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INTRODUCTION

Millions of Americans manage their
health with the involvement of family,
friends, caregivers, and other care
partners, who are too often not well
integrated with the "formal" care
delivery system of health
professionals. Engaging with care
partners has a profound effect on
quality of care and health care
utilization, but is not well supported in
care delivery. At a most basic level,
few care partners report being asked
by clinicians and other health care

workers about their need for help managing care for their loved one; information that
is necessary and appropriate when coordinating or enacting the patient’s care plan.

Cait DesRoches, DrPH, executive director of OpenNotes and associate professor of
Medicine at Harvard Medical School, Jennifer Wolff, PhD, the Eugene and Mildred Lipitz
Professor in the Department of Health Policy and Management and the director of the
Roger C. Lipitz Center for Integrated Health Care (Lipitz Center) at the Johns Hopkins
Bloomberg School of Public Health, and an interdisciplinary group of colleagues and
affiliate organizations are launching Coalition for Care Partners: Connecting Care Partners
through Health Information Technology, a new effort to build knowledge and tools
directed at strengthening health system capacity to systematically identify, engage, and
support care partners in care delivery, with support from The John A. Hartford
Foundation, the Ralph C. Wilson Foundation, Cambia Health Foundation, and the
National Institute on Aging.

A new article published in The Journal of Medical Internet Research by affiliates at
OpenNotes and the Lipitz Center makes the case that attaining the full promise of
consumer health information technologies will require advancing strategies that meet
the needs and preferences of all patients, including those who delegate or co-manage
their care with the involvement of a care partner.

2 | COALITION FOR CARE PARTNERS | SUMMER 2022


https://jamanetwork.com/journals/jamainternalmedicine/fullarticle/2491683
https://jamanetwork.com/journals/jamainternalmedicine/fullarticle/414353
https://agsjournals.onlinelibrary.wiley.com/doi/10.1111/jgs.17138
https://agsjournals.onlinelibrary.wiley.com/doi/10.1111/jgs.17138
https://www.nap.edu/catalog/23606/families-caring-for-an-aging-americahttps:/www.nap.edu/catalog/23606/families-caring-for-an-aging-america
https://jamanetwork.com/journals/jamainternalmedicine/fullarticle/2491683
https://jamanetwork.com/journals/jamanetworkopen/fullarticle/2759281?resultClick=1
https://jamanetwork.com/journals/jamanetworkopen/fullarticle/2759281?resultClick=1
https://www.opennotes.org/
https://www.jhsph.edu/research/centers-and-institutes/roger-c-lipitz-center-for-integrated-health-care/
https://aging.jmir.org/2022/2/e34628/
https://www.opennotes.org/
https://www.jhsph.edu/research/centers-and-institutes/roger-c-lipitz-center-for-integrated-health-care/

A patient portal is a secure, online platform, which individuals may access their
electronic medical records, schedule appointments, view test results, and securely
message clinicians. Most recently, the patient portal played a prominent role in
delivering telehealth, and the scheduling and provision of COVID-19 test results and
vaccinations. However, people who are older, in poor health, with low health literacy,
and with limited technology experience are less able and willing to use portals.
Organizational efforts to promote awareness and use of the patient portal are primarily
focused on patient education and engagement.

This brief highlights original research and activities led by OpenNotes and the Lipitz
Center, which feature the existing patient portal functionalities and the developing,
testing, and scaling of new consumer-oriented technologies to effectively engage care
partners in care.

WEBINAR: DISCONNECTIONS & DEAD ENDS:
FIXING PROXY ACCESS FOR OLDER ADULT

In this webinar, Cait DesRoches, DrPh, and Jennifer
Wolff, PhD, share the new initiative by OpenNotes and

Fixing Proxy Access for Older Adults the Johns Hopkins Bloomberg School of Public Health,
which aims to help fix the gaps in health information
technology for older adults. Learn about the multi-site

ol 202 : demonstration projects serving older adults in Portland,

OR, Rochester, NY, and Salt Lake City, UT and hear a
patient and physician and family care partner describe
their lived experiences navigating proxy access.
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USING THE ELECTRONIC HEALTH RECORD TO ENGAGE CARE PARTNERS

THROUGH SHARED ACCESS

Health care organizations commonly
allow patients to authorize a care partner
to “share access” to their portal account
in a registration process where care
partners receive their own identity
credentials, such as using login
information or a password. This type of
access is typically referred to as “proxy
access”. Formalizing care partner
involvement through shared portal
access is respectful of patient
preferences and offers benefits to care
partners such as greater visibility among
the care team, convenience, access to
timely and comprehensive information
about patient health, and a mechanism
to navigate health system demands.
Formative work by the OpenNotes team
finds that patients commonly share
electronic visit notes with a care partner
and care partners value such information

even more than patients.

Work led by the Lipitz Center in
partnership with OpenNotes and
Geisinger Health System found that
sharing visit notes with care partners
through shared access was acceptable
and improves patient confidence in
managing care. Another study conducted
at the Lipitz Center, with support from
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Susan G. Komen, found that updake and
use of the patient portal by care partners
was associated with improved illness
understanding and lower symptoms of
anxiety, and was widely desired by
patients and valued by families.

Work by the Lipitz Center found that
implementing shared access is variable
across healthcare organizations, and
uptake by patients is limited. In one
study, nearly half of hospital-based
personnel recommended that patients
share their login/password with a care
partner rather than seek shared access.
A commentary by OpenNotes describes
how sharing identity credentials poses
risks of confusion and mistakes; for
example, when clinicians do not know
with whom they are interacting, or when
legal documents that were submitted
through the patient portal by someone
other than the patient must be retracted.
The implementation of federal
information blocking rules in April 2021
has increased the timeliness, volume,
and types of health information available
through portals, some of which may be
sensitive, further heightening the
importance of proper identity
credentials.
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Shared portal access can be relevant and beneficial in improving care quality for older
adults with complex needs, as they are more likely to experience breakdowns in
communication and poor quality care. By serving as a mechanism to distinguish proper
identity credentials of the patient, care partner(s), or both, the patient portal can be
used to improve communication around what matters to patients, one of the central
tenets of the age-friendly health system movement. Most importantly, by clarifying and
respecting differentiated identity credentials, shared portal access sets the stage to not
only build trust through protecting the privacy and security of personal health
information but also supporting individual rights and appreciation for the reality of the
broader social context in which patients commonly co-manage their care.
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CURRENT RESEARCH BY THE
COALITION

ENGAGING FAMILY CAREGIVERS
THROUGH SHARED ACCESS TO THE
ELECTRONIC HEALTH RECORD

This project seeks to implement,
evaluate, and disseminate low-cost
and light touch interventions designed
to increase the number of care
partners with shared access to the
patient portal. This three-year project
is supported by The John A. Hartford
Foundation and involves collaboration
among OpenNotes, the Roger C. Lipitz
Center for Integrated Health Care at
the Bloomberg School, and leaders
from three geographically diverse health systems, including University of Rochester
Medical Center (Dr. Supriya Mohile and colleagues from geriatric oncology), University
of Utah Geriatrics (Drs. Tim Ferris and Mark Supiano), and Providence Institute for
Human Caring (Drs. Ira Byock, Mathew Gonzalez, Marianne Parshley, Doug Niehus, and
Caroline Reay).

Support from the Cambia Health Foundation has enabled the translation of all
materials to Spanish and several other languages specific to each clinical site for
broader reach and impact. Finally, a learning collaborative for health care organizations
is being convened with the goal of disseminating best practices and lessons learned to
facilitate broader scaling. For more information about how to get involved with the
learning collaborative, please contact Cait DesRoches (cdesroch@bidmc.harvard.edu).

ENGAGING AND SUPPORTING CARE PARTNERS IN DEMENTIA CARE

Shared portal access may be particularly relevant in dementia care due to the long
disease course, high rates of co-occurring medical conditions, and the progressive and
profoundly disabling nature of needs that necessitate heavy reliance on assistance
from others. Evidence-based models of support for care partners of persons living with
dementia have typically been developed outside real-world care settings; few explicitly
engage family at the point of care or are poised for widespread diffusion.
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Little is known about electronic information-sharing preferences and practices of
persons with dementia and their care partners, or the feasibility of deploying novel
interventions through consumer health information technologies to better support
Alzheimer’s Disease and Related Dementias (ADRD) care and management.

A new five-year project, led by Jennifer Wolff and supported by the National Institute on
Aging, is convening an interdisciplinary group of talented social scientists and clinician-
scientists from Johns Hopkins University and external institutions to better understand
and address the needs of care partners of persons living with dementia. The grant aims
to produce new knowledge of individual, contextual, and organizational factors that
affect patient portal use and contribute evidence regarding the effects of access and use
of such technologies on ADRD care quality and outcomes and understand how persons
with dementia and their care partners, clinicians, and other relevant stakeholders
perceive and use consumer health information technology, and identify and test novel
technology-supported scalable innovations, such as person-family agenda-setting and
OurNotes.

USING INFORMATION TRANSPARENCY TO IDENTIFY CARE PARTNER NEEDS IN A
CLINICAL SETTING

Identifying care partners in the clinical setting and connecting them to needed
resources could help reduce care partner stress and improve outcomes for patients.
This three-year project, supported by the Ralph C. Wilson Jr. Foundation, aims to use
the patient portal to identify care partners, assess their needs, and connect them to
resources. It will evaluate the effect of this intervention on patients, care partners, and
clinical workflow. Collaborators include three clinical sites and ARCHANGELS, a
caregiver support network that has developed a caregiver intensity index. The project is
still seeking a third clinical site in upstate New York or Eastern Michigan. For more
information about getting involved, please contact Deb Wachenheim at
dwachen@bidmc.harvard.edu.

~
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