
The Patient Protection and Afford-
able Care Act (PPACA) addressed

the major issue of insurance cover-
age for young adults, the largest de-
mographic of uninsured individuals.
But for the significant numbers of
young adults with special health care
needs (YASHCN), the expanded cov-
erage of the PPACA falls short of ad-
dressing problems around continuity
of insurance, cuts in covered Medic-
aid services at age 18, inadequacy of
coverage for transition and self-man-
agement visits, and incongruent
provider networks while transferring
care across systems. This article at-
tempts to address some of these re-
maining challenges.

About 9.5 million young adults
age 18 to 29, or one in five, has a
pediatric-onset chronic medical con-
dition or disability.1 Until the recent
passage of the PPACA, many young
adults, including those with chronic
conditions and disabilities, became
uninsured once they turned 19 ei-
ther because they aged out of their
parents’ insurance plans or because
they no longer qualified for public in-
surance. In Ohio, nearly 33% of
YASHCN (age 19 to 26) did not have
insurance compared to only 5% of
children.2

When the PPACA was signed in
2010, private insurers were required
to allow qualifying young adults up
to age 26 to remain on their par-
ents’ insurance plans. This resulted
in coverage for an additional 6.6 mil-
lion young adults who would not
otherwise have been covered in
2011.3 Those with pre-existing con-
ditions who were uninsured for
more than six months became eligi-
ble to apply for insurance through
temporary national high-risk pools.

among low-income adults, some
states are considering adopting a
Basic Health Program (BHP) option
of the PPACA. Under this option,
states would receive a lump-sum
payment equal to the cost of insur-
ance exchange subsidies for house-
holds with incomes between the
Medicaid cutoff and 200% of the
FPL. The state would then assume
responsibility for financing a BHP
that contracts with Medicaid plans
and providers to reduce coverage
disruptions for low-income adults up
to 200% of the FPL whose incomes
rise or fall across Medicaid income
eligibility over time.

Finding adequate insurance is
also difficult for YASHCN. Medicaid
is required to cover all medically
necessary services and prohibits
cost-sharing for children under age
18 because of rules under the Early
and Periodic Screening, Diagnosis,
and Treatment (EPSDT) program.
But when children turn 18, many of
these services—including prescrip-
tion drugs, dental care, durable med-
ical equipment, and personal care
services—become “optional” Med-
icaid-covered services that vary from
state to state. Standard commercial
insurance plans typically cover
fewer of these services. As part of
the PPACA, the Department of
Health and Human Services has de-
fined a set of 10 categories to be in-
cluded in essential health benefits of
all private and public plans, which
now includes mental health ser-
vices, prescription drugs, chronic
disease management, and rehabilita-
tive services and devices. Exactly
what specific benefits states will in-
clude under these broad categories

The more comprehensive coverage
provisions of the law that will bene-
fit young adults will go into effect in
2014. First, health plans will no
longer be able to deny or drop cov-
erage for people with pre-existing
conditions. Second, Medicaid eligi-
bility will be expanded to 133% of
the federal poverty level (FPL) for all
individuals under age 65. Finally,
young adults whose employers do
not offer insurance will be able to
purchase insurance through regu-
lated state-based health insurance
exchanges with premium and cost-
sharing subsidies for those who
qualify. Starting in 2019, Medicaid
will also be available to all former
foster children up to age 25 who
were in foster care for more than
six months.4

However, the PPACA does not
address many other critical issues
related to the continuity and ade-
quacy of insurance coverage, partic-
ularly when transitioning across
health systems. First, YASHCN are
particularly sensitive to disruptions
in insurance coverage. The PPACA’s
incremental approach to near-univer-
sal coverage has raised concerns
that changes in income, employ-
ment, and family composition—
which is the norm for adolescents
and young adults—will shift young
people into and out of different cov-
erage arrangements over time, a
phenomenon known as “churning.”5

Furthermore, young adult students
with chronic conditions and disabili-
ties may have difficulty maintaining
school-based insurance since they
are more likely to enroll part time
and experience disruptions in atten-
dance due to their illnesses. To ad-
dress concerns about churning
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is still unknown. But for YASHCN,
inadequate coverage exacerbates
their inherent heightened risk of
secondary mental or physical health
conditions.

For YASHCN, the greatest risk in
becoming an adult is not financial in
nature. Rather, it is the threat of in-
stitutionalization or of having basic
health and daily living needs unmet
if they remain in the community
without personal care or other home
health services.6 Despite recent pol-
icy changes that have expanded eli-
gibility for these supports in the
home and in community-based set-
tings, access to these services is ef-
fectively limited by increasingly long
waitlists. Promising options and
state incentives exist within the
PPACA to help address this prob-
lem: the Medicaid “Money Follows
the Person” Rebalancing Demon-
stration Program, a state Medicaid
option to provide home and commu-
nity-based services for eligible indi-
viduals; the Community First Choice
Option to provide community-based
attendant supports and services to
individuals with disabilities who re-
quire an institutional level of care;
and a state balancing incentive pro-
gram to increase the proportion of
non-institutionally based long-term
care services. While these options
can help to address the chief risks
of young adults with severe physical
and mental disabilities as they turn
18, the extent to which states will
choose to include these options in

we have a unique opportunity to ex-
pand studies on the needs of young
adults with chronic conditions and
disabilities as they transition from
pediatric to adult-centered systems.
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their state plans is unknown.
For medically complex patients

followed by multiple specialists who
are transitioning from pediatric to
adult health care systems (assuming
that adult primary care and specialist
providers can be identified), their in-
surance plans may not be accepted
by both pediatric and adult health
systems concurrently. The incongru-
ent provider networks may lead to
interruptions in care, poor care coor-
dination across systems, and poor
provider-to-provider communication
or subsequent collaboration. To help
improve continuity of care among
transitioning patients, some states—
including Pennsylvania—have per-
mitted eligible adolescent and young
adult patients in capitated Medicaid
plans to see both pediatric and adult
primary care providers within a spec-
ified period. Other PPACA-funded
health system performance initia-
tives, such as accountable care orga-
nizations, medical home
demonstration projects, and the
community-based Collaborative Care
Network Program, have potential to
decrease fragmentation of care for
medically complex patients if they
are carefully designed.

Finally, the PPACA mandated en-
hanced collection and reporting of
data on a number of populations af-
fected by health disparities, notably
access and treatment data for peo-
ple with disabilities. Coupled with
the PPACA-formed Patient Center
for Outcomes Research Institute,
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