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

Monthly Meeting Summary

Meeting Date and Time: Mar 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
● Gay Dolin, Namaste Informatics
● Janey Hsiao, AHRQ
● Jenna Norton, NIDDK
● Karen Bertodatti, EMI

● Kevin Abbott, NIDDK
● Savanah Mueller, EMI
● Tia Powell, AHRQ

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

Hospital
● Bill Adams, Boston Medical Center
● Carla Rodriguez-Watson, The

Reagan-Udall Foundation for the FDA
● Carole White, UT Health San Antonio
● Carolyn Clevenger, Emory
● David Dorr, OHSU-Oregon
● Diana Berrent, Survivor Corps
● Elizabeth Unger, CDC
● Emily Taylor, Solve M.E.
● Glenna Brewster, Emory
● Hector S. Izurieta, FDA

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

TEP Members
● Alecia Clary, The Reagan-Udall Foundation

for the FDA
● Alex Spyropoulous, Northwell Health
● Allan Levey, MD, Emory
● Audie Atienza, NCATS
● Barrett Bowling, Duke
● Caroline Blaum, NCQA
● Charisse Madlock-Brown, University of

Tennessee Health Science Center
● Claire Ashton-James, University of Sydney
● David Graham, FDA
● Esther Oh, Johns Hopkins
● 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
● Marjorie Kelley, Ohio State
● Pradeep Podila, CDC
● Suzanne Pincus, SurvivorCorps
● Tim Carney, CDC

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


● Henry Parkman, Temple University
● Ivonne H. Schulman, NIDDK
● Jerry Osheroff, TMIT Consulting
● Jerry Suls, Norwell Health
● Karen Rose, Ohio State University
● Katie Brandt, Massachusetts General

Hospital
● Marcel Salive, NIA
● Marlis Gonzalez-Fernandez, Johns

Hopkins University
● Rachel Garfield, Henry J. Kaiser Family

Foundation
● Safana Siddique, CDC
● Shelly Spiro, Pharmacy HIT Collaborative

● Vanessa Diaz, Medical University of South
Carolina

Agenda

● Welcome and Housekeeping (5 min) – Karen Bertodatti, EMI
● Update on Caregiver App Development (5 min) – Karen Bertodatti, EMI
● Long COVID Discussion (45 min) – Emma Jones & Gay Dolin, EMI

o Long COVID symptoms list
o Representing symptoms in the IG
o Long COVID interventions

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

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

Action Due Date Owner Status
Follow up with Diana Berrent on obtaining long COVID symptom
data elements from SurvivorCorps.

03-07-2022 Karen
Bertodatti

C

Email Karen if interested in providing caregiver perspective
feedback for the patient/caregiver app development.

03-31-2022 Caregiver
TEP
Members

IP

Share any documentation pertaining to interventions and
health concerns relating to long COVID with Karen Bertodatti
for incorporation into the data element spreadsheet.

03-31-2022 TEP
Members

IP

Discussion

Meeting Notes Feedback, Decisions, and Actions

Welcome ● Karen welcomed TEP members and reviewed the agenda.



Meeting Notes Feedback, Decisions, and Actions

● Housekeeping items were reviewed, including using the hand-raising
function to participate in verbal discussion. Members were invited to use
the chat function for feedback and to be mindful of allowing all TEP
members to speak.

Update on
Caregiver App
Development

● Karen reviewed clinician, patient, and caregiver app development progress,
a deliverable for the MCC eCare Plan project.

● When EMI inherited the project in October 2021, the inherited app
architecture and design was evaluated by EMI. In addition, RTI and OSHU
are doing pilot testing on the v1 apps and have gathered preliminary
provider and patient feedback.

● Based upon initial feedback, EMI proposed reconfiguring the patient app to
include a role for caregivers. This prototype has been built, and the team is
working on using value sets to present data, allowing for authoring patient
goals, and developing a minimal viable product features list for the caregiver
perspective.

○ Karen requested caregiver TEP members to engage in the
development of the caregiver app features, if available and
interested.

○ ACTION: TEP members should email Karen at
karen.bertodatti@emiadvisors.net to notify their interest in
contributing their caregiver perspective to app development.

● Katie Brandt is working on a patient/caregiver face sheet and has invited
another caregiver in her network to provide feedback.

Long COVID
Discussion

● Karen reviewed the care planning framework for the data element

gathering. The TEP has been working on health concerns, and we aim to

move into interventions.

Discussion
● Question 1: Are there any surveys or tools developed specifically to assess

the impact of COVID/PASC on the person with COVID/PASC and caregivers

(as opposed to using already existing tools and applying to the COVID

population)?

o Diana Berrent recommended looking into Mayo Clinic or Mount

Sinai.

o Jerry Suls recommended the ICHOM model (International

Consortium for Health Outcome Measurement).

▪ They have COVID-specific questionnaires related to

patient-centered outcome measures.

o Diana described that no general clinical guidance exists or has been

updated in over a year.

mailto:karen.bertodatti@emiadvisors.net
https://connect.ichom.org/patient-centered-outcome-measures/covid-19/


Meeting Notes Feedback, Decisions, and Actions

o Carla Rodriguez-Watson shared a list of data elements collected in

the post-Covidity project, which evaluated rates of infection in

patients with cancer and subsequent therapies for cancer.

o Aluko Hope mentioned that there may be a tool from Leeds

University.

● Question 2: In general, it should be included if something is a “child” of a

code. However, if the “child” code indicates the associated cause of the

symptom, and the cause is not related to PASC, or is part of a specific

condition, do we include it?

o Gay provided additional context to this question, detailing the

inclusion and exclusion criteria of a terminology list in the value set.

For example, cognitive impairment has a child for cognitive

impairment due to multiple sclerosis. Should this child code be

included in the value set for PASC?

o Jenna elaborated that there is a concern for being too narrow in the

value set development and it may not be useful in the setting of

MCC.

o Emily shared in the chat that there are great and helpful insights

from the Pediatric Primer for ME/CFS about pediatric diagnostics

and care.

o Aluko added that patients may feel that their symptoms of previous

conditions worsen post-COVID, and it is challenging to document as

a clinician.

o Jenna added that while the symptom may not have stemmed from

long COVID, it may affect their ability to deal with other, more direct

symptoms.

o Emily noted in the chat that the You + ME registry COVID-19

questionnaire differentiates NEW post-COVID symptoms from

existing pre-COVID symptoms.

▪ Kevin Abbott expressed concern about knowing definitively

whether the symptoms are coming from COVID as the

follow-up is still relatively short.

o Diana commented that she is familiar with patients diagnosed with

early-onset dementia and Alzheimer’s associated with COVID and

noted the progress in phenotyping.

Long COVID symptoms list
● Karen reviewed the current references from where the symptom list has

been compiled, including the Long-Hauler Symptoms spreadsheet, GI

https://pink.pharmaintelligence.informa.com/PS143790/US-FDA-Project-Post-COVIDity-Will-Track-Infection-Impact-On-Cancer-Patients-Using-Real-World-Data
https://www.leedsth.nhs.uk/assets/6ca53b1a6b/COVID-19-Screening-Questionnaire-Poster.pdf
https://www.frontiersin.org/articles/10.3389/fped.2017.00121/full
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symptoms and assessment, RECOVER, Solve M.E., and SurvivorCorps

website.

o ACTION: Karen requested the data elements previously mentioned

by Diana to be sent to the EMI team for incorporation into the data

element list.

● Emma reviewed the current spreadsheet and most recent updates with EMI

research and feedback from TEP.

o Aluko added immunologic changes including low-level

autoantibodies, low-level ANA, and hypercoagulability.

o Diana added dysfunction in t-cell production.

o Emily added immune cell metabolism and metabolic changes in

immune cells and natural killer cell function.

● Emma and Gay requested feedback on the detail level for rashes but noted

that this can depend on patient reporting.

o Diana described COVID bumps and stated that pictures can be found

on the SurvivorCorps website.

o Gay shared a link for the current discussion around rashes and

COVID.

o Aluko recommended the inclusion of chilblains and reactivation of

Zoster.

o Jenna shared a resource on COVID toes.

o Emily commented that honeycomb rashes can be common in Long

COVID patients experiencing MCAS along with a link.

● Emily requested to add "unrefreshing sleep" to sleep disturbances as this

terminology is more helpful for patients to describe the nature of their sleep

disruption.

● Diana recommended evaluation and prioritization of symptoms based on

grief and suffering caused.

● Emma provided clarification on the included assessment scales. Some of

these do require licensing for access and are proprietary.

o Aluko added COMPASS31.

o Aluko described a challenge with the post-traumatic stress surveys

in that they are very localized to a specific event, but the COVID

patients have a prolonged experience.

o Emma reviewed an assessment scale from CDC with lab testing, and

this will be added to the spreadsheet resources.

● Gay commented that Emma and herself are working on integrating the 50

most common symptoms documented by Boston’s Children’s Hospital.

https://www.medrxiv.org/content/10.1101/2021.08.08.21261763v1
https://www.frontiersin.org/articles/10.3389/fimmu.2019.00796/full
https://www.nih.gov/news-events/nih-research-matters/immune-cell-metabolism-altered-me-cfs
https://www.medrxiv.org/content/10.1101/2021.08.08.21261763v1
https://newsnetwork.mayoclinic.org/discussion/covid-19-rash-in-kids-and-adults/
https://www.aad.org/public/diseases/coronavirus/covid-toes#:~:text=Along%20with%20the%20swelling%20and,of%20pus%20under%20their%20skin
https://www.healthline.com/health/systemic-mastocytosis-what-to-know
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o Diana wanted to ensure that neuropathic pain, parkinsonian

tremors, loss of teeth, and tinnitus were included.

● There is an added category for comorbidities.

o This list will include, at least, the ones identified by the CDC.

o Aluko Hope added obesity and fragility as a construct.

o Diana described long COVID affecting younger patients, but Aluko

noted that it may take longer to present with older patients which is

why they may have fewer reported instances of long COVID.

▪ Jenna commented as survivability improves, these trends

may change.

o Henry Parkman added functional GI disorders.

▪ Diana mentioned that this is due to autonomic functioning.

● Emily elaborated on this with the inclusion of POTS,

NCLS, EDS, hypermobility disorders, MECFS, and

MCAS.

● Aluko noted that these can be pre- and post-COVID,

but symptoms are exacerbated.

o Jenna explained that the data element category headings are more

of a suggestion rather than a technical category so TEP members

should consider them as prompts to identify data elements.

o Aluko added malnutrition, PTSD, and depression/anxiety.

Long COVID interventions
● The next step is PASC interventions, including medications, therapies,

testing, etc.

● Emily shared blood tests the NIH has been investigating for ME/CFS:

● Hector added vaccination as a treatment.

o Diana described current research at Yale to understand symptom

relief.

● Aluko inquired about clarification on the education category.

o Emma encouraged any response and if therapy and education

overlap to put the data element where they feel is most

appropriate; these category headings should be considered more

as prompts than being indicative of any downstream technical

decisions.

o Aluko recommended renaming to Education/Self-Management.

o Jenna added that education might be a holdover from the MCC

realm and may not be entirely appropriate.

https://www.nih.gov/news-events/nih-research-matters/blood-test-may-detect-myalgic-encephalomyelitis/chronic-fatigue-syndrome#:~:text=There%20are%20currently%20no%20diagnostic,of%20cells%20in%20real%20time
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o Emily recommended including patient self-empowerment and

would like to add symptom recording/tracking and symptom

journaling to this section.

● Rachel Garfield recommended considering interventions that would be a

policy change as a section, such as time off from work for recovery and

payment.

o Jenna recommended framing this as interventions will be centered

around an individual person but include social interventions as a

section.

o These interventions could include referral to SSA or food security

services.

o Emily added that in the ME/CFS space, we use "time of feet on the

floor" as a measurement of activity/disability capacity.

o Aluko added disability compensation.

o Ivonne added exercise as an intervention, although this has some

controversial results.

▪ Diana commented that there is some evidence for exercise

intolerance.

Next Steps ● TEP homework: Share any documentation TEP members currently have
pertaining to interventions and 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 their current format (spreadsheet,
website links, word document).

● The next meeting is on April 5, 2022.

mailto:karenbertodatti@emiadvisors.net
https://docs.google.com/spreadsheets/d/1jv_N4N-tvOMbYHfJmwjSWpeyqYPXnzCvksMdSOYZHk4/edit?usp=sharing
https://docs.google.com/spreadsheets/d/1jv_N4N-tvOMbYHfJmwjSWpeyqYPXnzCvksMdSOYZHk4/edit?usp=sharing

