
23 May 2022

Dear Administrator Johnson -

We are writing as patients in response to the Request for Information about the nation’s Organ
Procurement Transplantation Network with two urgent pleas:

1) Be the first Administration that runs a competitive process for the OPTN - subdividing its
functions into policy and technology, with oversight reabsorbed into government; and

2) As part of that competitive process, be the first Administration to ensure that all OPTN
contractors that are awarded that critical public trust are judged to be capable of acting in
the patients’ interests, using exceptional processes and technology to help more patients
receive lifesaving organ transplants, fixing a major health inequity.

All previous HRSA-led OPTN contracting cycles have failed this standard, leading to an OPTN
contractor (UNOS) that has proven to be a deeply flawed and incapable organization responsible
for unconscionable patient deaths and demonstrable inequity due to gross negligence. As Forbes
wrote in (1999): “[UNOS is a] cartel” and “the federal monopoly that's chilling the supply of
transplantable organs and letting Americans who need them die needlessly.”

For decades HRSA - and HHS more broadly - have had the risk calculus exactly wrong:
assuming that patients would be harmed by a disruption of the status quo while ignoring that the
status quo failures of the current OPTN contractor, and the organ procurement organizations
(OPOs) it is supposed to oversee, are killing patients.

Thirty-three Americans - disproportionately people of color - are dying each day due to an
unnecessary organ shortage, which is fueled by complacency and incompetence.

Imagine being a patient, or the loved one to a patient, and knowing that UNOS is 15 times more
likely to lose or damage an organ in transit than an airline is a suitcase.

Imagine being a patient, or the loved one to a patient, while reading that Black patients are
routinely ignored for organ donation, and that OPO recovery of Black donors varies by 10-fold
around the country, while UNOS has done nothing to address it.

Imagine being a patient, or the loved one to a patient, and seeing that UNOS wastes resources on
full-color advertisements in national press, disseminating misinformation to praise its success,
while data show that rising organ donation is the result of public health tragedies such as the
opioid epidemic while organ recovery rates are dismal.
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https://sam.gov/opp/df25032b76b1467eabae79a2ba222ead/view
https://sam.gov/opp/df25032b76b1467eabae79a2ba222ead/view
https://www.forbes.com/forbes/1999/1101/6411164a.html?sh=202082e1659f
https://www.washingtonpost.com/health/organ-collection-agencies-told-to-improve-performance-or-face-tighter-rules/2021/05/04/68847bce-ad06-11eb-acd3-24b44a57093a_story.html
https://opodata.org/equity/
https://www.kidneynews.org/view/post/clinical-18/donated-organs--especially-kidneys--are-at-risk-due-to-current-transportation-structure-.xml
https://www.axios.com/2021/11/09/organ-donation-recovery-worse-people-of-color
https://www.medpagetoday.com/opinion/second-opinions/98363


Imagine being a patient, or the loved one to a patient, and knowing that while HHS has called out
the majority of OPOs as failing basic standards, and the Department of Justice and Federal
Bureau of Investigations, the Office of Inspector General, the Senate Finance Committee, and
House Oversight Committee have found glaring problems such as patient deaths due to basic
safety oversights, misuse of Medicare dollars, and outright fraud, UNOS has only ever listed two
OPOs as members not in good standing of the OPTN, and - even then - there has been no
meaningful consequence.

Imagine being a patient, or the loved one to a patient, and reading unsealed emails from UNOS
executives calling referring to patients as “dumb fuck[s]” and the CEO of UNOS acknowledging
that “we [UNOS] don’t have a real board”.

Now, please imagine being an Administration who ignores all of those things - all of that death
and inequity - and gives the upcoming OPTN contract to the same contractor who has presided
over this failing system for decades. That would be unconscionable.

We are counting on you. Please lead.

Specific answer to RFI questions below.

“1. Solicit feedback on ways to strengthen and improve components of the OPTN contract,
including but not limited to its governance, finance, IT, data collection, policy, and operational
components”

Subdivide the OPTN contract into component parts of policy and technology; open to all
innovators; reabsorb OPO oversight entirely into HHS, given the failures of the OPTN to oversee
other contractors.

“2. Solicit feedback on ways to incorporate the findings and recommendations of the February
2022 National Academies of Science, Engineering, and Medicine (NASEM) report titled,
"Realizing the Promise of Equity in the Organ Transplantation System”

Open all OPO and OPTN contractor data to the public to ensure evidence of effective and
equitable service, regardless of race/ethnicity/gender/urban-or-rural status of donors or transplant
patients.

“3. Solicit feedback on incorporating lessons learned from HRSA’s 2019 market research,
conducted in partnership with the U.S. Digital Service, on ways the OPTN IT system should
utilize modern IT architecture, such as adopting a “cloud-native,” agile, and modular approach
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https://qcor.cms.gov/index_new.jsp
https://opodata.org/
https://archives.fbi.gov/archives/birmingham/press-releases/2012/former-alabama-organ-center-executive-sentenced-for-fraud
https://archives.fbi.gov/archives/birmingham/press-releases/2012/former-alabama-organ-center-executive-sentenced-for-fraud
https://archive.triblive.com/local/pittsburgh-allegheny/taxpayers-help-pay-for-organ-donor-groups-parties-rose-parade-expenses/
https://www.finance.senate.gov/chairmans-news/finance-committee-members-probe-us-organ-transplant-system
https://oversight.house.gov/news/press-releases/oversight-subcommittee-held-bipartisan-hearing-on-needed-reforms-in-organ
https://www.postandcourier.com/health/he-died-when-he-got-the-wrong-lungs-it-wasnt-the-only-organ-error-in/article_c6a6e386-e704-11ea-91ce-2783df6c6f2d.html
https://www.postandcourier.com/health/he-died-when-he-got-the-wrong-lungs-it-wasnt-the-only-organ-error-in/article_c6a6e386-e704-11ea-91ce-2783df6c6f2d.html
https://archive.triblive.com/local/pittsburgh-allegheny/taxpayers-help-pay-for-organ-donor-groups-parties-rose-parade-expenses/
https://archives.fbi.gov/archives/birmingham/press-releases/2012/former-alabama-organ-center-executive-sentenced-for-fraud
https://bloomworks.digital/organdonationreform/Oversight/
https://bloomworks.digital/organdonationreform/Oversight/
https://www.washingtonpost.com/health/liver-transplant-lawsuit/2021/12/21/2443f904-61b9-11ec-bf70-58003351c627_story.html
https://www.blunt.senate.gov/imo/media/doc/liver_allocation_emails.pdf


to IT development, security, and maintenance and prioritizing the use of publicly accessible
application programming interfaces (APIs) to enhance data sharing and integration with the
electronic health records (EHRs) and other tools used by OPTN members and patients in order
to save critical time in the organ allocation process, minimize errors, and improve patient
outcomes”

Acknowledge that other organizations are much better positioned to deliver IT services on behalf
of patients than UNOS; follow the recommendations of alumni of the United States Digital
Service (USDS) - endorsed by all five past Chief Technology Officers of the U.S. Department of
Health and Human Services - and separate out IT from the rest of the OPTN contract, opening to
all innovators, and removing conflicts.

“4. Gauge interest in the upcoming RFP opportunity and feasibility of the requirements via
statements of intent from prospective offerors.”

Regardless of the response of this RFI, we are counting on HRSA leadership to run an extended
and extensive RFP process, open via true competition to the best innovators across the country.
High-functioning OPTN contractors are a national imperative, so engaging USDS procurement
experts to run the process is critical for success, and for saving patients’ lives.

Respectfully submitted,

Kendall Ciesemeier, liver recipient

LaQuayia Goldring, kidney recipient and kidney waiting list patient

Tonya Ingram, kidney waiting list patient

Michael Kutcher, heart recipient

Sergio Rosas, kidney recipient

Erica Sivertson, patient family member

Quin Taylor, kidney recipient
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https://bloomworks.digital/organdonationreform/Buying-OPTN-Tech/
https://bloomworks.digital/organdonationreform/Buying-OPTN-Tech/
https://bloomworks.digital/organdonationreform/
https://bloomworks.digital/organdonationreform/

