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Working to Move:

Planning and Pursuing Cross-state Moves

The Hidden Work of Medicaid Personal Care Assistance (PCA) Services Users

Background

Brian R. Grossman, Sc.M., Ph.D and Courtney Mullin, M.S.W, M.P.A

| Summary |

Discussion & Implications

Nearly 3 million people have access to Medicaid-funded
home and community-based services, an umbrella set of
services and supports that may include personal care
assistance (PCA)."® PCA is a form of care work provided by
people to other people who need assistance or support with
activities of daily living (e.g., bathing, toileting), instrumental
activities of daily living (e.g., light housework, meal
preparation), and other community living tasks (e.g.,
transportation) in a variety of contexts including home, work,
and while navigating public spaces.*5 PCA stands as a
significant achievement in the independent living and
disability rights movements’ struggles for deinstitutionalization
and community living options.®®

As PCA users plan and pursue cross-state moves, they are
reminded that they qualify for services only in their current
state and must re-establish eligibility in the desired
destination state under that state’s rules, without assurance
of continuity of access. '3 To pursue cross-state moves, PCA
users must engage in this work-intensive process on their
own, accessing resources from their networks to navigate the
system in the hopes of achieving their goal. %14

Research Questions

1. How do Medicaid PCA users actively perform
“work” as they plan and pursue cross-state moves?

2. What specific types of work are performed by
Medicaid PCA users? How can these be identified,
described, and understood as overlapping and/or
related to one another?

Conceptual Framework

Figure 1. Moves in Context: A Model of Cross-State Movement
Dynamics for Medicaid (HCBS) Users

Social structure (Medicaid policy, state level characteristics)
and ideology (capitalism, ableism, etc.)

Social position (sex, race, socioeconomic status) and
personal resources (family, social networks, experience, training)

(Grossman, 2018)

By engaging Feminist and symbolic interactionist concepts of work, this project illustrates how Medicaid PCA users who desire
and pursue cross-state moves engage in “beneficiary work,” a hidden form of labor 16 to maintain benefits. Medicaid PCA users
perform this unpaid work by: 1) assessing service ecosystems, 2) finding the right door, 3) persisting through the bureaucratic
gauntlet, 4) advocating for systems cooperation, 5) re-establishing networks of support, and 6) responding to service gaps/lapses.
Beneficiary work:

Hidden labor performed by Medicaid PCA users who desire and pursue cross-state moves

Cross-state |
Move 1
Pursued |

“And the only way [getting access to
services] took that short usually it takes
longer is because I called my state
representative, and | said, ‘Look, if |
don’t get care soon, I'm going to end up
in a nursing home.” And so, they called
and got me on services. So, had I not
done that it would have taken longer
than six months.”

Assessing the Service Ecosystem
(Continuous)

Assessing the
Service
Ecosystem
(Initial)

Persisting
through the
Bureaucratic
Gauntlet

D, a 34 -year-old white transman
moved to the Mideast US

networks

“.. I was looking to see what |
needed to do to transfer my
personal assistance, my
Medicaid...what would be
involved in setting up my
personal care [in the destination
state]...And that kind of led me
to research different programs
in different states.”

“..for work I literally had to... get
volunteers to help me live my life
because there wasn’t enough services
for me to live there on my own.”

“I need [the destination state
disability services] to come out
and assess me to tell me how
many hours | deserve. But I've
gotten the biggest run-around
trying to do that. So, I called
the number that they gave me
on one part of the site, and
somehow it routed me to the
Medicaid fraud line.. So, |
called Adult Services, and
[they] said, ‘We don’t know
what you're talking about. We
don’t have anything like that.”

Jordan, a 28 -year-old white
woman living in the Southeast US

“The problem actually was that you know just
trying to find somebody and who you go through.
What agency do you go through? Do you go
through care.com? Do you go through
[independent living center]? Do you go through a
nursing listserv...?”

Denise, a 41-year-old white woman
from the Mideast US

Sergei, a 31 -year-old white man
living in the Great Lakes

Claire, a 23 -year-old white woman
living in the Mideast US

As they plan and pursue cross-state moves, Medicaid PCA
users engage in multiple forms of unremunerated, and prior to
this analysis, unnamed work. Collectively the six identified
forms of work illustrate beneficiary work, a category of
invisible labor akin to patient work'8 or the work of women
negotiating the welfare system.'®2! The term recognizes how
PCA users act to maintain their service eligibility in a policy
context fraught with obstacles and barriers. Despite more
than four decades of disability law and policy aimed at
reducing barriers to education, employment, and participation
in community and civic life, Medicaid policy continues to
envision people with disabilities as immobile, remaining in the
states where they currently reside (often where they were
born) in perpetuity.>'* Additionally, beneficiary work illustrates
how responsibility to ensure access to the “most integrated
setting” has devolved from the Centers for Medicare and
Medicaid Services (CMS) and state governments (Olmstead
v. L. C., 1999) to PCA users.

Claiming and naming this hidden labor performed by people
with disabilities contributes to and expands upon Feminist and
interactionist conversations about invisible work. By focusing
on PCA, the context of the invisible work changes from
patients in the hospital to people with disabilities living at
home and in the community. Beneficiary work, originating with
PCA users but likely generalizable to other users of means-
tested programs, indicates a further reason to engage in
invisible work: continuity of access, or taken to the extreme,
survival.'®22 That is, despite the documented forms of
degradation accompanying how one qualifies for and
maintains benefits, beneficiary work is necessary for
continued community living.19-2%
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