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We appreciate the generous support of



ZOOM Webinar Housekeeping

• Please submit your questions via the Q&A 
option.

• Due to the large audience for today’s 
webinar, everyone has been placed on 
mute.

• If you have any technical issues, please 
contact Jane Donahue 
(jdonahue@aboutscp.com) or send her a 
message via the Zoom chat feature.



Website: hahusersgroup.org
Twitter/X: @hahusersgroup

TA Center: hahusersgroup.org/technical-
assistance-center



The HaH Users Group Webinar Series
Mastering Meds: Exploring Issues of Pharmacy in Hospital at Home 
Finding Your People:  Issues in Patient Identification, Recruitment and Referral 
Looking Ahead:  Hospital At Home Beyond the Public Health Emergency
By the Numbers:  Financial Models, Value Propositions, and Projections for the Next Generation of Hospital at Home Programs
Hospital at Home for Cancer Care: Current Innovations, Opportunities, and Challenges
Building Your Dream Team: Strategies for Staffing Your Hospital at Home Program
Hospital at Home for COVID-19: What We've Learned and What We're Learning
Are We Ready?: Preparing Your Clinical Team For Delivering Hospital At Home Care
Measuring Up: Meeting Program Standards for Hospital at Home
What’s Needed Next? Hospital at Home During the Extended Waiver and Beyond
Always Prepared: Ensuring Your Hospital at Home Program is Ready for Any Emergency, Large or Small
Nurses at the Forefront: Essential Clinicians in Hospital at Home Programs
Hospital at Home, Medicaid, and Equity: Lessons from Three States
Can We Deliver Skilled Nursing Facility Care at Home? Should We?
Go Home and Go Big: Scaling Strategies for Hospital at Home Programs

See the full list of webinars on the Events page at HaHUsersGroup.org
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Family First: 
Prioritizing Caregivers 
in Hospital at Home

Today’s Webinar



HaH in the News



Family Caregivers: The Unrecognized 
Strength Behind Hospital at Home
Health Affairs Forefront – June 3, 2021 (Levine & Snyder)

What Can Hospital at Home Programs 
Do To Support Family Caregivers?
• Add family caregiver items to research 

agenda–including qualitative studies
• Explicitly recognize the family caregiver 

in the model
• Provide resources, tools, access to 

community services
• Quality metrics should include caregiver 

metrics 



Learn more at: HaHUsersGroup.org

Today’s Speakers

Judith Norell
Former Patient

Mount Sinai at Home

Ian Strasfogel
Former Caregiver 

Mount Sinai at Home



Learn more at: HaHUsersGroup.org

Today’s Speakers

Rita B. Choula, MA
Senior Director, Caregiving,
AARP Public Policy Institute

Pamela Saenger, MD MPH
Home Hospitalist,

Yale New Haven Health

Brittni Howard, MA
Research Assistant,

Hospital at Home and Caregiving Project
Icahn School of Medicine at Mount Sinai



The Caregiving Experience 
Conversation with Ian Strasfogel and Judith Norell



Hospital at Home (HaH) 
Caregiver experiences
Brittni Howard, M.A. |  Icahn School of Medicine at Mount Sinai

February 20, 2024



Presentation Objectives

• Study overview
• HaH caregiver component
• Literature key takes
• Study design
• Help with caregiver recruitment



Moving Hospital at Home into the Mainstream of Health Care Delivery, 
Addressing Health Equity and Supporting Family Caregiving

STUDY –23-00180
PI: Albert Siu, MD, MSPH

MPIs: Bruce Leff, MD, David Levine, MD and Linda DeCherrie, MD 
Qualitative Reseach Stream Leads: Abigail Baim-Lance, PhD and Ksenia Gorbenko, PhD

Sponsor: The John A. Hartford Foundation

Equity Component Caregiver Component



HaH Caregiver Literature Key Takes
• Literature to date – overall, HaH caregiver experiences & effective models of 

care to engage them (Levine & Snyder 2021; Mason 2022)

• Several studies indicate that caregivers perceive HaH as safe, effective, with 
good outcomes and less caregiver stress  (Leff et al 2007; Wang et al 2023)

• HaH might also cause stress, disruptions (Wang et al 2023), and that caregivers 
may need specific supportive mechanisms during HaH (Mason 2022)

• Caregivers as critical partners; further qualitative studies are needed to develop 
strategies to support them (Levine & Snyder 2021)



Current HaH Caregiver Component
Mount Sinai-led
• Aim to enroll 15-20 caregivers experiencing HaH nationwide
• Semi-structured 45-to-60-minute Zoom interviews

Interviews designed to address gaps in the literature
• Resources, knowledge, and training prior to and during HaH
• Initiation and experiences as a caregiver during HaH period
• Ways to strengthen HaH programs for caregivers



Current Caregiver Recruitment
Mount Sinai
• Recruitment:

oCaregiver flyer shared by HaH frontline program staff 
to caregivers

oStaff or caregivers complete a redcap form or email sent 
to Mount Sinai team to connect to interested participants

oHaH User Group Basecamp postings

oAARP and resource boards



So far, we have only completed 1 interview.
We Need Your Help w/ Caregiver Recruitment

Concerned about IRB?
The Mount Sinai IRB considers that sites taking part are not involved in the research study; 
we can provide the determination statement.

One referring institution’s IRB also reviewed and determined non-engagement in research.

If you would like your institution’s IRB to review, we can help you gather:
· Mount Sinai Study Recruitment flyer
·     HaH Caregiver Topic Guide
· Mount Sinai IRB’s determination/explanation that sites are not involved in research
·     The description of the intended population (caregivers, not patients)
·     A description of your activity related to the study (providing flyer to caregivers)



Recruitment

47914d6e-
9b16-

43db-8bf6-
f1acc35ba

53

Assessment Transport Care DischargeEmail for caregiver flyer and additional questions

Brittni Howard
Brittni.howard@mssm.edu

Survey Sign Up
https://bit.ly/3wpMTBf

mailto:Brittni.howard@mssm.edu


HaH Caregiver Literature Key Takes
Author, date Title Key takes

Leff et al. 2007 Comparison of Stress Experienced by Family 
Members of Patients Treated in Hospital at Home 
with That of Those Receiving Traditional Acute 
Hospital Care

• Lower rates of stress/stressful situations of family members
• Does not seem to shift burden of care from hospital staff to family members
• Feasible and effective

Leff et al. 2022 A Research Agenda for Hospital at Home • Survey of attendees at World HaH Congress 2019
• Key research domains include: HaH definition; measurement and outcomes; patient and 

caregiver experience; education and training; technology; regulation and payment; and scaling 
of HaH

Mason et al. 2022 Considering Caregivers’ Needs in Hospital at 
Home Programs

• 60 heterogenous programs with diverse patient groups
• Little known about caregiver experiences under AhCaH
• Caregivers need support
• Equity needs addressed

LeVine and Snyder 
2021

Family Caregivers: The Unrecognized Strength 
Behind Hospital At Home

• Recognize and respond to caregiver needs
• Include/collaborate with caregivers
• Assess caregiver experience and instruction needs

Wang et al. 2023 Patients' and Caregivers' perceptions of the 
quality of hospital-at-home service: a Scoping 
Review

• Literature (24 articles reviewed) caregivers perceive types of HaH as safe, effective, and viewed 
positively - good health outcomes, continuity of the care team and daily life

• Concerns/barriers: additional responsibilities, stress, disruptions...



Engaging Family Caregivers as Members of the 
Hospital at Home Care Team
Rita B. Choula, Senior Director – Caregiving, AARP Public Policy Institute

February 20, 2024



Considerations For HaH Programs 
Ensure Choice, Access, and Equity

• Voluntary participation (consent and assent)

• Community admissions

• Eliminating barriers in order to serve patients across all demographics

• Clear explanations of all services and how to access them, and all caregiver 
expectations



Considerations For HaH Programs 
Be Clear and Understandable to Patient and Family 

Caregivers

• Clear explanations of all services and how to access them, 
and all caregiver expectations



Considerations For HaH Programs 
Recognize and Support the Family Caregiver

• Should not increase net caregiver strain relative to inpatient stay

• Assuring services and supports are available and provided to meet the needs of 
both the patient and the family caregiver during and after HaH stay

• Training family caregiver on medical tasks if interested and desired



Considerations For HaH Programs
Allow for Appropriate Levels of Research and Learning

•Making claims data available to researchers

• Studies to evaluate the impact of HaH programs on family caregivers

• Reviews of access by demographic characteristics

•Mechanisms to improve program based on assessments



Rchoula@aarp.org  

X: @rchoula

LinkedIn: ritabchoula

mailto:Rchoula@aarp.org


HaH Tools for Caregivers
Pamela Saenger, MD MPH
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Xiomara Dorrejo, MS, AGPCNP-BC; Anne Lovelace, MBA, BSN, RN; Danielle McGrath, BS;  Sarah Paez, 
MS, GNP-BC; Pamela Saenger MD, MPH
Available at: https://www.hahusersgroup.org

Texas Health Care at Home
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MyChart® is a registered trademark of Epic Systems Corporation. 

This is where I learn about the diagnosis, 
latest vital signs, and medications.

I really want to 
be present for 
the PT 
evaluation…

This is where I 
connect via 
video to the 
care team.

This is where I 
can send a 

message to the 
care team.

Courtesy of Mandy McGowan, UWHealth
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Visit Schedule
All visits (in-person and virtual) are scheduled in the 
EMR under the Home-Based Hospital Care department. 
The patient has full access to their daily schedule, along 
with details about the care team and the WHO, HOW, 
and WHEN of the visit.
Virtual visits (scheduled or ad hoc) are done with a click 
of a button, allowing easy connection to the care team 
and consulting providers.

Courtesy of Mandy McGowan, UWHealth
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PROMOTING CAREGIVER WELL 
BEING
Aim to prevent caregiver stress and 
burnout. Provide assistance where 
needed. Remind caregivers about the 
need for self-care.  

CONNECTING WITH CAREGIVERS
Connect the HaH patient and caregiver 
to the care team and provide them with 
options to engage, communicate, and 
learn. Help the caregiver identify key 
information that the care team should 
know, and prompt them to share it. 
Include the caregiver in care and 
discharge planning, and keep them 
updated. 

CLARIFYING THE CAREGIVER 
ROLE
HaH is still a new concept for many 
caregivers. Caregivers may not know what is 
expected/not expected of them. Aim to 
clarify the caregiver role and clearly state 
what assistance can be made available. 
Caregiver-specific materials should 
complement standard patient-facing 
information.



QUESTIONS
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For More Information

• Hospital at Home Users Group
https://hahusersgroup.org/

• Hospital at Home Users Group Technical Assistance Center
https://www.hahusersgroup.org/technical-assistance-center/

oFeatured Section – Resources for Family Caregivers
https://www.hahusersgroup.org/technical-assistance-center/program-
operations/#supporting-caregivers/



THANK YOU


