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2015 was an exceptional year for the International WAGR Syndrome
Association (IWSA). With nearly 300 member families located in 29
countries around the world, we continued to pursue our mission to help
WAGR individuals live healthier and more productive lives. In addition
to providing support and information to assist families throughout the
year, we are pleased to share some highlights from 2015.
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CoRDs/IWSA Patient Registry
The IWSA was selected several years ago by the
National Institutes of Health to participate in a new
program to develop standardized patient registries
for rare diseases. We were honored and excited to be
selected from a large pool of applicants to participate
in the Global Rare Disease Registry (GRDR) project.
IWSA Health Consultant and WAGR parent, Kelly
Trout, took the lead and worked tirelessly with the
NIH and team of other rare disease organizations to
bring the project to fruition. In 2015, we officially
launched the IWSA Patient Registry with support
from CoRDS (Coordination of Rare Diseases at
Sanford). CoRDS is a not-for-profit research
institution, whose goal is to connect as many patients
and researchers as possible to advance treatments
and cures for rare diseases. With a disorder as ultra
rare as WAGR/11p deletion syndrome, it is amazing
that our families now have the opportunity to
participate in our own registry and to ultimately have
their loved ones benefit from the data and
information that will be analyzed and shared.

According to Kelly
Trout, “Fifteen years
ago, there were only 26
WAGR families in the
IWSA (known at the
time as Reaching Out,
The WAGR Network).
Doctors knew very little
about WAGR syndrome,
and no one seemed
interested in studying it.
So Catherine Luis
(another WAGR parent)
and I developed a
simple questionnaire
called “MedQuest”, and
all 26 families
completed it. The
results were
extraordinary. They led
to the first-ever medical
journal review article on
WAGR syndrome, and
also became the catalyst
for a comprehensive
study of the disorder at
the National Institutes
of Health. Today, the
IWSA includes nearly
300 families. With a

state-of-the-art
Patient Registry,
it’s so exciting to
think of what we
can accomplish
now.”
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Japanese WAGR Syndrome Association (JWSA)

In 2015 the JWSA continued to expand its efforts to
support families of children with WAGR syndrome in
Japan. Under the leadership of Masayo Kamimura,
President, and Madoka Hasegawa, Vice President, the
JWSA won the 2015 "Brilliance of Life; Patient's
Association Encouragement" Award. This award was
established to support innovative Japanese rare disease
patient organizations.

The JWSA also held its Second Annual Meeting in
2015. Five WAGR families from all over Japan
traveled to Nagoya for the event. JWSA Leaders who
traveled to America to attend WAGR Weekend 2015
in San Diego were able to share their experiences and
information at this JWSA meeting.

In 2015 JWSA also made great strides
toward enabling Japanese WAGR families to
participate in the IWSA Patient Registry. If this effort
proves successful, the translation protocol developed
by the IWSA Patient Registry Team, Madoka
Hasegawa, and CoRDS may become a viable model
for other international rare disease patient registries.
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JWSA has also made
progress in having WAGR
syndrome recognized as a
"Designated Intractable
Disease" by the Japanese
government. Achieving
this recognition would
provide substantial
medical, financial, and
research support for
patients and their families.

WAGR Weekend 2015

WAGR Weekend was held on the West Coast of the United States in San
Diego, California in August. The Weekend was hosted by John and Leslie
Volk, and Leslie’s sister Karen Vaughan, with wonderful support from both
of their families. Eighteen WAGR families from all over the US and two
families from Japan attended the event. Guest speakers on Saturday
morning included Jeffrey Dome, MD, from Children’s National Medical
Center in Washington, DC, who presented on “Wilms Tumor in WAGR
syndrome,” and Austin Letcher, a representative from CoRDS, who
provided information about the IWSA Patient Registry. Dr Joan Han also
joined our families, via Skype, to share updates in her research.

Thanks to local fundraising led by Karen
Vaughan, attendees were treated to an
afternoon that none of us will forget! The
world-famous San Diego Zoo was the
destination, complete with a special tour of the
zoo just for our group, and a fabulously fun
“tree top” meal onsite. Financial assistance for
travel was provided to many of the families, and
the IWSA was also able to further reduce the
financial burden by covering the cost of one
hotel night for every family. We are so grateful
for the donors and sponsors who made it
possible for these families to experience the
unique combination of respite and support that
is WAGR Weekend!
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IWSA Website Upgrade

Last year we unveiled our newly
designed and updated website,
www.wagr.org. The time and
energy devoted by our volunteer
team, led by former IWSA Vice
President Jason Gromek,
resulted in a professional, userfriendly website that provides a
broad range of information
devoted to WAGR syndrome and
the IWSA. Information available
on the website ranges from
family stories and WAGR
Weekends to guidance for newly
diagnosed families and published
information related to
WAGR/11p deletion syndrome.

As our organization grows and
expands, we realize that maintaining
and updating this important tool is a
job that is more than one volunteer
can manage. We have budgeted
funds for 2016 to hire a professional
webmaster as an independent
contractor, representing the firstever paid position in the IWSA.
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Research Summit
In 2015, the IWSA began partnering
with WAGR Warriors, a non-profit
organization created by Adam and
Jenny Gunckle and members of their
extended family. The Gunckles have
a young child with WAGR syndrome,
and their organization will focus on
promoting and sponsoring research.
The first goal of the IWSA/WAGR
Warriors collaboration is to raise
funds necessary to host a Research
Summit on Wilms tumor in WAGR
syndrome.

More than 50% of children with WAGR
syndrome develop this form of cancer
before their third birthdays. Little is
known about their risk for recurrence,
or for long-term complications from
treatment. Despite this, there has been
no specific research on this tumor in
children with our disorder.

The Research Summit will bring
together a team of international
experts to identify and prioritize the
types of studies needed, and to begin
the process of conducting them.
Anticipated cost of the Research
Summit is $50,000. To date, WAGR
Warriors has raised most of this
amount, and additional fundraising
efforts by both WAGR Warriors and
the IWSA are planned to reach this
goal.
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Award Winning Electronic
Newsletter

We significantly reduced the cost of
producing and mailing the newsletter
by going electronic. In 2015, It was a
Constant Contact “ALL STAR” award
winner, an award given to only 10
percent of nonprofit organization
newsletters.

In 2015 our previously printed and
mailed newsletter was replaced
with an electronic version named
the “WAGR Warrior”. Under the
direction of former IWSA President
Tammie Hefty, the newsletter was
completely redesigned and now
reaches nearly 350 people per
issue--including IWSA families and
friends, educators, medical
personnel, and others interested in
our rare disease.
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IWSA Supported by Fundraising Efforts
We are strong but mighty! The IWSA
depends on the generosity of others to
carry out our mission. Many IWSA
families conduct their own fundraising
activities during the year, ranging from tshirt and lemonade stand sales to golf
outings and casino nights. During 2015,
our families raised more than $18,000 on
behalf of the IWSA. The remaining
donated funds of nearly $20,000 are a
combination of memorial and personal
contributions, and corporate and
foundation donations, including monies
from the WAGR Warriors and the Saul
and Theresa Esman Foundation.
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The IWSA is committed to
excellence in stewardship of the
monies so diligently raised and
generously donated to our
mission. In 2015, our dedication
to fiscal responsibility and
transparency resulted in
achievement of the Guidestar
Exchange Gold Participant
Award, the highest possible
rating from one of America’s
leading reviewers of charitable
organizations.

Appendix A: IWSA Leadership Team

The formal IWSA leadership group consists of two groups of volunteers: the
Officers/Leaders and the Board of Directors. Both groups are elected to
serve specific terms and provide all leadership services and activities on a
volunteer basis

Board

Shari Krantz, Board Chair

Kelly Trout, Board Co-Chair and
Health Consultant

Tom Cox, Board Member

Jeffrey Hefty, Board Member

Officers/Leaders

Education Consultant

Jason Gromek, Vice President

Jennifer Gromek, Vice President

Rhonda Sena, Board Member and

Nikki Hoffman, Treasurer

Tammie Hefty, Social Media

IWSA Registry Team

Director and Newsletter Editor

Kelly Trout

Shari Krantz

Terri Whisenhunt
Jenny Gunckle

Madoka Hasegawa (JWSA)
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Appendix B: 2015 Income Statement
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Appendix B (Cont.): 2015 Income Statement

1

1

The negative income during 2015 was due to anticipated higher costs incurred at WAGR Weekend held in San Diego.
Positive income in prior years allowed the IWSA to absorb those increased costs and still maintain a healthy fund balance
for expenses in future years.
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Can’t Wait to See What We Can Do in 2016!!
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