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

Meeting Date and Time: August 2, 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
● Demri Toop Henderson, EMI Advisors
● Karen Bertodatti, EMI Advisors
● Arlene Bierman, AHRQ
● Jenna Norton, NIDDK
● Stephanie Leppry, AHRQ
● Janey Hsiao, AHRQ

TEP members
● Alecia Clary, The Reagan-Udall

Foundation for the FDA
● Anuj Dalal, Brigham and Women’s

Hospital
● Carole White, UT Health San Antonio
● Catherine Des Roches, Harvard

University
● Danielle Peereboom, Johns Hopkins

Bloomberg School of Public Health
● Diana Berrent, Survivor Corps
● Elizabeth Unger, CDC
● Emily Taylor, Solve M.E.
● Glenna Brewster Glasgow, Emory
● Ivonne Schulman, NIDDK
● Jerry Suls, Northwell Health
● Katie Brandt, Massachusetts General

Hospital
● Marlis Gonzalez Fernandez, Johns

Hopkins University
● Patricia Dykes, Harvard University
● Pradeep Podila, CDC
● Safana Siddique, CDC

MCC e-Care Team
● Evelyn Gallego, EMI Advisors
● Gay Dolin, Namaste Informatics
● Himali Saitwal, EMI Advisors
● Neha Shah, AHRQ
● Savanah Mueller, EMI Advisors
● Dave Carlson, Clinical Cloud Solutions
● Kevin Abbott, NIDDK
● Tia Powell, AHRQ

TEP Members
● Alex Spyropoulous, Northwell Health
● Allan Levey, Emory
● Aluko Hope, OHSU
● Andrea Lerner, NIH/NIAID
● Audie Atienza, NCATS
● Barrett Bowling, Duke
● Ben Abramoff, Penn Medicine
● 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
● David Graham, FDA
● Esther Oh, Johns Hopkins University
● Hector S. Izurieta, FDA
● Henry Parkman, Temple University

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


● Shelly Spiro, Pharmacy HIT
Collaborative

● Jeff Sparks, Brigham and Women’s
Hospital

● Jennifer Wolff, Johns Hopkins
University

● Jerry Osheroff, TMIT Consulting
● Kailah Davis, CDC
● Karen Rose, Ohio State University
● Kevin Bozic, UT Austin
● Laura Plantinga, Emory
● Loretta Christensen, IHS
● Marcel Salive, NIA
● Rachel Garfield, University of Vermont

Medicine
● Vanessa Diaz, Medical University of

South Carolina

Agenda
● Welcome
● Long COVID Data Elements

○ Brief recap of the data element identification process
○ Vote results and thematic comments
○ Value set builds

● Discussion: Caregiver Considerations in Care Planning and Coordination
● Next Steps

Action Register Status Key: P = planned, IP = in progress, C = completed
Action Due Date Owner Status
Send additional feedback on caregiver
considerations brainstorm.

6SEP22 TEP members IP

Discussion

Meeting Notes Feedback, Decisions, and Actions

Welcome ● Karen welcomed everyone to the meeting.

Long COVID
Data Elements

● Karen recapped the journey to date for identifying and defining the
long COVID data elements for the purpose of standardizing data
exchange.

○ An iterative process was used with the TEP to prioritize,
provide clinical definitions, and determine standards needed
for long COVID.

○ Data elements were discussed in relation to the care
planning components for standards development: person and
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plan, health concerns, goals, interventions, outcomes, and
care coordination.

○ The data elements were captured in a long COVID analysis
spreadsheet and the spreadsheet was presented to the TEP
for a vote.

● A motion was made in the June TEP meeting to approve the Long
COVID Data Elements in the spreadsheet. The vote was conducted
electronically from June 7-21, 2022.

● The vote received 33 out of 40 possible votes (83% response rate)
and the motion to approve the Long COVID Data Elements was
successfully passed. Here were the results of the vote:

○ 29 yes/yes with comment
○ 0 objectives
○ 4 abstains

● A gap analysis was conducted on whether there were any areas of
expertise missing based on the TEP members who did not vote.
There were no major underrepresented expertise areas.

● The MCC eCare team addressed all the comments received with the
“Yes with comment” votes. The primary areas of feedback included
missing data elements and hierarchy recommendations and refining
clinical definitions.

● The MCC project team has built the long COVID-associated value
sets in the Value Set Authority Center (VSAC). Value sets are used
to support EHR querying and interoperable exchange of data for
care planning purposes.

● Karen noted that even though the vote is complete and the value
sets have been built, the ultimate source of truth for these value sets
is the MCC FHIR Implementation Guide which will not be ballotted
for STU until September 2023. Any additional feedback on these
long COVID data elements and codes may be included until the
MCC FHIR IG is published as an STU.

○ Shelly asked if the Patient Care Work Group is the steward of
the new Long COVID value sets.

○ Karen said yes.
● Karen thanked all the TEP members for their engagement and

commitment to this work.
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Discussion:
Caregiver
Considerations
in Care
Planning and
Coordination

● Karen said the MCC eCare team is looking to hone in on the
caregiver considerations in care planning and coordination for the
purposes of standardizing data exchange for this purpose.

○ The project team facilitated a brainstorm with the TEP to
capture these caregiver considerations. The brainstorm
session notes can be found here.

Brainstorm discussion
● Emily Taylor said in the chat “caringinfo.org is a great resource for

caregivers - this is a great example of some of the major issues that
caregivers need to navigate.”

● Carole said it’s important for caregivers to be recognized as a critical
part of the team for the expertise they bring; caregivers can
sometimes be overlooked by providers.

● Glenna mentioned when it comes to non-clinical caregivers, it should
include people who are hired to give care and caregivers may not
necessarily include only family members. This happens a lot for
Alzheimer’s and dementia where a primary caregiver pays
somebody to come and sit with their loved one if the caregiver needs
to leave the home.

● Shelly asked whether it’s possible to create a value set of caregiver
preferences. A use case could be for a telehealth visit. Examples of
preferences include whether they prefer telehealth or in-person or if
the caregiver or loved one needs hearing accommodations.

● In the chat, Katie said “Something that has been coming up in
support group lately is that early stage, caregivers of loved ones with
mild dementia are having trouble accessing the patient portal or
information about scheduling appointments, test results, etc. in the
early stages, patients may still be managing their own care, but
really need support to schedule, share information and advocate for
referrals and consultation.”

● Emily flagged the importance of recognizing that caregiving
relationships are fluid and change and reflect the health and
wellbeing of the patient. When the patient’s condition gets worse, the
caregiving becomes more intensive.

○ She also brought up the challenge and importance of medical
record keeping. This could be an area of additional support
provided to caregivers, and patients too.

https://docs.google.com/document/d/1OJ7RS4yPPVf672TqDh6GFBIcXkxImlQqviYgcN50qN4/edit
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○ Marlis added in the chat, “Caregivers often don’t feel
acknowledged and nay feel uncomfortable voicing this as it
may be perceived as a complaint about performing the care.”

● Carole added that caregivers don’t always get the information they
need about their loved one’s condition and as a result have a hard
time planning for the future because they don’t know what the
trajectory of the illness looks like.

○ In the chat Carole said, “Adding to what Glenna has said
about non-family caregivers, there is the issue of even
knowing how to access resources. Family caregivers need
information about reliable resources and how to access
them.”

● Katie said early stage caregivers have a transition where their loved
one is managing their own care and then they need more and more
assistance. The loved one may not be able to answer the phone or
perform other functions they previously were able to do. This
becomes a challenge when the provider’s office tries to call the
patient’s phone for appointments and the caregiver doesn’t have the
login for their loved one’s medical record to see that anyone was
trying to contact the patient. It’s important to think about how the
care partner can be included from an early stage to make sure
something doesn’t get missed.

● Jerry added in the chat, “Caregivers often want to know how to
prioritize co-occurring conditions especially in the context of
long-Covid. Often how to negotiate with different specialists
becomes a problem.”

○ Arlene replied in the chat, “@Jerry and clinicians need
information and discussion about patient's priorities and
goals in able to develop a care plan in partnership that
addresses comorbidities.”

● Karen asked if there were questions relevant to research and
caregiving.

○ Pradeep asked in the chat, “How are we accounting for
care-giver variation by the hospital/facility size? Region?”

○ Emily wrote in the chat, “Patient and caregiver role in
research is critical. Beyond just token representation,
Caregivers and patients should have opportunities to be
involved at every stage of the research process.”
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● Jenna requested input on how caregivers feel about having the
ability to share their health information as a patient with their loved
one’s providers as it may be relevant for their ability to care for their
loved one.

○ Ivonne asked why the provider of the patient would want the
caregiver’s medical records? Is it to confirm a condition?

■ Karen clarified that sometimes the caregiver may not
think to share conditions they have that are relevant,
but may be important for the provider to know.

○ Safana asked “Which elements will we look for on the impact
on health, stress and relationships of a caregiver?”

■ Karen replied to Safana in the chat and said for now,
we are using the PROMIS-10 and Caregiver Strain
Index as well as the PHQ-9.

○ TEP members raised that consent may be a challenge.
○ Catherine mentioned there is at least one pilot project that is

looking at linking the care partners records to the patients
records.

○ Carole said it would be great to have this connection
between records because caregivers rarely get asked about
their health.

○ Anuj said a lot of patient portals have the ability to share
records (initiated by the patient). That could be a work
around for the consent issues since the patient (caregiver) is
sharing the records themselves.

○ Cait added in the chat, “Agree that portals give patients the
ability to share their record and to designate someone else
as a proxy. BUT, they are often clunky, difficult to use, and
very hard to share if the patient and care partner are not in
the same health system. Lots of work to do on portals before
this could become a widespread way to get around consent
issues.”

○ It is also important to share the relevant data from the
caregiver’s records so it doesn’t add burden and noise for the
provider taking care of their loved one.

● Ivonne mentioned the use cases Karen explained are all valuable
and true. As a physician, she appreciated when the caregiver
explained issues going on with the patient. As a caregiver, she
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appreciated a caregiver’s explanation of what was going on with the
patient.

○ She said it may be tricky asking about the caregivers health
since appointments are so short and adding in the caregivers
health records would be two appointments in one. It may not
be realistic in clinical practice.

○ It may be beneficial to have a caregiver fill out a
questionnaire on their own health as they sit in the waiting
room with questions related to how equipped they are to be
caretaking.

○ Karen asked about whether there are existing questionnaires
we could use for this purpose.The following questionnaires
were shared:

■ Caregiver Strain Questionnaire (CGSQ):
https://elcentro.sonhs.miami.edu/research/measures-l
ibrary/cgsq/index.html#:~:text=A%20Caregiver%20Str
ain%20Questionnaire%20%28CGSQ%29%20The%2
0Caregiver%20Strain,%3D%20Not%20at%20all%2C
%204%20%3D%20very%20much%29

■ Caregiver Self-Assessment Questionnaire:
https://www.apa.org/pi/about/publications/caregivers/p
ractice-settings/assessment/tools/self-assessment

■ Caregiver Self Assessment Questionnaire:
https://www.healthinaging.org/tools-and-tips/caregiver
-self-assessment-questionnaire

○ Emily said she had one practitioner that always asked her if
she had everything she needed to give her mother adequate
care and good care. She thought that question was a simple,
low-lift way to capture this important information. It also made
her feel seen and heard while still focusing on her mother
during the appointment.

○ In the chat, Marlis added a counterpoint: “Talking with the
caregiver before seeing the patient May be helpful depending
on the circumstances… trust may be threatened if they feel
excluded from conversations between
caregivers/physicians/clinicians.”

● Jerry responded to some earlier caregiver use cases with regards to
some basic logistical questions like whether the caregiver has

https://elcentro.sonhs.miami.edu/research/measures-library/cgsq/index.html#:~:text=A%20Caregiver%20Strain%20Questionnaire%20%28CGSQ%29%20The%20Caregiver%20Strain,%3D%20Not%20at%20all%2C%204%20%3D%20very%20much%29
https://elcentro.sonhs.miami.edu/research/measures-library/cgsq/index.html#:~:text=A%20Caregiver%20Strain%20Questionnaire%20%28CGSQ%29%20The%20Caregiver%20Strain,%3D%20Not%20at%20all%2C%204%20%3D%20very%20much%29
https://elcentro.sonhs.miami.edu/research/measures-library/cgsq/index.html#:~:text=A%20Caregiver%20Strain%20Questionnaire%20%28CGSQ%29%20The%20Caregiver%20Strain,%3D%20Not%20at%20all%2C%204%20%3D%20very%20much%29
https://elcentro.sonhs.miami.edu/research/measures-library/cgsq/index.html#:~:text=A%20Caregiver%20Strain%20Questionnaire%20%28CGSQ%29%20The%20Caregiver%20Strain,%3D%20Not%20at%20all%2C%204%20%3D%20very%20much%29
https://elcentro.sonhs.miami.edu/research/measures-library/cgsq/index.html#:~:text=A%20Caregiver%20Strain%20Questionnaire%20%28CGSQ%29%20The%20Caregiver%20Strain,%3D%20Not%20at%20all%2C%204%20%3D%20very%20much%29
https://www.apa.org/pi/about/publications/caregivers/practice-settings/assessment/tools/self-assessment
https://www.apa.org/pi/about/publications/caregivers/practice-settings/assessment/tools/self-assessment
https://www.healthinaging.org/tools-and-tips/caregiver-self-assessment-questionnaire
https://www.healthinaging.org/tools-and-tips/caregiver-self-assessment-questionnaire
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childcare or transportation. These questions may be good for the
physician to ask up front and may not take that much time.

Next Steps ● The next TEP meeting will be September 6 at 2:00pm ET.
● If any additional thoughts come up after the meeting, please contact

Karen Bertodatti at karen.bertodatti@emiadvisors.net.


