The cost of disability by Joseph Shapiro, NPR News Investigations correspondent

People with disabilities talk about what they call “the disability tax.” It's the idea that
there are added costs to living with a disability. You use a heavy wheelchair, and
you need to buy a car? You might spend an extra $10,000 to $35,000 to install a
wheelchair lift. If you can’t drive at all? Then you're likely paying extra for cabs and ride
shares. There’s also an added cost of emotional energy and time when you're disabled.

For several years, I've been interested in the additional problems disabled people face
when they travel.

Richard Beaven for NPR, via Cory Lee, Zayrha Rodriguez/NPR and via Karen Lohr
In 2020, I wrote about how Amtrak charged two wheelchair users $25,000 for what

was normally a $16 fare from Chicago to Springfield, Ill. That was an extreme case, and
Amtrak reversed the decision after attention from NPR and a U.S. senator at the
time.

The next year, I wrote about the added problems disabled people face when they
take airplane trips — including when wheelchairs get damaged on the way in and out

of baggage holds and often need expensive repairs.

One disabled veteran explained he doesn’t fly direct on long flights. He'll schedule a
stopover in another city so he can use the accessible airport bathroom. Because it can
take an hour or more to get his wheelchair when he gets off the plane, he makes sure
his stopovers last hours.
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So I was interested when my colleague on NPR's Investigations Unit, correspondent
Chris Arnold, mentioned a complaint he’d heard from another disabled veteran: That
hotels were raising the height of beds to create a sense of luxury — and that makes it
difficult, or even dangerous, for people in wheelchairs to get in and out of bed.

We asked people to share their experiences and heard from more than 200 people who
use wheelchairs, scooters or other mobility devices. I interviewed 50 people from the
survey or others I met.

They expressed one thing in common: They’'ve come to expect that when they arrive at

their hotel, they’ll need to deal with an accessibility problem — and pay that
disability tax in stress or sometimes dollars.

The most common problem people told us about was showing up at a hotel and finding
that there was no accessible room, even though they’d reserved one online or made a
direct call to the hotel. If they got a room, it often wasn’t accessible as promised.

I asked Don Bergman of Jacksonville, Fla., what he’s thinking when he first opens the
door of a hotel. “It's anticipation and it’s a little bit of dread. You hope for the best,
expect the worst and then deal with what you've got.”

The Americans with Disabilities Act — which is now 35 years old — requires most hotels
be made accessible to people with disabilities.

“The laws are in place that I should be able to just go to a hotel and be able to get in my
room,” says Kathryn Sorensen, an associate professor of occupational therapy at the
University of North Carolina.

She writes about her travels in a blog, The ADA Nerd, where she celebrates the
accessible hotel rooms she finds but also points out the persistent problems that cause
wasted time and added stress — including hotel room doors too heavy to open,
inaccessible bathrooms and beds too tall.

“I'm angry. I'm irritated,” she says about hotel travel. “I think the best way to say it is,
it's exhausting.”

We’ll do more stories on hotels, including one specifically on hotel bed heights. You can
add to our survey here. And I continue to write about systems that are supposed to
protect people with disabilities but don’t. You can reach me at jshapiro@npr.orq.
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