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Panel
Linda J. Porter, LRW / PAVE
Dana Allard Webb, DSHS/ALTSA/HCS
Amy Knapton Vega, Vanessa Behan Crisis Nursery

Plan today
Framework / brief history of LRW
Respite programs in WA
Lifespan Respite’s role in respite
Future aspirations

Presenter
Presentation Notes
LINDA:Welcome to our workshop on how we have established respite in Washington State. Thanks to ancestral inhabitants, the Erie, Wenro, Neutral, Iroquois, and Seneca Nations, for allowing us to meet here today.I am Linda Porter, Program Coordinator of Lifespan Respite Washington, a program of PAVE, a nonprofit dedicated to supporting individuals who disabilities and special considerations, plus their families from all across the state. I am joined today by Dana Allard Webb, Program Director of Lifespan Respite WA and Program Manager at the Aging and Long Term Support Administration. We are also joined by Amy Knapton Vega, who worked her way through the top of a popular nonprofit child abuse prevention program call the Vanessa Behan Crisis Nursery. Shout out: What brought you to this workshop today? What do you hope to gain from it?Today we will provide a brief framework for our respite impetus, a historical perspective, and how we have morphed with partnerships to create the services we have today.[next slide]

http://www.lifespanrespitewa.org/


• Significant % of family caregivers report physical and/or 
mental health problems. 

• Caregivers report chronic conditions at twice the rate of non-
caregivers. 

• Preventing their health problems save $$ in reduced 
hospitalizations, doctor visits, and work absences.

Collective Learning: Respite 
programs respond to caregiver trends

Presenter
Presentation Notes
LINDA:The Framework: It is likely that we know from a collective standpoint that respite is an important and effective tool for family caregivers. We also know that caregiving in and of itself is not necessarily a negative experience. It can pave the way to solid, endearing, and enduring relationships, keeps families together, and keeps individuals who need extra care involved in their communities of choice. We also know there are some significant potential side effects to taking care of another while taking care of oneself.  (NO NEED TO READ THE SLIDE.) Some call this the “burden” of caregiving but that is a bit of a loaded word. Yet, the impact of responsibility for care of another can be life-changing, even life-threatening.Consider this.  [next slide]



For every 
$1,000 spent on 
respite related 

to autism…
…there was an 8% reduction in 

the in the odds of hospitalization 
60 days later.

Presenter
Presentation Notes
We also know inherently that the cost of caregiving can be quite high, not only with early deaths and increased health costs of the caregiver, but also monetarily. Yet, studies are starting to show there are financial benefits to providing respite.[NO NEED TO READ SLIDE.]Before we dig into what we have done about supporting caregivers in Washington State, let’s do a fun activity to demonstrate the importance of respite. [Next slide]



Fun Group Activity:

Fortune Teller

Presenter
Presentation Notes
DANA:Break into groups of two.Play.Aftermath:What did you discover?Any thoughts you would like to share?



1980’s to:

• Keep families intact and in their 
own homes

• Prevent abuse and neglect

The 
Journey 
Begins

Historical 
Perspective

2002 - Lifespan Respite WA began

2006 – Federal Lifespan Respite Act

2010 – Lifespan Respite Grant 1 of 6

Presenter
Presentation Notes
LINDA: Dana will talk in a few moments about the emergence of respite in Washington State from a state agency perspective. It is important to recognize that traditional families have provided internal respite through generations. In the 1960s, the Henry F. Kempe Center opened in Colorado to develop a safe place for children when their parents needed breaks.In Washington, crisis nurseries emerged in varying formats in the early 1980s, followed by state-funded services. The intention was to keep families intact and in their own homes (out of institutions), and to prevent abuse or neglect by over-burdened caregivers.[GO THROUGH SLIDE, CLICK BY CLICK.][Next slide]



Lifespan Respite

LIFESPAN RESPITE MANDATE NATIONAL WA 
STATE

Meet needs across the lifespan, birth through old age  
Develop person-centered respite options for caregivers…  

…and care receivers  
Easy to access services  
Coordinate systems of accessible, community-based respite  
Map out available respite options  
Serve the underserved  
Create a respite coalition 
Develop a respite voucher program 
Respite Summit 

Presenter
Presentation Notes
LINDA:With the national Lifespan Respite Act in 2006 came certain expectations:[READ TOUCH-POINTS ON SLIDE.]The State of Washington, Aging & Long Term Support Administration applied for funding and was awarded a series of grants from 2010 on. This was just one part of the State’s repertoire of respite options developed to support families. Dana will talk more about the importance of the State partnership with Lifespan Respite WA.[Next slide}



Dana Allard-Webb
Family Caregiver Support Program 

Aging and Long-Term Care Administration
Lifespan Respite Grant Director

allardr@dshs.wa.gov



PLUS…
 Veterans Administration
 Exceptional Family Members 

Program
 Special Needs/Conditions 

Respite; e.g., American 
Parkinson’s Disease Foundation

 State Children, Youth and 
Families – Foster/Kin Care 
Respite

 Crisis Nurseries
 Lifespan Respite WA voucher 

program--as the payor of 
last resort

Elizabeth Dole Foundation, 
Hidden Heroes website 
for caregivers

Presenter
Presentation Notes
LINDA:Dana talked about the State-developed respite programs in general and will talk again shortly with specifics. Before she does that, though…It is important to also talk about other respite options such as [GO OVER SLIDE].I mention Lifespan Respite Washington again because it is a payor of last resort, which means the family must be unserved by another public program such as the DDA or the FCSP. This puts us in alignment with ARCH requirements to serve the underserved.[Next slide]

https://hiddenheroes.org/


Respite Program Options - PDF

Respite 
Options in 
WA

(sample 
document to 
download from 
LRW website)

Presenter
Presentation Notes
LINDA: I added this slide to show the scope of work done by partners. What we have here is the culmination of a Respite Agency Round Table conducted by ALTSA, to include key representatives of statewide services.  This resulted in a document available on our website for families and service providers to better understand what is available in respite programming in Washington.[Next slide]

https://www.lifespanrespitewa.org/wp-content/uploads/sites/295/2018/10/WA-Respite-Care-Information-Grid-101818A.pdf
https://www.lifespanrespitewa.org/wp-content/uploads/sites/295/2018/10/WA-Respite-Care-Information-Grid-101818A.pdf


Voucher Program
• Pilot started in 2014.
• Available for all ages across the 

lifespan.
• Fills gaps when respite cannot be 

used through another program.
• Use registered agency for respite.
• Meets the needs of both care 

partners.

Presenter
Presentation Notes
LINDA: It may be no surprise that we have learned the 850,000 caregivers in Washington have diverse needs. An estimated 15% (about 128,100) of caregivers reported they need respite.  Access to respite care is one of their top four requests (along with information and assistance, money to buy supplies/equipment and family counseling). Caregivers also made it clear it must meet the needs of themselves but also of their care partner. However, respite care offered through a variety of services systems are quite limited. This led to us developing first a respite coalition of interested community members, and then putting our words into action by creating a respite voucher program.Vouchers remain a popular request by caregivers and service providers alike. A caregiver recently expressed both appreciation and sadness about his voucher. He is a vibrant, stoic, retired gentleman who cares for his “bride” of 50 years who has Alzheimer’s Disease. He expressed how wonderful it was to get out and not have to take his wife, who can get confused, with him. He began to cry as he told me how much it meant to him, and then his cry became one of sadness as he wondered how he would do without respite going forward. Another gentleman from a rural area was on a wait list to use our voucher. He lamented, “I have taken care of my wife for 14 years. When I get a chance to get away, it is to do errands for the household, not for me. I want to be able to get together for coffee with my buddies like I did in the good old days.”I am always grateful when I have a resource such as the Family Caregiver Support Program to connect folks to, but I have to agree that there are just not enough respite resources. [Next slide]



Up to $1,000 of respite

In-home supports
• medical care
• direct care for daily living 

activities
• companion care
• light housekeeping and 

meal-making

A simple application 
process video

www.lifespanrespitewa.org

Presenter
Presentation Notes
The voucher program provides up to $1,000 per household to be used over a four-month time period for various types of respite support that meet the individual needs of their care partners. I have found that just the hope of having short breaks is an amazing tonic, though: After conversing with an adult daughter of her elder parents needing help, she wrote a refreshing note:“It was a genuine pleasure chatting with you last week. Having stumbled across this amazing opportunity, I feel as if having wandered through a parched desert devoid of resources--I’ve finally been offered a glass of water.”Caregivers can easily access our new and improved website to fill out an application, or they can call or email me for a copy. [SHOW VIDEO CLIP][Next slide]

https://www.lifespanrespitewa.org/
https://youtu.be/IaNrXnGgFNU?vq=hd1080
http://www.lifespanrespitewa.org/


Eligibility Requirements - Caregiver
 Unpaid family caregivers

 Family, friend, or neighbor
 Provides 40 or more hours per week

 Direct care
 Monitoring, and/or 
 Supervision

 Lives in Washington State
 Not receiving public respite elsewhere

Presenter
Presentation Notes
LINDA:Voucher eligibility requirements include:[TOUCHPOINT ON SLIDE]As a community and across the nation, respite remains a vital and yet often unmet need.  Slowly, though, we are making progress, thanks to both the continuation of long-term respite programs as well as federal grants received.[Next slide]



Registered Agencies & Organizations
 In-home care
 Medical home care
 Adult day program
 Specialized community 

case aides
 Social skills programs
 Child care
 Camps
 Parks & recreation 

programs
 Others? (Caregiver 

choice)

Respite Provider Agencies 
must:

• Conduct staff 
background 
clearances

• Carry their liability 
insurance

• Meet staff training 
requirements

RPAs register through a simple online application process 
that includes the application, their COI, and a signed 
Inter-Agency Agreement.

Presenter
Presentation Notes
LINDA:[GO OVER SCREEN TOUCHPOINTS][Next slide]



Vouchers Do Not:
• Pay out to individuals

• Allow transportation

• Tell Respite Provider Agencies who to hire, what 
services to offer, or how much they can charge.

Presenter
Presentation Notes
LINDAVouchers do not:Pay out to individuals at this time.Allow for transportation in individual autos, although if standards of practice are in place, the use of agency vans are allowed; e.g., for camps, rec programs, adult day services.Interfere with the client/RPA relationship. This is a program of free will. We encourage clients to thoroughly check out their agencies of choice because we know their care partners deserve the best care possible while the caregiver achieves breaks.I will tell you briefly about the various voucher funding we have:[Next slide]



Priority Funding Streams

• Rural Communities

• Individuals with intellectual/developmental disabilities 
(“No Paid Services”) 

• Traumatic Brain Injury

• Tribal Respite Grant

• Children/Youth with Special Health 
Care Needs (CYSHCN) – Maternal Child 
Health Funds through Department of 
Health

• Application Date Order

Presenter
Presentation Notes
LINDA:[BRIEF TOUCHPOINTS ON SLIDE.][Next slide]



Department of Health, Children 
with Special Health Care Needs

 Maternal Child Health Funds

 10 applications per fiscal year

 Referred by Local Health Jurisdictions

 $1,000 per child versus per household

 Medicaid eligibility

 Creates partnerships/entry path for 
families to also use a respite camp until 
the child ages out.

 A “broker” system that could be 
replicated

Presenter
Presentation Notes
LINDA:[BRIEF TOUCHPOINTS ON SLIDE.][Next slide]



Tribal Respite Grant
Companion Lifespan Respite Grant to work with 8 Tribes
Respite for kinship caregivers
Determine with Tribes how they define respite
 Support their respite projects
Learn from the Tribes how best to honor their caregivers; e.g., 

identifying community caregivers as important to include in 
respite.

Provide education and training regarding their areas of interest; 
e.g., special needs care, ACEs, etc.

Respite projects included regalia making, attendance for 
children at leadership camps, basketball camps, etc.

Presenter
Presentation Notes
LINDA:[BRIEF TOUCHPOINTS ON SLIDE.][Next slide]



Traumatic Brain Injury
 The need for respite exists.
 Difficulty qualifying or being eligible for state assistance 

(DDA & Long-Term Support Services, Department of Health)
 Lifespan Respite is meant to be gap filler; focused on care 

receivers that are not receiving other benefits
 Design respite that might be non-traditional; e.g., care 

partner support versus caregiver or care receiver support
 New partnership: Brain Injury Alliance of Washington with a 

Lifespan Respite voucher referral emphasis

Presenter
Presentation Notes
LINDA:[BRIEF TOUCHPOINTS ON SLIDE.]When you receive a copy of this PPT, you will see a link at the end of the slides for “Liberating Structures” process as well as other information such as our State’s training requirements by statute—the basis for our decision to use Respite Provider Agencies when serving our caregivers.Dana will now take you through a “Liberating Structures” tool by offering you a glimpse of the Vanessa Behan Crisis Nursery. [Next slide]



• Serves children 
under the age 7

• Reduce/prevent 
child abuse and 
neglect

• Overnight care, 
available 24/7

• Eastern WA, 
Spokane

• No government 
funding

• Serves over 4,000 
children per year

* Reference “Liberating Structures” at the end of this slide show.

BONUS: Offers matching funds to Lifespan Respite Washington!

An Interview with Amy*

Presenter
Presentation Notes
DANA / AMY:



Paving the way to a sustainable future…

…a beacon of hope.

Community 
partnerships

“Brokering” 
funding streams

Traditional 
fundraising

Legislative 
revenue?

Presenter
Presentation Notes
LINDA:  Thanks to both of you for sharing an innovative and growing program that has been a solid source of support for many families over these past 27 years. To hear more from Amy, please attend her workshop tomorrow.Now, what we all hope to emulate from Amy:  Sustainability. With our new partnership with PAVE as host agency, Lifespan Respite Washington will continue its quest for sustainability through:Traditional fundraising (grants, events).Using existing funds from specified resources to extend vouchers to their constituents.Continued community partnerships through the coalition, existing PAVE programs such as military connections, andMovement into longer-term legislative advances.I still hold out hope that one day caregivers will be valued as highly in the medical system as treatment is. Wouldn’t it be wonderful if corporations and medical practitioners saw the economic and health importance of keeping caregivers healthy through respite. Let us look to the day when a doctor writes a prescription to the caregiver—”Thank you for the importance of you. You must have 40 hours of respite in order to proceed.” After all, to the ones receiving care, caregivers are indeed “Beacons of Hope in the Storms of Life.”



Questions?

Presenter
Presentation Notes
Thank you for coming today. Any questions



Linda J. Porter, Program Coordinator

425.470.3788    |    lporter@wapave.org

Presenter Contact Information
Dana Allard-Webb, Program Manager
Family Caregiver Support Program Manager

Lifespan Respite Grant Director

Washington State Department of Social & Health Services
360.725.2552    |    allardr@dshs.wa.gov

Amy Knapton Vega, MSW, Executive 
Director

509.340.0477    |    amy@vanessabehan.org

mailto:lporter@wapave.org
mailto:allardr@dshs.wa.gov
mailto:amy@vanessabehan.org


In case you are interested, following are 
extra slides to take with you:



WA State In-home Care Workforce

75 Hour Training and Home Care Aide Certification PDF and

Google search for becoming a paid caregiver

 75-hour Training Requirements by statute – required to take the 
home care aide certification exam.

 Includes:
 Orientation (2 hours introductory information orienting new 

workers to care setting and job)
 Safety (3 hours on safety practices)
 Basic (70 hours)

o Core basic training – basic skills and information needed to 
provide hands on personal care;

o Population specific basic training – tailored to a specific 
group of clients and their unique care needs due to their 
disease, condition, and/or stage of life.

 Must occur within 120 days of hire.
 Recent legislation provides some exception for family members

https://www.dshs.wa.gov/sites/default/files/ALTSA/hcs/documents/LTC%20Worker%20Training%20Requirements.pdf
https://www.google.com/search?q=how+to+become+a+paid+caregiver+for+a+family+member+in+washington+state&sa=X&ved=2ahUKEwjo6_nxo9jhAhUhiVQKHSbsC3AQ1QIoAnoECAoQAw&biw=1440&bih=789


Liberating Structures
• Frequently used by Lifespan Respite WA for trainings, 

meetings, and summits.

• An alternative, interactive approach/design for how people 

work together instead of sitting in rows and 

watching/listening to a presenter.

• Engaging and innovative.

• For more information – Liberating Structures Website

Link for the example used in this presentation, 
the interview with Amy

http://www.liberatingstructures.com/
http://www.liberatingstructures.com/18-users-experience-fishbowl/


What is a “Special Need”?

ADULT - a person 18 years of age or older 
who requires care or supervision to:

• Meet the person’s basic needs;
• Prevent physical self-injury or injury to others; or
• Avoid placement in an institutional facility.

Lifespan Respite Act

Presenter
Presentation Notes
What is a special need?  Adults who have special needs means a person 18 years of age or older who requires care or supervision to—Meet the person’s basic needs;Prevent physical self-injury or injury to others; orAvoid placement in an institutional facility.http://archrespite.org/images/docs/Lifespan_Respite_Act_2006.pdf NEW SLIDE

http://archrespite.org/images/docs/Lifespan_Respite_Act_2006.pdf


Special Need:  CHILD

An individual less than 18 years of age who 
requires care or supervision beyond that 
generally required for children to:

• Meet the child’s basic needs; or
• Prevent physical injury, self-injury, or 

injury to others.
Lifespan Respite Act

Presenter
Presentation Notes
A child who has a special need is an individual less than 18 years of age who requires care or supervision beyond that required of children generally to—Meet the child’s basic needs; orPrevent physical injury, self-injury, or injury to others.NEW SLIDE

http://archrespite.org/images/docs/Lifespan_Respite_Act_2006.pdf


National Geographic Society:  
A Documentary of Caregivers

• Stress of caregiving is linked to 
chromosomal damage

• Frayed telomeres* can recover 
through:

• Connecting with other caregivers
*Telomeres - caps at the end of 
each strand of DNA protecting 
chromosomes

• Getting breaks from the burdens of caregiving

• Engaging in shared humor about their situations

From the work of Dr. Robert Sapolsky, MacArthur Genius Award winner and professor at Stanford 
University 

Presenter
Presentation Notes
LINDA:The National Geographic Society conducted study about caregivers, recognizing that the inherent stress actually changes the body’s DNA structure. Telomeres regulate a whole host of physical and behavioral health conditions but become frayed by stress. My mother raised five children. There were times when she said, “I’m just frazzled.” I doubt she knew there was some truth to that.But there is good news: This is recoverable! (Click through the screen to show how.)[Next Slide]



Respite Options in Washington 



Washington State’s Long-Term Services and Supports:
Aging and Long-Term Support Administration

Vision
Adults who are older or people 
with disabilities living in good 
health, independence, dignity, 
and control over decisions that 

affect their lives

Mission
To Transform Lives by promoting 
choice, independence and safety 

through innovative services

In 2017, Washington State was 
ranked

first in the nation 
in the Long-Term Services and 

Supports State Scorecard
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How did WA get here? LTSS Program Innovations



Funding for home and community-based care is now the 
majority of the state’s investment in LTSS
1991-1993 Biennium                         2015–2017 Biennium

Nursing 
Home
$816 
82%

Residential
$16, 2%

In-home
$157 
16%

In-Home
$2,009 

53%

Nursing 
Home
$1,264

33%

Residential
$537 
14%

ALTSA budget in 
Millions of Dollars
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Caregiver Programs in Washington
1989 - State Respite Care Services

2000 - State Family Caregiver Support Program 

(FCSP) 

2001 - Title IIIE OAA, National FCSP

2007/2008 - Increased funding, mandate for 
evidence-based caregiver assessment, statewide 
survey (BRFSS)

2009 - Family Caregiver-Evidence Based Assessment

2012-13 - FCSP expansion

2017 – 1115 Medicaid Waiver – Caregiver Initiative



Family Caregiver Support Program (FCSP)

• Washington’s 13 Area Agencies on Aging
• OAA and state of Washington funded  
• 1984 Began as project with 5 AAAs 
• Caregiver and caregiver 18 years and older 
• Social Security number not required
• No income eligibility (participation for respite on sliding scale)

https://www.dshs.wa.gov/altsa/home-and-community-services/
caregiver-resources

https://www.dshs.wa.gov/altsa/home-and-community-services/caregiver-resources
https://www.dshs.wa.gov/altsa/home-and-community-services/caregiver-resources


FCSP Improves Outcomes for Family Caregivers

Majority of 
caregivers (84%) 
show significant  
improvements on 
key outcomes 

Over 6-month period, caregivers 
who receive ongoing support 
show statistically significant  
improvements in:

 Stress burden
 Relationship burden
 Objective burden
 Depression
 Comfort with caregiving role

Spousal caregivers also show a 
decreased “intention to place” 



The 1115 Demonstration Waiver Continuing LTSS Innovation

The LTSS of the Future must: 
• Provide effective services for individuals before they spend down 

to Medicaid 
• Provide effective supports to unpaid family caregivers
• Promote the right service at the right time and place
• Have the capacity to meet the needs of the populatio
• Strategically target LTSS Medicaid investments to slow the growth 

rate of public expenditures 



Medicaid Alternative Care/Tailored Support for Older 
Adults
MAC/TSOA

• 1115 Medicaid Transformation Demonstration 
• 55 and older
• Financial eligibility higher than other state Medicaid programs 
• Mirrors FCSP to provide services and supports to family caregivers

https://www.hca.wa.gov/about-hca/healthier-washington/initiative
-2-long-term-services-and-supports 

https://www.hca.wa.gov/about-hca/healthier-washington/initiative
https://www.hca.wa.gov/about-hca/healthier-washington/initiative


Questions?



For more information, please contact:

Dana Allard-Webb
Family Caregiver Support Program 

Aging and Long-Term Care Administration
Lifespan Respite Grant Director

allardr@dshs.wa.gov
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