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Alliance for Paired Donation
From the CEO

The national mediat both the lay
press and scientific journals t

love stories about kidney paired
donation, and specifically about
altruistic donor chains. On March
12, 2009, the New England Jour-
nal of Medicinepublished a paper
we authored about the first NEAD
chain. The media attention was
overwhelming and gratifying. The
following day, Matt Jones and two
other participants in the chain
flew with me to New York to ap-
pear on the CBS Evening News
with Katie Couric (see photo, p 3).

Then on November 20, People
magazine devoted five full pages
to the same NEAD chain titled
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right). The number of people
registering on our website sky-
rocketed as a result of these
stories, and we are trying to
evaluate the many potential
donors who have contacted us
as quickly as possible.

We have not yet been successful
in convincing the government
(which is the largest payer of
transplant services) of the need
for a mechanism to pay for paired
exchange transplants. As aresult,
we find ourselves in the situation
of needing additional funding. We
are committed to developing a
sustainable long-term solution to
pay for paired donation. The solu-
tion must involve Medicare, pri-
vate insurance companies and the
transplant hospitals we serve, and
needs to offer a benefit to each
party. At the very beginning of
2010, we learned that the long-
awaited UNOS pilot program is
moving forward, which presents
additional
challenges and
opportunities.
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Public Website:
www.paireddonation.org

Since early 2007, the APD has collected informa-
tion from callers and visitors to its public website
- www.paireddonation.org - through an on-line
registration form. (Forms data are in a secure
database, and we do not sell or rent information
to third parties.)

After the November 30 issue of Peoplearrived
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tremendous surge in registrations. In the 40 days
following the story, 210 people indicated they
saw the Peoplemagazine story. Interestingly,
about 67% of them indicated they wanted to be

a kidney donor. Compared to averages through-
out the year, approximately twice as many peo-
ple as usual wanted information about being a
donor. Overall, more than 3800 people have
registered online. Of those, 44% indicate they
have kidney failure and need a transplant; 37%
indicate they want to be a donor. The rest are
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exactly why they are registering. Because of the
increased incidence of end stage renal disease,
(according to the 2008 USRDS report, there are
more than 500,000 patients who

suffer from ESRD), the need for transplant services will
O2yliAydzsS G2
shortening the waiting time for kidney patients through
paired donation.
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Transplants Performed
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transplants were performed as part of three-way
chains, and the remaining transplants were made
possible through altruistic donor initiated chains.
The APD matching algorithm gives
additional points to recipients who are highly
sensitized. In the first 48 transplants performed,
48% had a PRA of greater than 50%. Good news
for highly sensi- #
tized recipientsT
using technology

rom simple two-way paired donations, six
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The Alliance for Paired Donation and Owens
Community College have partnered together
to provide a new and life-changing opportu-
nity for kidney transplant recipients. Led by
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Post-Transplantation) for a New Start"” pro-
vides an opportunity for patients to obtain a
college degree, maintain the health of their
kidney, increase their return-to-work rate
and begin to enjoy life again after
transplantation.

Noncompliance with immunosuppressive
medications among renal transplant patients
is estimated to be the third leading cause of
graft loss and a contributing factor in up to
25% of deaths in transplant patients after
the initial recovery period. Studies suggest a
correlation between increasing education
and compliance with post-transplant therapy
and return to normal age and socially appro-
priate functioning. The improvement in
quality of life and the cost-benefit ratio ob-
tained with renal transplant versus dialysis is
widely known.

In a 2005 pilot program initiated by Susan
Rees during her tenure at the University of
Toledo Medical Center, eight patients were
identified by the transplant administrator
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OPT For a New Start

and offered a one-year certificate post-
secondary education opportunity. Six stu-
dents agreed to participate. Students took
courses including Life Skills, computer training
(Word, PowerPoint, Access, Excel) basic ac-
counting and money management and re-
sume preparation and job interview skills.
Mentoring and tutoring assistance was avail-
able, as well as internships at local businesses
and job placement assistance upon program
completion. Based on the preliminary data
from the pilot program, Susan revived and
expanded the program in 2008 to involve
transplant centers in a tri-state area.

The current program involves collaboration
between the APD, four transplant centers
across three states and the community col-
lege, which offers associates' degrees. Pa-
tients aged 18 - 65 who receive transplants at
the participating centers and who do not
already have a four-year college degree are
identified by transplant staff at each institu-
tion and made aware of the opportunity.
Interested patients then meet with the
Project Director to see if they are eligible to
participate. Going forward, the program is
seeking to add more participating transplant
centers in the tri-state area and an additional
community college.

The community college uses a combination of
successful support models taught by experi-
enced faculty and based on the first year
experience model [FYE] for Community
Colleges. FYE Programming has demonstrated
a strong correlation with student retention
and achievement.

In 2008, 12 individuals enrolled in the pro-
gram. At of the end of March 2010, seven
remain in school, and most have a B average
or greater. Angela Heckman (pictured below),
one of the recipients in the first NEAD chain,
was inducted into a national honor society in
November 2009. She will graduate in spring
2011 with a degree in radiology technology. It
is our hope that OPT will allow students to
further their education so that they can get
better jobs with benefits such as health
insurance, so that after

the three-year Medicare
coverage runs out for their
medications, they will
continue to have access to
their immunosuppressant
drugs and can remain healthy.

NEAD CHAIN #
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The article by Lorenzo Benet in Peoplemagazine (photo of

front page on page 1) produced an outpouring of

response from readers. Of course, all of the altruistic

donors who have started NEAD chains, as well as the

donors who carry them forward, are heroes in our book.

One such heroine is Debbie Shearer of Florida. Debbie

started her own chain of life-saving transplants in early

2010, and it is currently five transplants in length. She
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George.

At the age of 22, George was in a serious automobile
accident that resulted in a head injury. Sadly, 15 days after
the accident, George passed away.

What motivated Debbie to become a donor? In her
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license as an organ donor, and after much soul searching,

| felt called to fulfill his wish, a wish that his organ failure

took away. | signed up as an altruistic kidney donor with
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about seven months after she completed her testing and
enrolled in the registry, the donation occurred. Debbie
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CBS Evening News
with Katie Couric

On March 12, 2009, the New England Journal of Medi-
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transplants made possible by maximizing the good that
can come from an altruistic, or Good Samaritan, kidney
donor. Lead author of the report, Dr. Michael A. Rees,
UT professor of urology and medical director of the
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ism of the first donor in the chain on to all subsequent
donors, incompatible pairs no longer have to pay back
the gift given to them. Instead, the barriers between
donors and recipients are overcome through a chain of
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Left to right: Matt Jones, Ms. Couric, Dr. Michael Rees, Ang
and Laurie Sarvo
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As aresult of the article, CBS Evening news with Katie
Couric interviewed Dr. Rees, Matt Jones, Angela
Heckman and Laurie Sarvo on March 13. Media outlets
ranging from the CBS Evening News to The Toledo
Bladehave run stories on the publication of this first
NEAD chain.

The APD has received hundreds of thousands of dollars
in free publicity as a result of the ground-breaking
transplants and because of writers who enjoy reporting
heartwarming stories. Since John Faherty first broke
the story in the Arizona Republind later USA Todaiy
July 2007, we appreciate the many editors and writers

t APD ended 2009 with $155,430 in contributions, which included $123,000 in

corporate contributions from Genzyme and Wyeth and $32,430 in individual
contributions. In addition, the University of Toledo Medical Center continued

its in-kind contribution of paying for a full-time laboratory technician, part of
RANBOG2NDRa
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Other than salaries and patient education/donor assistance, the other major
expense is software maintenance and enhancements, which power our
matching program. The annual cost of our clinical website hosting, mainte-
nance, support, and software upgrades is approximately $90,000. The APD is
poised to roll out the second-generation version of its web-based software,
which will allow transplant centers to specify many different criteria In order
to help them receive the best match for their recipient.

The APD continues to offer its services to patients and transplant centers
without a fee, but appreciates all contributions as we continue to press for a
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national funding solution for paired donation.

from around the country who have championed the
cause of paired donation and NEAD chains in the press.

In spring 2010, APD submitted a grant application to the federal government
in the amount of $3 million, the purpose of which is to cover donor evaluation

expense, travel, and administration expense related to running the registry.
The grant would cover three years of operating expenses, and would benefit
all participating centers to the extent to which they enroll pairs. A decision is

expected in July.

The Need for 2010 and Beyond

To date, the APD has provided services to its
participating hospitals for free. Transplant
centers and private insurance companies do
not want to pay for working up incompatible
donors who may never give to one of their
patients. Before we will ever see significant
LI NOHAOALI GA2Y FNRY
grams in a national paired donation program,
we must begin to offer them a financially
solvent approach. That approach does not
exist today.

An ongoing, sustainable funding mechanism

needs to be developed where the costs of the
program are paid for by the insurance provid-
ers and hospitals that benefit when patients
are transplanted. But until the APD is self-
supporting, bridge funding is needed to
provide for the salaries of an executive
director, coordinators, software developers
and a laboratory technician. Altogether,
these salaries will cost about $420,000 per
year. Given a savings compared with dialysis
of over $200,000 per patient transplanted
over a five-year period, the APD would only
have to facilitate two transplants to make

such a proposition a break-even proposal for
Medicare. And for private insurance compa-
nies, the cost savings would be even more
substantial. Arguably, the APD has already
saved the U.S. Federal Government $5 million
in its first two years by creating the opportu-
Inity B2 8 additional kidney transplants to
take place that would not otherwise have
occurred.

To make a taxdeductible contribution, you may

either send a check to our home office address or

pay with Paypal by visiting our website,
www.paireddonation.org
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Alliance for Paired Donation

3661 Briarfield Blvd., #105
Maumee, OH 435370

Phone: 419-866-5505

Fax: 419-740-5579

Laurie Reece, Executive Director
E-mail:

laurie.reece@ paireddonation.org

ALLIANCE
FOR PAIRED

DONATION

About the APD

The Alliance for Paired Donation was founded in August 2006, began enrolling pairs in
late 2006, and performed its first transplant in early 2007. At press time, 48 transplants
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have been facilitated, and many more are in the planning stages. Eighty transplant pro-
grams in 30 states have partnered to increase the access of their patients to a large pool
of incompatible pairs for kidney paired donation. In 2007, the APD pioneered a novel
twist on the concept of paired donation that leverages the benevolence of non-directed,
R2Yy 2 N&
developed the concept of Non-simultaneous Extended Altruistic Donor (NEAD) chains of
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another pair in the same situation. In this new approach, more transplants and higher
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quality transplants are achieved than would be performed using traditional 2-
way kidney paired donation. Already the APD has initiated seven NEAD
chains, with three more chains ready to start in April-May 2010. The longest
chain currently stands at 10 transplants and, thus far, the seven chains
together have created 30 additional living donor kidney transplants that
would not otherwise have been possible. For more information about NEAD
e2dz Yl &
t F ANBR YARY B®:/vovin Qifeddyh@iG prg/ddivideo.html.
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Or, request a DVD by contacting the business office.

The APD is a 501c(3) taxempt organization, recognized by the IRS as a charitable
entity. All contributions are tax deductible, and donors will receive a statement for tax
purposes. Your financial support would be greatly appreciated.

2009-10 APD Board of Directors & Scientific Operations Committee

Michael A. Rees, MD, PhD, CEO/Medical Dir.
Professor in the Department of Urology University of
Toledo Medical Center, and Director of Renal Transplanta-
tion and Kidney Paired Donation; he received his medical
degree from the University of Michigan, anda PhDin
immunology from the University of Cambridge. Dr. Rees is
a kidney transplant surgeon and founder of the APD.

William McCreary, President

Billis VP/CTO NSG Group, which is the largest global glass
company, and is headquartered in Japan. Heis currently
working to complete advanced joint degrees from the
University of Toledo College of Engineering and College of
Law. Bill currently holds a BA Chemistry, MA Economet-
rics, MBA Finance and MS Math & Computer Science. Bill
is serving his second term as APD President.

Jim Poure, Vice President

Jimis CEO and founder of GAC Chemical Corp, headquar-
tered in Searsport, ME, with a satellite office in Toledo. He
is Past Chairman of the Board of Directors of both the Univ.
of Toledo Foundation and the Toledo Regional Growth
Partnership Board. He holds an honorary Doctorate De-
gree in Business Administration from the University of
Toledo (2006). Mr. Poure was elected to the board of
directors of the APD in 2009.

Timothy Rettig, Treasurer

Tim has been the owner of Rettig Music Inc. since 1987.
Rettig Music is one of the largest privately owned educa-
tional music companies in Ohio. He is currently serving his
third term as the Treasurer for the Alliance for Paired
Donation and also serves on the Board of Directors for the
Glassmen Drum and Bugle Corps.

Nancy Collins, PhD, Secretary
Dr. Collins is former Laboratory Director, Cytotherapy

Laboratory Memorial Sloan-Kettering Cancer Center in
New York. She is a co-founder of International Society of
Cellular Therapy and was actively involved with the Na-
tional Marrow Donor Program. Nancy and her husband
are alumni of the University of Toledo, and divide their
time between their home in New York and their part-time
duties as University of Toledo faculty members. Nancy is
serving her second term as APD Secretary.

Directors

Mark Fox, JD - Currently the president of the Michigan
based law firm of Fraser Trebilcock Davis & Dunlap, P.C.,
Mark's practice focuses on commercial and intellectual
property litigation. Mark and his firm have generously
donated many hours of legal work to the APD. Michigan
Governor Jennifer Granholm recently appointed Mark to
the State Board of Ethics. Prior to practicing law, he
worked in the U.S. Senate as a political consultantand as a
radio and newspaper reporter. Mark has served on the
APD board since its inception.

Robert Clark, JD - Specializing in criminal law, Bob serves as
Prosecuting Attorney in the Lucas County DA's office in
Toledo, Ohio. He received a living donor kidney transplant
from his son. Bob served as secretary for APD board from
Aug 2006-Dec. 2007, and has been an at-large member
since that time.

Joseph Shapiro, MD - Dr. Shapiro is Professor of Medicine
and Chairman of the Department of Medicine at the Uni-
versity of Toledo Medical Center in Toledo, OH. He re-
ceived his medical degree from the University of Medicine
and Dentistry of New Jersey, and completed his residency
at Georgetown University. Joe also completed a fellowship
in nephrology from the University of Colorado. Dr. Shapiro
was elected to the board in 2008.

Mary Ann Gale

al NB ! Yy SearBEatedr vtiP0cteo80Gamble
began in Cheboygan, Michigan as an employee relations
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Product Supply (manufacturing) organizationin 1999. In
2004 Mary Anne moved to Guangzhou, China where she
served as Vice President, Product Supply Asia until her
retirement in 2008. Mary Anne was elected to the APD
Board inJune 2009.

APD Scientific Operations Committee
University of Toledo Medical Centert Michael A.
Rees, MD, PhD (Chair)
University of Coloradot Larry Chan, MD, PhD
University of MichiganT Alan Leichtman, MD
Baylor Universityt Larry Melton, MD
Florida Hospitalt Bobby Nibhanupudy, MD
Ohio State Universityt Ronald Pelletier, MD
Wake Forrest Universityt Jeffrey Rogers, MD
Indiana Universityt Timothy Taber, MD
University of Alabamat Carlton Young, MD
University of Mississippit Alan Hawxby, MD

Each participating center of the Alliance for Paired
Donation is asked to designate one representative
to provide input to the Scientific Operations Com-
mittee. The Executive Committee of the Scientific
Operations Committee (listed above) meets several
times each year to continue to refine the matching
algorithm and decide matters of policy for APD
participating centers.
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