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>> REBECCA: Good afternoon, everyone. Thank you so much for being with us. | have
the pleasure and privilege of serving as the CEO of the National Academy of Social
Insurance. On behalf of the Disability Economic Policy Research Consortium, welcome
to an event in a series launching today that centers disability in conversations about
affordability.

For those who may be newer to the disability consortium, the Disability Economic Policy
Research Consortium is a new cross-sector initiative that we at the academy are so
thrilled to co-convene with the Roosevelt Institute. We are really grateful to our partners
and supporters at the Ford Foundation and the MacArthur Foundation for making this
possible. It brings together a whole array of leaders from disability rights and justice
organizations to economic policy think tanks, academic institutions, and advocacy
organizations — all folks of this ecosystem — to work together from one simple but
transformative premise: that economic policy is disability policy. If we want an economy
that truly works for everyone, disabled people and the disability lens need to be at the
center of the conversation.

Right now across the country, and definitely here in Washington where I'm zooming
from right now, we're hearing a lot about an affordability crisis — a conversation that's
driving and shaping policy debates, political narratives, and all kinds of conversations.
Because for millions of disabled people, affordability isn't a new problem. It's a constant
reality. Disabled people, as you are going to hear on today's panel, face what many



researchers, advocates, and policymakers are increasingly calling a disability squeeze:
higher everyday costs combined with structural barriers that make it harder to achieve
and maintain economic security.

At the same time, many of the systems that are supposed to provide support can
deepen economic insecurity through administrative burdens, savings penalties, work
barriers — all kinds of policies that were never designed with disabled people in mind.

So when we talk about affordability in this country, we at the disability consortium
believe we have to ask a more fundamental question: affordability for whom? And who
is being left out of that conversation currently? This series, launching today, is really
about helping to answer those questions and making sure that people with disabilities
and people who are bringing a disability lens are shaping the future of economic
policymaking in this country.

| am incredibly excited and deeply grateful to my wonderful counterpart and collaborator
Hannah from the Roosevelt Institute, who is going to be moderating today's
conversation. Hannah has been an extraordinary partner, and her team has been such
extraordinary partners in helping build this consortium and this broader body of
collaborative work. I'll hand it over to you, Hannah.

>> HANNAH: Thank you so much, Rebecca. It is always a pleasure to work with the
National Academy, and the disability consortium is just one stream of work that we're
incredibly proud to be a part of. This panel is going to be really exciting today. We're
going to be joined by four top researchers, academics, and advocates who will help
break these issues down for us. Today you'll hear from Zach Morris at Stony Brook
University, Mia lves-Rublee at the Disability Justice Initiative, Taryn Williams, and Henry
Claypool from the Institute at the University.

I'm grateful to all of these folks for joining us. | want to note for the audience that | have

some questions to start the conversation, but if you have questions you'd like to ask our
panelists, we will have time for that towards the end. Feel free to put questions into the

chat.

As Rebecca introduced, there is this concept of the disability squeeze, where people
with disabilities are facing an affordability crisis that doesn't quite look like the same
affordability crisis as everyone else and can in fact have additional stressors on it.
Research has shown that people with disabilities spend an average of 20 percent of
household income on disability-related expenses specifically — on top of everything
else.



So Zach, I'd like to start with you. You've done a lot of research on this concept of the
disability squeeze. Can you walk us through an example of what it looks like in practice
for someone to live in this reality?

>> ZACH MORRIS: Thank you so much. Let me talk to you about a student who shared
her story with us. She is a woman with a disability; her husband also has a disability.
They are working full time and pursuing higher education. They have a lot of out-of-
pocket costs that a person without a disability would not have — for example, $800 a
month in care costs, hearing aids that cost $300 out of pocket, elevated medical co-
pays that frequently put a stress on their household finances, and accessible vehicle
modifications for work. These are sometimes called the disability tax. On average,
disabled people across the country spend about one dollar for every five dollars they
have on out-of-pocket disability-related costs.

There are also unmet needs — things they simply can't afford. A big one: her husband
uses a wheelchair and they cannot afford to make their bathroom accessible so he can
shower. They can't afford this necessary accommodation.

She also works every day as a care manager on Long Island, particularly with people on
SSI, and the stories she hears of the tremendous hardships people face navigating
asset limits and Medicaid and SNAP eligibility are striking. Some of her clients had their
SNAP cut this past year when they went up for re-eligibility, creating tremendous
financial insecurity. These poverty traps leave people with no transportation access,
incredibly isolated, with limited ability to participate equally in community. We need to
think about the disability squeeze as a fundamental barrier to community living,
participation, and work for people with disabilities.

>> HANNAH: Thanks so much, Zach. One of the things your research highlights is that
it's not just costs — it's also the structural barriers that make the costs untenable and
squeeze people from both directions.

Taryn, I'd like to bring you in here to talk about how you see the squeeze playing out in
people's lives through your work.

>> TARYN WILLIAMS: Thank you for having me. It's great to be on this panel with so
many colleagues and good friends.

Building on what Zach shared, the disability squeeze can really affect people with
disabilities across the entire income spectrum — including many people who are



working full time and earning what might appear to be middle-class wages on paper. A
disabled worker may technically earn above the poverty line and still experience
economic insecurity because of their disability-related costs. If their accessible van
breaks down, repairing it isn't optional. It's not discretionary; it's not a luxury expense.
Their van is an employment-enabling support. If someone relies on personal assistant
services, or on accessible housing that puts them near public transportation, that is
central to their ability to earn a living. The disability squeeze affects the disability
community regardless of what they are earning.

>> HANNAH: Thank you so much. This really cuts across all economic classes and
social statuses — which is part of what we at the Roosevelt Institute have found through
working with the consortium. By focusing on disability, you end up studying the entire
range of the economy, and that gives you a new perspective.

Mia, I'd like to bring you into this conversation. A lot of your work has also looked at the
policies at the federal, state, and local level that are creating barriers to solutions even
for those folks who might be able to pull together the money to meet those costs. Can

you tell us a little about that?

>> MIA IVES-RUBLEE: Thank you for having me on this panel. | come at this from the
view of a practitioner — | practiced for six years — as well as a disabled person who
has experienced this, and as a policy analyst.

What I've noticed is how different policies fit together and impact each other to create
structures that are just untenable for disabled people, because they rely on these
systems to function in a very inaccessible world. It causes huge, insurmountable
barriers to being able to live independently in their communities.

For example, some of the clients | worked with at vocational rehabilitation were
individuals who wanted to get a job, wanted to provide for their families, and wanted to
go back to school — but faced barriers like not being able to attend school full time,
which made them ineligible for financial aid. Others on SSI or SSDI who wanted to work
were hampered by asset limits: they can't have more than $2,000 in their bank account.
Some had to turn down internships because the internship paid too much and would
have jeopardized their benefits.

All of these fit together into a structure where you just feel like you're treading water. I've
been in situations where | literally had to tell a client: | don't know if going back to work
is the best option for you right now, because all of these barriers are going to create



stressors that could actually increase the likelihood of a medical crisis — and you need
Medicaid to pay for health care, including mental health care.

A lot of folks don't understand how these different policies fit together. They're often
addressed piecemeal, and the result is someone literally spending their whole day
managing eligibility just to stay in their community. It's a real shame, and it often
happens silently.

>> HANNAH: Absolutely. Thank you, Mia. Policy is often constructed in a kind of
vacuum — an individual policy is built with good intentions, but in lived experience it
overlaps with other policies that perhaps prevent savings, or prevent a certain kind of
work, and you end up with contradictions. No one gets the benefit that was supposed to
be buried in the policy.

Henry, | want to bring you in as well. You have such depth of experience with these
systems at the federal, state, and local level. How do you see this in the affordability
conversation?

>> HENRY CLAYPOOL: Thanks for having me. | spent the vast majority of my career
working on public policy — making incremental changes to programs that were very
targeted. Helping someone retain their Medicaid eligibility is a big deal because that
program is so comprehensive. But when you turn to other programs, they're often very
niche.

Food assistance is a big deal, but if its eligibility criteria are uncoupled from those for
Medicaid, you create mismatches where people are constantly trying to make sure their
earnings and assets don't exceed certain levels — all while the ADA is telling them they
have rights to strive for a better life. The subsidies people receive often aren't enough to
bridge them over a transition point.

For disabled people in the workforce, the squeeze shows up in basics: paying health
insurance premiums in an increasingly expensive health care market, higher-deductible
plans. That's just one example of how we're not thinking about disabled people in our
broader policy — outside of the targeted, niche programs designed to address housing,
health insurance, social support, and vocational pursuits.

>> HANNAH: Thank you, Henry. We've seen significant cuts in the last year to programs
like Medicaid and SNAP. How do those specific changes affect affordability and well-
being for people with disabilities? Mia, can you kick us off?



>> MIA IVES-RUBLEE: What's happening right now is not new. It's a historical pattern.
That's one of the reasons why, when we evaluated the first 12 months of this
administration, we talked about it as a war on disability — a systematic attack on
disabled people, particularly disabled people of color, and other intersectional
communities including LGBTQ people, who experience disability at higher rates.

What we've seen is cuts to programs and the collapsing of infrastructure that is
supposed to help disabled people stay in their communities and live. As we continue
down this road, we're going to see higher rates of institutionalization, because disabled
people and their families won't be able to afford the care they need. That will result in
further disabling conditions and people being forced to rely on institutions just to survive.

It's very concerning. We've seen this rhetoric on all sides of the political spectrum —
attacks on homeless people with mental health issues, on individuals with significant
mental health disabilities. These issues urgently need to be addressed.

>> HANNAH: Absolutely. Taryn, I'd like to turn to you. In addition to Medicaid and SNAP,
the National Partnership for Women and Families focuses on care policies and paid
leave — and those are also, as we've said, disability policy. How are you seeing that
landscape play out?

>> TARYN WILLIAMS: Layered on top of everything we've discussed is a very real and
persistent wage gap that disproportionately affects women with disabilities and disabled
women of color in the workforce. When we think about policy solutions, we can't think
about just a single system. We can't think in silos or reproduce the fragmentation that
already exists in supports for disabled people.

Workforce policies play a big role in how we experience the disability squeeze. If 'm a
disabled worker who needs time off to take care of my own health or a loved one, |
should have access to paid leave. Speaking for myself, | go to the doctor two to three
times a month. Without paid leave — as is true for many workers, with and without
disabilities — that puts my job at risk, forcing a choice between my health and my
employment.

And it's important to note: paid leave and paid sick time are good policies for all
workers. If we're rebuilding a system that works for everyone, we should do it by
centering the experiences of disabled people — because we'd have better outcomes for
everyone if we did.



>> HANNAH: | completely agree. Before we look forward, Zach — is there anything we
haven't covered yet that contributes to this affordability crisis?

>> ZACH MORRIS: The broader affordability crisis is affecting everyone, but it's
affecting people with disabilities even more — especially those on fixed incomes. |
would characterize our current policy landscape as one of entrapment. People are
trapped within systems, particularly those who live just above the poverty line.

How do we transition from policies of entrapment to policies of care, autonomy, and
dignity that uplift disabled people? And | want to emphasize: this is not a rare
experience. A quarter of all working-age adults will experience a long-term work
disability onset. This is a common part of the human experience. Policies of care have
great relevance for everyone in this society.

>> HANNAH: Henry, what have you learned from trying to push the policy landscape
toward a better, more inclusive reality, and what challenges remain?

>> HENRY CLAYPOOL: | think we're in a budgetary box that's been built over decades.
As long as Congress holds itself to certain spending limits and conventional rates of
taxation, more creative and supportive ways of helping disabled people in the workforce
are difficult to achieve, because they can be expensive.

Medicaid is already a very large portion of state budgets — second only to education, or
even number one in some states. Making a transition from a system that says "prove to
me your disability is significant enough and you'll get a subsidy" to one that says "here's
a subsidy available when you're engaged in the workforce, and here's what it can be
used for" — that's a real challenge.

But | do think it's time to start having conversations about how we begin to pay for some
of the policy proposals the community is surfacing. The approach is necessary. I'm just
eager to see how the budget conversations unfold at a time when our politics is so
frayed and fractured.

>> HANNAH: Mia, how can we think ambitiously about moving from the system we've
had for decades into something new?

>> MIA IVES-RUBLEE: I'll flip the script a little. | think we are now in a position to have
big ideas, and it's up to us to ensure those ideas get considered and implemented. For
so long, we've been told that structures can't change radically — that we can't do
something because it costs too much. But we've seen through this administration that



change can happen very, very quickly. Structures can be demolished and rebuilt
differently than we've ever considered in our lifetimes.

What concerns me is that people are still thinking within the box of structures we've had
for centuries — structures we know don't work. We can think in FDR terms. We never
debate the cost of militarization, but the moment we talk about feeding people, keeping
their lights on, or keeping a roof over their head, we start nickel-and-diming every
program.

Because disability is so prevalent — and if you are lucky enough to live long enough,
you are likely to have a disability — we need to start thinking about the universality of
certain programs, requiring less documentation or proof that you "deserve" them. That
means conversations about universal health care, including single-payer. Those are the
ideas that inspire people to want to build better communities. This is the time to make a
new deal.

>> HANNAH: At the Roosevelt Institute, we love falling on that legacy as an inspiration
and a call to action. If you could establish any policy to improve economic security and
affordability for disabled people today, what would it be? Taryn, let's start with you.

>> TARYN WILLIAMS: Federal paid leave and paid sick time — that's what comes to
mind first, because | come at this from an employment lens. And ending the sub-
minimum wage. Every person with a disability deserves to earn a wage commensurate
with their work, equal to their non-disabled peers. When you allow workers to be paid a
sub-minimum wage, you send a message to society, to employers, and to disabled
people and their families about the value society places on that work.

>> HANNAH: Zach, what's on your dream list?

>> ZACH MORRIS: The United Kingdom's Personal Independence Payment is worth
looking at. It provides cash assistance for daily living costs, requires no work
requirement or disability identification, has no asset limits, no income restrictions — it's
a cash supplement to help people with their average daily costs.

And accessible infrastructure and transportation. Transportation is a huge cost, and
investing in accessible infrastructure addresses the pressures of the disability squeeze

in many ways at once.

>> HANNAH: Henry?



>> HENRY CLAYPOOL: Housing is an area where we should be going. In the
contemporary affordability debate around housing stock, a committee drafting legislation
might be approached with: would you consider adding a disability supplement? A tax
deduction for the costs of making a home physically accessible — it doesn't eliminate
the expense, but at minimum people wouldn't be taxed on it.

| also want to advocate that we not leave behind the people who are still on the targeted
programs we've built. The disability experience is very heterogeneous — it's hard to
generalize. But a fairly generous subsidy around health care expenses is necessary.
Early conversations could take the form of adjusting the tax code to compensate people
for those extra expenses. The chasm between life-sustaining government programs and
self-sufficiency is huge, and we need to find ways to truly bridge it.

>> HANNAH: On the question of workplace policy beyond the ADA — Taryn?

>> TARYN WILLIAMS: Progress for disabled job seekers and workers in the workplace
is being rolled back. But economic security for disabled people isn't just about what
happens in the workplace. It's shaped in the classroom, in the workforce system, in
transportation and housing. Sometimes people say a given issue "isn't a disability area"
— when in fact it is essential to building a universally accessible world.

Fully funding our enforcement agencies is critical. We're 36 years into the ADA in July,
and employment is arguably its most unfulfilled promise. Getting there requires thinking
about every part of the system — on the job, but also everything that got someone
there: school preparation, vocational rehabilitation, training, and so much more.

>> HANNAH: Mia, what policy shifts do we need to actually live up to the ADA and
move beyond it?

>> MIA IVES-RUBLEE: The ADA is a rights-based statute — it protects those who can
access those rights, but not everyone can. We've seen migrants in detention denied
basic supports despite having disabilities. It's important to understand both the benefits
and the limitations of the laws we have.

And | want to challenge our framing around independence. We talk so much about
"independent living" — but one of the most important things | saw during the height of
the pandemic was how essential mutual aid and community systems were. Policy
should fit into different communities, take into account different community needs, and
be flexible enough to meet people where they are. Requiring people to fit into rigid
boxes traps them in poverty.



On employment specifically: unionization is deeply connected to disability. Unions were
created partly to stop workplaces from creating more disabled workers and to protect
those who became disabled. Workplace protections, OSHA, job security, workplace
injury protections — all of these are rooted in disability policy, but nobody is talking
about them through that lens. When | talk about universality, | mean exactly this: it's all
connected. We don't have to be independent in the sense of functioning singly for
ourselves. We function as a community.

>> HANNAH: Thank you so much, Mia. | love that message. I'm so appreciative of all
the optimism I've heard on this panel. | know it has been a challenging few decades —
to put it that way. But there are great ideas and real solutions out there for the
affordability crisis. Bringing the disability lens in expands our worldview and expands the
options we have. It doesn't limit in any way.

Thank you all for your time and your wisdom. And thank you to our audience for joining
us and asking great questions. Please follow the work of all four of our wonderful
panelists, and follow the Disability Economic Policy Research Consortium — we're
going to do more of these webinars throughout the year. Thank you all so much.

(End of session.)



