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 Training and Technical Assistance Division provides support 
to State Respite Coalitions, service providers and families 
through consultation, training, evaluation, and research.

 National Respite Locator Service (NRLS) helps family 
caregivers and professionals locate respite services in their 
communities.

 National Respite Coalition is the policy and advocacy division 
of ARCH.

 Lifespan Respite Technical Assistance Center, funded by the 
U.S. Administration for Community Living, supports State 
Lifespan Respite grantees and their partners in developing 
state respite systems serving caregivers of persons of all ages 
and conditions.
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Benefits of Respite

 Promotes community living

 Reduces caregiver stress, 
anxiety, depression

 Improves caregiver physical 
and emotional health

 Enhances relationships and 
reduces social isolation

 Care recipients benefit, too!

Source: Leocadie, MC., et al. (2018). Barriers and enablers in the 

use of respite interventions by caregivers of people with 

dementia: an integrative review. Arch Public Health 76, 72. 



Respite Need
 Highest demand is for respite services - Nearly four in 10 

family caregivers identify respite as their top service 

need.

 Unmet need for respite higher in caregivers of persons 

with dementia (45% to 73%). 
Sources: 

Black BS, et al. Unmet needs of community-residing persons with dementia and their informal caregivers: 

findings from the maximizing independence at home study. J Am Geriatr Soc. 2013 Dec;61(12):2087-2095. 

Godfrey DA, et al. Respite time-use among dementia caregivers. Front Health Serv. 2025 Jul 

28;5:1598518. doi: 10.3389/frhs.2025.1598518.

National Alliance for Caregiving and AARP Public Policy Institute, Caregiving in the U.S. 2025, 2025 



Respite Underutilization: 
Too Little, Too Late

 Overall, 87% of family caregivers are not 
receiving respite services.

 Respite underutilized and/or delayed 
among caregivers of persons with 
dementia.

 Of those who use respite, they often 
receive too little, too late.

Sources: 

National Alliance for Caregiving and AARP, Caregiving in the U.S. 2025

Yeunkyung Kim, et al. (2024). Trend in Respite Use by Race Among Caregivers for People 

Living With Dementia, The Journals of Gerontology: Series A, Vol 79, Issue Supplement_1

Jennifer L. Wolff, et al. (2025). The Number of Family Caregivers Helping Older US Adults 

Increased From 18 Million to 24 Million, 2011–22,” Health Affairs 44, no. 2 (2025): 189-95.



Barriers to Respite

 Not aware of respite or benefits

 Reluctance to use respite

 Lack of information on how to find, 

choose, pay for and use respite

 Navigating services in a fragmented 

system

 Cost

 Concern about quality of care

 Shortage of qualified providers

 Limited and inflexible respite options



Strategies to 
Overcome 
Barriers

Increase funding, improved policies and programs

Improve messaging about respite benefits

Enhance caregiver self-awareness about health benefits of 
respite

Increase comfort levels with respite use

Improve provider communication that allows caregiver to 
maintain feeling of control 

Promote and ensure availability of tailored and person- 
and family-centered services

Increase pool of well-trained respite providers



Free Online Respite 
Provider Training

 National Respite Care Provider Training 
https://archrespite.org/wp-

content/uploads/2024/05/Respite-Provider-

Training_web-1.pdf

 Fundamentals of Person-Centered Dementia 

Respite Care, Center for Dementia Respite 

Innovation(CDRI) 
https://www.youtube.com/watch?v=J_a2QAkoU5g 
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Where to Find Respite

 Area Agencies on Aging (AAAs) at 
Eldercare Locator 

 Aging and Disability Resource Centers 
(ADRCs)/No Wrong Door

 National Adult Day Services Association 

 Department of Veterans Affairs

 Aging Organizations

 Support Groups/Word of Mouth

 National Respite Locator Service

Contact information available at 

https://archrespite.org/caregiver-resources/respitelocator/  
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Lifespan Respite 
Care Program 

Definition: Coordinated SYSTEMS of accessible, 
community-based respite services for family 
caregivers regardless of age or special need of 
the care recipient.

Read more on the acl.gov webpage: https://acl.gov/programs/support-caregivers/lifespan-respite-care-program  
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State Respite Coalition & Lifespan Respite Grantee Contacts

https://archrespite.org/ta-center-for-

respite/state-respite-coalition-contacts/ 
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Alternatives to 
Formal Respite

 Lifespan Respite Self-Directed 
Voucher Programs

 Family, Friends and Neighbors

 Volunteer and Faith-based Respite

 Student Provided Respite

 Shared Respite



Musical Memories Café, West Falls, NY

Caregiver Volunteers of Central Jersey 
Alzheimer’s Respite Care Program

Home Away from Home Respite Center, 
Geneseo, NY

Link: https://archrespite.org/provider-

resources/innovative-and-exemplary-

respite-services   
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Planning for Respite

 Benefits of maximizing respite time 
use

 Time for Living and Caring App

 LifeCourse Tools for Respite

 VA Caregiver Respite Tool

Source:  Godfrey DA, et al. (2025) Respite time-use among dementia caregivers. 

Front Health Serv. 2025 Jul 28;5:1598518. doi: 10.3389/frhs.2025.1598518. 



Caregiver Resources on the ARCH Website

 Nine Steps to Respite Care for 

Family Caregivers of Persons 

with Dementia, including 

Alzheimer’s Disease (English 

and Spanish)
https://archrespite.org/library/nine-steps-

to-respite-care-for-persons-with-dementia/ 

 ABCs of Respite: A Consumer 

Guide for Family Caregivers

 Issue Brief: Adult Day Services 

as Respite

 Respite Planning Tools

Website: https://archrespite.org/caregiver-resources/ 
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For More 

Information Jill Kagan, MPH
Director

jkagan@archrespite.org  

ARCH National Respite Network
and Resource Center

  archrespite.org

Lifespan Respite
Technical Assistance Center                                                

This presentation was 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.

mailto:jkagan@archrespite.org
http://www.archrespite.org/


Joseph E. Gaugler, PhD

Research Perspectives on 

Respite



Aims

• General reflections and thoughts

• Understanding how and why respite works 

• Common data elements

• The Center for Dementia Respite Innovation



From Whitmore et al., ARCH (n.d.)



Discussion: Final Thoughts

• Common Data Elements

- See https://archrespite.org/wp-content/uploads/2024/10/Appendix-

A_Recommended-Common-Data-Elements-Aligned-with-the-Value-of-

Respite-Model.pdf (Whitmore et al., ARCH Respite Network, n.d.)

• Opportunity in the U.S.

- The Center for Dementia Respite Innovation 

(https://www.alz.org/professionals/professional-providers/center-for-

dementia-respite-innovation)
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● The Alzheimer’s Association, in collaboration with the 

University of Minnesota and USAging, has been awarded a 

$25 million grant to enhance respite services for 

dementia caregivers nationwide.

● Center for Dementia Respite Innovation (CDRI) funds 

community-based respite programs to increase the 
availability and improve the delivery of person-centered 
dementia care 

● Aims to develop and pilot cost-efficient, effective, 
strengths-based, person-centered, innovative models of 
dementia-specific respite care.

Introduction to CDRI 



Over five years, up to $20 million will be awarded with a 

focus on underserved communities

Introduction to CDRI 

PILOT AWARDS
$150,000 - $250,000

Existing dementia-specific 

respite provider to 

enhance their program by 

adding innovative 

components

START-UP AWARDS
$50,000 - $149,000

New dementia-specific 

respite provider to plan 

and launch an innovative 

respite program



Post Award Support

MARKETING AND 
OUTREACH

COMMUNITY LISTENING 
SESSION

EDUCATION 
RESOURCES

ONGOING TECHNICAL 
ASSISTANCE

● Marketing leadership from 

Alzheimer's Association

● Integrated marketing campaigns 

in awardee’s communities 

● Raise awareness of and access 

to existing services and highlight 

the benefits of respite

● One-to-one TA support

● Individualized co-created TA 

Plans

● Peer-to-peer discussions 

● Yearly TA conference 

● “The Fundamentals of Person-

Centered Dementia Care” training 

module

● Bi-Monthly Webinar Series: Keys to 

Sustainability in Respite Care

● Bi-Monthly Peer-to-Peer Discussions

 

● Local Alzheimer’s Association 

Chapter will work with 

recipients and local AAA 

● Identify community respite 

needs 

● Gain feedback on awardee’s 

approach to services



Year 1 Timeline

March 1, 2024
Request for 

Applications 

(RFA) Release 

Date

March 14, 2024
Information and 

Support Webinar

March 21, 2024
Optional Letter of 

Intent Due Date

June 1, 2024
Application Due 

Date

July 1, 2024
Award 

Notification

August 1, 2024 - 
July 31, 2025

Participation Period



Eligibility

01

02

Identify a lead 
staff member for 
participation in 
this initiative 

03

Participate in all 
learning and 

support 
activities

Currently providing, 
or prepared to 

provide, dementia-
related respite 

services

Contribute the 
required match 
of 25% of the 
organization’s 

total award04

05

Domestic public or 
private for-profit or 

non-profit 
entities



2024

CDRI

APPLICANT 

BREAKDOWN

TYPE OF ENTITY

80.1% Non-Profit

19.9% For-Profit

CURRENTLY OFFER 
RESPITE SERVICES

 83.2% Yes
16.8% No

TOP SUBMISSIONS BY STATE

191 

APPLICATIONS 

SUBMITTED

from

43 STATES & 

TERRITORIES

FUNDING 

REQUESTED

72.3% Pilot Funding

27.7% Start-Up Funding

191 

APPLICATIONS 

SUBMITTED

from

43 STATES & 

TERRITORIES

NEW YORK

20

CALIFORNIA

17

MARYLAND

11

OHIO

12

TEXAS

10



2024 Grant Recipient Summary

Organizations funded in Alabama, Arkansas, California, Georgia, Louisiana, 
Massachusetts, Montana, New York, North Carolina, Ohio, Oklahoma, Oregon, 

Texas, Virginia, Washington, and Washington D.C.



Information

https://bit.ly/centerfordementiarespiteinnovation
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