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espite is a word that means ‘a short break.’ 
It’s not frequently spoken by stroke 
families, but it is a word with tremendous 
meaning for family caregivers.

Though there is still work to do, in 
recent years, strides have been made to 

better support the need for respite for family caregivers. 
Legislation such as the Lifespan Respite Care Act and 
provisions within the Older Americans Act Reauthorization 
of 2016 for the National Family Caregiver Support Program 
have opened opportunities. In many states, family caregivers 
can now apply for financial support for temporary relief 
from the ongoing responsibility of caring for an individual 
with special needs, like post-stroke care. 

It’s easy for caregivers of young survivors not to know 
of this support because the programs are generally managed 
via state agencies that are focused on aging, such as the 
Office on Aging, or the Area Agency on Aging. Caregivers 
of young adults may not be thinking that their needs are 
related to aging. “There remains an opportunity for us to 
raise awareness about respite services among young stroke 
populations,” said Anne Wolf, the community resources 
divisional manager at the South Carolina Lieutenant 
Governor’s Office on Aging. 

Legislative Support

Earlier this year, President Obama signed the Older 
Americans Act Reauthorization of 2016. Prior to the Act’s 
reauthorization, there were no provisions for respite support 
for parents caring for an adult child with disabilities. 
However, the 2016 reauthorization extends the scope of 

respite services to now include parents age 55 and older 
who care for adult children of any age with disabilities. 

There may be funding limitations, however. According 
to information on the Administration for Community Living 
website, the Act also “clarifies that a state may use not more 
than 10 percent of the total (federal and nonfederal share) 
available to the state to provide support services to older-
relative caregivers.”

South Carolina Model

In South Carolina, the Lieutenant Governor’s Office on 
Aging partners with the South Carolina Respite Coalition 
and other local organizations to administer its statewide 
Lifespan Respite grant program. Caregivers apply for $500 
vouchers to compensate respite providers. Funds for the 
voucher are approved for up to three months and may be 
renewed annually, though not automatically guaranteed.

“Over the past 18 months, we have awarded six 
vouchers to family caregivers of midlife stroke survivors,” 
said Allison Poole, South Carolina Respite Coalition 
program coordinator. “Caregivers of people in midlife, those 
folks between the ages of 18 and 60 who need substantial 
care, are the smallest group from which we receive 
applications. We know the need is there, but it’s a matter 
of getting the word out that respite is both necessary for 
caregivers and available to them.”

“‘It’s okay for you to take care of yourself’ is a phrase 
I repeat to family caregivers to help them open their minds 
to the idea of receiving help,” said Janet Altman, assistant 
director of the South Carolina Respite Coalition. “Too often 
family caregivers attempt to do everything alone. But there 
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are respite programs to enable them to compensate a trained 
respite provider to come into their home. This allows them 
to leave the house to get a haircut, take a day trip, or see a 
movie with friends while knowing that their loved one is 
safe and happy.” 

What’s available in your state? 

Caregivers may benefit from various respite voucher 
programs available through Area Agencies on Aging in 
addition to the Lifespan Respite vouchers. Within each 
state, the Area Agency on Aging has a Family Caregiver 
Advocate who can assist caregivers with accessing services. 
Visit Eldercare Locator to find information for your nearest 
Area Agency on Aging location.

It’s important to keep in mind that even though federal 
legislation is enacted, program and funding availability 
varies from state to state. The Access to Respite Care and 
Help (ARCH) National Respite Network and Resource 
Center helps families locate respite and crisis care services 
in their area. Visit their interactive U.S. map to start finding 
out more about what’s available in your state. 

The Family Caregiver Alliance National Center on 
Caregiving also offers an interactive U.S. map that helps 
family caregivers locate public, nonprofit and private 

programs and 
services nearest 
their loved one 
— living at home 
or in a residential 
facility. Resources 
include government 
health and 
disability programs, 
legal resources, 
disease-specific 
organizations  
and more.

TOO YOUNG CAREGIVER
layful childhood memories of sleeping on the floor 
of mother Roberta’s hospital room guided the 
career path of Shanna Hastie, 34. 

Throughout Roberta’s life, with the help of her family, 
she has managed several medical conditions. She has 
undergone an above-the-knee amputation and receives 
dialysis treatment. In 1998, at age 40, Roberta had a 
massive stroke that left her with speech deficits. The 
following year, Roberta experienced a second stroke that 
affected the right side of her body. Ten years later, Roberta 
lapsed into a month-long coma and had a third stroke. 

Today, Roberta is 59 and projects a resilient smile 
and personality. She relies on her daughter and husband 
Woodrow, 65, as well as extended family and friends, for 
daily home care.

Several years ago, Shanna earned a graduate degree in 
Social Work from Clark Atlanta University in Georgia. Like 
many of the choices in her life, her enrollment there was 
based on how close the university was to her mother’s home 
in Sumter, South Carolina. “I’ve always made sure to be 
within traveling distance,” Shanna said. 

Armed with her education credential, Shanna felt 
especially prepared to deal with the challenge of caregiving. 
Then, her father experienced a medical crisis resulting in 
surgeries on his heart and back. Shanna then relocated from 
Atlanta to Columbia, South Carolina, in 2010 to take care 
of her parents full time.                                             

During this time, Shanna encountered a confusing web 
of age restrictions for community resources and medical 
services. Her father met the age eligibility for eldercare 
services, but Woodrow required no assistance with personal 
care. In contrast, her mother recovered with greater 
dependency after her second stroke at age 42 and was too 
young to be eligible for eldercare. As a caregiver under 55, 
Shanna, too, was prohibited access to some services and 

YoungStroke is a strategic 
partner with Million Hearts 
and the National Forum 
for Heart Disease & Stroke 
Prevention. It also serves 
as an information resource 
for National Institutes of 
Health/ National Institute of 
Neurological Disorders & 
Stroke.

YoungStroke Inc. 

“Keep living … whatever that 
means for you. Give yourself 

permission to pursue your 
interests and dreams.”

Caregiver Shanna Hastie
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resources. And, despite her academic training, Shanna felt 
challenged navigating social services to take care of her 
parents’ differing needs.

In 2015, Shanna learned about the South Carolina 
Respite Coalition. When she contacted the agency, she 
found them eager to help. “Despite the initial waiting list, 

the application process went smoothly,” said Shanna. She 
applied for a respite voucher to attend a family reunion 
after five years of full-time caregiving. “The weekend 
away provided an opportunity for me to recapture myself,” 
Shanna said. “And, it also benefited my parents who were 
surrounded by people they trusted to ensure their needs 
were met and not lacking in any way.”

Shanna’s Advice to Other Caregivers

“Keep living … whatever that means for you. Give 
yourself permission to pursue your interests and dreams.” 
Shanna’s pursuits include work as an adjunct professor at a 
local university.

Until the word ‘respite’ becomes more common in 
everyone’s daily vocabulary, there will be an opportunity 
to better address unmet needs of caregivers across the 
lifespan. After all, family caregiving, like stroke, occurs  
at any age. 

This information is provided as a resource to our readers. The tips, 
products or resources listed or linked to have not been reviewed or 
endorsed by the American Stroke Association.

Shanna’s mother Roberta and father Woodrow




