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Abstract

The evolving U.S. healthcare landscape poses significant challenges for individuals requiring
tracheostomy care, their families, and healthcare teams. These patients, their care partners, and
health professionals face significant medical and social challenges, necessitating coordinated,
long-term support to maintain health, prevent complications, and enhance quality of life. While
policies like the Affordable Care Act (ACA) and Medicaid expansion have reduced uninsured rates
and improved access to critical services, sustaining these gains relies on the renewal of subsidies
that broaden coverage. Systemic barriers—including coverage gaps, inequities, and administrative
inefficiencies—persist. This commentary explores how healthcare reforms, including Medicaid
expansion, enhanced ACA subsidies, and Medicare policy adjustments, can address these barriers.
It also highlights the disproportionate burden on low-income and minority populations, as well
as the strain on healthcare teams managing complex care needs. Advocacy efforts should focus
on expanding coverage, reducing costs, and addressing social determinants of health to promote

equitable, high-quality care for all patients.

At just six months old, EJ was diagnosed with severe subglottic
stenosis—a narrowing of the airway below her vocal cords. After
a series of respiratory emergencies and failed attempts at mini-
mally invasive treatments, EJ underwent a tracheostomy to secure
her breathing. The procedure saved her life, but it also marked the
beginning of a complex journey for her family.

EJ’s tracheostomy requires complex daily care, including regu-
lar cleaning, monitoring for infections, and periodic changes of the
tracheostomy tube. Her care also involves multiple specialists, in-
cluding a pulmonologist, speech-language pathologist, and respi-
ratory therapist, as well as the need for durable medical equipment
to maintain her airway and communication. At home, her par-
ents balance caregiving with their jobs and rely heavily on Medic-
aid and the Children’s Health Insurance Program (CHIP) to cover
EJ’s medical expenses. These programs provide critical support
for routine pediatric care, home health services, and the special-
ized supplies EJ requires.

When a lapse in CHIP coverage occurred due to administrative
delays, EJ’s family faced significant financial strain, having to pay
out of pocket for essential tracheostomy supplies and delaying fol-
low-up appointments with her care team. This brief interruption
left them scrambling to maintain EJ’s care routine while avoiding
preventable complications. They reached out to tracheostomy sup-
port groups on social media to request supplies from other individ-
uals with a tracheostomy.

EJ’s story highlights the challenges families face when relying
on state and federal programs for children with complex medical
needs. Medicaid and CHIP are essential lifelines for families like
EJ’s, covering services and equipment that private insurance often
excludes or caps. Proposed policy changes—such as work require-
ments or reductions in Medicaid funding—could destabilize this
fragile support system, putting children like EJ at increased risk of
complications and poorer health outcomes.

EJ’s journey emphasizes the importance of health policies that
ensure continuous and equitable access to care for patients with
tracheostomies. It serves as a reminder of the real-world conse-
quences of systemic gaps in healthcare coverage and policy.

INTRODUCTION

The health policy implications of shifting political leadership in
the United States have potentially far-reaching consequences for
pediatric and adult patients with a tracheostomy. Patients, care
partners, and health professionals face complex challenges, rang-
ing from children needing access to specialized services such as
speech therapy and home nursing to adults managing chronic con-
ditions like airway stenosis, pulmonary disease, or neurological
disorders.!3 For all stakeholders, access to coordinated, long-
term care is essential to maintaining health, fostering indepen-
dence, and preventing complications. However, longstanding sys-
temic barriers—such as affordability, inequities, and coverage
gaps—can jeopardize this care.®> We describe how evolving poli-
cies may affect tracheostomy patients, their families, and the in-
terprofessional teams dedicated to their well-being.

The Affordable Care Act (ACA) expanded healthcare access,
reducing the uninsured rate from 16% in 2010 to a historic low
of 8% in 2024.67 Table 1 provides a detailed comparison of how
Medicaid, CHIP, Medicare, and ACA-related policies influence
care access for tracheostomy patients, identifying both progress
and gaps. Medicaid expansion and ACA marketplaces have im-
proved access to care for many patients requiring tracheostomy
care, enabling millions to utilize services such as respiratory ther-
apy, home health care, and durable medical equipment.® For tra-
cheostomy patients, the continuity of such services often deter-
mines health outcomes, quality of life, and survival. However,
despite this progress, approximately 1.5 million adults remain
uninsured in the ten states that have not adopted Medicaid expan-
sion.? A lack of coverage limits access to essential care, increasing
reliance on emergency services.® This gap is particularly evident
in pediatric patients, whose families often rely on Medicaid or the
Children’s Health Insurance Program (CHIP) to cover their com-
plex medical needs. Uneven implementation of CHIP exacerbates
d}sparities in access for low-income and minority populations.!?:
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Table 1. Impact of Health Policies on Access to Tracheostomy Care

Policy or Population . . Implications for
Program Affected Key Provisions Barriers/Challenges Tracheostomy Care
Medicaid Low-income Expands Medicaid eligibility 10 staves Zda;i;‘;traﬁve L‘;i;ia;:ﬁ‘ﬁc:is o
Expansion adults and children to individuals at 138% of FPL pted, a ™, SUppHCES,
complexities and therapies
. , - -
Children’s Chll.d.r enmn . Uneven Critical for pediatric
Health families above Provides low-cost health . .
L . implementation across tracheostomy care and
Insurance Medicaid income coverage for children states sunplies
Program (CHIP) limits PP
Traditional Older adqlts and Covers hospital and physician Does not cover most High out-of-pocket
. people with . L durable medical costs for tracheostomy
Medicare I services, limited home health . . .
disabilities equipment or therapies supplies
Medicare Offers supplemental benefits, Narrow networks and Delayed access to
Advantage (MA) Older adults including vision and dental o critical services like
preauthorization delays .
Plans care respiratory therapy
Low- and middle- Provides subsidies for health Risk of reduced Enhanced access to
Affordable Care . . S . .
income insurance and protects subsidies if policies are specialized care for
Act (ACA) . . o .
populations preexisting conditions not extended tracheostomy patients
Work - Ties Medicaid eligibility to Excludes caregivers of Coverage loss for
. Medicaid . parents of
Requirements . employment or related medically complex
L. recipients R . tracheostomy-
for Medicaid activities children .
dependent children
- Low-income Funds home- and community- Limited funding, Improves access to
Medicaid S . .
. individuals and based services, addresses varied state home care, reduces
Waivers o . . . . TR
families social determinants implementation hospitalization rates

FPL: Federal Poverty Level

MEDICARE’S ROLE AND CHALLENGES

Medicare serves as a foundation for older adults with tra-
cheostomies, but adhering to manufacturer recommendations for
replacing tracheostomy tubes, speaking valves, or humidifiers
may not be covered, leaving patients at risk of suboptimal care.
Traditional Medicare also excludes supplemental benefits such as
hearing aids, dental care, and vision care—services integral to
comprehensive patient management.!2 For tracheostomy patients,
these exclusions result in higher out-of-pocket expenses, com-
pounding the financial strain on individuals and families already
managing costly medical regimens.!3

While Medicare Advantage (MA) plans offer expanded bene-
fits, these policies introduce new challenges for complex patients,
particularly those with a tracheostomy.!4 These plans often pri-
oritize profits over patient care, employing narrow provider net-
works, preauthorization requirements, and aggressive cost-control
mechanisms that delay or deny access to essential services, such as
tracheostomy tube changes or respiratory therapy.®!5 Moreover,
overcoding practices inflate costs without improving care qual-
ity, undermining the intended benefits of MA plans.!? Addressing
these inefficiencies is critical to ensuring that tracheostomy pa-
tients receive timely and coordinated care.

Efforts to reform Medicare policies, such as enhancing tradi-
tional benefits or improving competition among MA plans, hold
promise but must be carefully implemented.!> For instance, in-
creasing competition could incentivize innovation in care deliv-
ery, potentially improving outcomes for tracheostomy patients.
However, without robust safeguards, such reforms risk shifting
costs to patients or limiting access to specialized care.!® Policies
must strike a balance between cost containment and equitable ac-
cess to meet the needs of our community of individuals with tra-
cheostomies.8

ADMINISTRATIVE BARRIERS AND MEDICAID
ELIGIBILITY POLICIES

The challenges are potentially even greater for the pediatric pop-
ulation, where parents often struggle to balance work with the de-
mands of providing intensive care for a child during both day and
night.317 Proposals to implement Medicaid employment man-
dates present significant obstacles for tracheostomy patients, who
frequently require extensive and continuous care. Physical limita-
tions, frequent medical appointments, and reliance on caregivers
make it nearly impossible for many care partners to comply with
such requirements.” These policies could lead to coverage disrup-
tions, worsening health disparities, and increasing rates of avoid-
able hospitalizations, infections, and mortality.8

Families already bear significant caregiving and financial bur-
dens.*17-18 Medicaid coverage often provides the critical support
needed to access home health services and manage employment
responsibilities.19 However, in states without Medicaid expan-
sion, employment-based eligibility rules disproportionately affect
low-income families, exacerbating inequities in care access.2? For
example, the administrative complexity of verifying employment
or tracking exemptions can deter eligible individuals from main-
taining coverage, destabilizing care for tracheostomy patients.

Healthcare teams also experience significant strain under such
policies. Social workers and case managers, who play essential
roles in navigating Medicaid eligibility and ensuring continuity of
care, face increased workloads due to the administrative demands
of employment-linked eligibility policies. This phenomenon, of-
ten referred to as “Medicaid churn,” disrupts coverage for vulner-
able patients, resulting in poorer outcomes and higher healthcare
costs.21:22 Addressing these challenges requires policies that min-
imize administrative barriers and prioritize equitable access to es-
sential healthcare services.
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STRUCTURAL HEALTH INEQUITIES

Low-income and minority populations are disproportionately af-
fected by policy changes that impact access to or coverage of
healthcare.?3 Black and Native American communities face sys-
temic barriers to accessing specialized care, perpetuating cycles
of poorer health outcomes and higher rates of complications.?*
25 Geographic disparities further exacerbate these inequities, as
rural patients often lack proximity to specialists and critical re-
sources.2-26

Efforts to address these disparities through Medicaid waivers
targeting social determinants of health show promise. For in-
stance, waivers that fund home-based care or provide transporta-
tion services improve care continuity and reduce preventable com-
plications for tracheostomy patients.2” However, sustaining these
programs requires bipartisan legislative support and consistent
funding.28 Without these safeguards, Medicaid waivers risk being
underutilized, leaving vulnerable populations without the support
they need.

The recent overturning of the Chevron Doctrine introduces ad-
ditional challenges by transferring interpretative authority from
federal agencies to the courts.2 This shift undermines the ability
of agencies like the Centers for Medicare and Medicaid Services
(CMS) to implement patient-centered policies effectively.3? For
tracheostomy care, this legal precedent could delay critical policy
adaptations, hindering efforts to reduce health disparities. Collab-
orative approaches that prioritize patients’ needs in decision-mak-
ing processes are essential to mitigating these systemic barriers.

IMPLICATIONS FOR HEALTHCARE TEAMS

Physicians, nurses, and allied health professionals must navigate
policy shifts that often disrupt care delivery, creating additional
barriers to timely and coordinated interventions.3! Healthcare
teams play a pivotal role in managing the complex needs of tra-
cheostomy patients, ensuring continuity of care across various set-
tings.3233 For tracheostomy patients, such disruptions can lead
to preventable complications, including airway blockages, respi-
ratory infections, and hospital readmissions. Social workers and
case managers act as crucial navigators, addressing gaps in care
and connecting patients with essential resources.>* However,
complex eligibility criteria and limited workforce capacity strain
these roles. As administrative burdens grow, healthcare teams are
forced to prioritize acute needs, leaving many tracheostomy pa-
tients without proactive care coordination.

These challenges also affect the broader healthcare ecosystem.
Nurses, respiratory therapists, speech-language pathologists, so-
cial workers, and physicians continually grapple with time con-
straints. These healthcare professionals and families often bear the
brunt of administrative inefficiencies, diverting attention from di-
rect care. The resulting burnout contributes to workforce short-
ages, jeopardizing the quality of care for tracheostomy patients.
Addressing these issues requires investments in care coordination
infrastructure, streamlined administrative processes, and increased
support for case management services.

ADVOCACY AND THE PATH FORWARD

Advocacy is essential to addressing the systemic barriers that im-
pact tracheostomy patients, who often face high costs, complex
care needs, and disparities in access. Key policy priorities for ad-
vancing equitable healthcare access are summarized in Figure 1.
Priority areas include expanding healthcare coverage, reducing fi-
nancial burdens, and promoting equity through reforms. Expand-
ing Medicaid to all states would provide coverage to millions of
uninsured individuals and improve access to specialized care.3®
Strengthening Medicare by adding supplemental benefits would
alleviate financial burdens for adults with tracheostomies, ad-
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dressing critical gaps in coverage.3® Additionally, extending the
enhanced ACA subsidies introduced by the Inflation Reduction
Act would help maintain affordable insurance options for middle-
and low-income families, preventing catastrophic financial bur-
dens.37 Addressing social determinants of health, such as housing,
food security, and the digital divide, can reduce disparities and im-
prove outcomes for vulnerable populations,24-29-38

CONCLUSION

The results of the 2024 election could significantly shape health-
care access for tracheostomy patients and their families. Address-
ing systemic barriers like affordability, inequities, and care gaps
is essential to ensuring high-quality, equitable care. Expanding
Medicaid, enhancing ACA subsidies, and improving Medicare
can reduce financial burdens and disparities. Collaboration among
healthcare professionals, policymakers, and advocates is vital to
driving reforms that prioritize equity, streamline care, and address
social determinants of health. By seizing this pivotal moment, we
can create a healthcare system that ensures every patient receives
the care they need and deserve.
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Figure 1. Policy Priorities

Healthcare Policy and Equity in Tracheostomy Care: Navigating Access, Advocacy, and Reform

Policy Priorities for Equitable Healthcare Access

Expand Medicaid

* Extend Medicaid to
all states to cover
more low-income
adults and children,
including those
needing
tracheostomy care.

Preserve

Preserve ACA
Subsidies

« Continue enhanced
premium subsidies
to ensure affordable
insurance for middle-
and low-income
families, reducing
uninsured rates in
Black and Latino
communities.

Enhance

Enhance
Medicare
Coverage

* Add supplemental
benefits to traditional
Medicare to reduce
out-of-pocket costs
for older adults
needing essential
care and equipment.

Cap Medication
Costs

* Strengthen
Medicare’s ability to
negotiate drug prices
and enforce cost
caps to improve
medication
affordability.
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Promote

Promote Health
Equity

* Address social
determinants of
health, such as
housing and food
security, to reduce
disparities in care for
low-income and
minority groups.
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