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

Monthly Meeting Summary

Meeting Date and Time: Feb 1, 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
● Janey Hsiao, AHRQ
● Jenna Norton, NIDDK
● Karen Bertodatti, EMI
● Kevin Abbott, NIDDK
● Neha Shah, AHRQ
● Savanah Mueller, EMI
● Tia Powell, AHRQ

TEP members
● Anuj Dalal, Brigham and Women’s

Hospital
● Audie Atienza, NCATS
● Carla Rodriguez-Watson, The

Reagan-Udall Foundation for the FDA
● Carole White, UT Health San Antonio
● Caroline Blaum, NCQA
● David Dorr, OHSU-Oregon
● David Graham, FDA
● Diana Berrent, Survivor Corps
● Elizabeth Unger, CDC
● Henry Parkman, Temple University
● Ivonne H. Schulman, NIDDK
● Jerry Osheroff, TMIT Consulting
● Jerry Suls, Norwell Health

MCC e-Care Team
● Dave Carlson, Clinical Cloud Solutions
● Gay Dolin, Namaste Informatics

TEP Members
● Alecia Clary, The Reagan-Udall Foundation

for the FDA
● Alex Spyropoulous, Northwell Health
● Allan Levey, MD, Emory
● Aluko Hope, OHSU
● Andrea Lerner, NIH/NIAID
● Barrett Bowling, Duke
● Bill Adams, Boston Medical Center
● Carolyn Clevenger, Emory
● Charisse Madlock-Brown, University of

Tennessee Health Science Center
● Claire Ashton-James, University of Sydney
● Emily Taylor, Solve M.E
● Esther Oh, Johns Hopkins
● Glenna Brewster, Emory
● Hector S. Izurieta, FDA
● Ian Plumb, CDC
● Jeff Sparks, Brigham and Women’s
● Jennifer Wolff, Johns Hopkins University
● Kailah Davis, CDC
● Kevin Bozic, UT Austin
● Laura Plantinga, Emory
● Loretta Christensen, HIS

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


● Karen Rose, Ohio State University
● Katie Brandt, Massachusetts General

Hospital
● Marcel Salive, NIA
● Marjorie Kelley, Ohio State
● Rachel Garfield, Henry J. Kaiser Family

Foundation
● Shelly Spiro, Pharmacy HIT Collaborative
● Tim Carney, CDC

● Marlis Gonzalez-Fernandez, Johns Hopkins
University

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

Carolina

Agenda

● Welcome (5 min) – Karen Bertodatti, EMI
● Walkthrough of Data Element Gathering Spreadsheet and Review Long COVID symptoms list –

Emma Jones, Evelyn Gallego, Karen Bertodatti
● Next Steps (5 min) – Karen Bertodatti, EMI

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

Action Due Date Owner Status
Send any relevant info from the RECOVER initiative to EMI
SMEs.

02-21-2022 Audie
Atienza

P

Share the long COVID symptom data elements identified by
Survivor Corps with the EMI SME as well as any relevant info on
Mayo Clinic’s work in this area.

02-21-2022 Diana
Berrent

P

Send in data elements and associated information for Health
Concerns relating to long COVID.

02-21-2022 TEP P

Discussion

Meeting Notes Feedback, Decisions, and Actions

Welcome ● Karen reviewed the agenda and expectations for the meeting, including
general housekeeping rules for participation to ensure a comprehensive
representation of expertise on the TEP.

● The data elements requested at today’s meeting will be aggregated and
analyzed by the EMI SMEs. The findings will be discussed at the next
meeting.

Walkthrough of

Data Element

Gathering

Spreadsheet

Review
● A high-level list of long COVID symptoms were identified and assembled into

a spreadsheet based on the feedback from the last TEP.
● Evelyn reviewed the context of care planning for the identification of data

elements for long COVID (slides)

https://ecareplan.ahrq.gov/collaborate/pages/viewpage.action?pageId=52330499&preview=/52330499/66486274/MCC%20eCare%20Plan%20TEP%20Monthly%20Meeting%201FEB22.pdf


Meeting Notes Feedback, Decisions, and Actions

Walkthrough of

Data Element

Gathering

Spreadsheet

and Review

Long COVID

symptoms list

○ The HL7 Patient Care Work Group developed a Domain Analysis
Model for care planning which articulates the inputs, activities, and
outputs that includes information about the patient which moves
beyond clinical care to include labs, assessments, interventions, etc.

○ A Conceptual Framework developed by Gravity is helpful for
showing different care team members, social determinants of
health, and how data flows beyond the patient and provider into
areas of research and public health.

○ When you think of grouping the activities of a care plan, they
include Health Concerns, Goals, Interventions, and Outcomes.

■ These four components are how we are grouping data
elements identified for long COVID.

○ The Data Element is a concept that has been defined specifically.
When it is a coded concept, the definition uses a value set (a set of
coded concepts that are a subset of codes from a Code System like
LOINC, ICD-10, etc.)

○ We are looking for this TEP to help provide data elements for long
COVID grouped by the four components of care planning: Health
Concerns, Goals, Interventions, and Outcomes.

● Henry Parkman inquired about a severity scale for symptoms.
○ Emma confirmed that this can be captured at the point of data

collection. All of these are attributes that can go on a piece of data
in the FHIR construct.

● Beth Unger asked for standardized questionnaires for the symptoms to be
used. Emma confirmed.

● Karen reviewed two options for TEP members to share their data elements:
using the Data Element Gathering Spreadsheet or emailing EMI the data
elements in whatever format they currently exist.

○ Karen reviewed the three tabs of the spreadsheet for data element
gathering and conducted a brief walkthrough of the spreadsheet.

Feedback
● Emma facilitated collection of feedback from the TEP on the long COVID

symptoms list.
○ The current symptom list is a sample and is not an exhaustive list.

Emma invited the TEP to provide feedback both in real-time during
the meeting and offline.

● Henry Parkman inquired about who is providing this information.
○ Emma responded that we can capture both patient-reported

information and provider input. We are attempting to identify the
kind of information we want to know from the provider about the
patient.



Meeting Notes Feedback, Decisions, and Actions

Walkthrough of

Data Element

Gathering

Spreadsheet

and Review

Long COVID

symptoms list

● Diana Berrent offered to share a list of symptoms associated with long
COVID identified by Survivor Corps, which includes underrepresented
neurological symptoms. She will share this with the EMI SMEs to incorporate
into the current list.

● Tia Powell noted in the chat that many patients may not recognize medical
terms like dyspnea; there may be a need to translate these medical
terminologies.

● Jerry Osheroff asked if the RECOVER initiative has a mechanism to
gather/leverage what research is surfacing.

○ Dave Dorr has reached out to the data lead to obtain these data
elements, and Audie Atienza, who is on RECOVER, will follow up.

○ Diana Berrent noted her concern with the RECOVER initiative and
the way they are identifying their data elements.

● Diana suggested reaching out to the Mayo Clinic because they have made
significant progress on this. Karen said she would email Diana to get the
relevant information offline for follow-up.

● Tim Carney asked in the chat about examining the current landscape of
tracking tools, databases, and population registries to collect and report on
long COVID.

○ Emma responded that the downstream use of this data can include
public health. These data elements should be robust enough to
support these databases.

● Jenna said that we aim to have the data elements be evidence-based, but
we should be open to including suspected items as data elements for long
COVID are still relatively new.

● Shelly Spiro asked a workflow question: Are the symptoms going on the
problem list going to be connected to long COVID? How do you envision this
process working in the EHR system?

○ Jenna responded that we are not speculating on the cause of the
symptoms but recording and capturing for tracking. It is up to the
caregiver/provider to determine the relationship.

○ Beth Unger noted there is an ICD-10 code for post-COVID
conditions.

○ Shelly is concerned for provider burden in this regard and electronic
case reporting and capturing the data in terms of the value sets.

○ Emma added that the FHIR resource has the ability to capture info
like duration which is all information that can be used for research
downstream.

● In response to Tia’s earlier comment in the chat regarding medical
terminology, Emma invited the TEP to assist in providing input for terms for
the patient’s vernacular.

https://www.nih.gov/news-events/news-releases/nih-builds-large-nationwide-study-population-tens-thousands-support-research-long-term-effects-covid-19
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● Emma reviewed the process of codifying the data where the symptoms are
broken down into more specific terms. For symptoms, these are SNOMED
codes.

○ Shelly suggested including a synonym column on this spreadsheet to
capture multiple ways to refer to a symptom.

● Jerry Suls requested that the TEP add to and subtract from the existing
symptom list, in addition to commenting on the coded data elements.

● Karen asked the TEP to add data elements beyond symptoms which include
testing and observations, related social issues, and diagnosis.

● In terms of social elements to the list, Jerry Suls recommended adding
loneliness, isolation, and stigmatization.

○ Rachel Garfield was pleased to see the social issue category and
asked if there are any guardrails or parameters for what we can add
in this section.

■ Emma encouraged TEP to include things like job insecurity,
underinsurance. Jenna asked the TEP to think both
upstream and downstream. Evelyn recommended including
categories when adding social elements.

■ Diana added suicidal ideation.

Next Steps ● TEP homework: Share any documentation TEP members currently have
pertaining to health concerns relating to long COVID with
karenbertodatti@emiadvisors.net.

○ Information can be shared either by adding to the Data Element
Gathering Spreadsheet or in the current format (spreadsheet,
website links, word document).

● The next meeting is on March 1, 2022.

mailto:karenbertodatti@emiadvisors.net

