LI TRIO

Transplant Profile: Robert Skaretka
Marathon Man

“I've run in twenty-four marathons: five of them were
legal and nineteen illegal — | ran with somebody else’s
heart” says Robert Skaretka with a mischievous look
on his face. His wife Lois, sitting across from him at
their dining room table, groans slightly, having heard
her husband make that joke more than a few times.
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Robert’s family had a history of heart issues: His
sister died of an enlarged heart, his father died of a
heart attack in 1975, his mother had scarlet fever as a
child and died of congestive heart failure in 1985,and
his brother died due to heart problems in 2004, long
after Robert’s transplant, because he didn’t want to
undergo a transplant himself.
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Robert was well into his marathoning career when he
developed flu-like symptoms in 1990. The symptoms
appeared only when he was involved in physical
activities so doctors attributed his problems to
bronchitis. He was out of breath and coughing
severely; he couldn’t go fast and the final miles in the
New York Marathon provided plenty of heartbreak.
When he exerted himself, he suffered coughing fits
and chest pain. The medicines prescribed by doctors
for bronchitis, however, didn’t work. He grew sicker
after shoveling snow in December 1990 and was
diagnosed with congestive heart failure following a
holiday trip to Newport Rhode Island. His condition
deteriorated further as he retained water and had
difficulty sleeping. In addition to his medical
problems, Robert had to cancel his visit to the New
York Mets Dream Week in Florida, a big sacrifice for a
loyal Mets fan.

After a six-week stay at St. Francis Hospital, Robert
was transferred to Columbia Presbyterian Hospital.
Following a series of false starts — the first potential
heart was found to be diseased, the second possibility
was the wrong blood type — the third heart was
transplanted into Robert on April 28, 1991.
Misadventures punctuated the experience: Lois could
not be reached when the first heart arrived because
she had gone shopping as a means of escaping the
pressure inherent in the transplant experience; the
Skaretka’s Forest Hills home was burglarized a few
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days earlier; a chaplain was asked to come in to pray Eisenhower Park in 1992. It was back to the NYC
for Robert before the transplant but he didn’t speak Marathon from 1993 through 2004 and from 2006
English too well and wanted to give Robert his last through 2011. He mostly walked with a little running
rites. A staff member let slip that the heart had come at the beginning on the Verrazano Bridge and when
from Stony Brook Hospital, which was to become an the crowd provided a surge upon entering First
important clue shortly in determining his donor. The Avenue in Manhattan. He ran with the Achilles Track
transplant surgeon told Lois that all had gone well Club a volunteer organization which helps to train
only 2! hours after the procedure began and a disabled athletes. He paid attention to his pulse
physical therapist arrived the next morning to start monitor when he exerted himself.

Robert’s recovery. His respirator came off quickly and
then the drain tubes thereafter. He was transferred to
a step-down unit on his birthday and Robert left
Columbia Presbyterian 1! weeks later.

Approaching age 65, Robert has passed on future
marathons (“It gets tough now at mile twenty.”) but
can still race at shorter distances. He and Lois
volunteer at a soup kitchen every Wednesday in
Manhattan after which he visits a chiropractor. A
recent bout with squamous cell skin cancer resulted in
Mohs surgery and numerous dermatology visits with
Dr. Carole Hazan whom Robert encountered at a
Long Island TRIO meeting where she was the
guest speaker. He visits Columbia Presbyterian
Hospital every three months for follow-up. He is a
member of a coin club and a gymnastics club and
attends civic association meetings with Lois.

His heart donor Terrance’s older brother is employed
"HE%&'1(1)*&$1%+*,1-* $+&1/01+$&0112,,$321&$#411%&$+15261&+1)67#ajdBle Pentagon and gave Robert a tour of the

A>TA SYITTIX facilities (no pictures allowed!). The parents of
Terrance came to the most recent Rose Garden
How Robert discovered the identity of his donor was Ceremony at Eisenhower Park and Meg,
borne of a remarkable coincidence. His brother-in- THUUDQFHYV VLVWHU REWDLQHG D

law, who worked in Holtsville, heard from his business *DUGHQ LQ 7HUU D (Hvéiyday KReizR U

partner that the latter’'s daughter’s best friend had died S_karetka honors h's donor and his family by pursuing
. . . his race through life.

and donated his organs to a recipient at Columbia

Presbyterian. A distant relative who was a Lutheran Howie Pohl
pastor was asked to be of assistance at the church .

where the funeral was to take place, as a large crowd Upcommg Events

was expected for the deceased sixteen-year-old. The February 12, 2014 +General Meeting — Discussion of
Skaretkas “connected the dots” and figured that Kidney Transplants with emphasis on living donation of
young Terrance Ryan was Robert’s heart donor. organs - Dr. Vivian A. Tellis, MB, BS — Professor, o
Terrance had heard about the benefits of organ Department of Surgery, Albert Einstein College of Medicine

. L . of Yeshiva University — Chief, Division of Transplant
donation at school and had indicated his Surgery, Department of Surgery, Montefiore Medical Center
ZLOOLQJQHVV WR GRQDWH RQTHeLY OHDUQHUYV SHUPLW

Ryans and the Skaretkas have become friends and For more mformat_lon about the_se and other activities, see
- ) the LI TRIO website at www.litrio.org
see each other on a regular basis. Ryan family

members each felt Robert’s pulse when they met, Have An |nteresting Story?
which allowed them to feel that Terrance continued

to live through Robert's physical presence. Every transplant recipient, donor, and support person has a

story to tell. Let’s find out about one another. Contact

. . ) Howie Pohl, the LI TRIO Newsletter Editor, to be
Robert completed a five-mile race in September interviewed. He can be reached via email at

1991 by mostly walking and a half-marathon in litrionews@gmail.com or telephone (631) 884-0482.
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February Re-Birthdays

Robert Carroll February 1, 2006  Liver

Carl Caruso February 18, 1998 Kidney
Keith Dobish February 21, 2001 Kidney
Mary Graffeo February 23, 2009 Kidney

Grace LaBarbera February 26, 1991  Liver
Angelo Stekardis February 8, 2008  Lung

Larry Swasey February 6, 1988 Heart

% % %
March Re-Birthdays
Gerald Blessinger March 6, 1992 Liver
Ed Burki March 28, 2000 Kidney/Pancreas
Rosalie Collura March 28, 1992 Heart
Gerard Eichhorn March 6, 1991 Kidney
Marge Fiore March 1, 2012 Heart
Carol Heins  March 17, 2008 Kidney/Pancreas
Alan Leavy March 2009 Kidney
Robert Seeback March 17, 1996 Heart
Lauren Shields March 19, 2009 Heart
Steven Taibbi March 27, 2001 Heart
Tﬁfﬂﬁggﬁs March 24,2009 Kidney
Kathy Vliet March 30, 2006 Pancreas

The LI TRIO School Speaking Team is
Looking for Volunteers!
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Shelby Caban, the subject of our December 2013
Transplant Profile, won first prize in Hofstra
University’s oratory competition relating the story of
her heart transplant and making a plea for organ
donation. The following is from the Hofstra website
news@Hofstra:

Shelby Caban, a junior psychology/premed student,
took first place in the Department of Rhetoric’s oratory
competition today, drawing on her own experiences as

a heart transplant recipient to deliver an impassioned
plea in favor of organ donation.

“Where do you want your organs to be — in an urn on the
shelf, six feet underground, or in someone’s body , giving
them a second chance at life?” she asked the audience.
She also spoke of her fight against cancer, having been
diagnosed with lymphoma in April. After six months of
chemotherapy, her prognosis is good, she says.

The competition, held once a semester, recognizes the top
students among the 150 currently taking the Department’s
public speaking course, said Philip Dalton, associate
professor and department chair....“The winning
presentations had clear points, were well-organized, and
were passionately delivered.”... Caban won a $100 gift card
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Florence Sosna has LI TRIO Donation Tribute
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loved one.
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You can contact Florence at 516-482-2908. At

%+2-1:50%+!#+.1%+* (J#1%! 5(.%+5,15'*'+ - 9%)!,-1+-+1 your request, Florence will customize,
(615'13%!1") 1#+1.'+'), |E:%+15:%6&1#)%1%-1:5%%+1&%:#), address and mail the card to your party in
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honor of a loved one and/or special occasion
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This Week Exfra <&

lessica Movins
Staff Writer

Students learn about the gift of life
January 2, 2014: Newsday Media "This Week" Paper Features a
Story about Long Island TRIO Volunteers, the LI TRIO Speakers
Bureau led by Jeff Fenn and the students' feedback with respect
to learning about organ donation and transplantation issues in
their classroom. The article is written by Jessica Novins.

The article is also posted here: www.litrio.org

LI TRIO thanks Health Education teacher Denise Baldinger for
continuing to invite LI TRIO volunteers to speak with and teach
her students. Thanks also to all of the volunteers who consistently
give their time and efforts in order to help LI TRIO fulfill our
mission.

The LI TRIO Speakers Bureau is lead by and coordinated by its
Chairman, Jeff Fenn.

Long Island TRIO volunteers speak at High Schools and
Universities in order to raise awareness and promote the need for
organ donation. We have cooperative programs with teachers and
principals in the Long Island School System.

LI TRIO provides current information (with respect to
developments in organ and tissue donation, transplantation,
medications, social issues, and finances) to transplant candidates,
recipients, living donors and their families. We inform transplant
candidates, recipients and their families, donors and donor
families about initiatives and protocols in the field of

transplantation. Mike Sosna

By Jessica Novins

December 28, 2013

Ninth-grade health students at Massapequa High School-
Ames Campus learned about the impact of organ donation
firsthand when guest speakers from Long Island Transplant
Recipients International Organization (LI TRIO) — Bobby
Seeback, a heart recipient and Jeffrey Fenn, a two-time
kidney recipient — discussed their incredible stories of
sickness and second chances thanks to the generosity of
organ donors.
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Photo: Freshmen at Massapequa High School-Ames Campus
learn the value of organ donation from LITRIO speakers Jeffrey
Fenn (left) and Bobby Seeback. Health Education teacher Denise
Baldinger is also pictured with them. Photo courtesy of Felicia
Febrizio

Arranged by health education teacher Denise Baldinger,
the presentations “bring to life the profound effects organ
donation has on the lives of those in need,” she said. “Many
students who may have found the topic hard to fathom now
understand the value of donating and the impact it could
have on another human being’s life.”

The organ recipients gave the students bracelets and book
bags displaying the LI TRIO logo as a thank you for inviting
them to their school.

LI TRIO is a nonprofit, all-volunteer organization committed
to improving the quality of lives touched by the miracle of
transplantation through education, support, advocacy, and
organ donation and transplantation awareness. The group
meets on the second Wednesday of each month from
September to June at 7:30 p.m. at 145 Community Drive in
Great Neck.

“We always keep in mind that there are currently more than
121,072 people waiting for the Gift of Life — a life-saving
transplant in the United States today,” explained Mike
Sosna, LI TRIO’s director of advocacy, public policy and
outreach. “More than 10,000 are on the waiting list in New
York State alone.”

LI TRIO provides current information with respect to
developments in  organ and tissue  donation,
transplantation, medications, social issues and finances to
transplant candidates, recipients, donors, and their families.
They inform candidates about initiatives and protocols in
the field of transplantation.

Marie Lapersonerie, a LI TRIO volunteer, got involved after
her son, Sean, was killed in a car accident crossing the
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street on New Year's Eve in 2011. He had enrolled in the ]

4] o
New York State Donate Life Registry, allowing his organs to %
be used to save lives. ¢
in —

. . . LI TRIO
That decision my son made helped me somehow feel N . #
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Holiday Party

Long Island TRIO held its annual Holiday Party Gala at
Leonard’s of Great Neck on November 22. The elegant
surroundings provided an opportunity for transplant
recipients, donor friends, supporters, and family, as well as
health care providers, to celebrate the Gift Of Life. The
feast was accompanied by dancing and a huge raffle. A
live DJ assured that music was always present and dancing
was the order of the evening. So many people were
involved in making the Holiday Party a success. In
particular, Florence and Jerry Sosna coordinated the
raffle effort, which resulted in many vendors donating gift
certificates and other presents to be won. Iris Edelson ) A )

was tireless in promoting the raffle, obtaining donations, 4%3$@&AAY$E@BA+%"CY%-D+FHESOAHIBHE6-$%6%0!3%06) 3C
and vigorously selling raffle tickets. Dave Rodgers and I"A#(&JI%K &, %
Mike Sosna did their usual smooth jobs as masters of

ceremony and overall coordination.
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Three members of Echo Pharmacy, a specialty pharmacy
which provides clinical management of patient care along
with supportive services to subscribers, answered a myriad
of questions from Long Island TRIO members at the
January General Meeting.

Transplant recipients take a variety of immunosuppressive drugs,
and coordinating among the various payers — private insurance
HG+,9, +M#B#+-0%6)H-DYK" DAYE (%6D+8&, U6, + M B +-06X+"#C+ 0L TREBIES. Medicare Parts B and D, secondary insurance — often
* #ED-+'06HBY%-D+%6(& M+ %CA™ S presents a qugandary for users caught in bet_vv_een different
' iy ' methods of reimbursement. Transplant recipients are presented

0 with assorted offers all purporting to offer discounts for needed
prescriptions. Echo Pharmacy is particularly attuned to the needs
of transplant recipients.
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One thing | can say is don't be afraid to ask anyone; some of the
best recommendations really sometimes just come out of “left
field” and if you're not comfortable with someone being part of
your new team, start again.

Paul Guerrero, Bernard Goykhberg, and Nancy
Bassiri discussed the interrelatedness of the many
plans available as well as the lack of effectiveness of
New York State’s AMMO (Anti Mandatory Mail Order)
Law, which attempts to prohibit insurance carriers
from requiring that their customers obtain prescription
drugs from mail order pharmacies only.

The last point, and the most important, is to remember to be your
own advocate and remain active in the management of your
transplant and keep copies of your labs. Make sure, when you
see a medical provider, to express yourself fully as to how you
have been feeling and bring notes or alog. Don't let any issue
linger as here (at least in Florida) reaction times and responses
are slower. That's one of the good things about retirement (at
least when not medically related)!

Hope Spring arrives early and if you're in the Tampa area feel free
to say hello.

Best in Health,
Ed Burki

F<Z <Zof"—coie W<'Sfe>
(GLWRUYV 1RWH IRQJWLPH /, 75,2 %YRDUG PHPEHU DOQG . .
current Co -President Ed Burki has taken his talents to Long Island TRIO member Neil Gilmartin - posted the story
the Tampa Bay area. Although he is separated below marking the fourteenth anniversary of his liver
geographically, Ed still maintains contact with our transplant on the TRIO Facebook page powered by Lor_lg
organization and provides a variety of useful functions. Island TRIO. We were moved by his eloquence and skilled

+H GLVFXVVHV KLV UHORFDWLRQ LQ WK¥WVEWIWLRQIV 3UHVLGHQWYV

Corner.) Epiphany: an illuminating discovery, realization, or
. disclosure. Fourteen years ago on January 6, | had an

K,+$#(+0 —Je ‘"Qgt” Epiphany; | discovered the unbelievable depth of LOVE.

Hello All, I remember vividly when three Mt Sinai doctors walked
into my hospital room to tell me that without and
immediate liver transplant | would shortly die. There was
not time to be listed for a cadaveric liver they said,
needed a living donor transplant and | needed it NOW. |
thanked the doctors for their efforts to save me and
prepared to die. No one was going to donate half their
liver and | could never ask them to. Unknown to me my

As | ease into “retirement” here in sunny, warm Florida I'd like to
give you my personal efforts in migrating not just myself and
belongings but more importantly, the process of establishing a
new 'medical team' to help me manage my transplants
(kidney/pancreas).

So where would | go to manage my transplants? Of course, being
from the New York area with some of the best transplant centers
in the country | limited my selection to some of the top-rated ones
in Florida. | knew of Shands in Gainesville, the Mayo Clinic in
Jacksonville, and Tampa General in Tampa. | have always liked
the west coast of Florida and did business in the Clearwater/St
Petersburg area in the past. Knowing that most transplants
degrade slowly | knew it wouldn't be necessary to live in Tampa
proper so the radius/distance became larger. Once | knew it
would be Tampa General | canvassed my medical team here on
LI and NYC looking for recommendations and leads for a potential
introduction along with the actual transfer of my records. | made a
preliminary visit in the spring of 2013 for housing and had an
appointment with the personnel at Tampa General along with a
scheduled blood test. The test showed that my anemia was
present again and the team at TGH recommended a treatment
that was never offered here in NY. | again called back home to my
nephrologists, surgeons etc and gave it a try after receiving their
assurance. Well, the outcome was great and added an extra level
of confidence in my new team selection.

What remains somewhat problematic is in establishing the
additional peripheral medical providers such as podiatrist,
retinologist, a lab for blood work, dentist, pharmacy, etc. These
have slowly begin to take shape; some from recommendations
from the new medical team but also from my new neighbors.

brother Dan was on the phone looking for a liver donor.
My sister Sue immediately volunteered and went
through the rigorous donor testing in Florida and it
looked like she was a candidate. In December, just
before Christmas, Sue and her husband Charlie came up
for the operation and we checked into the hospital. Mt
Sinai needed to do their own independent verification
that it would be safe for Sue to donate, so they
performed a liver biopsy. As we waited for the
transplant, one of the doctors came over to tell me that
Sue would not be able to donate and we should all go
home. | was prepared for this and was looking forward
to one last Christmas. However unknown to me Dan was
once again out looking for donors, this time it was my
nephew Mike. He was rushed through the donor
qualification testing at lightning speed and on January 6
2000 we were back at Mt Sinai. | received new life. My
nephew Mike Gilmartin donated a large portion of his
liver to me. That donation allows me to still be here
today. That was major surgery that he did not need for
himself, he put his life in jeopardy to give me the hope
of life. That was a decision that he and his wife Patty
made for which | will always be immeasurably grateful.
They, along with my brother Dan, sister Sue and wife
Barbara define the words "LOVE" and | will never be
able to thank them all!"#$%&'( %
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The content of this publication including text, graphics, images, and
other material contained herein is for informational purposes only. The
content is not intended to be a substitute for professional legal advice,
tax advice, professional medical advice, diagnosis, or treatment.
Always seek the advice of your physician or other qualified health
provider with any medical questions you may have.

LI TRIO Main Number/Hotline  Jerry Sosna
Welcome Committee  Tom Bush  Call Hotline
E-Mail Tree -Outgoing email Joe LaBarbera .litio@optonline.net
Corresponding Secretary  Ruth Pohl  631-884-0482

Website Design, Legislative Initiatives and

Public Policy Mike.Sosna 516-902-8111

Special Projects Ed Burki 516-620-3700

Rose Garden Logistics Dave Rodgers 516-449-1421

Rose Garden Program  Jo Michaels 516-798-8411

516-620-5900

Long Island TRIO
PO Box 81
Garden City NY 11530
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Database Manager Howie Pohl  631-884-0482
Donor Families and Social Secretary Barbara Musto  516-314-5793
School Speakers  Jeff Fenn  516-799-9447
The Ways and Means Committee and
Holiday Party Chairpersons  Florence and Jerry Sosna 516-482-2908
Publicity Iris Edelson  516-627-2918
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