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Coalition for Care Partners

https://coalitionforcarepartners.org/
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Cur mission is to help develop and spread health information
technologies that support care partners and alleviate stress as

they work to deliver care.

Who is a care partner? Care partners co-rmanage care in many different ways. They
may arrange or schedule services, join patients in visits, or provide emaotional support.
They may participate in making important decisions about care. Care partners are
often family members, but may also be neighbors, friends, or others with a close

a4 relationship. Care partners may or may not be involved in the provision of hands-on

assistance with daily activities.

re partner, take a look at this helpful resource from OpenMotes.

If you are a patientorac

New Shared Access Toolkits

19
Patients & Care 4 — Clinicians & Health
Partners h 7 Systems
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Learn how to share access to your medica Learn how individual clinicians and staff as well

records with someone you trust. And learn how as health care systems can help to make this

patient/family advisors can advocate for option more available to patients and care

increasing shared access at their health system. partners. And learn why shared access matters

to patients and their care partners.



https://coalitionforcarepartners.org/
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e The Case for Engaging Care Partners through the Patient Portal
e An Initiative to Increase Uptake of Shared Portal Access

o« OurNotes for Care Partners

e Supporting Care Partners in Dementia Care

e Discussion



Background

“Without considering the patient in his or her family context
Inadvertently eliminates both a wider understanding of illness
and a broader range of solutions...Including family members
means the clinician has enlisted his or her most potent allies.”

--Susan McDaniel, “Family-Oriented Primary Care”



Instant Replay — A Quarterback’s View of Care Coordination
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E-mall é% & 8 0

Procedure D AYS
-

Yice visit Surgeon Hematologist

Urologist

Interventional
radiologist

_Neurologist

Oncologist Social worker

Cardiologist Pathologist

Press MJ. N Engl ) Med 2014;371:489-491.



Framework for Care Interventions

The National Academies of
SCIENCES * ENGINEERING - MEDICINE

CONSENSUS STUDY REPORT

MEETING THE CHALLENGE OF
CARING FOR PERSONS LIVING
WITH DEMENTIA AND THEIR CARE
PARTNERS AND CAREGIVERS

A WAY FORWARD

/ e.g., public awareness

Care Interventions \
for Persons Living

with Dementia Community
and their Care o
Partners and Level dementia villages

Caregivers

Societal Level | campaigns, dementia-friendly
community initiatives

PD“C"} Level | &8~ paid family leave \

policies, payment models,
transportation policy

e.g., collaborative care
models, care protocols,

Individual and

e.g., skills building,
Family Level counseling, education

NASEM Reports: Families Caring for An Aging America (2016); Reducing the Impact of Dementia in America (2021);
Meeting the Challenge of Caring for Persons Living with Dementia and Their Care Partners

and Caregivers (2021)



Proxy (“Shared”) Access to the Patient Portal

4 )
Care partners are registered to access the patient portal

. account with unique identity credentials (login/password). )

Through shared (proxy) access:
o Patients identify who to involve in their care
o Care partnerinvolvement is legitimate and transparent
o Clinicians know who is involved in secure messaging and uploading
of legal documents
o Care partners may complete self-assessments to be used in
monitoring and tailored outreach
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Engaging Family Care Partners through Shared Access
to the Electronic Health Record

36-Month Multi-Site ué‘

T UNIVERSITY OF
Demonstration UTAH HEALTH
Goal: stimulate widespread
scaling of shared portal access

among family caregivers to older
adults.
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Demonstration Evaluation

Single-arm pre-post mixed methods design

Primary endpoint: Adoption and use of shared portal access from date/time
stamped MyChart logs; 12 months pre- vs. 12 months post-demonstration launch.

Secondary endpoints: Stakeholder experiences

1. REDCap survey at 12 months fielded to patients and care partners through the
patient portal

2. Focus groups to assess perspectives of patients, care partners, clinicians, staff,
administrators - before, during, and after demonstration.



People remember
less than half of what
their doctors say.

“What did the
doctor say?”

There is a lot to manage when

it comes to your health.

Invite the person you trust most

to stay connected with your health
using MyChart Proxy.

healthcare.utah.edu/mychartproxy UE

#IRBOOOOOO #Version H?f‘LTH



Patient and Care partner-facing Materials

SET UP YOUR MYCHART PROXY

It is easy to set up your MyChart Proxy.
Do one of the following to get started:

> Online: Visit [website] to assign a
MyChart Proxy using your computer.
You can scan the QR code using your
a phone camera to open the website link.

= Phone: Call your doctor’s office at [PHONE
NUMBER], or the [HEALTH SYSTEM]
MyChart [Help Desk] at [FPHONE
NUMBER], and tell them you want to set
up a MyChart Proxy.

= In-Person: Ask about MyChart Proxy
at your next medical appointment.

MYCHART PROXY ACCESS

MyChart makes it easy to review details about
your medical visits. With MyChart Proxy you
can share important information about your
health with those you trust most.

Your MyChart Proxy will be able to:

=

View your
diagnoses, visit
notes, medicines,
vaccines, and
test results.

=
888

Help you
communicate
with your health
care team.

LI l)
L ")

Request
appointments
and prescription
refills for you.

@@@
Share portions of
your chart with

other doctors and
hospitals.

CHOOSE A MYCHART PROXY

[HEALTH SYSTEM] patients over age 18

can appoeint any adult as a MyChart Proxy.
MyChart is compliant with federal and state
laws. Your health information is private

and secure.

Pick someone you trust to help with your
healthcare. Your Proxy can be a close friend,
a family member, or someone who

lives nearby.

You can appeint more than one MyChart
Proxy. This is helpful if someone manages
your health from far away.

Who do you trust most with your healthcare?
Write their name here, and talk with them
about if.

My MyChart Proxy:

My Proxy's email address:




Key Takeaways:

* New portal registrations: stable for shared access (0.7% vs. 0.6%, NS) but
decreased for patient access (22.1% vs. 16.6%, p<0.001).

* Use of shared portal access: increased across multiple functions: logins
(5.9 vs. 6.8, p<0.001), laboratory results viewed (0.7 vs. 1.1, p<0.001), and
clinical notes viewed (0.2 vs. 0.6, p<0.001).

* Secure messaging not affected.

* Use of shared portal access functionality was greater than patient access for
selected functions (scheduling visits, viewing clinician notes).

* Higher use in geriatric-focused service delivery lines than general primary care.

* Recollection of Initiative Limited. Care Partners reported use of patient
credentials(!)

Findings Reported in: Gleason, K.T., et al; A Multisite Demonstration of Shared Access to Older Adults' Patient Portals;
JAMA Network Open; 2025 8(2).



Toolkits available.

Shared Access Toolkit; Patients & Care Partners

about shared access (also called pro

trust. And learn how patient/family a
increasing shared access at their hea

This resource is for adult patients and their care partners to learn more

access) to online i portals.
Learn how to share access to your m:

Coalition for

This resource is for health systems and clinicians to learn about shared
access (also called proxy access) to online patient portals. Learn how
individual clinicians and staff as well as health care systems can help
to make this option more available to patients and care partners. And
learn why shared access matters to patients and their care partners.
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OurNotes for Care Partners

* Collaboration between OpenNotes, JHU (Wolff), and ARCHANGELS
(Drane)
e 2 clinical sites/5 practices
* Beth Israel Lahey Health Primary Care (Eastern MA)
* Michigan Medicine
* |dentify care partners in the clinical setting and connect them with
services

* IT Component 3 '4‘4;‘,\'
° Beth Israel Lahey Health OHNS HOPKINS
I nperson compone nt Beth Israel Deaconess Medical Center J BLOOMBERG SCHOOL

of PUBLIC HEALTH
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DesRoches, C.M.,Wachenheim, D., Ameling, J. et al. Identifying, engaging, and supporting care partners in primary care settings: a portal-based
intervention. BMC Prim. Care 26,356 (2025). https://doi.org/10.1186/s12875-025-03059-7



WHAT'S YOUR INTENSITY SCORE?

Like any other job, there is intensity related to being an Archangel. Take a minute to check in on yourself
and find out your Intensity Score. You'll find out whether you are "in the red," "yellow" or "green,” and if
you'd like, get connected to trusted support.

(ARCHANGELS) Take the quiz!
Bl

YOUR INTENSITY SCORE

55

Q

LOw MODERATE HIGH

You are in the Yellow

B6% of us arein the Yallow right now

» What is going well
» Stressors
» Community resources

Sharing your score and whether you are "in the red," yellow," or "green” is an easy way to let others know
how you are doing and builds a common language for recognizing when someone could use a |ift.



Results

16,724 unique patients completed the questionnaire (RR 45.9% & 64.9%)

17%-23% of respondents reported care partner responsibilities; approximately

1,105 patients completed the Cll - most often through the questionnaire link
* 15%-25% red
* 59%-64% yellow
* 16%-21% green
* The most often cited drivers of intensity were “no time for you” and “feeling
stressed out or depressed.”

Clinicians and staff reported that ONCP was simple to implement, that they felt
more able to ask patients about care partner responsibilities because they had a
resource to offer, and that patients appreciated being asked for this information.

DesRoches, C.M.,Wachenheim, D., Ameling, J. et al. Identifying, engaging, and supporting care partners in primary care settings: a portal-based
intervention. BMC Prim. Care 26,356 (2025). https://doi.org/10.1186/s12875-025-03059-7
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Supporting Caregivers and Care Partners of Persons
with Dementia (R35AG072310)

Aim 1: To produce new knowledge of individual, contextual, and organizational
factors that affect patient portal use and evidence regarding the effects of access
and use of such technologies on dementia care quality and outcomes.

Aim 2: To understand how persons with dementia (mild through severe), caregivers,
care providers (including case managers, direct care workers, residential care staff)
perceive and use consumer health information technology. To identify novel
technology-supported interventions that hold promise to improve care and
management across the spectrum of residential and care delivery settings.



Older Adults’ Portal Use by
Dementia Diagnosis

71.2% 71.5%
65.5% 65.8%

10.4%

Patient Registered Active Portal Account Care Partner Registered

m Diagnosed Dementia  ©'No Dementia Diagnosis

Kelly Gleason et al, JAMA IM, 2023; R35AG072310



Portal Use Increases After Diagnosis
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Year before diagnosis Year after diagnosis
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e of dementia
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—Monthly portal activity metric = ——Average # messages / month ——Average # sessions / month

The portal activity metric is operationalized as: # of patient portal sessions / # of patient encounters. A patient
portal session is defined as logging in and conducting at least one other portal activity. Patient portal messages is
defined as average messages sent by active patient portal users (patient or shared access) during a given month.

Kelly Gleason et al, JAMA IM, 2023.



Diagnosed Dementia

Patient Portal Messages Authored from Accounts of Persons with

Message thread characteristic

Account type
Shared access
MOSt (63%) Patient
Sender
mesSages are Patient
authored by care Care Partner
. . o
partners, primarily Unclear
(97%) using patlent Care Partner Relationship
. Spouse
credentials. Adult child (including significant other of
child)
Other family
Unclear
Other

Note: manual analysis of 970 threads . .
RNV E NN RN e LR |dentity of sender (care partner or patient)

279 persons with dementia. evident in first message of thread

Gleason, K. T. et al., Alzheimer's & Dementia: Sender relationship in first message of
The Journal of the Alzheimer’s Association.2023.

Doi: 10.1002/alz. 13354 thread
Sender name identified in thread

Average thread length

N (%)

8;2.87%
271;97.13%

304; 31.34%
612; 63.09%
12;1.24%
40;4.12%

46; 7.52%
393; 64.22%

15;2.45%
153; 25.00%
11;1.80%
885; 91.24%

441;72.06%

490; 80.07%

3.12 messages
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* Indicates a required field.

Which of these applies to you?

| am the patient, and | am completing this form by myself | am the patient, and someone else is helping me complete this form

| am not the patient

*What is your name?

*What is your relationship to the patient?

spouse/partner adult child other relative friend/neighbor paid attendant other

e |t’s something that’s really important, just so | know where the information’s coming
from, and then, how to proceed forward with these concerns — Clinician

* Whenitis used, | don’t always know who’s writing it. If it was clear—what the
patient’s concerns were, what the caregiver’s were, and what their agenda was for
the visit before I went in—I think | could better manage my limited time - Clinician

Findings Reported in: Lum HD., et al; Embedding Authorship Identity into a Portal-Based Agenda Setting Intervention to
Support Older Adults and Care Partners; J Gen Intern Med; 2024 39(16).



Questions



	Supporting Patients �& Care Partners through Health Information Technology
	Presenters
	Slide Number 3
	Coalition for Care Partners
	Agenda 
	Background  
	Press MJ. N Engl J Med 2014;371:489-491.
	Framework for Care Interventions
	Slide Number 9
	Slide Number 10
	Agenda 
	36-Month Multi-Site Demonstration
	Demonstration Evaluation
	Slide Number 14
	Slide Number 15
	Key Takeaways:
	Toolkits available.
	Agenda 
	Slide Number 19
	OurNotes for Care Partners
	Slide Number 21
	Slide Number 22
	Results
	Agenda 
	Slide Number 25
	Slide Number 26
	Slide Number 27
	Slide Number 28
	Slide Number 29
	Questions

