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Transplant Profile — Jeff Fenn

Life at times, can hit you hard and knock you
down, but what’s important is that you get back
up and continue to fight.”

Reading Jeff Fenn’s medical and hospitalization
record will bring one fairly close to receiving a medical
degree. Just knowing all the terminology included will
greatly enhance anyone’s medical sophistication. But
what it will not do is give one an accurate picture of
the endurance of one person in the face of terrible
adversity nor will it adequately demonstrate how a
person, with the support of a dedicated family, can
rise above such hardship to enjoy a triumphant life.

Today, Jeff is the coordinator of
the School Education Program for
Long Island TRIO, a program
which has expanded greatly under
his tenure. The program only
covered a few schools when Jeff
joined LI TRIO, when the late
George Tietjen saw something in
Jeff and invited him to observe and
then speak at a school program. Despite a small
number of speakers, the program has been extended
to 34 schools and now includes several in Suffolk
County, thanks to the participation of Dave Rodgers.
Six new schools have been added in 2018 and
several schools have double sessions in the fall and
spring which requires twice the number of speakers.
In the current arrangement, Jeff and Mel Lerner do
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the overall presentation on organ donation and other
members of the team tell their individual stories.

Jeff’s kidney disease was
diagnosed at age 22 at
which point his kidney
function began to be
monitored. At the same
time his kidney was
deteriorating, Jeff received
a diagnosis of stage 3
chondrosarcoma in his left
tibia bone at age 35. Jeff’'s cancer was cured by
receiving his first “transplant” as a recipient of a bone
transplant in a tibial allograph performed by Dr. Lane
of Memorial Sloan Kettering Hospital. Because of his
underlying kidney disease, the bone did not fuse and
after six years and several operations, he chose to
have his left leg amputated below the knee which Jeff
asserts “led to a better quality of life.” Unfortunately,
all the stress of the operations took a greater toll on
his kidneys and, within the same timeframe, he
needed to start dialysis.

Barbara and Jeff Fenn

Jeff’s kidney transplant story starts in 2000 when he
was working full-time in NYC at JP Morgan and
travelling to Mineola for dialysis three nights a week
with twin toddlers at home. He received a call from
Westchester Medical Center (WMC) while on dialysis
on a Friday night in February telling him the news he
was waiting to hear, they had a kidney for him. Jeff
and his wife, Barbara, had selected WMC because of
its reputation and Dr. Butt's prominence in his field.
The transplant went smoothly, but in June, a rejection
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episode appeared, but was believed to be minor.
Medications, however, were not effective and Jeff
spent the entire summer in the hospital undergoing
intensive treatments to stop the rejection.

Two years after the transplant, Jeff developed PCP
pneumonia, as a side effect to his
immunosuppressant medicines, which the doctors told
him he had a greater chance of winning the NYS
lottery then this occurring. His condition was critical
and dialysis was needed to stabilize him. His kidney
transplant failed as a result and he went back on
dialysis and relisted on the transplant list. His
employer allowed him to work from home a few days
a week, which made the work/dialysis routine more
palatable.

After 2 7% years on dialysis, Jeff received a call on a
July morning from WMC telling him they had a kidney
for him. Opening night as a coach of his six-year-old
twins’ t-ball team would have to wait. Jeff received an
“extended criteria” kidney which required a couple of
weeks of dialysis before it kicked in. Unfortunately,
his second transplant produced creatine levels in the
4.0 range and never fell below 3.2. Two years later,
his kidney function was deteriorating and the doctors
felt, in order to keep this transplant, Jeff needed to
stop working. At this point in 2006, Jeff went on Long-
term Disability and his kidney transplant lasted
another six years. In 2012, he went back on the
transplant list for the third time and needed to start
dialysis since his kidney function was down to 6%.

Four years later, on July 31, 2016, the phone rang. It
was Stony Brook University Medical Center, and they
had a kidney for him. Why had Jeff switched to Stony
Brook? Since this was to be Jeff’s third transplant
and it would be more difficult to find a match with all
he had went through, he and Barbara researched
several centers in the NY area. After discussing his
case with Dr. Darras and his team, they felt an
immediate connection. “Stony Brook,” said Jeff, “gave
us hope.”

Not all is perfect, of course: Jeff's donor had CMV and
BK viruses. Although the BK was controlled, the CMV
still lingers and he is on medicine to control it.
Although he is often tired and requires an occasional
nap, this is his best kidney he has received.

Other perilous issues have cropped up over the years.
Jeff has had over thirty operations/procedures and
over twenty hospitalizations. He had a severe
infection of his amputated stump in 2015 which
resulted in many procedures and treatments including
50 consecutive days of hyperbaric treatments. Jeff is
currently fighting avascular necrosis in his right ankle
and severe calcification in his foot as a result of his
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years on dialysis which may eventually lead to an
amputation of his other leg.

Despite all of the above, Jeff has not allowed his
medical misfortunes to deplete his good attitude. He
maintains his participation and passion for golf by
playing with the Eastern Amputee Golf Association
and is on the executive board for the Long Island
Amputee Classic. He works a few days a week at
Bethpage Golf Course where he often makes contacts
for his school education program and LITRIO.

If one’s children are an indication
of the quality of their parents, Jeff
and Barbara have a lot of which
to be proud. Ryan and Chris,
now 20, are well on their way to
achieving successful lives. Ryan

attends Villanova University, runs
the mock trial team and is starting
< the Villanova Union Society
modeled after his study abroad experience at
Cambridge. He is studying for the LSATs and would
like to be a federal prosecutor. Chris is in his last
semester at American University’s School of
International Service, graduating in three years. His
focus is on US Foreign Policy and National Security
and he is working for the Department of Defense as a
researcher, alongside scholars in the field.

In addition, to running the school program and being a
LITRIO board member, the Rose Garden Ceremony
holds a special place in his Jeff's heart. He has
served as Masters of Ceremony the past few years
and although he has never met them, he is forever
grateful for his three donors and their families for the
“gift of life” he was given.

Jeff's message is to never give up, look forward to the
next day, and that you “get back up and continue to
fight.”

Upcoming Events

February 13 — General Meeting — Robert A. Montgomery, MD,
D. Phil, FACS, Professor of Surgery, Director, NYU Langone
Transplant Institute, Presentation: The Transplant Institute at
NYU Langone Health and Bonnie E. Lonze, MD, PhD. Assistant
Professor of Surgery, Vice Chair for Research, NYU Langone
Transplant Institute, Presentation: Can We Save More Lives?:
Utilizing Hepatitis C Organs — 145 Community Drive, Manhasset
—-7:00 PM

March 13 — General Meeting — Speakers from Montefiore
Medical Center — 145 Community Drive, Manhasset— 7:00 PM
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February Re-Birthdays

Leroy Boison
Robert Carroll
Carl Caruso
Michael D’Amelio
Keith Dobish
Alana Duran
Mary Graffeo
Vincente llustre
Amy H. Kachalia
Joanne Kellner
Tim McCabe
Michael Reed
Mak Steinbock
Diane Webster

Sabrina Williams

February 7, 2013
February 1, 2006
February 18, 1998
February 27, 2017
February 10, 2018
February 2, 2016
February 23, 2009
February 19, 2017
February 27, 2016
February 6, 2014
February 21, 2016
February 4, 2014
February 26, 2010
February 16, 2017

February 4, 2015

Heart
Liver
Kidney
Kidney
Kidney
Kidney
Kidney
Kidney
Kidney
Kidney
Kidney
Kidney
Liver
Kidney

Kidney

March Re-Birthdays

Romina Sanchez
Burgos

Ed Burki

Rosalie Collura
Gerard Eichhorn
Marge Fiore
Robert Seeback
Lauren Shields

Kyriakos Tsempelis

March 7, 1988

March 28, 2000
March 28, 1992
March 6, 1991
March 1, 2012
March 17, 1996
March 19, 2009

March 24, 2009

Liver

Kidney/Pancreas
Heart

Kidney

Heart

Heart

Heart

Kidney

If you have been moved by Jeff Fenn’s remarkable
story above, please consider the following:

The School Education Program is looking for
volunteers to do talks at high schools and
educate students on the need for organ donation
and the miracle of transplantation through our
personal stories. If you are interested in joining
us or just want to sit in and see if this is right for
you, please contact Jeff Fenn at
litriotalks@optonline.net or 516-382-4678.
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Celebration of the Season

Long Island TRIO’s Celebration of the Season
Holiday Party is always a highlight for the
organization and participants. This festive event
brings together transplant recipients, their friends
and families, health care facilities and providers,
and many others involved in bringing the
message of organ donation and transplantation.
It allows all to celebrate their accomplishments
and kick off their collective shoes and have some
fun.
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The Celebration took place, as it has in recent
years, at the elegant Carltun in Eisenhower Park.
After mixing and meeting at the cocktail hour,
partyers wined, dined, and danced with the help
of a DJ. A photo booth helped to keep the party

going.

LI TRIO President
Joy Oppedisano

Celebration of the Season

The party features a substantial raffle drawing
with many prizes for entrants, which are
contributed by individuals and vendors in the
Long Island metropolitan area. The insert
included in a forthcoming edition of the LI TRIO
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Newsletter lists the names of those who helped to
make the Celebration so successful.

o
b=

<

[

In addition to the numerous raffle
prizes solicited by volunteers, sports
memorabilia were also available.

LI TRIO Board member
and Treasurer Walter
Ruzek delivered
inspirational remarks at
the outset.

The message of holiday cheer and thankfulness
for those who gave the Gift of Life was not lost on
those who attended. Many in the audience were
direct beneficiaries of the Gift and others were
thankful that organ donation and transplants had
saved their family members and allowed
everyone to enjoy the party.

While many volunteers contributed to the success
of the party, particular thanks go to LI TRIO
President Joy Oppedisano, who made all the
arrangements with the Carltun, and Board
members Barbara Fenn and Margie Ng-Reilly,
who coordinated the raffle drawings.

LI TRIO Member Pays It Forward

Long Island TRIO is an all-volunteer organization
and, despite the fact that no one receives a dime,
LI TRIO volunteers fan out all over Long Island to
promote their closely-held beliefs in the benefits
of organ donation and transplantation. There are
many small-scale efforts that we don’t hear about
but which are nevertheless significant.

One such event took
place at Good
Samaritan Hospital
Medical Center in
West Islip on
December 13 when
liver transplant
recipient Ruth Pohl
made the rounds and
told her story to
selected units there.
Ruth addressed health workers of the Medical,
Neurological, and Surgical Intensive Care Units
(ICUs). The doctors and staff there care for the
most critically ill patients and infrequently hear
the stories of those who have triumphed over ill
health.

Ruth Pohl speaks to doctors and
staff at Good Sam.

Ruth shared her story of liver illness, her three-
month stay at NYU Langone Health in 2003, and
her transplant, as well as her active life post-
transplant. All of her audience listened attentively
and were appreciative of her efforts to promote
organ donation.

Ruth’s visit was arranged by Katie Leeb, a
Hospital Services Specialist at LiveOnNY. She
greatly facilitated Ruth’s visit.

January General Meeting

Long Island TRIO’s General Meeting for January
required audience members to go beyond the
everyday practicalities of supporting organ
donation efforts and to think more broadly about
the ethics and efficacy of proposals to increase
the rate of donations. Our guest speakers were
both from Stony Brook University. Steve Knapik,
RN, a longtime friend of LI TRIO, is the Living
Donor Transplant Coordinator at the SBU
Medical Center. Andrew Michael Flescher,
PhD, is a Professor at the School of Medicine
and author of the book The Organ Shortage
Crisis in America: Incentives, Civic Duty, and
Closing the Gap.

As of January 25, 2019, there were 113,886
candidates for transplant, according to the
United Network for Organ Sharing (UNOS). In
New York State, there were 9,843 candidates
awaiting a transplant.
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Steve provided introductory
remarks and started by
thanking LI TRIO for
spreading the word about
the need for organ donation.
He emphasized the need to
increase the amount of
living donation as an
alternative to the long waits
associated with cadaver
organs. His strategy for doing so is described in
a publication of Stony Brook Medicine entitled
Finding a Living Donor: A Resource Guide which
details strategies for finding a living donor. He
encouraged anyone looking to make maximum
use of social media.

Dr. Flescher’'s argument
refuted the increasing calls
for the sale of organs as a
means of increasing the
living donor rate. He
claimed that the statement
by advocates that regulating
g a free market of organ

< donations would eliminate
A& @ cxploitation of the
impoverished to be ineffective. Although no
formalized studies have taken place of such a
market, examination of situations where such a
market exists shows that it exacerbates instances
of inequality. In fact, the process of
commodification, Flescher argues, disrupts social
exchanges and meaningful relationships. In
addition, there are serious safety issues involved
in the selling of organs. His conclusions:

B Allowing the sale of organs among living
donors will have a negative impact on the
organ donor network’s attempt to recruit
cadaveric donors;

B Markets reduce the activity of transferring
of goods to an individualized, contractual
experience---“once a commodity, always a
commodity;

B Financial exchanges are never between
just two parties, but assume a public
character.

He stressed the difference between removing
financial disincentives, such as paying for travel
expenses and temporary residences, versus
paying for organs. The former is highly effective
and ethical.
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e A lively discussion ensued
OIII;EN after Dr. Elescher’s
SHORTAGE presentation as many
CRISIS audience members utilized
IN their extensive experience as
AMERICA advocates of organ donation

to bring up tantalizing
questions and opinions. Dr. Flescher
autographed copies of his book for those who
wanted to further explore the issues he so
eloquently raised.

With LI TRIO President Joy Oppedisano after the meeting

Dr. Mailloux Retires

(Editor’s Note: Dr. Lionel Mailloux, one of the region’s
leading nephrologists, has been a longtime friend of Long
Island TRIO, speaking at meetings and sharing his vast
knowledge of kidney disease and treatment. He recently
retired after decades of service as reported by Lorraine
Messagna in the September 12-18 Manhasset Press.
Thanks to Linda Clarke for sharing this article, portions of
which appear below.)

Local physician and longtime Manhasset resident
Lionel Mailloux MD has announced his retirement
from the clinical practice of medicine. Stepping
down from his position as a senior attending at
Northwell Health after 50 years specializing in the
field of nephrology, the branch of medicine that
focuses on the physiology and diseases of the
kidneys, Mailloux looks forward to focusing on the
next chapter of his life....He said that he decided
to specialize in nephrology because it was
“intellectually stimulating and challenging,” and
when he was training in the late1960s, “there was
almost no dialysis and very few transplant
programs. | wanted to make a difference.”
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Throughout his long career, Mailloux
has focused on the areas of
hypertension, hypertension in chronic
kidney disease, and hypertension in
End-Stage Renal Disease (ESRD)
patients. He has long advocated to
practicing physicians the need for early
care of chronic kidney disease patients
to prevent all the progressive metabolic
problems that accompany renal
failure...He was awarded the “Patients’ Choice Award” in
2015 and 2017.

Mailloux has shared his professional knowledge and
expertise through extensive publication in professional
journals, as a guest lecturer for the American Society of
Nephrology during its annual Kidney Week conference, as
a popular guest speaker at the LI Chapter of the
Transplants Recipients International Organization (LI TRIO)
and as a mentor on Manhasset Scout Martin Clarke’s
Eagle project to educate the community on organ donation.

Reflecting back on his long career, Mailloux observes that
the automation of testing techniques has improved the
speed of diagnosis of kidney disease, leading to more
precise and closer monitoring of patients. He said,
“Treatments are now very specific for the disease process,
which often lead to much better outcomes than they did
when | started in this field.”

Although he will miss his patients, he knows that he is
leading them in the capable hands of his Northwell Health
colleagues, who will continue the important work that he
helped pioneer a half century ago.

History of the Rose Garden

(Editor's Note: The Rose Garden Rededication took place
on September 29 at Eisenhower Park. The longstanding
ceremony honors organ donors, living and deceased.
Many of the audience and the public may be unfamiliar with
the history of the Rose Garden and so Dave Rodgers, the
expert on the subject based upon his long experience
coordinating the event and keeping up the grounds, has
provided us with an account of how this beautiful event
came to be).

In 1990, a year after National TRIO was incorporated, the
first convention was held in Youngstown, Ohio where there
was small attendance but a lot of enthusiasm. The
following year it was held in Pittsburgh, merging with the
International TRIO, which still exists today.

In 1992, the National Board decided to really strike out on
its own. The conference was set for September in Las

Vegas, under the host of the newly formed Nevada chapter.

It was quite a trip, highlighted by Dr. Tom Starzl, the
Godfather of Organ Transplantation.

At the concluding dinner, a lady from the audience asked to
speak. She was a professional rose grower, she said, “I
am a recipient and | would like to show my appreciation for
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Cuomo Signs Living Donor Protection Act

Governor Cuomo signed into law the New York
Living Donor Protection Act (A297A/S2496). This
law, similar to the proposed federal Living Donor
Protection Act (H.R. 1270), protects living organ
donors from health, medical and life insurance
discrimination based upon their status as an
organ donor. It also provides clarification that
New York’s paid family leave program will cover
organ and tissue donation. Finally, it directs the
New York commissioner of health to develop and
distribute informational materials relating to the
benefits of being a living organ or tissue donor.

As stated by the National Kidney Foundation: “On
behalf of all kidney patients, thank you Governor
Cuomo for moving this critical legislation forward
in New York State. And thank you to all of our
New York advocates for their tireless work to help
move this forward and to our partners through
the New York Center for Kidney Transplantation.”

Credit for passage of the bill also goes to the
volunteers who took the time and made the effort
to speak to their elected officials. Long Island
TRIO volunteers met with former New York State
Senator Kemp Hannon who stated: “This
legislation makes sure that when a New Yorker
literally gives the gift of life, they are supported.
These individuals should not be saddled with
associated health care costs, face insurance
discrimination and/or risk losing a job because
they or their family member needs time off after a
donation.”

my donor, and indeed to all donors.” She offered to send
any or all chapters 30 roses if they would agree to set up an
Organ Donor Appreciation Garden. The offer was greeted
with great applause.

Anne and Don Treffeisen, the founders and presidents of
the Long Island Chapter of TRIO, were excited about this
idea and upon returning home they started the process.
They decided that they didn’t want the garden to be on a
hospital or busy property, but preferred that the garden
reside in a quiet and dedicated place, perhaps a park,

They contacted the Nassau Executive who was most
interested and receptive and suggested they contact the
operations manager at Eisenhower Park. At this meeting,
he showed them a brick walled sunken garden near the
Lannin House. It was somewhat in shambles and not well
cared for at all. He let them know that “the County
Executive said this is yours if you want it.” They thought it
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was a perfect setting and agreed and expressed their
gratitude.

The Nevada rose grower was contacted and within a week
30 bare root rose bushes arrived. The Treffeisens soaked
them in their basement sink while a clean-up crew was
organized. The area was cleaned, the bushes were
planted and on April 26, 1993, this special garden was
dedicated to the Donors and Donor families. The Rose
Garden was born. The first Rose Garden Ceremony was
celebrated.

The garden has since received
additions, expansion, and loving care
from many over the years. The Rose
Garden was subsequently adopted
by LI TRIO, as part of Nassau
County’s Adopt-A-Park program. It
has blossomed and bloomed to
become the location of one of Long
Island’s most beautiful and moving
ceremonies. The Rose Garden Rededication Ceremony is
truly our most important event of the year, as we
acknowledge and pay tribute to our Donors and our donor
families. Each year the Rose Garden is Re-Dedicated,
giving thanks for that precious and unselfish gift that is “The
Gift of Life.”

Changes to Heart and Liver Allocation Rules
Since the last edition of the Long Island TRIO Newsletter,
changes in the rules that govern the distribution of hearts
and livers to transplant recipients have changed. In both
cases, the changes help to eliminate geographic disparities
by getting organs to those most in need, with less
consideration of where the patient is receiving care.

Allocation of hearts is now based on distance from the
transplant center in concentric circles.

The order in which patients are added to the wait list has
also been changed from a three-level system to a seven-
level system so that the patient’s overall health picture is
considered. As the medical status of a person is
considered, the patient moves from one level to another.
The expected outcomes, according to UNOS, will be more
transplants for the sickest candidates, more refined priority
for the very sickest, and wider access to donors for the very
sickest.

The OPTN/UNOS Board of
Directors, at its meeting
December 3, approved a new
liver distribution policy to
establish greater consistency in
the geographic areas used to match liver transplant
candidates with available organs from deceased donors
and reduce geographic differences in liver transplant
access. The policy will replace fixed, irregular local and
regional geographic boundaries historically used to match
liver candidates based on the donor location. It initially
prioritizes liver offers from most deceased adult donors in
the following sequence:

e candidates with highest medical urgency (Status
1A and 1B) listed at transplant hospitals within a
radius of 500 nautical miles of the donor hospital

e candidates with a MELD or PELD score of 37 or
higher listed at transplant hospitals within a radius
of 150 nautical miles from the donor hospital

e candidates with a MELD or PELD score of 37 or
higher listed at transplant hospitals within a radius
of 250 nautical miles from the donor hospital

e candidates with a MELD or PELD score of 37 or
higher listed at transplant hospitals within a radius
of 500 nautical miles from the donor hospital

e a similar, continuing sequence of progressive offers
(candidates at transplant hospitals within 150, 250
and 500 nautical miles of the donor hospital) for
candidates with ranges of MELD or PELD scores
from 33 to 36, from 29 to 32, and from 15 to 28.

Simulation modeling of the approved system indicates it will
reduce variation in transplants by MELD score that exist in
various areas of the country under the current liver
distribution system. Modeling further suggests it will reduce
pre-transplant deaths and increase access for liver
transplant candidates younger than age 18.

President’s Corner

Long Island TRIO is ever grateful to each of our members
for their contribution as well as each hospital and
organization for their dedicated collaborative work with us
and for providing such an amazing group of speakers,
relaying the most relevant information to our members. Our
monthly programs welcome members and new friends,
providing discussions with updated scientific medical
advances, support, education and an atmosphere of caring
camaraderie to all attendees. Those members unable to
attend know that we are always available.

We have accomplished much with the support of all our
national and international colleagues, volunteers,
supportive transplant centers, hospitals, organ procurement
organization, and friends such as Hearts for Russ, named
in memory of a Long Island TRIO member.

Together we look forward to saving more lives, making lives
count, and making a difference.

Our future is bright as we plan to continue expanding our
programs, support, outreach, events, and relationships.

All of our accomplishments, as contained in the pages of
this Newsletter and on our website www.litrio.org, are due
to the efforts of those persons and groups cited above and
our devoted Board of Directors: Sue Dillon, Barbara Fenn,
Jeff Fenn, Mel Lerner, James Mateiko, Margie Ng-Reilly,
Howie Pohl, Dave Rodgers, Walter Ruzek, Florence Sosna,
Jerry Sosna, and Mike Sosna

Joy Oppedisano
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