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In 2014, more than 43 million caregivers1 
provided daily care for an adult with a 
chronic, disabling or serious health condition, 

or a child with special needs. The needs of care 
receivers2 ranged from chronic mental or physical 
health problems and functional limitations, to 
cognitive and physical disabilities. Providing 
daily care is typically a ceaseless task, and while 
many caregivers report that they derive significant 
emotional and spiritual rewards from their 
caregiving experience, according to the American 
Psychological Association, many family caregivers 
also experience physical and emotional problems 
directly related to the stress and demands of daily 
caregiving responsibilities. Moreover, when a family 
caregiver experiences a decline in her own physical 
or emotional health, the person she or he has been 
caring for is at increased risk for hospitalization and 
institutionalization. 

The growing respite field encompasses systems 
and services for persons of every age, with varying 
physical and mental health conditions, and it occurs 
in a variety of private and group settings. Across 
ages, needs and settings, respite is based upon the 
premise that providing caregivers periodic relief 
from daily, ongoing caregiving responsibilities will 
directly benefit them in terms of their physical 
health, immediate and long-term psychological 
health, and social-emotional relationships with 
family members. These benefits are assumed to 
result in secondary benefits for care receivers 

1 In this document, caregivers and family caregivers (used 
interchangeably) refer to family members, neighbors, or 
friends who provide informal care to children or adults with 
one or more special needs, including, but not limited to, 
chronic mental, neurological or physical health problems; 
cognitive, intellectual or other developmental disabilities or 
delays; physical disabilities; and functional limitations.

2 Care receivers refer to children and adults with one or more 
special needs who are cared for by caregivers.

and even larger societal benefits in the form of 
cost benefits or improved employee productivity. 
Some research studies point to the merits of these 
assumptions. At this point in time, however, respite 
care is based primarily on practical ideas and good 
intentions. Evidence-based research supporting this 
premise––or going beyond it to demonstrate how 
to best provide respite care that results in maximum 
benefits to care receivers and their families, while 
maximizing invested resources––is largely lacking. 

To understand the existing research base, and to 
make recommendations for how to structure and 
organize future research in ways that will improve 
understanding of respite care and maximize its 
benefits and resources, an Expert Panel on Respite 
Research3 (the Panel) composed of academics, 
researchers, service providers, advocates, 
policymakers and administrators representing a 
range of age groups, disabilities and professional 
disciplines gathered over a period of 18 months in 
order to accomplish three tasks: 

1 Explore in-depth the current status of respite 
research; 

2 Propose strategies to overcome barriers to 
research; and 

3 Develop a plan to encourage rigorous research 
in key areas that will translate to meaningful 
strategies and approaches to care.

A MODEL FOR RESPITE RESEARCH
Respite care takes many forms in the United 
States, and the term “respite” is often used as a 
generic descriptor for a diverse range of services 

3 The initiative for this report, and the work of the 
Expert Panel on Respite Research, was supported by the 
Administration for Community Living in collaboration with 
the ARCH National Respite Network and Resource Center.

Executive Summary
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and supports. Respite care is funded by multiple 
sources, delivered by multiple persons, organizations 
and agencies, and intended for either, or both, a 
child or adult with a special needs and/or their 
caregivers, according to the particular eligibility 
requirements of funders and service providers. The 
multiplicity of funding sources and service delivery 
models resulting from a patchwork of persons and 
organizations serving different populations, each 
with their own service model, and many with their 
own categorical funding requirements, presents 

special challenges to researchers. Respite care 
research requires clarity and consistency of terms 
that allow researchers to examine which specific 
aspects of respite service, and the way it is delivered 
or used, lead to immediate, short-term or long-
lasting benefits. 

Even agreement about what constitutes respite, and 
for whom it is intended, differs among researchers. 
Research on respite care may focus on either, or 
both, caregivers and care receivers. Absence of a 
clear and cogent definition in published studies of 
respite care increases the difficulty of developing a 
base of evidence supporting, or failing to support, 
the efficacy of respite. Therefore, as a prerequisite for 
holding deliberations, and as a foundation for their 
work, by consensus the Panel set out by developing 
this concise 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 receiver, and/or 
family system.

This definition is inclusive of caregiver and care 
receiver, but it places caregivers as the beginning 
point of respite research. The Panel agreed that no 
matter what else occurs during a period of respite, 
some benefit should accrue to the caregiver, and 
any research endeavor should identify and measure 
caregiver benefits. Acknowledging that benefits 
accruing to the care receiver or family may be equally 
important, and while specifying that research should 
start with the caregiver, the Panel recommends 
that research models should account for multiple 
variables, multiple beneficiaries, and multiple 
outcomes. 

A FOCUS ON OUTCOMES 
Human lives nested in family and community 
systems are inherently complex. Designing research 
agendas and studies that can parse out important 
aspects of services claiming to beneficially change 
those complex lives and relationships demands 
a taxonomy––or systematic classification––of 
aspects related to the intended beneficiaries of 
respite care. The Panel developed a taxonomy that 
focuses on outcomes that they sorted into “big 
bucket” categories according to the results they 
intend to achieve, such as improved relationships, 
better health, stable living status, and so forth. 
The taxonomy is based upon a presumption that 
researchers will track and record concomitant 
variables related to the design of the particular 
respite program including nominal, process 
and implementation, and consumer satisfaction 
variables. In addition to focusing on inclusive 
outcome categories, the Panel strongly advocates 
that whenever possible and appropriate, research 
addresses proximal outcomes (that are immediately 
observable) and distal outcomes (that emerge over 
time), related to individuals and families, and further 
identifies outcome categories at the societal level.

To allow translation of their taxonomy and model 
into practicable research, the Panel discusses 
methodological challenges associated with 
conducting research in fledgling, rather than 
established, services. Emphasizing the need for using 

 Respite care research requires clarity  

 and consistency of terms that allow   

researchers to examine which of the specific aspects of 

the respite service, and the way it is delivered or used, 

lead to immediate, short-term or long-lasting benefits.
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analytic techniques that increase the pace of program 
development toward the highest levels of evidence-
based practice, the Panel identifies and defines four 
levels of model development and corresponding 
methodologies for research and evaluation of these: 
Level I: New Ideas, Novel Approaches; Level II: 
Emerging Practices and Models; Level III: Evidence-
Informed Practices; and Level IV: Evidence-Based 
Practices.

RECOMMENDATIONS 
FOR FUTURE RESEARCH
The Panel’s foundational work, including crafting a 
proposed respite definition and research framework, 
guided the development of specific and practical 
recommendations in the following six categories:

1 Address foundational methodological 
concerns. 

 From their review of the literature, the Panel 
ascertained the methodological shortcomings 
that have hampered current respite research. 

To address these issues, the Panel made 
specific recommendations to address these 
shortcomings from the perspectives of research 
design, construction of independent and 
dependent variables relating to respite services, 
and methods and statistical analyses.

2 Research individual, family, and societal 
outcomes.

 The Panel identified the family caregiver 
as the “portal of entry” for future respite 
research, and set the expectation that at least 
one outcome relating to caregiver well-being 
and quality of life be measured during any 
research study. However, the Panel specified 
that a focus on family caregiver outcomes 
does not negate the need to study additional 
outcomes. Recommendations reflect the 
Panel’s recognition of benefits that may also 
accrue from respite to the care receiver, the 
family system, and society, and are therefore 
appropriate for inclusion in research studies.

FUTURE RESEARCH

1
Improved 
research 

methodologies

2
Individual, family, 

and societal 
outcomes

3
Cost-benefit 

and cost-
effectiveness 

research

4
Systems change 

that improves 
respite access 

5
Improved 

respite provider 
competence

6
Translate research 
findings into best-
practice models

6 Key Areas
to establish evidence 

for the effectiveness of 
respite care for improving the 
well-being of caregivers and 
others in their families and 

communities
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3 Conduct appropriate cost-benefit and cost-
effectiveness research. 

 The Panel stated the necessity of cost-benefit 
and cost-effectiveness studies in order to justify 
funding, and discussed the importance of 
understanding costs and benefits in multiple 
contexts. Accordingly, the Panel recommends 
that studies of respite are specific to the contexts 
in which respite occurs, and that studies include 
measures relating to overall cost, costs that 
would reasonably be expected to occur in the 
absence of respite, costs borne by different 
parties associated with the respite model, and 
outcomes for both respite-receiving and non-
respite-receiving caregivers. 

4 Research systems change that improves 
respite access.

 During their review of existing research, the 
Panel recognized that an examination of the 
efficacy of the existing respite system––which 
includes a large variety of service models, and 
a large number of caregivers and care receivers 
who could potentially benefit from respite––
must include large numbers of varied and 
culturally diverse caregivers receiving respite. At 
the same time, the Panel recognized that there 
are also large numbers of caregivers who might 
benefit from respite, but for whom respite is 
not available or accessible due to a number of 
reasons occurring across systems levels––such as 
lack of funding, lack of awareness of the service, 
limited understanding of how and where to 
access services and funding, and unavailability 
of services or trained providers or volunteers. 
The Panel therefore recommends studies 
occurring at multiple systems levels.

5 Research improving respite provider 
competence.

 Existing research led some panel members 
to question whether the provision of respite 
by providers who lacked training specific 
to the needs of care receivers might lead 
caregivers to be reticent about using respite. 
While acknowledging that not all respite 

must be provided by people with special 
training, if special training is needed, the Panel 
recommends conducting research on the quality 
of available training curricula and on the most 
appropriate credentialing criteria for respite 
providers.

6 Conduct translational research that informs 
respite policy and practice.

 The Panel acknowledges that while statistically 
significant findings are the end goal for any 
research study, they also acknowledge that 
these findings do not necessarily translate 
automatically to findings or models that can 
be broadly or easily implemented. The Panel 
recommends consideration of the multiple 
factors in the implementation environment 
including: contextual variables; an organization’s 
readiness to change; implications for resources 
such as personnel requirements, training, record 
keeping, and accounting; and attention to 
details at the level of caregivers and the social 
and political contexts within which services are 
provided.

Detailed recommendations in each category can be 
found in the body of the report beginning on page 
25. The research and deliberations upon which the 
Expert Panel based these recommendations also may 
be found in the full report. It is the Panel’s hope that 
these recommendations will advance our collective 
understanding of how to best provide respite care 
that results in maximum benefits to care receivers 
and their families, and maximizes resources invested 
to accomplish these.
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In 2014, an estimated 43.5 million adults in the 
United States provided unpaid care to a child 
or adult with a chronic, disabling or serious 

health condition (National Alliance for Caregiving 
(NAC) and AARP Public Policy Institute, 2015). The 
trend to provide long-term services and supports at 
home, driven by social, demographic, political and 
economic forces, is increasing. 

Respite care in the U.S. is commonly seen as an 
issue related to care of the aging. And although 
the aging population in our nation is growing 
rapidly, and concerns about care for this population 
raise significant programmatic and policy issues, 
family caregiving is not just an aging issue. It is a 
lifespan issue. Respite care receivers’ needs range 
from problems associated with chronic mental or 
physical health problems, to cognitive and physical 
disabilities as well as functional limitations of aging. 
In 2014, the majority of family caregivers were caring 
for someone between the ages of 18 and 75 (53%); 
with 14 percent caring for someone ages 18-49 
and 39 percent caring for persons between the ages 
of 50-74 (NAC and AARP Public Policy Institute, 
2015). According to the most recent National Survey 
of Children with Special Health Care Needs, 15.1 
percent of children younger than 18 years-of-age 
in the United States, or approximately 11.2 million 
children, are estimated to have special health care 
needs. Overall, 23 percent of U.S. households with 
children have at least one child with special health 
care needs (U.S. Department of Health and Human 
Services, 2013). 

While many family caregivers report that they derive 
significant emotional and spiritual rewards from 
their caregiving experience, many caregivers also 
experience physical and emotional problems directly 
related to the stress and demands of daily caregiving 
responsibilities (American Psychological Association, 
2012; U.S. Department of Health and Human 

Service, 2013; The Arc, 2011). Moreover, when 
family caregivers experience a decline in their own 
physical or emotional health, the person they have 
been caring for is at increased risk for hospitalization 
and institutionalization (Elliot and Pezent, 2008; 
National Alliance for Caregiving, 2012; Spillman and 
Long, 2007). 

There is evidence that respite helps reduce stress 
levels among family caregivers (Harper, Dyches, 
Harper, Roper, and South, 2013; Zarit, Kim, Femia, 
Almeida, and Klein, 2013; Zarit and Leitsch, 2001). 
Managing stress among caregivers is important 
because high levels of stress are often precursors 
to developing significant physical and mental 
health issues. National, state and local surveys show 
that respite is a frequently requested service by 

family caregivers (The Arc, 2011; National Family 
Caregivers Association, 2011). Other than financial 
assistance for caregiving through direct voucher 
payments or tax credits, respite has been identified as 
the most important national policy related to service 
delivery by family caregivers (National Alliance for 
Caregiving and AARP, 2009). A more recent survey 
found that caregivers providing higher hours of 
care are more likely to say respite services would 
be helpful. Respite services are especially appealing 
to higher-hour caregivers who live with their care 
receiver (National Alliance for Caregiving and AARP 

Introduction—Why Respite?

When family caregivers experience a decline in their own physical or 
emotional health, the person they have been caring for is at increased 
risk for hospitalization and institutionalization (Elliot and Pezent, 2008; 
National Alliance for Caregiving, 2012; Spillman and Long, 2007).
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Public Policy Institute, 2015). Some studies suggest 
caregivers believe that not enough respite is available 
(Institute of Medicine, 2012), and according to 
the National Alliance for Caregiving and AARP 
Public Policy Institute (2015), 85 percent of family 
caregivers of adults receive no respite services at all. 

Respite is generally accepted as an important 
component of comprehensive strategies to support 
family caregivers and care receivers. To date, however, 
respite research confirming or supporting this 
premise has been limited in breadth and depth, and 
hampered by methodological shortcomings. Further, 

providing long-term services and supports places 
demands not only on direct caregivers, but also on 
family members, neighbors and friends of caregivers 
and care receivers. Much more information is 
needed to document how, and to what extent, respite 
may impact the health and well-being of family 
caregivers and care receivers, and other variables of 
interest––such as family relationships and stability, 
family economic well-being, the rate and timing of 
out-of-home placements, and other possible health, 
social and economic outcomes. There is also much to 
learn about which types of respite family caregivers 
and care receivers prefer, which aspects of respite are 
important to improved outcomes, the role of respite 
in comprehensive caregiver support initiatives, and 
how to improve access to services. 

THE COMPLEXITIES OF RESPITE CARE
Those reading this report likely have their own idea 
of what respite is. But respite takes many forms 
and the term “respite” is often used as a generic 
descriptor for a diverse range of services and 
supports. The preferred type of respite, the location, 

and the choice of provider or program can change 
for a family caregiver over time depending on the 
caregiver’s own needs, the care receiver’s needs, and 
the needs of other family members. Some of the 
variation among forms and services is important and 
needed in order to match services with caregivers’ 
and receivers’ needs, and make respite services 
truly helpful and useful. But these complexities 
also make challenging the task of defining a single 
service model or service system that can be subjected 
to fidelity testing. For example, some research 
suggests that respite is more effective when offered 
and provided as an adjunct to other important 
family caregiver services and supports (Gallagher-
Thompson and Coon, 2007). However, there is 
no clarity about which specific aspects of respite 
service––or the way they are configured, delivered or 
used––lead to short-term or sustainable benefits. 

Respite program eligibility requirements that differ 
among multiple providers and systems with different 
funding sources complicate the definition of respite 
by raising questions about the intended beneficiary 
of the service. The Lifespan Respite Care Act defines 
respite as “planned or emergency care provided 
to a child or adult with a special need in order to 
provide temporary relief to the family caregiver 
of that child or adult” (Public Law 109-442). This 
broad definition makes clear that while the care is 
for the individual with a special need, the intended 
relief is meant for the family caregiver. However, 
many federal and state funding streams, including 
Medicaid Home and Community-Based Waivers 
(currently the largest source of federal funding for 
respite) link eligibility to the condition, age, and/
or income of the care receiver. Differing eligibility 
criteria not only raise issues about the definition 
of respite, they also impose barriers to services for 
family caregivers trying to access respite. A notable 
exception is the Lifespan Respite Care Program that 
clearly directs services to the family caregiver. The 
National Family Caregiver Support Program and the 
relatively new Veterans Caregiver Support Program 
also recognize the family caregiver as the primary 
recipient of services, but they continue to impose 
some eligibility criteria for the care receiver. One of 

 One of the most important  

 researchable questions about respite is 

whether to take into account the needs of all family 

members when determining eligibility or designing 

and delivering services.
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the most important researchable questions about 
respite is whether to take into account the needs of 
all family members when determining eligibility, or 
when designing and delivering services.

Eligibility issues contribute to difficulties in 
defining respite, but the diverse range of respite 
service models, delivery mechanisms, and 
provider options further complicate efforts to 
define respite. Government agencies and local 
program practitioners often struggle to decide 
what constitutes a respite service and when it 
is appropriate to provide respite. For example, 
should a service be considered respite when it is 
used to allow family caregivers to work or attend 
training programs on a regular basis? Can a child’s 
participation in a camp program be defined as a 
respite service if the primary goal of the camp is 
to provide recreation and socialization for a child 
with a disability? What about adult day programs in 
which therapeutic benefits for the care receiver are 
the primary purpose, or that serve individuals who 
do not rely on a family caregiver? 

Researchers and policymakers may also face 
difficulties when trying to compare service use 
across states or funding sources. Each program or 
funding source may define respite differently based 
on the location of service delivery, the hours or 
units of service, the respite provider, the service 
model, and other factors (Houser and Ujvari, 2012; 
Reinhard, Bemis, and Huhtala, 2005). Clearly, in the 
absence of a clarifying definition of respite, it may be 
difficult for researchers to develop a base of evidence 
supporting, or failing to support, the efficacy of 
respite.

THE IMPORTANCE OF RESPITE RESEARCH
 • Are respite services beneficial to family 

caregivers as well as care receivers and do 
they result in improvements to the quality of 
their lives? 

 • Is a particular respite service being 
delivered in ways that help maximize 

benefits, accessibility and acceptance among 
family caregivers and their families? 

 • Are public and private funds efficiently and 
effectively invested in respite care?

Finding answers to foundational questions is 
among the multiple reasons that strengthening 
and expanding respite research are important. In 
addition, given current economic challenges, private 
and public funders are making funding requirements 
more stringent. Increasingly, funders want evidence 
that services are effective and accomplish intended 
goals, that they are meaningful to those using them, 
and that there is a value-added benefit in the form of 
reduced cost to public programs.

Research that demonstrates an evidence base for 
significant, beneficial, and long-lasting outcomes is 
essential to the advancement of certain programs 
and approaches. Although an evidence base does 
not exist on a broad scale, there are several examples 

of well-researched services that have resulted 
in increased or sustained funding following the 
development of an evidence base. These include the 
current federal expansion of home visiting services 
for vulnerable families of young children, and the 
expansion of caregiver assessment programs such as 
T-Care, and certain supports for family caregivers of 
individuals with dementia, among others. 

These programs point the way forward. Establishing 
evidence of efficacy based on sound research of a 
clearly defined service is essential to assure that, at a 
minimum, current respite funding is sustained, and 
that services meet standards of quality.

Increasingly, funders want evidence 

that services are effective and 

accomplish intended goals, that they 

are meaningful to those using them, 

and that there is a value-added benefit 

in the form of reduced cost to public 

programs.
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The extant state of research literature on 
respite, and a general lack of agreement 
among practitioners, researchers, 

policymakers and other stakeholders about basic 
features of respite, inspired the Administration for 
Community Living to undertake an initiative in 
collaboration with ARCH to offer guidance for the 
research community. The intention behind their 
initiative is to develop an evidence base for respite, 
thereby helping other stakeholders to better plan, 
deliver, and evaluate respite programs. Specifically, 
the initiative frames a research agenda for respite, 
and provides guidance to researchers interested in 
exploring the efficacy of respite.

In order to address intrinsic issues associated with 
the research agenda, this initiative also needed 
to address the inconsistent and often conflicting 
definitions of respite; examine and identify the 
common shortcomings in existing literature 
pertaining to respite; propose salient research 
questions that would help focus research activities so 
as to remediate the shortcomings; suggest research 
methods and approaches appropriate to the stage of 
development of various respite models, programs, 
and delivery mechanisms; and propose ways to 
generate interest among researchers to conduct 
respite research.

AN EXPERT PANEL 
ARCH in collaboration with the Administration 
for Community Living convened an Expert Panel 
on Respite Research (the Panel) composed of 
researchers, academics, service providers, advocates, 
policymakers, and administrators to conduct a series 
of structured meetings to address each of these 
issues. The Panel was not tasked with establishing 
or focusing on a single programmatic definition of 
respite care that would limit how respite is delivered 
or accessed. Rather, their task was to understand 
and accept the complexities of a service that takes 
many forms and must be flexible to meet family 
caregivers’ individual needs. The challenge for the 
Panel was to design a research agenda that embraces 
the inherently diverse nature of respite and translates 
it into the development and support of meaningful 
research strategies and approaches.

Panel members were selected from a known cadre 
of researchers and experts who had engaged in 
respite research previously, or were familiar with 
caregiving research overall. Recommendations 
for panel members were also solicited from the 
ARCH Lifespan Respite Technical Assistance Center 
Advisory Committee and from the national Lifespan 
Respite Data Workgroup that assisted ARCH in the 
development of performance metrics for Lifespan 
Respite grantees.4 Every effort was made to ensure 
that members of the Expert Panel represented all 
age groups and disabilities, and came from a variety 
of disciplines including federal evaluation staff, 
academic researchers, foundations and nationally-
recognized disability or aging organizations. Panel 
members were invited to voluntarily serve on the 
Panel with no financial compensation.

4 Lifespan respite grantees are state agencies which implement 
Federal Lifespan Respite Care Program activities to build 
and sustain statewide systems to improve access to respite 
resources for all caregivers.

The Initiative for a Research Agenda

Some studies suggest caregivers believe that not enough respite is 
available (Institute of Medicine, 2012), and according to the National 
Alliance for Caregiving and AARP Public Policy Institute (2015), 85 
percent of family caregivers of adults receive no respite services at all.



Deliberations of an Expert Panel of Researchers, Advocates and Funders

9

PURPOSE AND GOALS 
Fourteen panel members met from June 2013 to 
November 2014, via both teleconference meetings 
and one face-to-face meeting. The Panel, the 
Administration  for Community Living, and ARCH 
began their work by agreeing upon seven project 
goals, which also comprised their final task plan:

1 Identify the current status of respite research 
broadly, including research gaps and limitations, 
taxonomical approaches used by past and 
current research on respite, methodological 
concerns and issues, and barriers to respite-
focused research; 

2 Craft a respite definition and framework for 
guiding the development of the research agenda; 

3 Identify areas of respite research on which 
to focus the recommendations (e.g. family 
caregiver and/or care receiver outcomes; service 
satisfaction; economic impacts; improving 
service delivery and access); 

4 Identify methodological approaches and other 
strategies to address identified barriers to respite 
research; 

5 Identify strategies for supporting translation of 
these goals for use in practice settings; 

6 Identify incentives to engage researchers in the 
respite research agenda developed by the Panel; 
and 

7 Identify and encourage funders to support 
implementation of respite research 
recommendations promulgated by the Panel.
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In order to inform their initial work––creating a 
working definition of respite and constructing 
a framework that would guide them as they 

developed a research agenda––the Expert Panel 
began by reviewing current research. To ascertain 
the current status of respite research, the Panel 
conducted a comprehensive literature review of all 
respite research published between 2001 and 2014. 
Their search focused primarily on studies that 
attempted to measure outcomes associated with the 
receipt of respite. A general review of respite research 
revealed that the number of available studies was 
small, and they were typically limited in scope, 
complexity or methodology (Appendix 1: Summary 
Matrix of Research Studies on Respite and Crisis 
Care). 

The preponderance of existing studies are 
evaluations of one distinct model of respite and/or 
respite for a narrowly defined eligibility group. For 
example, Steven Zarit and colleagues documented 
the benefits of respite through adult day services 

for caregivers of older adults with Alzheimer’s and 
other dementias (Zarit, Gaugler and Jarrott, 1999). 
A study of parents of children with autism spectrum 
disorders found that respite care was associated 
with reduced stress and improved marital quality 

(Harper, et al., 2013). While the findings from these 
studies inform the field, they may not relate to 
respite outcomes for individuals across the age and 
disability spectrum because of a narrow focus on 
population and/or intervention. 

The review also revealed that much of what we know 
and believe about respite is a result of programs that 
assess family caregiver satisfaction with the services 
they have received. Not surprisingly, results are 
generally positive. For example, research has found 
that consumer-directed respite produces the greatest 
level of family caregiver satisfaction (Feinberg and 
Whitlatch, 1996; Whitlatch and Feinberg, 2009). 
However, expression of satisfaction with the respite 
service alone, while important, does not necessarily 
correspond to long-term benefits for family 
caregivers, reductions in out-of-home placements, or 
other social, health or cost-related outcomes. Those 
outcomes need to be studied specifically in addition 
to satisfaction, as exemplified by studies that have 
found that respite may reduce administrative 
burdens and reductions in facility-based placements, 
and improve maternal employment (Caldwell, 2007). 
Furthermore, very little has been studied about how 
the satisfaction of the care receiver influences family 
caregiver or other outcomes.

Research has only recently begun to explore other 
specific aspects of the service that may contribute 
to positive outcomes. Recent research has found 
that family caregivers are more likely to experience 
reduced stress levels for longer periods if they 
were satisfied with how they spent their respite 
time (Lund, 2011; Lund, Utz, Caserta and Wright, 
2009). This same group of researchers has recently 
begun to develop and test programs that help 
respite providers and caregivers optimize the respite 
experience by contemplating and carefully planning 
how respite time will be spent (Lund, Utz, Caserta, 
Wright, Llanque, et al., 2014). Long-standing work 

Research has found that consumer-directed respite produces the 
greatest level of family caregiver satisfaction (Feinberg and Whitlatch, 
1996; Whitlatch and Feinberg, 2009). However, expression of satisfaction 
with the respite service alone, while important, does not necessarily 
correspond to long-term benefits for family caregivers, reductions in out-
of-home placements, or other social, health or cost-related outcomes.

The Current Status of Respite Research
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has shown that there may be a minimum number 
of hours of respite necessary each week to have a 
longer term impact on family caregiver stress levels, 
and that these respite hours should be available on a 
consistent and regular basis so that family caregivers 
can count on this time (Zarit, Stephens, Townsend, 
and Greene, 1998). Other researchers have shown 
that the earlier respite is received in the caregiving 
experience, the more effective it will be in preventing 
the onset of serious stress and the associated negative 
physical and emotional effects (LaSasso and Johnson, 
2002; Gottlieb and Johnson, 2000).

As in many other fields of research, methodological 
limitations are prevalent. As an example, a 2007 
meta-analysis conducted by researchers in England 
identified and reviewed relevant studies of various 
community-based respite care models for the frail 
elderly and their caregivers (Mason, Weatherly, 
Spilsbury, and Arksey, et al., 2007). The literature 
review provided evidence that respite for these 
caregivers has a small positive impact of reducing 
caregiver burden, and caregivers were generally 
very satisfied with the service. However, no reliable 
evidence was found that respite delayed entry to 
residential care. One of the study’s authors, Hilary 
Arksey, presented at the 2009 ARCH National 
Respite Conference in Burbank, California. After 
summarizing a broad review of the literature 
across age and disability groups, she concluded, “It 
would be wrong to assume that lack of evidence of 
effectiveness means that respite care is ineffective. 
It’s more about methodological weaknesses” (Arksey, 
2009). These conclusions were affirmed by the 
identification of a preponderance of methodological 
limitations reported in the literature and 
summarized by the Expert Panel in an Annotated 
Bibliography of Respite and Crisis Studies (ARCH, 
2014; Appendix 1: Summary Matrix of Research 
Studies on Respite and Crisis Care, page 45).

Taken as a whole, the present research base leaves 
unanswered questions relating to whether respite 
benefits family caregivers, has short-term benefits 
only, or has potential for more lasting positive 
outcomes. 

IMPROVING FUTURE RESPITE RESEARCH
Caregiver satisfaction with services and reducing 
caregiver stress are important indicators of respite 
benefits. But exploration of other outcomes is very 
important in order to establish an evidence base 
for the efficacy of respite. The ways that respite 
influences family caregiver relationships and marital 
status, employment and family economic stability, 
family caregiver and care receiver social interactions, 
abuse or neglect prevention, and caregiver health 

status have not been well researched. Furthermore, 
it is increasingly important for policymakers and 
other funders to know if respite is cost-effective 
by examining such variables as reduction in care 
receiver hospitalizations, prescription drug use, 
nursing home utilization, foster care or other 
out-of-home placements. Research on the cost-
benefits of respite has been mixed and fraught with 
methodological problems. Some promising work 
on the role of respite in reducing the risk of costly 
psychiatric hospitalization among children with 
autism offers new possibilities for research in this 
area (Mandell, Xie, Morales, Lawer, McCarthy, and 
Marcus, 2012), but by and large, the existing research 
is either silent or equivocal on these important 
questions. 

The ways that respite influences 

family caregiver relationships and 

marital status, employment and family 

economic stability, family caregiver 

and care recipient social interactions, 

abuse or neglect prevention, and 

caregiver health status have not been 

well researched.



12

A RESEARCH AGENDA FOR RESPITE CARE

From the outset the Panel’s literature review 
revealed that researchers define respite in 
a variety of ways. It was also noted that 

researchers used a variety of different terms to 
describe respite. The Panel added the task of 
developing a taxonomy for respite that would 
provide consistency of language when focusing on 
outcomes, discussing research designs, levels of 
scientific rigor of research designs, and ultimately 
for making recommendations regarding strategies, 
methods, and topics for future respite research. 

DEFINING RESPITE 
Acknowledging the lack of a working definition of 
respite, panel members recognized the problems 
this causes not only in conducting research, but 
also in holding conversations about respite across 
disciplines, and even from program to program. 
Requisite to their task of identifying areas of 
research, developing a working model, identifying 
outcomes, and specifying methodological strategies 
that would guide their recommendations, the Panel 
began by composing a working definition of respite.

The Panel’s research review showed that in some 
cases respite was defined as a particular clinical 
or medical intervention on behalf of the care 
receiver, based on the care receiver’s dependency 
characteristics related to conditions such as 

dementia, Alzheimer’s, cerebral-vascular accident, 
developmental disability, or physical disability. 
Those services might, incidentally, also result in 
the family caregiver having a period of relief from 
the responsibilities of caregiving. However, the 
studies rarely quantified the duration of respite or 
captured information on how caregivers’ spent time. 
In some cases, the type of respite service or how it 
was delivered was not described at all. In fact, it was 
common among the studies reviewed that in the 
discussion sections the authors themselves would 
decry the lack of a cogent and inclusive definition 
of respite. A common recommendation in these 
articles, accompanying the usual recommendations 
for future research, was for the field to generate such 
a cogent, inclusive definition.

This focus on the care receiver rather than the 
caregiver as the target of respite is most often 
dictated by the major funding streams, primarily 
federal, that define eligibility for reimbursable 
services based on the care receiver’s condition, and 
that more narrowly define eligibility according to the 
guidelines of the funder, principally Medicaid. The 
Panel cited fragmented funding streams, restrictive 
criteria for eligibility, and lack of services or program 
models that focused primarily––if not expressly––on 
relief of caregiving responsibilities for the family 
caregiver.

To fully inform the Panel’s work on developing a 
respite definition that would lend itself to research 
efforts, the Panel reviewed existing definitions of 
respite in federal programs (Appendix 2: Federal 
Definitions of Respite) as well as the recent 
taxonomy of home and community-based services 
(HCBS) developed by the Centers for Medicare 
& Medicaid Services (CMS) (Lollar, Peebles, and 
Timmel, 2013; Peebles and Bohl, 2014). Currently, 
the CMS taxonomy applies to a wide array of 
Home and Community Based Services (HCBS), 

The Expert Panel’s Deliberations 

Studies have shown that the earlier respite is received in the caregiving 
experience, the more effective it will be in preventing the onset of 
serious stress and the associated negative physical and emotional 
effects (LaSasso and Johnson, 2002; Gottlieb and Johnson, 2000). 
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including respite, covered under HCBS waivers as 
well as the State Plan HCBS benefits authorized by 
Section 1915(i). The utility of the taxonomy is that 
researchers can analyze HCBS use at the person-level 
rather than at the aggregate level, although respite is 
defined only as an in-home or out-of-home service 
under the broader taxonomy category of Caregiver 
Supports (Peebles and Bohl, 2014). 

Panel members agreed that any definition of 
respite should focus on relief from caregiving 
responsibilities. However, Panel members also 
concluded that focusing only on the caregiver 
could have untoward consequences with respect to 
funding respite since funds are typically connected 
to the disability or condition of the care receiver. 
Furthermore, the Panel recognized that much of 
respite is delivered as part of a multi-service plan or 
program that usually includes some service for the 
care receiver. 

Panel members also discussed whether or not a 
definition of respite should address, directly or 
indirectly, the intended outcomes of respite. Panel 
members wondered if there should be quid pro quo 
for the receipt of respite. Should a caregiver receiving 
respite be required to engage in certain activities, or 
use the time in certain ways, presumably defined by 
the funding source? Is it sufficient for the caregiver 
simply to rest? Is the provision of respite still 
“respite” if the caregiver spends respite time in the 
presence of the care receiver (such as a caregiver who 
accompanies a child with a developmental disability 
to a camp experience)?

The Panel agreed that the definition of respite should 
be inclusive, should focus primarily on the caregiver, 
but should also include reference to the care receiver 
and even the family system as potential beneficiaries. 
They also agreed that while the definition should not 
place arbitrary limits on how respite time is spent by 
the caregiver, that there should be some measurable 
or observable benefit that accrues to the caregiver in 
the form of well-being or quality of life.

Panel members bored deeply into the draft 
definitions, and were very precise with respect to 

their critiques and attempts to clarify. For example, 
several panel members argued that the word 
“temporary” should not appear in the definition at 
all, lest it be misconstrued as an adjective implicitly 
defining a limit on the term or duration of respite 
that a caregiver might receive, rather than more 
simply stating that an episode of respite provided 
temporary relief from the duties of caregiving. The 
Panel’s conversations were essential to achieving 
clarity and purpose for the proposed definition.

Through their deliberative process, the Panel reached 
consensus and adopted a definition that includes 
explanatory language making clear that collectively 
the panel members recognize that there are many 
different models of respite. For example, some 
models provide regularly scheduled and recurring 
respite, while other models make respite available 
in response to emergencies or only on an as-needed 
basis.

Panel members note that specific definitions of a 
respite service are likely to vary as a function of 
care receivers’ needs, as well as those of caregivers, 
among others. The Panel, therefore, drafted language 
that appended the definition in order to make it as 
inclusive as possible when applied. The Panel held 
particularly strong feelings about the addendum 
to the definition because their intention is that 
the definition serve as the cornerstone of their 
recommendations for conducting future research 
and testing the efficacy of respite.

A Concise, Inclusive Definition

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 receiver, and/or family 
system.

The preceding definition is intended to make the 
family caregiver the starting point for planning any 
research endeavor relating to respite. It explicitly 
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states that while some benefit from respite should 
accrue to the caregiver, benefits may also accrue to 
the care receiver and to other family members. The 
care receiver or other family members may be the 
primary focus of the respite service research, but 
benefits accruing to the caregiver should also be 
identified and measured. 

Appended to the respite definition is the following:

Services provided may be informal, formal or 
specialized, and they may be provided to either, 
or both, the caregiver and the care receiver. It 
is acknowledged that respite takes on various 
forms; may be of short or extended duration; 
may occur one time, multiple times as needed 
by the caregiver, or be regularly scheduled; may 
include paid or voluntary services; may involve 
different types of providers and services of 
varying degrees of formality; may be provided in-
home or at some other location (such as a center 
or camp); may involve or require direct staff 
with varying degrees of experience or training, 
or who possess various credentials; and may be 
designed to address different chronic or disabling 
conditions, types of dependency, age levels of 
dependent persons, and levels of dependency. To 
the degree that one or more of these variables 
are suspected of or intended to affect the desired 
outcomes for either caregivers or care receivers, 
they should be so acknowledged, measures should 
be identified, and the measures should be tracked 
throughout the research project for analysis and 
model testing.

AN “ENTRY PORTAL” 
FOR RESPITE RESEARCH
Once the Panel reached consensus on a practicable 
definition of respite, they began contemplating 
a model for respite research. Because the Panel’s 
definition identified the caregiver as the primary 
reason that respite is provided, panel members 
agreed that any model of research should focus, at 
least initially, on benefits accruing to the caregiver. 
While acknowledging that benefits accruing to 

the care receiver or the family as a system may be 
equally important in terms of approaching respite 
research, the Panel agreed that the caregiver was the 
place to start. The term “entry portal” evolved in 
the Panel’s discussions about the beginning point 
of any research endeavor. That is, no matter what 
else occurs during a period of respite, some benefit 
should accrue to the caregiver, and any research 
endeavor should attempt to identify and measure 
caregiver benefits. More simply stated, if you are not 
measuring some intended benefit to the caregiver, 
you are not conducting respite research; you are 
researching something else, such as a medical service 
or life experience for the care receiver.

TAXONOMY OF RESPITE RESEARCH
Having focused on “benefits accruing to the 
caregiver,” the Panel began identifying outcomes 
that might logically be expected to accrue from, and 
that could be attributed to, respite. Stated in research 
parlance:

If you provide a particular respite service 
(the independent variable), and the service 
is effective, what positive outcome (the 
dependent variable) would you expect to 
observe? 

Research is all about manipulating independent 
variables with some expectation that those 
manipulations will impact the dependent variable 
in some observable, measurable way. The Panel had 
already agreed that there were multiple variables 
defining possible respite models. Their next task was 
to define beneficial outcomes that might be expected 
to occur following respite.

The task of identifying caregiver outcomes is not as 
simple as it might first appear because the reported 
research studies did not always measure specific 
benefits to caregivers. When they did, outcomes 
were limited to just a few, such as reduced stress or 
depression levels. Therefore, no taxonomy of terms 
was readily available for the Panel to adopt in order 
to generate a more comprehensive list of outcomes 
potentially attributable to respite. The Panel 
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reviewed several different taxonomic approaches 
and ultimately categorized outcomes that might 
occur at three levels: individual caregiver, family, and 
society. For each level, the Panel identified proximal 
outcomes (those that might be observable during 
or immediately after a spell of respite, such as relief 
from depression), and distal outcomes (those that 
might take time to emerge or to be measured, such 
as delayed or avoided institutional care, or family 
continuity).

The original taxonomic schema the Panel developed 
focused on: affective dimensions, both positive and 
negative, such as depression, hopefulness, loneliness; 
human capital, such as competence as a caregiver 
or as an advocate for care receiver; and major 
situational changes, such as separation or divorce, 
decline of caregiver health status, care receiver 
hospitalization or institutionalization. 

Based on panel members’ comments, the schema 
was revised by labeling “big buckets”––or inclusive 
categories––of outcomes according to the results 
they were intending to achieve, such as improved 
relationships, better health, or stable living status. 
The revised schema that follows uses this approach 
and provides examples of both proximal and distal 
outcome measures for each “big bucket” category. 

A FOCUS ON OUTCOMES
The revised schema focuses only on outcomes, and 
presumes that concomitant variables related to the 
design of the particular respite program will be 
tracked and recorded. These concomitant variables 
include nominal variables (such as the type of 
service or specifics of the model); process variables 

(such as the ‘dosage’ of service(s) or the frequency 
of service); and implementation variables (such 
as fidelity of model implementation, satisfaction 
with service(s) received, satisfaction with the service 
provider, or satisfaction with the location of service, 
among others). 

The Panel strongly advocates that future respite 
research addresses proximal and distal outcomes 
when appropriate and possible. Tracking and 
maintaining contact with families throughout a 
long-term study can be expensive, and usually 
requires large sample sizes due to the likelihood 
of attrition. However, distal outcomes are very 
important because they reflect life-course trajectory 
changes in the caregiver, care receiver, or both. 
A focus on proximal outcomes is well-grounded 
and bolsters the logical arguments associated with 
particular proximal outcomes leading to more distal 
outcomes. When resources and research design 
permit the measurement of distal outcomes, which 
is essential to establishing the long-term efficacy of 
respite, the proximal outcomes provide the logic for 
causal attribution.

Related Proximal and Distal Outcomes

The taxonomic schema on page 16 is designed to 
relate both proximal and distal outcomes, which can 
be potentially attributed to the provision of respite, 
to the relationships and persons for whom respite is 
intended to benefit, and the individual, family and 
societal level contexts in which respite occurs.  The 
outcomes presented here, both proximal and distal, 
are provided as examples, are not inclusive of all 
possibilities, and are not intended to limit future 
research.
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Outcome Category Proximal Outcomes 
(results of direct service)

Distal Outcomes 
(changes in well-being over time, following respite)

Individual and Family Level Outcomes
Family Relationships • quality of marital/partner relationship

• perceived strength of relationships

• relationship with other family members

• relationship with care receiver

• time available for non-care receiving family members

• reduced risk of care receiver maltreatment

• caregiver’s positive attitude towards care receiver and other 
family members

• care receiver’s positive attitude towards care receiver and 
other family members

• family’s ability to develop and utilize social networks

• family continuity

• relationship stability (separation and divorce)

• family vacations, outings, events with or without 
care receiver

• reduced incidence of care receiver maltreatment

• long-term increase in family’s social capital

Social Relationships 
(outside the family)

• frequency/duration/quality of social interactions (both 
caregiver and receiver)

• maintenance of friendships (both caregiver and receiver)

• accessing/utilizing support groups

• family’s ability to organize and utilize social support/social 
capital

• caregiver’s sustained willingness to provide care

• caregiver’s sustained confidence and ability to 
provide care

• long-term increase in family’s use of social capital

Health and Mental 
Health Effects

• free time for caregiver to use as determined by caregiver

• receipt of health care

• resolution of health problems affecting caregiving

• receipt of mental health counseling or other mental health 
services

• measures of caregiver depression, frustration, sense of 
burden, stress, anxiety, chronic fatigue, guilt

• disrupted or insufficient sleep

• caregiver and care receiver risk of psychiatric hospitalization

• eating disorders

• anxiety about the future

• anxiety about aging

• anxiety about diminishing ability to provide care for 
dependent family members

• caregiver relief from stress, depression, frustration, 
anxiety

• caregiver mental and physical health maintained/
restored

• care receiver mental and physical health 
maintained/restored

• increase in coping behaviors and/or decrease in 
maladaptive behaviors

Living Status • placement stability with caregiver

• continuity of placement

• successful transition into or out of institutional care or other 
placement

• reunification of care receiver with caregiver (and family)

• institutional placement delayed

• institutional placement avoided

• institutional placement rescinded

TAXONOMIC SCHEMA OF RELATED PROXIMAL AND DISTAL OUTCOMES 
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Outcome Category Proximal Outcomes 
(results of direct service)

Distal Outcomes 
(changes in well-being over time, following respite)

Quality of Life • stress levels

• sense of support

• happiness

• satisfaction with caregiving

• care recipient academic achievement

• confidence in provision of care

• sense of freedom and self-care

• time for recreation/leisure important for caregiver and care 
receiver quality-of-life

• improved/sustained quality of life for both caregiver 
and care receiver

• perceived quality of life of both caregiver and care 
receiver 

• caregiver sense of well-being

• caregiver maintains hobbies or other leisure 
activities

Experience of Care 
(perceptions of 
caregiver and care 
receiver)

• caregiver satisfaction

• care receiver satisfaction

• caregiver’s perceptions of competence in providing care

• caregiver self-efficacy

• long-term caregiver satisfaction

• long-term care receiver satisfaction

• maintenance of caregiver’s perceptions of 
competence in providing care

• long-term self-efficacy as caregiver

Community Participation 
and Involvement

• caregiver participates in community activities, volunteers, 
maintains community connections

• care receiver participates in community activities and builds 
community connections

• caregiver avoids increasing sense of isolation from 
community

• community benefits from caregiver participation in 
community activities and events

• care recipient avoids increasing sense of isolation 
from community

• community benefits from care recipient 
participation in community activities and events

Societal Level Outcomes
Cost-Effectiveness and 
Cost/Benefit

• cost efficiencies (cost per outcome achieved)

• degree of achievement of outcome per-unit cost

• hospital costs/utilization

• number of inpatient/outpatient days

• emergency room visits

• reduced societal burden of care

• cumulative program cost savings over time

• benefits that accrue to society through taxes

• avoidance of institutionalization/reduced societal 
burden of care

Employment • caregiver participation and productivity in the workforce

• caregiver maintenance/retention of employment

• caregiver absenteeism and presenteeism in the workplace

• ability to provide care to care receiver

• maintain/increase household income

• caregiver able to support the economy

• employer productivity

• continued independence of caregiver

• continued ability of caregiver to be employed and 
productive in the workplace

• continued ability of caregiver to provide care to 
care receiver

• income/household stability

• taxes return to society by employed caregiver

• long-term employer productivity and profitability

The outcomes presented here, both proximal and distal, are provided as examples, are not inclusive of all possibilities, and are not intended to limit future research.
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A RESEARCH FLOW DIAGRAM
The Panel’s focus on outcomes is noteworthy––
particularly in the absence of a research literature 
that clearly specifies succinct categories of outcomes 
that have been studied previously. Embarking on 
a mission to study outcomes in the absence of a 
guiding body of research required an organizing 
framework to help guide the Panel’s discussions, and 
to assist future researchers wishing to embrace the 
Panel’s recommendations. To meet this need, the 
Panel constructed a research flow diagram (see page 
20) that purposefully reflects the Panel’s definition 
of respite, restated here: 

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 receiver, and/or 
family system. 

The Panel derived the logic for constructing the 
Research Flow Diagram from the conceptual model 
of David Evans (2013). In an article titled Exploring 
the Concept of Respite, Evans began his exploration 
of respite by identifying the caregiver and the 
care receiver as a dyad, where the respite service 

is needed to engage both parties in the dyad and 
offer assistance. The logic in this concept is that if 
the parties were not engaged, then any subsequent 
assistance would not be accepted. In turn, if the 
assistance was not effective then the respite would 
be of little value. Within this model, therefore, 
assistance/engagement identifies the starting point 
for the delivery of respite.

Continuing with Evans’ postulation, assuming 
successful engagement and negotiation of assistance, 
respite should result in one or more of three general 
categories of outcomes: freedom, support, and 
connection. Recalling that the Panel’s definition of 
respite is intended to make the caregiver the starting 
point for planning any research endeavor relating 
to respite, some benefit of respite should accrue to 
the caregiver. Therefore, the research idea, plan, or 
proposal flows first to the caregiver, and thereafter 
may remain focused solely on the caregiver, or it may 
branch out to include other beneficiaries, such as, 
the care receiver, other family members or the family 
system. Informal, formal or specialized services may 
be provided to the caregiver, the care receiver or 
other family members. 

The Panel concluded that a generic research 
framework for respite based on Evans’ conceptual 
model requires that any respite service is the result 
of a negotiation and agreement between the respite 
service provider, the caregiver and the care receiver. 
The agreement specifies the respite to be provided, 
and the elements of that service that relate to either 
assistance or engagement (see #1 following), or 
both, with the intention of producing one or more 
proximal outcomes for the caregiver, and possibly 
other beneficiaries, relating to freedom, support, or 
connection (see #2 following), and distal outcomes 
relating to optimal well-being of the caregiver, 
care receiver, or caregiver family (see #3 following). 
Therefore, the design of any respite research project 
would have to include independent variables (see 
#4 following) relating to assistance/engagement (the 
respite service), and dependent variables (see #5 
following) relating to outcomes expressed in terms 
of freedom, support and well-being. The Respite 
Research Flow Diagram on page 20 illustrates 
how this framework provides a flow for a research 
endeavor on respite services.

1 Assistance and engagement. Research studies 
should highlight:

• Assistance: the manner in which care 
is provided, including the duties and 
mechanisms of providing care (location of 
services, type of services, dosage, and other 

Based on Evans’ (2013) conceptual model, any respite service is the 
result of a negotiation and agreement between the respite service 
provider, the caregiver and the care recipient.
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variables defining the specifics of the respite 
service provided); and 

• Engagement: highlighting the mechanisms 
by which caregivers (and care receivers, if 
included in the research design) engage in 
respite, such as educational activities, health-
related activities, social engagement, rest and 
relaxation, etc.

2 Proximal outcomes––freedom, support, 
connection. Research studies should highlight:

• Freedom includes relief from caregiving 
responsibilities and from the stress of 
caregiving (for the caregiver) and freedom 
to use the respite time in any number of 
ways, including simple rest and relaxation. 
For the care receiver this might include 
time away from the traditional caregiver, or 
freedom to receive other services, supports 
or opportunities not available from the 
traditional caregiver, or freedom from 
more restrictive or institutional care. For 
family this might include freedom to engage 
in family-centered activities without the 
simultaneous responsibility of caring for the 
dependent family member.

• Support for the caregiver normally involves 
participation in activities related to health, 
education, social activities, self-care (e.g., 
rest, relaxation, pursuit of personal goals), 
and employment. For care receivers, support 
may include respite provider’s efforts to 
improve the quality of life, well-being, or to 
engage in activities that the traditional care 
provider cannot offer. For the family, the 
support may mean that the caregiver can 
attend to the needs of other family members 
without disabilities or participate in activities 
involving other family members.

• Connection, for all three beneficiaries 
(caregiver, care receiver, family unit), 
includes continuity of the family unit, 
participation in social or community 
events, maintenance or pursuit of social 
relationships and social interactions.

3 Distal outcomes––optimal well-being. 
Research studies should highlight: 

• Improved physical health, improved mental 
health, improved stability of caregiver family 
life, improved intra-familial relations, and 
other measures relating to optimal well-
being, where “optimal“ means achieving 
the best possible outcomes in what may be 
difficult and/or demanding circumstances for 
the caregiver, care receiver, and family unit.

4 Independent variables: 

• Those measurable variables that the 
researcher manipulates in order to increase 
the availability and/or effectiveness of 
the respite services, decrease the costs of 
providing the respite services, or both.

5 Dependent variables: 

• Those measurable variables that the 
researcher intends to impact through 
manipulations of the independent variables. 
Using Evan’s framework, proximal dependent 
variables (other than cost variables) should 
align with at least one of the following three 
categories of variables: freedom, support, and 
connection; and distal dependent variables 
should relate to the optimization of well-
being of the caregiver, care receiver, or family 
unit.
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RESPITE RESEARCH FLOW DIAGRAM

 Superscripts within the diagram refer to the numbered paragraphs on pages 18 and 19.

Research idea, plan, or proposal:

Researcher’s or service provider’s ideas about testing 
respite models, purpose, location, duration, schedule, 
preferred or target clients, costs, etc. Mechanisms of 
assistance and engagement1 that are of interest to the 
research are identified and specified for all beneficiaries. 
These comprise the independent variables4 of the research.

Caregiver:

The person providing care to the person with a special 
need.

The caregiver is the “portal” for all lifespan respite 
research. While there may be other beneficiaries of respite, 
the caregiver is the primary beneficiary of respite, and 
some measurable benefit should accrue to the caregiver.

Proximal Care Receiver benefits:

Benefits align with at least one of 3 broad categories 
of proximal outcomes: freedom, support, connection,2 
such as, time away from primary caregiver, receipt 
of specialized services, avoidance of restrictive or 
institutional care, participation in enrichment or work 
activities, social interaction opportunities, etc.

Proximal Caregiver benefits:

Benefits align with at least one 
of 3 broad categories of proximal 
outcomes: freedom, support, 
connection,2 such as relief from 
caregiving responsibilities, 
maintain social relationships, 
time spent meeting their own 
needs, such as physical/mental 
health needs. These comprise the 
proximal dependent variables2,5 
of the research.

Distal Caregiver benefits:

Benefits align with at least one outcome measure relating 
to optimal well-being of the caregiver, such as, long-
term stress reduction, ongoing community engagement, 
long-term improved physical or mental health, enhanced 
ability to continue in the role of caregiver, other measures 
indicating optimal well-being and quality of life. These 
comprise the distal dependent variables3,5 of the research.

Distal Family benefits:

Benefits align with at least one outcome measure relating 
to optimal well-being for the caregiver family, such as, other 
family members remain integrated into the family unit, 
family remains together, engagement in the community, 
improved intra-familial relationships, or other measures 
indicating optimal well-being and quality of life.

Distal Care Receiver benefits:

Benefits align with at least one outcome measure relating 
to optimal well-being of the care recipient, such as: 
engagement in the community, maximum achievable 
independence, improved physical or mental health, or other 
measures indicating optimal well-being and quality of life.

Additional beneficiaries

Proximal Family benefits:

Benefits align with at least one of 3 broad categories 
of proximal outcomes: freedom, support, connection,2 
such as, family-centered activities without the caregiving 
responsibilities, social outings or vacations, participation 
in community or other activities without caregiving 
responsibilities, etc.

Additional 
beneficiaries:

• Care receiver

• Family unit
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Problems caused by an inadequate definition 
of respite present significant barriers to 
conducting research on respite programs and 

services. Although the definition proposed by the 
Expert Panel is intended to remove some of these 
barriers, an inadequate definition is not the sole 
problem that has affected respite research to date. 
A general lack of focus of much respite research 
suggests the absence of an organizing framework for 
respite research. Evans’ article, and the Panel’s work 
and discussions about focusing on benefits to the 
caregiver being of primary interest (and serving as 
a “portal of entry” to research), followed by benefits 
to the care receiver, led to the development of the 
framework and the flow diagram described above. 

Having developed a general definition of 
respite, and also having tailored an organizing 
framework for respite research, the Panel turned to 
methodological issues that have challenged effective 
research. Methodological shortcomings call into 
question the credibility of study findings, limit 
their usefulness, and in many cases, seriously limit 
their generalizability. It is noteworthy that both 
methodologically weak designs, and overly rigorous 
designs (when applied to models in early stages of 
development) can result in equivocal findings or 
“non-findings.” These studies fail to detect a result 
when one has actually occurred. (This is known as 
a classic Type-II error in the hypothetico-deductive 
scientific method.)

METHODOLOGICAL DESIGN 
CONSIDERATIONS
Methodologically weak designs are frequently the 
result of underfunded studies. A lack of adequate 
funding often translates into a lack of appropriate 
and reliable measures for those variables related to 
establishing the efficacy of respite. Adequate funding 

also needs to be commensurate with the state-
of-the-art or stage of development of the respite 
program serving as the focus for the research or 
evaluation study. In other words, a research endeavor 
may suffer from a weak, ill-defined, or amorphous 
“independent variable”—that is, the lack of a 
clearly defined service model being implemented, 
in a clearly described context, to a clearly identified 
service population. When independent variables 
are not adequately described, and appropriate 
outcomes (dependent variables) are not identifiable, 
methodologically rigorous designs cannot be 
devised.

Perhaps equally problematic is the inappropriate 
application of highly rigorous research designs to 
models that are still under development. When the 
measurement system and the expected results of 
the intervention (i.e., the outcomes of the respite 
program being studied) are unrealistic, the sample 
size too small, implementation fidelity too weak, 
or the service model itself too loosely defined, the 
results of research are questionable. These overly 
rigorous methods––randomized controlled trials 
(RCTs), in particular––frequently fall victim to 
the false assumption that when conducted in 
varied practice settings, RCTs are truly capable of 
controlling for random sources of error variance. 
Many “post mortems” conducted on failed studies 
have found numerous sources of variance that 

Methodological Issues in Respite Research

Zarit’s (2014) recent research investigating the effects of adult day care 
use on caregiver care-related stressors measured by salivary biomarkers 
is “one of the few studies demonstrating an effect of a caregiving 
intervention on physiologic indicators of stress.”
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are not random after all, but rather are sources of 
variance that might be important intervening or 
confounding variables whose variance can and 
should be accounted for as part of the research. 
Examples of such intervening or confounding 
variables include unrecognized sample selection bias 
(either deliberate or inadvertent), which frequently 
occurs in real-world practice settings, or using 
measures only indirectly related to the outcome of 
interest. As a result, the study may be incapable of 
detecting treatment effects, leading to the conclusion 
that no treatment effects occurred.

While RCTs may be considered by some to be the 
gold standard of efficacy testing, their premature 
use, or particularly their inappropriate use on 
developing models, may result in the loss of good 
ideas and good programs when RCTs fail to detect 
positive findings. Note that the use of the phrase 
“failed to detect” is deliberate. It is used in this 
instance to differentiate between studies in which 
an actual failure to detect positive outcomes occurs, 
as opposed to finding or “proving” (since this is an 
RCT) that a particular program does not work.

The overuse of RCTs is influenced by a trend among 
funders of research (including government sources 
of research funds) requiring highly rigorous research 
methods as an a-priori condition for funding. 
Recently, many state departments of finance have 
become increasingly unwilling to fund programs in 
the human services that do not rise to the level of 
“Evidence-Based Practice” as defined by at least two 
independently conducted random controlled trails 
showing statistically significant positive outcomes. 
When the use of a random controlled trial, itself, 

is the problem, the results are often a failure to 
detect positive findings. The requirement to impose 
very costly and overly rigorous research designs 
on developing programs has a stifling effect on 
creativity to develop new programs, improve existing 
models, or make other changes that may improve a 
model, even if that improvement causes a drift away 
from original model fidelity.

It is notable that in the field of medicine, which 
is often considered more grounded in science 
than human services, there is growing recognition 
that random controlled trials may sometimes 
be inappropriate in medical studies. In a recent 
article in the Journal of the American Medical 
Association, former Administrator of the Centers for 
Medicare and Medicaid Services, Donald Berwick, 
notes the difference between negative findings, 
inconclusive findings, and failure to detect positive 
findings (Berwick, 2008). He notes issues relating 
to “experimental contamination” of field studies in 
hospitals testing new models intended to improve 
medical care, such as the Medical Early Response 
Intervention in Therapy study. He identifies 
poorly implemented random controlled trials as 
nearly leading the medical community to reject 
a potentially beneficial program, even when the 
practice wisdom and the “accumulated experience 
of many hospitals that were adapting rapid response 
for their own use” indicated that the model was both 
meritorious and efficacious.

With this discussion as a backdrop, the Panel 
recommends to those conducting research and 
evaluations of respite programs that the designs 
and scientific rigor of the studies be driven by the 
stage of development of the program, the fidelity 
of implementation, the availability of reliable and 
valid measures of specified outcomes, and the 
sample size available. RCTs may be appropriate for 
highly evolved models being tested in essentially 
identical practice settings with homogeneous 
service recipients, and with a sufficient sample size 
to provide required statistical power relative to 
the expected (often only incremental) treatment 
effect size. However, RCTs are not appropriate 
for developing programs where less rigorous and 

 The Panel recommends to those 

conducting research and evaluations of respite 

programs that the designs and scientific rigor of 

the studies be driven by the stage of development 

of the program, the fidelity of implementation, the 

availability of reliable and valid measures of specified 

outcomes, and the sample size available.
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more affordable research and evaluation efforts are 
more likely to result in increased practice wisdom 
leading to improved programs or to a growing 
base of evidence. From this evidence base, more 
highly advanced and defined service models can 
be developed and tested with increasingly rigorous 
designs. 

A most compelling example of this progression in 
respite is evidenced by two studies recently published 
by Zarit, et al. (2013; 2014). In the first study, the 
use of adult day services (ADS) by caregivers of 
individuals with dementia was qualitatively explored 
using survey methods, telephone interviews and 
secondary administrative data to study the effects 
of ADS on caregiver daily stressors, affect, and 
health symptoms. Zarit and colleague’s second 
study (2014) replicated the first, but added a new 
dependent variable: a biological marker (i.e., 
Dehydroepiandrosterone-Sulfate [DHEA-S]) 
associated with the recovery from stress among 
the caregivers receiving the respite. Caregivers 
had higher DHEA-S levels following use of ADS 
and these higher levels may help ameliorate the 
stress that can lead to illness. Thus, the promise of 
this intervention was supported by the first study, 
and its efficacy established almost to a scientific 
certainty in the second. The phrase “almost to a 
certainty” is used because the design of the second 
study was not an RCT. However, the biomedical 
evidence of changes in biomarkers in the caregivers 
receiving respite is very convincing. Remember 
that even a well-conducted RCT would present a 
5 percent probability that the findings are in error 
using conventional alpha levels and confidence 
intervals. One might ask, would an RCT be any more 
convincing, more likely to be correct, or even be 
necessary?

STATISTICAL AND 
ANALYTICAL CONSIDERATIONS
Different levels of scientific rigor and different 
properties of data (nominal, ordinal, interval, and 
ratio) require or permit different levels of analysis.

Qualitative data are inductive, interpretive, grounded 
in context and largely descriptive. Qualitative data 
may include narrative responses to open-ended 
or semi-structured questions; descriptions of case 
studies; or groupings of similar respondents or study 
participants as a percentage of some variable, theme, 
or issue of interest. Qualitative data are particularly 
useful in the beginning stages of developing services 
or treatment, as in clinical observations and notes. 
Qualitative data are also useful in discovering how 
those participating in experiential phenomena make 
sense of their experiences, and for social validation 
of services or of researchers’ interpretations. 

Quantitative data, ordinal and interval data can be 
scaled and counted, and more interesting statistical 
approaches can be applied in order to conduct 
pre-post difference testing or group comparisons. 
Correlations among variables also are useful at 
these levels of analysis in order to identify variables 
that track meaningfully in the same or opposite 
directions. With interval and ratio level data, and 
even with ordinal data to which interval properties 
may be imputed, more advanced statistical models 
can be applied, including those frequently used to 
measure outcomes and to test efficacy in RCTs. 

Measures utilizing each of these data levels can serve 
appropriate roles in the effort to build knowledge 
and increase the scientific evidence for the efficacy of 
respite. Appropriate use of these analytic techniques 
can increase the pace of program development 
toward the highest levels of becoming evidence-
based, where appropriate use of group comparison 
studies or RCTs may provide the credibility that the 
major funders and empiricists want to see before 
declaring something to be “effective”.

A METHODOLOGICAL/STATISTICAL 
CONTINUUM FOR RESPITE RESEARCH
The Panel posits that a continuum of approaches 
used to conduct research begin with the least 
rigorous and least demanding and advance to the 
most rigorous. Four levels of rigor are suggested, 
with the levels being identified by increasing 
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methodological rigor and sophistication of 
measurement and analysis. The Panel recognizes that 
this continuum is neither official nor inviolate. That 
is, there is plenty of room along the continuum for 
overlap with respect to the suggested methods, both 
qualitative and quantitative, at each level.

The first of the four levels is “New Ideas or Novel 
Approaches.” As the name implies, the effort and 
methods a researcher would use to field-test a new 
idea or novel approach for the first time would 

demand a largely qualitative inquiry, with some 
administrative data to help identify interesting 
variables or groupings of participants, for example, 
as specified in the suggested methods. Following 
the “New Ideas or Novel Approaches” are, in order, 
Emerging Practices and Models, Evidence-Informed 
Practices, and Evidence-Based Practices. Again, as the 
names imply, increasing methodological rigor calls 
for increasing sophistication of design, measurement 
and analysis.

Level I of Model Development: New Ideas, Novel Approaches (single site, single program)

Suggested Methods: Qualitative: Interviews, surveys, consumer satisfaction, case studies, observational studies.

Quantitative: Administrative data (e.g., service utilization; model compliance; incident analysis such 
as placement, maltreatment); standardized instruments (e.g., depression inventories, stress inventories, 
quality of life inventories).

Level II of Model Development: Emerging Practices and Models (two or more pilot study sites)

Suggested Methods: Qualitative: Interviews, surveys, consumer satisfaction, case studies, observational studies.

Quantitative: Administrative data (e.g., service utilization; model compliance; incident analysis such 
as placement, maltreatment); standardized instruments (e.g., depression inventories, stress inventories, 
quality of life inventories); cost-effectiveness analysis. Samples of convenience, possible comparison to 
unserved caregivers/care receivers.

Level III of Model Development: Evidence-Informed Practices (one or more sites, high fidelity implementation, 
comparison groups, quasi-experimental designs)

Suggested Methods: Qualitative: Interviews, surveys, consumer satisfaction, case studies, observational studies, funder 
surveys, community surveys, fidelity checklist.

Quantitative: Administrative data (e.g., service utilization; model compliance; incident analysis such as 
placement, maltreatment); quantitative outcome documentation such as standardized instruments (e.g., 
depression inventories, stress inventories, quality of life inventories); multivariate measurement systems 
(outcomes for both the caregiver and care receiver across a broader spectrum, including psychological, 
health, biomarkers if available); larger samples, comparison groups, matched if possible, multivariate 
analyses, advanced statistical modeling.

Level IV of Model Development: Evidence-Based Practices* (i.e., one or more sites, high fidelity implementation, 
control groups, experimental or quasi-experimental designs, possibly randomized 
controlled trials; if multiple sites, focus on possible intervening variables and account 
for their variance).

Suggested Methods: Qualitative: Surveys (e.g., consumer satisfaction, funder surveys, community surveys), case studies, 
fidelity checklist.

Quantitative: Administrative data (e.g., service utilization; model compliance; incident analysis such as 
placement, maltreatment); quantitative outcome documentation such as standardized instruments (e.g., 
depression inventories, stress inventories, quality of life inventories); multivariate measurement systems 
(outcomes for both the caregiver and care receiver across a broader spectrum, including psychological, 
health, biomarkers if available); larger samples, randomized or matched comparison groups, multivariate 
analyses, advanced statistical modeling.

* The major difference between evidence-informed and evidence-based is that at the evidence-based level, studies 
should employ randomized trials, matched control groups, or other rigorous designs intended to test efficacy.
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Recommendations for Future Respite Research

The ultimate purpose of convening the 
Expert Panel was to develop a set of 
recommendations for future research 

on respite. After defining respite, developing a 
taxonomic approach for its discussion, focusing on 
outcomes of future research endeavors, constructing 
a research flow model to guide the development of 
studies, and discussing resolutions to methodological 
and analytical deficiencies of the existing research 
literature, the Panel brought its collective wisdom 
to the task of applying this body of work to the 
development of the recommendations.

For background and to help initiate the process, 
the Panel reviewed the recommendations for 
future research on respite and caregiving put 
forth by researchers cited in the ARCH Annotated 
Bibliography. Publications from other experts in 
the field that laid out research agendas for family 
caregiving and related long term services and 
supports were also reviewed (Kaye & Harrington, 
2015; MetLife Mature Market Institute and National 
Alliance for Caregiving, 2007; Rosalynn Carter 
Institute for Caregiving, 2010). 

Panel members posed a series of questions to help 
structure and facilitate the process. They asked, for 
example: Should the Panel make recommendations 
that align respite outcomes at the level of 
measurement? Should they focus on outcomes that 
could be achieved in the shortest term? Should they 
focus on outcomes that have been largely overlooked 
in previous research, and/or prioritize research 
questions? Should they recommend new service 
models, or focus on developing evidence for existing 
models? Should they recommend research focused 
on identifying the added value of respite when being 
studied as part of a multiple component or multiple 
service intervention? 

These questions elicited productive debate with 
the Panel deciding that just as they had identified 
“big buckets” of outcomes earlier in their 
deliberations, they needed to identify “big buckets” 
or global categories in which to organize their 
recommendations. Ultimately the Panel identified six 
broad categories of recommendations:

1 improved research methodologies;

2 individual, family, and societal outcomes 
research;

3 research on cost-benefits and cost effectiveness;

4 systems change research to improve access;

5 research on competency and training needs of 
providers; and,

6 translational research. 

IMPROVED RESEARCH METHODS
A large portion of the Panel’s work focused on 
the methodological shortcomings that have 
hampered studies to date and that have limited the 
usefulness of their findings. These shortcomings 
have been addressed from the perspectives of 
research design, construction of independent and 
dependent variables relating to respite services, and 
methods and statistical analyses. To address the 
methodological issues heretofore discussed, the Panel 
makes the following recommendations. The initial 
group of recommendations addressing research 
methods focuses on global methodological concerns.

Issue 1: Improving the Approach to Respite Research

1 Consistent with the Panel’s definition of respite 
as a service or support designed to benefit 
the family caregiver, the caregiver should be 
the portal of entry and an important focus 
of any research study or evaluation of respite 
services. Benefits accruing to the caregiver, the 
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family unit, or to others are also important, 
but the caregiver should be the focus of at least 
one independent variable/dependent variable 
relationship.

2 The selection of research designs and the level 
of scientific rigor of studies should be driven 
by: the stage of the program’s development; the 
fidelity of program implementation; and the 
availability of reliable and valid measures of 
specified outcomes.

3 Research studies should compare different types 
of respite, not just respite versus non-respite 
controls or comparison groups.

4 Qualitative methods should be employed 
to capture contextual information. This 
information is critical to data interpretation; for 
example, to determine why cultural differences, 
or study site differences, may have occurred; or 
why fidelity was achieved or not achieved.

Issue 2: Studying Respite as a Component of 
Comprehensive Caregiver Support Programs

The Panel noted that, typically, respite has been 
studied in combination with other services or 
supports for the caregiver making it difficult to 
isolate the impact of respite alone. The Panel views 
as critical determining the added value of respite 
in combination with other support services. In 
keeping with the Organizing Framework based 
on Evans’ (2013) model previously described, 
which recognizes the essential dyadic relationship 
between the caregiver and the care receiver, the Panel 
recommends the following:

1 Research should include multiple level studies 
of respite, such as respite alone and respite in 
combination with other services to the caregiver 
and/or care receiver (e.g., medical services, 
skill building, support groups, education, or 
counseling) to determine the importance of 
respite alone or in combination with other 
support services.

2 Research studies should examine the relative 
impact of informal family and community 
support as compared to formal and/or paid 
respite services.

Issue 3: Examining Contextual and Measurement 
Variables

Through their review of current research, the Panel 
identified several issues affecting interpretation of 
research findings, and they noted that contextual 
and measurement variables were often at the heart 
of equivocation about findings. The Panel found 
that at times contextual variables––those variables 
not identified as independent variables, but likely 
to influence outcomes––were not discussed by 
researchers, or were only vaguely discussed. Further, 
the measures researchers frequently used were 
neither standardized nor validated; rather, they were 
based only on theory––or worse, on assumption. 
Sometimes unique measures constructed for an 
individual study were developed without reliability 
or validity testing. 

A recent national study of caregivers conducted 
by the National Alliance for Caregiving (NAC) 
and AARP found considerable differences among 
caregivers related to their age, gender, and race 
as well as to the intensity and complexity of care 
provided. These and other variables could strongly 
affect the extent to which family caregivers use, need 
or desire respite, the extent to which they would 
benefit from respite, and the timing and procedures 
required to access respite services. For example, 
this caregiver survey found that the use of respite 
services is more common among Asian American, 
Hispanic (22% each), and African American (20%) 
caregivers than it is among White caregivers (12%), 
suggesting that research to determine the role of race 
and culture in accessing respite would be extremely 
telling. Caregivers in more complex care situations, 
such as requiring the provision of more hours of care 
or provision of nursing or medical care, often have 
more difficulty finding affordable support services. 
In addition, the same survey found that caregivers 
who felt they had no choice other than to assume 
a caregiving role were more likely to face complex 
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care situations, and experienced higher levels of 
emotional stress and strain. Respite services were 
especially appealing to high and medium burden 
caregivers (42% and 36%, respectively, vs. 24% 
low burden), co-resident caregivers (39% vs. 31% 
non-co-resident), those caring for someone with 
Alzheimer’s or dementia (46% vs. 30% without), 
and those caring for someone with a mental health 
issue (39% vs. 32% without) (NAC and AARP Public 
Policy Institute, 2015).

The Panel strongly believes that the effectiveness 
of respite may be influenced in any given case by 
context and caregiver/care receiver characteristics. 
To address these issues the Panel recommends the 
following: 

1 Demographic variables, such as age, income, 
gender and other context variables should be 
tracked as part of the measurement system in 
order to provide data for higher-order statistical 
analysis relating to differential effectiveness.

2 When examining the impact of respite on 
caregiver-centered variables, researchers should 
consider and endeavor to quantify different 
levels of care (e.g., care to multiple recipients; 
age/gender related care needs), and attend to 
the different number of caregiving hours and 
intensity of caregiving required to influence 
change.

3 Research on respite should consider the 
effects of racial and cultural differences, and 
approaches to caregiving, on access and receipt 
of respite, and how that might affect caregiver/
care receiver outcomes. Researchers’ cultural and 
racial awareness should also be reflected in the 
measures used, and in their interpretations of 
the data.

4 In addition to standardized instruments/
measures, researchers and scholars should 
continue to develop and validate additional or 
new proximal outcomes specific to respite such 
as “feeling relief,” and other subtle changes in 
caregiver status, health, or circumstances. New 
measures are intended to increase sensitivity 

to allow detection of changes attributable to 
respite.

5 Caregiver and family expectations of respite 
should be examined as well as the ability of 
respite care to meet those expectations (e.g., goal 
attainment scaling). 

Issue 4: Additional Research on Specific Target 
Groups 

The Panel recognizes that respite may be of value 
to caregivers providing care to a variety of care 
receivers whose characteristics are defined by a 
particular disability, disease, age, or unique form 
of dependency. Often the provision of respite is 
dependent on the characteristics of the care receiver. 
However, this sometimes results in a limitation of 
generalizability of results of research findings. The 
Panel further recognizes the difference between 
generalizability across populations (derived from 
quantitative studies making group comparisons) 
and generalizability across issues (derived from 
qualitative research and inquiry). The Panel does not 
discourage research on respite provided to caregivers 
within specific populations of care receivers, but 
calls for consideration of generalizability across 
populations and across issues during the design of 
research, and additional specific research on unique 
populations. Specifically:

1 Researchers should integrate findings from 
research conducted across disciplines on how 
research benefits caregivers, care receivers, 
families and society in different populations 
defined by age, disability and other variables, 
and apply this knowledge to the formulation of 
future research on respite and the design of new 
studies. 

2 Research should be undertaken which identifies 
respite outcomes for typically underserved 
populations such as individuals with Multiple 
Sclerosis or ALS, adolescents or adults with 
mental health issues, certain cultural groups, 
military families, and others.

ssanfil
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Issue 5: Longitudinal Studies to Ascertain Long-Term 
Impact of Respite

The Panel recognizes that longitudinal research 
is both more difficult to undertake and more 
expensive than shorter-term studies focusing solely 
on proximal outcomes. However, the Panel believes 
the potential long-term benefits of respite have not 
been adequately addressed in that a large portion of 
respite services are provided during times of crisis; 
and even when provided in caregiver/care-receiver 
dyadic circumstances that may be ongoing, the 
measurement intervals are brief and focus only on 
short-term benefits. To better understand the long-
term potential of respite services to both caregiver 
and care receiver, the Panel recommends:

1 Long-term-term benefits to the well-being of 
caregivers and care receivers may take many 
months or even years to detect, study, and 
understand. When appropriate and possible, 
studies should employ longitudinal designs and 
long-term participant tracking.

2 The needs of both the caregiver and care 
receiver may not always follow a linear path, but 
may change over time. Therefore, longitudinal 
research studies need to differentiate between 
the testing of one model over time, versus the 
receipt of various types of respite or doses of 
respite over time as the families’ needs change. 
Consistency of the independent variable is 
important for model testing, but different 
models may be required over time, in turn 
requiring a more general definition of the 
independent variable.

Issue 6: Effects of Dosage, Timing, and Service 
Delivery Modes on Outcomes

The term respite can encompass a wide variety 
of models and model parameters. Often, the 
provision of respite is predicated on the need for a 
particular number of hours per week, as opposed 
to the provision of respite on an as-needed basis. 
Unless the model parameters are specified and held 
constant within any particular study, these kinds 
of differences complicate the interpretation of data 
describing the impact or effectiveness of respite. 
It would also be extremely helpful to know if the 
amount of respite received, and when and how it was 
received, make a difference in determining long-term 
benefits of respite. To address this issue the Panel 
recommends:

1 In order to enable comparisons across studies, 
and to determine differential effectiveness 
due to differing model components or the 
addition of respite to “services as usual,” respite 
research must include specific descriptions 
and determination of the services provided, 
the venue, the combination of services (as 
appropriate), whether the respite is consumer-
directed or provider-directed, and other 
variables defining the model. 

2 The dosage of respite, including amount 
and frequency of respite provided, may be 
a determining factor for achieving specific 
outcomes for caregivers or care receivers. 
Also, when respite was first accessed can be 
a determining factor in achieving desired 
outcomes. It may be that respite received earlier 
in the caregiving experience may have longer 
lasting benefits than respite first accessed late 
in the caregiving experience when families 
may be in crisis. At this point, if the caregiver 
has already suffered deterioration of physical 
and emotional health and may have reached a 
breaking point, the care receiver may be more 
likely to be placed out-of-home regardless of the 
receipt of respite or other caregiver supports. 
Research should examine the relation between 
respite dosage and timing (e.g., frequency, 
intensity, duration) and specific outcomes. 

A study of parents of children with autism spectrum disorders found that 
respite care was associated with reduced stress and improved marital 
quality (Harper, Dyches, Harper, Roper, and South, 2013).
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INDIVIDUAL, FAMILY AND SOCIETAL 
OUTCOME RESEARCH
The Panel’s identification of the caregiver as the 
“portal of entry” for any research study on respite 
is deliberate. At least one outcome relating to the 
caregiver’s quality of life, well-being, competence or 
self-efficacy should underpin the study. However, 
this focus on the caregiver and on family caregiver 
outcomes does not negate the need to study 
additional outcomes. In addition to recognizing the 
caregiver as the primary focus of respite, the Panel’s 
definition of respite and the organizing framework 
for research recognizes the care receiver, the family 
system, and society as being possible beneficiaries 
of respite, and therefore appropriate for inclusion in 
research studies. Although the Panel acknowledges 
that the cost of conducting research increases 
as the complexity of the studies and the sample 
sizes increase, the Panel also recognizes the value 
of including measures on all persons affected, or 
potentially affected, by the provision of respite. To 
this end, the Panel recommends:

1 Respite research should include at least one 
measurable outcome for caregivers. Care 
receiver outcomes, family outcomes, and societal 
outcomes should also be measured whenever 
possible, relevant, and appropriate.

2 Outcomes selected for inclusion in research 
measurement systems should reflect the 
program’s specific goals and objectives and 
should be related to the program’s service model 
by previous research findings and/or strong 
theoretical/logical argument. The theoretical 
and logical underpinnings of the study should 
be clearly stated.

3 Standardized measures should be used 
whenever possible and available (e.g., depression 
inventories, health status inventories, caregiver 
self-efficacy), in order to operationalize 
the desired outcomes. However, given that 
outcomes such as the elimination of burden 
and alleviation of depression, may be difficult 
to measure directly, tools that measure subtler 
changes or temporary benefits (e.g., feeling relief 

for a few hours each day because of respite) may 
also be informative and should be developed.

4 Research should examine how the dyadic 
relationship between caregiver and care 
receiver is affected by receipt of respite (e.g., 
the diminishing feeling of being a burden to 
the caregiver that the care receiver may feel 
following the receipt of respite; the enhanced 
feelings a caregiver may experience toward the 
care receiver as a result of respite).

COST BENEFITS AND 
COST EFFECTIVENESS OF RESPITE
The Panel recognizes that while a substantial portion 
of respite care is provided voluntarily, the greater 
goal is the provision of respite as an adequately 
funded service that is more broadly available across 
multiple populations. This goal can only be achieved 
and sustained if respite can be shown to result 
not only in the improvement of well-being of the 
caregiver and care receiver/family, but also if respite 
is demonstrated to be cost-effective and/or provide 
a cost benefit. In short, cost-effectiveness and 
cost-benefit studies are necessary in order to justify 
funding. But cost findings are only meaningful in 
light of demonstrated outcomes of respite when 
compared to the counterfactual condition. Rather 
than merely calculating total expenditures, cost 
studies should be context-specific, as context can 
have a substantial impact on cost, and should include 
measures relating to all of these domains: overall 
cost, costs that could reasonably be expected to occur 
in the absence of respite, costs borne by different 

Researchers at the University of Pennsylvania studied the records of over 
28,000 children with autism ages 5 to 21 who were enrolled in Medicaid 
in 2004. They concluded that for every $1,000 states spent on respite 
services in the previous 60 days, there was an 8 percent drop in the odds 
of hospitalization ((Mandell, Xie, Morales, Lawer, McCarthy, and Marcus, 
2012).
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parties associated with the respite model, outcomes 
for both respite-receiving and non-respite-receiving 
caregivers. Cost-effectiveness and cost-benefit 
demonstration is considered paramount by both 
policymakers and funders when determining the 
worthiness of human service programs for funding.

Much of the existing research on respite posits, but 
often fails to adequately measure potential cost 
savings due to delayed or avoided institutional 
placements, loss of employment by caregivers who 
must choose between work and providing care 
for their loved ones, and other societal costs and 
benefits. Recognizing the need to examine the value 
of respite in relation to other services, the Panel 
recommends the following:

1 Research studies should examine broadly 
accepted and desired outcomes that may be 
related to cost-savings, (e.g., the delay or 
avoidance of premature or inappropriate 
institutionalization; reductions in abuse, neglect, 
or exploitation of dependent persons) across 
different types of respite, and with respect to 
different types of care receivers. 

2 Research studies should determine if respite 
helps avoid or delay institutional placement or 
hospital use of the care receiver, or the duration 
and level of care needed during spells of 
institutionalization or hospitalization. However, 
not all cost savings are necessarily associated 
with institutional or hospital care. Therefore, 
any associated savings to patients/families (e.g., 

of out-of-pocket costs) as well as savings to 
Medicare/Medicaid, should also be determined.

3 Research studies should determine if respite 
alone, or in combination with other services, 
results in cost benefits attributable to 
improvements in care receiver health status, 
reduced emergency room use or reduced 
prescription drug use. 

4 Research studies should determine if 
respite alone, or in combination with other 
services, results in cost benefits attributable 
to improvements in caregiver health status, 
reduced emergency room use, reduced 
hospitalizations, or reduced prescription drug 
use of the caregiver for health conditions 
resulting from caregiving.

5 Research studies should determine if respite 
alone, or in combination with other support 
services, can improve employee productivity of 
caregivers (e.g., reduced absenteeism, improved 
work productivity, sustained labor force 
attachment).

SYSTEMS CHANGE RESEARCH 
TO IMPROVE ACCESS
During their review of existing research, the Panel 
recognized that in order to examine the efficacy of 
respite, large numbers of varied caregivers must 
receive respite. The “large numbers” requirement 
is driven in part by the large variety of service 
models and the large number of caregivers and care 
receivers that could potentially benefit from respite. 
In research parlance, as the number of variables 
increases, sample sizes must also increase in order to 
provide statistical power during data analysis. At the 
same time, it is apparent that there are large numbers 
of caregivers who might benefit from respite but for 
whom respite is not available or accessible. 

Lack of availability and accessibility may be due 
to any of a number of reasons such as lack of 
funding, lack of awareness of the service, limited 
understanding of how and where to access services 
and funding, unavailability of the service, or 
questions about service efficacy. Each of these 
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concerns relates to the overarching system of care for 
persons with illness or disabilities for whom respite 
may be of value. Is the service available? Is the service 
affordable? Is the service accessible? Is the service 
perceived as valuable? To address some of these 
system-level questions, the Panel recommends the 
following:

1 Research should ascertain the level of public 
awareness of respite; the best ways of increasing 
awareness of and access to respite; and how 
to improve communication about service 
availability to caregivers. Research should 
determine if increased public awareness 
increases access to and use of respite.

2 Research should examine how to assess caregiver 
expectations associated with receiving respite, 
and whether those expectations are met.

3 Research should identify the features of respite 
that produce the greatest consumer satisfaction.

4 Research should identify the mechanisms 
whereby employers can assist workers to access 
respite for dependent family members, as an aid 
to workforce continuity for the caregiver.

5 In order to overcome identified barriers to 
respite and improve access, factors affecting how 
and when caregivers access respite should be 
studied. The effects of variables such as caregiver 
and/or care receiver age, gender, income, race, or 
culture on access to respite should be studied.

6 Additional variables that might affect ease 
of access to and use of respite services, such 
as condition of the care receiver, complexity 
of care required, hours and intensity of care 
provided, caregiver/care receiver relationships, 
and whether or not the caregiver felt they had a 
choice in providing care should be studied. 

RESEARCH ON COMPETENCY AND 
TRAINING NEEDS OF PROVIDERS
Existing research and practice led some panel 
members to question whether the provision of 
respite by persons with inadequate training might 
lead caregivers to be fearful of using respite. 

Depending on the needs of the care receiver, not 
all respite must be provided by people with special 
training. However, if special training is needed, 
there is a limited body of research on the quality of 
available training curricula and the most appropriate 
credentialing criteria for respite providers. To 
address these issues the Panel recommends:

1 Research should focus on the assessment of 
individuals providing respite, including their 
ability to provide safe and appropriate care; the 
education and training requirements in relation 
to care receivers’ needs; cultural competence; 
ability to participate in a multiservice team, 
and other core competencies. In addition, 
competencies that define the standards 
of adequate care need to be determined 
empirically.

2 Research should focus on the most efficacious 
methods for training respite providers, 
including training content; delivery mechanisms 
for training respite providers (e.g., in-person, 
online self-paced); tiered training leading to 
credentialing or licensing; and training currency 
requirements.

3 Policy analysis is needed to inform the process 
of credentialing and licensing respite providers, 
including volunteers, paid professionals or 
paraprofessionals.

TRANSLATIONAL RESEARCH 
TO IMPROVE POLICY AND PRACTICE
The translation of positive research findings into 
practice models is a challenge across all disciplines 
in human services. The practice community may 
become comfortable with certain practice models, 
and embrace those models, even if there is scant 
evidence that the models are effective. Service 
programs may succumb to the development of 
“institutional inertia” in which even the most 
compelling evidence suggesting changes in program 
design is resisted by administrators, practitioners, or 
both.
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Sometimes the resistance to change is stubbornly 
anchored in public policy or the funding streams 
associated with the provision of service under 
certain strictures or to certain service populations, 
even when research suggests that those strictures 
should be lifted or the service populations 
redefined. A recent article by Gitlin, Marks, 
Stanley and Hodgson (2015) on the translation 
of evidence-based caregiving interventions for 
persons with dementia illustrated many of these 
issues. The authors noted that among the biggest 
impediments to translating research into practice 
were funding mechanisms, gaps in underlying 
theory (a responsibility of researchers or model 
progenitors to remedy), and a basic lack of 
understanding by otherwise well-intentioned 
persons of Implementation Science. Implementation 
Science makes very clear the predictable resistance 
to systems change that occurs when the status quo 

practice is challenged, or even when a new practice 
model is simply being added to existing services. 
Implementation Science describes, explains and 
offers both technical and adaptive solutions to these 
research-to-practice implementation problems. For 
more information about Implementation Science 
and a review of the seminal Implementation Science 
literature by its progenitors, see Fixsen, Naoom, 
Blase, Friedman & Wallace (2005).

Assuming that future respite research studies 
provide evidence that respite is effective, and 
both cost effective and cost beneficial, the task 
remains to translate those research findings into 
“best practice models” for respite care. Statistically 

significant findings, while representing the goal line 
for any research study, do not necessarily translate 
automatically to findings or models that can be 
broadly or easily implemented. Implementation 
Science tells us that translating research findings into 
practice models requires consideration of multiple 
factors in the environment of implementation: 
attention to contextual variables; an organization’s 
readiness to change; implications for resources such 
as personnel requirements, training, record keeping, 
and accounting; and attention to details even to the 
level of personalities of caregivers and the social and 
political contexts of communities within which the 
services are to be provided.

Statistical findings may be subject to interpretation 
within the context of probability, and assuming that 
computations are accurate, the statistics typically 
stand firm. However, more general and contextual 
interpretation of findings requires attention to 
qualitative data and more social and contextual 
interpretation of those data than is typical of 
statistical findings. To maximize the probability 
of accurate translation of research findings into 
practice models, and to maximize successful 
implementation of practice models across the 
panoply of respite models and providers, the Panel 
recommends the following:

1 Whenever possible and appropriate, research 
endeavors should include qualitative inquiry 
in order to enhance the understanding of the 
impact of respite through the experience of 
those receiving the service.

2 Respite model fidelity and implementation 
context are essential for replication of 
respite models after effectiveness has been 
established. Therefore, research studies should 
include attention to fidelity of the model and 
contextual variables defining or describing 
the implementation setting in order to assist 
those involved in the translation of research to 
practice.

3 Translation of research findings into practice 
requires fidelity to the practice model. 
Standardized protocols of models under 
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investigation should be developed as part of 
the research if they are not already developed 
by model progenitors. Deviations from 
standardized protocols in an attempt to improve 
effectiveness or generalize a model to a different 
setting or service population must be described 
in detail.

4 For those implementing evidence-based respite 
services or programs in the field, ongoing 
measurement of program effectiveness is 
necessary for sustainability and continuous 
quality improvement. Ongoing technical 
assistance is critical.

5 Research should explore how current 
determinations of eligibility for government 
funding (e.g., Medicaid, National Family 
Caregiver Support Program) for respite services 
may affect how respite is perceived, accessed 
and used, and to what extent respite impacts 
caregiver, care receiver, family and societal 
outcomes.

6 When discussing evidence-informed and 
evidence-based respite, researchers should 
consider addressing the abilities of professionals 
in other disciplines, as well as providers in the 
field of respite, to implement research findings 
in order to maximize outcomes.

7 Policy analysis and treatises should define 
target audiences (e.g., service providers, 
funders, politicians, professionals across 
multiple disciplines, academics across multiple 
disciplines) for translational research, and 
should tailor discussions accordingly.

8 Implementation Science dictates that successful 
implementation requires a balance between 
technical work of program implementation 
and adaptive work within the organization 
or community to accept the implementation. 
Research is needed on how to determine which 
organizations are ready to implement best 
practice models, and even which caregivers are 
ready to accept and benefit from respite.
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The preceding chapters in this report 
highlighted the Expert Panel’s call for well-
designed research studies focusing on the 

provision of respite for caregivers of dependent 
persons, with an emphasis on examining outcomes 
intended to accrue not only to caregivers, but also 
to care receivers and to society. Outcomes have 
been categorized as being caregiver-centered, care 
receiver-centered, or community/society-centered, 
and generally have been further categorized as 
relating to maintenance or improvement of health 
status, family status, and well-being of both the 
caregiver and the care receiver in the respite dyad.

The Panel presented ideas for applying appropriate 
designs to research studies examining programs at 
various stages of development and across different 
caregiver and care receiver populations. The Panel 
takes a position supporting methodologies that 
emphasize the practical application of research 
results to establish program efficacy, improve service 
delivery, and improve outcomes to caregivers and 
care receivers. The Panel also provides a list of 
recommendations of topics for research and the 
formulation of research questions.

The Expert Panel believes that well-conducted 
studies will enlighten caregivers, care receivers, 
providers and health care and other program 
administrators, as well as employers, and 
policymakers, with respect to benefits that respite 
can provide to caregivers, care receivers and to 
society. However, the Panel also recognizes that 
research on a scale and at a level of rigor that 
establishes credibility, and which can be generalized 
across different service populations, requires 
significant funding and requires researchers 
interested in pursuing appropriate lines of inquiry. 
The Panel recognizes the need to adequately fund 
meaningful research on respite, and to engage 

academics and other researchers to conduct those 
research studies. 

To date, sources of funding for this kind of research 
have been limited, and infrequently sustained. 
Occasionally, studies have been funded on an 
individual basis, but there have been only a few 
research efforts that have conducted serial studies 
with the intent of specifically building evidence or 
establishing the efficacy of respite as a stand-alone 
service or as a component of a comprehensive 
package of caregiver or family support services (e.g., 
Lund, et al., 2009; Lund et al., 2014; Zarit et al., 2013; 
Zarit et al., 2014). As an incentive for researchers and 
providers to develop an interest in a particular area 
of research and for participating in research studies, 
the Panel identified potential funding sources for 
developing funding opportunities for scholars and 
other researchers interested in conducting outcome-
based research on respite. The following entities 
have funded respite research in the past, or have 
mandates aligned with the Panel’s recommendations 
that might predispose them to funding new respite 
research.

FEDERAL FUNDING OPPORTUNITIES 

National Institute on Aging 

Although the provision of respite to caregivers 
transcends all age groups, disease processes, and 
disabilities, the dependent elderly comprise a major 
share of the population associated with respite care. 
The National Institute on Aging (NIA) conducts 
extramural research in four focus areas of interest 
to respite researchers: biology, social and behavioral 
aspects of aging, geriatrics and clinical gerontology, 
and neuroscience (including Alzheimer’s disease). 
Within the Division of Behavioral and Social 

Incentivizing Research, Identifying Funding Sources 
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Research, there are two clusters of research interests: 
Individual Behavioral Processes (IBP), and 
Population and Social Processes (PSP).

The Individual Behavioral Processes cluster 
comprises six focus areas. The Behavior Change 
and Behavioral Interventions Section funds 
projects relating to disease recognition, coping and 
management (including physiological consequences 
of life stresses and burdens) as well as social, 
behavioral and environmental interventions for 
health promotion, disease prevention, and disability 
postponement. 

The Family and Interpersonal Relationships Section 
focuses on family and interpersonal relationships at 
an individual and dyadic level. Also included is an 
interest in associations between marital and other 
interpersonal relationships with health and well-
being; the role of family and social networks on 
individual health behavior and compliance; the role 
that friends and siblings play in healthy aging; and 
the development of interpersonal relationships over 
the lifespan. 

The Population and Social Processes (PSP) cluster 
comprises four focus areas: Demography and 
Epidemiology, Economics of Aging, Population 
Genetics of Aging, and Health Systems. The PSP 
branch focuses on research on the effects of public 
policies, social institutions and health care settings 
on the health, well-being, and functioning of people, 
both over their life course and during their later 
years. This branch also promotes interdisciplinary 
and multi-level research. 

The Demography and Epidemiology Section funds 
projects relating to interactions between health 
and socioeconomic status over time and across 
generations; interrelationships between work, family 
and health; the intersection between demographic 
processes and social outcomes, including 
intergenerational relationships; and cohort analyses 
of aging, among others. 

The Economics of Aging Section funds research on 
allocation of family resources across generations; 

the impact of care arrangements for the elderly on 
labor supply; determinants of retirement, family 
labor supply, and savings; evaluations of the impact 
of changes in federal programs including Medicaid, 
Medicare, supplemental security income and 
Social Security policies; and cost-effectiveness of 
interventions to improve the health and well-being 
of the elderly, among others. 

The Health Systems Section focuses on formal health 
care and long-term care systems and settings and 
their impact on the health and well-being of older 
persons. Their current research (circa 2014) focuses 
less on efficacy of treatments and more on provider-
level variation in health expenditures, services, and 
outcomes for older persons.

NIA also funds groups of Centers that might offer 
collaboration possibilities for other researchers, 
particularly new researchers, interested in respite. 
These are the Edward R. Roybal Centers, and 
the Centers on the Demography and Economics 
of Aging. The Edward R. Roybal Centers for 
Translation Research in the Behavioral and 
Social Sciences of Aging focus on the development 
and piloting of innovative ideas for translation of 
basic behavioral and social research findings into 
programs and practices intended to improve the 
lives of older people, and the capacity of institutions 
to adapt to societal aging. Currently there are 13 
Roybal Centers whose mission is to build a research 
infrastructure to enhance basic research, and to 
facilitate collaboration among academic researchers 
and commercial interests, including the recruitment 
of new researchers to aging and translational 
research, among others.

The Centers on the Demography and Economics 
of Aging support the infrastructure and pilot 
data necessary for larger research projects, the 
development of research networks, the development 
of analytical methods (including longitudinal 
methods), among others. There are 11 Centers 
currently funded by NIA that focus on a variety 
of topics, among which are several that closely 
align with research recommendations in this 
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report, including: the role of social, economic, and 
behavioral determinants of health outcomes over the 
lifespan; and the economics of health care provision 
for the elderly including health care costs.

Information about extramural research 
opportunities and how to apply for NIA funds can 
be found at www.nia.nih.gov/research. 

National Institute of Mental Health 

Research at the National Institute of Mental Health 
(NIMH) tends to focus on particular disease 
processes, such as autism, schizophrenia, bipolar 
disorder, and other mental health conditions. 
However, NIMH also funds mental health-related 
research in four priority areas: promoting discovery 
in the brain and behavioral sciences relating to the 
causes of mental disorders; charting mental illness 
trajectories to determine intervention timing and 
strategies; developing interventions that incorporate 
diverse needs and circumstances of people with 
mental illnesses; and strengthening the public health 
impact of NIMH-supported research. 

Among the more likely divisions in which to 
generate interest in respite is the Division of Services 
and Intervention Research (DSIR), which takes a 
lifespan view of services organization, delivery, and 
related health economics at the individual, clinical, 
program, community and systems levels.

Additional information about NIMH funding 
opportunities may be found at https://www.nimh.
nih.gov/funding/index.shtml. 

National Institute of Nursing Research 

The National Institute of Nursing Research (NINR), 
within the National Institutes of Health, emphasizes 
in their mission statement funding for clinical and 
basic research to improve palliative and end-of-life 
care. While the provision of respite care is a lifespan 
issue, there can be no argument that caregivers 
of persons requiring palliative and end-of-life 
care account for a large proportion of respite care 
provided throughout the country.

Although focusing primarily on nursing care per 
se, the NINR strategic plan states: “The Institute 
supports and conducts clinical and basic research 
and research training on health and illness across the 
lifespan to build the scientific foundation for clinical 
practice, prevent disease and disability, manage 
and eliminate symptoms caused by illness, and 
improve palliative and end-of-life care.” Further, the 
plan acknowledges that health promotion requires 
exploration of behaviors at multiple levels of society, 
including individuals, families, clinicians, healthcare 
organizations, communities, and populations.

Current funding announcements and recently 
funded research projects focus largely on delivery of 
medical care. However, several of these projects focus 
on “community partnerships to advance research,” 
“novel technologies for healthy independent living,” 
“family-centered self-management of chronic 
conditions,” and “interventions for individuals with 
cognitive impairment or dementia.” As well, NINR 
has a history of reviewing and funding a small 
number of unsolicited proposals. 

The Panel’s recommendations include the 
examination of the provision of respite care as an 
adjunct to the provision of other services to the care 
receiver. None of the agencies listed above are known 
to have funded this kind of research, although NINR 
and NIA have co-funded research on models where 
the addition of respite might have great added value. 
For example, they co-funded research on the REACH 
(Resources for Enhancing Alzheimer’s Caregiver 
Health) model, which tested strategies for helping 
caregivers of those with dementia manage their own 
stress and emotional burden. The model included 
education of caregivers on dementia, training on 
specific caregiving skills, and techniques for physical 
and emotional self-care. Results of this research were 
positive and REACH is now being implemented 
through both the Veterans Administration (VA) and 
the Administration on Aging (AoA). It seems that 
adding respite to the model as a concomitant service 
to the caregiver to help manage and reduce stress 
and emotional burden would be both logical and 
researchable.

www.nia.nih.gov/research
https://www.nimh.nih.gov/funding/index.shtml
https://www.nimh.nih.gov/funding/index.shtml
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More information about the National Institute of 
Nursing Research can be found at their website: 
http://www.ninr.nih.gov

National Institute on Disability, Independent 
Living, and Rehabilitation Research 

The National Institute on Disability, Independent 
Living, and Rehabilitation Research is a major federal 
funding source for research. The Institute recently 
transitioned from the Department of Education to 
the Administration for Community Living (ACL). 
Acknowledging the enactment of the Workforce 
Innovation and Opportunity Act of 2014 which 
moved the Institute to ACL, Director John Tschida, 
stated, 

“Our colleagues at ACL share the same 
commitment to inclusion and full societal 
participation for individuals with disabilities. 
Philosophically, we are cut from the same cloth. 
ACL has been an agency with a strong program 
and policy focus. With the addition of NIDRR, 
it will now have research capacity. This creates 
immediate opportunities for alignment where 
we have strong common interests, including 
work in the areas of family support and outcome 
measurement for home and community-based 
services” (National Institute on Disability, 
Independent Living, and Rehabilitation 
Research, undated).

While the Institute’s historical focus has been on 
persons with disabilities, a large proportion of 
caregivers receiving respite are providing care to 
adults and/or children with disabilities. Therefore, 
research findings from well-conducted studies on 
the impact of respite for families in which one or 
more family members have a disability should be 
reasonably generalizable to caregivers in other care-
receiver defined populations.

Grant funds awarded by the Institute are done so 
on a competitive basis involving peer review of 
proposals submitted in response to announced 
funding priorities. In 2014, the Institute funded 61 

new grants, raising the total number of ongoing 
grants to more than 300. 

In FY 2014, the Institute funded the Family Support 
Research and Training Center (FSRTC) to be 
operated by the University of Illinois at Chicago 
and the National Council on Aging. The focus of 
the FSRTC is to enhance family support policies 
and programs across disabilities and the lifespan. 
Their first order of business is developing a national 
strategic plan for family support research in the 
U.S. The ARCH National Respite Network and 
Resource center is one of 22 organizations on the 
National Advisory Council to the FSRTC, presenting 
possibilities for collaboration on promotion of a 
respite research agenda.

More information about the National Institute on 
Disability, Independent Living, and Rehabilitation 
Research funding opportunities may be found 
at their website: http://www.acl.gov/Programs/
NIDILRR/Grant-Opps/Grant-Forecast.aspx 

National Science Foundation

The National Science Foundation (NSF) has, in 
the past, funded doctoral fellowships and graduate 
schools of varying disciplines. Occasionally, persons 
who have studied respite outcomes or access to 
respite as part of their doctoral dissertation research 
have received NSF fellowships. In several cases those 
dissertations and companion research studies have 
been published in scholarly journals. Some of these 
articles are included in the annotated bibliography 
conducted as part of the activity supporting the 
Expert Panel’s deliberations. 

More information about National Science 
Foundation funding may be found at their website: 
http://www.nsf.gov/funding 

Administration for Community Living 

While the Administration for Community Living 
(ACL) does not fund research, it has a history of 
funding competitive grants that directly support 
respite care through the National Family Caregiver 

http://www.ninr.nih.gov
http://www.acl.gov/Programs/NIDILRR/Grant-Opps/Grant-Forecast.aspx
http://www.acl.gov/Programs/NIDILRR/Grant-Opps/Grant-Forecast.aspx
http://www.nsf.gov/funding
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Support Program, and the Lifespan Respite Care 
Program, and, that indirectly support respite 
care through initiatives such as the Alzheimer’s 
Disease Supportive Services Program. To varying 
degrees, each of these initiatives results in at least 
minimal reporting on grantee-identified outcomes. 
Currently, a national evaluation of the National 
Family Caregiver Support Program is underway. The 
outcome evaluation portion of the study will attempt 
to answer the question: Do NFCSP caregiver 
experiences differ from non-NFCSP caregivers? 

Department of Veterans Affairs

The US Department of Veterans Affairs, Office of 
Research and Development, has an active research 
program focusing on caregivers of both aging 
veterans, and younger veterans returning from recent 
deployments with various war-related mental health 
issues (such as PTSD), illnesses, and trauma-related 
disabling injuries. Recent examples include the 2007 
adaptation of NIA’s REACH program to reduce stress 
on caregivers for veterans with Alzheimer’s disease 
and other dementias. Work on this project led to 
the development of a home-safety toolkit intended 
to make home environments safer for persons with 
Alzheimer’s disease. More recently, the 2010 Family 
and Caregiver Experiences (FACES) study focused 
on caregivers of veterans with severe injuries. The 
FACES study led to the development of a variety 
of resources for caregivers of injured veterans, 
including the VA’s National Caregiver Support Line. 

Current VA-sponsored research includes caregiver 
support for veterans with heart failure and those 
undergoing chemotherapy for cancer. The VA’s future 
research agenda includes studying the impact on 
family members who immediately become caregivers 
after a loved one has been injured or incapacitated, 
and also on caregivers who provide long-term care 
for both war-injured and frail elderly veterans.

Information on VA-sponsored research on caregivers, 
including information on joining ongoing studies, 
and a calendar for research proposal applications 
and procedures for submitting proposals for 

VA-funded research projects can be found in the 
following web link: http://www.research.va.gov/
topics/caregivers.cfm 

NONPROFIT AND PRIVATE 
FUNDING OPPORTUNITIES 
Federal governmental institutes and research 
programs are by no means the only potential sources 
of funding for respite research. State government, 
independent research centers or institutes, private 
foundations and corporate entities have funded 
respite research studies or have the potential to fund 
such efforts. 

Patient-Centered Outcomes 
Research Institute 

The Patient-Centered Outcomes Research Institute 
(PCORI) is a nonprofit, nongovernmental 
organization established by Congress through 
passage of the Patient Protection and Affordable 
Care Act of 2010. PCORI’s mandate “...is to improve 
the quality and relevance of evidence available to 
help patients, caregivers, clinicians, employers, 
insurers, and policymakers make informed health 
decisions. The goal of PCORI’s work is to determine 
which of the many healthcare options available to 
patients and those who care for them work best in 
particular circumstances.” 

In a description of why PCORI was created, and in 
a discussion of PCORI’s strategy, the website states: 
“For patients [in respite, this is the equivalent of the 
caregiver/care receiver dyad], this strategy means we 
must provide information about which approaches 
to care work best, given their particular concerns, 
circumstances, and preferences. For clinicians, it 
means we must focus on providing evidence-based 
information about questions they face daily in 
practice. For insurers, it means we must provide 
evidence that can help them make the best decisions 
on how to improve health outcomes for their 
members. For researchers, it means we must support 
studies designed to build a badly needed base of 

http://www.research.va.gov/topics/caregivers.cfm
http://www.research.va.gov/topics/caregivers.cfm
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useful evidence for improving outcomes in high-
burden, hi-impact conditions.” 

Some of PCORI’s funding opportunities relate 
specifically to clinical research on patients, but 
several funding programs may be appropriate for 
research on respite and perhaps other non-clinical 
healthcare modalities. In fact, Gail Hunt, President 
and CEO of the National Alliance for Caregiving 
and a member of PCORI’s Board of Governors, 
and Sue Sheridan, MBA, MIM, DHL, Director of 
Patient Engagement for PCORI recently wrote, 
“At PCORI, through our comparative effectiveness 
research agenda, we are dedicated to learning how to 
work with caregivers to help them be more effective, 
reduce their stress, and improve their satisfaction… 
Through our research funding, we at PCORI 
are looking for ways to improve the experience 
and efficacy of caregivers, which would result in 
improving the quality of life of the patients they 
care for. What kinds of support are most effective? 
Respite care? Time off from paid work? Education 
and training? Online information?” (Hunt & 
Sheridan, 2013) 

PCORI’s first funding cycles included projects that 
studied a range of questions on caregiving. In spring, 
2015, PCORI announced a funding opportunity in 
the area of Improving Healthcare Systems. In the 
announcement for this funding opportunity, PCORI 
states that they want to “…study the comparative 
effectiveness of alternate healthcare systems intended 
to optimize the quality, outcomes, and/or efficiency 
of care for patients they serve…” And recognize that 
healthcare systems “…encompass multiple levels 
(e.g., national, state and local health environments, 
organization and/or practice settings, family and 
social supports, and the individual patient) and 
include entities organized to deliver, arrange, 
purchase, and or coordinate healthcare services. 
PCORI seeks to fund studies that will provide 
information of value to patients, their caregivers, 
clinicians, and healthcare leaders regarding which 
features of delivery systems lead to better patient-
centered outcomes…”

Additional information about the Patient-Centered 
Outcomes Research Institute funding may be found 
at: http://www.pcori.org/funding/opportunities 

Private Foundations 

Although foundations generally have a history of 
funding research or capacity building in particular 
areas of interest (and these areas are frequently 
stated in their charters), they also are more likely to 
have more flexibility to respond to emerging needs 
and trends than government agencies where their 
missions are often defined in statute. The challenge 
facing researchers interested in conducting research 
on respite care is to locate foundations where that 
type of research is permitted within their charters, 
and to convince those foundations to develop a 
research initiative that might have some measure of 
longevity, including the ability to fund a series of 
studies in sequence where knowledge and evidence 
continues to emerge with each study. 

To date, foundations have not participated in 
respite research to the degree necessary to develop 
an evidence base on the efficacy of respite care. 
However, part of the challenge, indeed the 
responsibility, of those wishing to conduct research 
is to promote their interests to likely foundations 
and engage in a dialogue that excites the foundations 
to participate. Researchers and advocates for respite 
care are encouraged to identify foundations that 
would be likely to support respite research and to 
describe the Panel’s recommendations in terms that 
align with each foundation’s charter and history of 
previously funded research.

Corporations and Corporate Foundations

With increasing numbers of family caregivers in 
the workplace, employers are recognizing the need 
to acknowledge as well as support them to ensure 
their continued employment and work productivity. 
The cost to society and businesses of employed 
family caregivers who have limited support in 
their caregiving roles has been documented to be 
significant (MetLife Mature Market Institute & 

http://www.pcori.org/funding/opportunities
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National Alliance for Caregiving, 2006; MetLife 
Mature Market Institute, National Alliance for 
Caregiving, & University of Pittsburgh Institute 
on Aging, 2010; Witters, 2011). In addition, an 
increasing number of family caregivers who have 
primary responsibility for purchasing medical 
devices and supplies, pharmaceuticals, adaptive 
equipment, and interacting with insurance 
companies on behalf of the individual with a 
disability or chronic condition in their care are seen 

as important consumers. As a result, the importance 
and value of family caregivers is not lost on the 
corporate world. Corporate entities or corporate 
foundations are very often sponsors of caregiver 
survey research or studies documenting the current 
status and needs of the nation’s caregivers. Exploring 
the continued role of corporate sponsorship in this 
context and expanding it to funding future respite 
research would be a worthy endeavor.
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An Expert Panel of researchers, policy analysts, 
providers and advocates was assembled by ARCH 
in collaboration with the Administration for 

Community Living to determine the state of the art of 
research on respite care, for the purpose of formulating 
recommendations to guide future research on respite.

The Panel conducted a comprehensive literature review 
on research relating to outcomes attributable to respite. 
The review, covering the period from 2000 to 2013, 
revealed a body of research with few definitive studies. 
The majority of studies presented equivocal findings or 
findings of a highly parochial nature. The studies were 
fraught with methodological and statistical/analytical 
concerns. There appeared to be little commonality 
across studies with respect to the definition of respite, 
the research questions under investigation, the measures 
employed by researchers, or even a basic agreement on 
the target recipient of respite services.

The Panel established goals, objectives, and set the agenda 
they would follow in order to be able to make firm 
recommendations to ACL, and to the broader community 
of respite providers and researchers interested in respite, 
on requirements and guidelines for future research.

The Panel developed a research-oriented, inclusive 
definition of respite care. This definition clearly identifies 
caregivers as the primary recipients and beneficiaries of 
respite. However, it also acknowledges that others (the 
individual with a disability or dependent care receiver), 
other members of the caregiver’s family, and even society 
at large might benefit concomitantly when a caregiver 
receives respite. This is most likely to occur when respite 
service is part of a more comprehensive service plan to 
the caregiver, care receiver and family. However, very few 
studies have been conducted to date that examine such 
multiple-component, multiple-recipient service plans.

The Panel also established an organizing framework for 
respite research based on its definition of respite. The 

organizing framework flows directly from the Panel’s 
definition of respite, identifying the caregiver as the 
primary focus of research, and recommending that any 
research study should record at least one measure relating 
to improved well-being of the caregiver. Other measures 
that are relevant to the caregiver or other persons affected 
by the delivery of respite may be important and should 
be included in any research endeavor. However, improved 
well-being of the caregiver should be the primary focus.

The Panel constructed recommendations for focused, 
prospective research across the panoply of respite 
models. The recommendations focus on six areas that 
comprise general areas of weakness in the current 
literature and which, if executed, would provide a basis 
for establishing evidence for the effectiveness of respite 
care for improving the well-being of caregivers and others 
in their families and communities. The six areas include: 
improved research methodologies; individual, family, 
and societal outcomes; cost-benefit and cost-effectiveness 
research; systems-level changes required to improve 
availability, accessibility and affordability of respite 
care; improving respite provider competence; and, the 
translation of research findings into best-practice models.

The Panel reviewed the current status of funding on 
respite research, including the sources of funding and 
the magnitude of funding in relation to the need for well 
conducted research, and the burgeoning need for respite 
services as the population of family caregivers and care 
receivers increases, due to demographic trends in the 
population at large. Panel members agree that there is 
an urgent need for well-constructed and well-executed 
prospective research studies on the efficacy of respite 
care, and encourage potential funding sources, public 
or private, to consider the potential value of respite 
to caregivers of numerous populations of dependent 
children and adults, and to consider engaging with 
researchers to test the efficacy of respite and to determine 
the most programmatically effective, most cost-effective, 
and most cost-beneficial models.

Summary 
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Appendix 2: Federal Definitions of Respite

1 Lifespan Respite Care Program (Title XXIX of 
the Public Health Service Act – Public Law 109-
442)

 Respite Definition: Planned or emergency 
care provided to a child or adult with a special 
need in order to provide temporary relief to the 
family caregiver of that child or adult.

2 Older Americans Act (As Amended In 2006 – 
Public Law 109-365)

• Section 102 (a) (30) refers to respite in its 
definition of “in-home services.”

The term ‘‘in-home services’’ includes—

(A) services of homemakers and home 
health aides;

(B) visiting and telephone reassurance;

(C) chore maintenance;

(D) in-home respite care for families, and 
adult day care as a respite service for 
families;

(E) minor modification of homes that is 
necessary to facilitate the ability of older 
individuals to remain at home and that 
is not available under another program 
(other than a program carried out under 
this Act);

(F) personal care services; and

(G) other in-home services as defined—

 (i) by the State agency in the State 
plan submitted in accordance with 
section 307; and

 (ii) by the area agency on aging in the 
area plan submitted in accordance 
with section 306.

• National Family Caregiver Support 
Program (Title III-E of the Older Americans 
Act)

There is no specific definition of respite 
in the Act. However, when listing support 
services that the state should provide under 
this title, respite is described as “care to 
enable caregivers to be temporarily relieved 
from their caregiving responsibilities.”

3 Community-Based Child Abuse Prevention 
Programs (Title III of the Child Abuse 
Prevention and Treatment Act – Public Law 111-
320).

 Respite Definition: The term “respite care 
services” means short term care services, 
including the services of crisis nurseries, 
provided in the temporary absence of the 
regular caregiver (parent, other relative, foster 
parent, adoptive parent, or guardian) to children 
who— 

A. are in danger of child abuse or neglect; 

B. have experienced child abuse or neglect; or 

C. have disabilities or chronic or terminal 
illnesses. 

4 Medicaid 1915 (C) Home and Community-
Based Waiver Application

 In the technical guidance5 from CMS 
accompanying a Medicaid 1915(c) Home and 
Community-Based Services Application for 
states, a core definition of respite is provided. 
However, states are instructed to supplement 
or modify the core definition to incorporate 
specific service elements under the waiver. 

5 Centers for Medicare& Medicaid Services. (2015). 
Application for a §1915(c) Home and Community-Based 
Waiver [Version 3.5, includes changes implemented 
through Nov 2014]. Instructions, Technical Guide and 
Review Criteria. http://www.medicaid.gov/Medicaid-CHIP-
Program-Information/By-Topics/Waivers/Downloads/
Technical-Guidance.pdf

http://www.medicaid.gov/Medicaid-CHIP-Program-Information/By-Topics/Waivers/Downloads/Technical-Guidance.pdf
http://www.medicaid.gov/Medicaid-CHIP-Program-Information/By-Topics/Waivers/Downloads/Technical-Guidance.pdf
http://www.medicaid.gov/Medicaid-CHIP-Program-Information/By-Topics/Waivers/Downloads/Technical-Guidance.pdf
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 Respite Care Core Service Definition: Services 
provided to participants unable to care for 
themselves that are furnished on a short-term 
basis because of the absence or need for relief of 
those persons who normally provide care for the 
participant. Federal financial participation is not 
to be claimed for the cost of room and board 
except when provided as part of respite care 
furnished in a facility approved by the state that 
is not a private residence.

 Waiver Application Instructions: 

• Supplement or modify the core definition as 
appropriate to incorporate specific service 
elements under the waiver.

• The service definition must specify the 
location(s) where respite care is provided. 

• These locations may include (but are not 
limited to): 

�� Participant’s home or private place of 
residence

�� The private residence of a respite care 
provider

�� Foster home

�� Medicaid certified Hospital

�� Medicaid certified Nursing Facility

�� Medicaid certified ICF/IID

�� Group home

�� Licensed respite care facility

�� Other community care residential facility 
approved by the State that is not a private 
residence. 

• Specify the types of these facilities where 
respite is provided. 

• The service definition must specify the 
location(s) (if any) where FFP is claimed for 
the cost of room and board. FFP may not be 
claimed for room and board when respite is 
provided in the participant’s home or place 
of residence.

5 Veterans Respite

• 38 USC. Ch. 17: Hospital, Nursing Home, 
Domiciliary, And Medical Care - Title 38. 
Veterans’ Benefits. Part Ii—General Benefits

§1720B. Respite care

(a) The Secretary may furnish respite care 
services to a veteran who is enrolled to 
receive care under section 1710 of this 
title.

(b) For the purpose of this section, the term 
“respite care services” means care and 
services which—

(1) are of limited duration;

(2) are furnished on an intermittent 
basis to a veteran who is suffering 
from a chronic illness and who 
resides primarily at home; and

(3) are furnished for the purpose of 
helping the veteran to continue 
residing primarily at home.

 The Millennium Health Care and Benefits 
Act of 1999, P.L. 106-117 amended 38 USC 
Chapter 17 to substitute “the term ‘respite 
care services’ means care and services” for 
“the term ‘respite care’ means hospital or 
nursing home care.”

• Definitions Section of the VHA 
HANDBOOK 1140.02. Department 
of Veterans Affairs, Veterans Health 
Administration, Washington, DC, November 
10, 2008

 Respite Care. Respite care is a distinct 
VA program with the unique purpose of 
providing temporary relief for unpaid 
caregivers from routine care giving tasks, 
thus supporting caregivers in maintaining 
the chronically ill veteran in the home. 
Respite care services may include various VA 
and non-VA programs or contracts. In all 
cases, respite care remains distinct from usual 
Geriatrics and Extended Care (GEC) services 
in that the focus and purpose of respite care 
is providing relief for the caregiver.
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• Caregivers and Veterans Omnibus Health 
Services Act of 2010 (PL 111-163)

 There is no definition of respite in Title I of 
the Act: Caregiver Supports. However, the 
law does stipulate in Title 1 that “Respite care 
provided under subparagraph (A)(ii)(III) 
shall be medically and age-appropriate and 
include in-home care.” Also stipulates that:

 The support services furnished to caregivers 
of covered veterans under the program 
required by paragraph (1) shall include the 
following:

 ``(iii) Respite care under section 1720B 
of this title that is medically and age 
appropriate for the veteran (including 24- 
hour per day in-home care).
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