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a b s t r a c t

Background: People with long-term physical disability (LTPD) continue to experience difficulties in
accessing health care despite the focus of highlighting disparities in the last two decades.
Objectives: To describe health care utilization, accommodations and barriers experienced while access-
ing health care, and reasons why individuals delay or skip health care among people with LTPD.
Methods: The current study was a part of a larger longitudinal survey administered to individuals with
physical disability associated with one of four long-term conditions (MS; SCI; PPS; MD). Measures
included demographics, health care utilization, barriers to health care, and reasons for delaying or
skipping medical care from the sixth wave of data from 2015 to 2016.
Results: Roughly 90% of all participants (N¼ 1159) saw at least one medical provider within 12 months.
The most encountered barrier participants reported experiencing within that time was an office that did
not have a safe transfer device to move them to an exam table (69%). Participants’ physical function,
quality of life, status of living with a spouse, diagnostic condition, and sex (male) were significantly
associated with endorsing a barrier in accessing health care. The inability to afford out of pocket ex-
penses was the highest reported reason for delaying health care.
Conclusions: People with LTPD access a variety of health care, including rehabilitation services, and
continue to experience barriers when doing so. While understanding barriers individuals experience
when accessing health care is important, it is equally important to document the type of care they delay
or skip due to barriers.

© 2019 Elsevier Inc. All rights reserved.
There is continued interest in health care differences and dis-
parities among individuals with a disability, leading to calls for
investigations of key components of care.1 Despite the identifica-
tion of a number of health care disparities over the past two de-
cades, people with disability continue to experience difficulties in
accessing health care. One possible reason for the ongoing gap in
addressing health care disparities may be the complex nature of
health status and health care utilization.2 Another plausible reason
may be the interconnected relationship between health care utili-
zation and barriers.3 While a national agenda was created and
policies have been updated in an effort to close the quality gap for
persons with disabilities, the continued gap suggests an updated
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description of health care utilization, experienced barriers to health
care, and reasons why individuals with LTPD delay or skip care
seems warranted.

How individuals with disabilities utilize health care is not a
novel exploration. Economic explorations have included estimates
of state-level health care expenditures associated with noninsti-
tutionalized adults with disabilities.4 Past literature has fallen
within one of two story lines. In terms of utilization, some in-
dividuals with physical disabilities rely on certain types of health
care and health support services (e.g., home health services) more
regularly than those without disabilities. This increased utilization
may reflect an effort to monitor their physical condition over time,
address secondary conditions, and/or to prevent costly and debili-
tatingmedical complications.5,6 In contrast, people with disabilities
are often less likely to engage in certain types of health care ser-
vices in comparison to those without disabilities. This prior
research has focused on disparities in preventative health care
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underutilization between people with and without disability.7e9

While preventative health care is an important place to identify
inequity in utilization, accounting for ways people with LTPD use
rehabilitation services (e.g., physical therapy; occupational therapy;
speech therapy) to maintain or improve their health is vital to
understanding utilization.

It is well established that individuals living with disability
experience a disproportionate number of accessibility con-
cerns.2,6,10,11 Health care facilities have been described as archi-
tecturally inaccessible or difficult to access because of the physical
layout or location of the property.3,12 Lack of accessible examination
tables or inaccessible weight scales have been repeatedly encoun-
tered by individuals with disabilities and identified as physical
barriers related to lower quality of care.3,10 Beyond the physical
health care environment, transportation has been recorded as a
common barrier for those with a disability.10 There are also barriers
rooted in emotion, perception, and stigma, such as individuals with
disabilities describing feeling invisible by providers or incompe-
tent.2,5,10 This growing body of research suggests that both the built
environments and individuals’ perceptions of barriers to health
care should be considered together when exploring utilization.
Further, individual characteristics should be explored to determine
whether there are associations between physical and mental dif-
ferences with reporting a barrier.

While individuals and built environment characteristics are vital
to accessibility and subsequent utilization of health care services,
systemic factors have also been explored. These have included as-
sessments of public programs, health insurance, policy and legis-
lation. Health expenditures associated with disabilities have been
estimated at $400 billion annually, with approximately 70% of the
cost covered through public programs.12 Although public programs
are seen as a social “safety net,” many individuals with disabilities
continue to lack insurance coverage therefore experiencing finan-
cial barriers to accessing care.13 Regardless of health insurance
status, working-age adults with a disability were roughly 2.5 times
more likely to endorse delaying or forgoing medical care in the past
year due to cost than those without a disability.14 Among working-
age adults whowere insured continuously for the last year, 15.5% of
those with a disability reported delaying or forgoing medical care
needs in contrast to 5.8% of thosewithout a disability.14While these
findings give insight into systematic barriers to health care services,
they are limited to those who have had continuous insurance
coverage and are of working age.

People with conditions related to LTPD are living longer than
ever before. This suggests that preemptive maintenance and
monitoring of their condition may influence their health care uti-
lization. It is also important to look at conditions within LTPD that
represent unique symptom trajectory (e.g., multiple sclerosis,
muscular dystrophy, post-polio syndrome, and spinal cord injury).
Beyond screenings and basic preventative care, people with LTPD
may require ongoing services including chronic care management
for primary and secondary conditions and rehabilitation services to
maximize functional outcomes. The purpose of the present study
was to better understand the health care experiences across mul-
tiple services, types of barriers, conditions with varying trajectories,
and discuss the related policy implications. In the achievement of
this understanding, we aimed to describe: (1) individuals’ health
care utilization with specific interest to expand assessment of their
utilization from screening and preventative services to include
community-based rehabilitation; (2) accommodations and barriers
individuals experience when accessing health care and explore
characteristics associated with reporting a health care barrier; and
(3) reasons individuals with disabilities may delay or skip medical
care due to commonly reported barriers.
Methods

Participants

Participants (N¼ 1159) were enrolled in an ongoing U.S. longi-
tudinal study examining secondary health conditions and aging in
individuals with a condition related to physical disability (i.e.,
multiple sclerosis [MS], muscular dystrophy [MD], post-polio syn-
drome [PPS], or spinal cord injury [SCI]). Several other articles have
been published using data from these surveys, although none using
our study aims or hypotheses.41,42,43 For the purposes of this paper
we will refer to this participant group as people with LTPD. The
inclusion criteria for the larger ongoing study required participants
to be at least 18 years of age; able to read and write in English; self-
report one of four conditions listed previously; and give their
consent for participation. Survey data for these participants have
been collected at seven time points for the ongoing longitudinal
study; the current analyses use data focused at only the sixth time
point from 2015 to 2016 when adapted health care questions of
interest were included in the questionnaire.

Procedures

All procedures were reviewed and approved by the Institutional
Review Board at the University of Washington. We recruited par-
ticipants using several strategies (e.g., disability specific registry
newsletters). Eligible and interested participants were mailed sur-
veys with a postage paid return envelope. Of those sent a survey,
recruitment strategies included: 11% word of mouth; 21% ongoing
study; 19% department participant pool; 28% web or print adver-
tisement recruitments; 18% disability specific registries; 3% other
source. To contact participants who did not return their surveys,
reminder letters and phone calls were conducted. For the sixth
wave of data used in the current study, 1573 surveys were mailed to
potential participants, 26% were from the ongoing study and 35%
from web or print advertisement recruitments. Of the total mailed
surveys, 1457 were returned, 9 were excluded for either being
returned too late or indicating a MS misdiagnosis and 107 surveys
were never returned. Participants received a $25 honorarium for
each returned survey.

Measures

Demographics
The demographic information collected included self-reported

birth date, sex, marital status, race/ethnicity, education level,
disability condition, health insurance coverage, zip code, and in-
come. Age was calculated from the participants' reported birth date
and duration of condition was calculated from the reported year of
diagnosis both with respect to the date of the participants' survey.
Duration was recorded from the date of the participants’ reported
diagnosis (i.e., MS; MD; SCI); for those who reported PPS, duration
was calculated from the date of their PPS diagnosis. Insurance was
categorized as: (a) government assisted (e.g., Medicare); (b) private
insurance (e.g., employer provided); and (c) uninsured. Residency
(i.e., urban, rural, isolated rural) was determined based on the zip
code of participants according to rural indicators from Centers for
Medicare and Medicaid Services.15

Health care related measures
Health care utilization Health care utilizationwas collected using

a developed item which asked participants whether they saw or
talked with any of the 11 different providers listed (e.g., medical
doctor that specializes in your condition, physical therapist, mental
health professional) within the past 12 months. Participants were
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asked to respond with either: (a) yes; (b) no; or (c) don't know to
each of the 11 providers.

Health care accommodations and barriers. Participants were
asked to indicate whether they encountered necessary accommo-
dations related to their physical environment (e.g., a doctor's office
that has an adjustable exam table) and social environment (e.g., a
doctor's office with providers and staff who respect me and accept
my decisions and preferences) when accessing health care within
the last 12 months (see Table 2). Response options were: (a) I
needed it and I couldn't get it; (b) I needed it and I got it; and (c) I
did not need this accommodation. Those who indicated that they
needed an accommodation and were unable to receive it were
considered as experiencing a health care related barrier compared
to their counterparts who did not experience a health care barrier.

Barriers to seeing rehabilitation specialists. Barriers to seeing
rehabilitation specialists (i.e., physical therapist, speech therapist,
and occupational therapists) were also assessed. Participants were
Table 1
Characteristics of respondents.

Variable Total (1,159)

Age [65.10/65.56b (10.79)] 1080

Duration of Disability [25.34 (9.88)] 1056

Sex 1157
Women 765
Men 392

Education level 1079
Less than HS/HS Graduate/Technical School 216
Some College 263
College Graduate 309
Professional/Graduate School 318

Ethnicity/Race a e

White (non-Hispanic/Chicano) 1087
African American 39
Asian 10
Hispanic/Chicano 20
Native American/American Indian/Alaska Native 24
Another race not listed 13

Annual household income [$69,553.78/$50,000b ($92,314.96)] 899
< $25,000 228
> $25,000e55,000 256
> $55,000e85,000 192
> $86,000 222

Marital Status 1156
Married 652
Divorced/separated 220
Living with a significant other 45
Never married 122
Widowed 117

Insurance type 932
Governmentc 679
Private 245
Uninsured 8

Residence type 1159
Urban 930
Rural 160
Isolated Rural 69

Health e

Physical Function [35.12 (9.86)] 1076
Quality of Life [52.46 (8.73)] 1073
Anxiety [50.79 (8.86)] 1077
Depression [51.47 (9.16)] 1079

Note. N¼ 1159; [Mean (Standard Deviation)].
a Participants were able to check all that applied; 26 participants indicated they were
b Median.
c Government included: Medicare; Medicaid; State Subsidized Insurance (e.g., Washing

or any other military health care plan.
askedwhether they needed andwere unable to see these therapists
due to three barriers: (1) health insurance would not cover it; (2)
there were no therapists located near them; and (3) lack of acces-
sible transportation to get them to and from their therapy ap-
pointments. Response options were: (a) yes; (b) no; and (c) don't
know. Participants were able to indicate whether they did not need
to see each rehabilitation specialist presented.

Delaying and skipping health care. To further explore partici-
pants' barriers in health care utilization, participants were asked if
they delayed getting care due to five common reasons within the
past 12 months. One such reason is described in this item, “I
couldn't afford the out-of-pocket expenses.” Response options
were: (1) yes; (2) no; and (3) don't know. Lastly, participants were
asked if there was a time that they needed five different medical
services (e.g., “to see a health care specialist”) but didn't receive
them due to cost. Response options were: (1) yes; (2) no; and (3)
don't know.
MD (170) MS (313) PPS (384) SCI (229)

[59.92 (10.17)] [63.56 (8.82)] [72.57 (7.71)] [58.58 (10.55)]

[28.08 (10.29)] [25.58 (8.34) [21.36 (8.96) [29.41 (10.55)]

e e e e

111 258 276 147
59 55 108 82

e e e e

47 57 59 58
35 81 73 52
45 97 107 63
43 77 145 56

e e e e

164 292 352 199
1 12 5 15
1 0 3 2
2 2 8 4
1 5 8 7
1 2 7 2

e e e e

28 59 82 63
37 74 93 55
27 53 80 36
41 67 71 46

e e e e

116 191 212 106
24 70 58 61
8 10 13 11
15 17 32 43
7 25 68 8

e e e e

81 187 297 124
67 86 46 49
1 0 2 5

e e e e

134 266 309 169
29 28 55 42
7 19 20 18

e e e e

[33.44 (9.94)] [39.14 (10.92)] [34.91 (7.08)] [31.44 (10.34)]
[51.01 (8.61)] [52.81 (9.09)] [53.29 (7.97)] [51.57 (9.35)]
[51.63 (8.75)] [50.14 (9.24)] [51.31 (8.58)] [50.35 (8.96)]
[52.97 (9.37)] [50.89 (9.25)] [51.20 (8.64)] [51.84 (9.74)]

more than one race/ethnicity listed.

ton Apple); Indian Health Insurance Coverage; and Tri-Care, CHAMPUS, CHAPUS-CA,



Table 2
The percentages of individuals who needed a health care related accommodation.

Accommodation N

Needed itb Received itc Didn't Receive itd

A doctor's office that has a safe transfer device to move me to the exam tablea 266 82 (31%) 184 (69%)
A doctor's office that is capable of weighing me in my own wheelchaira 295 98 (33%) 197 (67%)
A doctor's office that has an adjustable exam tablea 462 261 (56%) 201 (44%)
A doctor's office with providers and staff who respect me and accept my decisions and preferences 837 679 (81%) 158 (19%)
A doctor's office with adequate disability parking 887 739 (83%) 148 (17%)
Accessible transportation to get me to and from my doctor's appointmentsa 472 412 (87%) 60 (13%)
A doctor's office with providers and staff who are knowledgeable about my condition 878 806 (92%) 72 (8%)
A doctor's office with providers and staff who respect me and accept my decisions and preferences 970 899 (93%) 71 (7%)
A doctor's office with an accessible entrancea 851 793 (93%) 58 (7%)
A doctor's office with a restroom that is accessible to mea 666 621 (93%) 45 (7%)
A doctor's office with providers and staff who helped me get around the office 533 500 (94%) 33 (6%)

Notes.
a Accommodations that are required by the ADA via the 2010 ADA Standards for Accessible Design31 and the ADA Access to Medical Care for Individuals with Mobility

Disabilities33.
b “Needed it” is the total count of individuals who indicated they needed a health care related accommodation.
c “Received it” includes individuals who indicated they needed the health care accommodation and received the accommodation.
d “Didn't receive it” includes individuals who indicated they needed the health care accommodation and did not receive it.
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Measures of health
Physical functioning and general health. Disability severity was

measured using adapted items from the Patient-Reported Out-
comes Measurement Information System (PROMIS) Physical Func-
tioning subscale.16 This subscale measures individuals’ ability to
perform physical functioning of activities of daily living. Itemswere
adapted to create a mixed mobility aid user short form measure
which asked participants to rate howwell they are able to complete
physical tasks. An example item is, “Are you able to wash and dry
your body?” Participants responded to eight to 12 items depending
on their mobility using a five-point Likert-type scale from (1) un-
able to do to (5) without any difficulty. For each participant, a total
score was created by summing each response and then converting
each raw score to a t-score. Lower scores indicated lower physical
functioning. The PROMIS Physical Functioning subscale has been
demonstrated as a valid and reliable among individuals with a
variety of chronic health conditions.17

To evaluate participants’ general health, a singular item from the
36-item bank from the Medical Outcomes Study18 was used. Spe-
cifically, the item asked participants to evaluate their health by
completing this sentence, “In general, would you say your quality of
life is…” using a five-point response scale ranging from (1) poor to
(5) excellent. This item has been found to be both valid and reliable
in measuring the general health of individuals.19 Despite people
with physical disabilities reporting higher rates of secondary con-
ditions and mobility limitations compared to those without phys-
ical disabilities20,21; previous studies have also found that those
with physical disabilities report good general health (e.g., adults
with Cerebral Palsy22).

Quality of life. The Older People's Quality of Life Questionnaire e

Brief has been found to be a highly reliable and valid, short measure
of quality of life in older age.23 This questionnaire asked partici-
pants their level of agreement with 13 statements such as, “My
family, friends, or neighbors would help me if needed.” Higher
scores indicated a higher quality of life. One of the items was
adapted for readability for U.S. residents.

Mental health: depression and anxiety. The PROMIS depression
profile was used to determine individuals' depression within the
last seven days.16 Respondents were presented with six items
including, “In the past seven days I felt hopeless…” and responded
to items on a five point Likert-type scale. The response options
ranged from (1) never to (5) always. For each participant, a total
score was created by summing each response and then converting
each raw score to a t-score. Higher t-scores indicated increased
depressive thoughts. Similarly, the PROMIS anxiety profile was also
administered to measure participants’ anxiety within the last seven
days. Four itemswere presented such as, “In the past seven days my
worries overwhelmed me …” and used the same five-point Likert-
type response scale from (1) never to (5) always. A total score was
created for each participant by summing each response and then
converting each raw score to a t-score. Higher scores indicated
more reported anxious symptoms.

Data handling and analytics

All participants who consented andmet the inclusion criteria for
the current study were included in the following analyses,
regardless of their level of survey participation. To ensure accuracy
in survey responses, a double-coded entry process was used.
Descriptive statistics were used to describe participant de-
mographic characteristics, socioeconomic status, medical providers
seen or spoken with, and reasons for delaying or skipping health
care. Health care utilization, accommodations needed, barriers to
seeing a rehabilitation specialist, reasons for delaying medical care,
and the proportion of participants skippingmedical care due to cost
over the past 12 months were calculated as means, standard de-
viations, and rank orders. To determine the effects of participants’
demographic characteristics, physical health, and mental health on
whether they reported experiencing at least one health care barrier
multiple logistic regression was conducted. All statistical analyses
were conducted using Stata version 15.

Results

Participant demographics

Participants (N¼ 1159) were included in the current analytic
sample if they reported a condition of MS, MD, SCI for at least 15
years or reported PPS. Collectively, participants were between the
ages of 29.37 and 100.17, predominately female (66.13%), Caucasian
(91.59%), and college educated (57.91%). See Table 1 for a break-
down of participants’ demographic information.

Health care utilization within the last 12 months

On average, participants reported seeing or speaking to 2.82
(SD¼ 1.85) different medical providers over the past 12 months.
Roughly 10% of participants indicated not visiting with nor talking
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to any providers within the last 12months; 16.45% reported visiting
or speaking with one provider; 19.14% reported two; 20.35% re-
ported three; 15.80% reported four; 7.81% reported visiting or
talking to five or more different providers. Participants most
commonly indicated that they had interactions with a general
doctor, a medical doctor who specializes in their condition, and
neurologists while infrequently indicating neuropsychologists,
speech therapists, and respiratory therapists.
Health care access within the last 12 months

Three-hundred and seventy-one (32%) participants endorsed
that they needed at least one health care accommodation and did
not receive it (M¼ 0.92, SD¼ 1.70). The most endorsed accommo-
dations that participants needed and did not receive were: (1) a
doctor's office that had a safe transfer device to move them to the
exam table (69%); (2) a doctor's office that was capable of weighing
the participants in their wheelchair (67%); and (3) a doctor's office
without an adjustable exam table (44%; see Table 2). In contrast,
participants indicated a number of accommodations were needed
and received, including being treated with respect by their pro-
viders and office staff, having their decisions and preferences
accepted, being viewed by their physician as more than their con-
dition, and encountering an accessible entrance at their provider's
office.

Results of a multiple logistic regression examining characteris-
tics associated with reporting a health care barrier are presented in
Table 3. Results indicated females were more likely to report
experiencing a barrier in comparison to men. Those living with
their significant other were 67.52% less likely to report experiencing
a barrier than those living alone. Likewise, participants who re-
ported higher physical function and quality of life scores were less
Table 3
Regression coefficients predicting whether a participant experienced a health care

OR

Age .9
Male .4
Cohabitatinga .7
Education e

Less than HS/HS Graduate/Technical School (ref.) e

Some College 1.
College Graduate .9
Professional/Graduate School 1.

Whiteb .8
Diagnosis e

- MD (ref.) e

- MS 1.
- PPS 1.
- SCI 1.

Resident Type e

- Urban (ref.) e

- Rural .7
- Isolated Rural .6

Global Health 1.
Insurance Type e

- Government (ref.) e

- Private 2.
- Uninsured 2.

Physical Function .9
Quality of Life .9
Anxiety 1.
Depression 1.
Constant 28

Note. Observations N¼ 913.
a Cohabitating¼ those who indicated they were married or living with a signific
b White¼White compared to those who did not identify as White.
likely to report experiencing a barrier. Lastly, participants’ condi-
tion was significantly associated with experiencing a health care
related barrier; compared to people with MD, people with SCI were
89.72% more likely to report experiencing a health care related
barrier.
Barriers to seeing a rehabilitation specialist

Five hundred and eighty-eight (48.14%) participants reported
visiting at least one rehabilitation specialist. Across all three reha-
bilitation specialists, 45.86% of barriers reported were due to health
insurance; 27.82% were categorized due to no therapist near them;
and the last 26.32% were because the participant lacked accessible
transportation. Responses are described in Fig. 1.
Reasons for delaying medical care

While the majority of participants did not report delaying care,
220 (18.98%) participants reported delaying care due to one or
more of the five listed reasons (see Fig. 2). The inability to afford the
out-of-pocket expenses was the highest reported reason for
delaying care, while not having health insurance coverage was the
least reported reason.
Skipping medical care due to cost

Two-hundred and thirty-two (20.02%) participants reported
skipping one of five types of medical care and/or equipment due to
cost (see Fig. 3). Participants indicated they skipped purchasing
assistive device equipment, follow-up health care, and seeing a
health care specialist most often due to cost.
barrier.

p 95% CI

9 .117 .97e1.00
4 .000 .30e.63
0 .031 .51e.97

e

.473 e

06 –.65e1.72
3 .59e1.48
27 .81e2.01
4 .613 .423e1.65

e

.016 e

01 .60e1.70
67 .99 2.82
91 1.11 3.28

e

.297 e

7 .48e1.22
4 .31e1.32
17 .192 .92e1.49

e

.531 e

44 .40e14.73
66 .45e15.84
2 .000 .90e.94
6 .002 .93e.98
00 .844 .98e1.03
02 .198 .99e1.05
.28 .038 1.20e665.99

ant other compared to all others.



Fig. 1. The percentage of individuals who indicated the following barriers to seeing rehabilitation specialists.
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Discussion

This study aimed to fill gaps in the literature regarding health
care utilization and perceived barriers in health care specifically
among people with LTPD. Novel findings from the current study
are: (1) nearly 75% of all participants reported visiting or talking to
one or more types of medical providers within a 12 month period;
(2) lower physical functioning, lower quality of life, living alone,
and being female were significant associated with report of expe-
riencing a health care related barrier; (3) nearly half of the barriers
associated with seeing a rehabilitation specialist reported were due
to health insurance; (4) the inability to afford out of pocket ex-
penses was the most endorsed reason for delaying medical care
across participants; and (5) participants reported skipping pur-
chasing assistive device equipment more often than other medical
expenditures. Overall, our findings are consistent with prior
research with other populations regarding experiencing ongoing
unmet health care needs,24,25 forgoing physician visits due to
cost,14,26 insurance concerns,13,27e29 and physical barriers.3,10,12,30

An important contrast to past research that highlighted emotion,
perception or stigma related barriers,2,5,10 is our finding that in-
dividuals felt treated with respect by providers and office staff.
These results suggest a multifactorial solution is needed when
addressing how to minimize barriers to health care and
Fig. 2. The percentage of individuals who indicated the fo
highlighting improvement in care.
As a first step to exploring barriers and skipped or delayed care

of individuals aging with a LTPD, we provided an updated
description of health care utilization beyond preventative care.
Medical doctors who specialize in the participant's condition and
neurologists were the top providers that participants reported
seeing or speaking with during the 12 month period, while reha-
bilitation providers (e.g., speech, respiratory therapists) were
among the ones least frequented. While unable to distinguish
whether rehabilitation services were not needed or skipped due to
cost, these findings seem to align with previous research and sug-
gest some participants may be prioritizing providers and thus
forgoing care.14,26

The physical environment in which individuals receive their
health care also matters. The Americans with Disabilities Act (ADA)
prohibits discrimination against people with disabilities including
the requirement that health care providers grant full and equal
access to their services and facilities (i.e., Title II and Title III31;
standards for accessible design32,33). However, our participants
indicated three physical office features as the top endorsed barriers,
a finding consistent with past findings.34 Previous research has
found an inverse relationship between practice administrators’
knowledge of the ADA and the number of barriers reported in
clinics.35 While a less encouraging body of research found health
llowing reasons for why they delayed medical care.



Fig. 3. The percentage of individuals who skipped these activities or equipment due to cost.

J.L. Wong et al. / Disability and Health Journal 12 (2019) 366e374372
care providers describe their facilities are accessible to people with
disabilities despite contrary survey findings of environmental
inaccessibility.36 Moreover, prior assessments of health care sites
demonstrate poor ADA compliance.34 Our findings agree with the
lack of ADA compliance in some facilities. The social environment
should also be considered when assessing barriers to care. Policy
and services aimed toward social support (e.g., Medicare Case
Management) may serve as a substitution for cohabitation. The
increase of health care accessibility for those aging with a disability
ultimately increases access for a variety of patients including the
general aging population.

The current study found that individuals with LTPD reported the
inability to afford out-of-pocket expenses as the most endorsed
reason for delaying care. This finding is similar to past in-
vestigations that found that younger adults with a disability were
more likely to endorse delaying seeking medical care due to cost
than those without a disability regardless of health insurance
enrollment.14 Similarly, prior research found the median estimated
prevalence of an unmet health care need because of cost over the
prior 12 months among a community sample of adults was 15.3%.37

Additionally, participants in the current study reported skipping
purchasing an assistive device as the most endorsed reason for
forgoing care. Health care policy is constantly evolving. For
example, financial barriers to accessing rehabilitation services for
Medicare beneficiaries have been reduced somewhat due to recent
legislation eliminating annual caps on outpatient rehabilitation
services38 and the Jimmo v. Sebelius settlement agreement39 which
clarifies skilled nursing and rehabilitation services to maintain,
prevent, or slow decline of function are covered services; however,
even though these changes help ensure Medicare coverage for
long-term outpatient rehabilitation services, cost-sharing for visits
may still hinder access to these services for individuals. In addition,
understanding what health care needs individuals with disabilities
prioritize over others (e.g., medication over assistive devices, pri-
mary care visits over rehabilitation) and the consequences of
delayed and foregone care would further contribute to develop-
ment of programming and policy to maximize individual outcomes
while minimizing societal costs. Ultimately, medical care and
medical equipment is especially vital for maintaining health in
individuals with disabilities and health policy should consider ways
that these individuals are compromising their health and wellbeing
due to inability to afford recommended treatment.
Study limitations

This study has several limitations that should be considered
when interpreting these results. First, our study sample was pri-
marily older, non-Hispanic white, women, and college educated.
While these characteristics might be representative of the popu-
lation of those living with a long-term physical disability of these
four conditions,42,44 we recognize our results may not generalize to
other populations. This limitation may also serve as a source of
strength given the research questions. These demographic char-
acteristics suggest that this sample is in many ways privileged and
still report experiencing barriers and delaying and/or forgoing
health care. Second, the limited diversity in our sample should be
considered when examining the results of our regression analysis.
Another limitation was the use of a mail survey for data collection,
which may have limited those who continued to participate in the
larger longitudinal study. This may have introduced additional se-
lection bias in the current study (e.g., individuals who had more
health care needs and were unable to participate in the survey due
to a hospitalization or sickness). Fourth, many of the primary
measures are the first of their kind and may have limited validity
and reliability. The research group created these measures similar
to those in the National Health Interview Survey40 that aims to
track health status and health care access. Validation of these
measures will support the use of these measures in future longi-
tudinal research. Lastly, government assisted health insurance
varies in coverage parameters and therefore was unable to be
assessed here due to our sample size; future research should
include an examination of beneficiaries’ experiences by insurance
type.

Conclusions

More than twenty-five years after the passage of the ADA,
people with disabilities continue to experience health care utili-
zation barriers. While previous research has examined disparities
in access to care, difference of care, and barriers to care, inequity is
still widely prevalent in people with disabilities. Our research
aimed to contribute to this growing literature by describing the
types of providers individuals with LTPD visit or talk with, health
care barriers they encounter, and care they delay or skip due to
barriers. The findings from the current study suggest many
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implications for health care policy for adults with LTPD. While
identifying ways that screening and preventative services can be
more equitable across status of ability is a social justice concern, it is
also important to identify ways to diminish barriers related to
rehabilitation and maintenance. Safe and appropriate access to
health care would significantly decrease the number of barriers
reported by this population. Further, timely access to health care
services and durable medical equipment may have serious impact
on the health status and maintenance of individuals with LTPD. For
28 years the ADA has called for equitable treatment of people with
disabilities, future health policy and standards of care should aim to
decrease the many health care related barriers that people with
disability far too often encounter.
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