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Hello to all,

Welcome to the first edition of the PHTS Newsletter of 2026. Both Neha
and | hope that you all are happy and healthy and continuing your *
important work. We truly have enjoyed the opportunity to bring this PHTS GROWTH
newsletter to you with what we hope are some of the most important
current topics as well as up to date information on the issues including 13.515 — Patients Enrolled
upcoming presentations and publications, new faces in PHTS leadership as Total

well as future events and job opportunities. We would also like to welcome . .
the newest member of the PHTS Newsletter. Ashish Garg will be joining us 15.8699 — Llstmgs/rellstmg

as a Junior Editor. Please see his bio below: entered

10.281 — Transplants entered

Dr. Ashish Garg completed his Pediatric Cardiology fellowship at the
University of Miami/Jackson Memorial Hospital, followed by advanced 416 —> Listings for 2025
fellowship training in Pediatric Heart Failure and Transplantation at Ann &

Robert H. Lurie Children’s Hospital of Chicago, where he subsequently 333 —> Transplants for 2025
stayed as faculty. He recently joined Joe DiMaggio Children’s Hospital in
Hollywood, FL as an attending in advanced cardiac therapy team.

His clinical and research interests focus on optimizing outcomes in
pediatric patients requiring ventricular assist devices and heart
transplantation, including work on reducing the stroke risk in patients
supported with Paracorporeal VAD by optimizing anticoagulation and
antiplatelet therapies. He is pleased to serve as a junior editor for the
Pediatric Heart Transplant Society newsletter and looks forward to

contributing to the dissemination of impactful research and collaborative FO“_OW US' ON SOCIAL MEDIA

efforts within the field. @PHTSociety

Welcome Ashish!! We look forward to seeing you all in Toronto. ,-\
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David W. Bearl, MD

Monroe Carell Jr. Children’s
Hospital at Vanderbilt

A wWidening Gap — Fewer Donor Hearts for More Children Waiting

Eleven years ago, we had the pleasure of transplanting a 2-month-old little girl with dilated
cardiomyopathy and severe LV dysfunction. She waited on inotropes for 15 days. One year
ago, her brother presented at 2 months-old with dilated cardiomyopathy and severe LV
dysfunction. Almost identical presentation...except, he waited for 6 months and required a
ventricular assist device. Unfortunately, this is not a unique situation; wait times are getting
longer. In mid-March, an update about a multi-center study “Improving Pediatric Donor
Heart Utilization with Predictive Analytics” went out. Aside from some “great work!”
responses, someone lobbed the grenade into the thread “seems like we have been getting
fewer offers recently, anyone else?"This exploded into 59 responses, a Doodle poll, a late
afternoon Zoom meeting and an acknowledgment that wait times are universally getting
longer and declining offers, or fewer donors, is not an isolated, only-at-my-hospital problem
but potentially a nationwide crisis.

Using publicly available data from Scientific Registry for Transplant Recipients (SRTR), we
found three important trends. First, we confirmed that wait times are indeed increasing for
1A and 1B, although not 2 (Figure 1). Second, we found some interesting donation trends over
the last 5 years (Figure 2). There has been a slow, but steady increase in DCD donors through
the beginning of 2025, and since then has plateaued. DBD donation has been stagnant over
the 5 years but has seen a significant decline in the last 6-12 months, which largely accounts
for the overall decrease in donors in that time frame. These national raw numbers seem to
confirm the bedside frustration. Thankfully, and through the efforts of this PHTS community,
there has not been a change in waitlist mortality during that timeframe. The next obvious
qguestion: why?

There are several theories to why the change. | want to highlight some of the ideas here with
one main goal in mind: a rallying cry for the pediatric heart transplant community.In many
ways, an article in the PHTS Newsletter is preaching to the choir. However, our voices unified
with all the stories of heartbreak and success can make a compelling argument for change.

Since COVID-19 spread across the globe, five short (and long) years ago, there have been
many changes in all aspects of life.Pediatric heart transplants, despite lockdowns and
infectious risk uncertainty, proceeded relatively unimpeded mostly because we had to.
Children were going to die without heart transplants. Unfortunately, over the last five years,
wait times have been getting longer for many of the smallest patients, despite honest efforts
by the United Network for Organ Sharing (UNOS) and its private parter, the Organ
Procurement and Transplantation Network (OPTN), as well as individual transplant centers
and organ procurement organizations (OPQO) across the United States.So then, why is there a
widening gap in available donors and desperate candidates?



One reason could simply be that our ability as a pediatric cardiac community in maintaining
critically ill children for transplant continues to improve. However idealistic this sounds, this
does not appear to be the sole driver as waitlist mortality for those listed status 1A remains
around 10-15%.' One major barrier to improvement is a lack of new or improved life support
options for the smaller pediatric patients. The current ventricular assist device landscape for
children < 20 kg relies almost exclusively on paracorporeal systems designed and approved
20+ years ago. Tremendous work has been done through organizations such as Advanced
Cardiac Therapies Improving Outcomes Network (ACTION) to improve management with
these devices. Infants, especially those with complex congenital heart disease, remain at
high risk for decompensation and death while on device.?

On the supply side, donation continues to evolve.As we showed above, the last year has had
a significant decline in brain-death donors. The overall donation rate has not plummeted
quite as much, suggesting there is some mitigation of the decline by DCD donors. Are some
of the previously BD donors proceeding to donation via DCD? There are a couple of
arguments that suggest some of the DCD donors may have previously been considered for
BD donation. In 2023, the consensus guideline for brain death or death by neurologic criteria
(DNC) were updated.®* Observation for patients younger than 24 months must be observed
for at least 48 hours prior to initiating BD evaluation, while those over 24 months must be
observed for at least 24 hours. Furthermore, stricter guidelines were set up regarding
medications that suppress CNS function, such that if levels are unavailable to allow for at
least 5 half-lives to pass and longer if there is renal or hepatic dysfunction, as well as account
for age-dependent metabolism. For instance, an infant (< 28 days) given a single dose of
fentanyl, which has an average half-life of 5.5 hours, which would mean a BD examination is
not appropriate for at least 27.5 hours after administration.However, that half-life increases
significantly if they were on a fentanyl infusion with half-lives reported as long at 21 hours for
children <14 years who were on continuous infusions.Theoretically, that could delay any BD
evaluation for up to 105 hours. These are important safeguards to ensure that BD is
permanent. For a family, though, knowing their child is neurologically devastated and
considering donation, they may not want to wait multiple days to proceed with withdrawal
of life-sustaining therapies or declaration of brain-death. Opting for withdrawal of life-
sustaining therapies and choosing DCD donation provides an opportunity for families to give
the gift of life without a more prolonged futile hospital stay. It may even be possible to get an
initial BD evaluation, find out their child is apneic, and opt to proceed with DCD donation to
avoid waiting another 12+ hours for the second exam. To be clear, there is no specific
evidence for this practice at this time, but they are real possibilities.

Culminating with the passing of the OPO Final Rule (42 C.F.R pt. 486) in December 2020,
there has been a growing push by CMS to increase overall organ donation in the United
States. The OPO Final Rule implemented two, and only two, metrics for OPOs by which they
maintain certification: donation rates (number of actual donors compared to potential
donors) and transplant rates (hnumber of organs transplant compared to potential donors).
There has been speculation that this has led to a push for abdominal organ donation via
DCD at the potential expense of heart donation, where abdominal normothermic regional
perfusion (NRP) has not been as controversial as thoraco-abdominal NRP.

Another temporal relationship noted with donations has to do with public relations. An
investigation that started in 2020 by the Senate Finance Committee found “serious errors in
the procurement and transplant system are shockingly common.” In 2021, a US Digital



report titled “Lives Are at Stake” found multiple concerns with the technologies used by
UNOS to run their systems.“Then in August 2022, a Department of Health and Human
Services (DHHS) Office of the Inspector General report noted multiple basic cybersecurity
failures going so far as to conclude “UNOS has been the sole organization managing the
OPTN, during which time concerning reports have emerged that organ donation system has
become unsafe, inequitable, self-dealing and retaliatory.” On September 22, 2023, the US
Congress passed the US Procurement and Transplantation Network Act (commonly known
as the OPTN Modernization Act) to try to address many of the concerns brought up through
government investigations. With both this much focus on the problems, as well as increased
government meddling in a time of extreme partisanship, it likely casts significant doubts on
the integrity and altruism of organ donation.

Simultaneously, major media outlets including the New York Times and the Washington
Post published a series of investigative articles on the US transplant system that highlighted
through narrative some of systemic problems in the system. While sound journalism and
reasonable reporting were the norm, sensational headlines such as “Lives Lost, Organs
Wasted"® and “Organ Transplant System ‘in Chaos’ as Waiting Lists are Ignored”,” may have
provided additional anecdotal fuel for potential donors to back out.

The bottom line is that the waiting times for pediatric heart transplantation continue to get
longer with fewer donors for more recipients. PHTS is poised to bring together key
stakeholders including OPTN, OPOs, transplant hospitals and, most importantly, transplant
donors and recipients and their families to explore the root causes of this shift. Reforms are
needed — and it is a matter of life and death.

Special thanks to Mike McCulloch at University of Virginia for pushing the donor science
forward and accidentally starting an online riot; to Brian Madden at Lurie Children’s for deftly
pulling and quickly analyzing the SRTR data; and to the 34 other pediatric heart transplant
folks on our initial discussion about how best to sound the alarm on this important issue.
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Waitlist Time by Pediatric Status
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Host

PHTS Livel

# May 20:
Exercise and Physical Rehabilitation

* June 17:

PHTS Guide for Transferring from Pediatric to Adult Heart
Transplant Care.

Juan Alejos, MD Manu Varma, D.O.

PHTS Live continues to grow as a valuable space for shared insight and
collaboration. As we plan for our 2026 sessions, we welcome your ideas for topics
you would like to see highlighted. Your suggestions help keep PHTS Live relevant

and impactful for our community.

Lynsey Barkoff, CPNP

(4
Scientific Committee Database Committee
Irena Lytrivi, MD Kathleen Simpson, MD
Columbia University — Morgan Children’s Hospital Colorado

Stanley Children’s Hospital of New
York Presbyterian

Junior Editor

Vice Chair

Research Committee Research Committee C°""f"”m°a+i°'f & PHTS Newsletter
Ashwin Lal, MD Ben Mantell, MD Education Committee Ashish Garg, MD
Primary Children’s Hospital Cincinnati Children’s Hospital Kathleen S|mps°n1 MD Joe Dimaggio Children’s Hospita

Medical Center Children’s Hospital Colorado




Abstracts at [SHLT 2026

Endurln
Hearts

Healthy Kids » Stronger Hearts v Longer Lives

SHAUNAWAZ AMDANI. MD ALICIA KAMSHEH. MD. MSCE

Oral Presentation Oral Presentation
Evolving Outcomes in Single-Ventricle Congenital Heart Disease: Outcomes of Pediatric Heart Transplant
A 30-Year Multi-Institutional Analysis of Heart Transplantation Recipients After Transition to Adult Care: A
Following Stage 1 and Stage 2 Palliation (PHTS) PHTS-SRTR Linkage Study
Wednesday, April 22, 2026 Thursday, April 23, 2026
3:13 PM - 3:21 PM 3:01 PM - 3:09 PM
Room 718-A Room 718-B

MATTHEW BOCK, MD ERIN BOUSKA. MD DEAN KARAHALIOS. MD

Mini Oral Presentation Poster Presentation Poster Presentation
Pneumocystis Jirovecii Pneumonia (PJP) Geospatial Mapping of Child Opportunity Index Waitlist and post-transplant outcomes of
Infection After Pediatric Heart Transplantation with Post-Transplant Outcomes pediatric patients listed for heart transplant
as status 2: An analysis of listing benefit
Thursday, April 23,2026 Friday, April 24,2026 Friday, April 24, 2026
5:12 PM - 5:16 PM 4:30 PM - 5:30 PM riddy, AprIl £

Poster Hall

Make sure to stop by the PHTS booth
and grab some PHTS swag!



PHTS Events at ISHLT 2026

Wednesday, April 22, 2026

Metro Toronto Convention Centre
Toronto, ON Canada

11:30am - 1:00pm

PHTS Mentor and Mentee Luncheon

PHTS Lifetime Achievement Reception
Honoring Dr. Richard Chinnock

¥ “
WARD CHINNOCKI
8:00pm q y

PHTS Annual Meeting

Debate #1 Debate #2

All pediatric heart transp-lant candid:';\tes All pediatric heart transplant recipients should be
$h°U|q be offere.d to be listed as eligible for on maintenance immunosuppression to include
donation after circulatory death (DCD). everolimus at 6 months post heart transplant.

Pro>
Chesney Castleberry Anna Joong

Brian Feingold Rebecca Ameduri

Sponsors and Supporters

\.
; The
AL SpRd David Foster
Healthy Kids » Stronger Hearts ¥ Longer Lives Foundatl()n

LOMA LINDA UNIVERSITY
CHILDREN’S HOSPITAL




Job Postings

Heart Failure/Transplant Physician Recruitment Dell
Medical School at University of Texas Austin

The Dell Medical School at the University of Texas at Austin and Dell Children’s
Medical Center (DCMC) is seeking a 4th full time Pediatric Heart Failure/Transplant
cardiologist to support our rapidly growing team within the Texas Center for Pediatric
and Congenital Heart Disease (TCPCHD), a collaboration between UT Health Austin
(the clinical practice of Dell Medical School) and Dell Children’s Medical Center

Position URL
apply.interfolio.com/177314

PRSP

<7 The University of Virginia (UVA) seeks a full-time, open track, Assistant,
Associate or Full Professor to join its Division of Pediatric Cardiology

The University of Virginia (UVA) seeks a full-time, open track, Assistant, Associate or
Full Professor to join its Division of Pediatric Cardiology. Salary is dependent upon
gualifications.

Dr. Michael McCulloch at mam3fk@uvahealth.org. For questions about the application
process, please contact Kate Schoenster at keg3nr@uvahealth.org.

TR

<7 Advanced Cardiac Theracpies Faculty Position- Children’s National
Hospital, Washington D

Children’s National Hospital, in conjunction with the George Washington University
School of Medicine and Health Sciences, is seeking a board-certified Pediatric
Cardiologist to join our Advanced Cardiac Therapies (ACT) team. Candidates with
advanced fellowship training in Heart Failure, Mechanical Circulatory Support, and
Transplantation are encouraged to apply.

For inquiries, please contact Dr. Niti Dham at ndham@childrensnational.org

TR ” ’ R

<7 The University of Virginia (UVA) seeks a full-time, open track, Assistant,
Associate or Full Professor to join its Division of Pediatric Cardiology.
Salary is dependent upon qualifications.

Candidates must have an MD or DO and be board certified in Pediatric Cardiology.
The successful candidate will have completed a year of additional formal training in
advanced heart failure, transplantation, and mechanical circulatory support, must
meet criteria to be recognized as a transplant physician by UNOS and has at least 5
years of experience in the field as an attending. Training and experience at an
institution with a high performing congenital heart surgery and transplant program is
strongly preferred.

To apply please visit For inquiries, please contact Dr. Niti Dham at . .
ndham@childrensnational.org_. This will allow you to complete an online application.

TR NI

i} Transplant Psychologist Position at CHONY

The Department of Psychiatry is seeking pediatric health psychologists assigned to
work in the Child and Adolescent Psychiatric Consultation Liaison Service at CUIMC.

For more information about the Department of Psychiatry please visit the following website:
www.columbiapsychiatry.org
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Job Postings

Medical Director of Pediatric Advanced Cardiac Therapies .
Team at Children’s National Hospital in Washington, DC ‘

Children’s National Hospital, in conjunction with the George Washington University
School of Medicine and Health Sciences, is seeking a Medical Director for our
Advanced Cardiac Therapies (ACT) team.

For inquiries, please contact Dr. Niti Dham at ndham@childrensnational.org

e i

ﬁj} Manager: Pediatric Advanced Cardiac Therapies - Stanford
Children's - RN or APP

The Pediatric Transplant Center at Stanford Medicine Children’s Health is looking for
a Manager of Heart Transplant Programs to join their dynamic team. The Manager
of Heart Transplant Programs provides leadership and management for assigned
organ transplant programs.

For questions: Joshua Gossett, Director jgossett@stanfordchildrens.org,

TR ENIRTI N ’ P

7‘/’3 Faculty Position - University of Virginia

The University of Virginia (UVA) seeks a full-time, open track, Assistant, Associate or
Full Professor to join its Division of Pediatric Cardiology. Salary is dependent upon
qualifications.

To apply please visit To apply please visit For questions: Joshua Gossett, Director
jgossett@stanfordchildrens.org. This will allow you to complete an online application. . This
will allow you to complete an online application.

i} Heart Failure and Transplant Faculty Position - Children's
Nebraska

Children’s Nebraska, in partnership with the University of Nebraska College of Medicine
(UNMC), is seeking a board-certified/board-eligible Pediatric Cardiologist to join our Advanced
Heart Failure and Transplant Team at the assistant or associate professor level. Candidates with
advanced fellowship training in Heart Failure, Mechanical Circulatory Support, and
Transplantation are encouraged to apply. Trainees currently completing their advanced
training are welcome to apply.

Interested candidates should submit nominations, expressions of interest, and applications
(including cover letter and CV/resume) to: Jeffrey Delaney, MD, Division Chief, Pediatric
Cardiology Email: jdelaney@childrensnebraska.org.

e " R PR

ﬁ Faculty Position at Columbia/NYP

Columbia University Irving Medical Center (CUIMC)/Morgan Stanley Children’s Hospital-
NewYork Presbyterian is seeking new faculty member for our Pediatric Advanced Cardiac Care
and Transplantation Program at the Assistant, Associate or Professor level. Applicants must be
board certified/eligible in Pediatric Cardiology and will have completed an advanced fellowship
in pediatric heart failure/transplantation.

Interested candidates should send a cover letter and CV to Marc Richmond, MD, MS
mr2306@cumc.columbia.edu

If you have a job posting that you would like to share with the PHTS Membership,
visit the PHTS Basecamp board called Resources for Job Opportunities to add
your job posting.
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	David W. Bearl, MD
	One reason could simply be that our ability as a pediatric cardiac community in maintaining critically ill children for transplant continues to improve. However idealistic this sounds, this does not appear to be the sole driver as waitlist mortality for those listed status 1A remains around 10-15%.1 One major barrier to improvement is a lack of new or improved life support options for the smaller pediatric patients. The current ventricular assist device landscape for children < 20 kg relies almost exclusively on paracorporeal systems designed and approved 20+ years ago. Tremendous work has been done through organizations such as Advanced Cardiac Therapies Improving Outcomes Network (ACTION) to improve management with these devices. Infants, especially those with complex congenital heart disease, remain at high risk for decompensation and death while on device.2
	On the supply side, donation continues to evolve.As we showed above, the last year has had a significant decline in brain-death donors. The overall donation rate has not plummeted quite as much, suggesting there is some mitigation of the decline by DCD donors. Are some of the previously BD donors proceeding to donation via DCD?  There are a couple of arguments that suggest some of the DCD donors may have previously been considered for BD donation. In 2023, the consensus guideline for brain death or death by neurologic criteria (DNC) were updated.3 Observation for patients younger than 24 months must be observed for at least 48 hours prior to initiating BD evaluation, while those over 24 months must be observed for at least 24 hours. Furthermore, stricter guidelines were set up regarding medications that suppress CNS function, such that if levels are unavailable to allow for at least 5 half-lives to pass and longer if there is renal or hepatic dysfunction, as well as account for age-dependent metabolism. For instance, an infant (< 28 days) given a single dose of fentanyl, which has an average half-life of 5.5 hours, which would mean a BD examination is not appropriate for at least 27.5 hours after administration.However, that half-life increases significantly if they were on a fentanyl infusion with half-lives reported as long at 21 hours for children < 14 years who were on continuous infusions.Theoretically, that could delay any BD evaluation for up to 105 hours. These are important safeguards to ensure that BD is permanent. For a family, though, knowing their child is neurologically devastated and considering donation, they may not want to wait multiple days to proceed with withdrawal of life-sustaining therapies or declaration of brain-death. Opting for withdrawal of life-sustaining therapies and choosing DCD donation provides an opportunity for families to give the gift of life without a more prolonged futile hospital stay. It may even be possible to get an initial BD evaluation, find out their child is apneic, and opt to proceed with DCD donation to avoid waiting another 12+ hours for the second exam. To be clear, there is no specific evidence for this practice at this time, but they are real possibilities.
	Culminating with the passing of the OPO Final Rule (42 C.F.R pt. 486) in December 2020, there has been a growing push by CMS to increase overall organ donation in the United States. The OPO Final Rule implemented two, and only two, metrics for OPOs by which they maintain certification: donation rates (number of actual donors compared to potential donors) and transplant rates (number of organs transplant compared to potential donors).   There has been speculation that this has led to a push for abdominal organ donation via DCD at the potential expense of heart donation, where abdominal normothermic regional perfusion (NRP) has not been as controversial as thoraco-abdominal NRP.
	Another temporal relationship noted with donations has to do with public relations. An investigation that started in 2020 by the Senate Finance Committee found “serious errors in the procurement and transplant system are shockingly common.”  In 2021, a US Digital
	report titled “Lives Are at Stake” found multiple concerns with the technologies used by UNOS to run their systems.4Then in August 2022, a Department of Health and Human Services (DHHS) Office of the Inspector General report noted multiple basic cybersecurity failures going so far as to conclude “UNOS has been the sole organization managing the OPTN, during which time concerning reports have emerged that organ donation system has become unsafe, inequitable, self-dealing and retaliatory.”5 On September 22, 2023, the US Congress passed the US Procurement and Transplantation Network Act (commonly known as the OPTN Modernization Act) to try to address many of the concerns brought up through government investigations. With both this much focus on the problems, as well as increased government meddling in a time of extreme partisanship, it likely casts significant doubts on the integrity and altruism of organ donation.
	Simultaneously, major media outlets including the New York Times and the Washington Post published a series of investigative articles on the US transplant system that highlighted through narrative some of systemic problems in the system. While sound journalism and reasonable reporting were the norm, sensational headlines such as “Lives Lost, Organs Wasted”6 and “Organ Transplant System ‘in Chaos’ as Waiting Lists are Ignored”,7 may have provided additional anecdotal fuel for potential donors to back out. The bottom line is that the waiting times for pediatric heart transplantation continue to get longer with fewer donors for more recipients. PHTS is poised to bring together key stakeholders including OPTN, OPOs, transplant hospitals and, most importantly, transplant donors and recipients and their families to explore the root causes of this shift. Reforms are needed – and it is a matter of life and death.
	Special thanks to Mike McCulloch at University of Virginia for pushing the donor science forward and accidentally starting an online riot; to Brian Madden at Lurie Children’s for deftly pulling and quickly analyzing the SRTR data; and to the 34 other pediatric heart transplant folks on our initial discussion about how best to sound the alarm on this important issue.
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	Heart Failure/Transplant Physician Recruitment Dell Medical School at University of Texas Austin
	The University of Virginia (UVA) seeks a full-time, open track, Assistant, Associate or Full Professor to join its Division of Pediatric Cardiology
	Advanced Cardiac Therapies Faculty Position- Children’s National Hospital, Washington DC
	The University of Virginia (UVA) seeks a full-time, open track, Assistant, Associate or Full Professor to join its Division of Pediatric Cardiology.  Salary is dependent upon qualifications.
	Job Postings
	Medical Director of Pediatric Advanced Cardiac Therapies Team at Children’s National Hospital in Washington, DC
	Manager: Pediatric Advanced Cardiac Therapies - Stanford Children's - RN or APP
	Faculty Position - University of Virginia
	Heart Failure and Transplant Faculty Position - Children's Nebraska
	Faculty Position at Columbia/NYP
	If you have a job posting that you would like to share with the PHTS Membership, visit the PHTS Basecamp board called Resources for Job Opportunities to add your job posting.


