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Context:

CARR Meeting
Agenda

October 23, 2023
3:00 pm - 4:30 pm EST

Overarching
Objective:

The purpose of the Committee for Advancement of Respite Research (CARR) is to advise ARCH on the execution
of its respite research initiative and help advance a respite research agenda that supports activities and innovations
to develop an evidence base for respite care and related services.

Meeting Facilitators: Jill Kagan and Kim Whitmore

Meeting Recorder: Kim Whitmore

Agenda:

Topic/Description:

Discussion and Follow-Up Needed

Introductions and Review of Agenda

ARCH Updates (Jill)

e Update on ARCH Innovative and Exemplary Respite
Evaluation Mini-grants

¢ National Lifespan Respite Conference — Call for
Presentations

e Comments to National Institute on Disability, Independent
Living, and Rehabilitation Research (NIDILRR) Draft 2024-
2028 Long-Range Plan

e CARR comments on AHRQ Technical Brief

National Strategy to Support Family Caregivers
e Link to National Strategy: https://acl.gov/CaregiverStrategy
e National Strategy ACL Grants Awarded
e Goal 1: Increase awareness of and outreach to family
caregivers (Community Catalyst)
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https://nam02.safelinks.protection.outlook.com/?url=https%3A%2F%2Farchrespite.org%2FCARR&data=04%7C01%7Ckimberly.whitmore%40marquette.edu%7C1396cdcf286149c103e008d9a538233f%7Cabe32f68c72d420db5bd750c63a268e4%7C0%7C0%7C637722484847533368%7CUnknown%7CTWFpbGZsb3d8eyJWIjoiMC4wLjAwMDAiLCJQIjoiV2luMzIiLCJBTiI6Ik1haWwiLCJXVCI6Mn0%3D%7C3000&sdata=lF648RFoL35JWLAPzcSt5OyFHFVBAvFEKbv6bT%2BY0hY%3D&reserved=0
https://effectivehealthcare.ahrq.gov/products/evidence-map/protocol
https://acl.gov/CaregiverStrategy
https://acl.gov/news-and-events/announcements/acl-awards-36-million-improve-support-family-caregivers

CARR Meeting
Agenda

October 23, 2023
3:00 pm - 4:30 pm EST

e Goal 2: Advance partnerships and engagement with family
caregivers (Regents of the University of California, San
Francisco)

e Goal 3: Strengthen services and supports for family
caregivers (USAging)

e Goal 4: Ensure financial and workplace security for family
caregivers. (Not yet funded — issued new FOA)

e Goal 5: Expand data, research, and evidence-based
practices to support family caregivers (National Alliance
for Caregiving)

Anything else we should do related to the National Strategy?

Work Group Updates (Kim)

Work Group 1: Define and measure the value of respite

The Value of Respite Care White Paper (complete)
Dissemination Opportunities
e How have you been disseminating information?
Dissemination Materials (Will create for both White Papers)
e List of conferences
e 1-page Flyer
e Slide deck
Review Potential Funder List and letter
PCORI update — Meeting with Sarah Ruiz

Work Group 2: Recommend common data elements (CDE) for
respite-related research

Review draft of CDE White Paper

Schedule Work Group meeting

Review National Survey List and letter

National Core Indicators (NCI) connection (Sarah Swanson)
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https://www.grants.gov/web/grants/view-opportunity.html?oppId=350416
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Work Group 3: Expand culturally appropriate research with
historically underrepresented populations
¢ Environmental Scan (complete but ongoing)
Resources for Culturally and Linguistically Competent Respite
Research
https://archrespite.org/library/environmental-scan-resources-
for-culturally-and-linguistically-competent-respite-research/
e Update on Ensuring Cultural and Linguistic Competence:
A Guide for Respite Researchers: January Listening Session
for CARR Members with Georgetown University National
Center for Cultural Competence
e Public Health Center of Excellence on Dementia Caregiving
Update on Resources for Cultural Adaptations of Services
and Cultural Adaptation Toolkit
e Other Resources?

Timeline for CARR Work
e Work Group Next Steps
e Any desire for additional work group meetings/activities?

Respite Research Summit
e Format (consider doing 3 mini-summits for each work group)
¢ Tentative Agenda
a. Formation of CARR Periorities/National Strategy
Alignment
a. Panel Presentation on ARCH Innovative and
Exemplary Respite Evaluation Findings
b. Respite Research Guide on Cultural and Linguistic
Competence in Respite Research
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https://archrespite.org/library/environmental-scan-resources-for-culturally-and-linguistically-competent-respite-research/
https://archrespite.org/library/environmental-scan-resources-for-culturally-and-linguistically-competent-respite-research/
https://bolddementiacaregiving.org/
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Framework for Measuring the Value of Respite
Recommendations for Common Data Elements in
Respite Research

Emerging research/evaluation

Participant input through small group roundtable
discussions

oo
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Items for Future Discussion (ALL)
e Pragmatic trials
e Community-engaged research

CARR Member Updates (ALL)

Please send Kim any updates you have (include links
or articles, as appropriate).

Feel free to reach out any time with questions or ideas
for the CARR/ARCH!

Other Discussion (ALL)

Wrap-up and Next Steps (Kim)

Kim to send meeting notes and recording

This project is supported by the Administration for Community Living (ACL), U.S. Department of Health and Human Services (HHS) as
part of a financial assistance award totaling $1,647,597 with 75 percentage funded by ACL/HHS and $549,200 amount and 25
percentage funded by non-government source(s). The contents are those of the author(s) and do not necessarily represent the official

views of, nor an endorsement, by ACL/HHS, or the U.S. Government.
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