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Executive Summary

This Needs Assessment Report examined the experiences of people with mobility disabilities and
their healthcare providers when accessing care in New York State. Through four focus groups, we
identified a complex, multi-layered maze of barriers that compound each other, resulting in limited
access to high quality care. The first layer and primary gatekeeper is insurance plan limitations,
followed by home and community-based services to meet basic social needs, finding accessible
clinics, and finally disability-competent providers. Across all focus groups, people with mobility
disabilities and their providers reported that care coordination was a major facilitator in
successfully navigating care across this complex, multi-layered system.
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Background

Mobility disabilities, as defined by serious difficulty walking or climbing stairs,! are the most
common disability type experienced in New York State (NYS). People with mobility disabilities
represent 13.6% of adults in NYS, corresponding to an estimated 1.96 million individuals.2 Multiple
federal laws protect the right of people with mobility disabilities to receive equitable access to
healthcare services. These laws include Section 504 of the Rehabilitation Act of 1973, the
Americans with Disabilities Act of 1990, and the Affordable Care Act, Section 1557.37

Despite these protections, this population experiences persistent health and healthcare
disparities. People with mobility disabilities have a 64% higher hazard of all-cause mortality when
compared to those without these disabilities, even when holding other sociodemographic
characteristics constant.8 Among mobility, sensory, mental illness and cognitive disabilities,
mobility disabilities have the strongest association with mortality.8 People with mobility disabilities
also experience significantly higher prevalence rate for seven chronic diseases.®

People with mobility disabilities report persistent disparities in receipt of high-quality, timely
healthcare. For example, they are more likely to have unmet medical, dental and prescription
needs.?10 Women with mobility disabilities are less likely to receive necessary, routine women’s
health care. For example, preventative services such as mammograms and Pap Smear tests are
less likely to be current when compared to women without mobility disabilities.11 Additionally,
pregnant women with mobility disabilities report they are not routinely weighed during prenatal
care visits,12 despite routine monitoring of weight gain being a standard of maternal care.13.14

Evidence to date suggests that system-level access barriers impact receipt of high-quality
healthcare. For example, people with disabilities are more likely to have health insurance coverage
yet are still more likely to report cost-related barriers to healthcare.1® They also commonly
experience delays in receipt of essential mobility equipment.16 Evidence is scarce documenting the
system level barriers specific to NYS experienced by people with physical disabilities.

For all individuals, including people with disabilities, accessing healthcare is a fundamental part of
living independently in the community. In 2013, The Olmstead Report identified specific strategies
to assist people with disabilities to transition and thrive in community-based settings. This was a
part of the Supreme Court decision in Olmstead v. L.C., 527 U.S. 581 (1999), which upheld “that
the state’s services, programs, and activities for people with disabilities must be administered in
the most integrated setting appropriate to a person’s needs.”1? This report outlined programmatic
investments in NYS health infrastructure to operationalize transitioning people with disabilities
from segregated settings to the community.

Twelve years after The Olmstead Report, we have conducted this Needs Assessment to understand
the experiences of accessing healthcare by people with mobility disabilities and the providers
serving them. Furthermore, we report on the essential components within the NYS healthcare
ecosystem for people with mobility disabilities to stay healthy.

Description of Participants

A total of 16 people with mobility disabilities participated in three focus groups and 8 participated
in the provider focus group (Table 1). Over half of the people with mobility disabilities were
between ages 40-59 and a handful younger than this. Just under half of this group was White and
most were not Hispanic. Three-quarters of members were women. Half lived in New York City
(NYC). The rest were spread across central NY, Long Island, and Hudson Valley. Of the people with



mobility disabilities that responded to insurance type (n=16), a range of insurance plans were
represented, all of which were publicly funded, with the most common being managed long-term
care plans. Finally, of the 16 members that provided their employment status, over half of were

employed, either part or full-time.

In the provider focus group, nearly half were between ages 50 and 59. Almost all providers were
White and not Hispanic. The majority of providers were women, and about half lived in NYC.

Table 1. Focus Group Participant Demographics

Age (years) People with mobility

disabilities (n=16) Provider (n=8)

n % n %

18-29 2 12.5% 0 0%
30-39 2 12.5% 1 12.5%
40-49 5 31.3% 2 25%
50-59 6 37.5% 3 37.5%
60-69 0 0% 1 12.5%
Missing 1 6.2% 1 12.5%
Race People with mobility Provider (n=8)

disabilities (n=16)
American Indian/Alaska Native 1 6.2% 0 0%
Black/African American 6 37.5% 0 0%
White 7 43.8% 7 87.5%
Other 2 12.5% 0 0%
Missing 0 0% 1 12.5%
Ethnicity People with mobility Provider (n=8)

disabilities (n=16)
Hispanic 2 12.5% 1 12.5%
Not Hispanic 13 81.3% 6 75%
Missing 1 6.2% 1 12.5%
Gender People with mobility Provider (n=8)

disabilities (n=16)
Male 4 25% 1 12.5%
Female 12 75% 6 75%
Non-Binary 0 0% 0 0%
Missing 0 0% 1 12.5%
Geographic Representation People with mobility Provider (n=8)

disabilities (n=16)
Central NY 3 18.8% 0 0%
Hudson Valley/Capital District 4 25% 1 12.5%
Long Island 1 6.2% 1 12.5%
New York City 8 50% 5 62.5%
Missing 0 0% 1 12.5%
Insurance a b People with mobility disabilities (n=16)
Medicare or Medicare Advantage 3 18.8%
Medicaid 1 6.2%
Medicare and Straight Medicaid 2 12.5%




Managed Long-Term Care or 6 37.5%
Medicaid Managed Care

Other 3 18.8%
Missing 0 0%
Employmentb People with mobility disabilities (n=16)

Employed Full Time 6 37.5%
Employed Part Time 3 18.8%
Disabled/not able to work 6 37.5%
Not employed/looking for work 1 6.2%

a: Provider providers were not asked to provide responses in these categories.
b: Multiple selections per respondent allowed. Consequently, percentages do not sum to 100%.

Findings

Across focus groups, members described common experiences in navigating the healthcare
system in New York within their respective roles as patients and providers. Ultimately, these
experiences centered around layers of the system that acted as barriers to accessing high quality
care. Provider participants consistently expressed experiences and insights that aligned with
participants. Comprehensively, we describe these barriers as the multi-layered maze of accessing
healthcare in NYS with a mobility disability (Figure 1).

Figure 1. Multi-Layered Maze of Accessing High Quality Healthcare
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Figure 1. The four layers of navigating the New York State healthcare system as a person with a
mobility disability: (1) insurance plan limitations, (2) basic social needs, (3) accessible clinics, and
(4) disability-competent providers. The bottom layer is the result of navigating this maze.
Participants described care coordination as a facilitator when navigating the healthcare system.

In the following sections, we describe the experiences of focus group participants organized by
each barrier within the maze.

Layer 1: Insurance Plan Limitations as Main Gatekeeper

Members and providers commonly described insurance plan limitations as the greatest barrier to
overcome. The limitations of insurance plan benefits played a role in accessing care at every step
of accessing healthcare. Members reported that insurance benefit design and provider network
adequacy trumped all else in limiting access to meeting basic social needs in home care,
transportation, and mobility equipment, finding primary care and specialty care services located in
accessible clinics, and accessing disability-competent providers. Providers corroborated members’
experiences, although from the clinician seat. Providers frequently shared experiences where
insurance plan benefits were misaligned with their own clinical recommendations to keep
members with mobility disabilities healthy.

Finally, members underscored that due to the narrow range of care options available to them,
these restrictions were highly consequential. A key example of this was a thread that repeatedly
arose across all focus groups: accessing providers who understood their health condition and
related disability. One patient participant who was a little person described her process of
accessing podiatry. First, she said “it's not just any podiatrist, it would have to be a podiatrist that's
familiar with little feet”. She then described the process:

“When you find a provider that you're comfortable working with that understands or listens
... continuity of care is really important... the thing is, insurance networks...the navigating is
really quite difficult...especially if we want [to] continue seeing the providers that we see,
that understand us...that we've built a relationship with that, that now can pronounce the
condition that we have and understand what our priorities are in terms of what we are
looking for to be our best versions of ourselves...and so when you find those providers,
then navigating, you know, the Medicare Advantage Plan networks and going through,
okay, here are the, here are the drugs that | take, the pharmacies that | use, you know,
which Medicare Advantage plan can work for me...” (Patient FG1)

Layer 2: Meeting Basic Social Needs in Home Care, Transportation, and Mobility Equipment

Members reported that meeting basic social care needs was the fundamental first step to
accessing healthcare services. To succeed at this, members delineated accessing home care,
reliable transportation and mobility equipment as essential components.

In summary, participants said:
o Home care: Adequate home care often meant fighting for a sufficient number of

service hours. Members experienced frequent challenges by insurance plans in
obtaining this.



o Transportation: The main transportation options through Medicaid, non-emergent
services and paratransit, were unreliable and interfered with meeting the demands of
their personal and vocational lives.

o Mobility equipment: The insurance process required to obtain repairs to mobility
equipment was unnecessarily intensive and protracted given the fundamental nature
of this equipment in members’ ability to access healthcare, their family and community
activities, and overall well-being.

Home Care: Fighting for Sufficient Hours

Members with mobility disabilities reported that meeting basic social care needs was the
fundamental first step to accessing healthcare services. While not typically thought of as a social
need in the non-disabled population, members with physical disabilities highlighted this as a non-
negotiable priority. They said that to meet basic self-care needs such as bathing, dressing, and
transfers from bed to wheelchair, they were reliant on personal assistance programs.

Without this service, members said accessing healthcare was out of the question.

"First and foremost: home care. Everything else is secondary. | can't even go to an x-ray or
a doctor's appointment without getting outta bed, you know?" (Patient FG1)

Another participant said:
"Once that's [home care] in place, then everything else has the possibility of aligning
properly." (Patient FG1)

Despite the core nature of this need, many members said that insurance providers often denied
their requested number of home care hours. They described lengthy processes where they needed
to defend their home care hours to complete self-care tasks.

Two poignant examples of this came from members who were mothers to young children. They
shared their experiences in being denied home care hours by their insurer. These mothers
reported their insurance companies assumed their children were adults and expected the children
to provide homecare.

"When | say 'my daughter’, | don't know why, there's always an assumption that she's an
adult. So | have to remind people she is eight years of age, so what | need help with, she is
not responsible for, thank you. And they [insurance provider], in my experience that is
always used to see if they can reduce home care hours at any cost." (Patient FG3)

"With them [insurance provider] saying, you are not going to be approved for weekends
because you live with two other people. First of all, those two other people, I'm their
caregiver. They're not supposed to be mine." (Patient FG3)

Participants also said that regional factors affected access to personal assistance services.
Outside of New York City, participants reported personal assistants can be hard to find. They said
this was potentially due to needing to drive farther distances for short service periods.



From the Providers

In the provider group, the focus group questions primarily addressed direct healthcare
access, however providers independently emphasized the importance of home care in keeping
their patients with disabilities healthy. Their comments corroborated that insurance plans often
provided a smaller allowance in home care hours than members needed to meet basic self-care
needs.

“A couple things, we just didn't talk about where things where insurance, particularly
Medicaid, interferes when we're talking about people with disabilities trying to live
independently, where home care and home care hours are very important for them to be
able to stay and live in the community and do the things that they're needing.” (Provider FG
1)

Transportation: Current Options Are Time Consuming and Unreliable

After home care services and being able to complete basic self-care, members underscored
adequate transportation services as critical to accessing their medical care.

" After getting outta bed, then | need Medicaid-funded transportation services to get to that
doctor." (Patient FG1)

However, there were complications in finding reliable and accessible transportation. The
participants described the Medicaid non-emergent medical transportation rideshare services as
unreliable related to the duration of each trip. This resulted in either arriving too late or hours
before their scheduled appointments. Also, they often needed to wait a substantial amount of time
for pick up. This service utilizes a rideshare structure where multiple individuals are scheduled on
the same ride. They described it being difficult to plan their day as ride times varied depending on
the locations of where other riders lived. Sometimes a single medical appointment consumed most
of a potentially productive day.

"You're picking everybody up and you're taking the tour of the city and there's no time on
that. And that is not comfortable when you come from your appointment, you're tired from
that anyway. And then to have to take a journey touring New York City, that is not helpful."
(Patient FG3)

Participants also described coordinating the rideshare service as another layer limiting access to
their appointments. Medicaid rideshare bookings typically require at least two to three days
advance notice. This meant that changes in a reserved ride service required doctor’s note, which
required another layer of coordination with their doctor’s office.

Ultimately, these aspects of the Medicaid transportation service were limiting factors in their ability
to have an active life and day-to-day commitments such as parenting or maintaining a job. For this
reason, members that had the means found other modes of accessible transportation. One
participant paid friends to drive him to appointments. Others used the E-Hail services which
contracts with Lyft and Uber and allows greater flexibility in transportation coordination. Private
rideshare companies also offer services with Wheelchair-Accessible Vehicles (WAVS) that people
with mobility disabilities can leverage. Members who could afford these services were largely
satisfied with these services, as they were reliable and allowed them to control their schedule in
ways that the rideshare cannot.




“Most currently, which has been very helpful if you live within the five boroughs, the
Access-A-Ride eHail program has been Godsend, so I'm using them as a format to get to
work and to get to my doctor's appointments.” (Patient FG 1)

Despite this, members also pointed out that private rideshare options were not affordable
by all.

“If you are an individual with a disability who needs to go to dialysis three to four times a
week if you live on a fixed income that can get a low costly so then you result into having to
use their transportation, which is covered by the Medicaid service.” (Patient FG 1)

From the Providers
Providers also expressed a keen recognition of the transportation barriers that members
with mobility disabilities experience to get to their medical appointments.

"I'm thinking of a patient | saw this morning who does not live in the city. Just accessing
certain services like physical therapy or follow-up, you know, for an MRI becomes a
challenge just from a distance point of view, and then relying on his partner to drive him in
for appointments. And so there's just some very practical limitations...distance and
accessibility... if you're relying on Access-A-Ride for everything, | mean, that's eating up a
huge portion of your day." (Provider FG 1)

Mobility Equipment: Protracted Repairs Impact Well-being

Multiple members described experiences of being severely restricted in accessing healthcare, life
and overall well-being related to protracted wheelchair repair experiences. They emphasized that
mobility equipment was how they got around in their homes and community and thus protracted
repairs fundamentally impacted their ability to access healthcare, in addition to completing basic
self-care, family, and community activities that led to overall well-being.

"That's like telling someone, you know, just freeze, don't walk, like, just freeze in place
because without my chair | can't go to work. | can't take care of my kids." (Patient FG 2)

Multiple members said they felt a lack of appreciation for the fundamental role that wheelchairs
played in their lives. They said that simple wheelchair repairs were often an unnecessarily
complicated and protracted process. One participant provided this example:

"So, if my wheelchair breaks, then | have to go to a doctor to get a referral, but | have to
wait for an appointment for that doctor which is not right away. So you have to wait, | have
to wait at least four weeks to six weeks to see a doctor to then get a referral for repair, to
then get evaluated by a facility...a place that fixes wheelchairs. And then they do an
evaluation and then they tell you what equipment you need. You then go back to the doctor
to get another prescription on what you need. You then go back with that prescription, you
know, then you have another. You know, if the nurse doesn't get back to you from that
doctor, you have yet another appointment you have to go to. It's just several appointments.
By the time my chair gets fixed you know, it's like five months later, six months later."

Finally, many members said that lacking the ability to mobilize outside of a room or home for

months on end negatively affected their mental health. Going through the wheelchair maintenance
process left them isolated at home and unable to meet the demands of their daily lives.
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"It end[s] up affecting your whole life. You can have something wrong with your foot plate
on your wheelchair, and it's going to take them two months to fix it. You can't go out
anywhere. Now you are in the house depressed, and you know, you can't go to the doctor."
(Patient FG3)

One participant made the point that the repair process was so reliably long that rather than being
without a wheelchair, she would try to get by with makeshift repairs of her equipment herself. This
posed a safety risk which she acknowledged, but she preferred this risk over going through the
wheelchair repair process. However, she was frustrated to be in this situation needing to choose
between being immobilized while waiting for a wheelchair repair and maintaining access to her
wheelchair while putting her safety at risk. Members also said that loaner equipment was
inconsistently available. They pointed out even when available, this equipment was only a short-
term option as it was not fitted to their bodies, often causing inefficient mobility, discomfort and
pain over time.

From the Providers

Across home care, transportation and mobility equipment services, clinicians shared
frustrating experiences in their role prescribing clinically appropriate services.

"In looking both at medications and things like wheelchairs and equipment, and home care
hours and services like that, it is the insurance telling us, no, no, no, 'you want this, but you
can't have it even though you are the clinician." (Provider FG 1)

They expressed insurance denials as directly impeding their ability to use their clinical judgment.
One way that insurance denied clinical recommendations for mobility equipment was to
“downcode” or approve a cheaper option reimbursed at a lower rate.

“Whereas now the insurance will automatically, deny or downcode. And, if you downcode,
then you have to, you know, is the vendor willing to provide equipment that they're not
gonna get wholly reimbursed for? ... | do feel that our hands are tied a little bit in terms of
what we can provide for a wheelchair, bath equipment, a standing frame, you know, stuff
that we have to really either not be able to provide or provide very sparingly as compared
to previously." (Provider FG 1)

Insurance denials are so common and pervasive providers described needing to choose
between prescribing clinically recommended equipment at the high risk of delays in acquiring
the equipment due to the vendor refusing to fill the script; or pre-emptively downcoding to
match the anticipated insurance option. The latter minimized potential delays related to back-
and-forth paperwork, but the patient misses the opportunity to use the equipment best suited
for them. Providers felt disheartened by these two choices, neither of which fulfilled their goal of
providing the highest quality care to their patients.

“I just felt like | already adapted my clinical decision making and what | would order for
patients based on how hard | knew it would be to get that thing. So I'm already changing
my behavior even upstream of trying to get the service and that I'm making judgment calls
on whether it's worth the effort to try to get the thing. ... | knew it would send me down a
rabbit hole, like four hours trying to figure out how to do something that | didn't have time
for.” (Provider FG 1)
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Layers 3 & 4: Accessible Clinics and Disability-Competent Providers

Members and providers described a limited pool of accessible clinics and disability-competent
providers. When geographic limitations of insurance plans overlaid upon these limited choices,
members were left with few to no choices. Members underscored provider network limitations as a
significant barrier to finding disability-competent providers located in accessible clinics.

One member highly knowledgeable about insurance plan limitations in her role as a certified
patient advocate and Medicare counselor said that the limited network was the primary reason
she stayed with traditional fee-for-service Medicare and Medicaid rather than a managed long
term care plan. She said that she was able to access providers knowledgeable on her condition
through staying in the traditional Medicare and Medicaid option. While this came with an added
layer of navigating two separate insurance benefit plans, she said it was a mild tradeoff for the
benefit of accessing providers knowledgeable about her condition.

"So what I'm saying is it's not as complex as the myth that it is when you have original
Medicare and you have Medicaid...I just wanna make sure we're on the same page with
understanding that, for people with physical disabilities, it is so important for us to
maintain our providers." (Patient FG 1)

Layer 3: Accessible Clinics

Accessible clinics encompassed being able to get into their doctor’s office as well as available
exam equipment enabling them to participate fully in standard exams. Participants described a
lack of exam equipment that they could safely transfer to or that could accommodate their
wheelchair.

"I'm always afraid of getting hurt by somebody physically lifting me. They don't have Hoyer
lifts. There's a very large healthcare provider in my county and outside of it as well. They
don't even allow me to bring my own lift in. They can't help and none of their workers can
physically help me." (Patient FG 1)

Two women said finding accessible women’s healthcare is a problem. However, they noted they
were fortunate to have good care coordinators enabling them success in identifying accessible
clinics.

“When it comes to mammogram and GYN | do use my coordinator through ICS, so we can
go to an accessible location, which is geared for wheelchair users...which is very, very
helpful.” (Patient FG 3)

“During my pregnancy, they [care coordinators] were very, pivotal in making sure that | had

a wheelchair accessible birthing room, which I'm pretty sure most women in general — with
or without disabilities — don't even realize that that exists.” (Patient FG 3)
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Layer 4: Disability-Competent Providers

Another layer identified by both members and providers related to disability-competent providers.
Members said this competence encompassed both having knowledge about disability-related
health issues and respecting the expertise that patients with disabilities have about their own
bodies. For example, one member with spina bifida said she could only find specialists who saw
pediatric patients.

“In my experience [it] has been challenging in the sense of finding doctors that specialize
in care for adults with spina bifida. Apparently there a lot of doctors that specialize in
pediatric care for spina bifida, but not adults.” (Patient FG 2)

Members emphasized the importance of their doctors respecting their experiences and narratives
of their medical symptoms.

“I think for me it comes down to medically competent doctors...Medically competent
doctors who are, who also have good bedside manner and are willing to listen to me and
understand that they may be experts in medicine, but I'm expert in my own body and my
own experiences.” (Patient FG 2)

Additionally, due to the challenges of navigating insurance and accessible clinics, members and
providers said experience with navigating the NYS health system related to insurance benefit
limitations, accessible clinics and other knowledgeable providers was key.

"It funnels down even further of people who have the capacity and the knowledge and
expertise to treat people with physical disabilities. In addition to the accessibility of it as
well is, ‘Are the resources that are out there, are they fully accessible for somebody who
may be a wheelchair user has mobility?’, so it's already limited. Then it even drills down
even less when they might have expertise." (Provider FG 1)

One primary care provider who no longer primarily serves people with disabilities, acknowledged
how difficult this navigation expertise was to attain.

“The one other thing that comes to mind for me is, honestly looking at you all, | think as
people who are really expert at navigating the system, and again, | think of when | was at
[redacted], | felt really inexpert, like, had a hard time navigating it as a primary care
provider.” (Provider FG 1)

“And one of the things that really stuck with me was that building relationships with the
right providers or the right services right people was so important. And you do that over
years of like really building out those relationships and knowing where to send your
members. | always had wondered, is there a way to make that feel more sustainable? ...
That, it's easier to find. Providers or places that are disability friendly, or that | can send my
members to and | know what to expect, they know what to expect.” (Provider FG 1)

Compounding members’ ability to identify accessible clinics was geographic limitations. Members
said that regional limitations written into insurance plan designs were major barriers to disability-
competent specialty service providers. Members who reported the greatest difficulties lived
outside of the city. They reported few disability-competent specialists in their geographic areas. To
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access these specialists, members again needed to complete burdensome administrative
paperwork.

"So a lot of times, you know, distance could be an issue, and everyone always has tried to
get me to see someone closer, but the folks that are closer to me are not knowledgeable
about disabilities. So it's kind of like being forced to go outside of your geographic area to
make sure that you get the proper care." (Pt FG1)

Members said that even after gaining approval to see a disability-competent provider outside of
their geographic area, transportation was another limiting factor. Transportation services set their
own geographic boundaries. Members described needing to complete yet another layer of
administrative paperwork to gain an exception.

"Recently, it's come to my understanding that if you now live say in Brooklyn and your
doctor is in Queens, there is a separate form that needs to be completed because they
prefer, for you to utilize a physician or specialist within the borough that you live in. And
realistically speaking, we all know that sometimes we [people with disabilities] gotta go
outside of what we know to get the right care." (Patient FG 1)

Due to multiple past negative experiences with providers, members prioritized disability
competence over geographic convenience. Once they found a disability-competent provider, they
remained loyal regardless of location.

The Result: Deferred Care, Lower Quality Care, and Unmet Care Needs

The compounding nature of these four barriers resulted in a cumulative burden on members, care
partners, and healthcare providers. Both members and providers conveyed a sense of fatigue and
exhaustion related to the constant fight required to obtain sufficient medical care that met the
healthcare needs of people with mobility disabilities.

"All of these battles are so emotionally exhausting that you pick your battles according to
your, the hierarchy of life." (Patient FG 2)

One patient provided an example of a lack of provider knowledge potentially affecting safe
treatment options. She shared how a surgeon recommended surgery despite her not having
sufficient home care hours to complete the requisite post-op care. She gave this as an example of
doctors failing to take disability access factors into account in their treatment recommendations.

"I talked to one of the surgeons and | said, well, listen, | only get this many hours of home
care and if | get this surgery, I'm gonna need this many hours of home care, can you help
me with that paperwork, you know, to get that in place? Because otherwise that could be
really detrimental. | mean, I'll get the surgery, but | can't clean the wound or take a shower,
you know?" (Patient FG 1)

Members said that when they had clinicians who were not disability-competent, they needed to
spend medical visit time providing education on their disability and potential medical implications
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of their complex care needs. This affects the quality of their medical care as they aren’t able to
spend the same amount of time focusing on their health concern.

"It takes 20, 15 to 20 minutes for me to do the education to any new provider anyway. And
then by that time we didn't even get to the issue that | came for." (Patient FG1)

Most of the members were in very active years of their life. Thus, the toll of navigating the layers of
healthcare access competed with meeting basic family and work duties. This resulted in
deprioritizing routine care and rationing medical care.

"That's like couple hours outta your day, including seeing the doctor. And that's assuming
the doctor's running on time, which frequently they are not because they have too many
members [with disabilities], because in a small city like Albany, .. there's not very many
options. And so if you are somebody who, or anyone really, you have other things you have
to worry about in life. You have to worry about your family, you have to worry about work,
you have to worry about you know, living. | mean, you can only spend so many days doing
that [attending medical appointments]. So sometimes it's like, okay, well maybe | just go to
this doctor, this doctor, and not all of them" (Patient FG 2)

From the Providers

Providers corroborated that their patients with disabilities seem to pick and choose which
appointments they attend due to limited time and energy resources. They said that this occurred
due to the fatigue, sheer number of appointments, and the lack of consistency with primary care
provider disability knowledge. As a result, preventive care appointments, screenings and services
typically done with primary care were deprioritized.

"l think it also becomes, like just there's a fatigue, right? There's a fatigue of following up,
like ... it's like just, it's kinda like red light, yellow light, green light. What is my biggest
problem right now and how can | triage it?” (Patient FG 2)

Another provider added that the lack of disability-competent providers in the primary care space
added to this problem. Members then over-relied on their MS specialists because of their
knowledge about their disability-related health needs.

“And ... if there's active issues in one area and they're showing up at the MS center. When |
say, when was the last time you saw your primary care doctor? And it's like: ‘There's
nothing going on for me to talk about with them’..." (Provider FG 1)

"A lot of times there's a real comfort level with seeing certain specialists, like as an MS
provider, right. And it's like they'll, I'll often for the last 25 years, | hear people say, well, you
know, | need a primary care provider who knows MS. | need a gynecologist who knows
MS...Because there's this deep desire to connect with someone who gets them." (Provider
FG 1)

Providers also described how the multi-layered factors affected the quality of care they were able
to provide. One provider shared that at times insurance limitations dictated her clinical treatment
options for people with disabilities.
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"Often, it's not the providers who are making the decision about what the treatment should
be. It is the insurance...So even though | believe that this is the right thing for this person,
the insurance can come back and say, no, you actually can't do that." (Provider FG 1)

Expanding upon the sentiment that arose during the wheelchair prescribing discussion, providers
described that in general, after numerous denials, they started making clinical decisions and
recommendations based on what they think insurance companies will pay for. The cost of multiple
denials is the time spent navigating back-and-forth paperwork and processes. One provider who
previously practiced in New York and served a primary disabled population, described this as a
reluctant reality:

“When | was in New York, | was at [redacted] Hospital and there | just felt like | already
adapted my clinical decision making and like what | would order for members based on
how hard | knew it would be to get that thing.” (Provider FG 1)

Similar to members, providers also conveyed a sense of fatigue with navigating the healthcare
system. One provider said that the increasing transition to long-term managed care services has
only exacerbated this fatigue.

"There's more rules. So it's not just a script. Now it's, they need medical chart notes. It's not
just medical chart notes. They need a letter of justification. And so for busy providers
there's a higher demand of what we need from them, and then there's follow up so that
then fatigue happens to these folks in a level of frustration because they're just, those
layers are roadblocks ..." (Provider FG 1)

This provider emphasized that these added layers of administrative burden ultimately led to
decreased access to essential medical care equipment that members need to stay healthy.

“So then those roadblocks just are frustration, and that leads to them not getting, this isn't
about getting something that's a nice to have. It's about getting something that is a need to
have to live safely every day like a catheter or medication or a piece of equipment that
allows me to take a shower." (Provider FG 1)

Care Coordination

Across all focus groups, when members and providers brought up bright spots in their journey
navigating healthcare, their experiences centered around care coordination. Participants
consistently identified these services as a key facilitator in navigating the multi-layered maze of
healthcare. Care coordination services are wide-ranging and can include any activities managing,
organizing, and explaining patients’ rights and available services.

Care coordinators can be employed by health insurers, can be a part of third-party organizational
support networks, or can be more episodic and connected to provider clinics. Members said that
coordinators provided services that substantially relieved the burden of care navigation. These
included helping them understand insurance benefits and coverage of services, being
knowledgeable about their health needs related to their disability, identifying accessible clinics and
knowledgeable providers, scheduling appointments and ensuring appropriate accommodations at
medical appointments, and successfully submitting appeals for rejected claims. For example, the
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member whose insurance plan presumed her kids were adults who could provide care services to
her, attributed her understanding of her rights and obtaining the appropriate number of hours, to
her care coordinator.

Health care providers equally recognized care coordinators as essential to acquiring services
needed to keep their members healthy. Part of this was that the expertise in navigating healthcare
was beyond their scope of knowledge.

"If they don't have that family support or a caregiver who has the capacity to help, then
they need that kind of care management - that access to navigate a very complicated
system because it's complicated - it's complicated for anybody." (Provider FG 1)

However, members reported that not all care coordinators were created equal. First, many care
coordination services were provided as a part of an insurance plan and structured so that
assistance was a “checklist” of services recommended and covered by that plan. Members
described this checklist as unresponsive to their specific needs. Members whose care
coordinators took this approach said these coordinators also had limited knowledge of disability
needs, accessible clinics and providers. Members who had these types of coordinators expressed
dissatisfaction with their services.

“...If you need certain services that you're talking to your care manager about, you know,
they're only focused on particular things within the particular unit of the thing that they
have to do, and so they have to, | hate to say it, but check the boxes of what they need to
do.” (Patient FG 2)

However, participants also shared positive examples of when care coordinators were
knowledgeable on disability health, accessible services. This resulted in success stories of

accessing the right care at the right time and feeling like their needs were being met. For example,
multiple members stated Independence Care System as an example of a highly effective care
coordination service.

“Definitely ICS has been a staple in my life as far as care coordination and what [redacted]
definitely said. ICS is that one stop shop...At that one time, ICS will navigate you in a way
where you need to speak to your care navigator. You need to speak to this person, or you
have the care navigators that, well, let's - let's get on a call together and make this call to
your PCP or your physiatrist. And it gets done. And in that way, let me use the word, I'm
spoiled in that way. I'm spoiled. But anybody receiving healthcare should be spoiled in that
way, where you get directed to the right particular individual or group that will address your
needs to get in things done so you don't have to wait in the system forever.” (Patient FG 2)

Discussion

This Needs Assessment revealed a complex, multi-layered system of healthcare access barriers
facing people with mobility disabilities in New York State. These layers create a maze of limitations
for members trying to access healthcare: (1) insurance plan limitations; (2) services to meet basic
social needs; (3) scarce accessible clinics; and (4) few disability-competent providers.

Across these layers, members and providers described heavy administrative burdens and resultant
fatigue. These compounding barriers resulted in members rationing medical care, deferring
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preventive services, and experiencing lower quality care. Participants described "picking and
choosing" medical appointments based on a "hierarchy of life," acknowledging that while all
services were important, the burdens of accessing healthcare competed with family and work
responsibilities. Care coordination emerged as a critical facilitator, however like providers,
participants noted significant variability in disability competency of their care coordinators.

These findings align with prior literature at national and state levels. At a national level, Karpman
et al.’s 2024 report "Insights from Nonelderly Adults with Disabilities on Difficulties Obtaining
Home- and Community-Based Services and Other Health Care" similarly documented compounding
barriers across multiple healthcare domains for adults with disabilities in the working age range.
Karpman et al. cited insurance barriers as a main factor limiting care for people with disabilities,
consistent with this Needs Assessment findings.18 In meeting basic social needs, Karpman et al.
identified that 1 in 20 reported not receiving needed home care services, and nearly 1 in 5
reported delaying or not receiving needed medical equipment.18

Also at a national level, increased likelihood of delaying or forgoing care among people with
disabilities is well-documented.®11 The findings from this needs assessment flesh out potential
reasons for this in NYS. Our findings suggest these four primary limitations in accessing healthcare
contribute to poorer outcomes for people with mobility disabilities. In addition to insurance plan
limitations and not being able to meet basic social needs, participants reported a narrowed pool of
accessible clinics and providers. These findings on the narrowed pool of accessible clinics and
providers in NYS are also consistent with national evidence. 18-22

This is the first evaluation documenting the experiences navigating healthcare for people with
physical disabilities in NYS that we could identify. However in neighboring Massachusetts, through
its Department of Public Health and in partnership with the UMass Center for Health Policy and
Research, a statewide needs assessment was conducted in 2014.23 Their focus group findings
also highlight insurance coverage as a primary limiter in healthcare access. One of their
participants said that people with disabilities “are always having to gamble on their health”
because they are “having to battle the bureaucracy for the coverage”.23

Increasing the number of accessible clinics and disability-competent providers is a straightforward,
long-term solution to address root causes. Until then, short-term solutions exist. Health plans could
allow people with mobility disabilities exceptions to go out of network, expand provider networks to
include providers who already have knowledge on disability health, and reduce administrative
burdens are feasible solutions. Additionally, plans could develop a standardization method for
disability-competent providers and identifying them for members in a directory format.

Multiple participants in Medicaid Managed Long Term Care reported insufficient provider
networks, particularly limiting access to disability-competent specialists. This aligns with evidence
in Kansas, when patients with disabilities were unable to access their disability-competent
providers after moving to managed long term care plans.24 Our findings indicate that people with
mobility disabilities are also experiencing this in NYS. This goes against NYS Public Health Law §
4403-f requiring managed long term care plans to ensure "availability and accessibility" of services
and maintain continuity of care.25 Our findings suggest that executing this law requires special
consideration for people with mobility disabilities. Network adequacy standards should recognize
that geographic proximity is insufficient in the current context of few accessible facilities and
disability competent providers in the state. Given these current conditions, managed care plans
may need enhanced network requirements and monitoring to prevent access restrictions that
could compromise healthcare access for people with mobility disabilities.

Finally, care coordination was cited as a highly effective solution to navigating and accessing high-
quality healthcare. However, members said that a coordinator’s effectiveness depended on their
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quality. Care coordinators, like healthcare providers, also need to have disability competence.
Currently there are no standards in knowledge levels for coordinators working with people with
disabilities. However, bright spots exist. Members and providers hamed Independence Care
System as an example of a high-quality care coordination service they had experienced.

Recommendations

Members identified principles in program design and bright spots during their healthcare
navigation process. Below are those principles and examples of successful programs which have
made achieving health successful for them.

Table 2. Examples of Successful Programs

Program design principles

Bright spots or Suggested Examples, if
mentioned

Insurance
Plan Design

Expand provider networks with
sufficient access to clinics and
providers with adequate
disability accommodations.

Design plan flexibility enabling
receipt of care out of network
and geographic boundaries to
address the current shortage of
disability-competent providers.

Traditional Medicare and Medicaid.

Mitigate administrative
processes related to getting
disability needs met. This will
increase efficiency and reduce
member fatigue.

Services
Addressing
Basic Social
Needs (Self-
care,
transportation
, mobilization)

Program design which supports
control and planning within
one’s own schedule.

E-Hail Pilot Program: E-Hail is a part of
Access-A-Ride that has piloted offering on-
demand transportation services. E-Hail has
established a partnership between Access-A-
Ride and private transportation companies to
allow customers to use transportation
services on short notice. The Metropolitan
Transportation Authority subsidizes the cost to
offer affordable, reliable transportation
options to people with mobility disabilities.

Consumer Directed Personal Assistance
Program (CDPAP): CDPAP is a Medicaid
program that allows individuals to have
autonomy in selecting home health services.
It offers a safe, at-home option for members
requiring skilled needs because it allows for
needs to be met at-home needs instead of in
a facility. Within the program, members are
able to select and hire a personal caregiver to
provide support at home and control when
personal assistance aids arrive. One patient
participant who was in school emphasized
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how critical this was in allowing her to attend
her classes.

Accessible Incentives to motivate clinics to Living in the city improved access to care
Clinics and invest in accessible equipment Support a way to identify or certify disability
Disability- and overall physical access. competence services
Competent Until the number of accessible clinics and
Providers Incentives for providers to gain disability competent providers increases,
disability competent participants said a directory of accessible
knowledge. clinics and disability-competent providers
would be extremely helpful.
Disability-competent
standards for providers.
A directory of disability-
competent and accessible
clinics.
Cross-disciplinary clinics with Primary care co-located with multiple
primary care and disability sclerosis specialists, or with a wheelchair
specific care (e.g. wheelchair clinic.
clinic) in one location.
Care More disability-competent Independence Care System (ICS) Care
Coordination care coordination services. Coordination services: ICS offers holistic care
Services High quality means having a coordination support for its members. Focus

holistic understanding of
disability health needs and
knowledge of the nuances of
navigating the complex NYS
public healthcare system,
including the network of
existing accessible clinics and
disability competent providers.

Care coordinators employed
independent of insurance
companies to support
unbiased navigation for
people with disabilities.
Healthcare services for people
with disabilities often have
higher upfront costs. Care
coordinators employed by
insurance plans are thus
disincentivized to offer these
services.

group participants highlighted ICS care
managers as highly knowledgeable specific to
their disability needs, experienced,
professional, effective, and committed to
patient’s success.

An incentive program motivating successful
connection of members to needed
resources.
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Conclusion

Evaluating these findings in the context of The Olmstead Report reveals that substantial work
remains to achieve accessible healthcare services for New Yorkers with mobility disabilities.
However, the needs are clear and mirror prior evidence across the nation. Importantly, there are
highly pragmatic and concrete actions that health plans and policymakers can implement
immediately to make health and healthcare accessible for people with mobility disabilities,
ultimately fulfilling New York State's commitment to full community integration for this population.
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Appendix A: Methods
Design and Sample

This Needs Assessment was initiated by the Independence Care System (ICS), a non-profit based in
New York City that operates a Medicaid managed long-term care plan that is the first and only
Health Home dedicated to people with physical disabilities in NYS. Its mission is specifically
designed to support adults with physical disabilities and older adults achieve independence and
remain active members of their communities. ICS led the project objectives and contracted with
two Needs Assessment researchers (JO and KE) to conduct the Assessment. This assessment
included conducting focus groups, analyzing the data, and writing the report findings.

The two project researchers conducted semi-structured focus groups with a total of four groups.
Three of the focus groups were with people with mobility disabilities and one focus group was with
providers caring for people with mobility disabilities. The semi-structured format allowed facilitators
to follow the flow of discussion directed by group participants, probe deeper, expand, and obtain
clarification when appropriate.

Snowball sampling was used to recruit participants. Sampling began within the Independence Care
System (ICS) network of members and expanded to affiliated organizations, professional contacts,
and community advocacy groups. Participants were compensated $50 for participation.

Data Collection and Analysis

Each focus group lasted between 1-1.5 hours. They were conducted over Zoom26 between
December 17, 2024 and April 6, 2025 and consisted of between 5 and 8 participants. The
researchers worked with the ICS team to develop a question guide explicating the two-pronged
exploration of 1) the experiences of people with mobility disabilities accessing and navigating the
healthcare system and 2) factors they prioritized in keeping them healthy (Appendix B). The
overarching project question was addressed through the domains of care coordination, health-
related social needs, primary and preventive care, and quality assurance. Following each focus
group, the researchers completed summary forms which condensed information heard, surprising
topics and content, topics and content emphasized by participants, identified themes or issues
worthwhile of following up, and any needed improvements in the question guide. All focus groups
were recorded and transcribed.

The researchers utilized a rapid matrix qualitative approach to analyze the transcribed data and
notes in summary documents. The matrix domains were identified and defined after reviewing the
summary documents and transcriptions. Once the matrix was created, researchers double-coded
(assigned domains) 2 of the 4 focus group transcriptions. Through this process, clarifications were
made in definitions and understandings of the code domains. Following this stabilizing process of
the domain codes, the remaining two transcripts were single-coded.

Completed matrices were then reviewed for recurring ideas, similarities, points of contrast and

emphasis by participants and patterns within and across domains. Through iterative review and
team discussion, codes were synthesized and emerging themes clarified to arrive at final themes.

Study Limitations

This needs assessment was commissioned by Independence Care System (ICS) to examine
healthcare access experiences for people with mobility disabilities in New York. The intent behind
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the assessment was not for this to be generalizable knowledge, but specific to many of the
members with mobility disabilities served by ICS and in NYS public insurance programs. While ICS
provided funding for this study, the research team conducted the interviews and analysis
independently.

Participants were informed of voluntary participation with confidentiality protections and were
encouraged to share honest experiences. The study included both people with mobility disabilities
and healthcare providers to capture multiple perspectives. The focus group participants were
recruited through specific networks and may not represent the full diversity of people with physical
disabilities. There may be self-selection bias toward those with particularly strong healthcare
experiences either in the positive or negative direction. As a qualitative study, findings provide in-
depth insights but do not quantify prevalence of challenges across the broader disability
population. Despite these limitations, the consistency of themes across multiple focus groups with
both patients and providers strengthens the credibility of findings, and the detailed participant
quotes provide authentic voices that illuminate the lived experiences of navigating the NYS
healthcare system with a mobility disability.
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Appendix B: Question Guides

People with Mobility Disabilities Focus Group

Introductory Questions

1.

2.
3.

What components of your health and social care are most important to you? In other
words, the top services which allow you to lead a fully inclusive, healthy life?

What are the components of the care that you receive that most need improving?
Are there services and support that you need that are not adequately provided?

Care Coordination

4.
5.

© N

9.
10.

11.

How do you coordinate your care?
Do you primarily coordinate your care yourself or are there individuals who assist you?
a. If you coordinate care on your own or through a family member, why do you prefer
this over using a coordinator provided by your health plan?
In its current state, how well is your coordination of your care going?
How do these services affect your health?
How important is your care manager in accessing the care and services you need to remain
healthy and independent in the community?
Can you give an example of a time when your care manager helped you?
Who do you rely on to get the services (e.g. home care, medical equipment, supplies) you
need?
How well does your care manager understand how your disability affects your needs and
the importance of being responsive?

Health Related Social Needs

12.
13.
14.
15.
16.
17.
18.

19.

What transportation services do you need to access healthcare?

What difficulties have you experienced with accessing transportation services?

Can you describe any difficulties you have experienced in accessing and maintaining your
mobility equipment (e.g. wheelchair)?

How does your physical disability affect where you choose to live or how you can function in
your home?

How does having a physical disability affect social support and connection to your
community?

What do you do when you have a problem with services? Is the process clear to you on how
to file a complaint or an appeal?

Have you ever filed a grievance with your health insurance plan? If so, what was the
outcome? Were you satisfied with the outcome?

Do you feel like your plan has providers who understand your disability and provide
disability competent, accessible health care?

Primary and Preventive Care
We know that there are health risks associated with having a physical disability that can be
prevented with proactive and timely care. The next questions ask about Primary and preventive

care.
20.

21.

22,

23.

Can you describe any difficulties you've experienced with accessing diagnostic tests such
as mammograms or colonoscopies?

In what ways (if any) has your provider given you information about preventing wounds or
respiratory infection, urinary tract infections?

Can you describe experiences you've had with your providing addressing a condition such
as a wound or urinary tract infection?

Can you tell me about a time that your doctor helped you to get the tests, services,
prescriptions that you needed?
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Quality Assurance
When answering the following questions think about the patient or consumer satisfaction surveys
that you've been asked to complete.

24. Do you fill out the customer satisfaction surveys from your health care plan or health care

system?
a. Why or why not?

26. What questions do you think are missing from patient satisfaction surveys?

a. Probes: questions about your life, your services, your disability

27. Other than patient satisfaction surveys, can you think of any other ways that plans could

evaluate if patients with disabilities are receiving good care?

Provider Focus Group Guide

Intro: In this focus group, we hope to hear about your experiences as providers navigating care for
people with physical disabilities. This includes navigating your experiences with accessing the
services your patients need.

Does anyone have any questions before we get started?

1.
2.

How often do you see people with physical disabilities in your practice?
What percentage of your patients do you feel already have adequate access to the
resources they need?

a. Forthose that do have adequate resources why do you think that is?
What are the most critical referrals or services that your patients with physical disabilities
need to maintain their health and live a full life? (have examples ready if needed)

a. What resources, if any, do you use to access those referrals or services for your

patients with physical disability?

Are there factors that affect your confidence that your patient will be able to access those
referrals or services without facing barriers? (e.g. unaware of places | can refer to, place is
likely to not be able to accommodate someone in a wheelchair)
How much does knowledge of services play a role?

a. How about knowledge about insurance benefits?

b. Can you give me an example?
How often do you experience barriers to referring a patient because the referral or
resources who can accommodate your patient’s needs are not available or because you
are not sure about the best place or way to refer?

a. Canyou give me an example?
What is your experience working with social work, case management or other care
coordination services?
Prior evidence indicates that while providers want to give the best care to their patients,
they feel less confident to provide the same quality of care to people with disabilities as
they do to people without disabilities. Based on your experience as a provider here in NY,
what could be local factors or gaps which contribute to this?
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