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Presentation Overview
 What is respite and why is it important?

 Respite and Caregiving Needs of Individuals with 
Brain Injury and their Family Caregivers

 Resources from the Brain Injury Network

 Partnering with the Lifespan Respite Care 
Program

 Lifespan Respite Washington and TBI 
Partnerships



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
PL 109-442



Everyone Needs Respite!

 Reduces Stress

 Improves physical and
emotional health

 Enhances relationships and
reduces social isolation

 Care recipients benefit, too!

Benefits of Respite



Respite: Too 
Little, Too 
Late

 Just 14 percent of family caregivers 
report having used respite, though 38 
percent feel it would be helpful (2020 
Caregiving in the US, NAC/AARP). 

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

Presenter
Presentation Notes
We now know that for respite to be most effective it has to be delivered as early in the caregiving experience as possible, but many caregivers wait until they are in a crisis to seek respite. We also know that the dosage of respite is related to increased benefits. It should be received as frequently as possible to have a therapeutic effect on caregiver stress. (Some studies, including a recent evaluation of the National Family Caregiver Support Program released by ACL, found that with 4 hours of respite weekly, perceived caregiver burden reduced)
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About NASHIA

NASHIA is a nonprofit organization created to 
assist State government in promoting 
partnerships and building systems to meet the 
needs of individuals with brain injury and their 
families.



About NASHIA

• Group and individual 
memberships

• More information 
about membership at 
nashia.org



NASHIA Provides 
Resources 

and 
Information

Training and 
Professional 

Development

Connections
State and 
National 
Trends

Advocacy



Training and Professional Development

• Annual State of the States Meeting
• Webinars
• Co-sponsor Training Other National Partners

• Mid-America Addition Technology Transfer Center and 
Rocky Mountain

•Leading Practices Academy



Resources and Materials

• Webpage: www.nashia.org

 Resource Library
 State Program Contacts
 Latest News

• Special Publications, e.g., National Family Caregivers Month

http://www.nashia.org/


Federal and National Partnerships

• ACL Technical Assistance and Resource Center
 TA and Training

• AoD Disability Employment TA Center

• National Center on Advancing Person Centered Practices and 
Systems (NCAPPS)  www.ncapps.acl.gov
 Brain Injury Learning Collaborative
 Targeted Technical Assistance 

about:blank


NASHIA State TA and Consultative Services

• State Planning
• Advisory Board Development and Training
• Improve and Expand Service Delivery and Funding
• National Trends and Best Practices
• Facilitation of Workshops and Summits



State Brain Injury Programs and Services

• State appropriations

• Trust fund programs

• Medicaid HCBS waivers; State Plan HCBS

• Multiple funding sources



Brain Injury Trust Fund Programs and Services

• Revenue generator, usually traffic fines; a few states do not 
have one

• Advisory boards/councils or task forces
• Purposes – vary:

• research, public information, prevention administration, 
services and supports

• thru contracts, grants, provider agreements or 
direct program staff   (e.g., care coordinators)



State Trust Fund Programs



1915(c) Medicaid Brain Injury HCBS Waivers

• Colorado 
• Connecticut (2)
• Florida
• Illinois
• Indiana
• Iowa
• Kansas
• Kentucky (2)
• Maine 

• North Carolina
• South Carolina
• Utah
• West Virginia
• Wyoming

• Massachusetts (3)
• Minnesota
• Mississippi
• Missouri
• Nebraska
• New Hampshire
• New York



Medicaid Brain Injury HCBS Services

Section 1115 Waiver
• New Jersey
• Pennsylvania
• Vermont

1915(k)
• Oregon

1915(i)
• North Dakota



Medicaid HCBS Services



Where are These Programs Located?

• Health
• Medicaid
• Aging and Disabilities
• Behavioral Health/Mental Health
• I/DD Agency
• Vocational Rehabilitation
• Human or Social Services



Traumatic Brain Injury (TBI) Program 
Reauthorization Act of 2018

• Authorizes grants to States or American Indian 
Consortium to improve access to rehabilitation and other 
services

• Requires Advisory Board
• Requires State Match
• Designates Administration for Community Living



Traumatic Brain Injury (TBI) Program 
Reauthorization Act of 2018

(A) To develop, change, or enhance community-based 
service delivery systems that include timely access to 
comprehensive appropriate services and supports.
(B) To focus on outreach to underserved and inappropriately 
served individuals, such as individuals in institutional 
settings, individuals with low socioeconomic resources, 
individuals in rural communities, and individuals in 
culturally and linguistically diverse communities.



Traumatic Brain Injury (TBI) Program 
Reauthorization Act of 2018

C) To award contracts to nonprofit entities for consumer or 
family service access training, consumer support, peer 
mentoring, and parent to parent programs.
(D) To develop individual and family service coordination or 
case management systems.
(E) To support other needs identified by the advisory board 
under subsection



ACL TBI State Partnership Program

• TBI Technical Assistance and Resource Center (TARC)

• 27 States awarded Mentor or Partner Grants; ending 

2021; 

• 28 to be awarded (5 yr.); $170,000 -- $260,000

• Due Date May 27, 2021



ACL TBI State Partnership Program

“To increase collaboration and coordination of state 
level activities across systems and supports and to 
ensure all people with TBI, including those from 
diverse and underserved populations, and other 
stakeholders are provided ample opportunity to 
contribute meaningfully to needs assessments and 
state plans that will drive improvement of TBI 
services and supports.”



Current ACL TBI State Grantees

Partner States
Mentor States



ACL TBI State Partnership Program

• Designated Lead Agency
• Needs and Resources Assessment
• State Plan 
• Topical Workgroups



Advisory Boards/Councils



 NASHIA is a resource for State program contacts, information and training.
 States may have resources to provide or could provide respite services, training 

and other caregiver supports.
 State Advisory Boards/Councils may be useful in assessing respite care needs.
 ACL FOAs for TBI State Grant and Respite Care Coalitions may provide avenue to 

foster collaboration.
 For more information visit: www.nashia.org

Summary



Lifespan Respite and 
Opportunities for Collaboration

Jill Kagan, MPH
Respite for Family Caregivers of Individuals with Brain Injury
Exploring New Partnerships
April 14, 2021



Respite Barriers
 Limited government funding
 Cost 
 Shortage of qualified, well trained providers
 Limited respite options, appropriate or preferred services 
 Reluctance to use respite, ask for help, or self-identify as caregiver
 Access issues 

• Transportation
• Multiple funding streams with confusing and restrictive eligibility 
• Lack of information

Presenter
Presentation Notes
Unfortunately, we know that public funding for formal respite services is too limited to allow families to have the amount of respite they so desperately need. 

In addition, the personal cost of respite for the family can be prohibitive, especially when the care recipient does not qualify for existing public programs and medical and daily living needs are consuming a significant portion of the family budget.  If the family caregiver had to give up an income to stay home and provide care, respite is seen as a luxury that falls off the list of necessary household expenditures. 
	
But even when a family has the resources to pay for respite, in many situations they can’t find the providers or the volunteers who are qualified or trained to deal with the unique medical or behavioral needs of their loved ones, or they can’t find providers or respite programs willing to provide overnight, evening or weekend respite options. 
Reluctance to ask for help or caregivers don’t self-identify as caregivers. Guilt or fear about leaving loved one with someone else

Multiple and siloed funding streams with confusing and restrictive eligibility criteria.   For example, Medicaid home and community-based waivers, the largest source of federal funding for respite are often restricted to specific age groups or disabilities and more often than not, have long waiting lists for assistance. And as states move toward Medicaid managed care for long-term services and supports, ensuring respite is an ongoing benefit may prove challenging. 
Access barriers can also include lack of information or transportation (especially in rural areas)




Ways to Pay for 
Respite

• Medicaid Waivers

• Family Caregiver Support Program

• Veterans Programs

• Disability or Aging organizations

• Self-pay or long-term care 
insurance

• Lifespan Respite Care Program



Lifespan Respite … a system of 
services 

Lifespan Respite Definition: 

Coordinated SYSTEMS of 
accessible, community-based 
respite services for all family 
caregivers regardless of age or 
special need.

Presenter
Presentation Notes
Federal Lifespan Respite program is unique from other federal caregiver initiatives in that is we designed to address all of these barriers by helping states to build coordinated respite systems that serve all family caregivers across the age and disability spectrum.

Concept of Lifespan Respite came from the grassroots. OR, OK, NE and WI put lifespan respite systems in place in the late 1990s. Became the best practice on which the federal law way built. 



Federal 
Lifespan 

Respite Care 
Program

U.S. Administration for Community Living 
administers competitive state grants for required 
uses of funds:

 Development or enhancement of State and local 
Lifespan Respite systems

 Planned or emergency respite for all ages

 Training and recruitment of providers/volunteers

 Provision of information to caregivers about 
respite services, and assistance in gaining access

Presenter
Presentation Notes
States are required to engage in activities that address all four of these required uses of funds, but there is still a lot of flexibility in how states design programs.  There are no requirements to spend a specific percentage on each of these activities, so while states are supposed to address all of these areas, they  have flexibility to focus their activities on those requirements where they have the greatest demonstrated need.



Lifespan Respite Grant Activities

Statewide Respite 
Registries

Connecting 
families to respite

Consumer-
directed Respite 

Voucher Programs

Volunteer and 
Faith-based 

Respite

Recruiting and 
Training Respite 

Providers



How to Connect 
with Lifespan 
Respite

 State Respite Coalitions
archrespite.org/state-respite-coalitions

 State Lifespan Respite 
Program Grantees
https://archrespite.org/lifespan-programs

https://archrespite.org/state-respite-coalitions
https://archrespite.org/lifespan-programs


In-home services/Voucher 
Respite

Community-based 
Respite Services

Alternative Respite

Respite 
During the 
Pandemic



National Voluntary Guidelines for Providing and 
Using Respite Safely During the Pandemic

Guidelines Decision Guides Case Studies

Access Resources here:  https://archrespite.org/national-respite-guidelines-for-covid-19

https://archrespite.org/national-respite-guidelines-for-covid-19


For More Information
Jill Kagan

Program Director
703.256.2084

jkagan@archrespite.org

ARCH National Respite Network
and Resource Center

http://www.archrespite.org

Lifespan Respite
Technical Assistance and Resource 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.

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


Lifespan Respite Washington and 
Partnership with TBI 

Dana Allard-Webb FCSP Program Manager Lifespan Respite Director
dana.allard-webb@dshs.wa.gov

Geene Delaplane Kinship and Lifespan Respite Program Manager
Geene.Delaplane@dshs.wa.gov

mailto:dana.allard-webb@dshs.wa.gov
mailto:Geene.Delaplane@dshs.wa.gov


Agenda
• General description of Lifespan Respite in 

Washington State
• Partnership with TBI
• Hey Peers Platform – virtual support groups 



What is Lifespan Respite Washington (LRW) 
respite care?

• Short-term intermittent care to provide relief 
for unpaid caregivers*

Presenter
Presentation Notes
Types of Respite
There are many types of respite care:
Traditional/formal respite care programs – systems currently in place for specific groups of individuals; e.g., veterans, older persons, or individuals who have intellectual/developmental disabilities. Examples of these respite programs include the Veterans’ Administration, Family Caregiver Support Program, and respite through the Developmental Disabilities Administration.
Adults and Elders
Children and Youth
Special Populations
Non-traditional or creative respite – short breaks that are not necessarily paid for by any public system, these opportunities can still result in respite for caregivers; such as through camps, faith communities, parks/recreation programs, scouting and other clubs, parents night out, etc.
Lifespan Respite Voucher program – a federally funded grant to meet planned (not crisis) respite needs for unserved and unpaid family caregivers. Respite for caregivers is provided through respite provider agencies, versus individual providers




Accessing Respite
www.lifespanrespitewa.org

Voucher Program and 
more……

Presenter
Presentation Notes
Help available through Lifespan Respite Washington

Offer vouchers for unpaid caregivers to take much-needed breaks from the demands of caregiving.
Provides vouchers for up to $1,000 to pay for respite services with contracted agencies.
PAVE can assist you through the application process and answer your questions.




http://www.lifespanrespitewa.org/


Washington’s Caregiver Training

• By Washington law for all paid respite 
caregivers 

• Training Partnership through SEIU union
• 70 hours of training 
• Background checks 
• Yearly continuing education credits

Presenter
Presentation Notes
Types of Respite
There are many types of respite care:
Traditional/formal respite care programs – systems currently in place for specific groups of individuals; e.g., veterans, older persons, or individuals who have intellectual/developmental disabilities. Examples of these respite programs include the Veterans’ Administration, Family Caregiver Support Program, and respite through the Developmental Disabilities Administration.
Adults and Elders
Children and Youth
Special Populations
Non-traditional or creative respite – short breaks that are not necessarily paid for by any public system, these opportunities can still result in respite for caregivers; such as through camps, faith communities, parks/recreation programs, scouting and other clubs, parents night out, etc.
Lifespan Respite Voucher program – a federally funded grant to meet planned (not crisis) respite needs for unserved and unpaid family caregivers. Respite for caregivers is provided through respite provider agencies, versus individual providers




Washington’s Caregiver Training 

• By Washington law for all paid respite caregivers 
• Training Partnership through SEIU union
• 70 hours of training 
• Background checks 
• Yearly continuing education credits

Presenter
Presentation Notes
Tried to bypass this law for our Washington Lifespan Respite Voucher program. 
Denied 
Tribes have been able to work with SEIU to make concessions to tribal culture and laws for training.



Who can provide respite care?

Independent 
Providers*

Homecare 
Agencies

Group Homes, 
Foster Homes, 

Staffed 
Residential 

Homes

Adult Family 
Homes

Adult 
Residential 

Care Facilities

Adult 
Residential 
Treatment 
Facilities

Child Care 
Centers/ Child 

Care Day 
Centers

Adult Day Care 
Providers

LPN/RN

Community 
Center, Senior 

Center

Parks and Rec, 
Summer 
Programs

Respite Care 
Provider Types



Where can respite be provided?

Individual’s 
Relative’s 

Home

Anywhere in 
the 

Community

Child Care 
Center

Adult Family 
Homes

Group Home/ 
Group Training 

Home

Assisted Living 
Facility

Children’s 
Group Home

Children’s 
Foster Home

Staffed 
Residential 

Home

Community 
Center, Senior 

Center

Individual’s 
Home or Place 
of Residence

Respite 
Locations



FAMILY CAREGIVER SUPPORT 
PROGRAMS

Presenter
Presentation Notes
Add PAVE add Kinship 



TBI  Caregivers
Tried

Offered Respite Vouchers to 
caregivers of people with TBI 
through two TBI focused 
organizations that provide 
resources and some case 
management.

Outcome

Caregivers didn’t trust that paid 
caregivers are equipped to handle 
issues and behaviors of people with 
TBI. 



TBI  Caregivers
Tried

Developed and offered TBI care 
training in CE credits for all paid 
caregivers in WA. 

Presented the importance of 
respite for caregivers.

Outcome

Caregivers of people with TBI still 
didn’t use many vouchers over two 
years



TBI  Caregivers
Trying Currently

Family caregiver support Groups 
Online in a virtual platform

Outcome

Currently in Pilot process 

Presenter
Presentation Notes
We still offer respite vouchers through the Brain Injury Alliance of Washington
But, in the interest of expanding the number of caregivers who will use respite vouchers, we decided to back up and educate caregivers of people with 
TBI learn about the value of respite and self care through support groups. 



TBI  Caregivers Support Groups –
“Hey Peers” Platform

• TBI Virtual Support 
Groups: Virtual 
Education and Social 
Support

• Virtual Support Groups 
are being offered on the 
“Hey Peers” platform

Presenter
Presentation Notes
TBI Virtual Support Groups: Virtual Education and Social Support

Virtual Support Groups are being offered on the “Hey Peers” platform

TBI Support Groups Information Flyer

The Washington State Traumatic Brain Injury Council provides Support Groups through the Department of Social and Health Services (DSHS) that emphasize education and interpersonal support. The TBI Support Groups are predicated on the concept that a person-centered approach can empower and enrich an individual’s life following a Traumatic Brain Injury.

To that end, the emphasis of DSHS TBI Funded Support groups is to aid in developing long-term knowledge and generic problem-solving skills to help attendees overcome obstacles that may interfere with a fulfilling life. While these groups may provide a therapeutic effect, they do not provide therapy and instead focus on delivering organized bodies of knowledge and resources for the betterment of attendees.  

The universal shift to a single virtual platform for Support Groups continues the work previously started, and truly brings opportunities to all parts of Washington State.  Increased opportunity to attend and receive support, education, and resource information is an important part of the work that can meet even remote rural areas.  This shift allows for the outreach necessary to grow TBI programs, resources, education, and information under new systems.

Before we entered the global pandemic that we are currently facing, the TBI Council along with the TBI Executive Committee all had great input and continue to work on building the exciting new virtual platform that will enable us to provide great outreach to the TBI Community.  Support groups will continue to be tailored to the TBI Community with the input from the TBI Council & TBI Executive Committee, and continue to grow in a continued effort to meet TBI Community needs.

TBI Executive Committee Members have worked tirelessly in an effort to align closely with telemedicine and modern counseling standards, and also provide a viable virtual platform.  It is of the upmost importance to have a virtual platform that is accessible to this community, and also technically secure.  This process has not been easy, but we feel that we have contracted with a virtual platform provider that will enhance the important support groups for the TBI Community.


https://heypeers.com/members/sign_up?org=Washington%20State%20Traumatic%20Brain%20Injury%20(TBI)%20Support


Wi-Fi Hot Spots in Washington
https://www.commerce.wa.gov/building-infrastructure/washington-state-drive-in-wifi-hotspots-

location-finder/ 

Presenter
Presentation Notes
Through a grant from the Federal ReConnect Program Washington has an infrastructure that provides high-speed internet connectivity in most rural areas of Washington.  Most wi-fi hot spots are in parking lots of fire departments, libraries, schools and city halls throughout Washington.  Although not ideal, these hotspots allow people without internet access to participate in support groups.  



Family Caregiver Virtual Support Groups –
“HeyPeers” Platform

Session One – Self-Care   Caregiver Health and 
Respite
March 4, 2021 
6:00 PM

Session Two – Caregiver Burnout   Managing 
Personal Stress 
April 1, 2021
6:00 PM 

Session Three – Family Caregiver 
Communications   Constructive Communication 
May 6, 2021
6:00 PM

Session Four – Social Isolation   Finding Joyful 
Moments in Caregiving
June 3, 2021
6:00 PM

Please join the Unpaid Family Caregiver 
Support Group Pilot
• Attendees will sign up for meetings  in the 

Hey Peers portal.   
• Participating Caregivers will be sent 

instructions for  attending support group 
meetings.  

• Attendees may attend any or all of the 
sessions, from March through June.

• We will ask attendees to answer pre and 
post survey questions to understand 
caregiver support group needs and 
opinions. 

Presenter
Presentation Notes
Because the TBI program is mandated to serve family caregivers of people of TBI, expanding the support groups to the caregivers was a logical next step.  
In the middle of a pilot for a statewide, free support group pilot for family caregivers caring for all people with disabilities.  
Future plans 
Increase support groups as numbers of attendees grow through marketing.
Develop support groups for caregivers caring for people who have specific diagnoses e.g.
Alzheimer’s or other dementias, TBI, intellectual disabilities etc. 



Questions?

Dana Allard-Webb FCSP Program Manager Lifespan Respite Director
dana.allard-webb@dshs.wa.gov

Geene Delaplane Kinship and Lifespan Respite Program Manager
Geene.Delaplane@dshs.wa.gov

mailto:dana.allard-webb@dshs.wa.gov
mailto:Geene.Delaplane@dshs.wa.gov
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