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NYS Living Donor Support Act 



Background 







Each year, nine hundred New Yorkers on the waiting list die or become too sick to transplant, which is 50% more than all the homicides in the state. Compared to the United States as a whole, New Yorkers are a third more likely to need an organ and 35% more likely to die due to the transplant shortage. 



2016 saw excellent legislative progress in improving New York’s deceased donation system, which previously ranked 50th in the country. But living organ donation is in equally great need of statewide legislation. The landmark living donor legislation below would immediately make New York the national leader in living donation policy and dramatically increase organ donation rates in the state. 



Goals 







•



25% increase in annual living organ donation rates. 



•



$140 million in taxpayer savings over the next ten years. 



•



1,250 lives saved over the next ten years. 



•



Living donors treated fairly and respected for their generous public service. 







Bill Provisions 



Reimbursement of Donor Financial Costs • •



•



Reimburses donors for financial costs like lost wages that currently serve as a barrier to donation. Handles reimbursement efficiently through an outside contractor. Caps both number of weeks for which lost wages can be claimed and total reimbursements per donor. 



Transplant Education • • •



Creates a living donation website. Empowers the Department of Health to approve and disseminate transplant education materials created by experts. Creates transparency requirements for wait-listing, transplant rates, and transplant eligibility. 



Living Donor Health Insurance • •



Ensures insurance coverage for conditions related to living donation. Makes available Medicaid Essential Plan coverage for living donors without health insurance in the year post-surgery.











Statutory Draft Language for Financial Reimbursement 



Summary • Reimbursement, up-front where possible, for lost wages, travel, childcare, eldercare, housing expenses and cost of medicine. • Reimbursement is managed through a contractor chosen by the state. • Number of weeks for which lost wages can be claimed absent special circumstances are capped at four weeks for office-workers and eight weeks for those whose jobs require manual labor. 



The public health law is amended by adding the following subsection: § 43-C. Reimbursement of Living Donor Expenses. 1. The department shall be authorized to pay for living donor expenses for all living organ donors who are full-time New York residents or donate to a recipient who is a full-time New York resident in New York. Living donor expenses shall be defined to be all financial costs incurred by any living organ donor that arise due to the act of living donation. These costs shall include but not be limited to: lost wages or sick days; travel, childcare, eldercare, and housing expenses; and costs of medicine and care associated with the donor surgery, including reimbursement for costs of care performed by relatives or friends of the donor. The state shall not reimburse wages or other expenses that were covered under paid medical leave by the employer or that are covered by other sources of reimbursement such as the federal National Living Donor Assistance Program. It shall reimburse living organ donors for the economic value of limited sick or vacation days expended by the living organ donor due to their donation. 2. Living donor expenses shall be reimbursed as close in time to their being incurred by the donor as practicable, including by pre-payment where achievable. Lost wages for living organ donors without full-time employment shall be defined as the greater of (a) demonstrated lost income due to organ donation or (b) the prevailing hourly New York state minimum wage multiplied by forty for each week in which the donor is incapacitated, such weeks for the purpose of this clause not to exceed four in number unless special circumstances are demonstrated. 3. The department shall be authorized to contract, within amounts appropriated, for the management of the



reimbursement process as provided herein. Factors such as cost, ease of use for the donor, and ease of use for transplant center hospitals shall be taken into consideration when awarding the contract. To the extent practicable, contractors should make reasonable efforts to distribute lost wage reimbursement through a donor’s existing employer payroll process. Rules, regulations and guidelines as shall be necessary or appropriate to assure successful implementation of this program shall be promulgated by the department. Nothing contained in this section shall prohibit a program, with the approval of the department, from subcontracting for, or otherwise ensuring that the required services are available. 4. The department, at its discretion, shall be authorized to impose a cap on: (a) lost wages for donors making an income that either (i) ranks within the top quintile of incomes of New York State residents or (ii) exceeds $124,000; or (b) for living donor expenses (including lost wages) above $14,000 for any single donor. For living organ donors whose employment requires substantial manual labor, reimbursable time off work shall not exceed eight weeks except where special circumstances are demonstrated. For living organ donors whose employment does not require substantial manual labor, reimbursable time off work shall not exceed four weeks except where special circumstances are demonstrated. 5. This subsection shall be interpreted so as not to conflict with the federal National Organ Transplant Act (42. U.S.C. 274e). The tax law is amended by deleting the following subsection § 612-(c)(38) (38) An amount of up to ten thousand dollars if a taxpayer, while living, donates one or more of his or her human organs to another human being for human organ transplantation. For purposes of this paragraph, “human organ” means all or part of a liver, pancreas, kidney, intestine, lung, or bone marrow. A subtract modification allowed under this paragraph shall be claimed in the taxable year in which the human organ transplantation occurs. (A) A taxpayer shall claim the subtract modification allowed under this paragraph only once and such subtract modification shall be claimed for only the following



unreimbursed expenses which are incurred by the taxpayer and related to the taxpayer's organ donation: (i) travel expenses; (ii) lodging expenses;  and (iii) lost wages. (B) The subtract modification allowed under this paragraph shall not be claimed by a part-year resident or a nonresident of this state.







Statutory Draft Language for Transplant Education 



Summary • Requires that state Department of Health approve and disseminate transplant education materials to nephrologists who are required to provide these materials to patients. • Creates living donation website. • Creates transparency requirements for transplant rates of patients who need a transplant 



The public health law is amended by adding the following subsection: § 43-D. Transplant Education of Patients with kidney disease or end-stage renal failure. 1. For all patients with chronic kidney disease stage four or end stage renal disease, their nephrologist shall: (a) establish the transplant status of the patient (whether the patient is a candidate for transplantation pursuant to guidelines to be developed by the New York State Transplant Council) and (b) provide the transplant-eligible patient with the transplant education materials approved by the Council. 2. Dialysis facilities shall (a) establish the transplant status of the patient (whether the patient is a candidate for transplantation pursuant to guidelines to be developed by the New York State Transplant Council); (b) promptly provide transplant-eligible patient with the aforementioned transplant education materials approved by the Council; (c) maintain and make public a written policy defining delivery of transplant information to all patients, including when transplant information will be presented to new patients, what tools (brochures, video) are used, and who conducts annual follow-up education/contact with patient; and (d) designate one staff member to facilitate transplant education, evaluation referrals, submission of laboratory samples, and patient status changes. 3. The New York State Transplant Council shall approve and the Department shall disseminate transplant education materials described above, relying on the input of healthcare provider and consumer groups with expertise in the educational needs of potential transplant recipients; and other experts. These materials shall include online, video, print, and social media components and shall be designed to increase patient understanding about the



medical option of transplant and its desirability. These materials shall be designed to be accessible to New York residents of all cultural, linguistic, socioeconomic, and educational backgrounds. Failure by medical professionals or organizations to comply with the provisions of this section 43D shall constitute grounds for license revocation. 4. The transplant education materials shall include a website devoted to transplantation and living organ donation to be developed by private entities and approved by the department. This organ donation website shall include information about medical factors to consider for living donation, ways to find a living donor, New Yorkers in need of transplant, and opportunities to find a living donor, including on social media. The website shall direct patients to a staffed phone hotline. The website shall provide information about transplant centers that allows medically eligible patients to make an informed choice as to which transplant center to register. Such information shall include geography, number of transplants performed, year program was founded, average length of donation process, patient demography, average wait to receive living and deceased donor transplants and other information relevant to a patients. This website will allow for recipient and donor registration with transplant centers and shall be designed to be open-source and in such a way as to allow information promulgated in the website to be used by other scholars or public educators. Contact information for donors and patients who register through the site shall be maintained and kept current. Necessary follow-up activities post-transplantation for donors and recipients shall be coordinated through the website. 5. Nephrologists who treat more than 25 patients with kidney failure in a year shall provide to the department data indicating such facts as patient demography, the number of patients who received specialized transplant education, the number who were waitlisted for transplant, the number who received living and deceased donor transplants, and the average wait time between each of eligibility, education, wait-listing, and transplantation. This data shall be fully publicly available for research and evaluation purposes. The precise categories of information to be shared shall be determined per the recommendations of the New York State Transplant Council.



Living Donor Health Insurance Summary • Requires health insurers to cover complications associated with living donation. • Makes available Medicaid Essential Plan coverage for living donors without health insurance in the year post-surgery.



Medicaid Coverage for Living Donors The social services law is amended by adding the following subsection: § 365-o. Provision and coverage of services for living organ donors. The commissioner shall provide for coverage of health care services under the medical assistance program for living organ donors eligible for medical assistance under this article and (a) reside in New York State or (b) reside in other states but who donate organs to New York State residents, including through paired exchanges. Coverage shall include necessary pre-surgical, surgical, and post-surgical care; necessary follow-up care; care associated with any complications associated with the donation; and any necessary health care services associated with the donation, including ongoing monitoring. Efforts will be made to minimize costs of treatment incurred by the donor, per the voluntary recommendations of the New York State Transplant Council, which shall be responsive to representatives of transplant centers who provide services to living donors representatives of consumer groups with expertise in the needs of living donors; and other experts. Commercial Insurance Coverage for Living Donors Subsection (i) of section 3216 of the insurance law is amended by adding a new paragragh __ as follows: (__) Every policy delivered or issued for delivery in this state which provides comprehensive coverage for hospital, medical, or surgical care shall make available and, if requested by a policy holder, provide coverage for health care services of a living organ donor who is a policy



holder, including but not limited to necessary presurgical, surgical, and post-surgical care related to a donation otherwise uncovered by the recipient insurer; necessary follow-up care; care associated with any complications associated with the donation; and any necessary health care services associated with the donation, including ongoing monitoring. Efforts will be made to minimize costs of treatment incurred by the donor, per the voluntary recommendations of the New York State Transplant Council, which shall be responsive to representatives of transplant centers who provide services to living donors; representatives of consumer groups with expertise in the needs of living donors; and other experts. Subsection (k) of section 3221 of the insurance law is amended by adding a new paragraph __ to read as follows: (__) Every group or blanket policy delivered or issued for delivery in this state which provides comprehensive coverage for hospital, medical, or surgical care shall make available and, if requested by the group policyholder, provide coverage for health care services of a living organ donor who is a group policyholder, including but not limited to necessary pre-surgical, surgical, and postsurgical care related to a donation otherwise uncovered by the recipient insurer; necessary follow-up care; care associated with any complications associated with the donation; and any necessary health care services associated with the donation, including ongoing monitoring. Efforts will be made to minimize costs of treatment incurred by the donor, per the voluntary recommendations of the New York State Transplant Council, which shall be responsive to representatives of transplant centers who provide services to living donors; representatives of consumer groups with expertise in the needs of living donors; and other experts. Section 4303 of the insurance law is amended by adding a new subsection (__) to read as follows: (__) Every contract issued by a medical expense indemnity corporation, a hospital service corporation or a health service corporation which provides comprehensive coverage



for hospital, medical, or surgical care shall make available and, if requested by a contract holder, provide coverage for health care services of a living organ donor who is a contract holder, including but not limited to necessary pre-surgical, surgical, and post-surgical care related to a donation otherwise uncovered by the recipient insurer; necessary follow-up care; care associated with any complications associated with the donation; and any necessary health care services associated with the donation, including ongoing monitoring. Efforts will be made to minimize costs of treatment incurred by the donor, per the voluntary recommendations of the New York State Transplant Council, which shall be responsive to representatives of transplant centers who provide services to living donors; representatives of consumer groups with expertise in the needs of living donors; and other experts. Essential Plan Coverage for Uninsured Living Donors Section 369-gg of title 11-D of article V of the social services law is amended by adding a new subparagraph (e) as follows: (e) Notwithstanding the eligibility provisions of this paragraph, a person is eligible to receive health care services under this title if he or she donates organs to a resident of this state regardless of the state in which the donor resides and regardless of income. Such eligibility shall last for one year after the beginning of the provision of any necessary health care services related to the organ donation. Premium, copayment, or deductible requirements under this title shall not apply to living organ donors eligible to receive health care services under this subparagraph. The state shall assume any costs under this subparagraph that are not assumed by the federal government.
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