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Welcome

Today we’re going to talk about the results of a 4 year project intended to advance the state of the art of research on respite care, or “short break care” as it is referred to in Great Britain.

This is a process that began in 2012 as part of the work plan of the National Respite Network and Resource Center, which is a national technical assistance Center in the United States funded by the Administration on Community Living.

Specifically, the resource Center was asked by the administration on community living to conduct a literature review of research studies on respite care and report to the administration on the effectiveness of respite with respect to achieving outcomes for those receiving respite.

The findings of that literature review were quite discouraging, and led directly to the formulation of the expert panel of researchers, advocates and funders. This is their story.



Why and Expert Research Panel?

• Literature Review 2012/2013

• Annotated Bibliography 2014, ongoing
• Lack of  clarity about intended recipient of  respite

• Lack of  model clarity/categorization

• Lack of  focus on outcomes

• Lack of  efficacy testing or even outcome evaluation
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As noted, the literature review began in 2012 and concluded in 2013. As a result of that review, an annotated bibliography was produced in early 2014 that revealed numerous shortcomings in the published studies.

[Direct attention to the bullet list on the slide]

Confusion was evident even with respect to the intended recipients of respite. Although one might logically conclude that the intended recipient of respite would be the caregiver, in the United States eligibility for respite care is frequently, and perhaps in the majority of cases, tied to Medicare or Medicaid funding for the person with a disability for whom the caregiver is responsible. In short, the funding follows the person with the disability, not the person providing care. As a result, many studies claiming to be focused on respite care were actually focused on how respite increase the likelihood that the disabled person could receive medical or other care being paid for by the funding stream. In the rare cases where outcomes were observed or measured, they invariably were the outcomes identified for the person with a disability, not for the caregiver.

As you might suspect, there were numerous models of respite ranging from “upon request”, infrequent respite provided by volunteers, to formal, daily/weekly/long-term respite provided by paid professionals. However, among the scores of studies reviewed, the models were rarely described in enough detail to permit replication of programs even when they appeared to be successful.

Outcomes of any kind, particularly outcomes relating to the status or well-being of caregivers who had received respite, were rarely mentioned and almost never measured. The norm for most studies was a description of the process of providing respite, intertwined with discussions of the theoretical or potential benefits of the service, but without actually measuring the benefits or outcomes.

The term “efficacy” has special meaning in research parlance, as it refers to testing for the effects of an intervention using rigorous methodology. Normally efficacy testing involves either randomized trials, or quasi-experiments employing comparison groups. This is a high standard to achieve, and with one or 2 notable exceptions, the literature review on respite was devoid of efficacy studies.



Why is research important to the 
future of  respite?

• Model Development and Continuous Quality Improvement 
of  Existing Services

• Efficacy Testing/Outcome Evaluation
• Building the Evidence Base for Respite Care
• Improving the Lives and Well-Being of  Caregivers and Care 

Recipients
• Advocacy
• Funding
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So what’s the big deal?

We all know that respite care, or short breaks, are effective. After all, among the 43 million caregivers in the United States, respite is the most frequently requested service. Therefore it must be good, right?

The reality is that in an era of fiscal retrenchment, and increasing competition for human service funds, respite care is not well-positioned to be competitive for those funds.

This slide depicts a number of reasons that conducting good research on respite and sharing those results is important. It is important across the community of service providers, administrators and policy executives, not to mention the academic scholars likely to be conducting the research.

The poorly conducted research in the literature review was is likely to determine that respite was an ineffective service as it was to determine that it was effective or beneficial. In order to counter these equivocal findings, respite models must be developed and clearly specified, with research findings leading to continuous quality improvement.

Efficacy testing will become increasingly important, but only after models have been developed using outcome evaluation and refinement of those models. Overly rigorous research in the early stages of model development is detrimental to model improvement, because rigorous research requires that the models be held constant throughout the research study. This is difficult to do when models are new and evolving.

That aside, well conducted research can begin to build an evidence base for respite care, to demonstrate that it has the capability of improving the lives and well-being of caregivers and care receivers alike.

A body of such studies can be very helpful when advocating for the provision of respite, and to secure funding for respite either from foundations or government sources.



The Expert Panel and the Process

• 14 volunteer researchers, advocates and funders
• 6 meetings over 18 months (2013 – 2014; conference calls and 

face-to-face meetings)
• Explore in-depth the current status of  respite research
• Propose strategies to overcome barriers to research
• Develop a plan to encourage rigorous research and translate 

research to meaningful strategies for respite care
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So, in response to the discouraging literature review and with an interest in examining the benefits of respite, the Administration on Community Living approved the resource center’s initiative to convene an expert panel on respite research to wrestle with the issues that emerge from the literature review and propose remedies.

This project began even before the literature review was complete, because it was clear from the beginning of the review that the findings would be discouraging.

So 14 volunteers representing academe, advocacy groups, foundations, and other funders agreed to meet 6 times over an 18 month. In 2013 and 2014 using a combination of conference calls and face-to-face meetings. They agreed to wrestle with the findings of the literature review, propose strategies to overcome barriers and improve the quality of research, and to develop a plan to encourage good research and to make use of the findings to improve the state-of-the-art of respite care.



Seven Goals of  the Panel (1)

• 1. Craft a respite definition and framework for guiding the development of  
the research agenda;

• 2. 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;

• 3. Identify areas of  respite research on which to focus the recommendations 
(e.g. family caregiver and/or care recipient outcomes; service satisfaction; 
economic impacts; improving service delivery and access, etc)
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The panel was charged with7 goals. This slide depicts the 1st 3 goals.

One of the most striking findings of the lit review was it there was no good definition of respite generally available or accepted by researchers. So the 1st goal was to craft a definition of respite that would be inclusive of the broad variety of models observed, but that would be specific enough to serve as a framework for developing a research agenda.

Secondly, the panel was asked to address the specific limitations of the published research, including varying use of taxonomical terms, inappropriate or weak research designs and other methodological issues.

3rd the panel was asked to identify specific areas upon which to focus research studies, primarily those relating to the caregivers themselves, but also to care recipients, and extending into the way in which recipients of respite experience the service, and whether there are outcomes in addition to well-being such as economic benefits.



Seven Goals of  the Panel (2)

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

• 5. Identify incentives to engage researchers in the respite research agenda 
developed by the panel; 

• 6. Identify and encourage funders to support implementation of  respite 
research recommendations promulgated by the panel; and

• 7. Identify strategies for supporting translation of  these goals for use in 
practice settings.
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Goals for through 7are depicted on the slide.

The panel was asked to bore down into the studies to identify or suggest methodological approaches that would increase the quality of respite research and overcome barriers to good research.

Goals 5 through 7 relate to using the results of the Expert Panel’s work to increase the likelihood that good, well designed respite research studies would actually be conducted moving forward. This included identification of researchers who might conduct the studies, identify and encourage funders to support prospective research, and assuming that the studies were conducted and the results favorable, identifying or developing strategies for translating the results of that research into good respite care in practice settings.

All of this is quite a tall order for a disparate group of volunteers to accomplish over a short period of time. However, by almost every measure, the panel succeeded in rising to this challenge as evidenced by their recommendations and their project report which sets forth a well-developed research agenda for respite care.

Let’s take a look at some of the findings of the Panel, and of some of the nuts and bolts of the recommendations.



The Panel’s Recommendation Categories

• Address foundational methodological concerns

• Research individual, family, and societal outcomes

• Conduct appropriate cost-benefit and cost/effectiveness research

• Research systems change that improves respite access

• Research improving respite provider competence

• Conduct translational research that informs respite policy and practice
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The panel identified 6 major recommendation categories. Think of them as 6 “buckets” into which the panel sorted the various issues so that each could be tackled somewhat independently.

For example, there were numerous foundational methodological concerns. These ranged from premature imposition of randomized experimental studies on fledgling programs where the respite service model was evolving throughout the entire duration of the study. Thus, the model that was being measured at the beginning of the study was not the model that was being measured at the end of the study, even though the measures remain the same. At the other end of that problem continuum were studies that relied too heavily on qualitative methods or satisfaction surveys without making any attempt to actually quantify results of seemingly effective respite programs.

Each of these recommendation categories received its due, and each is fully developed in the Expert Panel’s Final Report. The report is available free of charge, as a downloadable .pdf file, and we will provide you with the URL link at the end of the presentation. 

What I’d like to do during our time remaining is to give you a sense of the clarity and specificity with which the expert panel has advanced its ideas, beginning with its definition of respite.



An Inclusive Definition of  Respite

• Respite is the planned or emergency provision of  
services that provide a caregiver of  a child or adult with 
a special need some time away from caregiver 
responsibilities for that child or adult, and which result 
in some measurable improvement in the well-being of  
the caregiver, care recipient, and/or family system.
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As noted earlier, the panel wanted to construct an inclusive definition of respite that made clear what respite is,, who it is intended for, and what it is intended to achieve.

[Read the definition]

This definition makes clear that respite is a service 1st and foremost to a caregiver, it is intended to provide some period of relief from caregiver obligations, and that period of relief should result in some observable or measurable benefit to the caregiver, primarily, but may also provide a benefit to the care recipient or other members of the family.

In reading this definition, one might think that it was fairly quickly or easily crafted. However, it literally took several months of wordsmithing and tweaking of language to satisfy all members of the panel.



Research Flow Schematic
Caregiver (the “portal of  
entry” for respite research

Research Idea, Plan, or 
Proposal

Proximal Caregiver 
Benefits

Additional 
Beneficiaries

Proximal Care 
Recipient Benefits

Proximal Family and 
/or Societal Benefits

Distal Caregiver Benefits

Additional 
Beneficiaries

Distal Care Recipient 
Benefits

Distal Family or Society 
Benefits
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The research flow schematic was constructed with specific reference to the newly minted definition of respite.

Assuming that a researcher has an idea that is researchable, the definition of respite literally requires that the caregiver be the primary focus of the research. Following the red path through the schematic, we see that the caregiver receiving the respite care should accrue some proximal caregiver benefit (such as the immediate relief of stress, the ability to tend to one’s own medical or personal needs, etc.). Continuing on the dashed red line the proximal benefits may lead to more distal caregiver benefits such as the caregivers ability to continue caregiving, or improved relationships with the care recipient or other family members, and things of this nature. There will be additional examples shortly.

Focusing now on the green paths the schematic we see that in addition to benefits that accrue to the caregiver, there may be additional beneficiaries such as the care recipient, other family members, and even society at large. So, additional beneficiaries having been identified, we can also look for both proximal benefits and distal benefits to the additional beneficiaries. These might be things like delaying or avoiding institutional placement, participating in other services or social activities, or in the case of society, accruing cost savings due to avoidance or delay of institutional placement.

The key, in the eyes of the committee, is to focus 1st and foremost on the caregiver and subsequently on additional beneficiaries and to construct the research study in a logical, longitudinal manner.



The Research Focus on Outcomes

• Proximal outcomes for caregivers, care recipients and others
• Outcomes that might be observable during or immediately after a spell of  

respite, such as relief  from depression

• Distal outcomes for caregivers, care recipients and others
• Outcomes that might take time to emerge or to be measured, such as delayed or 

avoided institutional care, or family continuity

• Societal outcomes
• Outcomes that benefit society, generally, such as cost-effectiveness, 

cost/benefit, employment
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The panel was very clear that prospective research studies should focus on outcomes. Whether proximal or distal, the outcomes should be observable or measurable in association with the provision of respite. Proximal outcomes are those which may be expected to occur immediately or shortly after a period of respite, where is distal outcomes might take more time to develop or emerge later following one or perhaps multiple episodes of respite.

Societal outcomes were viewed by the panel as important, and certainly to increase respite providers standing to compete or tracked for funds, societal benefits must accrue. However, they were equally clear that the societal benefits should be subservient to the personal benefits accruing to the caregivers primarily and care recipients or families secondarily.



The Panel’s Outcomes Schema: Proximal and 
Distal Outcomes for Targets of  Respite

• Individual & Family-Level Outcomes
• Family Relationships
• Social Relationships
• Health and Mental Health Effects
• Living Status
• Quality of  Life
• Experience of  Care
• Community Participation

• Societal Level Outcomes
• Employment
• Cost-Effectiveness and Cost/Benefit
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The panel developed an outcomes schema describing both proximal and distal outcomes that might be targeted by respite. Their list of individual and family level outcomes include the 7 on the left. The societal level outcomes appear on the right. These may not be exclusive lists, but they are fully developed and specified in the body of the Panel’s report.

We can see that measures of improved well-being relating to family relationships, social relationships, improved health or mental health status, living status, quality of life, the experience of those receiving respite, and the benefit of maintaining maximum community participation as long as possible all might be associated with respite.

Similarly, effective respite services may permit a caregiver to maintain employment over a longer period of time, or to a greater extent of labor force attachment, which in and of itself accrues benefits to the family and to society. And, well designed and delivered respite care is likely to be both cost-effective and, over longer term, return benefits to society at large based on decreased use of hospital care, and decreased use of other institutional care.

Again, each of these outcome target groups is fully developed in the body of the report. Let’s look at just one example in a little greater detail.



E.g., Family Relationship Outcomes

• Proximal outcomes
• quality of  marital/partner relationships
• 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
• positive attitude towards care receiver
• families ability to utilize social support

• Distal outcomes
• family continuity
• relationship stability 

(separation/divorce)
• family vacations, outings, events with or 

without care receiver
• reduced incidence of  care receiver 

maltreatment
• long-term increase in family's social 

capital

Presenter
Presentation Notes
Recall from the previous slide that the 1st outcome category on the left was family relationships. The panel deliberated numerous outcomes associated with improved relationships that might emerge quickly, and over a longer period of time. These are constructed, or worded in ways that imply, or at least make possible, the concept of quantitative measurement.

Thus, proximal target outcomes related to family relationships might include the quality of the marital or partner relationship, the perceived strength of the relationship, improved relationships with other family members, with the care receiver, and so forth.

More distantly, we might track the rate at which families remain together, whether families are able to participate in family activities such as vacations, or outings, either with or without the care receiver, and both the incidence and prevalence of maltreatment of care recipient.

Each of the panel’s outcome targets is similarly developed.

Recalling our “buckets” of concern, in the report you will find each of the buckets have been fully explicated, with suggested solutions and recommendations set forth therein. With respect to methods, for example, a full continuum of suggested methodological approaches, and even statistical analytic approaches, have been recommended for studies examining respite programs at different stages of model development. In fact, the panel identified 4 levels of model development ranging from “new ideas and novel approaches, to fully developed “evidence-based practice models.” These different levels of model development call for different levels of rigor in the design of the research studies, and the panel’s report articulates them clearly.



Concluding the Initial Work of  the Panel

• Early fall of  2015 the Respite Network and Resource Center submitted the 
Panel’s Final Project Report to the Administration on Community Living 
for final review and acceptance.

• Final Project Report was published in October 2015
• http://www.nasddds.org/uploads/documents/ARCH_Respite_Research_Report_web.pdf

• The Resource Center received approval to attempt to establish a 
consortium of  public and private funders to collaborate on a focused plan 
for respite research
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So, concluding the panel’s work, after the series of meetings ended and all the panel’s recommendations were available as a mountain of meeting transcriptions, memoranda, emails, and spreadsheets, the Expert Panel’s Final Project Report was written and edited by resource Center staff in the spring and summer of 2015. Dress went through multiple reviews by the panel members, and in early fall 2015 the final report was submitted to the Administration on Community Living for review and acceptance so that it could be distributed.

Final report was published in October 2015 and has been widely distributed among the state respite programs in the US, and to academics, foundations, and advocates. The URL for the report is on the slide, and as previously noted it is available free of charge and can be downloaded in living color, as a .pdf document.

And as a result of the findings and recommendations made in the report, the national resource Center received approval as part of its renewal grant to attempt to construct a consortium of funders to collaborate on the development of a focused research plan, to bring to life, so to speak, the recommendations in the report. And this leads us to our current activities related to this project, even though the Expert Panel has fulfilled its mission and concluded its work as a panel.



Current and Future Endeavors

• Research Consortium
• Identified more than 30 foundations and government research programs with potential 

interest in funding respite research. Actively communicating with them at this time.

• Working to identify and compile a list of  academic scholars and other researchers to 
connect with the funding sources in a coordinated, collaborative research program.

• Promote adoption of  the Panel’s definition of  respite, research schema and 
flow diagram, taxonomy of  terms, research methods and outcomes from the 
Project Final Report
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We are currently attempting to establish a research consortium. We’ve identified more than 30 foundations and other funding sources including government research programs in both human services and the military. We are actively communicating with them at this time trying to work out possible logistics for their participation. As you can imagine, this is a difficult task, because foundations typically do not work together, and have their own project selection and funding criteria. However, initial feedback has been positive in that a number of foundations have agreed, at least, to entertain proposals based on the research agenda developed by the expert panel, using its definition, it’s research schema and methods, it’s taxonomy of terms, and its catalog of outcomes.

In addition to identifying foundations, we are working to identify and compile a list of scholars and other researchers who we will attempt to connect to the funding sources once we have logistics in the application process or processes completed.

If you or anyone you know is an interest in seeking funding to conduct prospective research on respite care, utilizing the tenets of research specified in the panel’s report, please let us know so that you can be included on our distribution list. As noted in our final bullet point on this slide, we will continue to promote it adoption of the panel’s definition and all of the other tenants and recommendations set forth in the report, irrespective of any funding that may become available.

We firmly believe that the future of respite, at least in the United States, will be governed to a large extent by our ability to generate research findings from rigorous studies that demonstrate the accrual of positive outcomes, and which can be demonstrated to be cost-effective and cost-beneficial.



Thank you for your attention!

• ARCH National Respite Network and Resource Center
• archrespite.org/

• Jill Kagan, MPH
• Project Director

• jkagan@archrespite.org

• Ray Kirk, PhD
• Research Consultant

• rskirkassocs@gmail.com
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So we thank you for your attention and your interest today. The slide has the web port address for the national respite network and resource Center, and we invite you to visit her website and cruise around for resources and information.

Contact information for the Project Director and for the principal author of the panel’s final report are also provided if you want to contact the resource Center or have any questions about the contents of the report.
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