and chat comments were captured in real-time in the

brainstorming document.
● Recommendations on including a time component were discussed by the

general TEP.
● Shelly Spiro recommended including previous medications and treatments

as a data element.
● Emily Taylor recommended including social determinant factors that may

preclude someone from getting a positive test.
● David Dorr recommended including reported patient outcomes.
● Broad discussion ensued on including an element detailing asymptomatic

patients with delayed, long-term effects, and participation/availability to
COVID Care Centers.

● Loretta Christensen recommended including mental health, specifically grief
and human suffering, rather than only physical symptoms.

○ Diana Berrent recommended a multi-organ system approach
including neurological, vascular, ocular.

● Aluko Hope suggested including prior hospitalization.
● Ian Plumb recommended clarifying new, persistent, and worsening

symptoms as there is potentially a significant overlap of symptoms with
MCC.

● TEP members commented on the approach to data element identification
and recommended starting with a predefined list of known identified
symptoms and building on.

○ ACTION: Gay Dolin and Emma Jones will review the brainstorming
session document and compare it to existing standardized lists.

○ Arlene Bierman clarified that this project's scope is to develop an
eCare plan and coordinate care across specialists. The eCare Plan is
being built on data that includes co-existing illnesses.

● Emily Taylor recommended including an expected progression of long COVID
symptoms and inquired about a more precisely defined “fatigue” element

● The effect of long COVID on daily function, including loss of work, increased
symptoms, loss of health care benefits, and economic impact was
recommended after general discussion by the TEP.

● A general discussion took place on requiring prior testing or exposure, but
consensus on collecting the information when available.

http://hl7.org/fhir/us/covid19library/2022Jan/index.html
http://hl7.org/fhir/us/covid19library/2022Jan/index.html
https://ecareplan.ahrq.gov/collaborate/download/attachments/52330499/TEP%20Long%20COVID%20Concepts%20Brainstorm%20%28Jan%204%2C%202022%29.docx?version=1&modificationDate=1641479451817&api=v2


● Jenna Norton commented that the TEP is not defining criteria to meet the
long COVID diagnosis, only to identify the pieces of information needed. Our
job is to know the piece of information that is needed

○ Arlene added that this project is currently focusing on managing
long COVID in the context of multi-morbidities only in adults now.

● Djibril Camara recommended including pregnancy and prenatal conditions.
Conclusion

● Gay mentioned that this is the last week for commenting on balloting for
HL7 voting members.

● Emma and Gay will review, organize, and condense the information to
present at the next meeting.

Next Steps ● Karen welcomed any additional feedback to the brainstorming document
after the meeting by posting it in the document or emailing
karen.bertodatti@emiadvisors.net.

○ The window for this round of comments and feedback on the
brainstorming document will be closed before the next meeting.

● The next meeting is on Feb 1, 2022.

https://docs.google.com/document/d/1oq37SuQrKhKPFohB-DzLuaCDBzFYq0uMuHUY3vPQGo0/edit?usp=sharing
mailto:karen.bertodatti@emiadvisors.net

