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Introduction
$470 Billion
• Total value of unpaid family caregiving

Home Care
• Will add more jobs than any other occupation over the next decade

Family Caregivers
• Expected to meet the demand as individuals live longer
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Workforce Shortage

 There is an ongoing nationwide shortage of direct care
workers and high turnover within the industry
 Low wages

 Median hourly wage for home care worker: $12.71
 Median hourly wage nationwide: $19.33
 Wages are set by Medicaid and not subject to market
forces


High levels of physical and emotional strain
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COVID-Specific Workforce Shortages

 Closures of school and daycare have made it more



difficult for home care workers to leave their families
Concerns of risk for contracting COVID by workers
employed by multiple households
Unemployment compensation is competitive with
Medicaid rates, making it easier and safer for workers to
stay home

5

COVID-19 and Nursing Homes

38% of
Deaths

5% of total
COVID-19
cases

 Exacerbated Social Isolation


Reduction in both physical and mental health
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COVID-19 and Nursing Homes

 Multiple factors combined in nursing homes to create
an environment in which COVID was difficult to
contain, including:

Inadequate
infection
control and
prevention
practices

Shortages in
personal
protective
equipment

Insufficient
staffing

High levels
of
interpersonal
contact
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Turning to Family Caregivers

 Safety

Many family caregivers already live with the care
recipient, reducing exposure risk
 Family members not living with the care recipient
offer lower risk than homecare workers traveling
between multiple homes
Reduced isolation for individual
Consistency and continuity of care
 Lower turnover rates
Compassionate and trusted support
 Tasks performed by caregivers typically require close
contact and sensitivity






8

Pre-Pandemic Snapshot: 2019 Data on
Participant and Caregiver Demographics
Public Partnerships
(multi-state
analysis)

Accra
(Minnesota
analysis)

25% of
caregivers were
related to
participant

Median
participant age
was 76

16% lived with
participant fulltime

44% lived with
participant fulltime
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Stressors for Unpaid Family Caregiving
Emotional
and Physical
Strain

Need to
Maintain
Employment

Worries
About Safety

Lack of Time
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What Do Families Think?

65%

• Of family caregivers of adults stated it
would be helpful to be paid for at least
some of their caregiving hours

74%

• Of caregivers reporting moderate-tohigh financial strain were supportive
of receiving payment for services

76%

• Of caregivers of high-intensity care
situations were supportive of receiving
payment for services
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Restrictions Prior to COVID-19
Do Not Allow

 Many states had longstanding



restrictions on the types of
family members who Medicaid
beneficiaries could hire as
caregivers
144 programs of 262 nationally
did not allow at least some types
of family caregivers to be paid
for their work

Allow

45%
55%
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Barriers to Paying Family Caregivers
Assumption
 Spouses should not receive payment because it is expected in the
spousal relationship
Reality
 Caregiving needs are often strenuous and beyond traditional levels
of supporting a spouse
 Spouses are often responsible for both caregiving and providing
financially
 Spousal caregivers often must choose either to:
 Work and outsource caregiving to a home care worker
 Not work and stay home to provide care
 Spouses working outside the home increases risk of COVID-19
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Family Caregiving Does Not Increase Fraud
Assumption
 Family caregiving and self-direction are highly susceptible to fraud
Reality
 Research shows that fraud is extremely rare in Medicaid-funded
self-direction and does not occur at a higher rate than in other
Medicaid personal care services

14

Response to COVID-19: Appendix K
 Over 15 states issued temporary emergency rule changes permitting
participants in self-direction programs the choice to hire family
members
 These changes varied widely in scope, since states did not have
uniform policies on which family members were permitted to
provide care before the pandemic
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States Allowing Paid Family Caregivers for Adults
65+ and Adults with Physical Disabilities, Nov. 2020
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Participant Story -- Kevin
 Kevin requires 24/7 support for





C5/C6 quadriplegia
Kevin usually employs six
workers, but during the pandemic
he struggled to find employees
He reached out to ~80 professional
caregivers with no response
Fortunately, he was able to hire his
son who had flexibility in his
schedule
Kevin was able to get his needs
met safely at home

“I don’t know what I would have
done if my son wasn’t around. It’s
kind of scary.”
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Benefits of Paid Family Caregiving
 Paying family members expands the pool of available caregivers
COVID-19-related budget shortfalls will make it unlikely that
states will be able to raise Medicaid reimbursement rates
 It is unlikely that workforce shortages will cease
 Receiving monetary compensation for services provided makes
family caregiving sustainable

The demands of family caregiving are often so great they
preclude the caregivers’ ability to maintain other employment
 Increased availability of the limited professional direct care
workforce for those not wanting or able to hire family
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Benefits of Paid Family Caregiving
 The vast majority of adults ages 50 and older prefer living at home
to in a nursing home
 Nursing home care is far costlier on average self-directed care
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Will states continue to allow paid family
caregiving after the pandemic?
 States have the option to extend their Appendix K up to six months
after the expiration of the PHE, many have already done so

 Among states that newly allowed or expanded paid family
caregiving options under Appendix K:


CT, ME, and ND have already indicated that they plan to continue
allowing paid family caregivers to provide certain services *

 CMS has provided guidance on how to make certain Appendix K
flexibilities permanent, including paid family caregiving, by
submitting an amendment to the state’s 1915(c) waiver:


https://www.medicaid.gov/federal-policy-guidance/downloads/sho20004.pdf

*Source: https://www.kff.org/report-section/state-medicaid-programsrespond-to-meet-covid-19-challenges-long-term-services-and-supports/
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How You Can Help
 Participate in our op-ed project to share your support for making
paid family caregiving permanent

 We are specifically looking for partners in the following states with
temporary flexibility under Appendix K:

 CT, DC, GA, KS, LA, NV, NM, OH, OK, UT, WV, MD, or ND

 Please contact Molly Morris at molly@appliedselfdirection.com to
learn more
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Summary
 States should consider permanently easing restrictions on the type of
family caregivers eligible to be paid through Medicaid self-direction
programs
 Paid family caregivers can supplement a direct care workforce that
is stretched thinly due to high turnover and low wages
 Family members are often experienced caregivers who deeply
understand their loved ones’ needs due to the amount of unpaid care
most have already provided
 Paying family caregivers can help prevent institutionalization of
older adults and adults with physical disabilities, which is more
important than ever given the risks that COVID-19 has created in
nursing homes
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Questions?

