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The ARCH National Respite

Network and Resource Center

• Training and Technical Assistance Division provides support to State 
Respite Coalitions, service providers and families through 
consultation, training, evaluation, and research (archrespite.org);

• National Respite Locator Service (NRLS) helps family caregivers and 
professionals locate respite services and funding sources in their 
communities (archrespite.org/respitelocator);

• National Respite Coalition is the policy and advocacy division of 
ARCH (archrespite.org/national-respite-coalition); and

• Lifespan Respite Technical Assistance Center, funded by the U.S. 
Administration for Community Living, supports State Lifespan 
Respite grantees and their partners in developing state respite 
systems serving caregivers of persons of all ages and conditions 
(archrespite.org/ta-center-for-respite) 

Presenter
Presentation Notes
ARCH is a national training and technical assistance center. We provide information and support to just about anyone who is interested in finding, using or providing respite. We offer training, evaluation and research support through publications, webinars and a national conference.We also provide assistance to family caregivers looking for respite through our National Respite Locator Service or by connecting caregivers to our network of State Respite coalitions.The National Respite Coalition is the policy division of ARCH through which we advocate for respite services in Congress.We are also funded by the US Administration for Community Living to house the Lifespan Respite Technical Assistance Center. Through this center we offer training and support to the Lifespan Respite grantees, and I will be talking about this program in a few minutes, and to their state respite coalition partner to help build statewide system of respite that serve all ages and conditions.



This Presentation

 What is Respite and why is it important?

 Development and overview of the LifeCourse Tools for Respite

 Examples of use, adaptation and benefits of the tools to maximize 
Person and Family-Centered services

Alabama

• Vonda Reeves, Alabama Lifespan Respite

Nevada

• Cheryl Dinnell, Nevada Lifespan Respite Care Coalition

• Jamie Ahumada, Nevada Department of Health and Human Services



Respite is…

Planned or emergency care 
provided to a child or adult 
with special needs in order to 
provide temporary relief to 
family caregivers who are 
caring for that child or adult.

Lifespan Respite Care Act definition

PL 109-442
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Presenter
Presentation Notes
Describe Lifespan Respite Program



Types of 

Respite

 Formal Services

• Home care agencies

• Group Home, Adult Day or 
Child Care Centers

• Facility-based 

• Community-based

 Informal Services

• Family and Friends

• Volunteer or Faith-based

Presenter
Presentation Notes
Role of Lifespan Respite Care programs, self-directed vouchers, mini grants



Everyone Needs 

Respite!

 Reduces Stress

 Improves physical and
emotional health

 Enhances relationships and
reduces social isolation

 Care recipients benefit, too!



Respite: Too Little, Too Late

 Yet, 86% of family caregivers of adults are 
not receiving respite services at all 

 A significant percentage of caregivers of 
children with an unmet need do not receive 
respite (63% to 75%).

 Of those who do, they often receive too 
little, too late.

 Barriers to Respite

Presenter
Presentation Notes
Unfortunately, despite the benefits of respite, too many families are not receiving respite.  BarriersWe now know that for respite to be most effective it has to be delivered as early in the caregiving experience as possible, but many families wait until they are in a crisis to seek respite. The barriers to respite have been well documented. Nationally, there are simply not enough public resources dedicated to formal respite services, and the system to navigate eligibility is confusing and sometimes overwhelming. So many care recipients and their family caregivers do not even qualify for publicly funded programs. As a result, the cost of respite may be extremely burdensome, especially if a family caregiver had to give up employment to provide care, and this is even more true in the current pandemic,  If the daily living costs of care are especially high, there may simply be nothing left in the household budget to pay for respite. But even when a family has the resources to pay for respite, in many situations they can’t find the providers who are qualified or trained to deal with the unique medical or behavioral needs of their children, or they can’t find providers or respite programs at times that they would like to use respite. Reluctance to ask for help, or fear about leaving a loved one with someone else can be barriers to getting respite. The simple lack of information about how and where to get respite  and how to use it most effectively can keep a family from accessing the respite that would be so beneficial.



LifeCourse Tools

for Respite

Purposes are to provide:

 information on the importance 
of respite;

 tools for thinking about and 
planning for respite; and

 additional resources for finding 
respite in the community.

LifeCourse Respite tools can be found at

archrespite.org/consumer-information/lifecourse-tools-for-respite or

www.lifecoursetools.com/lifecourse-library/exploring-the-life-domains/respite

Presenter
Presentation Notes
To help overcome some of these barriers and help families make the most of their limited respite time, we collaborated with LifeCourse Nexus – a the time Missouri Family to Family at the University of Missouri, to adapt their Charting the LifeCourse tools specifically for respite.  WE convened an advisory group of state agency rep, family caregivers and respite providers inour network to help develop the tools and field test them. Purposes

https://archrespite.org/consumer-information/lifecourse-tools-for-respite
http://www.lifecoursetools.com/lifecourse-library/exploring-the-life-domains/respite/


Integrated Respite
Schedule Integrated Support Star and the 

LifeCourse Portfolio

Presenter
Presentation Notes
Mention tools and indicate that other presenters will be discussing how and why they are used, and the benefits. 
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Respite During the 

Pandemic

 Technology

 Personal Strengths 

and Assets

 Relationships

 Community-based

 Eligibility Specific

Presenter
Presentation Notes
Share that these tools became especially important during the pandemic when formal respite services were largely unavailable.  They could be used to help family caregivers brainstorm how they could get respite on their own or from their communities of support.  Our Lifespan Respite network modified voucher programs to enhance flexibility and use.  Because family caregivers could always use trusted family and friends with most state voucher programs, some states even saw an increase in request for supports.   Or exploded with alternative supports such as:    Facebook live, support groups, weekly phone check ins, porch visits, AL used their respite voucher to help family caregivers access mental health services. 
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256-859-8300

www.alabamarespite.org

@alabamarespite

Vonda Reeves

vreeves@ucphunstville.org

http://www.alabamarespite.org/
mailto:vreeves@ucphunstville.org


Department of Health and 
Human Services

State of Nevada

Steve Sisolak

Governor

Richard Whitley

Director

Helping people.  It’s who we are and what we do.

Nevada Aging & Disability Services Division

Jamie Ahumada & Cheryl Dinnell

5/29/2022

Utilization of LifeCourse Respite Portfolio

Presenter
Presentation Notes
Jamie Ahumada: I will introduce our Nevada team on this panel presentation today. I work for Nevada Aging and Disability Services Division as the No Wrong Door Coordinator. Cheryl Dinnell was the Program Coordinator for the Lifespan Respite voucher program in Nevada, now serving as Executive Director of the Nevada Lifespan Respite Care Coalition. We used the MyLifeCourse Respite Portfolio in our Respite Rx program. She will be speaking to you in a moment.



Priorities 

for 

Lifespan 

Respite
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Presenter
Presentation Notes
Jamie Ahumada: Administration for Community Living (ACL) granted Nevada funding for Lifespan Respite, with the goal of improving the quality and delivery of respite services. ACL has asked “How are grantees integrating person-centered principles into respite programs?Nevada decided to create a pilot project that was a self-directed respite voucher program. We wanted person-centered principles to drive the design of respite for family caregivers statewide. Our thoughts were to ensure we answer the following question: “What will reflect that we implemented person-centered philosophies in the design or delivery of respite? We needed a way to guide caregivers through a self-directed/person-centered planning process. The My LifeCourse Respite Portfolio tool was selected to meet that need. The LifeCourse Respite Tool certainly helped us design respite around the caregivers needs and were able to show success in using it.Respite Rx pilot project received over 150 referrals from family caregivers who were not eligible to receive respite services through existing programs or who needed more flexibility, control, and choice over how their respite services were provided. We conducted over 100 “respite design sessions” with participants in our program.It allowed us to be more culturally competent, tailor services to individuals of diverse populations, and identify what families needed to gain more freedom, support, and connection outside of their caregiving roles. To be truly person-centered, the focus is typically on one person, however we found ourselves providing respite programming to two people – the caregiver and the care recipient. Most respite programming is designed around the needs of the care recipient, but we took a different focus and concentrated on the family caregiver.Through using the LifeCourse tool, we found that the caregiver would tell us all about what the care recipient(s) needed in the design of respite, indeed family caregivers were more comfortable talking about the care recipient’s needs than their own.  So, we did not miss details of care that were needed by the care recipient(s). And we learned that it was just as important to learn what the care recipients' needs were in order to assist and understand how to discuss the needs of the caregiver and design their respite needs.  



Implementation

“RESPITE DESIGN SESSION”

• Builds Rapport 

• Guides Conversation 

• Plumbs for Resources 

• Details Support Needs 

• Find where Respite “Fits”

• Discuss Benefits Sought

• Outline Strategy for Securing Respite

Presenter
Presentation Notes
Jamie Ahumada:“Person‐centered planning (PCP) is a process for selecting and organizing the services and supports that  an older adult or person with a disability may need to live in the community. Most important, it is a process that is directed by the person who receives the support. PCP helps the person construct and articulate a vision for the future, consider various paths, engage in  decision‐making and problem solving, monitor progress, and make needed adjustments in a timely  manner. It highlights individual responsibility, including taking appropriate risks. Emergency planning is often part of the process. The PCP approach identifies the person’s strengths, goals, medical needs, needs for home‐ and  community‐based services, and desired outcomes. The approach also identifies the person’s preferences  in areas such as recreation, transportation, friendships, therapies and treatments, housing, vocational  training and employment, family relationships, and social activities. Unique factors such as culture and language also are addressed.” – ACL websiteThrough a “Respite Design Session,” the LifeCourse tool also gave us an opportunity to spend time with each caregiver, convincing them that their own needs were important to consider. Caregivers immediately felt the change – because no one had ever really asked them about their own needs before! We reminded caregivers that respite was meant to give them a break so they could do something they wanted to do and introduced some coaching around the effective use of this respite program. While doing chores or running errands would certainly get things off their To-Do List, would they come back to caregiving feeling refreshed, relaxed, or like they’d done something that was meaningful to them?There were benefits of incorporating this “respite design session” in our program.We built great rapport with our caregivers.  We were able to get specific details about the care needs. We knew what resources and connections were available to them.  We knew when and where respite would fit into their lives, and we knew what respite would really mean to them as caregivers, because we knew what they’d selected as an “outcome benefit” from the break.  It also provided good information on the respite worker/provider that would fit their unique need.  And we could help the family caregiver outline a strategy for finding and engaging that type of respite worker or provider.



Person-Centered Tool 

for Respite Design
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Presenter
Presentation Notes
Cheryl Dinnell:Starting with the STAR, we discussed what they first expected to discuss, and what they were most comfortable discussing – what the care needs of the care recipient were. We liked discussing care recipients from their strengths instead of their deficits. It took some reframing. Caregivers would say things like “they can’t do anything for themselves” and we’d check to see if they were able to swallow, get food to their mouth, and use utensils. After reviewing skills such as self-care, mobility, hearing and vision, etc., we knew exactly what the support needs were.Discussing relationships, we learned about the natural supports surrounding this family, and how close or far away these supports were. Community and eligibility-specific resources showed how well connected this family was and provided the opportunity to explore needs outside of respite.Asking about Technology in use (or abandoned) helped us check needs for Assistive Technology referrals and understand barriers in their living situation. 



Where 

Respite 

“FITS””

Presenter
Presentation Notes
Cheryl Dinnell:The best part of the respite design session was found in these sections here. In the “what’s going on in your life?” section we’d record the typical schedule of the day, mealtimes, bedtimes, medication schedules, and activities the caregiver or care recipient engaged in.  Then we’d transition the conversation and start talking about what a break would look like and when it would fit best in their life/schedule. Family caregivers almost universally selected times of the day when the care needs were minimal. That’s when they felt they could turn over care to someone else. Sometimes we’d have to back into that discussion when we asked what I consider the most important question on the form - “What would you do with a break from caregiving? “ When we knew that they missed having lunch with friends or wanted a date night with a spouse, we could look at the schedule and suggest a timeframe for that kind of break. Would that more likely happen at this time, or on this or that day or the weekends or whatever?If they wanted to exercise or take a class, we could discuss when they would need to have a break to participate- travel time included- and then look at the schedule to determine what the care needs were during the time that a break would need to occur.  This would help to inform us what skills & abilities & availability the respite worker would need to have.The question about “What would they do with a break?” gave us our respite program goal for this caregiver and helped determine what was needed to achieve it!When we discussed who they wanted to spend time with, what activities they wanted to engage in during the break, we could encourage them to do exactly that and address any concerns that would come with that. Then we could avoid any unacknowledged barriers we had not yet addressed.They would tell us what needed to be in place so they could take the break and enjoy the time without worry.  We could also really make them think about what would be the more effective use of respite.  Cleaning and errands might be needed, but not much joy, relaxation, or rejuvenation would occur.  We wanted them to have something to look forward to and have results that showed they did more for themselves than for others during their respite time.



Respite Review

Presenter
Presentation Notes
Cheryl Dinnell:On the flip side of the LifeCourse Respite Portfolio, we utilized it more as a review of how the respite program had worked for Caregivers because, oftentimes, they had not used respite before this program. Any issues, like RW asking for money or just not showing up when scheduled, would be reflected in the “What didn’t work?” trajectory, while good rapport between respite worker and care recipient could land in the “What worked Well?” trajectory. Again, this demonstrates how we continued to use a person-centered approach throughout the Respite program process. If things were working well, we could check on how the care recipient was feeling about respite. Were any changes needed? Are the breaks still fitting life? We could even help caregivers write job descriptions as they recruited their own respite workers from the information from this portfolio. These job descriptions would give the Caregivers something tangible to use when talking to others or share/ post where they felt comfortable. Not everyone needed a job posting, because they knew who they wanted to hire, were hiring family/friends, or had used a provider in the past.  But this is what a self-directed, person-centered LifeCourse planning tool would help us identify!



What Did We Learn
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Presenter
Presentation Notes
Cheryl Dinnell: What we learned from our Respite Rx program was the correlation between what caregivers “missed having” and the care burden placed on their shoulders. The impact of caregiving on the life of the caregiver shows a more consistent need for respite (on an upward trend), when caregiving took away more & more time for self, time with family & friends, and time for enjoyable activities that would refresh & revive them. The bars on the bottom show the impact of no time for self, no social connections, no help with care, no choice in life activities, and seeing relationships hurt because of caregiving demands. This is consistent with the longings expressed in the Respite Design sessions with participants when they were asked the LifeCourse questions:  What would I do if I had a break from caregiving?  Who would I spend time with during a break from caregiving? Helping caregivers see what activities they have discontinued because of caregiving and encouraging them to use respite to restore these activities (or find substitutes) is the most beneficial purpose of respite, by turning caregiver motivations for freedom, support, and connection into time spent counteracting some of the negative impacts of caregiving.  



• Details on Care Needs

• How Respite Fits

• Support Resources

• Goals & Objectives

• Recruitment Strategy

• Evidence of Person-Centered Approach

• Gather Common Survey Questions for 
Group

• Success Criteria for Outcomes

Results from 
Implementation

Presenter
Presentation Notes
Jamie Ahumada:In utilizing the LifeCourse Respite Portfolio, we had many pieces to our respite picture for each caregiver.  We had details on care and the resources and supports in place, knew how respite would fit and the outcomes expected, and had some idea of the respite worker needed and how the family caregiver would go about finding one. Our hope has been that we can convince other programs and agencies to use the LifeCourse tool or at least get them to gather common information on family caregivers for reporting and sharing purposes. We have struggled to have data on family caregivers and specific data points in common!  But our efforts have proved successful to having a strong person-centered/self-directed underpinning to our Respite Rx program, and important data on what is needed for family caregivers to access respite and benefit from it!



Contact Information
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Jamie Ahumada Cheryl Dinnell
NWD Coordinator Executive Director, NLRCC

jahumada@adsd.nv.gov NLRCC@adsd.nv.gov

775-684-5881 775-401-4163

Presenter
Presentation Notes
Jamie Ahumada: You can always reach out to either of us with specific questions about our program and use of LifeCourse tools by phone or email. Thanks!



Questions? 
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Presenter
Presentation Notes
Jamie Ahumada: We will turn it over to Jill to facilitate questions for us or for any of the other panelists. 



Website:

https://arch.wildapricot.org/2022-Natl-Respite-Conference

Presenter
Presentation Notes
And before I close, I wanted to be sure you all knew about out next National Lifespan Respite Conference. The theme is Reimagine Respite which we felt was especially relevant in this post pandemic world. Times were very difficult for families caring for someone with a disability, but the pandemic cast a new light on better or more meaningful ways to support families. At this conference, we have a chance to dream about what we really want respite to be and then come together to make it happen. We are cohosting the event with the Respite Care Association of Wisconsin, which is the Lifespan Respite program there, and it will be held in person in Madison WI, September 13-15.  We hope you can join us. 

https://arch.wildapricot.org/2022-Natl-Respite-Conference


For More Information

Jill Kagan
Program Director

703.256.2084
jkagan@archrespite.org

ARCH National Respite Network
and Resource Center

archrespite.org

Lifespan Respite
Technical Assistance Center     

This project was supported, in part by grant number 90LRLT0001, from the U.S. Administration for Community Living,

Department of Health and Human Services, Washington, D.C. 20201. Grantees undertaking projects with government

sponsorship are encouraged to express freely their findings and conclusions. Points of view or opinions do not, therefore,

necessarily represent official ACL policy.

Presenter
Presentation Notes
If you need more information or have any questions at all, please feel free to reach out to me at the contact information provided. Thank you again for the opportunity to share this information and I hope you enjoy the rest of the event. 

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