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December 30, 2024

Carole Johnson

Administrator

Health Services Resources Administration (HRSA)
5600 Fishers Lane

Rockville, MD 20852

Dear Administrator Johnson,
We write today in full support of HRSA’s proposed modifications to the Ventilated Patient Form (VPF).

For years, we have joined other patient groups, leading researchers, front-line physicians, equity leaders
(e.g., ACLU), pro-reform OPOs, staffers spanning the Clinton-Bush-Obama-Trump administrations, and
Congressional leaders (see Senate Finance Committee, and leaders of the House Oversight Committee
and the Congressional Black Caucus) in advocating for OPO process data to be available to the
government and the public.

For context, the U.S. is the only mature international transplant system that does not require the
publication of OPO process data, which is, in part, why our system has been such an unmitigated failure,
plagued by conflicts of interest, inequitable care delivery, and what the New York Times editorial board
characterized as “an astounding lack of accountability and oversight in the nation’s creaking, monopolistic
organ transplant system [which] is allowing hundreds of thousands of potential organ donations to fall
through the cracks.”

Process data will also help support smooth enforcement of the OPO rule — which has received broad
praise from Congress and patient groups in concept, although has also drawn years of questioning from
Congress regarding whether HHS has taken the necessary steps to prepare for rule enforcement.

Such process data will not only serve as a backbone to withstand legal challenges from the OPO
industry, which has a history of attempting to obstruct patient-centric reforms; it will also help inform a
data-driven criteria for competition so that CMS can best pair high-performing OPOs with the territories
they are best positioned to improve.

We understand that entrenched industry interests — both directly, as well as through their well-trod
strategy of lying to patients in order to incite them to lobby against their own interests — are fighting
against the publication of such process data, given that OPOs feel so clearly threatened by transparency
and accountability.

We also understand that such OPO opposition to patient-centric transparency is rooted in a disingenuous
invoking of a supposed “reporting burden.” In response, we note that — as the House Oversight
Committee noted in oversight letters after investigative reporting found that OPOs were intentionally
obstructing Congress’s requests for such process data — CMS, via CFR § 486.328, already requires
OPOs to collect and maintain all of this data, though, inexplicably, has never required OPOs to report it.

Given this, all we are discussing here is whether OPOs should have to transmit this data to the
government — a process which, as has been demonstrated as entirely feasible by a collaboration between


mailto:gregory.segal@gmail.com
mailto:paperwork@hrsa.gov
mailto:jennifer.lois.erickson@gmail.com
https://gcc02.safelinks.protection.outlook.com/?url=https%3A%2F%2F58425eca-649a-42d4-b265-d1e1743b6c48.filesusr.com%2Fugd%2F581bc3_acffdfb9e4aa4ecaa0fcc89a1f87f5b7.pdf&data=05%7C02%7Cpaperwork%40hrsa.gov%7C06b234f1fff845d1410108dd28eef95a%7C14b77578977342d58507251ca2dc2b06%7C0%7C0%7C638711731583809012%7CUnknown%7CTWFpbGZsb3d8eyJFbXB0eU1hcGkiOnRydWUsIlYiOiIwLjAuMDAwMCIsIlAiOiJXaW4zMiIsIkFOIjoiTWFpbCIsIldUIjoyfQ%3D%3D%7C60000%7C%7C%7C&sdata=MUcqLbMsOQzF%2FYP9EiJlkM5CX30%2BUA1Jwpq6SP14mh8%3D&reserved=0
https://gcc02.safelinks.protection.outlook.com/?url=https%3A%2F%2F58425eca-649a-42d4-b265-d1e1743b6c48.filesusr.com%2Fugd%2F581bc3_ca75e0b23e064123956d64a873c4a600.pdf&data=05%7C02%7Cpaperwork%40hrsa.gov%7C06b234f1fff845d1410108dd28eef95a%7C14b77578977342d58507251ca2dc2b06%7C0%7C0%7C638711731583828272%7CUnknown%7CTWFpbGZsb3d8eyJFbXB0eU1hcGkiOnRydWUsIlYiOiIwLjAuMDAwMCIsIlAiOiJXaW4zMiIsIkFOIjoiTWFpbCIsIldUIjoyfQ%3D%3D%7C60000%7C%7C%7C&sdata=BRoH47ylyA4%2Fas4D6ByHfnsEq%2BurH0oEWs1i%2BwrF%2Fdk%3D&reserved=0
https://gcc02.safelinks.protection.outlook.com/?url=https%3A%2F%2F58425eca-649a-42d4-b265-d1e1743b6c48.filesusr.com%2Fugd%2F581bc3_7355257a79e945998a1f3beb5b5531a0.pdf&data=05%7C02%7Cpaperwork%40hrsa.gov%7C06b234f1fff845d1410108dd28eef95a%7C14b77578977342d58507251ca2dc2b06%7C0%7C0%7C638711731583843291%7CUnknown%7CTWFpbGZsb3d8eyJFbXB0eU1hcGkiOnRydWUsIlYiOiIwLjAuMDAwMCIsIlAiOiJXaW4zMiIsIkFOIjoiTWFpbCIsIldUIjoyfQ%3D%3D%7C60000%7C%7C%7C&sdata=LXud1JhJrAClxt%2FZBIUHlIm6AN24hvsPF5eLrd6YfG8%3D&reserved=0
https://gcc02.safelinks.protection.outlook.com/?url=https%3A%2F%2F58425eca-649a-42d4-b265-d1e1743b6c48.filesusr.com%2Fugd%2F581bc3_77740198b3904bcc8ecf53a16a0d6dc2.pdf&data=05%7C02%7Cpaperwork%40hrsa.gov%7C06b234f1fff845d1410108dd28eef95a%7C14b77578977342d58507251ca2dc2b06%7C0%7C0%7C638711731583858034%7CUnknown%7CTWFpbGZsb3d8eyJFbXB0eU1hcGkiOnRydWUsIlYiOiIwLjAuMDAwMCIsIlAiOiJXaW4zMiIsIkFOIjoiTWFpbCIsIldUIjoyfQ%3D%3D%7C60000%7C%7C%7C&sdata=olaPnX%2BDULwU2OO7Gav5VapsarIO%2BOfGMC25RTVoRA0%3D&reserved=0
https://gcc02.safelinks.protection.outlook.com/?url=https%3A%2F%2F58425eca-649a-42d4-b265-d1e1743b6c48.filesusr.com%2Fugd%2F581bc3_f980c5924a1b403da72dee0737152778.pdf&data=05%7C02%7Cpaperwork%40hrsa.gov%7C06b234f1fff845d1410108dd28eef95a%7C14b77578977342d58507251ca2dc2b06%7C0%7C0%7C638711731583871979%7CUnknown%7CTWFpbGZsb3d8eyJFbXB0eU1hcGkiOnRydWUsIlYiOiIwLjAuMDAwMCIsIlAiOiJXaW4zMiIsIkFOIjoiTWFpbCIsIldUIjoyfQ%3D%3D%7C60000%7C%7C%7C&sdata=hf3iWaxBRZZqO1HCfp7vyiX0YEVipi16I3E09G7VpoM%3D&reserved=0
https://gcc02.safelinks.protection.outlook.com/?url=https%3A%2F%2Fwww.finance.senate.gov%2Fimo%2Fmedia%2Fdoc%2F040722%2520Wyden%2520Grassley%2520Young%2520Transplant%2520System%2520RFI%2520letter.pdf&data=05%7C02%7Cpaperwork%40hrsa.gov%7C06b234f1fff845d1410108dd28eef95a%7C14b77578977342d58507251ca2dc2b06%7C0%7C0%7C638711731583885617%7CUnknown%7CTWFpbGZsb3d8eyJFbXB0eU1hcGkiOnRydWUsIlYiOiIwLjAuMDAwMCIsIlAiOiJXaW4zMiIsIkFOIjoiTWFpbCIsIldUIjoyfQ%3D%3D%7C60000%7C%7C%7C&sdata=XowaRVf1APmoDAH%2B8BJi97ym9WP1UTMu9rNk2b3bft8%3D&reserved=0
https://gcc02.safelinks.protection.outlook.com/?url=https%3A%2F%2Fx.com%2FRepKatiePorter%2Fstatus%2F1491889514406625289&data=05%7C02%7Cpaperwork%40hrsa.gov%7C06b234f1fff845d1410108dd28eef95a%7C14b77578977342d58507251ca2dc2b06%7C0%7C0%7C638711731583899394%7CUnknown%7CTWFpbGZsb3d8eyJFbXB0eU1hcGkiOnRydWUsIlYiOiIwLjAuMDAwMCIsIlAiOiJXaW4zMiIsIkFOIjoiTWFpbCIsIldUIjoyfQ%3D%3D%7C60000%7C%7C%7C&sdata=XA%2B61qgIKDksh8rIbaBQWtbFr7V9oTBAJ%2BT2nuKe728%3D&reserved=0
https://gcc02.safelinks.protection.outlook.com/?url=https%3A%2F%2Fwww.booker.senate.gov%2Fnews%2Fpress%2Fbooker-jones-lead-colleagues-in-urging-hhs-cms-and-hrsa-to-improve-opo-performance-and-increase-access-to-organ-transplantations&data=05%7C02%7Cpaperwork%40hrsa.gov%7C06b234f1fff845d1410108dd28eef95a%7C14b77578977342d58507251ca2dc2b06%7C0%7C0%7C638711731583911806%7CUnknown%7CTWFpbGZsb3d8eyJFbXB0eU1hcGkiOnRydWUsIlYiOiIwLjAuMDAwMCIsIlAiOiJXaW4zMiIsIkFOIjoiTWFpbCIsIldUIjoyfQ%3D%3D%7C60000%7C%7C%7C&sdata=j%2BJobkoLym9lVlazDAHQjefyLCIRMAAEHQxtgccbC50%3D&reserved=0
https://gcc02.safelinks.protection.outlook.com/?url=https%3A%2F%2Fwww.grassley.senate.gov%2Fnews%2Fnews-releases%2Fgrassley-and-fellow-finance-committee-colleagues-investigate-organ-donation-system-for-potential-self-dealing-and-financial-conflicts-of-interest&data=05%7C02%7Cpaperwork%40hrsa.gov%7C06b234f1fff845d1410108dd28eef95a%7C14b77578977342d58507251ca2dc2b06%7C0%7C0%7C638711731583924679%7CUnknown%7CTWFpbGZsb3d8eyJFbXB0eU1hcGkiOnRydWUsIlYiOiIwLjAuMDAwMCIsIlAiOiJXaW4zMiIsIkFOIjoiTWFpbCIsIldUIjoyfQ%3D%3D%7C60000%7C%7C%7C&sdata=8J7a%2BswxQd2W3wYR%2B8tcR8ALFi73fvp6To5xsYFBULE%3D&reserved=0
https://gcc02.safelinks.protection.outlook.com/?url=https%3A%2F%2Fwww.statnews.com%2F2022%2F04%2F07%2Forgan-procurement-system-failing-people-of-color%2F&data=05%7C02%7Cpaperwork%40hrsa.gov%7C06b234f1fff845d1410108dd28eef95a%7C14b77578977342d58507251ca2dc2b06%7C0%7C0%7C638711731583937691%7CUnknown%7CTWFpbGZsb3d8eyJFbXB0eU1hcGkiOnRydWUsIlYiOiIwLjAuMDAwMCIsIlAiOiJXaW4zMiIsIkFOIjoiTWFpbCIsIldUIjoyfQ%3D%3D%7C60000%7C%7C%7C&sdata=%2FEeDZ7pTPdg83coA%2B7IiyBPeOn5ZEeeZr0f7ADDOC0o%3D&reserved=0
https://gcc02.safelinks.protection.outlook.com/?url=https%3A%2F%2Fwww.nytimes.com%2F2019%2F08%2F20%2Fopinion%2Ferika-zak-organ-donor.html&data=05%7C02%7Cpaperwork%40hrsa.gov%7C06b234f1fff845d1410108dd28eef95a%7C14b77578977342d58507251ca2dc2b06%7C0%7C0%7C638711731583949982%7CUnknown%7CTWFpbGZsb3d8eyJFbXB0eU1hcGkiOnRydWUsIlYiOiIwLjAuMDAwMCIsIlAiOiJXaW4zMiIsIkFOIjoiTWFpbCIsIldUIjoyfQ%3D%3D%7C60000%7C%7C%7C&sdata=IRdjAGHz7pLu8tCwJExTuKA3BckpG%2Fi%2BywamXWrz7oA%3D&reserved=0
https://gcc02.safelinks.protection.outlook.com/?url=https%3A%2F%2Fblog.petrieflom.law.harvard.edu%2F2021%2F02%2F05%2Frecent-organ-procurement-organization-regulations-will-save-lives%2F&data=05%7C02%7Cpaperwork%40hrsa.gov%7C06b234f1fff845d1410108dd28eef95a%7C14b77578977342d58507251ca2dc2b06%7C0%7C0%7C638711731583963392%7CUnknown%7CTWFpbGZsb3d8eyJFbXB0eU1hcGkiOnRydWUsIlYiOiIwLjAuMDAwMCIsIlAiOiJXaW4zMiIsIkFOIjoiTWFpbCIsIldUIjoyfQ%3D%3D%7C60000%7C%7C%7C&sdata=AFmqj3piEX2ElEB7nTZ%2FVv%2FrD%2FN78yecnv6OJVkSuHY%3D&reserved=0
https://gcc02.safelinks.protection.outlook.com/?url=https%3A%2F%2Fblog.petrieflom.law.harvard.edu%2F2021%2F02%2F05%2Frecent-organ-procurement-organization-regulations-will-save-lives%2F&data=05%7C02%7Cpaperwork%40hrsa.gov%7C06b234f1fff845d1410108dd28eef95a%7C14b77578977342d58507251ca2dc2b06%7C0%7C0%7C638711731583963392%7CUnknown%7CTWFpbGZsb3d8eyJFbXB0eU1hcGkiOnRydWUsIlYiOiIwLjAuMDAwMCIsIlAiOiJXaW4zMiIsIkFOIjoiTWFpbCIsIldUIjoyfQ%3D%3D%7C60000%7C%7C%7C&sdata=AFmqj3piEX2ElEB7nTZ%2FVv%2FrD%2FN78yecnv6OJVkSuHY%3D&reserved=0
https://gcc02.safelinks.protection.outlook.com/?url=https%3A%2F%2Fwww.pogo.org%2Finvestigations%2Famericas-transformative-new-organ-donation-rule-goes-into-effect-over-objections-from-monopolistic-contractors%23%3A~%3Atext%3DThe%2520Centers%2520for%2520Medicare%2520and%2Ceffective%2520on%2520March%252030%252C%25202021.&data=05%7C02%7Cpaperwork%40hrsa.gov%7C06b234f1fff845d1410108dd28eef95a%7C14b77578977342d58507251ca2dc2b06%7C0%7C0%7C638711731583978330%7CUnknown%7CTWFpbGZsb3d8eyJFbXB0eU1hcGkiOnRydWUsIlYiOiIwLjAuMDAwMCIsIlAiOiJXaW4zMiIsIkFOIjoiTWFpbCIsIldUIjoyfQ%3D%3D%7C60000%7C%7C%7C&sdata=hVxLdydF%2BCUyVeCdBvHS5Hc%2BOQIs91Xu2yXpU%2FVqXZU%3D&reserved=0
https://gcc02.safelinks.protection.outlook.com/?url=https%3A%2F%2Fwww.pogo.org%2Finvestigations%2Famericas-transformative-new-organ-donation-rule-goes-into-effect-over-objections-from-monopolistic-contractors%23%3A~%3Atext%3DThe%2520Centers%2520for%2520Medicare%2520and%2Ceffective%2520on%2520March%252030%252C%25202021.&data=05%7C02%7Cpaperwork%40hrsa.gov%7C06b234f1fff845d1410108dd28eef95a%7C14b77578977342d58507251ca2dc2b06%7C0%7C0%7C638711731583978330%7CUnknown%7CTWFpbGZsb3d8eyJFbXB0eU1hcGkiOnRydWUsIlYiOiIwLjAuMDAwMCIsIlAiOiJXaW4zMiIsIkFOIjoiTWFpbCIsIldUIjoyfQ%3D%3D%7C60000%7C%7C%7C&sdata=hVxLdydF%2BCUyVeCdBvHS5Hc%2BOQIs91Xu2yXpU%2FVqXZU%3D&reserved=0
https://gcc02.safelinks.protection.outlook.com/?url=https%3A%2F%2Fwww.pogo.org%2Finvestigations%2Famericas-transformative-new-organ-donation-rule-goes-into-effect-over-objections-from-monopolistic-contractors%23%3A~%3Atext%3DThe%2520Centers%2520for%2520Medicare%2520and%2Ceffective%2520on%2520March%252030%252C%25202021.&data=05%7C02%7Cpaperwork%40hrsa.gov%7C06b234f1fff845d1410108dd28eef95a%7C14b77578977342d58507251ca2dc2b06%7C0%7C0%7C638711731583991601%7CUnknown%7CTWFpbGZsb3d8eyJFbXB0eU1hcGkiOnRydWUsIlYiOiIwLjAuMDAwMCIsIlAiOiJXaW4zMiIsIkFOIjoiTWFpbCIsIldUIjoyfQ%3D%3D%7C60000%7C%7C%7C&sdata=ZdB%2B88PHSq9bRoJL5pjrbVCFGU1ZHp1zB4KOCDujXBA%3D&reserved=0
https://gcc02.safelinks.protection.outlook.com/?url=https%3A%2F%2Foversightdemocrats.house.gov%2Fnews%2Fpress-releases%2Fchairman-krishnamoorthi-rep-porter-raise-concerns-about-data-collection-and&data=05%7C02%7Cpaperwork%40hrsa.gov%7C06b234f1fff845d1410108dd28eef95a%7C14b77578977342d58507251ca2dc2b06%7C0%7C0%7C638711731584006345%7CUnknown%7CTWFpbGZsb3d8eyJFbXB0eU1hcGkiOnRydWUsIlYiOiIwLjAuMDAwMCIsIlAiOiJXaW4zMiIsIkFOIjoiTWFpbCIsIldUIjoyfQ%3D%3D%7C60000%7C%7C%7C&sdata=wXjtzundWaAMhJR%2BiuqnWOSKC48J4Rj%2FaMiYVJo24hg%3D&reserved=0
https://gcc02.safelinks.protection.outlook.com/?url=https%3A%2F%2Foversightdemocrats.house.gov%2Fnews%2Fpress-releases%2Fchairman-krishnamoorthi-rep-porter-raise-concerns-about-data-collection-and&data=05%7C02%7Cpaperwork%40hrsa.gov%7C06b234f1fff845d1410108dd28eef95a%7C14b77578977342d58507251ca2dc2b06%7C0%7C0%7C638711731584006345%7CUnknown%7CTWFpbGZsb3d8eyJFbXB0eU1hcGkiOnRydWUsIlYiOiIwLjAuMDAwMCIsIlAiOiJXaW4zMiIsIkFOIjoiTWFpbCIsIldUIjoyfQ%3D%3D%7C60000%7C%7C%7C&sdata=wXjtzundWaAMhJR%2BiuqnWOSKC48J4Rj%2FaMiYVJo24hg%3D&reserved=0

the Massachusetts Institute of Technology (MIT) and six pro-transparency OPOs. In fact, the transfer
itself took less than an hour, and has already enabled peer-reviewed research that can point to life-saving
system improvements.

In summary, the publication of OPO process data:

Is central to ensuring safe, effective, and equitable care delivery (e.g., OPO process data will allow
visibility into the ways in which OPOs deprioritize care delivery for non-white, rural, and veteran
patient populations);

Will help facilitate smooth, data-driven enforcement of the OPO rule;

Does not actually create any reporting burden (counter to disingenuous lobbying points from
industry interests) given existing CMS regulations requiring all OPOs to already collect and
maintain all of this data via (CFR § 486.328);

Is broadly supported by Congress and patient groups; and

Is a well-established international best practice, including and especially in countries where the
transplant system is not plagued by corruption, abuse, inequity, fatal performance failure, Medicare
Fraud, and egregiously high kidney discard rates.

We urge HRSA to move urgently to finalize this lifesaving rule, and not to allow corrupt contractors to
once again evade accountability.

Yours sincerely,

Greg Segal
Organize, CEO
Patient family member

Jennifer Erickson
Federation of American Scientists, Senior fellow
Patient family member

CAUTION: This email originated from outside of the organization. Do not click links or open attachments unless you
recognize the sender and are confident the content is safe.
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