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Objectives

 Explore the importance of measurable outcomes in respite 
care

 Learn best practices for collecting and using data to 
strengthen programs, demonstrate impact, and secure 
resources

 Identify respite caregiver outcome measures to collect to 
show the value of respite in Wisconsin



Fist to Five: How do you feel about data?



An Inclusive Definition of Respite*

“Respite is planned or emergency services that 
provide a caregiver of a child or adult with a special 

need some time away from caregiver responsibilities 
for that child or adult, and which result in some 
measurable improvement in the well-being of the 
caregiver, care recipient, and/or family system” 

(Kirk & Kagan, 2015)

*Pre-pandemic



Why Caregiver Outcome Measures Matter



Why Caregiver Outcome Measures Matter

 Understand and demonstrate program impact
 Allows you to benchmark and compare across programs and 

over time
 Justify funding and support grant submissions
 Continuous quality improvement
 Support advocacy efforts
 Combine numbers + stories = Data tells. Stories sell.



2022 National Strategy 
to Support Family Caregiving

Goal 5: Expand data, research, 
and evidence-based practices to 
support family caregivers 



Small Group Discussion

 What respite caregiver outcome data do you currently collect?

 What do you wish you knew about the impact of respite on 
caregivers?

 What is the biggest challenge to collecting respite caregiver 
outcome data?



ARCH 
Committee for 
Advancement of 
Respite Research 
(CARR)

Measuring the Value of Respite 

Recommended Common Data Elements 
(CDEs) for Respite-related Research

Learn more and download at 
archrespite.org/research 



Measuring the Value of Respite 
White Paper and Framework



Purpose

Provide an in-depth description 
of the current challenges related 
to measuring the economic value 
of respite and to offer a new 
framework for research
and evaluation





In this model…
 The caregiver is the main beneficiary of 

respite. 
 However, the caregiver is interconnected with 

the care receiver. 
 Both are situated in the context of their 

family, community, and policy and systems. 
 These contextual factors can help protect the 

caregiver or put them at risk for negative 
outcomes. 

 The context varies and changes over time and 
across the life course of both the caregiver 
and the care receiver.



In this model…
 The caregiver goes through a 

process that begins with 
identifying themselves as a 
caregiver. 

 If all respite factors in this 
process align positive outcomes 
can occur and the value of 
respite can be measured at the 
individual, family, community, 
or policy and systems level.



Recommendations

 The value of respite cannot be quantified merely by financial 
measures

 “Value” should be defined by the caregiver to ensure we are 
measuring person-centered outcomes that are culturally and 
contextually appropriate 

 Critical that respite-related research and evaluation include a 
focus on caregiver outcomes 

 Important to identify and consistently use common data 
elements that align with the Value of Respite Model 



Recommended Common Data 
Elements for Respite Research 

White Paper



Purpose

Provide recommendations for the 
use of common data elements for 
respite research that align with 
the Value of Respite Model, 
developed by the ARCH 
Committee for Advancement of 
Respite Research 



Common Data Elements (CDEs)

 “A common data element is a standardized, precisely 
defined question that is paired with a set of specific 
allowable responses, that is then used systematically across 
different sites, studies, or clinical trials to ensure consistent 
data collection.”  (National Institutes of Health)

 Developed so that data can be collected in the same way 
across multiple research studies.



Benefits to using CDEs

 Allows for more meaningful comparison of data across 
and between studies, between study populations across 
age, disability, and culture, and over time

 Increases statistical power when data are aggregated 
from multiple sources.



Potential barriers to using CDEs
 Adequate human and technical resources
 Associated costs
 Availability of psychometrically sound measures
 Ease or difficulty administering measures
 Participant burden
 Utility of collecting data to participating programs
 Relevance of data elements to research aims





Recommended Common Data 
Elements for Respite Research
 Recognize that it is not feasible to measure every concept in 

the Value of Respite Model
 Recommended core concepts within each of the four 

domains: 
 Caregiving Factors
 Care Receiver Factors
 Respite Factors
 Outcomes (with a focus on caregiver outcomes) 





Three types of data elements

 Existing multi-item measurement tools
 Single non-proprietary items
 Original items









Helpful Tools

 Respite Model Description Tool
 Caregiver Experience with Respite Tool
 Common Data Elements for Respite Research Worksheet









Implications for Research, 
Evaluation, and Policy
 Researchers should utilize the recommended common data elements to 

enhance the ability to compare outcomes across studies
 Common data elements may also be useful for respite program evaluation 
 State and federal programs that fund respite should consider adopting CDEs.
 Policies that incentivize data collection among respite programs should be 

explored and should include an emphasis on collecting data with historically 
marginalized populations.

 We encourage state and national leadership to adopt these measures in the 
HCBS Quality Measure Set and other HCBS measures developed by the Centers 
for Medicare and Medicaid Services (CMS) for evaluation of Medicaid Home and 
Community Based Services (HCBS).



Small Group Discussion

 What respite caregiver outcome data do you think is most 
important to collect to show the value of respite in Wisconsin?

 What respite caregiver outcome data do you think is feasible 
to collect across programs in Wisconsin?

 What support and resources are needed to help support the 
collection of respite caregiver outcome data?



What is the MOST 
important respite 
caregiver outcome 

measure to collect to 
show the value of 

respite in Wisconsin?



 Choose ONE respite 
caregiver outcome 
measure to adopt or 
improve

 Join the Respite Research 
Consortium

 Join the BREAK Exchange



Respite Research Consortium
 CONNECTS interested researchers and funders to engage in 

respite research that will strengthen the evidence base for respite 
services
 Get UPDATES on new research studies, current literature reviews, 

data sources, funding opportunities, upcoming events and new 
report releases
 SHARE information about your respite research study on the 

ARCH website in order to recruit family caregivers, respite 
providers or other study participants
 SUBSCRIBE at archrespite.org/research/respite-research-

consortium/#Subscribe 

@ARCHRespite         @exchange_break           @MUNurses            @Kimewhitmore2



Join the BREAK Exchange
 International group of researchers, respite 

providers, agencies, and individuals who are 
committed to building a culture of evidence-
based respite care
Currently, there are more than 292 members 

from 18 countries in the Exchange!
 Follow the BREAK Exchange on Social Media
 Visit our website, join the email list, and 

complete your member profile at 
breakexchange.org
 Email us at info@BREAKexchange.org 

mailto:info@BREAKexchange.org


Fist to Five: How do you feel about data?



CONTACT INFORMATION 
archrespite.org/respite-research

Kim Whitmore, PhD, RN, CPN
Marquette University

 kimberly.whitmore@marquette.edu

Lifespan Respite Technical Assistance Center                                                
This project was supported, in part by grant number 90LT0002, from the U.S. Administration for Community Living, 
Department of Health and Human Services, Washington, D.C. 20201. Grantees undertaking projects under government 
sponsorship are encouraged to express freely their findings and conclusions. Points of view or opinions do not, therefore, 
necessarily represent official Administration for Community Living policy.

mailto:kimberly.whitmore@marquette.edu



	Focus on Data�2025 Wisconsin Respite Summit�
	Objectives
	Fist to Five: How do you feel about data?
	An Inclusive Definition of Respite*
	Why Caregiver Outcome Measures Matter
	Why Caregiver Outcome Measures Matter
	�2022 National Strategy �to Support Family Caregiving
	Small Group Discussion
	ARCH Committee for Advancement of Respite Research (CARR)
	Slide Number 10
	Purpose
	Slide Number 12
	Slide Number 13
	Slide Number 14
	Recommendations
	Slide Number 16
	Purpose
	Common Data Elements (CDEs)
	Benefits to using CDEs
	Potential barriers to using CDEs
	Slide Number 21
	Recommended Common Data Elements for Respite Research
	Slide Number 23
	Three types of data elements
	Slide Number 25
	Slide Number 26
	Slide Number 27
	Helpful Tools
	Slide Number 29
	Slide Number 30
	Slide Number 31
	Implications for Research, Evaluation, and Policy
	Small Group Discussion
	What is the MOST important respite caregiver outcome measure to collect to show the value of respite in Wisconsin?
	Slide Number 35
	Respite Research Consortium
	Join the BREAK Exchange
	Fist to Five: How do you feel about data?
	CONTACT INFORMATION archrespite.org/respite-research
	Slide Number 40

