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Uncovering The Health
Challenges Facing People With

Disabilities: The Role Of Health
Insurance

Findings from a 2003 national survey of people with disabilities
highlight barriers to care among the uninsured and those with gaps in
coverage.

by Kristina W. Hanson, Patricia Neuman, David Dutwin, and
Judith D. Kasper

ABSTRACT: Americans with disabilities have wide-ranging health care needs and face seri-
ous challenges in the health care system. This 2003 survey of 1,505 nonelderly adults with
disabilities finds relatively large shares of people with disabilities reporting cost-related bar-
riers to care. The study also reveals marked differences in cost-related experiences both be-
tween those with and without health insurance and across sources of coverage. These find-
ings suggest the need for additional research, along with policies to provide health
insurance to people with disabilities who lack coverage, to fill gaps in coverage among
those with Medicare and private insurance, and to maintain coverage for Medicaid en-
rollees amid rising costs and state budget shortfalls.

substantial health care needs, their reliance on a wide range of services and
supports, and their often low and fixed incomes.! Despite these challenges
and the need to navigate a complex system of public and private sources of health
care coverage and assistance, little is known about the services and supports peo-
ple with disabilities need to live independently in the community, the extent to
which their needs are being met by the health care system, and how this varies by
source of insurance and other personal characteristics.
This paper examines the role of health insurance for people with disabilities,

PE OPLE WITH DISABILITIES face serious challenges because of their often
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with a particular emphasis on Medicare and Medicaid. Together, these two pro-
grams provide coverage to more than ten million nonelderly people (under age
sixty-five) living with disabilities.? Given the size of the population affected, the
substantial commitment in public dollars, and the challenges inherent in living
with a disability, it is especially important to understand how well these pro-
grams are meeting people’s needs and the extent to which gaps in coverage create
barriers to needed care.

A number of existing data sets shed light on the challenges people with disabil-
ities face, in terms of the public programs they rely on for health insurance and
other forms of assistance, their health care needs, and financial circumstances.
However, these data are often restricted to specific subgroups of people with dis-
abilities, defined either by disability type or by a single source of insurance cover-
age, or are focused primarily on measures other than the extent to which various
health programs are meeting the needs of this heterogeneous population.?

For instance, the Medicare Current Beneficiary Survey (MCBS) includes de-
tailed data on the health care needs, coverage status, and living situations of all
Medicare beneficiaries, including nonelderly beneficiaries living with disabilities.
However, because the survey by definition excludes those not enrolled in
Medicare, it does not address the question of how those with other sources of in-
surance compare along these dimensions. The Disability Supplement to the Na-
tional Health Interview Survey (NHIS-D), one of the most comprehensive efforts
to identify people with disabilities and their patterns of health care use, continues
to provide important information but was conducted almost ten years ago.

In addition to survey data, administrative data—such as Social Security data on
the numbers of disabled people receiving income support through the Supplemen-
tal Security Income (SSI) and Social Security Disability Insurance (SSDI) pro-
grams—provide another source of information about people with disabilities.*
However, these resources are generally limited to data on basic demographic char-
acteristics and disability benefits, not health coverage, spending, and outcomes.’
Conversely, national Medicare and state Medicaid data reflect use and health care
payments made by these programs but include no information on other payers,
out-of-pocket costs, access measures, or barriers to care.

These data sources, while valuable, leave a number of questions unanswered. In
an effort to address some of these gaps, this 2003 survey takes a comprehensive
look at the health-related characteristics of people with a broad range of disabili-
ties and provides information on how use, costs, and access vary by source of cov-
erage. This paper highlights key survey findings, including the diversity of this
population, the major health care challenges they face, how their experiences vary
by insurance type, and the extent to which specific sources of coverage are associ-
ated with access- and cost-related problems. The paper concludes with a discus-
sion of the range of policy options that could be considered in an effort to address
the challenges we identify.
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Study Methods

The data presented in this paper are based on a national telephone survey of
1,505 nonelderly people ages 18-64 with permanent physical disabilities, mental
disabilities, or both. The sample was drawn from a nationally representative sur-
vey of households to identify people with disabilities. Households were contacted
through random-digit dialing and screened between 19 June 2002 and 28 January
2003, and interviews were conducted between 9 January and 11 February 2003. In-
ternational Communications Research (ICR) conducted the fieldwork. The sur-
vey instrument was developed by team of researchers at ICR and the Henry J. Kai-
ser Family Foundation, in consultation with academic disability experts and
others at the Social Security Administration.

There are multiple approaches to defining disability for research purposes. How-
ever, because a central goal of this study was to describe the health care experi-
ences of nonelderly adults across a broad array of disability types and sources of
coverage, the questions were designed to capture two groups of people ages
18-64: (1) those receiving disability payments through either SSI or SSDI; and (2)
those who consider themselves as having a mental or physical disability but who
are not receiving payments from either program. These questions were asked
again for validation purposes when the households were contacted again for full
interviews. The survey instrument included items on respondents’ disabling con-
ditions, health care use, health insurance, access to care, cost burdens, employ-
ment status and history, and basic demographic characteristics.

As the sample was collected, 33,357 households were contacted, 3,687 of which
were identified as including a household member with a disability. As with any
survey, when households were contacted again for complete interviews, a number
of those identified in the initial screening process were deemed invalid because the
respondent no longer met the inclusion criteria, had moved out of the residence,
had died, or some other reason. Among those not ruled out in this way, the re-
sponse rate was 67.3 percent.® The sample excludes people with disabilities living
in institutions and non-English speakers. Proxy interviews were conducted with
168 respondents (11 percent of the total sample) on behalf of those whose disabili-
ties or health status prevented them from completing the interviews themselves.

Demographic data were used to poststratify the sampling weights to census
data.” The exhibits in this paper present weighted data so that the estimates are
representative of the national population of people ages 18-64 who are disabled
according to the criteria we used.

Respondents were assigned to one of the following insurance groups: Medicaid
only, Medicare only, Medicaid and Medicare (“dual eligibles”), Medicare and pri-
vate, private only, some other source, and uninsured.® Given that many people have
multiple sources of insurance to help fill the gaps in their primary coverage, these
categories were derived to test the impact of different sources of coverage, both
alone and in combination with other sources. For about 25 percent of all cases,
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data on health coverage were missing or invalid. Regression-based imputation was
used to assign coverage to these people, using models that included SSI/SSDI par-
ticipation and selected demographic and health-related indicators.’

Our analyses include bivariate and multivariate models. Bivariate relationship
testing across categorical variables and sources of insurance employed analysis of
covariance (ANCOVA) models, using a Bonferroni adjustment to account for mul-
tiple tests of significance. Multivariate models contained two waves of logistic
regression designed to measure factors associated with access problems and cost-
related barriers to care.” The first separated source of insurance into dummy vari-
ables using those with only private coverage as the comparison group. The second
used single dichotomous variables defined by pairs of insurance types to allow for
specific comparisons other than those provided by the dummy variable analysis.
This approach facilitated additional comparisons—for example, between people
with Medicare and no supplemental coverage and those with both Medicare and
Medicaid. Whereas the first approach included all respondents, the models used
in the second approach were limited to those in each insurance group.

This survey could be used to address additional policy-relevant issues, includ-
ing variations in health care experiences across sources of disability assistance,
such as SST and SSDI. However, such issues are beyond the scope of this analysis,
which was designed primarily to explore the role of insurance in the lives of people
with disabilities. In addition, as stated above, source of coverage was imputed for
25 percent of the sample because of apparent uncertainty among these respon-
dents concerning their coverage. Given the strong link between enrollment in
disability-benefits programs and health insurance through Medicaid and Medi-
care, exploring the role of disability benefits in the outcomes of interest here
would require a different analytical approach from the one we took.

Study Findings

People with disabilities face serious socioeconomic and health-related disad-
vantages compared with the nonelderly U.S. population as a whole. Relative to the
general nonelderly adult population, people with mental or physical disabilities
(or both) in this sample have lower incomes and are older, disproportionately
likely to be female, much less likely to be employed, and in much poorer health
(Exhibit 1). Because of these characteristics and their baseline disabling condi-
tions, people with disabilities tend to have many more limitations in their basic
daily activities and are much more likely to use the health care system intensively.

B Health care needs. People with disabilities have an extremely wide range of
health care needs and personal circumstances (Exhibit 2). A large majority (80 per-
cent) of the sample described here became disabled in adulthood, 9 percent either
were born with their disability or became disabled before age one, and the remain-
ing 10 percent became disabled before turning eighteen.

The number of different disabilities reported by this population speaks to the
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EXHIBIT 1
Overview Of Survey Sample And U.S. General Nonelderly Population, By Selected
Demographics, 2001 And 2003

Survey sample (%) U.S. nonelderly adult
(N =1,505) population (%)
Income
<$9,000 35 5
$9,000-$11,999 14 2
$12,000-$17,999 13 5
$18,000-$23,999 8 6
$24,000 or more 24 83
Race/ethnicity
White 72 72
African American 14 12
Hispanic 6 12
Other 6 5
Age
18-34 14 38
35-44 18 26
45-54 33 22
55-64 34 14
Sex
Male 44 49
Female 56 51
Region
Northeast 17 19
Midwest 23 24
South 39 36
West 21 21
Employment status
Employed 11 74
Unemployed 11 15
Unable to work because of disability 74 6
Retired 4 3
Health status
Poor 35 2
Fair 34 7
Good 19 23
Very good/excellent 11 68

SOURCES: Kaiser Disability Survey, 2003; National Health Interview Survey, 2001; and Current Population Survey (CPS), 2001
(income).

NOTES: Data within categories might not add to 100 percent because of rounding and missing data. Missing data are
generally more prevalent with respect to income. Income in this sample is based on income from individual and spouse,
whereas the CPS uses a broader definition that includes income from others in the household as well.

array of health care services and other sources of support that people with disabil-
ities often need. Most of the people in the sample (61 percent) reported having a
physical disability, 15 percent reported having a mental disability, and 24 percent
reported having both physical and mental disabilities.

The specific conditions and diagnoses reported include a wide range of congen-
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EXHIBIT 2
Disability Attributes, Sources Of Support, And Use Of Health Care Services, By Health
Status, 2003

Health status
Good/very
Disability attribute Total Fair/poor good/excellent
Age of disability onset (years)
<ok 9% 5% 20%
1-18%%** 10 7 17
>1 8%k 4k 80 88 63
Disability type
Physical 61 62 60
Menta**** 15 11 25
Physical and mental**** 24 28 15
Activities of daily living
Difficulty showering***x* 35 41 21
Difficulty dressing**** 34 39 22
Difficulty getting in/out of bed/chair**** 41 48 25
Difficulty taking Rx at right time** 28 29 24
Difficulty preparing meals**** 49 55 37
Often feel depressed** 70 78 52
Sources of support
Family/friends** 70% 71% 65%
Home health aide 8 8 6
Equipment (among those with a physical disability)**** 45 48 35
Use of health care
Been to doctor in past 6 months
Haven't been to doctor**** 8% 5% 14%
1-3 timeg***x* 33 29 43
A+ timesg*x** 57 63 42
Been to emergency room in past 6 months
Haven’t been to emergency room**** 66 62 75
1time 15 16 15
2 or more times**** 18 22 10
Preventive health services in past 12 months
Mammogram 44 46 41
Dental exam**** 41 35 53
Prostate exam 34 37 29
Regular prescription use (mean number of drugs
“taking these days”)**** 5.8 6.8 3.4

SOURCE: Kaiser Disability Survey, 2003.
NOTE: Individual categories might not add to 100 percent because of rounding or missing data.
*¥p <.05 *FFkxp < 001

ital conditions, injuries, neurological disorders, and psychiatric illnesses. Injury-
related disorders were the most commonly reported (affecting 18 percent of the
sample), including traumatic brain injury, spinal-cord injuries often resulting in
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paraplegia or quadriplegia, and other injuries to the neck and back. Next most
commonly reported were psychiatric disorders such as schizophrenia, bipolar dis-
order, and depression, which account for 14 percent of the main disabling condi-
tions in the sample. These groups alone demonstrate the diversity of the disabled
population in health care needs, reliance on equipment and other sources of sup-
port, and ability to navigate the health care system independently.

While a majority of the sample reported being satisfied with their current qual-
ity of life, respondents also described substantial challenges performing many ba-
sic tasks of daily living (Exhibit 2). About half reported difficulties preparing
meals, and more than a third reported having difficulty with other basic tasks,
such as getting in or out of a bed or chair, showering and bathing, dressing, and
taking medicines at the right time. Those respondents who reported being in fair
or poor health were more likely than their healthier counterparts to have difficul-
ties with each of these activities. Compounding these basic functional challenges,
more than two-thirds of the sample said that they often feel depressed.

Family members and friends are an important source of support for people with
disabilities, with almost three-quarters of the sample relying on family and friends
for assistance with daily activities. By contrast, fewer than one in ten turn to pro-
fessional sources of assistance, such as home health aides and personal assistants.
Equipment also plays a critical role in the lives of many people with disabilities,
with 45 percent of those with a physical disability relying on some form of equip-
ment, such as motorized wheelchairs, to help them manage their basic needs.

Not surprisingly, many people with disabilities use the health care system fre-
quently: 90 percent reported having seen a physician in the six months prior to the
survey, and one-third reported a visit to the emergency room in the past six
months. In addition, nearly 90 percent reported using at least one prescription
drug regularly. As might be expected, these use rates are higher than they are for
the general adult population." People in fair or poor health are especially likely to
use services frequently: Almost two-thirds of this group reported seeing a physi-
cian four or more times in the previous six months, compared with slightly more
than 40 percent of those who consider themselves in better health. While those
with disabilities are relatively heavy users of health care services, they receive
these services much less frequently than is generally recommended.

B Health insurance coverage. Previous research has documented the impor-
tance of health insurance in facilitating access to health care.” Thus, it is especially
critical to examine the role of coverage in the context of people with complex ser-
vice needs, such as those with disabilities. In our sample, 95 percent have some form
of health insurance. This high rate of coverage is partly attributable to the links be-
tween enrollment in disability benefit programs such as SSI and SSDI and eligibility
for health insurance through Medicaid and Medicare, respectively. However, even
among those with disabilities, this sample includes a disproportionate share with
insurance, most likely because of the definition of disability we used, which was de-
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signed to facilitate analysis of the role of health insurance

Looking at the three leading sources of health insurance in this sample, 44 per-
cent are covered by Medicaid (including the 14 percent with both Medicaid and
Medicare), 43 percent by Medicare (including 14 percent with Medicaid known
as “dual eligibles” and another 14 percent with private supplemental coverage),
and 33 percent by some form of private coverage (Exhibit 3). Roughly two-thirds
rely on a single source of insurance coverage, and about one-third have reported
multiple sources of coverage. When the sample is sorted into mutually exclusive
groups, 30 percent rely solely on Medicaid, 15 percent have Medicare as their only
source of coverage, and 19 percent rely on private health insurance alone.

The populations covered by different sources of coverage vary along several di-
mensions.” In terms of disability type, for example, Medicaid was more likely
than other sources of insurance to serve people with mental disabilities. More
than half (53 percent) of those with only Medicaid have a mental disability, either
alone or in conjunction with a physical disability. By contrast, less than a third of

EXHIBIT 3
Disability Type, Income, Race, Sex, And Health Status, By Source Of Health
Insurance, 2003

Medicaid
and Medicare Other No
Medicaid Medicare Medicare and private Private source insurance
Total only (A) only (B) (9] (D) only (E) only(F) (G)
Sample size N=1505 n=451 n=225 n=214 n=206 n=287 n=46 n=75
(100%) (30%) (15%) (14%) (14%) (19%) (3%) (5%)
Disability type
Physical 61% 46%BCDE  69% 64% 71% 69% 70% 55%
Mental 15 21Bdeg 9C 220g 5 13 11 9
Both 24 32CE 21 158 24 17¢ 20 35
Income
<$12,000 49 77BDEFG  44CDE T4DEF 186 1318 37 56
$12,000-$24,000 21 11BDeg 38CE 16 26 22 28 25
>$24,000 24 5DEF 13DE 8DES 4QefG 60F.G 33¢ 8
Race
White 72 66PE 77 T4¢ 80¢g 886 69 64
African American 14 18F 16¢ 16¢ 13 3fe 24 21
Hispanic 6 13BCDES 4 1 2 5 * 8
Sex
Male 44 30BCEF 61Pe 52 42 45 69 52
Health status
Fair/poor 69 67P 79¢¢ 66 74 64 65 73

SOURCE: Kaiser Disability Survey, 2003.

NOTES: Individual categories might not add to 100 percent (or 1,505) because of rounding, missing data, or imputation. The
result in each cell was compared individually to every other result in the same row (that is, across insurance types). Superscript
letters indicate whether the given value is significantly different from each of the values in the same row, in the columns
indicated by the letters. Uppercase letters denote significance level of p <.001; lowercase letters denote p <.05. Significance
results are reported only once. So, for example, if a result in column A is significantly different from a result in column E, the
letter E (upper- or lowercase depending on the p value) will appear alongside the result in column A, but the letter A will not
appear alongside the result in column E.

*Sample was too small to generate statistically significant estimates.
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those on Medicare (either alone or with private coverage) have a mental disability,
similar to the population covered by private coverage only.

Although people with disabilities are more likely than adults in the general
population to have lower incomes across the board, Medicaid is especially likely
to serve poorer beneficiaries, simply because of the program’s income and asset eli-
gibility criteria. In this sample, 77 percent of the Medicaid population and 74 per-
cent of those enrolled in both Medicaid and Medicare reported annual incomes of
$12,000 or less. Fewer than half (44 percent) with Medicare alone fall into this in-
come group, and even smaller shares of those with Medicare and private coverage
and private coverage alone do so. Not surprisingly, given the connection to an em-
ployer or the ability to afford such a policy on one’s own, 60 percent of those with
private coverage alone reported incomes of $24,000 or more per year.

Relative to Medicaid, which serves many of those with the lowest incomes, the
uninsured population is composed disproportionately of the near-poor, or those
with incomes just above the federal poverty level. Those in this income range
could face the greatest challenges in access and out-of-pocket costs.

B Access problems and cost-related barriers. Because utilization patterns are
driven by multiple factors—including health care needs, people’s care-seeking be-
havior, and the affordability of care—this survey also explored the extent to which
people with disabilities face challenges in paying for care, navigating the health care
system, and getting needed services.

Although the majority of survey respondents said that they have a regular doc-
tor, one in four reported having had trouble finding a doctor who understands
their disability (Exhibit 4). The uninsured were also more likely than those with
health insurance to say they have no regular doctor and to report trouble finding a
doctor who understands their disability. When it comes to finding a doctor who
accepts their insurance, 17 percent of the sample reported this problem, with
higher rates reported among those covered by Medicaid.

Overall, prescription drugs and dental care are the services or benefits most
commonly named as causing cost problems, cited as a serious problem by 32 per-
cent and 29 percent of the sample, respectively. In addition, 21 percent of those
who use equipment to manage their disabilities said that they have serious diffi-
culties paying for such equipment, and 17 percent of those with a mental disability
said that the cost of mental health services was a serious problem. The
affordability of these services has direct implications for the care people with dis-
abilities receive. Sizable shares of this sample reported having postponed care (37
percent) or gone without necessary items such as equipment and eyeglasses (46
percent) because of cost. In addition, 36 percent of the overall sample reported
having skipped medication doses, split pills, or gone without filling a prescription
altogether to save money. Previous work has shown that seniors on Medicare
struggle with paying for their prescription medicines as well, with 22 percent es-
timated to skip doses or split pills.'
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EXHIBIT 4
Access Problems And Cost-Related Barriers To Care, By Source Of Coverage, 2003

Medicaid Medicare

and and No

Access Medicaid Medicare Medicare private Private insurance
problems Total only (A) only (B) (9] (D) only (E) (F)
No regular doctor 15% 15%4 16% 15% T%F 14%F 69%
Trouble finding a doctor who

understands disability 25 25 18¢f 32 25 24 35
Doctor would not accept

health insurance 17 22¢ 12 23 13 12 -1
Cost-related barriers
Serious problems paying for

Physician visits 22 158F 31CF 12¢eF 21F 24F 64

Hospital care 15 7BdeF 266F 8F 14F 16F 49

Prescription drugs? 32 24BF 52CdE 28F 35f 27F 62

Equipment? 21 10bd 18 11 18¢ 9 11

Home care? 16 120f 60° 15f 13 23 *

Mental health? 17 144 264 10 5€ 25 36

Dental care 29 27 470de 26 20 24 43
Put off/postponed care 37 24BceF 60CDE 38F 27F 37F 66
Went without things needed

(such as glasses, equipment) 46 408F 69C.DE 49° 40F 36F 67
Skipped doses, split pills, or

didn’t fill a prescription in

past year 36 28BF 58CDE 32F 36f 31F 60
Spent less on basic needs

(food/heat) 36 348 53CDhE 32 31 29f 49

SOURCE: Kaiser Disability Survey, 2003.

NOTES: Individual categories might not add to 100 percent because of rounding or missing data. The result in each cell was
compared individually to every other result in the same row (that is, across insurance types). Superscript letters indicate
whether the given value is significantly different from each of the values in the same row, in the columns indicated by the
letters (see Legend at top of table). Capital letters denote significance level of p <.001; lower-case letters denote p <.05. For
sample sizes, see Exhibit 3. Significance results are reported only once. So, for example, if a result in column A is significantly
different from a result in column E, the letter E (upper- or lowercase depending on the p value) will appear alongside the result
in column A, but the letter A will not appear alongside the result in column E.

1Not applicable.

2Among those using these services and, for mental health, among those with a mental disability.

*Sample was too small to generate statistically significant estimates.

Those without health insurance are at a substantial disadvantage when it
comes to paying for services. More than half of the uninsured reported serious
problems paying for physician visits and prescription drugs, and almost half re-
ported similar problems paying hospital and dental bills. Not surprisingly, when
compared with the rest of the sample, people with no insurance whatsoever are
more likely to take stringent measures to cut costs. Two-thirds of the uninsured
reported having postponed care and gone without necessities because of cost, and
almost as many said that they split pills, skipped doses, or did not fill a prescrip-
tion to save money.

Bl Variations in access problems and cost-related barriers, by source of cov-
erage. Multivariate analyses designed to examine the relationship between health
insurance and selected access problems and cost-related barriers to care confirm the
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importance of insurance for people with disabilities (Exhibit 5). For instance, those
without any source of health insurance coverage were approximately four times as
likely as people with health insurance to have postponed care because of cost. The
uninsured were about three times more likely than the insured to go without needed
supplies or forgo medicine because of cost.

Level of coverage and financial protection vary considerably by source of insur-
ance. Those with Medicaid as their sole source of coverage were significantly less
likely than those with either private coverage or Medicare alone to report post-
poning care or skimping on medications because of cost. In general, those relying
solely on Medicare fared less well than people with private coverage. In addition,
respondents with Medicare as their sole source of coverage were more than twelve
times as likely to have postponed care and more than seven times as likely to have
forgone taking medications because of cost than those enrolled only in Medicaid,
which underscores the important financial protections provided by Medicaid.

Among disabled Medicare beneficiaries under age sixty-five, those with some
form of supplemental coverage are at a substantial advantage in surmounting
cost-related barriers to care. Medicare beneficiaries without supplemental cover-
age through either a private source or Medicaid were significantly more likely

EXHIBIT 5
Relationship Between Health Insurance, Access Problems, And Cost-Related Barriers
To Care (Odds Ratios), 2003

Access problems Cost-related barriers
Trouble finding Doctor Went without
doctor who wouldn’t Postponed equipment/ Skipped/split
understands accept care because items because pills because
Insurance status disability insurance  of cost of cost of cost
Insured (reference)
Uninsured - - 4, 10% ok 2.60%*H* 3.13%%kx
Private (reference)
Medicare only 0.434%* - 2.63**** 427 F k%K 2.64%*
Medicaid only 0.403** - 0.24*%** - -
Medicaid (reference)
Medicare only - - 12.63**** 4.26%*** 7.33%%x%
Effect of supplemental
coverage for Medicare
under-65 disabled
Medicare + Medicaid
(reference)
Medicare only 0.498%* 0.378%*x* 6.28%*+* 2.98%*k* 5.92%*xx%
Medicare + private
(reference)
Medicare only - - 6.79**** 4. 88**** 4.00%***

SOURCE: Kaiser Disability Survey, 2003.

NOTES: Insurance categories are mutually exclusive. People with Medicare, Medicaid, or private insurance do not have any
source of supplemental coverage, unless explicitly noted. More detailed specifications of the models are available from the
authors (see Note 9 in text).

*%p < .05 **kxp < 001
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than those having those coverage sources to report problems on each of the three
cost-related outcome measures tested here. Those relying solely on Medicare were
almost seven times more likely than those with supplemental coverage to post-
pone care because of cost. They were also about five times as likely as those with
private supplemental coverage and about three times as likely as those with both
Medicare and Medicaid to go without health care necessities because of cost.

When multivariate analyses were used to examine the relationship between
source of coverage and access problems not stemming directly from the costs of
care, the results were somewhat mixed, with insurance appearing to play less of a
role than it does where cost-related barriers to care are concerned.

Conclusions And Policy Implications

Disabled adults living with disabilities face considerable challenges in the
health care system. Those interviewed for this survey have wide-ranging disabling
conditions and health care needs, along with high rates of functional limitations
and depression. For many, these needs are compounded by modest incomes that
often translate into financial barriers to the medical care and supports they need.

People who are both uninsured and disabled are at a particular disadvantage.
They are more likely than others to forgo or delay getting necessary care, including
prescription drugs and preventive services that would reduce their future need for
health care. These findings underscore the importance of additional research to
identify those who fall within this group in terms of their health care needs, in-
come levels, and employment status, along with their eligibility for and enroll-
ment in programs serving people with disabilities such as SSI and SSDI. In addi-
tion, the challenges faced by this group of people with disabilities suggest the
need for strategies to improve access to affordable coverage for the relatively small
share of adults with disabilities who are also uninsured.

A number of approaches could be pursued to achieve this goal, including relax-
ing eligibility rules to permit more low-income adults with disabilities to qualify
for assistance under Medicaid. Similarly, eliminating the twenty-four-month pe-
riod during which SSDI beneficiaries must wait before becoming eligible for
Medicare would clearly help close gaps in coverage for that particular segment of
the uninsured population.” In addition to strategies involving public programs,
policymakers could expand access to coverage through subsidized high-risk pools
or could pursue insurance reforms to overcome well-documented barriers to cov-
erage in the individual market, such as denials of coverage, exclusions for underly-
ing conditions, and high premiums.

These findings also demonstrate that all sources of insurance are not created
equal in meeting the needs of this population. Private coverage is often perceived
as the most generous source of coverage, generally serving those with higher in-
comes. However, even those with private coverage often have serious problems
paying for various services. By contrast, Medicaid appears to be performing well
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in shielding low-income adults with disabilities from cost-related problems com-
pared with people on Medicare or private insurance. This is most likely attribut-
able to the scope of covered benefits under Medicaid and the program’s low
cost-sharing obligations. Despite Medicaid’s relative generosity, however, specific
benefits vary considerably by state. Further research is needed to assess the extent
of these variations and their effects on disabled beneficiaries around the country.
In addition, in the face of rising costs and budget shortfalls, states are looking for
ways to slow growth in program spending, such as curtailing benefits, increasing
cost-sharing requirements, and restricting eligibility. In sum, this survey confirms
both the success of Medicaid in assisting people with disabilities and the poten-
tial consequences of budget-driven cutbacks.™

Medicare provides a critical source of insurance for adults under age sixty-five
with disabilities who might otherwise face serious obstacles to affordable health
insurance. However, beneficiaries who rely on Medicare as their sole source of
coverage are far more likely than those with either Medicaid or private insurance
to delay care, go without needed equipment, or forgo medicines because of cost.
They are also more likely than others who have supplemental coverage to report
cost-related problems. A new Medicare drug benefit would clearly help those who
cannot afford their medications—particularly if designed to cover the unique
drug-related needs of Medicare’s nonelderly beneficiaries.”” In addition, a careful
reexamination of Medicare’s benefit package and coverage limits could help to re-
duce the large share of beneficiaries who report problems paying for other services
such as mental health care, dental care, equipment, and home health services.”®

The findings from this survey highlight the diverse needs of nonelderly adults
with disabilities, while also demonstrating the need for important improvements
in the health care coverage available to this population. Along with extending cov-
erage to particularly disadvantaged groups of people with disabilities who lack
coverage altogether, future policy debates should focus on strengthening the cov-
erage offered through both public and private sources of insurance, to improve
health care and the quality of life for Americans with disabilities.

The authors thank Diane Rowland, Barbara Lyons, and Risa Elias for their assistance with the design of this
study; Melissa Herrmann for her help with the survey instrument and data analysis; Elizabeth Newell for her
research assistance; and Bob Williams and Henry Claypool for their insights and thoughtful comments.
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