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Presenter
Presentation Notes
In 2015, Nebraska received ACL funding to evaluate the impact of respite, create a Respite training program and disseminate Respite info through the University System and to other Employers across the state. 

The purpose of the evaluation was to gather as much comprehensive information about respite services in Nebraska and how those services were both provided and received. Family caregiver outcomes related to stress levels, health, mental health, employment, relationships and finances were all explored and evaluated. In addition, respite care providers provided information about service provision, training and challenges in the field. Additionally, system outcomes were addressed as need for respite services and access to those services continues to be misaligned across the state. 
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Presentation Notes
The evaluation model selected for this evaluation was based on Patton’s Utilization-Focused Evaluation model (Patton, 2012) with the purpose being exploration, program improvement and improved outcomes for program participants. Dr. Jolene Johnson, Assistant Professor at UNMC was the principal researcher for the evaluation.  I helped provide TA to her and her team and also was more intimately involved in the development of the respite provider training and employer engagement projects.  



Evaluation

Family Caregiver Outcomes
« Year One- one program (N=26)

« Year Two- multiple programs (N=73)

* Year Three- multiple programs (N=78)
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Presentation Notes
Across the 3 years of our project several methods were utilized to measure impact and occurred at multiple levels. This included interviews with the statewide respite coordinators, surveys to respite providers and qualitative analysis through focus groups with scripted questions, the distribution of online surveys and paper surveys at regional conferences and finally, scripted call conducted through the statewide respite coordinators.


As we progress you will notice that data is displayed in terms of year collected and when appropriate in aggregate form across all three years. 
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Presentation Notes
The full report provides a much deeper analysis of our research than I am able to provide today.  The report is available online.


Nebraska Lifespan Respite - a
Best Practice State

« Established by State legislation in 1999

 Lifespan Respite Network: Coordinated
regional infrastructure

 Lifespan Respite Subsidy Program
« Basis for federal Respite Care Act
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Presentation Notes
Before I dive into the specifics, I think it’s important to have some context.

Nebraska is considered a Respite best practice state.  We have a state-funded program established in 1999 that provides a monthly subsidy of $125/month to family caregivers. Additionally, the state has 6 Respite Regional coordinators that help family caregivers access respite funding and also help connect them to providers.   Nebraska’s program helped to establish the federal respite care act.

We also have developed a Respite data dashboard that shows the total number of individuals receiving respite across regions at any given time and includes information about demographics, funding types, and respite duration- as examples.  I won’t discuss this today but what I feel holds a lot of potential for future studies.


Impacts of Provi

Respite

Transiale research improved

findings Into best- research
praciice modsais methodologles

) 6 Key Areas
Improved )I'{ to establish evidence l
respite provider | for the effectiveness of individual, family, 1"
compelense | oo car lorimproving e - g gncete FUTURE RESEARCH
%, wali-being of caragivars and outcomes

¥ others in their families and




Family Caregiver

Satisfaction with Respite
2015-2017

Family Caregivers were Highly Satisfied with the
Respite Care Provided
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With the respite care provided to the care recipient

With the ease of finding a respite care provider

The overall level of respite care services received
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Presentation Notes
Across all three years of the study, the survey respondents (N=176) found the respite care received by the care recipient to be satisfactory. Specifically, 78% of Family caregivers agreed that the overall level of respite care services was satisfactory however, 47% had difficulty in finding respite care providers.


Decreased Stress

Caregiver Stress Decreased with Respite Services
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Presentation Notes
As the graph indicates, family caregivers who reported being “extremely stressed” decreased dramatically upon receiving respite care (down to 4% reporting; a decrease of 32%). The majority of family caregivers are at/below the moderately stressed level when receiving respite (87%) compared to just 28% at/below the moderately stressed level prior to receiving respite care services. 


Year 1 - (2015)

Family Caregivers Reported Large Decreases in Anxiety and
Irritability/Anger
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Presentation Notes
In the next three slides, you will notice that adverse health measure for family caregivers were much higher before receiving respite, but decreased upon receiving respite. 
The bar in blue shows before respite and the red shows with respite


Year 2 - (2016)

Family Caregivers Experienced Reduced Health Symptoms While Receiving Respite
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Presentation Notes
Respite Care Resulted in a Reduction in Health Symptoms in year 3


Year 3 - (2017)

Respite Care Resulted in Fewer Health Symptoms Reported by Family
Caregivers
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Level of Strain in Relationship with Spouse Decreased
(1=Not at all Strained to 5=Extremely Strained)
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Presentation Notes
This chart shows the level of strain between spouse.  The blue bar shows stress before respite, the orange is with respite and the gray is if respite ended.  Notice across all 3 years, respondents stress decreased when respite was provided but interestingly, across all the 3 years, respondents indicated a higher stress level if respite were taken away.


Relationship Strain with Care Recipient Decreased When Respite
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Presentation Notes
Now this chart is particularly interesting to me.  Because I think typically we think that respite is about providing support to the family care giver and we don’t focus as much on the care recipient.

This chart shows relationship strain with the care recipient. Again, The blue bar shows stress before respite, the orange is with respite and the gray is if respite ended.  And again,  across all 3 years, respondents stress decreased when respite was provided but again across all the 3 years, respondents indicated a higher stress level if respite were taken away.



Mental Health

Percentage of Family Caregivers Self-Reporting
Depressive Symptoms

In the last month, one week or more feeling sad or
depressed

30%

In the last year, 2 weeks of feeling sad or depressed

36%

41%

2 years or more feeling sad or depressed most days

N=123
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Presentation Notes
In 2016, it was determined to further explore mental health and employment issues more in depth. Therefore, a series of five questions were developed and administered by the regional coordinators and the evaluation team members. Only family caregivers receiving the Lifespan Respite Subsidy were included in this brief telephone interview. There were 123 responses and 30% of these indicated feeling sad or depressed for at least 1 week of the last month; 36% indicated feeling sad/depressed for 2 weeks in the last year and 41% indicated that they felt sad or depressed most days of the last 2 years.


Caregiving Impact on
Employment

o Resulted in being late
or missing work
\ 4

73% Missed 1-5 days

8% Missed 10-15 days
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Presentation Notes
When answering questions about employment, respondents frequently pointed out that they were unable to work due to caregiving responsibilities. Therefore, the numbers reported may be an underestimate of the impact caregiving has on the workforce and employability. When asked if caregiving responsibilities had resulted in missing or being late to work 30% answered yes. For those answering yes, 73% reported that they had missed 1-5 days of work in the past year, 11% missing 5-10 days, 8% missing 10-15 days and 8% missing more than 15 days of work due to caregiving responsibilities.
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Presentation Notes
Participants were surveyed asking about whether they considered an out-of-home placement.  If you notice, 24% were considering it before receiving respite; this decreased to 7% once they started receiving respite and interestingly when asked if respite were taken away, it increased to 27%- higher than before they started to receive respite.


Respite Providers

Year Two (N=80)

29% from an agency
71% independent providers

Greatest Challenge:
 Low wages
« Gap in services for rural vs. urban regions.

« Training and strategies are needed for serving care
recipients with mental health and behavioral
concerns w
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Presentation Notes
In 2016, An open-ended question was asked to respite providers as to what they considered to be the greatest challenges in providing adequate respite care in Nebraska. The top three most frequently mentioned were the following:
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Respite Service Learning Certificate Program

Respite Service Learning
Certificate Program

Student Manual
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Training Included:

* Online Respite Provider Orientati
 Structured Respite Service Learn
« Home Based Respite

Certificate of Achievement in Direct |
Workforce with Specialization in
Home-Based Respite Care
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Presentation Notes
Our training program consisted of 3 components.  First, we created online, interactive learning modules with a testing component.  Next, we asked participants to volunteer in our recreational therapy program where they were able to have exposure to lots of abilities and receive great mentorship from our staff.  Finally, and what we believed was the most critical part is that we had our students visit a family home where they were provided training to better understand the needs of both the care recipient and the family caregiver.  This is the part that students rated as the best part of their experience and even the part that programs felt was missing.  I personally feel that this is critical since we know that family caregivers are the backbone of our LTSS system and there are efforts to provide more care in home and community based settings since it’s significantly less costly and typically more desired than institutional placements.


Online Respite Provider Orientation – an online orientation, UNMC compliance modules as well as a background check etc.
Facility Based Respite Service Learning/Mentoring experience – for our purposes in the Eastern Service Area we utilize the programming at UNMC/MMI recreation therapy department – different experiences focused on differing ages and abilities.  
Home Based Respite Experience.   For participants in the Eastern Service area we are using a UNMC/MMI staff member as our Family Caregiver Respite Coach who shares information in her home about providing respite, a day in the life of an individual with special health care needs and family experiences
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Responsiveness to
Evaluation

Lifespan Respite Subsidy Program

« $1000 Exceptional Circumstances or
Crisis Respite funding




Respite Employer
Engagement Coordinator

Problems:
Lack of understanding of “Respite”
Uniformed about Needs of Working Family Caregivers

Solution:
Outreach through University System
Outreach to employers




RESPITE EMPLOYER ENGAGEMENT

756 Respite Brochures Requested
Reached over 8000 Employees
150 follow-up contacts

Employers
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Providing Respite information to employers is something we have found to be very effective.  We have been able to educate employers on the needs of working family caregivers, educating them on how they can provide supports and direct their employees to respite resources. We’ve targeted larger employers who in turn have directed their employees to respite resources including to brochures we hand out during new employee orientations, having meetings with their mid-level managers and their Employee Assistance and Wellness programs are directing their employees to a webpage we’ve created with statewide respite resources.

We’ve created a webpage of statewide respite resources.  In year 1 the page received 90 visits, in year 2 it received 641 visits and this has consistently remained steady.



RESPITE EMPLOYER ENGAGEMENT:
Next Steps

Wisconsin Survey

e Survey working family caregivers
I
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Thank you for your interest in
taking this survey! The purpose
of this survey is to help your
employer better understand
how family caregiving
responsibilities iImpact their

employees. Things you should
This survey has been adapted from the University of know about this survey:

Wisconsin-Madison Division of Extension.
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Presentation Notes
The University of Wisconsin- developed a survey to evaluate the well-being of working family caregivers. 

We are now disseminating this survey through our Employer Engagement Coordinator and she will be working to get responses through UNMC/NE Medicine, 80 employers, University system


RESPITE EMPLOYER ENGAGEMENT:
Next Steps

National Core Indicators (NCI)

Are you using respite resources to allow for breaks from
caregiving?

QO Yes, friends/family members help me take o break from caregiving
QO Yes. | use respite services paid with respite funding

() Yes. | use self-pav respite services

7.  Please rate your experiences for the following items.

Mot at all Slightly Moderately Wery Extremely

stressed stressed stressed stressed stressed
Before receiving respite,
how “stressed” were you @
as a result of caring for ) ) O O O

your family member?
Now that you are
receiving respite care

services, how “stressed” O O O O O

are you as a result of
caring for your family
member?

If respite care were to
end, how “stressed”
would you be as a result O ) ) O O
of caring for your family
member?
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Presentation Notes
UNMC is contracted to administer the NCI survey for individuals receiving LTSS.  We are working to add questions related to caregiving wellbeing and targeted questions about their ability to access respite.

From 2016-17 surveys and Wisconsin Survey:  https://nrrs.ne.gov/respitesearch/English%20Nebraska%20Lifespan%20Caregiver%20Survey.Final.pdf
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