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By Jessica Laird, Melanie J. Cozad, Jessica Keim-Malpass, Jennifer W. Mack, and Lisa C. Lindley

Variation In State Medicaid
Implementation Of The ACA:
The Case Of Concurrent Care

For Children

ABSTRACT More than 55,000 children die each year in the United States,
and hospice is used for very few of them at the end of their lives. Nearly
one-third of pediatric deaths are a result of chronic, complex conditions,
and the majority of these children are enrolled in Medicaid because of
disability status or the severity of their disease. Changes in Medicaid/
Children’s Health Insurance Program regulations under Section 2302 of
the Affordable Care Act require all state Medicaid plans to finance
curative and hospice services for children. The section enables the option
for pediatric patients to continue curative care while enrolled in hospice.
We examined state-level implementation of concurrent care for Medicaid
beneficiaries and found significant variability in guidelines across the US.
The implementation of concurrent care has fostered innovation yet has
added barriers to how pediatric concurrent care has been implemented.

ore than 55,000 children die

eachyearin the United States.

Unfortunately, hospice is used

by fewer than 12 percent of

them at the end of their
lives."* Nearly one-third of pediatric deaths are
aresult of chronic, complex conditions. The ma-
jority of these children are enrolled in Medicaid
because of disability status or severity of disease.?
Hospice services for children offer an opportu-
nity for family-centered supportive care and
symptom management. Hospice care focuses on
coordinated services with the goal of minimizing
suffering and optimizing the functioning of the
child at the end of life.

For children or adolescents, hospice care was
previously distinguished from other forms of
supportive or palliative care in that it was asso-
ciated with care delivered in the last six months
of life, often provided in the home or a commu-
nity-based setting.! Families were forced to
choose either hospice services or curative care
for their children.® The definition of curative care
is broad|and may include therapies and treat-
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ments such as dialysis, chemotherapy, and med-
ications such as those that control neurological
symptoms or transplant rejection.® Advocates of
pediatric hospice care recognized that the strict
choice between curative and hospice care was a
significant barrier to enrollment in pediatric
hospice services at the end of life.” To overcome
this barrier, in the 2000s several states demon-
strated innovation in financing and care models
and developed alternative pathways to enroll-
ment in pediatric hospice that allowed children
to continue to receive curative care.’

Early state-based initiatives that allowed chil-
dren to continue to receive curative care while
enrolled in hospice offered early proof of concept
that informed the inclusion of curative care
in the Affordable Care Act (ACA).” To improve
the continuity and quality of end-of-life care,
changes in Medicaid/Children’s Health Insur-
ance Program regulations under ACA Section
2302 enabled concurrent care (the continuation
of curative care while enrolled in hospice care)
for pediatric patients; this requires all state Med-
icaid plans to finance both curative and hospice
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services for children younger than age twenty-
one.® Section 2302 represents an important reg-
ulatory modification to hospice eligibility that
went into effect immediately after the ACA was
signed into law and that requires the coordina-
tion of multiple stakeholders for successful im-
plementation.

The purpose of our study was to analyze vari-
ability in the implementation and scope of cov-
erage of ACA Section 2302 across all states.
Because Section 2302 has been in effect for more
than ten years with sparse investigation of how
it was implemented at the state level, what we do
know is limited.>" In 2010 the Centers for Medi-
care and Medicaid Services issued a series of
three letters to state Medicaid offices notifying
them of the change in Medicaid plans.®*" The
letters consisted mainly of the policy paragraph,
taken directly from the ACA document, along
with preliminary questions and answers. No reg-
ulations were generated or distributed to the
states. No deadlines for implementation were
communicated, nor were penalties issued for
late or no compliance. Further, no federal appro-
priations were earmarked to support this policy.
As a consequence, state-level uptake of Section
2302 by state Medicaid plans varied significant-
ly, with some states implementing it in 2010 and
others implementing it as late as 2017."2 Thus far,
it has been challenging for policy makers, clini-
cians, researchers, and state Medicaid adminis-
trators to identify best practices, evaluate the
effectiveness of various implementation deci-
sions, or assess the overall provision of concur-
rent care.

Study Data And Methods
Using data collected from publicly available
Medicaid documents, we conducted a pooled,
cross-sectional comparative analysis of all state
guidelines for the implementation of pediatric
concurrent hospice care. During 2010-17 state
Medicaid offices issued publicly available infor-
mation about pediatric concurrent care imple-
mentation.® Information for this project was
collected over the course of four months, May-
August 2019. State-specific Medicaid Hospice
Provider Manuals, state plan amendments, and
memos were the main sources of information for
this project, especially with regard to the areas of
definitions of curative care, payment informa-
tion, staffing guidelines, care coordination be-
tween hospice and curative providers, eligibility
criteria, and clinical guidance. The analysis in-
cluded all states and Washington, D.C.

DATA EXTRACTION AND COVERAGE SCORE CAL-
cuLATION We developed a systematic search and
data extraction template to abstractkey elements

from the Medicaid pediatric concurrent care
documents. Elements that were included in the
data extraction process included definitions,
payment information, staffing guidelines, care
coordination requirements, eligibility criteria,
and clinical guidance. These elements were cho-
sen on the basis of clinical, policy, and adminis-
trative relevance.

After we extracted the data, we calculated an
overall guideline implementation score for each
state based on a summation of individual ele-
ments. In addition to making it possible to com-
pare individual states, the overall score allowed
for a comparison of states’ performance. Guide-
line scores of the concurrent care elements were
aggregated at the state level, and state perfor-
mance was calculated by summing the elements
present for the state. States were ranked from
highest to lowest on their implementation of
guideline elements.

LiMmiTATIONS This study was limited by reliance
on publicly available documents regarding pedi-
atric concurrent care at the state level. It is pos-
sible that some states offered guidance or plans
for implementation of ACA Section 2302 but
did not make those documents publicly avail-
able. However, making recommendations wide-
ly available is one way that states can ensure
consistent implementation: If guidance is avail-
able but not widely accessible, states may be
hampered in implementing the policy effective-
ly. In addition, some states are continuing to
develop or refine policies around concurrent
care. This study offers a snapshot of policies a
decade into the concurrent care provision and
may help provide a road map to guide further
development of implementation plans.

Study Results

The analysis included fifty states and Washington,
D.C. Exhibit 1 displays the total number of state-
specific pediatric concurrent care guidelines
by state. Michigan had the highest number of
guidelines in five categories, including guide-
lines for definitions, payment, staffing, care co-
ordination, and clinical guidance. Nineteen states
(Alabama, Arkansas, Colorado, Connecticut,
Delaware, Hawaii, Illinois, Kentucky, Maryland,
Mississippi, Nevada, New Mexico, Oklahoma,
Rhode Island, South Dakota, West Virginia,
Wisconsin, Wyoming) and Washington, D.C. of-
fered no state-specific guidelines on concurrent
care.

The most common guidelines implemented
were definitions (35.29 percent), followed by
payment information (29.41 percent), care coor-
dination requirements (27.45 percent), staffing
guidelines (5.88 percent), eligibility criteria
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EXHIBIT 1

Number of pediatric concurrent care guidelines implemented in the US, by state, 2019

Number of
guidelines
5
H3
|

OoO-N

source Authors' analysis of Medicaid concurrent care by category. NoTE No states implemented a total of four guidelines.

(3.92 percent), and clinical guidance (2.00 per-
cent). Eighteen states (California, Florida,
Georgia, Louisiana, Maine, Michigan, Nebraska,
New Jersey, New York, North Carolina, Ohio,
Oregon, Pennsylvania, Tennessee, Texas,
Vermont, and Washington) provided definitions
of services related to the treatment of the termi-
nalillness. Terms such as curative, life-prolonging,
and disease-directed care were used interchange-
ably. In addition, state-level definitions referred
to therapies, treatments, or medications. Some
states such as California simply defined these
services as curative treatments.”® Delaware,
Florida, Michigan, and Ohio described services
for terminal illness as a blended package of cu-
rative and palliative services, which were medi-
cally necessary to correct or ameliorate a defect,
condition, or physical or mental illness. Specific
examples of hospice and terminalillness services
were listed in the Michigan guidelines.”* How-
ever, there was no standard definition for the
services related to terminal illness under concur-
rent care among the states.

Guldehnes for the payment of concurrent care
een states (California, Georgia,
a, Kansas, Michigan, Minne-
braska, New Jersey, Ohio, Tex-

20 39:10

as, Utah, and Washington) implemented proce-
dures for provider reimbursement. For example,
Towa Medicaid paid for curative treatments and
hospice care separately after private insurance
reimbursement.” In Michigan, hospice services
and curative treatment were billed and reim-
bursed separately:™* Before filing for reimburse-
ment, Michigan providers had to differentiate
between which services were palliative and were
included in hospice reimbursement and which
services were curative and separately reimbursed
under Michigan Medicaid. In Texas, the Medic-
aid guidelines shifted concurrent care reim-
bursement from managed care to fee-for-service
(for example, carve-out services).” Each state
offered unique guidelines for provider payment
under concurrent care.

Care coordination guidelines were present
in fourteen states (Georgia, Idaho, Indiana,
Kansas, Louisiana, Massachusetts, Michigan,
Montana, North Carolina, Ohio, South Carolina,
Vermont, Virginia, and Washington). Most
states discussed the importance of care coordi-
nation by the hospice team. Rarely did states
discuss how hospice and nonhospice providers
coordinate care, which is especially important in
the context of concurrent care. Idaho placed the
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The framework we
created to extract
information could
serve states as a
basic guide to identify
gaps in concurrent
care guidelines.

responsibility of care coordination on the hos-
pice provider.” In Idaho, the hospice provider
was responsible for all services related to the
terminal illness regardless of whether they are
supplied directly by the hospice provider or by a
nonhospice provider. In addition, it was the
hospice’s responsibility to communicate and co-
ordinate all services included in the patient’s
plan of care, including billing processes. Specific
care coordination plans were required in
Indiana, Massachusetts, Michigan, and Ohio.
Michigan required care coordination between
the hospice and nonhospice provider (for exam-
ple, subspecialists) to be detailed in the child’s
plan of care." Care coordination guidelines were
inconsistent among all states.

Only three states included guidelines on staff-
ing concurrent care. Alaska and Michigan out-
lined roles and responsibilities for hospice and
nonhospice clinical staff, including private duty
nursing and pediatric subspecialists.'**® Under
Utah Medicaid guidelines, pediatric hospice pro-
viders were responsible for developing a training
curriculum for both paid and unpaid hospice
staff members who provided care to clients youn-
ger than age twenty-one."” The goal of the Utah
pediatric-specific training was to offer special-
ized knowledge about pediatric care that meets
children’s unique developmental, social, and
emotional needs. Core components of the Utah
training curriculum include information on pe-
diatric growth and development; pediatric pain
and symptom management; loss, grief, and be-
reavement care for pediatric families and the
child; and pediatric psychosocial and spiritual
care.

It was uncommon for states to include guide-
lines on unique eligibility and clinical practice,
although all states noted the pediatric_concur-
rent care eligibility guidelines directly from the
statute (ACA Section 2302). North Dakota ex-

tended the age range of concurrent care from
younger than age twenty-one to younger than
age twenty-three.”® Arizona offered flexibility
on the six-months-to-live prognosis as a hospice
eligibility criteria.”* Michigan was the only state
to include medical record review guidance and
postpayment audit information.™

Discussion

The Concurrent Care for Children provision of
the Affordable Care Act (Section 2302) offers an
important opportunity to children with life-
limiting illness and their families, who are no
longer forced to choose between hospice and
curative care. The purpose of concurrent care
is to help children at the end of their lives have
the best quality of life for as long as possible.

Yet this critically important opportunity has
come with limited guidance for implementation,
resulting in significant variability in how concur-
rent care has been carried out across the US.
Nineteen states plus Washington, D.C., have
decided to rely only on the direct language that
was in the ACA for implementation of concur-
rent care. Additional research might explore
whether these states used undocumented ap-
proaches (forexample, the National Hospice and
Palliative Care Organization’s Concurrent Care
Toolkit)" or documented their implementation
guidelines in non-publicly available resources.

Thirty-two states developed their own pedi-
atric concurrent care implementation guide-
lines. These guidelines demonstrate extreme
variability across the important dimensions of
implementation—definitions, payment infor-
mation, staffing guidelines, care coordination
requirements, eligibility criteria, and clinical
guidance. For example, Utah’s policy leads
the way in training staff in the provision of such
care.

Nationally, pediatric hospice care is frequently
provided by staff with limited pediatric experi-
ence and training.” Given the unique needs of
terminally ill children, the provision of concur-
rent care in pediatrics is complex. Without ap-
propriate training, hospice providers may fail to
meet the unique developmental needs of chil-
dren, as well as the psychosocial challenges of
death within a young family. In addition, hospice
providers without experience with concurrent
care may fail to grasp its importance or provide
care in concordance with child and family
goals.” Hospice nurses consistently report that
they want training in pediatric care;** the addi-
tion of staffing guidelines could offer an oppor-
tunity to ensure that hospice workers receive the
training they want and need. Future research is
needed to evaluate the impact of guidelines such
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as staffing on workforce; care delivery; and, ulti-
mately, patient outcomes.

The findings from our study have policy impli-
cations. First, preserving these types of guideline
innovations at the state level is critical. Our find-
ings highlighted the differences between states
that did and did not have guidelines. Among the
states that did implement concurrent care guide-
lines, there were innovative approaches to im-
plementation, which might serve as examples for
others. Innovations that demonstrate effective-
ness in improving concurrent care can then be
scaled and spread more broadly for use by others.
Scaling and dissemination of effective interven-
tions is a key factor in closing the gap between
a best-known practice and common practice.”
Allowing for innovation was a lesser-known but
important section of the ACA (Section 1332). In
2014 states had the opportunity to apply for a
state innovation waiver that allowed them to
pursue their own strategy to ensure that their
residents had access to high-quality, affordable
insurance.”® However, in pursuing these waiv-
ers, states had to show that their proposals
met four criteria ensuring protections of state
residents and the federal budget.”” A similar road
map holds the potential to improve concurrent
care implementation through adoption of a
guideline that preserves enough flexibility to im-
prove the quality of concurrent care by evaluat-
ing and spreading promising innovations.

Second, the framework we created to extract
information could serve states as a basic guide to
identify gaps in concurrent care guidelines: com-
mon definitions, payment information, staffing
guidelines, care coordination requirements, eli-
gibility criteria, or clinical guidance. National

end-of-life groups or coalitions could convene
appropriate state-level stakeholders from Med-
icaid offices, hospices, children’s hospitals, hos-
pice associations, and pediatric coalitions to ini-
tiate conversations about improvements and
modifications to guidelines. Stakeholders need
to ensure that their guidelines are consistent
with current Centers for Medicare and Medicaid
Services Conditions of Participation and other
federal regulations (for example, the ACE Kids
Act 0f 2019). Guideline development should also
consider the impact on providers that lack pedi-
atric knowledge, especially because more than
three-fourths of adult hospice-only providers
care for children.”® A guideline that is easy to
understand will enable adult hospice providers
to more smoothly transition to providing con-
current care for terminally ill children.

Conclusion

Concurrent care allows children with life-limit-
ing illness to receive both curative care and hos-
pice care. This strategy meets the goals of many
patients and families to live as well as possible for
as long as possible. Prior demonstration work
has identified lower costs and higher quality of
life for children under community-based pallia-
tive care,' and concurrent care may have similar
effects. Our findings highlighted the significant
variation in concurrent care guidelines among
the states and suggests actionable items for fu-
ture research. This study has policy implications
for key stakeholders as they seek to address
the gaps in their pediatric concurrent care
guidelines. m
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By Linda S. Sprague Martinez, Catalina Tang Yan, Astraea Augsberger, Uchenna J. Ndulue,
Emanuel Ayinde Libsch, JakKarri S. Pierre, Elmer Freeman, and Katherine Gergen Barnett

Changing The Face Of Health

Care Delivery: The Importance
Of Youth Participation

ABSTRACT Young people are often the intended audience for health and
social programs, yet they rarely participate in the decision-making
processes that determine how these programs are designed, implemented,
or evaluated. Failing to meaningfully engage young people, well-intended
adults may miss opportunities to create relevant and effective programs
and policies for youth. This article describes a youth-led health
assessment conducted with researchers from an academic medical center
accountable care organization and stakeholders from a local community
center. We explain the process of recruiting and engaging youth in this
project, along with health concerns they identified in their communities
via a survey, including mental and sexual health, food access, and
community safety, as well as recommendations the youth researchers
developed for improving health and tackling inequities. Our findings
show that youth participation fosters a deeper sense of empowerment
and leadership potential. Policy makers and other health leaders should
consider engaging young people as they make decisions about health care

delivery.

he need for health care delivery

models tailored to the needs and

priorities of young people has been

well documented.”* Adolescence

is a critical developmental period,
and health behaviors established during this
time can either protect young people or put them
at heightened risk for myriad chronic condi-
tions.** Research shows that poorly executed
or abrupt transitions from pediatric to adult care
can reduce health care participation in the long
term.’ Thus, there is a clear and imminent need
for meaningful strategies to engage young peo-
ple in health care delivery settings. Now, as hos-
pitals and health care systems actively transition
to accountable care organizations (ACOs), col-
laborating more with community-based organi-
zations_and _emphasizing patient engagement,
they must also pay close attention to an over-
looked community stakeholder: youth.

OCTOBER 2020 39:10

Although youth engagement presents a prom-
ising practice for ACOs and health care delivery
organizations broadly, young people are rarely
invited to participate in decision making related
to the design, implementation, or evaluation of
programs intended to improve their health and
well-being. Research has identified adultism—
prejudice or discrimination against young adults
as a group—as a key barrier that has reproduced
deficit-based stereotypes, limiting opportunities
for young people to exercise social power and
participation in society.® In failing to meaning-
fully engage young people, well-intended adults
may miss opportunities to create relevant and
effective programs and policies for them.” Ele-
vating youth participation can help ensure that
health systems and ACOs are meeting key health
metrics, such as screening for sexually transmit-
ted infections, suicidality, and substance use dis-
orders, and identifying priorities for the future
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