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INTRODUCTION

An organ isn’t the only thing you will lose if you become a living organ
donor. A recent study found that more than a third of living kidney donors
reported lost wages in the first year following donation.! Tim Nagel of Wisconsin
experienced this difficulty first hand after donating a kidney to his sister in 2014.
After being unable to work during his nine weeks of recovery time, Nagel faced
$6,000 in lost wages and was prepared to sell his tractor, snowmobile, and guns
to make up for the deficit.” Although Nagel eventually recovered his lost wages
through a fundraiser put on by his friends and family, the Wisconsin resident
believes the government “should make it easier for people to donate.”™

Several states have enacted laws that provide rights and protections to living
organ donors; however, no consistent national policy currently exists for these
individuals.” Meanwhile, the number of people on the organ waiting list continues
to exceed the number of donors and transplants.® The Sydney School of Public
Health examined this widening gap and found that several barriers and concerns
deter potential living donors, including fears about surgical and health risks, lack
of knowledge about organ donation, and financial loss.” The organ shortage crisis
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has not gone unnoticed by members of Congress.® Both Democratic and
Republican Representatives have proposed legislation to try and increase the
number of living donors in the United States; however, these efforts have been
unsuccessful.’

The first piece of proposed legislation is the Living Donor Protection Act.'’
U.S. Representatives Jerrold Nadler and Jaime Herrera Beutler introduced the
Living Donor Protection Act (“LDPA”) to protect the rights of living organ
donors."" The LDPA is a response to the growing disparity between the number
of patients in need of transplantation and the availability of transplantable
organs.”” The LDPA aims to protect living organ donors and promote organ
donation in three easy and economical ways."” First, the LDPA prohibits
insurance companies from denying coverage or increasing premiums of life or
disability insurance for living organ donors."* Second, the LDPA clarifies that
organ donation surgery qualifies as a serious health condition under the Family
Medical Leave Act (“FMLA”)."” Third, it requires the Secretary of Health and
Human Services (“HHS”) to update education materials on the benefits of organ
donation.'® Nadler and Beutler introduced the LDPA to Congress in 2014, 2016,
2017, and 2019."

With a similar motive as was behind the Living Donor Protection Act, U.S.
Representative Matt Cartwright introduced the Organ Donor Clarification Act
(“ODCA”)."* Cartwright’s proposed legislation intends to remove existing
barriers that organ donors face under current law and to provide incentives to
potential donors in hopes of encouraging more Americans to consider donating."
The buying and selling of organs is illegal under the National Organ Transplant
Act of 1984 (“NOTA”), but Cartwright’s legislation seeks to clarify that certain
types of payments and/or reimbursements relating to organ donation would not
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violate NOTA.*® Additionally, the ODCA would allow government-run pilot
programs to test the effectiveness of providing noncash incentives to promote
organ donation.”’ Cartwright proposed the legislation in 2016 and 2018, but the
bill has never passed committee.”

This Note argues that Congress should enact the LDPA and the ODCA to
protect living organ donors, encourage more organ donation, and ultimately help
end the organ shortage crisis in America. Part I of this Note sets forth the growing
need for living organ donors and the current availability of organs in the United
States. Additionally, this section compares an organ donation from a living donor
to one from a deceased donor. Part II examines the current barriers that
discourage living organ donation, including financial loss, insurance
discrimination, and public misperceptions about the donation process. Part III of
this Note discusses the various state laws protecting living organ donors and the
need for a consistent federal policy. Part IV introduces the LDPA and the ODCA.
Part V of this note discusses the criticisms of the proposed legislation and
possible reasons for failure. Finally, Part VI argues that in order to narrow the
widening gap between the need and the supply of organs, Congress needs to enact
the LDPA and the ODCA to provide protection to living organ donors and test
incentives to encourage donation. Further, this section argues that states should
continue implementing new laws that protect and incentivize organ donors.

I. THE NEED FOR LIVING ORGAN DONORS

A. America’s Current Organ Shortage

The current organ supply in the United States is a growing public concern.”
Although surgeons performed a record high of 36,530 transplants, roughly
114,000 Americans still remained on the transplant waiting list at the beginning
of 2019.** The unavailability of adequate organs for transplantation to meet the
current demand has created a major organ shortage crisis in the United States.>
The wait time for an organ has lengthened over the years, and roughly twelve
percent of people on the waiting list will die before getting a transplant.”® The
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Organ Procurement and Transplant Network identifies two donor types: living
donors and deceased donors.”” Deceased donors are those who have chosen to
donate their organs after death and make up a majority of all organ donations.*®
The process of becoming a deceased organ donor is simple and can be done when
you renew your driver’s license or by signing a Uniform Donor Card.” Still, the
supply of deceased donor organs in the United States does not meet the demand,
as over 12,000 candidates on the transplant waiting list died or became too sick
to operate in 2018 due to the shortage.*

Consequently, “the deceased donor-organ shortage has driven the widespread
adoption of living donor transplantation.”"' Living donation occurs when a person
chooses to donate an organ during his or her lifetime.’”> Organs that can be
donated while a person is alive include the kidney, liver, part of the lung, part of
the pancreas, and part of the intestines.”> The most common living donations
involve the kidney or liver, and ninety-five percent of the candidates currently
awaiting a transplant are in need of one of these two organs.’* These organs are
most commonly and safely donated by a living donor because an individual only
needs one kidney to survive, and the liver can re-grow if part of it is removed.’
The total number of candidates on the waitlist for a kidney transplant has doubled
since the year 2000, and approximately 4,000 people died on the 95,000-person
kidney transplant waiting list in 2018.*° Living donors contributed to only
seventeen percent of all transplant surgeries performed in the United States in
2016 and 2017, the lowest contribution in over two decades.”” Living donors
provided approximately thirty-nine percent of the kidneys used in transplants in
2018 and only four percent used in liver transplants performed in 2018.°* As the
number of candidates added to the waiting list continues to increase each year,”
the need for living organ donors progresses.

Living donors are often related to the organ recipient.* Fifty-three percent of
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living donations in 2018 were from siblings, parents, spouses, children, or other
relatives.*’ Living donors can also be unrelated to the recipient, such as a close
friend, co-worker, or member of the community.*> A person may even choose to
donate their organs to an unrelated stranger. Anonymous donation is rarer and
only accounted for four percent of living organ donations in 2018.*> When a
person chooses to become a living organ donor, the transplant center evaluates
the individual to determine whether they are suitable to be a donor.** The
evaluation is to ensure that the potential donor is in good health and does not have
any medical issues such as diabetes, cancer, high blood pressure, or other disease
that would affect donation.*> Additionally, the evaluation assesses the potential
donor’s physical, psychological, and emotional health.*

B. Living Organs Versus Deceased Organs

In addition to the growing number of Americans in need of an organ
transplant, an organ from a deceased donor may not suffice.” The American
Transplant Foundation reports that transplant candidates generally have better
results when they receive organs from living donors compared to organs received
from deceased donors.* For example, receiving an organ from a living donor
lessens the risk of rejection during the transplant.*” A living organ donor is the
only chance of survival for twenty-nine-year-old Timothy Waites from South
Carolina.”® Waites is currently on the search for a living organ donor after two
failed kidney transplants from deceased donors.”' Experts believe his best chance
with transplant success is from a living donor.>* In addition to the lessened risk
of rejection, a living organ typically has greater longevity than one from a
deceased donor and usually functions immediately in the recipient.>®
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Several factors make living donor organs less prone to rejection and more
likely to last than a deceased donor organ.’* First, living donor organs are
generally healthier.”® In order to become a living kidney donor, an individual is
evaluated based on his or her kidney function, compatibility, and overall physical
and mental health.’® Second, a kidney from a deceased donor may be stressed
from spending a prolonged time outside of the human body, which can
temporarily reduce organ function.”” Transplant surgeons consider living donor
organs to be of better quality than deceased donor organs.’® On average, the life
span of a transplanted kidney from a deceased donor is three years shorter than
a transplanted kidney from a living donor.” From 2008 to 2015, the survival rate
for a liver recipient five years after surgery was 83.9 percent when the liver came
from a living donor, and only 75 percent when it came from a deceased donor.*

II. BARRIERS TO LIVING ORGAN DONATION

Despite the overwhelming support for organ donation and the growing need
for living organ donors in the United States, few people decide to donate during
their lifetime.*’ When deciding whether to become a living organ donor,
Americans often find the risk greater than the reward.®* Living organ donors often
face financial loss due to delays in returning to work and difficulties maintaining
life, disability, and medical insurance coverage at the same level and rate.”” In
addition to financial loss and insurance discrimination, many individuals are
deterred from donating due to the fear of surgical and health risks and lack of
knowledge about organ donation.** Furthermore, some police, fire departments,
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and branches of the military will not accept individuals with one kidney.*’

A. Financial Burdens

Living organ donors often incur direct and indirect costs associated with
donation.®® For example, neither the recipient’s nor the donor’s insurance
generally covers lost wages during the donor’s recovery, lodging and travel
expenses, or follow-up expenses.”” The National Center for Biotechnology
Information conducted a study and found that 26 percent of living organ donors
scored their financial burden as a five-out-of-ten or higher six months after organ
donation, based on donation-related out-of-pocket costs and lost income.*® The
total financial loss to a living donor following donation can range from $500 to
over $5,000.° Donors use a variety of sources to help offset these burdens,
including dipping into their savings, borrowing from friends or family, taking out
a loan, or having a fundraiser.”

The Kidney Donor Outcomes Cohort Study, a study established to
characterize the short and long term surgical, medical, functional, psychological,
and financial outcomes of kidney donation, surveyed 182 living kidney donors
and found that 89 percent of the donors had a net financial loss twelve months
after surgery.”' The study reported a total of $622,324 in direct and indirect
expenses for the 182 living donors, averaging over $3,000 per donor.”” Some
donors received financial assistance to help offset the financial loss, but the
assistance provided only about $650 per donor.”” Direct expenses included
ground transportation, air transportation, lodging, meals, health care, and
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medications.” Indirect expenses encompassed lost wages, including work hours
missed, paid vacation time used, sick time hours used, and disability hours used.”

Indirect expenses add up quickly for living organ donors because they must
take a considerable amount of time off of work to recover from surgery.”® Kidney
donors usually cannot return to work for two to six weeks following surgery, and
liver donors may need up to three months of recovery time.”” Although the
Family and Medical Leave Act protects an organ donor’s job, an employer need
not pay for a donor’s time off work.”® The National Living Donor Assistance
Center provides financial support to organ donors, delivering financial assistance
to about 5 percent of living kidney donors since its inception.”” However, the
legislation establishing the program has strict eligibility criteria and specifically
prohibits reimbursement of lost wages.** Two-thirds of potential donors who
express concern about potential lost income decide not to move forward with the
evaluation process.®' Thus, the fear of financial loss greatly discourages living
organ donation.

B. Insurance Discrimination

Difficulty obtaining insurance after surgery is also a fear of potential living
organ donors.* According to a study in the American Journal of Transplantation,
as many as 11 percent of living organ donors experience trouble securing or
paying for insurance after their procedures because of discriminatory practices.*’
In 2008, Wisconsin resident Peter Atkinson made the life-changing decision to
donate a kidney to a friend in need.** As a result, two companies later denied him
life insurance.®*> When a third firm determined he was eligible for life insurance,
they increased his premium after learning he had been an organ donor despite his

74. Id.

75. Id.

76. See generally Cheryl Jacobs & Charlie Thomas, Live Donation: Financial Toolkit, AM.
SoC’Y OF TRANSPLANTATION (2016), https://www.myast.org/sites/default/files/AST-16-Financial-
Toolkit-Section-7-Living-Donation-and-Employment.pdf [perma.cc/V3VL-KG4B].

77. Id.

78. Id.

79. Direct and Indirect Costs Following Living Kidney Donation: Findings from the KDOC
Study, supra note 66.

80. Id.

81. James R. Rodrigue et al., Concern of Lost Income Following Donation Deters Some from
Talking to Potential Living Donors, PROGRESS IN TRANSPLANTATION (Aug. 5, 2016),
https://journals.sagepub.com/doi/abs/10.1177/1526924816661332?journalCode=pitb#articleCit
ationDownloadContainer [perma.cc/4PKF-5EJK].

82. SeeR.C.YANGET AL., INSURABILITY OF LIVING ORGAN DONORS: A SYSTEMATIC REVIEW
1549 (AMERICAN JOURNAL OF TRANSPLANTATION 2007).

83. Id.

84. Wahlberg, supra note 2.

85. Id.



2020] LEGISLATIVE STRATEGIES FOR 197
ENCOURAGING ORGAN DONATION

good health.** Similarly, in 2013, Virginia resident Cathy Frei was denied long
term care insurance when she disclosed on the application that she was being
tested to become a living kidney donor.*” As a precaution, the National Kidney
Foundation warns individuals considering organ donation to “check [their]
insurance contracts carefully to see if living donation would affect [their] current
policies.”™

One reason living organ donors have experienced difficulty obtaining or
maintaining insurance following donation is because organ donation is considered
a pre-existing medical condition.*” Currently, under the Affordable Care Act,
health insurance companies cannot refuse to cover an individual because of his
or her health history.”” However, a pre-existing condition can still affect a donor’s
access to life insurance and disability insurance and can lead to increased
premiums or outright denial of coverage.”’ Members of the donor community
who have experienced insurance discrimination solely based on their status as an
organ donor believe that “the threat of increased insurance premiums or canceled
policies discourage[s] altruistic people from making a gift capable of saving
another person’s life.””

C. Lack of Knowledge

Lastly, despite general awareness of living organ donation, “studies using
focus groups and focused interviews of the general public consistently identify
public misperceptions and lack of knowledge regarding the risks of organ
donation.”” Although the majority of the general public support living organ
donation, several factors temper this endorsement, including concerns of surgical
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and health risks to the donor and uncertainty about organ donation.”* A review of
eighteen studies involving 1,019 participants found that the lack of knowledge
about the organ donation process and a desire for more information are deterrents
to potential organ donors.” Researchers at Emory University conducted a survey
on the deterrents to organ donation, and concluded living donor advocates must
dispel misperceptions and increase donation to decrease waitlist mortality and
improve post-transplantation outcomes.”

Currently, the only positive aspects of organ donation advertised for a
potential living donor are “positive emotional experiences” and “more time with
your loved one.”” Although transplant surgeons and physicians acknowledge the
need for providing protections and incentives for living donors, scholars argue
that change will not happen without advocates lobbying members of Congress.”®

III. CURRENT LAWS PROTECTING LIVING DONORS

A. Insufficient Federal Law

In the late 1990s, the Clinton Administration launched the National Organ
and Tissue Donation Initiative in efforts to increase organ donations nationwide.”
This initiative was furthered by the enactment of the Organ Donor Leave Act of
1999 (“ODLA”), which increased the amount of paid leave available to federal
employees from seven days to thirty.' By signing into law the ODLA, President
Clinton sought to “enhance the Federal Government’s leadership role in
encouraging organ donations by making it easier for Federal employees to
become donors.”'*" Additionally, the President hoped that as the country’s largest
employer, the federal government would “set the example for the private sector
as well as other public organizations.”'*> However, no federal law currently exists
requiring private-sector employers to allow paid time off for organ donation.'”
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The federal government’s effort to help people in need of life-saving organ
transplants continued with the Organ Donation and Recovery Improvement Act
(“ODRI”)." The ODRYI, signed into law by President Bush in 2004, permitted the
federal government to award grants for reimbursement of travel expenses,
subsistence expenses, and incidental non-medical expenses incurred by
individuals who make living organ donations.'”” Although the Act focused on
assisting living organ donors, the law only authorized an appropriation of funds
for the years 2005 through 2009.'°° Moreover, as discussed in Section I, financial
assistance programs for living donors are fragmented, inaccessible, and limited
in what types of expenses are reimbursable.'’’

No federal legislation currently exists that gives organ donors tax credits or
allows for a charitable deduction on their federal income taxes for the value of
their organs.'*® Legislators have proposed legislation over the years to give organ
donors a special tax credit, but problems such as valuing donations prevent
legislation.'”” Furthermore, the Internal Revenue Service has allowed only
charitable donations for gifts to tax-qualified charities, and this type of legislation
would allow deductions for gifts to individuals.'"®

The lack of federal law protecting living donors from financial disincentives
is most likely due to the National Organ Transplant Act of 1984 (“NOTA”).
NOTA makes it “unlawful for any person to knowingly acquire, receive, or
otherwise transfer any human organ for valuable consideration for use in human
transplantation.”"!' The term “valuable consideration” means anything of material
value, but does not include “reasonable payments associated with the removal,
transportation, implantation, processing, preservation, quality control, and storage
of a human organ or the expenses of travel, housing and lost wages incurred by
the donor of human organ in connection with the donation of the organ.”'"

FOUND., https://www.kidney.org/sites/default/files/LD_Tax Ded Leave 5 23 18.pdf (last updated
May 22, 2018) [https://perma.cc/D5QY-E3YE]; Living Donor Leave Laws: Federal and State by
State, AM. TRANSPLANT FOUND., https://www.americantransplantfoundation.org/wp-content/
uploads/2018/08/living_donor laws_state by state and_federalpdf (last updated July 2018)
[perma.cc/G8ZV-X685].

104. Organ Donation and Recovery Improvement Act — Signed into Law, MO. DEP’T. OF
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Although reimbursements are legal under NOTA, “the law’s lack of clarity and
criminal penalties have [arguably] created the uncertainty that has prevented or
delayed reimbursements” to living organ donors.'"

The most recent federal government initiative to help living organ donors was
the clarification of what constitutes a “serious health condition” under the Family
and Medical Leave Act.'"* On August 28, 2018, the U.S. Department of Labor
responded to public concern and released a legal opinion stating that “an organ
donation can qualify as an impairment or physical condition that is a serious
health condition under the FMLA when it involves either ‘inpatient care’ under
§ 825.114 or ‘continuing treatment’ under § 825.115.”'"* This statement clarifies
that a living donor may take a leave of absence without the risk of being fired.'"'
However, the leave required under the FMLA is unpaid, “and donors lose income
if their employer does [not] allow some form of paid time off.”""”

B. Inconsistencies in State Law

Despite the federal government’s lack of action, “[m]any states have passed
their own legislation to protect living donors and encourage . . . donation.”''®
Such legislation seeks to protect these individuals in the form of donor leave
laws, tax deductions or credits, and living donor protection laws.'"

1. Paid/Unpaid Leave—Modeled after the Organ Donor Leave Act of 1999,
most state living donor laws offer state government employees up to thirty days
of leave for serving as a living organ donor."*’ However, the exact number of days
given to state employees for organ donation recovery is inconsistent across state
lines.'*' Colorado, for example, only allows state employees up to two days per
year of paid leave for organ donation as compared to the thirty days that most
states allow.'”* Additionally, state laws allowing government employees to take

113. Cartwright Announces Legislation to Increase Organ Donation, CONGRESSMAN MATT
CARTWRIGHT (July 19, 2018), https://cartwright.house.gov/media-center/press-releases/cartwright-
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time off for organ donation do not always require that the leave be paid. State
government employers in the state of Maine, for example, have the discretion to
provide their employees with either paid or unpaid leave.'*’

The inconsistencies in state organ donor leave laws are even greater for
private sector employees. Fewer than a quarter of all states provide organ donor
leave laws for private-sector employees.'** Furthermore, only three states require
private-sector employers to offer paid time off to employees recovering from
organ donation.'”® For example, California and Hawaii require that employees
receive up to thirty days of paid leave, while Minnesota employees receive up to
forty hours of paid leave."*

2. Employer Tax Credit—Perhaps the main reason states are reluctant to
extend paid time off to private sector employees for organ donation is the
economic burden it places on the employer.'*” Thus, some states provide help to
employers of living organ donors (see Table 1)."** Arkansas, Colorado,
Pennsylvania, and the District of Columbia offer tax incentives to employers who
choose to pay their employees for time off related to organ donation.'*” Colorado
allows employers to claim a tax credit equal to 35 percent of expenses incurred
“[playing an employee during his or her leave of absence period” or “for the cost
of temporary replacement help.”"* Arkansas and the District of Columbia allow
a tax credit of a similar percentage to employers providing time off to organ
donors."”' Pennsylvania goes as far as allowing employers to take a credit equal
to 100% of wages paid to an employee on leave for organ donation, and
temporary employees hired."*> By allowing tax credits, private-sector employees
may give more thought to offering paid time off to employees recovering from
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organ donation, thus preventing organ donors from facing financial hardships as
a result of donating.

Table 1: Leave Laws Affecting Private-Sector Employers:

State Paid Time Off: Optional Tax Credits to Employer?
or Required?
Arkansas Optional 25% of salary paid to donor/for
replacement help'*
California Required — 30 days'* None
Colorado Optional 35% of salary paid to donor/for
replacement help'**®
District of Columbia Optional 25% of salary paid to donor up to 30
days"*
Hawaii Required — 30 days™’ None
Minnesota Required — 40 hours'** None
Pennsylvania Optional 100% of salary paid to donor/for
replacement help'*’

3. Donor Tax Credits and Deductions.—In addition to employer credits,
nineteen states currently provide special tax breaks to residents who donate
kidneys, portions of their liver, intestines, or bone marrow for transplantation.'*’
Tax credits are perhaps the most appealing tax incentive provided to living organ
donors, and four states offer these credits: Idaho, Louisiana, Maryland, and Utah
(see Table 2).
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Table 2: Tax Credits for Living Organ Donors

203

State Tax Credit Included Expenses Option to Carry Who Can
Amount Over Unused Claim Tax
Credit? Credit?
Idaho Up to Unreimbursed Yes. Up to five Donor'*
$5,000" travel, lodging, and taxable years.'*
lost wages'*
Louisiana Upto Unreimbursed Yes. Up to ten Donor or their
$7,2000'* travel, lodging, and taxable years."’ spouse'*®
lost wages'*
Maryland Up to Unreimbursed No. Donor"'
$7,500'* travel, lodging, and
lost wages'*
Utah Upto Unreimbursed Yes. Up to five Donor or their
$10,000' travel, lodging, and taxable years'™* parent'*®
lost wages'’

The amount of tax credits a taxpayer may claim varies from the four applicable
states, ranging from $5,000 to $10,000."°® Utah and Louisiana allow taxpayers
other than the donor to take a credit."”’” In the event the amount of a tax credit
exceeds the taxpayer’s income tax, liability may be carried forward to subsequent
taxable years in Idaho, Louisiana, and Utah.'*®
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Another way states are using tax breaks to protect living organ donors from
financial hardship is by allowing above-the-line tax deductions."” Fifteen states
offer a deduction of up to $10,000 for costs related to the taxpayer’s donation.'*
A few states even offer a deduction for costs related to a donation by a dependent
of a taxpayer.'® Like tax credits, deductible costs commonly include the cost of
unreimbursed travel, lodging, and lost wages.'®® Unfortunately, due to low state
marginal income tax rates, these tax deductions are only worth about $650, far
less than the actual cost of organ donation.'®’

4. Protection from Discrimination.—Some states have gone even further to
incentivize living organ donation. On March 20, 2018, Idaho became the first
state to pass legislation similar to the proposed Living Donor Protection Act.'**
The Idaho legislation, Senate Bill 1302, is recognized as the first law in the nation
designed to stop the insurance discrimination organ donors face, despite being
“healthier than the U.S. population at large.”'® Specifically, the law makes it
unlawful to “discriminate against a person in the offering, issuance, cancellation,
price or conditions of a policy, or in the amount of coverage provided under a
policy” based solely on the status of such person as a living organ donor.'®
Following in Idaho’s footsteps, New York Governor Andrew Cuomo signed into
law the New York Living Donor Protection Act in November of 2018.'7 In
addition to protecting living donors from insurance discrimination, the law
provides clarification that New York’s paid family leave program will cover
organ donation and requires that the New York Commissioner of Health develop
informational materials relating to the benefits of organ donation.'®®
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IV. PROPOSED FEDERAL LEGISLATION

A. Living Donor Protection Act

U.S. Representatives Jerrold Nadler and Jaime Herrera Beutler first
introduced the Living Donor Protection Act (“LDPA” or “the Act”) in 2014.'%°
Nadler and Beutler introduced the LDPA to protect the rights of living organ
donors.'” The two members of Congress advocate that, through this bipartisan
legislation, “living organ donors will be able to access insurance and use the
medical leave they need, giving donors more certainty and, it is [their] hope,
encourage more Americans to give the incredible gift of organ donation.”'’" The
Act aims to protect living organ donors and promotes organ donation in three
ways.'” First, the LDPA prohibits life, disability, and long-term care insurance
companies from denying or limiting coverage and from charging higher
premiums for living organ donors.'” The LDPA reads:

It shall be unlawful to . . . discriminate in the offering, issuance,
cancellation, amount of such coverage, price, or any other condition of
a life insurance policy, disability insurance policy, or long-term care
insurance policy for a person, based solely and without any additional
actuarial risk upon the status of such person as a living donor.'”*

Second, the Act clarifies that living organ donors may use Family and
Medical Leave Act time to recover from the surgeries and procedures involved
in their donation.'”” The U.S. Department of Labor’s statement, discussed in
Section III.A, was a direct response to the bill provision authored by Nadler and
Beutler.'® The National Kidney Foundation praised Beutler following the opinion
letter and thanked her for her “leadership in ensuring the job security of living
donors who are eligible for FMLA.”""” The Congresswoman said she would use

169. H.R. 1270: Living Donor Protection Act of 2017, GOVTRACK, https://www.govtrack.us/
congress/bills/115/hr1270 (last visited Oct. 18, 2018) [perma.cc/XM7D-2XWY .
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this positive development “to continue championing the Living Donor Protection
Act.”'7®

Third, the LDPA directs the Secretary of Health and Human Services to
update its materials on live organ donation to reflect these new protections and
encourage more individuals to consider donating an organ.'” The Act requires
that the updated materials include “(1) the benefits of live organ donation; and (2)
the impact of live organ donation on the access of a living organ donor to
insurance."'*® Further, it requires that HHS “shall update, as appropriate (1)
public service announcements...(2) publicly accessible websites... and (3) other
media determined appropriate by the Secretary.”'®'

Despite Nadler and Beutler’s persistent efforts to pass the legislation, the
Living Donor Protection Act has yet to be successful. The 2014 version of the
Act, House Resolution 5263, died in the Committee on Education and the
Workforce.'** Nadler and Beutler proposed the Act again in 2016."** The 2016
version of the Act, House Resolution 4616, died in the Committee on Energy and
Commerce.'** The most recent version of the bill, House Resolution 1270, was
introduced in the House of Representatives on March 1, 2017 and referred to five
committees: Energy and Commerce; Oversight and Government Reform; House
Administration; Education and the Workforce; and Financial Services.'®® The
Committee on Energy and Commerce subsequently referred the bill to the
Subcommittee on Health on March 17, 2017."%® Experts predicted the Act only
had a 4 percent chance passing Congress,"’ and due to lack of action, the
executive deadline passed and House Resolution 1270 died in the Subcommittee
on Health at the end of 2018."** Nadler and Beutler introduced the bill in the
House for the fourth time in February 2019.'*

B. Organ Donor Clarification Act
In another effort to address the Nation’s organ shortage, U.S. Representative
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Matt Cartwright introduced the Organ Donor Clarification Act.'”® The bill, first
introduced by Cartwright in 2016, seeks to amend the National Organ Transplant
Act to clarify the definition of valuable consideration and to clarify that pilot
programs that honor and reward organ donation do not violate NOTA.""

According to Cartwright, “[c]onfusion about what constitutes valuable
consideration hampers donation by scaring people away from reimbursing organ
donors for things like medical expenses and lost wages.”'”> The Act amends
Section 301(c)(2) of NOTA by adding a list of reimbursements that are not
considered “valuable consideration.””® These additions include all medical
expenses, follow-up care, and medication related to donation, advanced payment
or reimbursement for pre and post-transplant care, reimbursements for food and
other logistical expenses related to donation, and paperwork or legal costs related
to donation.” Cartwright believes that by clarifying that certain types of
payments are not valuable consideration but are reimbursements for expenses a
donor incurs, the Act would remove the financial barriers confronting living
organ donors.'”?

In addition to amending the definition of valuable consideration, the Organ
Donor Clarification Act adds a section to NOTA that would allow the
government to encourage organ donation through noncash benefits provided by
a pilot program.'”® For the purpose of the Act, the term “pilot program” is a
program approved by the Secretary of Health and Human Services for the
purpose of “measuring the effect of removing disincentives or providing a
noncash benefit that may increase the organ pool.”"” These pilot programs would
test the effectiveness of providing non-cash incentives to promote organ donation
and would have to pass ethical board scrutiny.'”® The most recent version of the
bill, introduced in July of 2018, died in the House Committee on Energy and
Commerce.'”’

V. CRITICISMS OF FEDERAL AND STATE LEGISLATION

Although the Living Donor Protection Act has died in Congress three
sessions in a row, the bill now has overwhelming, bipartisan support. The bill’s
drafters, Nadler and Beutler, come from opposing political parties.”” Of the
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legislation’s eighty-seven total co-sponsors, fifty-nine were Democratic
Representatives and twenty-eight were Republican Representatives.””' Outside
organizations and groups have broadly supported all three versions of the bill.***
Similarly, when Representative Matthew Cartwright proposed the Organ Donor
Clarification Act, the bill had sixteen sponsors: seven Republican Representatives
and nine Democratic Representatives.””” Furthermore, the U.S. Government of
Information on Organ Donation and Transplantation reports that 95 percent of
U.S. adults support organ donation.”” So, why do these two critical pieces of
legislation keep dying in committee?

A. Criticisms of the Living Donor Protection Act

1. FMLA Provision is Unnecessary.—Passing the Living Donor Protection
Act may not be high on Congress’s agenda because of the recent opinion released
by the U.S. Department of Labor.**> A central provision of the Living Donor
Protection Act was its clarification that organ donation surgery would qualify as
a serious health condition under the Family and Medical Leave Act.**® Before the
Department of Labor released this statement, organ donation was not explicitly
listed as a serious health condition, and it was not clear whether a person was
entitled to leave following donation.**” The FMLA provision in the Living Donor
Protection Act was meant to clarify this confusion, but the U.S. Department of
Labor’s recent opinion makes this section unnecessary.

2. Is Insurance Discrimination Justified?—Another central provision in the
Living Donor Protection Act is its prohibition on the denial of coverage or
increase in premiums for life or disability insurance for living organ donors.**®
Those who oppose the LDPA argue “that organ donation does, in fact, constitute
a health condition that should be considered when underwriting insurance
policies.”” Unfortunately, doctors cannot predict with certainty whether a
healthy donor will later develop complications from the procedure, such as high
blood pressure.*'® However, organ donors “are the healthiest people in the
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nation,”'" due to the extensive evaluation process a potential donor must undergo
before consideration. Doctors are extremely selective in who can donate, and
“[they] keep a close eye on donors for at least two years after donation to ensure
their quality of life is at or above what it was before” the procedure.*?

Dr. Dorry L. Segev, a transplant surgeon at the Johns Hopkins University
School of Medicine, conducted a study of the survival rates of kidney donors over
a fifteen-year period.’”’ Segev examined the outcomes of 80,347 live kidney
donors between 1994 and 2009 to determine the risk of death within ninety days
of surgery and found that the death risk was 3.1 per 10,000 donors.*'* At the
conclusion of Segev’s study, he determined that “donating a kidney is safer than
undergoing almost any other operation.”*"* Living donation has not been linked
to a shorter life expectancy, and donating a kidney does not increase a donor’s
risk of kidney failure.*'® Furthermore, most donors can return to activities such
as yoga, swimming, running, and even drinking within a few months after
donation.*"’

Denying life insurance to living organ donors also “makes poor financial
sense for insurance companies.”'* The most common source of difficulty for live
kidney donors is the ability to obtain life insurance, despite having lower death
rates than the general population.*"” Approximately 25 percent of organ donors
report difficulty obtaining or maintaining policies, even though they are the
perfect candidates for life insurance.”*” Thus, prohibiting insurance discrimination
would benefit both the organ donor and the insurer.

3. Educational Efforts and Increasing Donations.—The fourth provision in
the Living Donor Protection Act updates the educational materials on the benefits
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of organ donation.”*' Critics argue that “the public is a stakeholder group that

does not have a direct personal or professional vested interest in increasing
donation rates.”** Dr. Sally Satel, a resident scholar at the American Enterprise
Institute, believes that “making living donation financially neutral would help
people who already donate, but it wouldn’t increase living donation enough to
help.”*** Satel stands behind the proposition that in order to increase donation
rates, the National Organ Transplant Act needs to be reformed to allow donors to
be paid for their organs.***

Advocates of greater educational efforts argue that the general public has
misconceptions about living donation and sometimes does not even know about
the option.”” For example, some Americans do not realize they can live with only
one kidney.”*® These supporters blame the lack of federally sponsored public
education campaigns covering living donation.*” Although the United Network
for Organ Sharing is responsible for educating the public on organ donation, these
campaigns focus on deceased donation.***

B. Criticisms of the Organ Donor Clarification Act

1. Failure to Define “Noncash Benefit.”—The ODCA allows for the federal
government to initiate covered pilot programs to measure “the effect of removing
disincentives or providing a noncash benefit” to organ donors.””” One major
criticism of the Act is that the bill is too vague as to what would be considered a
noncash benefit.** The National Kidney Foundation released a statement
opposing the provision, stating that “the bill does not define what a ‘non-cash
benefit’ is thus leaving the interpretation too open and subject to abuse.””' The
Foundation further argues that too much interpretation “could have the
unintended consequence of doing harm to both the donor, and transplant
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recipient, alike.”***

Cartwright’s failure to define a noncash benefit under the Act allows the
Department of Health and Human Services to determine the exact details of those
incentives.”* The Act requires that these five-year pilot programs be approved by
the Secretary of Health and Human Services and be subject to an ethical review
process.”** The Representative has proposed, however, that these noncash benefits
include incentives “such as contributions to a retirement fund or forgiving a
portion of a donor’s [student] loan debt.”***

2. No Protection for Living Organ Donors.—Although the Organ Donor
Clarification Act would allow the government to test incentives through the
covered pilot programs, the ODCA would do little to protect living organ donors
after donation.”® Critics argue that Cartwright’s proposed legislation is
misdirected because it encourages donation without first providing basic donor
protections.”” Founder of the American Living Organ Donor Fund, Sigrid Fry-
Revere, believes that “[launching] incentive studies and media campaigns before
a proper safety net is in place could be courting disaster” and could lead to
dozens, if not “hundreds of angry and frustrated living organ donors.”*** Living
organ donors sometimes suffer financial and medical complications following
donation, and critics argue that it would be a mistake to not make sure there are
protections in place before the government starts encouraging Americans to take
the risks associated with organ donation.*

C. Criticism of State Laws

1. Tax Breaks for Organ Donors Aren’t Increasing Donation.—Some critics
argue that allowing incentives that encourage organ donation, such as tax credits
and deductions, do not boost transplant supply.**’ Studies assessing the impact of
state laws that provide tax benefits to organ donors have found that these policies
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have little to no effect on increasing organ donation and transplantation.**'
However, scholars hypothesize that the tax incentives are not working because
the cash value of the incentives may be too low to defray costs donors face.***> For
example, a tax deduction of $10,000 for a family of four at the median income
level translates to a cash value of only $600.>*> Meanwhile, the financial burden
for a living kidney donor in the U.S. ranges from $907 to $3,089.*** The study
also suggests that the public lacks awareness about the existence of these policies
and therefore rarely takes advantage of them.**® Furthermore, the study looked
only at donation rates within two years of passage, and it may take longer for
changes in tax law to have an effect.**

2. A Violation of Federal Law.—State laws providing tax breaks to living
organ donors have left states wondering if the federal government will view these
incentives as payment for an organ.**’ If so, tax credits and deductions would
violate the National Organ Transplant Act.*** Critics argue that reimbursement for
incidental costs of being a living donor, paid time off work, and tax breaks are all
benefits labeled as “valuable consideration” under NOTA.** A collaborative
paper by the University of California Merced Economics Professor Kurt Schnier
suggests similar ideas for removing barriers for donors; however, these ideas
would require redefining “valuable consideration.”**"

VI. THE IDEAL LEGISLATION: PROVIDING PROTECTION AND INCENTIVES

Living organ donors provide a valuable gift to society, but many potential
donors face formidable disincentives and barriers that discourage donation.*”'
Several states have enacted laws to help eliminate these challenges, and U.S.
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representatives are lobbying for the federal government to do the same.”> The
intent of both the Living Donor Protection Act and the Organ Donor Clarification
Act is to increase the number of living organ donors.””> The LDPA seeks to do
this by providing living donor protections, while the ODCA seeks to do this by
providing incentives to potential organ donors.”** Both bills include important
provisions, such as the prohibition on insurance discrimination and the need to
test incentives to organ donation. However, as critics point out, the drafters of
these bills have left gaps in their proposed legislation.** Apprehensions about the
LDPA include its ability to increase donation.** Apprehensions about the ODCA
include its failure to provide protections to organ donors following donation.””’
If the Living Donor Protection Act and the Organ Donor Clarification Act are
both enacted, Congress can eliminate these concerns and provide both the
protections and incentives necessary to increase organ donation.

A. Federal Law

1. Provide Protection Through the Living Donor Protection Act—Congress
should enact the Living Donor Protection Act to guarantee that living donors are
protected from financial loss and discrimination following organ donation. As
discussed thoroughly in Section II of this Note, living organ donors frequently
find themselves with an enormous financial burden and often have trouble
obtaining insurance due to their decision to donate. The LDPA makes it illegal
to discriminate in the offering, issuance, cancellation, amount of coverage, price,
or any other condition of a life insurance policy, disability insurance policy, or
long-term care insurance policy for a person, based solely on their status as a
living organ donor.”*® Consequently, the Act will help ease these financial
burdens by providing protection to living organ donors.

The LDPA standing alone is the first step to increasing organ donation rates.
Evidence suggests that the donor’s concern in obtaining or maintaining life,
disability, and health insurance may negatively influence his or her decision to
donate.* A broad survey of 536 kidney donors found that donors whose
insurance premiums increased after donation were less likely to reaffirm their
decision to donate.**® Further, 39 percent of transplant centers report having had
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donors decline donation for fear of future medical problems related to lack of
health insurance.’' The best way to protect living organ donors against
insurability issues and thus increase donation is through the introduction of clear
and fair heath policies.**

Enacting a version of the LDPA will also encourage donation through
education. The U.S. has historically focused its marketing and educational efforts
on deceased donations.’” The University of Pittsburgh Medical Center’s doctors
and administrators assert that education will increase living donations in
America.”* The provision of the Living Donor Protection Act that requires
updating educational materials on the benefits of live organ donation would
effectively inform potential living organ donors. Furthermore, well-described
public policy positions regarding living donation emanating from this section
would narrow the knowledge gap and help increase living donation awareness.**’

The Department of Labor’s response to the Living Donor Protection Act
confirming that organ donation can qualify as a serious health condition under the
Family and Medical Leave Act is a step in the right direction for organ donation.
However, this leave is unpaid unless state law requires the organ donor’s
employer to provide paid leave.”*® Furthermore, organ donors often experience
financial loss for reasons unrelated to lost wages.**” Congress should go even
further for living donors by enacting legislation that protects them from lost
wages, hospital bills, and other medical expenses.***

2. Test Incentives through the Organ Donor Clarification Act—The Living
Donor Protection Act will begin giving living organ donors the protection they
need to start increasing organ donation. However, only providing protections may
not be enough to encourage potential donors to make a donation.** Providing
noncash incentives to encourage organ donation is controversial, but legislatures
have no way of knowing whether these types of incentives will increase donation
without testing the idea.””” The ODCA provides a means to do so by permitting
heavily regulated, short-term pilot programs.””' The purpose of these pilot
programs is to “[measure] the effect of removing disincentives or providing a
noncash benefit that may increase the organ pool.”">

Before Cartwright introduces the bill to Congress for the third time, the U.S.
Representative should include a provision that defines what a noncash benefit is
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for the purposes of the covered pilot programs. For example, the provision could
read:

The term ‘non-cash benefit’ may include tax incentives, retirement fund
contributions, loan debt forgiveness, and any other non-cash reward
approved by the Secretary of Health and Human Services.

By providing a simple definition for these noncash benefits, the potential abuse
and confusion that concerns organizations such as the National Kidney
Foundation will be eliminated.*”?

Furthermore, the ODCA will enhance the protections sought through the
LDPA. Section 3 of the ODCA sets forth seven types of payments that are not
considered valuable consideration under the National Organ Transplant Act.*’
The purpose of this section is not to allow reimbursements that are not currently
allowed under NOTA, but to clarify what can be covered or reimbursed following
organ donation. This will clear up any uncertainty that has prevented or delayed
reimbursements to living organ donors.*”*

B. State Law

Several states have already started passing legislation to protect and
incentivize living organ donors.””® However, the effects of these state laws on
increasing organ donation rates are not well-researched.””” Additionally, evidence
suggests that few people actually know about these policies and are therefore
unable to take advantage of them.””® Even the most educated and informed donors
express a lack of knowledge about eligibility for tax incentives within their
state.’”” Thus, states need to do more to study the effects of their organ donation
laws and make residents more aware of the protections and incentives to which
they are entitled. In the meantime, remaining states should implement similar
laws that provide tax incentives to living donors because these laws cost the states
very little, and researchers believe there is no real reason to do away with them.**’

CONCLUSION

In order to encourage living organ donation and minimize the growing
disparity between the number of patients in need of transplantation and the
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availability of transplantable organs, Congress must enact policies that serve to
protect and incentivize potential organ donors. Due to the efforts of U.S.
Representatives Nadler, Beutler, and Cartwright, the United States is on its way
to protecting living donors and minimizing the gap between the need and supply
of organs. To make strides toward improving transplant numbers, federal
lawmakers should follow the direction of the several states that have begun
providing incentives to living organ donors, such as tax credits and paid time off.
Additionally, Congress must ensure that those who are donating and those who
are considering donating are protected from insurance discrimination and
financial loss. Lastly, the Department of Health and Human Services needs to
provide better information about living organ donation to the public to raise
awareness and eliminate misperceptions.

This Note has argued that by enacting the Living Donor Protection Act and
the Organ Donor Clarification Act, Congress would provide the necessary
protections and test possible incentives to end the organ shortage crisis in
America. The several studies suggesting that potential donors are unwilling to
donate due to the financial burdens, misperceptions about organ donation, and
potential inability to obtain life and disability insurance due to their status as a
living organ donor support this conclusion. Additionally, this Note has argued
that states should continue creating their own protections and incentives for
potential organ donors. The task of creating a policy to encourage organ donation
may be difficult for lawmakers, but Congress needs to do something to protect the
thousands of Americans who will die this year waiting for a transplant.



