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INTEREST OF AMICI CURIAE1 
 

The amici are individuals enrolled in the ACA Marketplace—Kenny Capps, 

Raven Bonniwell, Kiernan McGowan, Victoria Baggot, Jason Piperberg, Bianca 

Mahmood, Jacob Margolin, Nicholas Vaughan, and Mariah Adeeko—and the 

following organizations: Robert Wood Johnson Foundation, American Cancer 

Society, American Cancer Society Cancer Action Network, Blood Cancer United, 

Legal Council for Health Justice, AiArthritis, American Lung Association, Families 

USA, Muscular Dystrophy Association, National Multiple Sclerosis Society, and 

National Health Law Program.  

Although each amicus has its own particular interests, the ability of people to 

obtain and maintain quality, affordable health care coverage through the Affordable 

Care Act (ACA) is essential to them all. As such, amici have an interest in the Final 

Rule being challenged in this case, U.S. Department of Health and Human Services 

(HHS) Final Rule, Patient Protection and Affordable Care Act; Marketplace 

Integrity and Affordability, 90 Fed. Reg. 27,074 (June 25, 2025). The Final Rule 

will increase health care costs for millions of families and introduce significant 

barriers to coverage that, according to HHS’s own estimates, will cause up to 1.8 

million people to lose their health insurance in 2026 alone. See JA108. 

 
1 No counsel for a party authored this brief in whole or in part, and no persons other 
than amici curiae made a monetary contribution to its preparation or submission. 
The parties consented to the filing of this brief. 
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Amici will provide brief background on the ACA. Amici then will share with 

the Court stories of why affordable Marketplace coverage is critical. Amici hope  

these snapshots will provide the Court with helpful insights into how the Final Rule 

will affect individuals and communities and their path to health and wellbeing.  

ARGUMENT 
 
I. CONGRESS PASSED THE AFFORDABLE CARE ACT TO ADDRESS 

SERIOUS BARRIERS TO PEOPLE’S ABILITY TO OBTAIN HEALTH 
CARE. 
 
A.  Before the ACA 

Prior to the enactment of the ACA, over 50 million people in the United 

States (roughly 17 percent of the population) did not have health insurance. U.S. 

Dep’t of Com., Census Bureau, Income, Poverty, and Health Insurance Coverage 

in the United States: 2009, at 23 (2010), 

https://www2.census.gov/library/publications/2010/demo/p60-238/p60-238.pdf. 

This was due in part to the fact that many lower-income Americans not eligible for 

Medicaid were unable to purchase insurance on the individual market because it 

was too expensive or unavailable to them. Rachel Garfield et al., KFF, The 

Uninsured and the ACA: A Primer – Key Facts about Health Insurance and the 

Uninsured amidst Changes to the Affordable Care Act (2019), 

https://www.kff.org/report-section/the-uninsured-and-the-aca-a-primer-key-facts-

about-health-insurance-and-the-uninsured-amidst-changes-to-the-affordable-care-
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�H�[�L�V�W�L�Q�J�� �F�R�Q�G�L�W�L�R�Q�V���� �$�P���¶�V�� �+�H�D�O�W�K�� �,�Q�V���� �3�O�D�Q�V�� �&�W�U���� �I�R�U�� �3�R�O�¶�\�� �	�� �5�V�F�K�������,�Q�G�L�Y�L�G�X�D�O��
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�%�H�Q�H�I�L�W�V�� ������ ���������������� �K�W�W�S�V�������Z�Z�Z���N�I�I���R�U�J���Z�S��
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�(�Y�H�Q���Z�K�H�Q���S�H�R�S�O�H���Z�H�U�H���D�E�O�H���W�R���S�X�U�F�K�D�V�H���L�Q�V�X�U�D�Q�F�H�����W�K�H���F�R�Y�H�U�D�J�H���Z�D�V���R�I�W�H�Q��

�L�Q�D�G�H�T�X�D�W�H���� �,�W�� �G�L�G�� �Q�R�W�� �L�Q�F�O�X�G�H�� �L�P�S�R�U�W�D�Q�W�� �V�H�U�Y�L�F�H�V�� �V�X�F�K�� �D�V�� �S�U�H�V�F�U�L�S�W�L�R�Q�� �G�U�X�J�V����

�P�D�W�H�U�Q�L�W�\�� �F�D�U�H���� �D�Q�G�� �P�H�Q�W�D�O�� �K�H�D�O�W�K�� �F�D�U�H�����6�H�H���'�D�Q�L�D�� �3�D�O�D�Q�N�H�U�� �H�W�� �D�O�������(�O�L�P�L�Q�D�W�L�Q�J��

�(�V�V�H�Q�W�L�D�O�� �+�H�D�O�W�K�� �%�H�Q�H�I�L�W�V�� �:�L�O�O�� �6�K�L�I�W�� �)�L�Q�D�Q�F�L�D�O�� �5�L�V�N�� �%�D�F�N�� �W�R�� �&�R�Q�V�X�P�H�U�V���� �7�K�H��

�&�R�P�P�R�Q�Z�H�D�O�W�K�� �)�X�Q�G�� �%�O�R�J�� ���0�D�U���� �������� ����������������

�K�W�W�S�V�������Z�Z�Z���F�R�P�P�R�Q�Z�H�D�O�W�K�I�X�Q�G���R�U�J���E�O�R�J�������������H�O�L�P�L�Q�D�W�L�Q�J���H�V�V�H�Q�W�L�D�O���K�H�D�O�W�K��

�E�H�Q�H�I�L�W�V���Z�L�O�O���V�K�L�I�W���I�L�Q�D�Q�F�L�D�O���U�L�V�N���E�D�F�N���F�R�Q�V�X�P�H�U�V�����$�Q�G�����S�O�D�Q�V���F�D�S�S�H�G���O�L�I�H�W�L�P�H���D�Q�G��

�D�Q�Q�X�D�O���E�H�Q�H�I�L�W�V�����6�H�H���$�P�����&�D�Q�F�H�U���6�R�F�¶�\�����&�D�Q�F�H�U���$�F�W�L�R�Q���1�H�W�Z�R�U�N�����%�D�Q�V���R�Q���/�L�I�H�W�L�P�H��

�D�Q�G�� �$�Q�Q�X�D�O�� �&�R�V�W�� �&�D�S�V�� �3�U�R�W�H�F�W�� �&�D�Q�F�H�U�� �3�D�W�L�H�Q�W�V�� ����������������

�K�W�W�S�V�������Z�Z�Z���I�L�J�K�W�F�D�Q�F�H�U���R�U�J���V�L�W�H�V���G�H�I�D�X�O�W���I�L�O�H�V���/�L�I�H�W�L�P�H�������D�Q�G�������$�Q�Q�X�D�O�������&

�D�S�V�������)�D�F�W�V�K�H�H�W�������������������������S�G�I�� ���Q�R�W�L�Q�J�� �W�K�D�W�� �S�U�L�R�U�� �W�R�� ������������ �P�R�U�H�� �W�K�D�Q�� ��������

�P�L�O�O�L�R�Q���$�P�H�U�L�F�D�Q�V���Z�H�U�H���H�Q�U�R�O�O�H�G���L�Q���S�O�D�Q�V���Z�L�W�K���D���O�L�I�H�W�L�P�H���O�L�P�L�W��������

��
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Lacking coverage, or having inadequate coverage, has grave financial and 

health consequences. In 2007, more than 62 percent of all personal bankruptcies 

were related to medical costs. David U. Himmelstein et al., Medical Bankruptcy in 

the United States, 2007: Results of a National Study, 122 Am. J. Med. 741 (2009), 

https://pubmed.ncbi.nlm.nih.gov/19501347/. What is more, in 2010 alone, 

inadequate health coverage caused 26,100 premature deaths among individuals 

between the ages of 25 and 64. Families USA, Dying for Coverage: The Deadly 

Consequences of Being Uninsured 2 (2012), https://familiesusa.org/wp-

content/uploads/2019/09/Dying-for-Coverage.pdf.  

B.  After the ACA 

With the enactment of the ACA in March 2010, Congress “aim[ed] to 

increase the number of Americans covered by health insurance and decrease the 

cost of health care.” Nat’l Fed’n of Indep. Bus. v. Sebelius, 567 U.S. 519, 538 

(2012).   

The ACA provides people with incomes between 100 and 400 percent of the 

Federal Poverty Level (FPL) with premium tax credits to help them purchase health 

insurance. 26 U.S.C. § 36B. (During the COVID pandemic, Congress increased 

premium tax credits and extended eligibility to people above 400 percent FPL until 

the end of 2025. See, e.g., Inflation Reduction Act, § 12001, Pub. L. No. 117-169, 

136 Stat 1818, 1905 (2022)). In addition, the law prevents insurers from: charging 
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II. HEALTH INSURANCE SAVES LIVES, BUT THE FINAL RULE 
ERECTS BARRIERS TO COVERAGE, AND PEOPLE WILL BE 
HURT. 
 
ACA Marketplace coverage saves lives. But without question, the Final Rule 

will create barriers to obtaining this coverage and reverse progress achieved under the 

ACA. Among other things, the Final Rule will increase consumer premiums and out-

of-pocket costs. The Rule’s changes to the actuarial value ranges will cause a 

consumer’s share of premiums to rise and allow bronze, silver, and gold plans to 

have higher deductibles, copayments, and coinsurance costs. Individuals and 

families who are affected by this change would be forced to (1) pay the same 

premium but face higher out-of-pocket costs through higher deductibles, copays, or 

coinsurance, or (2) pay higher premiums for a new plan with the same level of 

generosity.   

The Final Rule will shorten the open enrollment period. Although the open 

enrollment period for the federal Marketplace, HealthCare.gov, extended from 

November 1 to January 15 for the past five years, this enrollment period will end on 

December 15 beginning with the 2027 plan year. By shortening the open enrollment 

period, the Final Rule will make it harder for consumers to do so—especially those 

in rural areas, with limited English proficiency, or with disabling conditions who 

might need more time to enroll. The Final Rule also requires state-based 

Marketplaces to end their open enrollment periods by December 31. HHS imposes 
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this policy even though these Marketplaces have long had flexibility to extend their 

annual open enrollment period into January based on state-specific needs.  

The Final Rule will also disproportionately harm people with fluctuating 

incomes and those with relatively low health literacy, who will have less time to 

resolve verification issues for advance premium tax credits. These changes will be 

especially hard-hitting for the self-employed. From artists to hairdressers, ride-share 

drivers, consultants, and adjunct professors, their incomes are often sporadic with 

months of plenty and months with little work or income. Finding acceptable proof 

of income can be difficult, and those who are unable to produce this evidence may 

be unable to enroll at all. The Final Rule also cuts in half the time permitted for 

people to file their taxes and reconcile their earned income with the amount they 

received in ACA premium assistance based on their projected income. Many low-

income, self-employed adults are able to remain in the Marketplace specifically 

because they have had two years for reconciliation. The Final Rule’s change to 

yearly reconciliation will lead to many self-employed individuals losing access to 

financial help and, with it, their only health coverage option, the Marketplace.  

A. Individual Amici 

The provisions of the Final Rule are going to hurt people, as illustrated by 

these individuals’ stories: 
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Kenny Capps is 54 years old and a father and stepfather of seven. He lives in 

Black Mountain, North Carolina. Nearly ten years ago, Kenny was busy running a 

small marketing and printing business, taking care of his family, and training for 

ultra-marathons, when he began to experience extreme fatigue. He went to see his 

primary care provider. A few months later, in January 2015, he was diagnosed with 

multiple myeloma, a cancer that affects bone marrow. Kenny had lesions on bones 

throughout his body, including his skull, spine, hips, and ribs. He had two 

compression fractures in his back.  

Shortly after he was diagnosed, Kenny was able to purchase health insurance 

through the ACA Marketplace, which allowed him to begin treatment. He underwent 

chemotherapy followed by an autologous stem cell transplant in August 2015. 

Without health insurance, the various statements of benefits showed that his first 

year of cancer treatment would have cost almost $700,000. That amount would have 

been completely unaffordable for Kenny.  

Since 2015, Kenny has maintained his enrollment in a Marketplace plan. The 

coverage has enabled him to receive ongoing monitoring, testing, and treatment for 

his condition. In 2023, his multiple myeloma relapsed, and he has required ongoing 

treatment since then. Because multiple myeloma currently has no cure, he will likely 

need to continue treatment for the rest of his life. Even with his health insurance, 

Kenny has significant out-of-pocket health costs, including cost sharing for 
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appointments, lab work, and medications. These expenses put a strain on his family 

budget. Kenny is the founder and Executive Director of Cancer Active, Inc., a small 

nonprofit, He also coaches endurance athletes. If his premiums or cost-sharing 

increase substantially, he is going to struggle to afford the care that he needs to be 

present for his children, work, and give back to his community. He is worried that 

he and his family will be forced to make an impossible choice—pay their mortgage 

and other basic expenses or pay for the medical care that keeps him alive.  

Raven Bonniwell, age 40, and Kiernan McGowan, age 39, have been 

married for 10 years. They live in Midlothian, Virginia with their daughter, who just 

entered the first grade.  

Ms. Bonniwell and Mr. McGowan have been self-employed for many years. 

Raven operates a business as a life and leadership coach. Kiernan works as an 

application coach assisting individuals who are applying to medical school. Over the 

years, they have worked various jobs, including gig work, teaching in public schools, 

and teaching theater classes. Ms. Bonniwell and Mr. McGowan are also theater 

artists. When they have theater work, they receive pay, but that work is decided by 

the casting director and, when they are not getting parts, they do not have that 

income.  

Ms. Bonniwell and Mr. McGowan have a monthly budget that they use to pay 

the mortgage, utilities, groceries, gasoline, and other daily expenses, including for 
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their daughter. They share a 14-year-old car. The couple does not live lavishly. 

Over the years, all of their various jobs have been rewarding to them and 

helpful to others, but none of these jobs has come with employer-sponsored health 

insurance. As a result, they rely on Marketplace coverage.  

Raven and Kiernan are thankful that they are healthy, as is their daughter. 

Marketplace coverage is nevertheless extremely important to them. It allows them 

to obtain annual physical exams, and it is there for them when problems arise. Just 

last year, Raven was working in the basement of her home when a ladder fell and hit 

her on the head. Her neck seized, and she was in pain. The advice nurse told her to 

go to the emergency room. Even then, she and Kiernan had to make the calculation 

whether they could afford to go. They did  seek emergency care, a visit that left them 

with a $1,000 bill. Without Marketplace coverage, they would have owed thousands 

upon thousands of dollars.  

Last year, Raven and Kiernan lost the enhanced Marketplace premium 

subsidy. After looking at their coverage options, they decided to downgrade from a 

silver to a bronze plan; yet, that plan is still four times more expensive than what 

they were previously paying. They are covering this increase by using savings they 

had set aside for a college fund for their daughter and retirement for themselves. If 

the cost of this insurance increases again, they do not know how they will be able to  

  

USCA4 Appeal: 26-1938      Doc: 32-1            Filed: 09/08/2026      Pg: 37 of 52 Total Pages:(37 of 52)



 

11  

afford it. They are concerned. As Kiernan summed it up, “We are at the mercy of 

the Marketplace.” 

Victoria (Tori) Baggot is a 34-year-old woman who lives in Pittsburgh, 

Pennsylvania. She considers herself to be a typical American. Tori is in the midst of 

launching her own small letterpress printing business, making greeting cards, prints, 

and other paper goods.  

When she was 13 years old, Tori began to have joint problems. She was 

eventually diagnosed with Hypermobility Spectrum Disorder (HSD), a chronic 

condition that is part of a spectrum of disorders that includes Ehlers-Danlos 

Syndrome. The condition has major effects on her joints and connective tissues. She 

experiences mobility problems and pain. The cause of HSD is not yet understood, 

so treatment focuses on controlling symptoms, which can appear and shift quickly. 

Tori requires regular specialist visits, testing, and medications.  

Because of HSD, it is essential for Tori to have a health care plan that meets 

her needs. Tori is entering her second year of Marketplace coverage (called Pennie 

in Pennsylvania). Her husband’s employer-based coverage would cost more than 

triple what she now pays—$600 a month. Tori qualifies for premium tax credits 

through Pennie that allow her to save $164 a month, nearly $2,000 a year.  

Tori and her husband live frugally, but money is quite tight as she works to 

get the printing business off the ground. If the Final Rule’s increases in premiums 
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and cost sharing occur, she will likely have to choose less than the full coverage she 

needs to treat her HSD symptoms. The financial burden of having to pay more for 

health coverage would present a significant challenge to her ability to have the 

printing business and would certainly involve taking a second job.  

Tori and her husband hope to start a family soon. Knowing that prenatal care 

and family planning care would be covered through Pennie is a huge relief; however, 

Tori is concerned that significant increases in the cost of coverage will mean that 

she cannot afford to have children.  

Jason Piperberg is 37 years old. He lives in Philadelphia, Pennsylvania and 

works as a freelance illustrator, earning roughly $30,000 a year. He has used the 

ACA Marketplace to enroll in health insurance since 2017.  

During a routine check-up in October 2022, Jason asked his primary care 

provider about a lump in his neck. After a series of tests, he was diagnosed with 

thyroid cancer, which had spread to the surrounding lymph nodes. He has undergone 

a total of four surgeries (removing his entire thyroid and dozens of lymph nodes) 

and one round of radioactive iodine therapy since 2022. With his silver-tier 

Marketplace plan, Jason was able to receive care from some of the best doctors in 

the country. The treatment was successful, and although the cancer is not officially 

in remission, all of his current scans and test results are in a good place.  
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 Despite being enrolled in a silver-tier plan, Jason still incurred several 

thousand dollars out-of-pocket for the treatment. Those out-of-pocket expenses were 

on top of his monthly premiums, which are currently approximately $126 per month. 

Jason eventually qualified for financial aid through the hospital, and that helped to 

relieve some of the financial stress of the situation.  

Jason needs ongoing monitoring, including regular checkups, ultrasounds, and 

blood work to make sure his condition remains stable. His most recent surgery was 

in November of 2025; due to the ongoing monitoring, Jason’s cancer was detected 

early and the surgery was therefore less invasive. In addition, he must take thyroid 

hormone daily for the rest of his life to remain healthy.  

If his premiums increase under the Final Rule, he will have to switch to a 

lower-tier plan with higher out-of-pocket costs and potentially a different network 

of doctors. He has good relationships with his doctors and does not want to lose 

access to them. He is even more concerned that a significant increase in premiums 

and cost sharing requirements under the Final Rule will put coverage and care out 

of reach, which would be catastrophic for his health. 

Bianca Mahmood, 41 years old, lives in Los Angeles, California. She is 

enrolled in the ACA Marketplace, called Covered California, for health coverage. 

Bianca enrolled in Covered California when she lost employer-sponsored insurance 

three years ago. 
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Covered California has given Bianca access to high-quality plans at a fraction 

of the cost compared to  buying directly from the insurance companies. The ability 

to purchase affordable and adequate health insurance independent of an employer is 

critical to allowing her to remain self-employed while pursuing her goals. Bianca 

completed a certificate in Data Analytics in June 2025 and is preparing to attend 

graduate school part-time while continuing to work for herself. 

Covered California gives Bianca the security of knowing that she will have 

the opportunity to enroll in plans vetted by individuals who understand both the state 

health infrastructure and the health care needs of Californians. Although Bianca is 

an avid researcher and educated consumer, she finds navigating the notoriously 

opaque and confusing health insurance landscape as an individual purchaser 

overwhelming. Covered California has provided her with a centralized, transparent, 

and easy-to-navigate platform for obtaining resources to meet her health care needs. 

Bianca is in good health—she primarily uses her health insurance for 

preventive care like annual checkups and vaccinations—but her Covered California 

insurance gives her peace of mind; she knows she will be able to get additional care 

as health challenges arise. When she injured her knee last year, her plan covered the 

necessary imaging, treatment, and physical therapy. Bianca is concerned that the 

premium and cost sharing increases contained in the Final Rule will make it 
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financially burdensome for her to pay for high-quality, comprehensive health 

insurance and that her coverage and health care access will suffer as a result. 

Jacob Margolin is 45 years old, and Nicholas Vaughan is 43 years old. They 

live in Houston, Texas and work as freelance artists, primarily in Houston and the 

surrounding area. Jacob and Nicholas are enrolled in Marketplace coverage through 

the ACA. Both use their coverage for preventive care and health maintenance. 

Prior to enactment of the ACA, Jacob and Nicholas were only able to afford 

catastrophic insurance coverage. The deductible was very high, and the benefits 

were quite limited. The coverage did not feel to them like it was health insurance. 

By contrast, with Marketplace coverage, Jacob and Nicholas are currently 

meeting all their health care needs, and the coverage is affordable. The ability to 

purchase affordable and adequate health insurance has been critical to enabling them 

to pursue their work as artists. Indeed, Marketplace coverage is allowing them to 

have the financial resources to live what they see as the American dream—to start 

their own nonprofit community arts organization.     

Jacob and Nicholas run a tight ship financially, and it would be quite difficult 

to maintain their Marketplace coverage if their premiums were to increase markedly.  

They would face a serious dilemma: As they age, health insurance has become more 

important, and a return to only catastrophic coverage would be inadequate. However, 
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having to pay increased premiums to maintain adequate health coverage would 

likely put an end to their career plans and goals.  

Mariah Adeeko lives in Houston, Texas. She will turn 23 in September. 

Mariah is enrolled in family Marketplace coverage alongside their parents and sister. 

Thanks to the Affordable Care Act, Mariah can continue to be covered as a 

dependent until they turn 26 and will obtain their own health insurance. Mariah’s 

family has long relied on Marketplace coverage as an affordable option, turning to 

the Marketplace when employer-sponsored insurance has not been available or 

affordable. 

As a long-time Marketplace enrollee, Mariah knows that plan-specific 

coverage details—from provider networks to cost-sharing levels—can make a big 

difference in the care they are able to receive and the amount they must pay for that 

care. In some years, Mariah’s Marketplace coverage included high-quality clinical 

networks that helped them manage their health needs and very low cost sharing for 

prescription drugs. In other years, Mariah faced higher out-of-pocket costs for the 

same care, and their health insurance covered less care than they expected. These 

plan design details matter because Mariah has a condition that requires regular care 

from a specialist, lab tests, and prescription drugs. Under the Final Rule, health 

insurers will have more flexibility to erode the actuarial value of Marketplace 

coverage, forcing Mariah to dive even deeper to understand new benefits and 
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limitations. These and other changes under the Final Rule will also lead to higher 

premiums and cost-sharing for Mariah and their family.  

Informed by these experiences navigating health insurance and care, Mariah’s 

work includes offering training and consumer education to help other young adults 

understand their coverage options, improve their health insurance literacy, and use 

their coverage. Mariah is deeply concerned that the Final Rule’s administrative 

burdens will deter young adults from enrolling in Marketplace coverage by making 

it even harder for them to navigate complex coverage decisions—often without the 

help they need to fully understand their options. 

B. Organizational Amici 

The American Cancer Society mission is to improve the lives of 

people with cancer and their families through advocacy, research, and patient 

support, to ensure everyone has an opportunity to prevent, detect, treat, and survive 

cancer. For over a decade, ACS research has demonstrated that access to 

comprehensive, affordable health insurance saves lives. The American Cancer 

Society Cancer Action Network (ACS CAN) is the nonprofit, nonpartisan advocacy 

affiliate of the American Cancer Society. ACS CAN advocates for evidence-based 

public policies to reduce the cancer burden for everyone. Health insurance is crucial 

for advanced stage cancer patients to gain access to the newest lifesaving treatments 

and makes it more likely that people will survive. Jingxuan Zao et al., Immune 
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Checkpoint Inhibitors and Survival Disparities by Health Insurance Coverage 

Among Patients with Metastatic Cancer, 8 JAMA Network Open e2519274 (July 7, 

2025), https://jamanetwork.com/journals/jamanetworkopen/fullarticle/2836042.  

Research from the American Cancer Society has shown that uninsured 

Americans are less likely to be screened for cancer and thus more likely to have their 

cancers diagnosed at an advanced stage when survival is less likely and the cost of 

care, more expensive. Jingxuan Zhao et al., Health Insurance Status and Cancer Stage 

at Diagnosis and Survival in the United States. 72 CA: Cancer J. Clinicians 542 

(2022), https://doi.org/10.3322/caac.21732. Moreover, disruptions in health insurance 

coverage—even if the individual re-gains coverage eventually—are associated with 

missed cancer screenings. Kewei Sylvia Shi, Association of Health Insurance 

Coverage Disruptions and Colorectal Cancer Screening, 131 Cancer e35584 (Jan. 1, 

2025), 

https://www.ovid.com/journals/canc/abstract/10.1002/cncr.35584~association-of-

health-insurance-coverage-disruptions-and. W.B.’s story illustrates the essential role 

of ACA Marketplace coverage for cancer patients.  

W.B. is 47 years old and lives in Ashland, Illinois. W.B. has multiple health 

conditions, including cancer and multiple autoimmune diseases. Because of her 

conditions, it is important for her to have ongoing treatments and close monitoring 

from her health care providers, including second opinions. 
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W.B. worked at her desk job and through debilitating fatigue while on an oral 

chemotherapy regime. Following surgery and treatment, her right kidney and the 

cancerous tumor are gone, and her cancer is in remission. Her energy is restored. She 

is taking daily walks with her dog and 11-year-old stepson, who recently came to live 

with her after losing his mother to cancer in 2026. 

W.B. depends on the Marketplace for her health insurance coverage. The 

coverage enables her to obtain health care, which includes regular visits to her doctors. 

And while W.B. is now cancer free, she is not debt free. In 2026, the cost of her 

Marketplace coverage increased. The deductible increased from $300 in 2025 to 

$10,000, an amount she hit at the end of February and that she now holds as medical 

debt. She has spent hours working out payment plans with creditors from the hospital, 

clinic, and other providers. W.B.’s monthly premiums also increased from $117 in 

2025 to, initially, $169 in 2026. However, her monthly premium has increased to 

$497, an increase she was told is based on her stepson’s receipt of Social Security 

death benefits. W.B.’s husband works as a sanitation worker; his employer does not 

provide health insurance. He is uninsured because the family can only afford a 

Marketplace plan for W.B. As W.B. noted, “Living in the moment can be difficult 

with mounting debt and uncertainty of insurance.” 

Blood Cancer United is the world’s largest voluntary health agency 

dedicated to fighting blood cancer and ensuring that the more than 1.6 million blood 
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cancer patients and survivors in the United States have access to the care they need. 

Blood Cancer United’s mission is to cure blood cancer and to improve the quality of 

life of patients and their families. Blood Cancer United advances that mission by 

advocating for blood cancer patients to have sustainable access to quality, 

affordable, coordinated health care, regardless of the source of their coverage. In 

addition to research, policy, and advocacy, Blood Cancer United provides one-on-

one patient support to guide people with blood cancer and their families through 

treatment and financial and social challenges, including navigating insurance 

coverage and medical debt. The Final Rule would create barriers to Blood Cancer 

United’s mission and, most importantly, for the patients and survivors it works for, 

as the following examples illustrate: 

K.F-S. is 51 years old and lives in Maine. For the past 15 years, she and her 

husband have been the primary caregivers for her father, who has chronic 

lymphocytic leukemia and is now in hospice care. In 2017, while running a 

fundraising race for The Leukemia & Lymphoma Society (now, Blood Cancer 

United), K.F-S. became ill. She lost vision in her right eye and mobility on the right 

side of her body. She was diagnosed with multiple sclerosis—specifically, multiple 

demyelinating lesions in the brain and dangerously elevated brain pressure. K.F-S. 

had to stop working at the University of Southern Maine.  
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K.F-S. is able to obtain the health care she needs because she is insured 

through the ACA Marketplace. Her annual household income is about $40,000, 

which qualifies her for a significant ACA subsidy and reduced out-of-pocket 

deductible. K.F-S. needs consistent, complex care: regular neurologist visits, twice-

yearly MRIs and spinal taps, and consultations with eye specialists. She takes 

medication to reduce pressure in her brain. With her ACA plan, she pays $10 a 

month. Without it, the medication would cost $64 a month. K.F-S. has a medication 

regimen to support her care that costs $230 with insurance. That regimen, while 

supportive, causes leeching of essential vitamins and minerals—necessitating 

routine supplements and quarterly IV treatments. Without insurance, a single spinal 

tap would cost K.F-S $2,300; an MRI, $4,800. 

If the level of support she receives from the Marketplace decreases, K.F-S. 

will face difficult choices, including whether and when to delay or forgo health care. 

Without health care, K.F-S. would lose vision, mobility, and independence and live 

in constant pain. She would not be able to care for her family or her father in his 

final days. 

N.S. and B.S. live in Dubuque, Iowa with their two sons, S.S. and L.S. In 

2022, S.S. was diagnosed with a rare cancer, rhabdomyosarcoma, at just three and a 

half years old. S.S. underwent 66 weeks of cancer therapy. The treatment included 

many rounds of chemotherapy in Iowa City (a two-hour drive from home), dozens 
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of radiation treatments, some of which S.S. needed to receive in Rochester, 

Minnesota (a more than three-hour drive from home), and nearly 20 prescriptions. 

This care saved his life. His doctors say his body now has no evidence of disease. 

When S.S.’s treatment began, the family had health insurance through N.S.’s 

employer. But N.S. was forced to leave her job to care for S.S. B.S. was self-

employed, so he did not have access to employer-sponsored coverage. A hospital 

social worker helped enroll the two boys in Medicaid, allowing B.S. and N.S. to 

breathe easier knowing their children had access to essential health care.   

N.S. and B.S. were able to find a high-quality plan for themselves on the ACA 

Marketplace. They were able to afford the coverage due to the ACA’s premium tax 

credits. Maintaining coverage is especially important for B.S., who has a lifelong 

chronic illness. To keep his condition under control, he needs regular imaging and 

specialty medication that comes with its own high out-of-pocket costs. 

The family is still facing the devastating economic consequences of illness 

and disease. Throughout S.S.’s care, N.S. and B.S. pursued grants from charities that 

paid for hospital parking, gas, and some out-of-pocket fees for medications. They 

negotiated with hospitals, found deals on hotel rooms, and got prescriptions from 

lower-cost pharmacies. Yet, they fell $20,000 into debt. B.S. continues to work full-

time, and N.S. helps with his business and works part-time at the children’s school. 

If their premiums increase, N.S. and B.S. are worried that they will not be able to 
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afford their own health insurance, pay off their medical bills, and create a more stable 

and secure financial future for their family.  

For over 30 years, Legal Council for Health Justice (Legal Council) has 

served individuals, children, and families impacted by chronic, disabling, and 

stigmatizing health conditions through medical-legal partnership programs. Legal 

Council is based in Chicago, Illinois. Legal Council has assisted thousands of 

Illinoisans in obtaining, maintaining, and re-establishing eligibility for health 

insurance, including coverage through the Marketplace. Legal Council’s 

Marketplace clients tend to be people living with chronic medical conditions, 

including AIDS; people who were terminated from Medicaid for being just over 

income; and people who work a variety of jobs, often more than one, but whose 

employers do not offer affordable health benefits or any health benefits at all. As 

illustrated by the examples of people whom Legal Council has helped, the Final Rule 

will create significant barriers to care: 

A.A. is a 39-year-old working parent of three whose Medicaid eligibility 

properly ended due to an increase in income. A.A. signed up for a Marketplace plan 

on their own. Their key medical providers were not in-network, and A.A. had not 

understood that the Marketplace offers health plan options. A.A. contacted Legal 

Council on December 17, 2024. Legal Council was able to help A.A. switch to a 

plan with key providers in-network, thus enabling affordable access to continuous 
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care with trusted doctors. Without the flexibility to enroll in late December 2024, 

A.A. would have faced potential disruption in care as a result of loss of access to 

trusted providers for an entire year. A.A. continues to carry Marketplace coverage.  

B.B., a 57-year-old single adult, worked full-time at a small employer that did 

not offer health benefits. After being diagnosed with cancer, B.B. was able to obtain 

treatment under the hospital financial assistance program. That program did not 

provide access to all the treatment that B.B. needed. With Legal Council’s support, 

B.B. signed up for a health plan on January 14, 2025, with coverage effective as of 

February 1, 2025. Lack of access to employer-based insurance in spite of full-time 

work, the timing of the cancer diagnosis, and the access to medically necessary 

specialty care, all led to B.B.’s need for enrollment during the extended open 

enrollment period. Had B.B. been forced to wait another year for access to cancer 

treatment, a positive health outcome would likely have been jeopardized. Legal 

Council helped B.B. enroll in Marketplace coverage in 2026. B.B. remains in 

remission and is able to work.  

E.E., age 44, moved to Illinois from another state and was not aware of the 

health benefits available in Illinois. More than six months after arriving in Illinois, 

E.E. learned about Marketplace coverage. Legal Council worked with the client in 

January 2025, to sign up for a health plan. Waiting a year for access to health 

coverage and healthcare could have been disastrous. Shortly after E.E.’s benefits 
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were active, a dermatologist diagnosed skin cancer. Because of Marketplace 

coverage, E.E. could afford to get the skin lesions removed.  

CONCLUSION 

The Court should affirm the district court’s summary judgment order.  

Dated: September 8, 2026   Respectfully submitted, 
 
       /s/ Martha Jane Perkins 
       Martha Jane Perkins 
       National Health Law Program 
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perkins@healthlaw.org 
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