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

Meeting Date and Time: September 6, 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
● Dave Carlson, Clinical Cloud

Solutions
● Neha Shah, AHRQ
● Janey Hsiao, AHRQ
● Arlene Bierman, AHRQ
● Kevin Abbott, NIDDK
● Himali Saitwal, EMI Advisors
● Ed Lomotan, AHRQ
● Evelyn Gallego, EMI Advisors

TEP members
● Jerry Suls, Northwell Health
● Karen Rose, Ohio State University
● Audie Atienza, NCATS
● Shelly Spiro, Pharmacy HIT

Collaborative
● Pradeep Podila, CDC
● Glenna Brewster Glasgow, Emory
● Ben Abramoff, Penn Medicine
● Emily Taylor, Solve M.E.
● Marcel Salive, NIA
● Katie Brandt, Massachusetts General

Hospital
● Catherine Des Roches, Harvard

University
● Anuj Dalal, Brigham and Women’s

Hospital
● Elizabeth Unger, CDC

MCC e-Care Team
● Jenna Norton, NIDDK
● Gay Dolin, Namaste Informatics
● Savanah Mueller, EMI Advisors

TEP Members
● Alecia Clary, The Reagan-Udall

Foundation for the FDA
● Carole White, UT Health San Antonio
● Danielle Peereboom, Johns Hopkins

Bloomberg School of Public Health
● Diana Berrent, Survivor Corps
● Ivonne Schulman, NIDDK
● Patricia Dykes, Harvard University
● Safana Siddique, CDC
● Alex Spyropoulous, Northwell Health
● Allan Levey, Emory
● Aluko Hope, OHSU
● Andrea Lerner, NIH/NIAID
● Barrett Bowling, Duke
● 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

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


● Marlis Gonzalez Fernandez, Johns
Hopkins University

● Henry Parkman, Temple University
● Jeff Sparks, Brigham and Women’s

Hospital
● Jennifer Wolff, Johns Hopkins

University
● Jerry Osheroff, TMIT Consulting
● Kailah Davis, CDC
● Kevin Bozic, UT Austin
● Laura Plantinga, Emory
● Loretta Christensen, IHS
● Rachel Garfield, University of Vermont

Medicine

Agenda
● Welcome (5 min) - Karen Bertodatti
● Caregiver Considerations Next Steps (10 min) - Karen
● TEP Meeting Schedule (5 min) - Karen
● E-Care App Demo and Discussion (35 min) - Dave Carlson
● Next Steps (5 min) - Karen

Discussion

Meeting Notes Feedback, Decisions, and Actions

Welcome ● Karen welcomed TEP members and reviewed the agenda.

Caregiver
Considerations
Next Steps

● Karen recapped the results from the August TEP brainstorming
session.

○ The full August meeting notes can be found here.
● The brainstorm can be summarized into the following six themes:

○ Caregiver expertise needs to be recognized as a critical part
of the care team.

○ It may be useful and important to capture and communicate
caregiver preferences i.e., telehealth vs in-person
appointments.

○ The relationship between the caregiver and the patient in
terms of level of care is dynamic and can vary based on the
patient’s health.

○ Research involving caregivers may include considering
regional differences and research should include appropriate
caregiver and patient representation.

https://cmext.ahrq.gov/confluence/pages/viewpage.action?pageId=109248868


Meeting Notes Feedback, Decisions, and Actions

○ It may be helpful to share information from the caregiver’s
personal health record with the patient’s provider if it may
affect the caregiver’s ability to give care.

○ Caregivers face various logistics problems in caregiving
including transportation to appointments and medical record
keeping.

● Based on the feedback from the August TEP, the project’s SMEs
are exploring the creation of three FHIR profiles to address some of
the caregiver considerations:

○ Patient or Caregiver Perceptions about Condition status,
○ Caregiver Consideration Observation, and
○ MCC Care Team with a focus on Patient and/or Caregiver as

participants.
● Currently, there is a profile for clinicians to provide an impression on

a patient’s condition. From the feedback session, the team has
decided it may be possible to adapt this resource so caregivers can
make a comment on their perception of a patient’s condition.

● A Caregiver Consideration Observation profile would enable the
exchange of information on the caregiver’s health that impacts their
caregiving ability.

● Adjustments to the Care Team profile are also needed to designate
roles for the patient and/or caregiver participants.

● It is important to note a lot of patients do not have a PCP, which
leaves a big gap in their care plan and in the app.

TEP Meeting
Schedule

● The TEP is moving away from meeting on a monthly basis.
○ In December 2022, there will be an email update sent to the

TEP members on the Implementation Guide For Comment
ballot in January 2023 at HL7.

○ In 2023, the TEP will meet in February, June, and October.
● New meeting invites will be sent out for 2023.

E-Care App
Demo and
Discussion

● As a refresher, the MCC eCare Project has 3 main deliverables:
○ Data elements, value sets, and FHIR mappings to enable

standardized transfer of data across health and research
settings for kidney disease, diabetes, cardiovascular
disease, chronic pain, and long-term COVID.

○ HL7® Fast Health Interoperability Resource (FHIR®)
Implementation Guide based on defined use cases and
standardized MCC data elements, balloted for trial use.



Meeting Notes Feedback, Decisions, and Actions

○ Pilot tested patient-, clinician-, and caregiver-facing e-care
plan applications that integrate with the EHR to pull, share,
and display key patient data.

● Dave demoed the “My Care Planner” Patient/Caregiver app. It is a
web based application designed to support comprehensive shared
care planning.

● The Tasks tab on the My Care Planner app includes assessments.
A provider can add general and patient-specific assessments to the
patient’s tasks.

○ From the TEP’s recommendation, PROMIS-29 has been
added to the Tasks tab.

○ When a patient completes an assessment questionnaire,
they have the option to review their answers before
submitting.

○ From the answers, providers can order additional
questionnaires, make referrals, etc.

○ PRAPARE can also be administered to patients through the
app. All the answers are recorded in LOINC standard terms.

● The Care Plan tab includes Goals, Concerns, Medications, and
Activities. The Care Plan tab gets information from the EHR
(MyChart, AllScripts, etc.) and displays it on the app.

○ Goals are able to be edited by both providers and
patients/caregivers. The Goals tab can also include notes
from both parties.

● The Health Status tab includes tests, vitals, and immunizations.
● Marlis asked, “will the physicians/other providers be able to pull

these data into their EMR?”
○ Dave said there have been conversations with providers and

there is a concern about adding data into the EMR.
Patient-entered data would potentially need to be audited
before being entered. The MCC eCare Project Team is
working towards a secured shared representation outside
any individual provider. Currently, the team is looking at a
cloud based repository with FHIR standards.

● Jerry asked, “Caregiver and patient have access to this, Say
caregiver adds a goal for the patient. Does the patient see that
when they use their phone?”

○ Dave said yes. There is currently a challenge around privacy
and who the patient authorizes access to what information.

● Emily asked, “Is the app available in multiple languages?”
○ Dave said not at the moment, but it is something the team

may work towards in the future.
● Catherine asked, “Can the app include a functionality that allows

users to message their health care providers?"
○ Dave said our app does not currently include this feature.



Meeting Notes Feedback, Decisions, and Actions

● Emily asked, “is there a zoom function for people with visual
challenges?”

○ Dave said since it is a web based application, this would
depend on what is available in the browser that is being
used. This is functionality we can test.

Next Steps ● The next TEP meeting will be February 7, 2023 at 2:00pm ET.
● If you have any questions, please feel free to email Karen at

karen.bertodatti@emiadvisors.net.

mailto:karen.bertodatti@emiadvisors.net

