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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”
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Ambulatory Care Coordination for One Patient.

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

Instant Replay – A Quarterback’s View of Care Coordination



Framework for Care Interventions

11NASEM 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)
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Proxy (“Shared”) Access to the Patient Portal

Care partners are registered to access the patient portal 
account with unique identity credentials (login/password).

Through shared (proxy) access: 
● Patients identify who to involve in their care
● Care partner involvement is legitimate and transparent
● Clinicians know who is involved in secure messaging and uploading 

of legal documents
● Care partners may complete self-assessments to be used in 

monitoring and tailored outreach 
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36-Month Multi-Site 
Demonstration
Goal: stimulate widespread 
scaling of shared portal access 
among family caregivers to older 
adults.
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Engaging Family Care Partners through Shared Access 
to the Electronic Health Record



Demonstration Evaluation
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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.





Patient and Care partner-facing Materials 



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.
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OurNotes for Care Partners

• Collaboration between OpenNotes, JHU (Wolff), and ARCHANGELS 
(Drane)

• 2 clinical sites/5 practices
• Beth Israel Lahey Health Primary Care (Eastern MA)
• Michigan Medicine

• Identify care partners in the clinical setting and connect them with 
services

• IT Component
• In person component



OurNotes for Care 
Partners in clinical 
practice

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 is going well
 Stressors
 Community resources

Take the quiz!



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 CII – 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 

Kelly Gleason et al, JAMA IM, 2023; R35AG072310 

71.2%
65.5%

10.4%

71.5%
65.8%

3.3%

Patient Registered Active Portal Account Care Partner Registered
Diagnosed Dementia No Dementia Diagnosis



Portal Use Increases After Diagnosis

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.



Most (63%) 
messages are 
authored by care 
partners, primarily 
(97%) using 
patient 
credentials. 

Note: manual analysis of 970 
threads of 3,065 patient portal 
messages of 279 persons with 
dementia.
Gleason, K.T. et al., Alzheimer's & 
Dementia: The Journal of the Alzheimer’s 
Association.2023.  Doi: 10.1002/alz.13354

Patient Portal Messages Authored from Accounts of Persons with 
Diagnosed Dementia
Message thread characteristic N (%)

Account type
Shared access 8; 2.87%
Patient 271; 97.13%

Sender
Patient 304; 31.34%
Care Partner 612; 63.09%
Both 12; 1.24%
Unclear 40; 4.12%

Care Partner Relationship
Spouse 46; 7.52%
Adult child (including significant other of 

child)
393; 64.22%

Other family 15; 2.45%
Unclear 153; 25.00%
Other 11; 1.80%

Identity of sender (care partner or patient) 
evident in first message of thread

885; 91.24%

Sender relationship in first message of 
thread 

441; 72.06%

Sender name identified in thread 490; 80.07%
Average thread length 3.12 messages

Most (63%) 
messages are 

authored by care 
partners, primarily 

(97%) using patient 
credentials. 

Note: manual analysis of 970 
threads of 3,065 patient portal 
messages of 279 persons with 

dementia.
Gleason, K.T. et al., Alzheimer's & Dementia: 

The Journal of the Alzheimer’s 
Association.2023.  Doi: 10.1002/alz.13354

Most (63%) 
messages are 
authored by care 
partners, primarily 
(97%) using patient 
credentials. 

Note: manual analysis of 970 threads 
of 3,065 patient portal messages of 
279 persons with dementia.
Gleason, K.T. et al., Alzheimer's & Dementia: 
The Journal of the Alzheimer’s Association.2023.  
Doi: 10.1002/alz.13354



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).

• It’s something that’s really important, just so I know where the information’s coming 
from, and then, how to proceed forward with these concerns – Clinician 

• When it is used, I 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 I could better manage my limited time - Clinician



Questions
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