FAMILIESUSASY?

THE VOICE FOR HEALTH CARE CONSUMERS

Testimony of Anthony Wright
Executive Director, Families USA

Before the U.S. Senate Committee on Health, Education, Labor, and Pensions (HELP)

"Examining the Future of the U.S. Organ Procurement and Transplantation Network"

December 11, 2025

FamiliesUSA.org
1225 New York Avenue, NW, Suite 800
Washington, DC 20005
main 202-628-3030 / fax 202-347-2417



Chair Cassidy and Ranking Member Sanders, thank you for holding this hearing to address the
many issues in our nation’s organ procurement system.

It is an honor to be with you this morning. My name is Anthony Wright, and | serve as the executive
director of Families USA, the longtime national, non-partisan health care consumer advocacy
organization. For almost 45 years, Families USA has been working to achieve our vision of a nation
where the best health and health care are accessible and affordable to all.

We appreciate the Senate HELP Committee’s commitment to investigating the challenges facing
those that need organ transplants in this country, and we urge policymakers to continue to take
action administratively and legislatively to improve access and affordability, efficiency,
transparency and accountability, safety and ethics, and better equity and outcomes for these
patients.

The Committee is right to focus on the serious, widespread, and systemic problems with the
country’s national transplant system, including the Organ Procurement and Transplantation
Network (OPTN), the longstanding OPTN operations contractor - the United Network for Organ
Sharing (UNOS) - and the specific practices employed by the network of Organ Procurement
Organizations (OPOs). The failings of the current system are startling: In 2023 alone, 11,000
potentially life-saving organs were wasted despite the wishes of their donors.” All the while, over
100,000 seriously ill patients linger unnecessarily on transplant waitlists, often for years, reliant on
expensive and unending medical treatments such as kidney dialysis. Over a dozen people a day in
America die waiting for an organ transplant.? And there are rampant disparities in the system,
particularly for Black Americans, as well as other inequities based on ethnicity, income, and
insurance status.?

As consumer advocates, Families USA has supported bipartisan efforts to address these issues
from Congress and from the Biden and Trump administrations. We previously expressed our
concerns in October 2020 to then Secretary of Health and Human Services (HHS) Alex Azar, urging
the department to issue what was at the time a pending rule to bring much-needed accountability
and oversight to our nation’s organ procurement and transplant system.” Since then, we have seen
the unanimous passage of important bipartisan legislation, the Securing the U.S. Organ
Procurement and Transplantation Network Act.® And just last year, the Centers for Medicare and
Medicaid (CMS) put forward the Increasing Organ Transplant Access (IOTA) model to increase
access to life-saving kidney transplants for patients living with end-stage renal disease.®

Despite these efforts, much more is needed to make the organ procurement system responsive and
accountable to patients across America. This includes implementing the existing law to break up
the OPTN monopoly which is still, two years after the law’s passage, dominated by UNOS, into
separate functions for greater accountability; removing conflicts of interest of industry in
governance and financial self-dealing to ensure that taxpayer dollars are used for patient care and
not for the enrichment of organ contractors and their executives; maximizing the oversight authority
of the Health Resources and Services Administration (HRSA) and the Centers for Medicare and
Medicaid Services (CMS) to terminate organ contracts and decertify organizations not meeting key
standards; and otherwise addressing misaligned financial incentives in Medicare that contribute to
the system’s failings.

Also, any discussion focused on patients must include addressing the need for continuous
coverage and containing their costs. Organ recipients require costly medical care before, during,
and following donation. Without affordable, ongoing coverage, a patient could be vulnerable to



medicals bills costing thousands — and in some cases, millions — of dollars. It would be a failure
to families if policymakers address reforms of the organ procurement system, only to leave them
bankrupt, in severe medical debt and without access to the lifesaving immunosuppressants and
other medication needed to continue to care for the organ they received. To do right by organ
recipients and patients in general, this Committee must work to ensure families continue to have
access to affordable health coverage. While Congress must confront specific issues with organ
procurement from a variety of angles, including by exploring ways to hold OPTN contractors and
OPOs more accountable, the gift of life provided by organ donors will be squandered if transplant
recipients lose access to affordable health insurance.

In this vein, Congress must come together right now to extend - in their current form and
without harmful changes - enhanced premium tax credits for the nearly 22 million Americans
who rely on them to purchase comprehensive health coverage from the federal or state health
insurance Marketplaces.” Open enrollment began on November 1, and now millions of Americans
are logging in to re-enroll in coverage only to see their health insurance premiums skyrocketing for
next year — more than doubling on average,® with people paying not just hundreds but thousands of
dollars more. Many will not be able to afford to buy a plan at all: if Congress fails to act, roughly 4
million people are likely to lose coverage next year altogether.®

To address this crisis, policymakers must pursue policy solutions that provide direct and immediate
relief from crushing health care costs to individuals, families, and small business owners. We also
must enact policies that get at the misaligned financial incentives and abuses that are widespread
in the health industry and also central to some of the failures evidenced by the organ procurement
system.

Urgent Public and Policymaker Oversight of the OPTN Needed

Congressional hearings, widespread media reports, and whistleblower statements over the past
few years have uncovered systemic failures and grossly negligent behaviors of both the OPTN, its
main contractor UNQOS, and also OPOs, the 55 local monopoly contractors tasked with recovering
organs for transplant.’® These stories—of rampant line skipping, safety violations, nonviable organs
collected and discarded for fraudulent Medicare reimbursement, and unethical procurement from
patients still alive—are harrowing and must be dealt with honestly and publicly. Anything less
threatens the trust of the public, including the millions of people like me that volunteer to be an
organ donor, and thus the viability of our organ procurement system.

Congressional investigations (including those led by Senate Finance from 2020-2025, House
Oversight Democrats in 2020-2022, Energy and Commerce from 2024-2025, and Ways & Means
Republicans in 2025) have shown significant fraud, waste, and abuse by many OPOs and a lack of
action and oversight from the OPTN, which until 2024 shared its board with its sole contractor
UNGQOS, a board that includes many OPOs. We support the effort to implement the 2023 law to break
up the contract and the monopoly of UNOS and to find different partners for different functions. We
also support efforts to ensure that the governance of the OPTN has better conflict-of-interest
requirements, and that includes voices from patient, consumer and community groups, rather than
the industry they are supposed to oversee.

We are encouraged by HHS’ initial efforts to hold bad actors accountable, including the
announcement that HHS will for the first time decertify an OPO." However, reform cannot stop with
one organization in South Florida. Stories of improper or botched organ procurement continue to
mount, and all must be investigated and those responsible held liable.' We note that HRSA
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oversees the national OPTN, and CMS is responsible for certifying and re-certifying OPOs. CMS has
the authority to terminate an agreement with other OPOs that no longer meet the requirements for
certification, just as it is finally doing with the Miami example, and should immediately move to
decertify other dangerous OPOs in which there is documented rampant patient abuse.

As the stewards of taxpayer dollars, Congress must act as well. The HHS Inspector General stated
that Medicare has reimbursed OPOs for unallowed expenses unrelated to patient care, and that
the current OPO reimbursement structure incentivizes fraud, waste, and abuse, writing that
‘[tlhese concerns not only negatively affect the Medicare trust fund but also negatively affect
people in need of organ transplants.””’® The current system is costing tax dollars, in addition to the
even more troubling issue of putting patients’ lives at risk. These issues raised by whistleblowers of
greed exploiting misaligned financial incentives in the organ procurement system are extreme
versions of a story we recognize throughout the health care system. Monopoly power without
oversight often increases costs to taxpayers and patients without providing better service or
outcomes. We appreciate the leadership from Chair Cassidy, Ranking Members Sanders, and
many members of this committee to rein in similar abuse of the health care system broadly—from
reforming hospital pricing to Medicare Advantage improper payments like upcoding. Reforming the
organ procurement system is another piece to that puzzle to ensure a health care system driven by
patient outcomes and not insurance, hospital, or drug corporations' revenue and profit goals.

The Organ Transplant System Must Work Better for All Families

We support reforms to implement the enforceable and actionable metrics to address OPOs’
failures that were finalized by both the Trump and Biden administrations, as OPO mismanagement
amplifies underlying health disparities. We also support moves by HRSA to make OPO performance
data publicly available, to ensure continuous oversight of the system by HRSA and CMS. We also
support strong government action in investigating all patient safety concerns, rather than leaving
this life-and-death responsibility with industry interests at the OPTN itself.

The evidence is clear. End-stage renal disease (ESRD) disproportionately affects Black Americans,
Native Americans, Asian Americans and Americans of Hispanic origin compared to White
Americans.™ Despite Black Americans being three times more likely to suffer from kidney failure
compared to their White counterparts, Black Americans are underrepresented on transplant
waitlists."” Adding to these disparities, when Black patients do receive a kidney transplant, on
average the transplanted kidney is of lower quality (presenting with a higher Kidney Donor Profile
Index) than White patients.’® Furthermore, the kidney transplant waitlist not only includes a higher
number of White patients, but those patients also receive a disproportionate share of transplants.”’

These troubling statistics actually understate the problem. Addressing issues related to the organ
procurement and transplantation network would help those already on the waitlist—but broader
barriers for the uninsured, low-income, and disadvantaged racial and ethnic groups prevent many
who may need help from getting on the waitlist in the first place. Once on the waitlist, patients need
HRSA and CMS to address the rampant line skipping and cherry picking of patients that has
happened on the OPTN’s watch. Ultimately, to authentically and meaningfully improve our nation’s
transplant system, we must confront these systemic issues and ensure fair and equitable access to
transplant waitlists for all eligible patients, regardless of income, race, or ethnicity. That starts by
ensuring that everyone maintains access to affordable health insurance.



Access to Insurance Critical for People with Chronic Illness and Organ Failure, as well as
Organ Recipients

Affordable access to coverage is central to the conversation around a functioning organ donation
system considering the medical costs associated with donating or receiving an organ can be
astronomical.

The average reported cost of a solid organ transplant ranges from $260,000 for a single kidney
transplant to over $1.2 million for combined heart and lung transplants.’ According to the
American Transplant Foundation, the average pancreas transplant can cost $408,800; while a heart
transplant can reach up to $1.6 million in billed charges.' This doesn’t include additional costs
such as lifetime medication adherence to ensure the body doesn’t reject the transplant,
maintenance of the transplant, or potential complications. The National Institutes of Health (NIH)
estimated long term oral maintenance immunosuppression and other prescription medications
can cost patients upwards of $2,500 per month depending on various factors including the number
of prescription medications and insurance coverage, with the average annual cost of medications
between $10,000 and $14,000 per patient.° In kidney transplant recipients, loss of Medicare
coverage (patients lose Medicare coverage 36 months after kidney transplant if their eligibility was
tied to end-stage renal disease) results in reduced immunosuppressant adherence and increased
organ rejection.?’

The financial burden these procedures create requires that we ensure patients have access to
robust and continuous coverage. Without proper coverage, any one of these costs would be enough
to bankrupt a family or disrupt ongoing care that would cause the organ to fail.

In fact, coverage matters for patients to be listed for transplant in the first place: Americans who
lose coverage may have greater difficulty being listed for transplants.?? Transplant providers set
their own policies for allocations of organs and consider health coverage as one of the medical and
nonmedical factors in evaluating candidates for transplantation. OPTN’s guidelines point to
adherence as one such nonmedical factor, given that adherence to medical regimes post-
transplant “increases the likelihood of a successful transplant.” Adherence to taking
immunosuppressants and other medications, going to regular follow-up and specialist visits, and
other testing is heavily influenced by financial barriers and coverage. Potential recipients have been
restricted from transplants because of lack of coverage, lapses in insurance, or shaky finances,
which can also be a result of lack of coverage.

Yet we are at a crossroads in terms of health insurance in this country. We started 2025 with record
low numbers of families who were uninsured--thanks to changes made through the Affordable Care
Act (ACA) and the enhanced premium tax credits, we have seen a decrease in uninsurance rates for
all age groups, different races and ethnicities,? and across income levels. Insurance expansions
helped patients needing organ transplants: One study found that Medicaid-insured waitlist
registrations and deceased donor transplants increased in states with Medicaid expansion,
suggesting that Medicaid coverage improves access to transplants for low-income individuals.?*
Other studies have found increases in listings of people in need of organ transplant in Medicaid
expansion states, including for livers and hearts.?

Unfortunately, we may expect to see a dramatic drop in coverage for nearly 15 million Americans, a
combined effect of recent cuts to Medicaid and Congress’ failure to extend enhanced tax credits for
those who buy coverage as individuals.?® This massive loss in insurance will undermine preventive



and primary care for millions and mean more people end up needing organ transplants, while
making it harder for them to get that lifesaving care.

Congress Must Act Now to Pass a Clean Extension of Health Care Tax Credits

Given this, if this Congress wants to do right by current and future organ transplant patients, the
most pressing priority right now is to extend the expiring enhanced premium tax credits to prevent a
major premium spike and also prevent four million Americans from being pushed and priced out of
coverage altogether. Despite Congress having several opportunities over the last year to extend
these premium supports, including in a budget bill where other tax breaks were extended, no fix for
families has moved forward. Now, in the midst of open enrollment, millions of families find
themselves either being forced to try to secure health insurance with premiums that are double or
triple their current amount or going without any health care coverage purely due to the cost.

The scale of this problem is significant: 22 million American workers who don’t get coverage on-the-
job or through Medicaid or Medicare qualify for premium tax credits for a plan through
healthcare.gov or a state marketplace. That means their current household income is at least
$15,060 for an individual or $31,200 for a family of four, and they do not have other options for
affordable health coverage.?” These tax credits are a lifeline for workers and their families, including
those with serious and chronic health conditions like diabetes, heart disease, and cancer who need
access to regular care to stay healthy and keep working when they don’t get insurance through their
job.% The average income of an organ transplant patient is around $68,000 per year--someone who
if they bought their coverage as an individual would lose all affordability assistance if the enhanced
tax credits expire.

The numbers are compelling, but so are the stories of the real people who rely on premium tax
credits for their health and financial wellbeing. The enhanced premium tax credits have been
lifechanging for people like Claire, a 43-year-old small business owner in Lafayette, Louisiana, who
has been self-employed for her entire career. Diagnosed with breast cancer at 27, she relies on the
Affordable Care Act’s premium tax credits to afford the ongoing care she needs to stay healthy.
Living with a preexisting condition that requires comprehensive care, she said she could never be
well-served by the kind of short-term “junk plans” often misleadingly marketed as ideal for young
adults. Thanks to the enhanced premium tax credits, she is able to secure the comprehensive
insurance she needs through the health care marketplace. She now pays about $117 per month for
her plan after tax credits — compared to the $570 that she would pay without them — allowing her
to maintain her coverage for frequent screenings and biannual oncology visits. “My appointments
are really important to not only my physical health but my mental health,” she said. Losing those
credits, losing access to her trusted physicians, or being forced into a cheaper plan with higher out-
of-pocket costs worries her deeply. “Not being able to afford to go to the doctor is a reason that a lot
of people don’t go,” she shared.?®

Claire needs Congress to take immediate action, and she is not alone: Roughly three-quarters of
Americans polled from across the country — and across party lines — want Congress to act to
extend the enhanced credits.*

And since Congress failed to act to extend the health care tax credits before Marketplace Open
Enrollment began, it is critical to both cleanly extend the tax credits without delay and to ensure
people who have already decided they cannot afford to keep their coverage have the opportunity
and assistance to come back and re-enroll.



We recommend that Congress also:

e Extend the current open enrollment period or authorize a Special Enrollment Period (SEP) to
allow time for the new rates to be adjusted and for enrollees to see and shop for a plan that
best meets their needs.

e Restore $90 million in funding for Affordable Care Act (ACA) Navigators to help ease
confusion among enrollees. Given the confusion about coverage, with 1.5 million
Americans projected to drop coverage just from the sticker shock, we need to restore the
funding cut earlier this year to provide trusted outreach and free assistance to people
shopping on the federal marketplace for health coverage.®

While Congress considers proposals related to the enhanced tax credits, it should recognize at this
late date that it is logistically improbable — if not impossible - to make changes to the current tax
credit structure or advance anything other than a clean extension for 2026. In addition, some of the
proposals being talked about would be particularly problematic for organ transplant patients.

e Proposals to put $1,000 or $2,000 into a Health Savings Account would be a poor substitute
for most people who now get the enhanced tax credit, especially given the base cost of
coverage in general—but would be especially tough for an organ transplant patient facing a
high deductible. Organ transplant patients can have on average out-of-pocket costs of over
$4,000 per month just for medication.*?

o Efforts that further move people to bronze or catastrophic plans with high deductibles of
$7,500 or more may save on monthly premiums in a way that benefits healthy people who
don’t regularly access care, but be particularly burdensome to organ transplant patients
that have significant medical needs in both prescriptions and medical visits, and thus
would bear high out-of-pocket costs.

e Proposals to encourage people to purchase short term or junk coverage that does not have
to abide by the ACA patient protections, would be a nonstarter for an organ transplant
patient, who would likely be denied or discriminated against due to pre-existing conditions,
or face even higher financial burdens if there was no annual or lifetime cap on out of pocket
costs.

To further elaborate on this point, we highlight the story of Paul Gibbs from West Valley City, Utah,
who was born with a serious medical condition in both kidneys. As an adult, he was told he needed
a kidney transplant but was uninsured. Eventually, and after years of back and forth with insurance
companies, Medicaid and Medicare, Paul was able to get his transplant covered by Medicare and
Medicaid. Now as a transplant recipient, Paul must take medications every day for the rest of his
life in order to keep his body from rejecting the donated kidney. Medication that he can't afford to
pay for out of pocket, meaning that he has to stay covered and needs constant continuation of
coverage for the rest of his life. Thankfully, after the ACA passed, consumer protections allowed him
to get on his wife's employer-sponsored coverage. Paul's story shows how important continuous
coverage that puts people first is for organ transplant recipients.*

Families Need Solutions Now

The urgency couldn’t be clearer. Patients who need organ transplants need strong administrative
and legislative actions to give them the best chance to lead healthy and financially secure lives.
They need to have the security of continuous coverage, with access and affordability for
medications and services—whether through work, Medicare, Medicaid, the marketplaces—



including with the extension of enhanced tax credits. They need regular primary and chronic care
management to maintain their condition and slow the progression of disease, preventing or at least
delaying the need for transplant. They need an organ procurement system that is efficient, ethical,
and equitable. They need reforms for the organ transplant system and the whole health system that
introduce more transparency and accountability and address the misguided financial incentives.

Such a system would not only save lives, but also save money, at a time when Americans are
demanding relief from rising health care costs. For example, the faster we connect patients in need
with a high quality and viable kidney, the less Medicare or private health care premiums have to pay
for expensive dialysis—the cost to Medicare for patients on dialysis is over $45 billion a year, which
equates to about $90,000 per patient per year, while expenditures for kidney transplant recipients in
the year following their transplant are significantly less at only $23,308 per person, per year.3*3

Members of Congress from every state and district have a role to play in discussing and advancing
commonsense legislation that would remedy some of the most obvious health system failings that
drive unaffordable care, and the American people are eager to see action. A recent poll from
Families USA and Hart Research Associates shows that lowering health care costs is the top
priority for Americans across demographics, even surpassing concerns related to housing,
jobs, crime, and immigration. Over 9 in 10 voters think it is important that Congress and the
President act to lower health care costs to reduce stress on family budgets, bring down the cost of
living, and to make health care more affordable and accessible to millions of families around the
country.*®

Thank you again for holding this timely and critical hearing. The journey to fully transform our health
care system so that it truly works for American families is long, but Congress holds the power to
take the next critical steps. Families USA stands ready to support you in this essential and urgently
needed work.
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