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Letter of Transmittal
January 26, 2016

President Barack Obama

The White House

1600 Pennsylvania Avenue, NW
Washington, DC 20500

Dear Mr. President:

The National Council on Disability (NCD) is pleased to submit the enclosed second report in a
series of three regarding implementation of the Patient Protection and Affordable Care Act (ACA) of
2008. The title of this report is The Impact of the Affordable Care Act on People with Disabilities: A
2015 Status Report.

NCD is an independent federal agency, composed of nine members appointed by the President
and the U.S. Congress. The purpose of NCD is to promote policies, programs, practices, and
procedures that guarantee equal opportunity for all individuals with disabilities and to empower
individuals with disabilities to achieve economic self-sufficiency, independent living, and inclusion
and integration into all aspects of society.

This second report seeks to explore how changes to the country’s health care system are affecting
people with disabilities by (1) examining and analyzing available literature, (2) conducting qualitative
interviews of state-based disability rights leaders in ten states with diverse ACA implementation
decisions, and (3) assembling summary tables of selected state policy choices. This report gathers
and analyzes data that:

e Provides insight about the experiences of people living with a disability and/or closely asso-
ciated with diverse functional categories of disability;

e Describes what we currently know about the impact of the ACA on people with disabilities
based on available literature and qualitative interviews of disability leaders;

e Formulates recommendations for future research and tracking of effective results where
appropriate; and

e Presents 50-state summary tables of information for stakeholders regarding:
o Medicaid Alternative Benefits in states with expanded eligibility;
o State eligible health benefits decisions about and coverage of habilitative services; and
o Eligible health benefits benchmark coverage of rehabilitative services and durable med-

ical equipment.

For people with disabilities and their families, the quality of health care, risks, and even some
unintended consequences of ineffective planning, programs, processes, and practices reach

1331 F Street, NW = Suite 850 = \Washington, DC 20004
202-272-2004 Voice = 202-272-2074TTY = 202-272-2022 Fax = www.ncd.gov



beyond meeting medical needs, such as being empowered to pursue one’s training and/or employment
goals. Appropriate health care for these individuals continues to be linked to access, discrimination,
inclusion, disparities, employment impacts, and long-term services and supports. As we embark

on a new calendar year, NCD is grateful for the opportunity to share this early snapshot on the
implementation of the ACA.

Sincerely,

Clyde Terry
Chair

(The same letter of transmittal was sent to the President Pro Tempore of the U.S. Senate, the Speaker of the U.S.
House of Representatives, and the Director of the Office of Management and Budget.)
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Acronym Glossary

ABA Applied behavioral analysis

ABP Medicaid alternative benefit plan

ACA Patient Protection and Affordable Care Act
ACO Accountable care organization

ACS American Community Survey

CDC Centers for Disease Control and Prevention
CFC Community First Choice

CMS Centers for Medicare and Medicaid Services
CPM Continuous passive motion

CPS ASEC  Current Population Survey Annual Social and Economic Supplement

DME Durable medical equipment

EHB Essential health benefit

EHR Electronic health record

FPL Federal poverty level

HCBS Home- and community-based services
HIE Health information exchange

HIP Healthy Indiana Plan

HIT Health information technology

HRMS Health Reform Monitoring Survey

IDD Intellectual and developmental disabilities
IRB Institutional Review Board

LTSS Long-term services and supports

MEPS-HC Medical Expenditure Panel Survey—-Household Component

MCOs Managed-care organizations

NHIS National Health Interview Survey

NORC National Opinion Research Center

PCO Primary care option

POWER Personal Wellness and Responsibility Account
QHP Qualified health plan

SIPP Survey of Income and Program Participation
SPA State plan amendment

SSDI Social Security Disability Insurance

SSI Supplemental Security Income

STS Sympathetic therapy stimulator

TENS Transcutaneous electrical nerve stimulation
™J Temporomandibular joint

TMSIS Transformed Medicaid Statistical Information System
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Executive Summary

he Patient Protection and Affordable Care

Act (ACA) is one of the most significant

health-related pieces of legislation enacted
in decades. The act is especially important to
people with disabilities, who rely on a broad
range of health care services and supports, and
for whom the details of health coverage can have
an immediate effect on employment options. This
report analyzes what we know about the ACAs
impact on people with disabilities, using a formal
literature review, interviews with key informants
from disability organizations in ten diverse states,
and a review of state policies involving key ACA
provisions.

Literature review. Analyzing both peer
reviewed published studies and unpublished
studies from the “grey literature”—that is,
information and research output produced by
various type of organizations outside of academic
publishing'—we find little research showing how
people with disabilities have been affected by the
early stages of ACA implementation.? This lack of
empirical evidence is partially because the most
important ACA provisions were only recently
implemented. Thus, public surveys, which are
often made available with a considerable time
lag, do not yet reflect most of these provisions.
Moreover, most studies do not appear to identify
people with disabilities as a unique subgroup

warranting specific analysis.

A number of studies have examined the
ACAs dependent coverage provisions, which,
starting in 2010, extended private coverage to
dependents up to age 26. They found that young
adults with disabilities and other young adults
have experienced significant coverage gains
because of this provision. Other studies showed
that, starting in 2014, low- and moderate-income
nonelderly adults, including both adults with
chronic illnesses and other adults, experienced
significant coverage gains. In some states and
the District of Columbia, those gains resulted
from Medicaid expansion to adults with incomes
up to 138 percent of the federal poverty level. In
all states and the District of Columbia, the gains
resulted from subsidies for qualified health plans
(QHPs) offered in health insurance Marketplaces
combined with private insurance reforms, such
as the prohibition of discrimination based on
health status. Evaluations of the ACAs provisions
involving long-term services and supports (LTSS)
are just getting underway, and preliminary
results vary; some early findings indicate initial
implementation challenges.

Interviews. \We selected key informants from
ten states across geographic regions that differed
in terms of their Marketplace enrollment success
as well as key ACA implementation decisions,
such as type of Marketplace exchange system,
(non)expansion of Medicaid, and adoption of
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an LTSS provision. Interviewees were chosen
to represent a broad range of disabilities and to
offer insight into the experiences of people with
disabilities with ACA implementation in their
states.

New insurance affordability programs.
Interviewees almost universally described
Medicaid as the “first resource” for people with
disabilities because it provides benefits that
are more comprehensive than those offered by
private plans. According to the interviewees,
expanded eligibility tended to serve adults with
comparatively moderate disabilities. Whether
the alternative benefit plans (ABPs) provided
to newly eligible adults aligned with Medicaid
benefits for other adults varied among states. In
states that modeled ABPs on employer-based
plans rather than on pre-ACA Medicaid coverage,
interviewees reported service limitations that
disadvantaged people with disabilities. Despite
broad knowledge of ACA implementation, no
interviewee was aware that newly eligible adults
could transfer from ABPs to standard Medicaid
benefits by demonstrating “medical frailty,”
which suggests a gap in the information some
states provide on coverage options. A number of
interviewees expressed concerns that expanded
Medicaid enrollment without an accompanying
increase in the number of providers appeared
to be limiting previous beneficiaries’ access to
certain specialty providers.

The ACASs subsidies for QHPs were helpful in
reducing premium costs, according to informants.
Despite those subsidies, high deductibles and
other out-of-pocket cost-sharing (for example,
prescription drugs) were access barriers to
many people with disabilities, as were some
QHPs' limited provider networks. Many states’
decisions about essential health benefits (EHBs),

4 National Council on Disability

apparently motivated by a desire to limit costs,
excluded services that people with disabilities
need. Some informants expressed concerns that
the complexity of ACA implementation could let
states and insurers avoid complying with federal
legal requirements for EHBs.

Marketplace enrollment processes.
Interviewees described the enrollment process
as complex and challenging for many people with
disabilities, partially because some Marketplaces
did not implement planned accessibility features
as a result of budget constraints and other
operational difficulties. Interviewees thought that
Navigators, people trained to help consumers
find health coverage options in the Marketplace,
were helpful only when they had previous
experience with health issues faced by people
with disabilities. According to interviewees,
many people with disabilities found it particularly
hard to choose among available QHPs because
the Marketplaces had limited information about
important details of covered benefits and provider
networks.

Long-term services and supports. With both
demonstration projects that integrate Medicare
and Medicaid coverage for dual eligibles and
other uses of private managed-care plans to
cover LTSS, key informants reported concerns
about the plans’ incentives to limit services and
lack of prior experience with LTSS. In states
implementing the Community First Choice
(CFC)? option for Medicaid coverage of home-
and community-based services (HCBS) for all
eligible beneficiaries, informants expressed
concerns about disruptions to previous
arrangements that worked well for many people
with disabilities. By contrast, informants in other
states reported that disability organizations were
advocating CFC implementation to address long




waiting lists for HCBS offered through pre-ACA
Medicaid waivers.

Employment and financial impacts. Though
most interviewees did not perceive direct
impacts of the ACA on people with disabilities’
employment prospects, some key informants
asserted that access to coverage through the
ACA decreased the pressure for people with
disabilities to remain impoverished to qualify for
Medicaid’s comprehensive benefits or to pursue a
job solely for its health benefits. As a result, more
people with disabilities could search for jobs that
aligned with their skills. Community First Choice
options can also be used to provide services that
support an individual's employment goals.*

State tables. Our summary of key state
decisions involved (1) ABPs covered for newly
eligible Medicaid adults and (2) state decisions
about EHBs in the categories of habilitative
services, rehabilitative services, and durable
medical equipment. As of August 2015, 30
states plus the District of Columbia had adopted
legislation expanding their Medicaid program.

Of these, 18 states plus the District of Columbia
offered ABPs that were aligned with standard
Medicaid benefits for adults; 11 states offered
ABPs that were based on employerbased

plans and that typically provide fewer benefits
than standard Medicaid benefits; one state
(Alaska) was scheduled to start its expansion
September 1, 2015; and one state (Montana) was
awaiting approval by the Federal Government.®

In terms of EHBs, many features of coverage
did not vary significantly among states and the
District of Columbia. Exceptions included autism-
related care and habilitative services. Habilitative
services, which involve helping consumers
keep, learn, or improve functions for daily living,
is a newer benefit category for many private

plans and is undergoing a lot of change. Major
interstate differences included provider visit limits
and included services. Rehabilitative services
have been part of most commercial plans and
have only been marginally affected by the ACA.
Recent regulations establish a January 2017 due
date after which state EHBs are barred from
applying a single-visit limit to both habilitative and
rehabilitative services; 11 states had not yet met
this requirement by August 2015.

Recommendations for future research. On
the basis of the above analysis, we make several
recommendations for future research into the
ACA’s effects on people with disabilities:

= The most important nearterm research goal
involves ensuring that forthcoming survey-
based research analyzes the coverage,
access, and other effects of the ACA on
people with disabilities, along with other
important groups. Major national survey
data will soon become available that show
health coverage in 2014, the first year during
which the ACAs main provisions became
effective. Both newly available data and 2014
data already available under other national
surveys contain information about people
with disabilities.

= Qualitative research involving focus
groups and key-informant interviews could
analyze the reasons that some people with
disabilities have fared better than others in
gaining improved coverage and access to
health care. Such analysis could explore the
relationship between state policy choices
and health coverage and care of people with
disabilities.

= Similar qualitative research, combined
with evaluation data, could analyze the
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effects of expanded Medicaid managed
care coverage of LTSS, including analyzing
demonstration projects that integrate
Medicare and Medicaid coverage for dual
eligibles.

= Researchers could analyze new sources
of administrative data. Such administrative
data include (1) information about a person’s
disability status requested on national
applications for QHP subsidies and (2)

6 National Council on Disability

new, comprehensive Medicaid data that
states and the District of Columbia are
increasingly providing to the Centers for
Medicare and Medicaid Services as part
of the Transformed Medicaid Statistical
Information System. Once all personally
identifying information is removed,

these administrative records could help
researchers assess the coverage and care
that QHPs and Medicaid furnish to people
with disabilities.
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“[It impacts] every kid with a disability whose parents have a job—it's
huge. It gives them an option of not having to impoverish themselves

immediately to get SSI."—Interview Participant from Colorado
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Chapter 1. Introduction

Report Structure

e start this report by providing a
topically organized overview of our
findings; we then

= summarize available literature that describes
the impact of the Patient Protection and
Affordable Care Act (ACA) on people with
disabilities;

= describe our qualitative interviews with key
informants from the disability community in
ten diverse states;

= inventory and analyze key ACA
implementation choices that states
made; and

= offer recommendations for future research
to analyze the impact of the ACA on people
with disabilities.

Overview

The ACA has the potential to deeply affect people
with disabilities. Several provisions of the ACA
stand out in their likely impact on the disability
community:

= The expansion of Medicaid eligibility to
adults with incomes at or below 138
percent of the federal poverty level (FPL),
which went into effect in 2014 (States and

the District of Columbia had the option
to expand Medicaid as early as 2010, and
some did.)®

= Also starting in 2014: private insurance
offerings through newly established
health insurance Marketplaces (also
called “exchanges”), supported by federal
subsidies; marketwide prohibitions against
insurance company discrimination; and
essential benefit requirements that forbid
certain overall limits on covered services

= Beginning in 2010, options to improve
Medicaid coverage of long-term services
and support (LTSS), which include
demonstration projects that integrate
Medicare and Medicaid coverage for dually
eligible individuals and the Community
First Choice (CFC) option, which provides
home- and community-based services
(HCBS) to all Medicaid beneficiaries who
qualify

Dependent coverage provisions, effective
in 2010, that let young adults stay on their
parents’ health insurance plans until age 26

The operation of these nationwide provisions

is subject to implementation decisions by

states (including the District of Columbia) and
insurers. States can expand Medicaid and define
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Medicaid services within federal parameters; as
of August 2015, 30 states and DC have adopted
such an expansion, 20 have not.” Like most other
forms of insurance, qualified health plans (QHPs)
offered in Marketplaces need to cover essential
health benefits (EHBs), but flexible federal
guidelines have led to great variance between
states and within some states, potentially leaving
services important to people with disabilities
uncovered.® Thirteen states and DC run their own
Marketplaces, ten states operate Marketplaces
jointly with the Federal Government, and
27 states have the Federal Government
administer Marketplaces.®

This report synthesizes emerging evidence
of the ACAs impact on people with disabilities
based on

= areview of the available literature, both
peerreviewed and “grey”;

= interviews with key informants from
disability organizations in ten states with
diverse ACA implementation approaches;™
and

= 3 state-specific summary of selected
implementation decisions involving
Medicaid expansion and selected EHBs of
particular interest to people with disabilities.

There is little published research addressing the
impact of the ACA on consumers with health
problems, much less those with disabilities. One
contributing factor involves lengthy standard
delays in the release of national survey data. For
example, information about coverage in 2014, the
first year to which the ACAs central provisions
applied, is not slated to become available until fall
of 2015 for the two most widely used sources

of health coverage data: the Current Population
Survey Annual Social and Economic Supplement

National Council on Disability

and the American Community Survey. One
exception involves the ACAs dependent coverage
provisions, which became operative in 2010
and that research suggests have significantly
increased coverage for young adults with and
without disabilities. Because of these data
limitations, most of the findings discussed in this
report are based on the perception of informants.
Medicaid expansion. Both interview results
and available literature suggest that Medicaid
expansion has helped people with disabilities.
Informants described Medicaid as a “first
resource” for people with disabilities, on
the basis of benefits that are broader than
coverage by private plans and go farther toward
meeting the needs of people with disabilities.
Evidence based on surveys, though scant,
points toward important gains in coverage for
people with disabilities because of the Medicaid
expansion. One study found a stronger decrease

Medicaid Expansion (as of
August 2015)

= 18 states plus the District of Columbia
offered alternative benefit plans (ABPs)
that were aligned with standard Medicaid
benefits for adults;

= 11 states offered ABPs that were based
on employerbased plans and that typically
provide fewer benefits than standard
Medicaid benefits;

= One state (Alaska) was scheduled to start its
expansion September 1, 2015; and

= One state (Montana) was awaiting approval
by the Federal Government.




in the uninsured rate among chronically ill
adults in Medicaid-expanding states versus
nonexpanding-Medicaid states. According
to another study, low-income people with
health problems in Connecticut experienced
the strongest uninsured rate decline of all
demographic groups

route for people with disabilities to obtain
broader services. Some informants noted that
increased demand for services resulting from
expanded eligibility appeared to diminish access
to some Medicaid specialty providers, such as
those providing mental health care. According
to informants, among

considered when
the state expanded
Medicaid early.
However, states
expanding Medicaid
provide newly eligible
adults with an alternative
benefit plan (ABP),
which may not include
all standard Medicaid
benefits for adults. As
of August 2015, 18
states plus the District .
of Columbia offered services.
ABPs that were aligned with standard Medicaid
benefits for adults; 11 states offered ABPs that
were based on employerbased plans and that
typically provide fewer benefits than standard
Medicaid benefits; one state (Alaska) was
scheduled to start its expansion September 1,
2015; and one state (Montana) was awaiting
approval by the Federal Government." Informants
from states that did not align their ABPs to
their standard Medicaid benefits reported
that service limitations result in benefits that
are less favorable to people with disabilities.
The ACA lets newly eligible adults who are
“medically frail” switch from the ABP to standard
Medicaid benefits for adults. However, no
key informants were aware of this safeguard,
suggesting that states may not have educated
beneficiaries about this potentially important

ACA lets newly eligible adults who
are “medically frail” switch from
the ABP to standard Medicaid
benefits for adults. However, no
key informants were aware of

this safeguard, suggesting that
states may not have educated
beneficiaries about this potentially
important route for people with
disabilities to obtain broader

people with disabilities,
expanded eligibility
mainly benefited

those with moderate
disabilities—individuals
whose conditions did
not meet the severity
requirements for pre-
ACA disability-based
Medicaid as well as
those falling within

the two-year waiting
period before qualifying
for disability-based
Medicare. Some informants also mentioned as
another advantage of the new eligibility category
that its assets are not considered in qualifying
for Medicaid, a situation that allows people with
disabilities to accumulate resources and increase
self-sufficiency.

Insurance reforms and EHBs. Informants
noted the significant gains that people with
disabilities received from the ACAs elimination
of preexisting condition exclusions and lifetime
coverage limits. However, informants reported
serious limitations with state EHB definitions that
prevented people with disabilities from receiving
necessary care, which in some cases were
written to accommodate policymakers’ desires
to control costs. Limitations of particular concern
involved durable medical equipment (DME),
habilitative and rehabilitative services, mental
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health care, and prescription drugs. Interviewees
were also skeptical about state enforcement

of applicable legal requirements, particularly as
to coverage offered through federally facilitated
Marketplaces.

Our analysis of EHBs in the 50 states and the
District of Columbia suggests that, in terms of
habilitative and rehabilitative care and DME, the
broad parameters of covered benefits are similar
across states, with some exceptions that involve
habilitative services and autism care. Because
rehabilitative services have been included in most
commercial plans, they have been marginally
affected by the ACA. However, habilitative care,
which involves helping consumers keep, learn,
or improve functions for daily living, is a newer
benefit category for many private plans and
is undergoing much change. Major interstate
differences include which services are covered,
such as maintenance therapy, and provider visit
limits that vary among states from 20 to 90 visits
a year. Recent regulations establish a January
2017 due date after which state EHBs are
barred from applying a single-visit limit to both
habilitative and rehabilitative services; 11 states
have not yet met this requirement.

Marketplace QHP offerings. Federal subsidies
to purchase QHPs led to significant coverage
gains. Among chronically ill adults in the income
range qualifying for subsidies, the number
without coverage fell 53 percent, according to
one study.” Key-informant interviews confirmed
the importance of subsidies in making coverage
more affordable. However, many informants
reported that, despite subsidies, QHP costs were
problematic for many people with disabilities.

In particular, high deductibles and other out-of-
pocket cost sharing have apparently reduced
receipt of necessary services while imposing

12 National Council on Disability

cost burdens on consumers with significant
health care problems. Some informants
described QHP provider networks as similar to
networks in other Markets, sharing underlying
limits in provider capacity. Other interviewed
informants were concerned about narrow QHP
networks that prevented people with disabilities
from accessing necessary providers.

Marketplaces as enrollment portals.
Informants reported shortcomings in Marketplace
accessibility to people with disabilities, which
may have resulted from budget constraints
and other initial operational challenges facing
Marketplaces. Informants also expressed
concerns about the limited training that
Navigators received in meeting the needs of
people with disabilities. These gaps were often
filled by disability organizations that furnished
assistance to people with disabilities. Harder
to overcome were limitations in Marketplace
information about features of QHPs that were
particularly important to people with disabilities,
such as the details of covered benefits and drug
formularies. The federally facilitated Marketplace
provided little or no information about Medicaid
eligibility categories that serve some people with
disabilities with incomes above 138 percent of
the FPL, in the range of financial eligibility for
QHP subsidies. However, informants reported
an example of a state-based Marketplace that
effectively provided information about these
Medicaid eligibility categories, which offer people
with disabilities more comprehensive services at
significantly reduced cost.

Employment and financial impacts. Some
informants noted that extended coverage
decreased the pressure for people with
disabilities to impoverish themselves to fall under
Medicaid coverage or to pursue a job solely for




its health benefits. As a result, more people with
disabilities could search for jobs that aligned with
their skills. Commmunity First Choice options can
also be used to provide services that support

an individual’'s employment goals (for example,
Kennedy-Lizotte 2011).

LTSS. As of August 2014, 13 states had
implemented demonstration projects that
integrate Medicare and Medicaid services for
people who are dually eligible; 10 of these
states are using private, managed care plans.
Both with these demonstration projects and
other uses of private,

Recommendation for future research. As
noted, ACA research to date has included
little analysis of its effects on people with
disabilities. Key informants likewise reported a
disempowering absence of information about
disability-based impacts. By fall 2015, health
coverage and related data will be available from
major federal surveys showing results from
2014, the first year during which the ACAs main
provisions went into effect. Almost certainly,
a wave of ACA-related research will ensue. If
past trends hold true, this research will analyze

data in terms of race

managed care plans to

and ethnicity, income,

Some informants noted that

cover LTSS, informants
reported widespread
concerns about state
contracts with plans
that lacked significant
experience managing
LTSS and incentives
for plans to increase
profits by limiting
services. States

with dual-eligibility
demonstrations have evaluations underway,
though they are far from completion. Preliminary
results indicate some initial implementation
challenges.

Seven states have implemented the CFC
option by August 2014." Formal evaluation
results are not yet available, but informants
from other states reported a significant interest
in pursuing this option to address long waiting
lists for HCBS provided through pre-ACA
waivers. In states implementing CFC, informants
expressed concerns about disruptions to previous
arrangements that worked well for many people
with disabilities.

extended coverage decreased the
pressure for people with disabilities
to impoverish themselves to fall
under Medicaid coverage or to
pursue a job solely for its health
benefits. As a result, more people
with disabilities could search for
jobs that aligned with their skills.

age, gender, state of
residence, and chronic
health conditions, but
not disabilities. The most
important nearterm
research goal for the
disability community
involves ensuring that
forthcoming survey-
based research analyzes
the coverage, access,
and other effects of the ACA on people with
disabilities, along with other important groups.
Other future research efforts could also prove
important data:

= Qualitative research, including focus groups
and key-informant interviews, could analyze
the factors associated with differential
coverage and access gains that different
groups of people with disabilities experience,
including differences that involve state of
residence (and associated policy choices),
disability category, income, age, race and
ethnicity, education level, and gender.
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Similar qualitative research strategies

could be combined with data gathered for
evaluation purposes to analyze the impact of
expanded Medicaid managed care coverage
of LTSS, including through demonstration
projects that combine Medicare and
Medicaid coverage of dually eligible
beneficiaries.

Researchers could examine new sources
of administrative data to investigate the
coverage and services that people with
disabilities receive through the ACAs
insurance affordability programs. Such
administrative data include information
about disability status already provided on
applications for QHP subsidies as well as
comprehensive information state Medicaid
programs are increasingly reporting to

14 National Council on Disability

the Centers for Medicare and Medicaid
Services as part of the Transformed
Medicaid Statistical Information System,
which is being phased in. This system
includes data about enrollment, services,
costs, demographic characteristics, and
other factors. Once all personally identifying
information is removed from these two
sources of administrative data, they could
help researchers assess the coverage and
care that people with disabilities receive
from QHPs and Medicaid.

Health services and public health
researchers could be encouraged to
routinely analyze data by disability status,
along with other key variables.




Chapter 2. Literature Review

n this chapter, we review studies examining the

impact of the ACA on people with disabilities.

The first part of the review discusses the state of
evaluation studies for ACA provisions that are likely
to be most important for people with disabilities:
state health insurance exchanges (Marketplaces),
Medicaid expansion, and LTSS. Only a few peer-
reviewed, published studies, or unpublished
studies are available on these topics as of August
2014. In the second part of the review, we
discuss publications studying the impact of the
ACA provision that allows adult dependents 26
years or younger to remain on their parents’ health
insurance plans. Much more research describes
the effects of this provision, dating back to its 2010
implementation. Although disability rates are much
lower among younger adults, therefore affecting
fewer people with disabilities than other ACA
provisions,’® we include studies on this provision
because some people with disabilities benefit
from the dependent coverage requirement. Thus,
analyzing this research yields important lessons
that can shape future studies examining the impact
on people with disabilities of other, more central
ACA provisions.

Our review used tools such as Google Scholar
to retrieve both published studies in peer
reviewed journals and other articles and reports,
often called “grey literature."'® We also examined
research described in these articles and reports

and reviewed Web sites of relevant organizations
(for example, Urban Institute’s Health Reform
Monitoring Survey Web site and the Kaiser Family
Foundation’s Health Reform Web site). We visited
Web sites to find experts conducting research on
the ACA and people with disabilities.!”

Primary ACA Provisions for People
with Disabilities
Marketplaces and Medicaid Expansion

Only a few studies have examined the effect
of the ACA on people with disabilities as of
August 2014. A number of studies report
outcomes by health status, but that is not
the same as an explicit focus on people with
disabilities. Studies that report outcomes
separately by health status typically use one
health measure (for example, overall self-reported
health status). From a disability perspective, this
approach is simultaneously too narrow, because
it captures only some people with disabilities, and
too broad, because it includes many people with
health problems that do not involve disability.

An important reason for the lack of research
is the short time that has elapsed since many
major ACA provisions became effective, with
the most important coverage expansions and
insurance reforms beginning in 2014. This short
time period constricts the availability of data
sources for analysis even though population
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surveys do include information about disability
status (as required by ACA Section 4302) and
coverage. For example, the two primary data
sources for state-level coverage estimates—the
American Community Survey (ACS) and the
Current Population Survey Annual Social and
Economic Supplement (CPS ASEC)—wiill not
provide information about 2014 coverage until
September 2015 or later. As time passes, it will
be important for health care researchers, public
policy analysts, and the disability community
to monitor whether studies are conducted and
published that use available data to assess the
impact of the ACA specifically on people with
disabilities. To illustrate, National Health Interview
Survey (NHIS) data about health coverage in 2014
have become available.’® The NHIS questionnaire
requests information about disability, but the
authors are not aware of any published research
that uses this data to assess the impact of the
ACA on people with disabilities.” Some published
research uses NHIS data to examine issues
involving people with disabilities, but even studies
published as recently as June 2015, conference
presentations scheduled for July 2015, and
graduate-level theses slated for publication in
August 2015 examine NHIS data only as late as
2013.2°The Medical Expenditure Panel Survey—
Household Component (MEPS-HC) has likewise
released data showing health coverage and other
characteristics of households interviewed during
the early part of 2014, including information
about limitations that signal likely disabilities and
several options for tracking respondents’ changes
longitudinally. As far as the authors are aware, no
studies or reports have analyzed these data to
show the 2014 effects of the ACA on consumers,
much less those with disabilities.

That said, the few studies that do report
outcomes by health status or activity limitations

16 National Council on Disability

that signal the possible presence of disability
show initial positive impacts of the ACA on
coverage for people both with and without health
problems. A few studies also show that coverage
obtained through the ACA increases access to
care and, tentatively, health, but these studies do
not report results by health status.?

Sommers, Kenney, and Epstein overcame
the previously stated data limitations, finding
that an early Medicaid expansion in Connecticut
resulted in substantially greater coverage gains for
adults whose health problems signaled potential
disability than for other adults.?? Researchers
examined coverage changes in Connecticut and
the District of Columbia, where officials increased
coverage in 2010 and implemented the ACA
option to expand Medicaid eligibility before 2014.
Using the 2008-2011 ACS, researchers compared
coverage changes in Connecticut and the District
of Columbia to changes in nearby states that did
not implement early expansions.Z Their sample
included people targeted by the expansion:
childless adults ages 19 to 64 with family income
below 56 and 200 percent of the poverty level for
Connecticut and Washington, DC, respectively.
Researchers reported coverage changes within
the target group both for adults as a whole and
for multiple subpopulations, including people with
health-related limitations that signaled possible
disability.?* Sommers and colleagues observed
greater coverage gains in Washington, DC, than in
the comparison state Virginia, but the ACS’s small
sample size for the District of Columbia meant that
this difference was not statistically significant under
the authors' metrics.?® By contrast, the Connecticut
sample was large enough for researchers to detect
statistically significant differences between that
state's coverage changes and those in nearby
states. Among all Connecticut adults targeted
by expansion, the proportion of uninsured fell by




2.8 percentage points compared to changes in the
uninsurance rate among similar adults in adjacent
states. However, among adults within the target
group who reported health-related limitations
signaling possible disability, the expansion resulted
in an 11.2 percentage point drop in the proportion
of uninsured individuals, representing an almost 50
percent reduction compared with pre-ACA levels.
No other subpopulation experienced a comparable
coverage gain.

Other researchers addressed the delayed
release of national survey data by developing
new data sources. For example, Shartzer,
Kenney, and Zuckerman analyzed the ACAs
effects on coverage of adults with chronic iliness
by using data from the Urban Institute’s Health
Reform Monitoring Survey (HRMS).? HRMS is
a quarterly survey that shows the ACAs effects
on nonelderly adults. Shartzer and colleagues
examined changes between September 2013
and March 2015 in the uninsurance rate of
nonelderly adults with chronic physical or
neurological health conditions.?’ That rate fell by
6.7 percentage points, which represented a 50
percent decline relative to the uninsurance rate of
13.2 percentage points in September 2013. This
relative decline was somewhat larger than that
of adults in general, for whom the uninsurance
rate dropped by 42.5 percent relative to its
September 2013 level.?® However, the reported
difference between relative coverage gains for
chronically ill adults and for adults in general
was not statistically significant. Both among
adults with chronic illness and other adults,
coverage gains were particularly pronounced
in states expanding Medicaid and for adults
with incomes at or below 138 percent of FPL.
Reductions in the uninsurance rate were also
pronounced in the income range typically
qualifying for QHP subsidies—namely, between

138 and 400 percent FPL. Among adults with
chronic conditions, the proportion of individuals
without coverage fell by seven percentage points,
representing a 53 percent relative decline. Similar
results were observed for adults as a whole.

Long-Term Services and Supports:
Selected Issues

It appears there are currently no findings

of systematic, large-scale studies available

that examine the impact of dual-eligibility
demonstrations and the Community First Choice
(CFC) option. The Centers for Medicare and
Medicaid Services (CMS) have approved dual-
eligibility memoranda of understanding for 13
states, including ten with private managed care
plans by August 2014.2° The earliest enrollment
of eligible beneficiaries took place in Washington
and Massachusetts in the second half of 2013.%°
California, which has by far the largest number of
beneficiaries affected by such demonstrations,
started enrollment in April 2014. RTI International
is evaluating state demonstrations for CMS but
has not yet released study results.®! State-based
evaluations of dual-eligibility demonstrations in
the form of enrollment analyses, focus group
interviews, and key-informant interviews have
begun. Some preliminary highlight general
implementation challenges, such as managed
care program staff with little or no prior LTSS
experience (“steep learning curve”), concerns
about the adequacy of provider networks, and
other difficulties with transmission of accurate
information,®? but evidence of people with
disabilities’ experience with these LTSS services
are generally not available.® Both formal and
informal reports suggest that in some states,
efforts to educate consumers may be falling far
short of goals. For example, beneficiaries have

experienced significant confusion and sometimes
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were unable to obtain care despite repeated
attempts; managed care plans often could not
reach enrollees to conduct assessments and
develop care plans; and overall enrollment levels
appeared to be falling short of projections.3*

As of August 2014, CMS has approved
state plan amendments (SPA) to implement
the CFC option from seven states: California,
Connecticut, Maryland, Montana, Oregon, Texas,
and Washington. California was the first state
to submit a SPA in December 2011, and it was
approved by CMS in August 2012.3°\We were
able to find only one document related to an
evaluation of the CFC option, the 2014 interim
report by the Department of Health and Human
Services to Congress.* This report states, “[l]t is
too early to assess the

main findings for people with disabilities and
then discuss what these studies can tell us about
future research directions concerning the ACAs
impact on people with disabilities.

In terms of methodology, all studies reviewed
here contrast outcomes before and after
implementation for adults 19 to 25 years—the
age group benefiting from this feature of the
ACA. The studies then compare that change in
outcomes with those experienced by certain
adults over 26 years of age, who did not benefit
from this policy change. Depending on the study,
the precise definition of the latter comparison
group varies between adults ages 27 to 29 and
those ages 27 to 32.%° The goal of this approach
is to isolate the causal effect of implementing

the provision from other

effectiveness of services

Among young adults with possible

provided under CFC in
allowing individuals to
live independently, the
impact of such services
on recipients’ physical
and emotional health, into effect.
and the comparative

costs of CFC services and those provided
under institutional care.”®” The National Opinion
Research Center is currently conducting an

extensive evaluation of this provision.=®

Dependent Coverage

In this section, we review studies evaluating
the ACAs expansion of private dependent
coverage for young adults, implemented in
October 2010. Population surveys covering the
post-implementation period have been available
since 2012, resulting in a much larger body of
literature than applies to the ACA provisions
discussed previously. Here, we first summarize
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mental health care needs, the
receipt of treatment increased by
5.3 percentage points once the
dependent coverage provision went

changes that occurred
during that time that
influenced outcomes for
young adults targeted by
the provision.

Studies show strong
reported decreases in
uninsurance rates. On
average, the uninsurance rate decreased by
about six percentage points across the various
studies (see Table 1). Because the uninsurance
rate among young adults was 30 percent before
implementation of the provisions,*° this six
percentage point decline amounts to a relative
decrease in the uninsurance rate of about 20
percent.*’ However, estimates vary widely across
studies. Studies that did not go beyond the
year 2010 found smaller effects because they
do not capture the full effect of the provision.*?
Sommers and colleagues included data from 2011
and reported a much higher overall decrease in
the uninsurance rate during mid-2011 than during




lllustrative Monitoring Questions

Table 1. Main Results of Studies of the Impact of the ACA Dependent Coverage Provision

Study Decrease in Uninsurance Rate Other Results

Studies that report effects separately by health status or disability

Antwi, Moriya,
and Simon
(2013)%°

3.2 percentage points for all young adults.
Men, older young adults, and young adults
with less than excellent self-related health
status experienced a higher decrease.

Decrease in hours worked
and in probability of
working full time.

Porterfield and
Huang (2014)%

6.1 percentage points for young adults
with dis-abilities and family income below
200 percent FPL. 9.0 percentage points

for young adults with dis-abilities and
family income above 200 percent FPL. 6.0
percentage points for young adults without
dis-abilities and family income below 200
percent FPL. 9.3 percentage points for
young adults without dis-abilities and family
income above 200 percent FPL.

Saloner and
Lé Cook (2014)%?

12.4 percentage points for patients with likely
mental health issues. 6.5 percentage points
for patients with likely substance abuse issues.

Increase in mental health
treatment: 5.3 percentage
points.

Sommers et al.
(2013)%3

4.7 percentage points for all young adults.
Decrease is initially higher for those in fair or
poor health.

Studies that focus on young adults admitted to hospitals

Antwi, Moriya, 2.9 percentage points for young adults with | Increase in non—birth-

and Simon all non-birth-related admissions to hospitals. | related inpatient visits:

(2014)5 1.3 percentage points for young adults with | 3.5 percentage points

mental illness admissions. (overall), 9.0 percentage

points (mental illness—
related visits). No change
in length of stay, number
of procedures, and total
charges.

Mulcahy et al. 1.7 percentage points for young adults

(2013)% admitted to emergency departments.

Scott et al. 3.4 percentage points for trauma patients. No significant change in

(2015)%¢ The decrease is higher for men, non- mortality risk.

Hispanic whites, those with relatively less
severe injuries, and those admitted to
nonteaching hospitals.
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lllustrative Monitoring Questions (continued)

Table 1. (continued)

Study Decrease in Uninsurance Rate Other Results

Other studies
Barbaresco, 6.2 percentage points for all young adults. Increase in having a