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EDITORIAL

A Quarter-Century Post-Olmstead, We’re
Still Waiting for Freedom

By Dom Kelly, Founder, President & CEO, New Disabled South

Twenty-five years ago, the Supreme Court’s ruling in
Olmstead v. 1.C." was seen as a victory for disability
rights. Led by Georgia disabled advocates Lois Curtis
and Elaine Wilson, the decision affirmed that disabled
people belong in their communities, not in institutions.
It was a powerful declaration: institutionalizing
disabled people is discrimination. Olmstead was
supposed to guarantee that no one would be forced
into an institution simply because they needed care.
The decision was meant to offer real autonomy, giving
disabled people the chance to live at home, build
relationships, and participate fully in society. But
outrageously, both Lois and Elaine died without that
promise being realized, and today, a quarter-century
after the ruling, that promise still remains unfulfilled.

Today, nearly 700,000 people are waiting for Medicaid

home- and community-based services (HCBS) waivers
across the United States. These waivers allow disabled
people to receive care in their own homes or
communities rather than being forced into institutions
or nursing homes. Some have been waiting for 10, 15,
even 20 years. And without a waiver? Many are left
with no choice but to enter a nursing home or survive
without care.

In the American South alone, where my organization,
New Disabled South, focuses its work, nearly 75% of

those 700,000 people are on waitlists. States with
billion-dollar surpluses like Georgia, South Carolina,
and Texas have the funds to clear these lists. However,
year after year, lawmakers fail to act, leaving disabled
people trapped in a system of institutional bias—the
assumption that people have a right to receive care only
in an institution, not in their own homes.

I know what it’s like to need these services. I’'m one of
a set of triplets with cerebral palsy, and my parents
relied on HCBS to get us the care we needed to stay at
home rather than in an institution. Without that
support, we could have been separated from our
community and each other. But even with the waiver,
my parents, like so many caregivers, faced enormous
challenges—ijuggling work, caregiving, and simply
trying to make ends meet.

Families waiting for HCBS waivers today are often
forced into impossible situations. Many parents have
no choice but to leave their jobs to care for their
children, pushing them deeper into poverty. Caregiving
shouldn’t mean sacrificing everything else.
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The situation is worsened by a care worker shortage
fueled by poverty wages, as low as minimum wage.
Many care workers, including those who are
themselves disabled, can’t afford to stay in these jobs,
leaving families without the services they’ve waited
years to receive. We can’t rely on the small, incremental
changes that have been the standard operating
procedure in our states for years. State governments
must commit to fully funding HCBS and paying care
workers a livable wage to meet the growing demand.

As we reflect on 25 years since Olmstead, we need to
confront the truth: the promise of this ruling remains
unfulfilled. Disabled people deserve better than
institutional bias and endless waitlists. We need
lawmakers to prioritize funding HCBS and to ensure
care workers earn the wages they deserve. No more
excuses. No more inaction. The time for radical change
is now. Every disabled person deserves the chance to
live and thrive in their own home and community, with
the support they need and the freedom to make their
own choices. We owe it to the legacies of Lois and
Elaine, and to the millions of disabled people waiting
for care today, to fight for that future.

As readers of the Journal of Humanities in
Rehabilitation, your voices are powerful. Together, we
can advocate for the fulfillment of Olmstead’s
promise. Join us in demanding change—engage with
local policymakers, spread awareness, and support
initiatives that prioritize community-based care for all
disabled individuals. The time for action is now; let’s
work together to make autonomy and freedom a

reality.

To learn more about the work of the New Disabled
South and for more resources for disability advocacy,
please visit their website, including their project Plain
Language Policy Dashboard, which breaks down

complex legislation into plain language to improve
accessibility.
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