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Care Policies 



Pillars of Care:
● Home and Community-

Based Services
● Child Care
● Paid Leave



COVID- Care As A 
Collective 

Policy Issue  



Our work focuses on ensuring care is understood as a 
shared responsibility – a collective issue – and not an 
individual burden. But moving society towards a 
collective mindset about care has been slow going.

Families too often struggle to provide care and keep 
their jobs, or have to choose between paying the bills 
or caring for their loved ones. Prior to COVID-19, our 
society viewed that struggle as a personal failure.

The pandemic revealed all of those assumptions to 
be untrue: the system had failed us, not the people 
forced to grapple with it alone.

Care As A Shared Need & 
Collective Issue

SHIFTING THE NARRATIVE

It is now clearer than ever how 
interconnected we are, and that by 
supporting and uplifting better care 
systems for all, we can rebuild a 
society that supports care in a way 
that we can all thrive.



Out-of-Pocket Costs for Family Caregivers

Average annual out-of-pocket costs for caregivers $7,242

Black and Hispanic/Latinx report greater financial strain 
34% and 47% of income, respectively.

Source:  AARP, Caregiving Out of Pocket Costs Study (June 2021)



Employment and Financial Well-Being

Six in ten family caregivers report caregiving has impacted 
their employment situation
• Going in late, leaving early, taking time off
• Going from full to part-time
• Turning down promotion 

Half of family caregivers report at least one financial impact 
as result of caregiving
• Stopped saving
• Took on more debt
• Used up personal short-term savings
• Left bills unpaid/paid them late 

Source:  National Alliance for Caregiving and AARP, Caregiving in the US (May 2020)



Access, affordability, and provision of care are tied to 
so many societal issues from disability to gender, 
and racial justice and immigrant rights. 

Our current care systems rely upon the unpaid work 
of women, and the underpaid work of Black and 
immigrant women. We must rebuild our systems to 
make care jobs into good, life sustaining jobs for the 
people who do this essential work, and for those 
they care for. 

The pandemic laid bare that care is an aging and 
disability justice issue. We must continue the 
drumbeat that no one is disposable. Ensuring that all 
life and work is valued, and people get the care they 
need, is essential to that fight.

Care As A Justice Issue

SHIFTING THE NARRATIVE

By reframing care in the context of 
justice, we have made it clear that 
rebuilding our care systems is 
essential to building a more just
and equitable society.



In April 2021, the Biden-Harris Administration made 
history with the Build Back Better Plan, naming care 
infrastructure as a major pillar of their economic 
agenda. 

Our work, together with our Care Can’t Wait partners, 
led to this watershed moment in our collective fight 
towards a more caring  future for our families and 
economy. Policies to support a comprehensive care 
infrastructure are within reach!

No matter the fate of the Build Back Better plan in 
Congress, we remain committed to building our care 
infrastructure, with a focus on connecting our care 
needs across generations, and bolstering home and 
community care for seniors and people with 
disabilities and improved wages for care workers.

Care in Build Back Better
The Last Year 
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Care in the Biden 
Administration Budget

$500 million increase for 
Home and Community-Based 
Services (HCBS)

The Budget provides $20.2 
billion for HHS’s early care and 
education programs, an 
increase of $3.3 billion over the 
2021 enacted level.

Nods to the issues while 
negotiations continue 



The window of opportunity is narrowing to 
make the needed investments in the care 
infrastructure. The main asks are:

● $150 Billion for Medicaid Home and 
Community-Based Services. To address 
access to services and pay direct care 
workers a family sustaining wage. 

● Significant investment in child care to 
strengthen and expand existing 
systems, pay child care workers a 
family-sustaining wage and to fund 
Universal Pre-K. 

The Next Couple of Months

WHERE WE’RE GOING
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What Exactly is 
Medicaid? 



Why Medicaid Matters Nationally
• One in five people rely on Medicaid for health care (74.6 million people 

in June 2020!) 
• Over 11 million people with disabilities rely on it for health care 

services and to live independently. 
• It is MUCH more than a health care program, Medicaid is the main 

funder for LONG-TERM SERVICES AND SUPPORTS (LTSS) 
including HOME AND COMMUNITY BASED SERVICES (HCBS). 

• People with disabilities and senior citizens account for about 48% of 
the total Medicaid budget and about 21% of the beneficiaries because 
of their use of those LTSS.



NOTE: Total LTSS expenditures include spending on residential care facilities, nursing homes, home health services, and home and community-based waiver services. Expenditures also include spending on ambulance providers and some post-acute care. This chart
does not include Medicare spending on post-acute care ($83.3 billion in 2018). All home and community-based waiver services are attributed to Medicaid. 
SOURCE: KFF estimates based on 2018 National Health Expenditure Accounts data from CMS, Office of the Actuary. 

Medicaid continues to finance the majority of long-
term services and supports (LTSS), 2018. 

Medicaid LTSS 
Spending = $196.9 

billion



Medicaid’s Current Structure

Federal Government and states share actual costs of 
coverage

Agree in each state on who is eligible and what services 
and supports are provided

Feds pay on average 63%

Different matching rates by state (50-75%)



State and Federal Partnership 

●Mandatory Services
• Most “traditional” health care services 
• Prescription drugs
• Nursing Home Services and other Institutional 
Services*

• Match guaranteed to states (thanks to advocacy in 
2017)

Optional Services
• HOME AND COMMUNITY BASED 
SERVICES

Because Medicaid is a Federal-State Partnership, the Federal Government makes a basic set of rules 
and states can decide what else they want to cover as part of Medicaid. This creates some Mandatory 
services (required by the Feds) and some Optional services (the state has chosen to cover these): 



WHAT ARE HCBS?

IN THE HOME

• Help cooking

• Help with medications

• Assistance with self care

• Budgeting

• Socializing 

ON THE JOB AND IN THE 
COMMUNITY

• Job coaching

• Community volunteering

• Day programs



Head Start 

1965

President Lyndon Johnson established the Head Start program as a part of his War on Poverty 
initiative.

The program began as a national school readiness program for 4-year-olds from low-income 
families, and while it has evolved and expanded over time, the goals to improve school 
readiness have remained.



Child Care

● No major investments in decades 

● Child care providers making low waged



FMLA 

The United States passed the Family and Medical Leave Act (FMLA), granting 
certain categories of women and men up to twelve weeks of unpaid job-
protected leave for the following reasons: the birth and care of a newborn child; 
the placement of a son or daughter for adoption or foster care; to care for an 
immediate family member (spouse, child, or parent) with a serious health 
condition; and the employee’s own serious illness or injury.



Paid Leave

● Never been a National program 

● Emergency Paid Leave through COVID relief



Other Key Priorities 

● ABLE Age: Now in ENHANCING AMERICAN RETIREMENT NOW 
(EARN) ACT. 

○ The proposal modifies the definition of eligible individual for 
purposes of a qualified ABLE program. Under the proposal, an 
individual may be an eligible individual if entitled to benefits 
based on blindness or disability, and such blindness or disability 
occurred before the date on which the individual attains the age 
of 46 (increased from 26).

● Stop the Shock: Included in the FDA User Fee Reauthorization 



Social Security 

● Bi-partisan effort! 

● Savings Penalty Elimination Act

● Currently, individuals getting SSI are limited to $2,000 in assets; for married couples 
it’s $3,000. The bill seeks to amend those caps, which have not been changed since 
1989, to $10,000 and $20,000, respectively. The change would also help eliminate 
the marriage penalty for today’s beneficiaries, since the current asset limit for 
couples is not twice that for a single person.



WHAT’S NEXT? 



HCBS Access 
Act is
HERE

The HCBS Access Act (HAA) 
would address the long-standing 
issue of limited access to HCBS, 
staffing shortages, low wages for 
DSPs, waiting lists, and the 
issues that have been 
highlighted in COVID.



HAA is the 
next step in 
the history of 
LTSS

2
8

The HCBS Access Act (HAA) would: 
• Make HCBS services MANDATORY Medicaid 

services
• Provide funding to build capacity and 

ELIMINATE waiting lists
• Increase funding for DSP wages 
• Make Medicaid portable across state lines 
It would also fulfill one of the ORIGINAL 
PURPOSES of our organization and ensure 
that people with disabilities can have lives in 
the community! 



General Public Engagement

● Care issues are non-partisan

● We must continue to work to build understanding and general public buy-in 
for our issues. 

● Engagement with presidential campaigns

● Next phase of advocacy….. HAA, Paid Leave and Child Care 
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