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Recent Respite Activity Nationwide
• North Dakota

– 2017 law provides $200,000 to the Department of Human Services for the 
administration of a Lifespan Respite Care Program and requires DHS to establish 
a caregiver resource center website.

• Hawaii
– The Kupuna Caregivers Program, which builds off of an existing state-funded 

LTSS program called Kupuna Care, will fund up to $70 a day for the respite care 
and other assistance that working family caregivers need to stay active in the 
workforce

• South Carolina
– In 2017 the state allocated $400,000 in new state dollars for the Lt. Governor's 

Office on Aging respite voucher program.  In addition, the state added $1 million in 
both 2015 and 2016 for respite voucher funding. 

• Alabama  
– The state increased respite funding by $25,000, a bump of 17%.

• Wisconsin
– Provided an additional $1 million to the Alzheimer’s Family Caregiver Respite 

program in 2016, raising caps within the program and extending it to tribal 
members.

• New York
– Secured a $50 million increase in respite services and similar supports in 2015 

(primarily focused on Alzheimer’s).

Presenter
Presentation Notes
ND (2017) – HB 1038 allows the state to seek $200,000 in federal funding for a Lifespan Respite Program to run from at least July 1, 2017 to June 30, 2019.  The state will also establish and promote a caregiver resource center website during this same period.  ND was one of 15 or so states that have never received a Lifespan Respite Grant, so this will be a new grant (unlike MT, whose federal grant is expiring and the state is not likely to come up with replacement funds).  AARP ND was very active in this effort, especially once the CARE Act died.    SC (2015-2016) – In 2016, AARP SC helped secure $1 million in new and recurring funding for respite vouchers for family caregivers, on top of a 2015 increase of $1 million in new and recurring respite funding.  This was largely a coalition effort.  As I talked with Coretta Bedsole last year, one of the main challenges within the coalition was capacity.  The coalition itself has two part-time staff and then otherwise is  very heavy on state officials and others who have day jobs and can’t devote themselves to lobbying the legislature full-time.  So it was very important that they made their efforts count.  Some of the keys to this were getting all coalition groups and members on the same page about joint messaging, so they were speaking the same language.  So, for example, when trying to get e-activists to write emails to their legislators, they would use the same messaging.  Different groups, like AARP and the Alzheimer’s Association held lobby days at the capitol, but the groups would invite each other to their lobby days.  They’re also working hard to expand the big players in the coalition to include the MS Society, and Family Connections (advocacy for kids with disabilities).   WI (2016) - Provided an additional $1 million to the Alzheimer’s Family Caregiver Respite program in 2016, raising caps within the program and extending it to tribal members.  This was part of a package of bills proposed by the Speaker’s Task Force on Alzheimer's and Dementia, together with a bill that provides for grants to train mental health mobile crisis units on dementia and a bill that sets up a pilot program for crisis units to handle acting out Alzheimer’s and dementia patients as an alternative to jails and emergency rooms.  AARP worked closely with the task force, having volunteers at all the public hearings, providing written materials, doing robo calls to support the bills and doing a TTH with the Chair and Vice Chair to our members.NY (2015) - NY’s experience really is a testament to building momentum gradually.  First, the coalition held 14 caregiver listening sessions across the state with a corresponding online survey, hearing from more than 1400 individuals.  They even invited the media to some of these.  As in Montana, they heard over and over again caregivers talk about their need for a break.  The listening sessions resulted in a Report (“Caregivers in Crisis”) that the coalition provided to the legislature that called for increased respite and other supports.  It carried a lot of weight that these were responses coming from real people, and not just some analysis.The coalition held lobby days, provided testimony, and tried to generate interest from the media.  The focus was to put a face on the issue and make it real.  Whenever possible, they would put media in contact with real caregivers to share their stories.  In the end, 2015’s budget saw a $50 million increase in respite services and similar supports (primarily focused on Alzheimer’s).  An astronomical increase for the state.  Next, the coalition’s task it to try to get similar funding funneled through the office on aging to apply to a broader range of individuals and not just Alzheimer’s.
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A Respite Waiver Concept - RELIEF
• RELIEF (Respite: Living Independently, 

Energizing Families)
– Extend Medicaid eligibility for a targeted 

set of respite and care coordination for 
family caregivers 

– Eligibility up to 400% of poverty (64% of 
the U.S. have incomes under this level)

– States with state-funded programs could 
use that as match

– States could use a sliding fee scale so that 
families could “buy-in” to services

– Some elements of this proposal already 
approved in Washington state

Presenter
Presentation Notes
Washington Waiver – The WA waiver has two new benefit packages for LTSS:  Medicaid Alternative Care (MAC) will support unpaid caregivers, avoiding or delaying the need for more intensive Medicaid-funded services. This is a new benefit package for individuals who are eligible for Medicaid but not currently using Medicaid-funded LTSS.Tailored Supports for Older Adults (TSOA) will provide a limited set of services and supports to help individuals avoid or delay the need for Medicaid-funded services. This is a new eligibility category and benefit package for people “at risk” of future Medicaid LTSS use who do not meet Medicaid financial eligibility criteria. The TSOA is closest to RELIEF because it targets those who are currently not eligible for Medicaid.  TSOA has the following eligibility criteria:55+Not currently eligible for categorically needy or alternative benefit plan MedicaidMeet nursing facility level of careHave income up to 300% SSI Federal benefit rateResource Limit: $53,100 for individual, includes the spousal resource limit for a married couple   Those determined “at risk” of becoming eligible for Medicaid LTSS go through a person-centered planning process to identify needed TSOA services, which can include: Caregiver Assistance Services (including respite, transportation, meals, home modification, etc.), Training and Education, Specialized Medical Equipment & Supplies, Health Maintenance & Therapy Supports, and Personal Assistance Services.   There is no mention of the “sliding scale” type of copayments for the TSOA benefit in the recent Special Terms and Conditions.  The sliding scale was mentioned in the state’s application, however, so it’s still unclear if and how this will be a part of the program going forward.
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• Virtual Respite – Telehealth, 
Tele-Mental Health

• Mobile Respite – A way to 
reach rural caregivers 
Business Win-Win - roles for 
restaurants, theaters

• Community Respite –
Respite hours in public 
gardens, other public spaces 

Rethinking Respite

Presenter
Presentation Notes
Sheridan – Blog post from 2014: http://blog.aarp.org/2014/10/13/how-one-community-supports-its-hidden-heroes-family-caregivers/ Boston – (I never could find the Boston Globe story you mentioned, but I assume you’ve got this one down?)Westchester – One example comes from Westchester County in NY state.  And I know what you’re thinking, NY is NOTHING like Wyoming.  It’s like those old Pace Picante sauce commercials.  “This stuff is made in New York City.  NEW YORK CITY?”But pay attention to this program, as it actually would scale very well to rural areas.The program is called the Livable Communities Caregivers Coaching Program and it provides professional training to volunteers who then mentor family caregivers.  Before starting the coaches go through a 12-hour curriculum developed by Fordham University’s Center on Aging and taught by volunteer nurses, social workers and geriatric care managers.  The curriculum covers topics like the aging process, the challenges caregivers face, potential scenarios they might encounter as coaches, common solutions and specific coaching techniques. Caregiver coaches and family caregivers are matched up at the end of the course. Once trained, the caregiver coaches play an “enhanced good neighbor role” by helping often-overwhelmed family caregivers understand their options and make informed decisions about caring for an older or disabled loved one in their own or their relative’s home. Above all, the coaches become a stabilizing force and sounding board.As a phone-based program, this can be replicated in other communities and is especially useful for rural areas where getting around is a challenge.Coaches are required to make a one-year commitment to the program and go to monthly meetings to discuss the types of issues that they see coming up.There are also several program rules to help to protect both the coach and the caregiver.  For instance, the family caregiver and the caregiver coach can never meet in person, and all communications are only by phone.The program trains as many as 65 coaches per year, and the feedback has been tremendous.The program did receive a start-up grant from the Westchester Public/Private Partnership for Aging Services, but because it is carried out by volunteers, costs are controlled and the program is sustainable.
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Telehealth Impact on Mental and Behavioral Health 
• The use of telehealth can result in improved outcomes for 

family caregivers themselves.

• Recently, two researchers at the University of Washington 
looked at 65 different studies over the years about the 
benefits of telehealth on family caregivers. They found:
– Less time spent, less wear and tear
– Better mental health: less anxiety, depression, stress 

(e.g., psychosocial therapy through telehealth 
technology)

– Improved caregiving knowledge and skills and higher 
satisfaction/confidence in their caregiving roles

– Better physical health
– https://www.ncbi.nlm.nih.gov/pmc/articles/PMC4486048/

Presenter
Presentation Notes
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC4486048/

https://www.ncbi.nlm.nih.gov/pmc/articles/PMC4486048/
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