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Branislav, Jr. (age 4 weeks)

Branislav, Jr. (age 5 months)

Saving lives through education, advances in treatment, and finding a cure for Barth syndrome.

(Photos courtesy of Branislav, Sr. %°¥?)



ABOUT THE BARTH SYNDROME FOUNDATION

Barth syndrome (BTHS; OMIM #302060) is a rare, life-threatening genetic disorder primarily affecting males. It is caused by a
mutation in the tafazzin gene (TAZ, also called G4.5), resulting in an inborn error of phospholipid metabolism.

The Barth Syndrome Foundation is the only organization dedicated to saving lives around the world through education,
advances in treatments, and finding a cure for Barth syndrome.

We work tirelessly to advance research, serve as a resource for families and healthcare providers, and raise
public awareness. We pursue the most innovative research and make sure that it receives proper funding.

We create an informed public and educated patient community to increase early diagnosis and ensure life-
saving treatment.

We provide relentless support to families, caregivers, and healthcare providers.

We will not rest until we have achieved victory — a world in which Barth syndrome no longer causes suffering
or loss of life.

Visit barthsyndrome.org to learn more.

December 2017: Barth syndrome by the numbers

Known individuals living with Barth syndrome 213 in 30 countries

Grant awards funded since BSF was established 104 +otaling S4.5 million

Percentage of BSF Staff and Board members who donated in 2017 100%
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Dear Friends,

This letter marks my transition to the position of Chair of the Barth Syndrome Foundation. am humbled
by this honor and want to thank our previous Chair, Marc Sernel, for his numerous years of service and
dedication to our group.

| am pleased to report that 2017 was another dynamic and productive year for BSF. Your generous
donations continue to advance our mission:

Saving lives through education, advances in treatment, and finding a cure for Barth syndrome.
Susan McCormack

In the following pages, you will find the myriad ways in which your donations benefit Barth syndrome patients and families throughout
the world.

e In 2017, BSF reached a milestone when we awarded our 100" research grant. To date, the Foundation has awarded grants totaling
$4.5 million. This dollar amount, however, pales in comparison to the volume of follow-on funding that has been generated from
our “seed donations.” For example, on page 7, you will read that Dr. William Pu was recently awarded an RO1 grant from the
National Heart, Lung, and Blood Institute that effectively quintupled BSF’s initial donation for his research.

e The year 2017 marked the Barth syndrome community’s entrance into the realm of clinical trials. In April, BSF began involvement
in its first pharmaceutical clinical trial, called TAZPOWER. This trial, for the compound Elamipretide, is expected to be completed
within the next year. A second clinical trial — the CARDIOMAN study for the pharmaceutical Bezafibrate — is anticipated to begin in
the United Kingdom soon (see page 6).

e Shelley Bowen’s tireless efforts to spread awareness and to educate Barth syndrome patients and their families are continuing to
enrich lives. This is described eloquently by the father of Branslav, Jr., on page 4.

Financially, Barth Syndrome Foundation remains healthy, finishing the year with a modest surplus. Our net assets of just over $3 million
place the Foundation in the vital position of being prepared to fund potentially costly future treatment advances envisioned in our near
future (see pages 9-10).

In November of 2017, BSF’s Executive Director, Lindsay Groff, resigned her position. However, the Foundation’s work has continued
unabated due to the strength of its staff (Shelley Bowen, Matt Toth, and Lynda Sedefian) and board during our search for BSF’s next

Executive Director.

We look forward to 2018 with great hope for continued progress toward enriching the lives of our families, achieving breakthroughs in
the scientific and medical arenas, and managing transition within the organization. Thank you all for your commitment to our mission.

Susan McCormack,

Susan McCormack
Chair

“As mother to a son with Barth syndrome, this foundation is a total life line, and | mean that literally! This condition
is rare and complex, so to know that there is a forum to share wisdom and expertise not only from other parents but

also with medical and scientific specialists and experts in their fields and from around the world is nothing short of
remarkable. You can’t imagine how supportive that is and how there can never be enough thanks given!” ~ Anonymous
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Awareness/Education/Family Services

The first words of Barth Syndrome Foundation’s (BSF) mission statement are: “Saving lives through education....” and BSF’s first stated
goal is “To ensure that everyone with Barth syndrome is quickly and accurately diagnosed.” These two endeavors go hand in hand. To
achieve them, BSF expends a portion of its resources on the two key areas of Communications and Family Services. The monies spent
in these areas are critical, as is evident in the story of little Branislav, Jr.

“The results of genetic tests were ready one month after the first heart failure, and Barth syndrome was
confirmed. ... | contacted the Barth Syndrome Foundation, and thanks to Shelley Bowen, we gained contact

with other families and could start to learn how to live with all the complicated health problems.” ~ Branislav,
Father of Affected Individual, Slovakia

Meet Branislav, Jr.

A year ago, we were a family with two daughters and had celebrated 10 years of
marriage, but then a big surprise came. My wife was pregnant. Our happiness
became greater when we found out we were going to have a son. Everything
was fine, and Branislav Jr. was born on May 29, 2017. After three weeks at home,
my wife said, “Look at his colour.” When | saw the purple-gray skin of our son, |
took him to the pediatric ambulatory care immediately. The ride took me about
three minutes, as we needed a doctor to help him with oxygen. After one hour
of resuscitation, he was taken to the ER at the Children’s Hospital in Bratislava,
Slovakia, about 100 km from where we live.

| told my wife only parts of the story right away, as | didn’t want to scare her too
much. We had to wait about three hours to see Branislav, and then the biggest
shock came. The doctors told us that he had little hope of living. But sometimes
miracles happen, and, in seven days, he could breathe without ventilation. We
"came up for air" briefly after this strange week, but we were "drowned" again
only three days later when our son’s heart failed again. At that point, children’s
cardiology admitted him.
Branislay, Jr. (age 9 months)
Back then, Dr. Kunovsky said something about Barth syndrome. My wife called
me from the hospital about it. | tried to google it, but | didn’t understand her
at first and had typed “Bart syndrome” (without the H). | didn’t believe what | read, because Branislav was born with skin. This
misunderstanding was explained, and | started studying the "right syndrome."

Unfortunately, our son’s heart failed again in two weeks due to bad cardiomyopathy, and we thought we had no hope, with another
resuscitation that took seven minutes. The results of genetic tests arrived at almost the same time, and the diagnosis of Barth syndrome
(BTHS) was real for us. It was then that we had the first interviews about heart transplantation, and we learned about a collaboration
between the Pediatric Cardiac Center in Bratislava and Children’s Hospital in Philadelphia, USA. The most complicated and rarest cases
are presented and consulted with American experts through video conference hosted by the U.S. Embassy in Bratislava. Later the U.S.
Embassy donated equipment to the Bratislava Pediatric Cardiac Center so that the Center’s doctors are now able to consult directly
with international experts and better treat their acute patients.

The results of genetic tests were ready one month after Branislav’s first episode of heart failure, and BTHS was confirmed. Unfortunately,
geneticist Laszlo Kovacs died from a heart attack before our son’s diagnosis was finalized. | contacted the Barth Syndrome Foundation
(BSF), and thanks to Shelley Bowen (Director, BSF Family Services & Awareness), we gained contact with other families and could start
to learn how to live with all the complicated health problems. We were surprised how many people offered help, which we needed.

Two months later, both our daughters, my wife and my wife’s mother were confirmed as carriers of BTHS, so we have to take our son’s
illness as preparation for our future grandchildren. Branislav is at home now, and he makes us proud parents of very rare child. As
we enjoy every little thing, other things which were important in the past became irrelevant, and long-term plans don’t exist for us it
seems. We are thankful to all family members, friends and the Barth Syndrome Foundation for contact with people sharing the same
fate, who help us to live with this health condition. (Photo courtesy of Branislav, Sr. °77)
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Awareness/Education/Family Services

Indianapolis Family Gathering

The Barth Syndrome Foundation (BSF) Outreach Program was
developed to foster relationships with our regional families
through informal gatherings in those years when we do not
have an international conference. During these get togethers,
families share what they’ve learned about caring for those with
Barth syndrome, imparting vital information to one another that
improves care. This type of gathering enables BSF to maintain a
sense of community among our members. It is also our intention
to encourage a sense of ownership of BSF.

In July 2017, Tiffini hosted a family outreach where families from

around the midwest convened. The families initially gathered in

downtown Indianapolis, one block from Lucas Qil Stadium. The

first night offered an opportunity for the families to catch up on

everyone’s adventures from the past year, and they watched

movies until early morning. The next afternoon the families

ventured out to the Indianapolis Zoo. The orangutans were a Families helped educate and support each other at BSF’s
huge hit with all of the kids as well as the adults. That evening Indianapolis Family Outreach (Photos courtesy of Tiffini 2°’)

they grilled out, and the kids played baseball and ran around

the playground. Sunday morning everyone enjoyed their breakfast together before saying their goodbyes. Overall, it was a relaxing
weekend, and most importantly, everyone had a wonderful time catching up with each other and sharing experiences and knowledge
about Barth syndrome, as always.

Professor Colin Steward Receives Esteemed 2017 International RARE
Champion of Hope Award for Outstanding Achievements in the Medical
Care and Treatment of Barth Syndrome

Colin Steward, PhD, FRCP, FRCPCH, Consultant in Bone Marrow Transplantation, Royal Hospital
for Children; Reader in Stem Cell Transplantation, University of Bristol, Bristol, England, United
Kingdom, attended the 2017 RARE Patient Advocacy Summit and RARE Tribute to Champions
of Hope series of events held on September 14-16, 2017 in Irvine, California, where he was
honored at the RARE Champion of Hope Award Ceremony as well as the Tribute on Saturday,
September 16, 2017.

Prof. Steward has dedicated a huge part of his life to helping families with Barth syndrome lead
better quality lives, looking further than medicine to see the whole person and to put the person
at the center of his medical care. He is known, respected, and admired by so many within our
international community. He is a powerful voice for our rare condition and for providing better
medical care today with the hope of a successful treatment for the future.

One of Prof. Steward’s current pursuits is an exciting clinical trial of a drug therapy for Barth
syndrome in the United Kingdom, the CARDIOMAN trial. His work in creating this clinical trial
provides a sense of hope to families, as he continues to search for ways to improve the lives of
those affected by Barth syndrome.

Prof. Colin Steward

Prof. Steward is a senior member of the international Scientific and Medical Advisory Board of the Barth Syndrome Foundation. He
has co-authored five publications about Barth syndrome, including a pivotal review of this disease. He acts as an ambassador for the
disease, speaking at many scientific and medical conferences around the world. (Photo courtesy of Amanda Clark °¢)
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Science & Medicine

Clinical Trials ~ Our New Exciting Reality

The research that the Barth Syndrome Foundation (BSF) has supported over the years through its grant program, through its conference
clinics that members have participated in, and through the scientific-medical discussions/debates that take place at the conferences
and beyond, have all contributed to getting us to where we are now. BSF is in a position to finally reap the rewards of what it has
carefully sown and cultivated over the years. The major medical research and pharmaceutical approval agencies of the US government
are now explicitly encouraging and endorsing what BSF has been doing since its inception — fostering a vibrant and caring scientific-
medical-patient community to help our members, and others like them. We are united in a struggle to lessen the suffering of not only
our own members, but that of others with similar diseases.

In April of 2017, the company Stealth Biotherapeutics initiated a clinical trial with Barth syndrome individuals testing their lead
compound Elamipretide — the TAZPOWER study. Barth syndrome will soon embark on another pharmaceutical clinical trial using the
pharmaceutical Bezafibrate which will take place in the United Kingdom — the CARDIOMAN study. We anticipate a third trial starting
soon that involves gene therapy, which is very exciting due to its revolutionary approach for treating human disease. Clinical trials
of other therapies also are being planned, as we want to keep up the therapeutic assault on this cruel disease. BSF is very fortunate
and blessed to have researchers, clinicians, and members who have worked hard and struggled to be where we are now — enrolling
volunteers to test specific treatments for Barth syndrome.

A clinical trial is an experiment on humans that tests the usefulness of a particular therapy in a scientific way. All clinical trials benefit
from what has come before, and volunteering for any clinical trial has great value. No one can predict whether one therapy or another
(or a combination of therapies) will be useful, but the process of performing any clinical trial gives the healthcare and research
community a great deal of information about the disease under study. We need those who are able to step up and volunteer as much
as they can. These volunteers not only have the potential to help themselves, but they also will help fellow Barth individuals who
cannot participate, and they may help other people afflicted with similar serious diseases.

In 2017, Dr. Matt Toth, BSF Science Director, attended several meetings at the major funding and drug approval arms of the US
government — the National Institutes of Health (NIH) and the Food and Drug Administration (FDA), respectively. There is new thinking
taking hold at both of these organizations that heralds a renaissance in how advances in healthcare are made. A remarkable consortium
of academic, industrial, and patient advocate organizations is focusing their efforts on the patient and on rare disease sufferers in
particular. The NCATS division (National Center for Advancing Translational Science) of the NIH has put together a “toolkit” to do
the very things BSF has been doing for years, and it describes what we should be doing (and are) in this era of clinical trials for Barth
syndrome. No rare disease will be left behind by NCATS. Patient advocate organizations like BSF are an integral and essential part of
this consortium. BSF is made up of the only people who can volunteer to test these new drugs/treatments for Barth syndrome in the
clinical trials.

(L-R) Nick (age 20) and Devin (age 13) help advance potential treatments by participating in Dr. Todd Cade’s exercise study

(Photos courtesy of Michaela and Nicole 2°77)
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Science & Medicine

BSF Researcher Awarded R0O1 Grant from the National Institute of
General Medical Sciences

Dr. William T. Pu

Once again, seed money granted by Barth Syndrome Foundation (BSF) has led to follow-on funding, effectively
quintupling BSF’s initial research dollars. Barth syndrome researcher, William T. Pu, MD, Professor of
Pediatrics, Harvard Medical School; Department of Cardiology, Boston Children’s Hospital; Principal Faculty,
Harvard Stem Cell Institute, Boston, MA, was awarded an RO1 grant from the National Heart, Lung, and
Blood Institute for his proposal entitled “Understanding mitochondrial regulation of cardiac development
and function through studies of Barth syndrome”. This grant will enable Dr. Pu to continue the work that
he began with initial funding from the Barth Syndrome Foundation. This study will provide fundamental
information on cardiolipin and mitochondrial function in heart development and heart disease. The studies
will have direct relevance to the pathogenesis of Barth syndrome as well as more common cardiovascular
diseases and will inform development of targeted therapy for Barth syndrome.

Dr. Pu has been awarded the following four research grants from BSF entitled “Reactive oxygen species and
mitochondrial dynamics in the pathogenesis of Barth syndrome” (2013); “Maturation of Barth syndrome

models for clinical translation” (2012); “Using induced pluripotent stem cells and modified RNAs to model and correct Barth syndrome”
(2011); and “Analysis of metabolic abnormalities in TAZ-deficient cardiomyocytes” (2009). Dr. Pu also serves on BSF’s international
Scientific and Medical Advisory Board. (Photo courtesy of Amanda Clark °%¢)

Research Grant Program

With the completion of the 2017 Barth Syndrome Foundation (BSF) Research Grant Cycle, 16 annual award cycles have committed a
total of US $4.5 million to this important effort through 104 research grants to 60 principal investigators around the world. As with
all BSF grant cycles, the projects from the 2017 cycle that were accepted by BSF were actually awarded the following year, thus being
included in 2018 fiscal year expenses. BSF, with the advice of its international Scientific and Medical Advisory Board, and with support
from international affiliates, awarded four research projects. BSF is very happy to be able to support the following grant recipients:

Borko Amulic, PhD, Lecturer (Assistant Professor), University of Bristol, Bristol, UK
“Neutrophil dysfunction in Barth syndrome”
Award: US $49,967 over 2-year period

*Partial funding for this award was provided by Barth Syndrome Trust

Martin van der Laan, PhD, Professor, Saarland University, Homburg, Germany

“Mutual connections of mitochondrial membrane architecture and cardiolipin homeostasis in Barth
syndrome”

Award: US $48,906 over 1.5 year period

*Funding for this award was provided by Association Syndrome de Barth France

(Cont’d on page 8)
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Science & Medicine

Research Grant Program

(Cont’d from page 7)

Miriam Greenberg, PhD, Professor, Wayne State University, Detroit, Ml

“Cardiolipin activates pyruvate dehydrogenase (PDH) — a potential new target for treatment of Barth
syndrome”

Award: US $50,000 over 1-year period

Richard Epand, PhD, Professor, McMaster University, Hamilton, Ontario, Canada
“The cause and consequences of plasmalogen depletion in Barth syndrome”
Award: US $50,000 over 1-year period

*Partial funding for this award was provided by Barth Syndrome Foundation of Canada

Colin Phoon, MPhil, MD, Associate Professor, New York University School of Medicine, New York, NY
“Prenatal cardiac phenotype as a platform for testing Barth syndrome therapies”
Award: US $70,000 over 2-year period

*Partial funding for this award was provided by the Paula and Woody Varner Fund

A complete list of all grant awardees can be found on BSF’s website at www.barthsyndrome.org.

(Photos courtesy of grant recipients %°*’)

“l have worked with the Barth Syndrome Foundation for more than 15 years as a physician and a researcher.
They are well organized and focused on education and advancing treatment for Barth syndrome for families,
scientists, physicians and health professionals. They have a terrific record of funding research, including

clinical, basic science and translational research. They have a unique conference every two years that brings
together families, scientists and clinicians. The foundation continues to grow and is a model foundation
for rare disease advocacy.” ~ Carolyn Taylor, MD, The Children’s Heart Program of South Carolina, Medical
University of South Carolina
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Finances

Barth Syndrome Foundation (BSF) remains a financially healthy organization, ending FY 2017 with
net assets of over $3 million. This fund balance places our organization in the critical position of
being prepared to fund significant potential treatment advances. Some of these — such as gene
therapy — are in our near future and are likely to be a material draw on our assets.

BSF’s 2017 revenues exceeded expenses by just over $100,000. While favorable, this result was
not without issues. Donations were below budget by approximately $160,000. While fund earnings
were over budget — and more than made up for the drop in donations — BSF understands the risk
inherent in financial market movements.

The major expense areas for BSF in 2017 were in keeping with our mission: “Saving lives through
education, advances in treatment, and finding a cure for Barth syndrome.” As shown in the charts
on page 10, 79% of BSF’s revenues in 2017 were spent on key program areas: Family Services,
Communications & Awareness, Science & Medicine and Barth Registry, and Research Grants.

We wish to thank our donors for their generosity in helping us reach our vision: A world in which
Barth syndrome no longer causes suffering or loss of life.

Quentin (age 6)

(Photo courtesy of Maurita %°¥)

Statement of Financial Position
For year ended December 31, 2017 (with comparative totals for year ended December 31, 2016)
Assets
12/31/2017 12/31/2016
Assets:
Cash & Cash Equivalents S 204,805 S 552,960
Investments 3,752,322 3,220,066
Accounts Receivable 2,381 7,899
Prepaid Expenses 11,947 13,011
Total Assets $ 3,971,455 $ 3,793,936
Liabilities and Net Assets
Liabilities:
Accounts Payable & Accrued Expenses S 70,611 S 20,904
Deferred Revenue 8,750 0
Grants Payable 179,423 195,475
Total Liabilities S 258,784 S 216,379
Net Assets:
Unrestricted S 1,254,271 S 918,886
Temporarily Restricted 2,458,400 2,658,671
Total Net Assets S 3,712,671 $ 3,577,557
Total Liabilities & Net Assets $ 3,971,455 $ 3,793,936
*See annual audit for notes and additional information
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Statement of Activities

For year ended December 31, 2017 (with comparative totals for year ended December 31, 2016)

Year Ended Year Ended
12/31/2017 12/31/2016
PUBLIC SUPPORT AND OTHER REVENUES:
Public Support:
Contributions S 865,365 S 939,006
Conference Revenue 0 62,610
Grant Income 0 25,000
$ 865,365 $ 1,026,616
Investment Income 200,581 92,101

Total Public Support & Other Revenues

$ 1,065,946

$ 1,118,717

EXPENSES AND LOSSES:
Program Services:
Communications & Awareness S 136,354 S 140,368
BSF Conference 0 164,146
Family Services 110,244 107,663
Barth Syndrome Registry & Repository 16,374 20,342
Research Grants 256,449 410,648
Science & Medicine 215,892 197,295
$ 735,313 $ 1,040,462
Supporting Services:
Management & General S 146,747 S 93,684
Development & Fundraising 48,772 80,093
$ 195,519 S 173,777
Total Expense & Losses $ 930,832 S 1,214,239
CHANGE IN NET ASSETS S 135,114 (95,522)
NET ASSETS, beginning of year $ 3,577,557 $ 3,673,079
NET ASSETS, end of year $ 3,712,671 S 3,577,557

All Expenses

Support Services
21%

Program Expenses
79%

Note: BSF’s full 2017 audited financials are available on our website at www.barthsyndrome.org.
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Leading the Way

The Barth Syndrome Foundation's (BSF) Board of Directors provides oversight of governance, fundraising efforts, and the overall
guidance of BSF, while BSF’s international Scientific & Medical Advisory Board offers expertise that is invaluable to the mission and
future of our organization. Finally, BSF is privileged indeed to have the support of key partners from the public and private communities
that provide the bulk of the funding for our programs. BSF wishes to thank and recognize all of these individuals and groups for their
hard work and dedication.

Marecus E. Sernel, Chairman Florence Mannes, Board Member Kevin Woodward, Treasurer

David Axelrod, MD, Board Member Susan A. McCormack, Secretary Lindsay B. Groff, ex-officio, Executive Director
Matthew Blumenthal, Board Member Susan S. Osnos, Board Member Stephen B. McCurdy, Chairman Emeritus
Nicole Derusha-Mackey, Board Member Catharine L. Ritter, Board Member

Bruce J. Develle, Board Member John Wilkins, Board Member

Lindsay B. Groff Shelley Bowen, Director Lynda M. Sedefian Matthew J. Toth, PhD
Executive Director Family Services & Awareness Executive Assistant Science Director

Michael Schlame, MD — Chairman; Cell Biology & Anesthesiology, Colin G. Steward, PhD, FRCP, FRCPCH; Pediatric Hematology, Bristol

NYU School of Medicine, New York, NY Royal Hospital for Children; Clinical Lead, NHS Barth Syndrome
Service; Bristol, United Kingdom

Peter G. Barth, MD, PhD — Emeritus; Pediatric Neurology (retired), Arnold W. Strauss, MD; Pediatrics and Research, Cincinnati

Emma Children’s Hospital/AMC, Amsterdam, The Netherlands Children’s Hospital Medical Center; Cincinnati Children’s Research
Foundation, Cincinnati, OH

W. Todd Cade, PT, PhD; Physical Therapy & Internal Medicine, Mark Tarnopolsky, MD, PhD, FRCP(C); Neuromuscular &

Washington University School of Medicine, St. Louis, MO Neurometabolic Clinic, McMaster University Medical Center,
Ontario, Canada

Iris L. Gonzalez, PhD; Molecular Diagnostics Lab, A. I. DuPont Jeffrey A. Towbin, MD; Pediatric Cardiology, Cincinnati Children’s

Hospital for Children, Wilmington, DE Hospital, Cincinnati, OH

Miriam L. Greenberg, PhD; Biological Sciences, Wayne State Hilary Vernon, MD, PhD; Genetic Medicine, Johns Hopkins

University, Detroit, Ml University and at the Kennedy Krieger Institute; Director, Barth
Syndrome Clinic at Kennedy Krieger Institute, Baltimore, MD

Grant M. Hatch, PhD; Lipid Lipoprotein Research, University of Ronald J. A. Wanders, PhD; Genetic Metabolic Diseases,

Manitoba, Winnipeg, Canada Academic Medical Center, University of Amsterdam, Amsterdam,

The Netherlands

John Lynn Jefferies, MD, MPH, FAAP, FACC; Advanced Heart Failure | Katherine R. McCurdy — Emerita, BSF SMAB
and Cardiomyopathy, Heart Institute, Cincinnati Children’s Hospital
Medical Center, Cincinnati, OH

Richard I. Kelley, MD, PhD; Metabolism, Kennedy Krieger Institute, | Catharine L. Ritter, RN — ex-officio; Board of Directors, BSF
Johns Hopkins University, Baltimore, MD; Visiting Professor,
Department of Genetics and Genomics, Boston Children’s Hospital,
Boston, MA

William T. Pu, MD; Pediatric Cardiology, Boston Children’s Hospital;
Harvard Stem Cell Institute, Boston, MA Matthew J. Toth, PhD — ex-officio; Science Director, BSF

Mindong Ren, PhD; Anesthesiology & Cell Biology, NYU School of
Medicine, New York, NY

Barth Syndrome Trust (UK & Europe) Barth Syndrome Foundation of Canada
1 The Vikings 162 Guelph Street, Suite 115

Romsey, Hampshire S051 5RG, United Kingdom Georgetown, ON L7G 5X7, Canada
Association Syndrome De Barth France Barth Italia Onlus

13 rue de la Terrasse Piazza Carrobiolo 5

92150 Suresnes, France 20900 Monza, Italy
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2017 Donors

PAULA & WOODY VARNER FUND
Angels ($1,000 - $4,999)

The Beynon Family

Buckley, Les & Nancy

Dillon Foundation

Henricks, Dr. Bruce & Peggy
Hixson, Christina

Kiechel, Dr. Fred & Vivian
Somers, Peter & Dr. Kristin
Wilkins, Dr. Mike & Susan

Contributors ($50 - $999)
Allman, Peter & Maureen
Basler, Dr. Rod & Debbie
Bettenhausen, Bob & Joanne
Bingham, Dr. Dave
Burmeister, Blaine & Abby
Burmeister, Chuck & Marita
Burmeister, Jon & Jackie
Campbell, Bob & Candy
Carveth, Dr. Steve & Beth
Cent, Norbert & Beverly
Cheatham, Dr. John
Cheatham, Linda
Cimino, Dr. Mike & Patty
Desmond, Jerry & Sally
Dittman, Alice
Farrar, Doug & Shawn
Firestone, Dave & Jane
Ganz, Doug & Pam
Haessler, John & Nancy
Hedgecock, Norm & Debbie
Henriksen, Allen & Penelope
Hill, Carter & Winnie Mann
Jensen, Tom & Marilyn
Kaiser, Matt & Bridgette
Kennedy, Dianne
Lee, Matt & Sara
Linder, Dr. Max & Pat
Massengale, Dr. Martin & Ruth
McNair, Gail
Nelson, Scott & Teri
Norris, Dr. Mike & Mary
Olson, Loy & Julie
Otte, Hon. Rob & Carolyn
Raun, Robert & Eileen
Rawley, Ann
Roskens, Dr. Ronald & Lois
Seaman, Andrew & Robyn Steely
Shamblin, Dave & Sue
Shreve, Bill & Linda
Sonderegger, Ted & Mary Ann
Stohs, Dr. Gene & Kristen
Susan Sehnert Stuart & Jim Stuart, Jr.
Charitable Trust
Stuckey, Dennis & Nancy
Tegt, Dr. Tom & Barb
Thach, Nic & Christy
Varner, Judy
Varner, Tom & Beth
Wiederspan, James & Ann
Wiederspan, Mark & Jess
Wilkins, Dr. Lee & Kristy
Wilkins Burnham, Joanne
Wood, Tom & Kelli

SCIENCE & MEDICINE FUND
Angels ($1,000 - $4,999)
Eklund, Chris & Tanya
Olson, Dick & Sharon

Contributors ($50 - $999)
Baffa, Ted & Rosemary
Brown, Gene & Carla
Cappello, Frances

Cox, Edward & Margaret
Crathern, Glenn & Sue
Esrey, Bill & Julie

Garver, James

Holly, Ron & Linda

Miller, Merle & Lucy
Morris, Ronald & Cynthia
Smith, Warren & Mary
Tedona, Sylvia

Toth, Dr. Matt & Marilyn
Woodcox, Larry & Carolyn

WILL McCURDY FUND FOR
ADVANCEMENT OF THERAPIES
Stars ($5,000+

Blumenthal, Sen. Richard & Cynthia
Buly, Dr. Bob & Lynne

Clapp, Gene & Meredith

Cusack, Tom & Carrie

Lummis, Brad & Gaylord

Lummis, Marilyn

Malkin, Peter & Isabel
McCormack, Patty
McCurdy, Steve & Kate
Pierson, Dr. Robin & Allene

Angels ($1,000 - $4,999)
Adlam, Dr. Jim & Patty
Atwood, Brian & Lynne

Bill and Melinda Gates Foundation
Epstein, Paul & Leah

Geary, Ann

Hall, Greg & Dacey
Houstoun, Sally & Larry Evoy
Jewish Communal Fund
Kugelmann, Steve & Jan
Randolph, Dr. Peter & Helen
Rey, Lisa

Russell, Paul & Sara
Viebranz, Elaine

Welcome, Michael & Carolyn

Contributors ($50 - $999)
Alimanestianu, Alex

Azar Fairchild, Chris & Laura
Bauman, Patricia

Bennis, Lisa

Berardino, Bob & Martha
Berman, Dr. Harris & Ruth Nemzoff
Berry, Rick & Carla

Beshar, Peter & Sarah

Bilik, Kari

Bolnick, Gary & Meryl
Bolton, Tim & Mary Rose
Brause, David & Cheryl
Brown, Debra

Brown, Tom & Missy
Burean, Thomas & Deborah Ettington
Burgess, Larry & Char
Burke, Agnes

Burke, Margaret & Frank Owens
Burtis, Cleo & Jim Comerford
Chen, Robert

Cherniak, Benjamin

Cohen, Charles

Crandall, Risa

Crowley, Diane

Cushmore, Patt

Feldstein, Elayne

Fiore, Susan

Garfield, Leslie

Garver, James

Gavin Beatty, Chloe
Germain, Luke

Gerszberg, Rich & Caren
Gillies, Ron & Leonie

Glenn, Bill & Lisa

Goitia, Carmen

Golden, Richard

Goodwin, Bill & Ginny
Gottsegen, Alison

Greene, Rev. Dorothy
Grossman, Rana

Heffernan, Bill

Heine, Tim

Heller, Randy & Cindy
Hennessey, Mike & Mary Alice
Herbsman, Jonas & Lori
Hillel, Pavel & Susan
Hobbins, Antonia

Hoffman, Laura

Howard, Neil & Barbara
Jofre, Jaime & Laura

Juico, Jose & Eileen

Julie, Frank

Kaminer, Brian & Elizabeth
Karliner, Sam & Jill

Kimmey, Joseph

Kubisch, Joan & Leif Halverson
Kvernland, John & Juliette
Landa, Jeannete

Lee, Jeff & Jenn

Lehman, Steve & Melinda
Levinson, Marla

Linen, Jon & Leila

MacKay, Douglas

Mancino, Angelo & Rosemary
Mapother, Amy

Marfoglia, Maurizio & Holly
Maynard, Dr. Ed

McCarthy, Megan

McGuire, Terry

McKay, Richard

Mpclaren, Carol

Menzel, Mary
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Miller, Jill

Morgenstern, Marc & Louise
Mouracade, Valerie
Murray, Alan & Carolyn
Odouard, Francois & Reshmi
Patrick, Kristin

Plonsker, Robin

Porter, Tim & Carla

Pratt, Berit

Rabkin, David

Ratner, lan & Carol
Raynaud, Veronique
Remensnyder, Mary
Roberts, John & Betty
Robidoux, Monique
Rodbell, Gary & Colette
Rodbell, Mitchell & Liz
Roggow, Beth

Rothman, Amy

Rotondi, Andrew & Mary
Russell, Harold & Margo
Rutherford, Alanna
Sadler, Evelyn

Sandoval, Dr. Claudio & Ellen Marie
Santamaria, Marco & Judy
Sarkozi, Paul & Jill
Schoen, Chris & Melissa
Sedefian, Lynda

Segal, Mark & Heather
Seltzer, Stu & Danielle
Sherbany, Dr. Ariel
Shokrian, Melissa

Shtull, Ora

Singer, Craig
Slone-Goldstein, Tara
Smith, Dr. Herbert

Smith, Jeff & Janet

Smith, Jeff & Judi

Smith, Michele

Solomon, Ira

Sterling, James

Stern, Lauren

Stewart, Jodie

Suzuki, Matthew
Townley, Dan & Birgit
Tulchin, David & Nora
Tunguz, Stefan & Julie Kinch
Wallerstein, Diana

Walsh, Liz

Ward, Jeffrey

Waters, Marty & Helen
Wayne, Sharon
Weinstein, Wendy
Wenglin, Dr. Barry & Barbara
Weston, Garrett & Patricia
White, Bill & Marian
Wilkins Burnham, Joanne
Wolff, Patricia

Wyman, Michael & Ellen
Zangara, James & Marie
Zierk, Holly

Zierk, Tom & Gail
Zorthian, Greg & Robin

GENERAL FUND

Stars ($5,000+

Blumenthal, Matthew

Branagh, John & Megan
Branagh, Matt

Branagh, Thomas & Diane

The Lebensfeld Foundation
Lummis, Marilyn

Malkin, Scott & Laura

McCurdy, Steve & Kate
McKown, Chris & Abby Johnson
Miller, Kirt & Martha

Russell, Dr. Paul S.

Sernel, Gordon & Sharon
Sernel, Marc & Tracy

Earl and Brenda Shapiro Foundation
T. Rowe Price Foundation, Inc.
Taussig, Tim & Nancy

Angels ($1,000 - $4,999)
Anonymous (1)

American Express Employee Giving
Avanti Polar Lipids, Inc.

Bailey, Clarke & Trish

Barth Italia Onlus

Bauer, Jon & Nancy

Bellig, John & Susan

Bercovich, Bruce

The Black Dog Private Foundation, Inc.
Blumenthal, Claire

Blumenthal, Sen. Richard & Cynthia

BNY Mellon Corporation
Bogert, Carroll

Branagh, Nicole

Brody, D.W. & Tracy
Bronner, Dr. Trudy

Cain, Jim & Rita
Campbell, Debbie
Canova, Frank & Kate
Cieters, Vanessa

Cohn, Natalie & Paul

Communication Research Associates, Inc.

Cox, Dr. Gerald

Cushman, Trey & April

Dague, Nick & Brandi

Devin’s League of Super Heroes
FiftyOne Tongeren

Greenberg, Dr. Miriam & Dr. Shifra Epstein

Griffith, Alex & Kathleen

Haines, Dr. Tom

Hales, Bryan

Hart, Dana

Heineman, Ben & Cris

Hex, Guy

Hillebrand, Martin

Holly, Greg & Keli

House, David & Jan

Ingersoll, Paul & Mariana

Johnson, Malcolm & Deloris

Kintzer, Don & Karyn

Kirkham, Collier & Ann

Kirkland and Ellis Foundation

Kroger, Matt & Suzanne

Lascurettes Mangiapane, Vincent &
Denise

Logan, Christie

Lummis, Marvin

Lynn, Gregory & Beth

Malkin, Louisa

McCormack, Susan & Ken Marra

McCurdy, Mac & Ginny

McGuire, Terry

McNay, Colin & Anne

Minor, Walter & Eleanor

Olson, Ken & Tina

Osnos, Suze & Peter

Pattee, Diane

Randolph, Dr. Peter & Helen

Robinson, Frank & Sharon

Section 16H Group

Smith, Leslie

Stoll, Ned & Cindy

Swennen, Erik & Veerle

Szeto, Dr. Hazel

Vaisman, Natan & Beth Roberts

Van Langendonck, Karel & Magda

Weltlich, Bob & Dodie

Winston, Laura

Wyman, David & Becky

Zehner, Jon & Carlyn

Zeller, Bill & Anne

Contributors ($50 - $999)
Anonymous (1)

Abate, Lisa
Abderrahmane, Didier
Abel, Mike & Nancy
Accardi, Mike & Carrie
Adams, Sandy & Greg Devereux
Adler, Dr. Ronald & Judy
Agnone, Blakely

Aleman, Julio

Allen, John & Karen
Allstate Giving Campaign
Alvarez, Jessica

Amalong, Thomas & Aleta
Amazon Smile

American Express PAC Match
Ameriprise Employee Gift Matching
Amlicke, Tom & Susan
Andersen, Jenelle
Antonelli, Roberta
Anyanwu, Emeka
Archibald, Elizabeth

Arndt, Kenneth

Arnt, Jennifer

Arter, Lisa

Aspen Europe Belgium
Axelrod, Dr. David & Jessica
Ayscue, Erin

Baer, Susie & Ben Chan
Baffa, David & Michelle
Baffa, Jamie

Baffa, Kevin

Baffa, Matt

Baffa, Ted & Rosemary

Bahr, Trish

Bailey, Kelley

Bailey, Shara

Baker, Timothy

Bales, Joy

Ballard, Robin

Ballard, Stacey & Frank Baffa
Banach, Mike & Bunny
Banes, Scott & Lindsey
Barab, Stuart & Anne
Barad, Seth & Amy
Barber, Sara

Barli, Stone

Baron, John & Christine
Barth, Dr. Peter

Bartlett, Becky

Bassett, Colleen

Bateman, Cynthia

Bater, Jennifer

Bauer, Steve
Bayard-Richard, Tilly
Bean, Carolyn

Becton Dickinson Company
Behnke, Eugene & Margaret
Bell, Wesley

Bennett, Judith

Berardino, Bob & Martha
Berens, Wayne & Harriet
Berman, Dr. Harris & Ruth Nemzoff
Berridge, Mary Lee

Berry, Rick & Carla

Berry, Shane

Bertling, Norbert & Donna
Betz, Christopher & Megan
Bianchi, Carlotta
Bilokur-Tobias, Becky
Biscoe, Laurie

Bittel, Stewart & Rhonda
Black, Jill

Blair, Sally

Blanton, Nancy
Blumenthal, Dr. David & Dr. Ellen
Boal, Susan

Bogaert, Christophe
Bogert, Amy & Robert Baldwin
Bogert, Nick & Sally
Bollmer, Lori

Bonawitz, Jennifer

Bond, Louis & Kimberly
Boone, Joyce Anne
Boozer, Kevin & Alanna
Bosak, David

Bosak, John & Annie
Botto, Mike & Patrice
Bowen, Shelley & Michael
Bowers, Steve

Bowman, Ron & Nancy
Bradford, Yoko

Bradley Wolf, Gina
Bradrick, Tracy

Branagh, Andrew
Branagh, Kimberly
Brandau, Adam

Brazier, Devona
Breathnach, Lisa

Bremner, Lynn

Brennan, Alan & Kate
Brennan Jones, Mary Augusta
Brewer, Gerilyn & Henry Mueller
Brickey, Beverly

Britt, Peggy

Brookhouse, Rhonda
Brooks, Ken & Linda
Brooks, Terry & Christina
Broome, Jan

Broux, Jef

Brown, Melinda

Browne, Dee

Browning, Melvin & Helen
Bruno, Ellen

Bruza, Emily

Bucci, Michael & Erika
Buddemeyer, Andrew
Buddemeyer, David
Buddemeyer, Donna
Buddemeyer, Leslie
Budnick, Jamie

Bufford, Sheila

Bullard, Sylvie

Buly, Jocelyn

Burdgick, Lindsey

Burgett, John & Nancy
Burian, Scott

Burkett, Brad & Marcia
Burner, Joann



2017 Donors

Burnett, Johnny & Teresa
Burns, Geraldine

Burtis, Cleo & Jim Comerford
Butera, Jacquie & Donald Kyle
Cabot, Dale

Cade, William & Janice
Caldwell, Will

Callahan, Lynn

Campbell, Sue

Capaldi, Diane

Cardwell, Alicia

Carlin, Megan

Carroll, Terrence & Ellen
Casale, Betty

Cassidy, Mike & Loeda
Cavanaugh, Matt & Alice
Chahal, Debbie
Champagne, Jasmine
Champagne, Jill

Chandler, Peggy

Chandler, Robert & Darla
Chapin, Steve & Debbie
Chapman, Annah
Chastain, Shelley
Cheatham, Joyce King
Cheser, Karen

Chick-fil-A at Eastgate Plaza
Childs, Piper

Choi, Cherryl

Christensen, Lisa
Christopher, Elena
Chudomel, James

Ciampi, Francesco
Cianciola, Brooke

Coelho, Brian

Cohune, Vicky

Coleman, Charlie
Coleman, Katy

Colon, Jose

Community Health Charities
Concannon, Maura
Condon, Jane & Ken Bartels
Condon, Mark

Connally, Jennifer

Coogan, Susan

Cook, Melanie

Coombe, Burt & Amy
Cooper, Elena

Cooper, Terry & Carol
Corral, Tawny

Courtney, Shirley

Cousart, Mary Cay
Cracchiolo, Jim & Marilyn
Craft, David

Craig, Robb & Jean
Crathern, Glenn & Sue
Crathern, Charles
Crawford, Michael & Eleanor
Crisco, Brenda

Cronin, Kristen

Crosby, Christie

Crossan, John & Jeanne
Crowell, Ray & Pat
Crowley, Chuck

Crowley, Peter & Gretchen
Crozier, Kenneth & Nancy
Cumpton, James & Kayleigh
Cunniffe, Jim & Kelly
Cunningham, Scott & Monica
Curtis, Paul

Curwin, Jay

Dahring, Leslie

Danielle, Amber

Dannels, Dick & Terry
Danzig, Daniel & Dianne
Darby, Sandy
Daughenbaugh, Mary
Davis Turner, Angela

Daw, Debbie

Dawson, Greg & Deanna
Deatherage, Gail

Debeuf, Patrick

DeCarlo, Susan

Deekle, Glenna
Degrandis, Kathleen
DeLeon, Andrew
Delgrosso, Karen
Dennemann, Cyndi
Derusha, Charles & Bernadette
Derusha, Katheryn
Derusha, Kylie

Derusha, Laura

Derusha, Tammy
Derusha-Mackey, Nicole
Develle, B.J.

Devinger, Molly

Devoto, Sandra

Dickson, Linda

Dickson, Timothy
Dinicola, Donald & Michelle
Doherty, Linda

Dolcetti, Roberto
Dollard, John & Janet
Dollard, Kevin

Domin, Branislav & Michaela
Donnalley, Jen

Dove, Deanna

Dowie, Bill

Drake, Bryan & Sarah
Drake, Frank & Teresa
Dugan, Adam

Dugan, Brooke

Dugan, Mark & Sherry
Dunn, Ann Marie

Dunn, Mark & Anna
Duran, Crystal

Duran, Henry & Lisa
Durrence, Debbie

Dutta, Nirman

Dyke, Gwyn

Egueur, Madeleine

Elia, Corinne

Ellis, Duane

Ellis, Sean

Elliston, Ann

Elsberry Shafer, Peggy
Encina, Ed & Shannon
Engberg, Kate-Marie
Engberg, Marc & Agnes
Engberg, Renee
Enterline, Carol

Estella, Susanna

Evans, Keith

Evans, Robert & Beverly
Fairchild, Dewayne & Julie
Faris, Pam

Fast, Eric & Patricia
Feinberg, Scott
Fennimore, Diane
Ferebee, Joseph
Firestone, Jim & Ann
Flatt, Charles

Florez, Angelo & Michelle
Flowers, Carley

Floyd, Carole

Floyd, Edmond & Julie
Floyd, Jane

Flynn, Clare

Forte, John & Gertrude
Foster, William & Barbara
Francis, Patricia

Franklin Insurance Agency, Inc.
Freeman, Lillian

Friar, Ellen

Furby, Joanne

Fusco, Jennifer

Gallahan, Renee

Galli, Ronald & Erin Kathleen
Gallone, Maureen
Gamache, Lisa

Ganote, Felicia

Garcia, Michele

Garcia, Nick & Allie
Garcia, Rudy & Linda
Garrett, Katie

Garver, Sharon

Garver, William

Gavin Beatty, Chloe
Gelmini, Valerie
Genentech, Inc.

Generali, Joan

George, Jayne

Gewitz, Dr. Michael & Judy
Gibson, Heather

Giglio, Toni

Gilbert, Pete

Gillies, Luke & Melanie
Girton, John

Gittelman, Ann

Giuntini, Martina Buso Riccardo
Given, Melissa
Gleason-Dick, Colleen
Gnam, Sheila
Goldenberg, George & Arlene
Gonzalez, Dr. Iris & Raul
Google, Inc.

Gordon, Mitch & Julie
Gorecki, Julie

Gorman, Howard

Gould, Jan & Michele Lewis

Goulet, Mike & Vickie
Grandin, John & Anne
Granite United Way
Grant, Kaylan

Gratza, Lisa

Grauer, Fran

Graves, Maurita

Gray, Dusty & Melany
Greene, Rev. Dorothy
Grimes, Maryanne
Grobolshek, Stacie, Matt & Miles
Groff, Lindsay

Grose, Maddy & Nora
Gungor, Umut & Katherine
Guthorn, Robert & Marguerite
Hagar, Rodney & Elissa
Hall, Leigh

Hall, Steve

Hall, Tracy

Hallam, Ken & Terry
Hallam, Mark
Haltermon Morris, Laurie
Hamel, Haley

Hammon, Jessica
Hammond-Cross, Terri
Hann, Megan

Hanna, Jessie

Harman, Chris

Harman, James & Merlene
Harmon, Melissa

Harp, Ethan

Harrison, Greg
Haviland, Jordan & Eliza
Hawkins, Robert & Jean
Hazen, Ned & Liz

Healy, Chris

Heath, Mary

Heck, Lisa

Heikkinen, Alan & Lorna
Henige, Dianne
Hennahane, Rhonda
Henning, Brandon
Hensley, Charlotte
Hensley, Christopher & Deborah
Hermans, Valerie

Herr, Cabby

Herron, Greta

Hester, Denton & Lucille
Hester, Randy & Marian
Heyl, Kathryn

Hicks, Stephanie
Hidalgo, Jeannie
Higgins, James & Julia
Higgins, John & Liz
Higgins, Kelsey

Higgs, Andrew

Hinton, Suzanne
Hoffmann, Paul
Holbrook, Frank

Holly, Craig

Hood, Amy

Horiuchi, Dr. Todd & Jennifer
Horkey, Shelly

Horn, Nick & Pam
Horton, Nancy

Hovater, Michael & Rebecca
Howell, Patricia

Hubby, Pam

Hudson, Jeff

Hunt, Derek

Ingersoll, Ann

Ingersoll, Chris
Ingersoll, Jared & Tina
Intel Corporation
Investure LLC

Ireland, Jia

Irving, John & Emily
Ison, Ann

Jacapraro, Janet
Jackson, Jay & Teresa
Jaeger, Dianne

Jansen, Jeff

Jarrett, Gregg & Cate
Jasper, Britton

Jaswal, Surinder
Jeffery-Miller, Dorothy
Jenkins, Erica

Joerres, Dan

Jofre, Jaime & Laura
Johnston, Arnold
Johnston, Jane

Jones, Robert

Joyce, Dave & Jane
Kaiser, Shelly

Kalapasev, Ned & Brie

Kanan, Mary

Kasala, Michal

Kassai, Marie

Kay, Ken & Sue

Keckler, Gail

Keegan, Catherine

Kelly, Ellie

Kelly, Stephanie

Kennedy, Jarrah

Kern, Philip & Linda
Kesler, Thomas

Keurig Green Mountain Coffee
Kiacz, Katie

Kilmer, Taylor

Kim, Eurus & Sharon
Kimball, Philip & Eleanor
Kimicata, Arthur & Marion
Kimzey, Megan

Kindred, Margo

King, Charlie & Janie Lyon
King, John & Allis

King, Leslie

King, Martha & Ira Jackson
Kirby, Dreama
Kirchgessner, Sarah

Kirk, Becky

Kirkbride, Kayla

Klahn, Courtney

Klahn, Erik

Knight, Katie

Knudsen, Julie

KNY Fencing Academy
Kocak, Ferhat

Koelsch Rebori, Dr. Emily
Kolinsky, Andrea

Kovich, Sanja

Kozar, Trudy

Kreisberg, Amy

Kroger, Fred & Robbin
Kruse, Thomas

Kubisch, Joan & Leif Halverson
Kugelmann, Mike & Catherine
Kugelmann, Peter & Karen
Kugler, John

Kumari, Sunita

Lai, Becky

Lajoie, Judy

Lallemand, Caroline
Lallemand, Valerie

LaMar, Kathy

Lampman, Ralph & Karen
Lanave, Jessica

Lane, Lisa

Langford, Harriet
Lascurettes, Nancy

Lasley, Andrea

Lavina, Anne

Lawrenz, Melanie
Lazarchik, Andrew
Leadbeater, Michael & Mary
Lederman, Dr. Seth & Sarah
Lee, Beth

Legg Mason Charitable Foundation
Lehman, Larry & Pat
Lending Club

Leon, Roberto & Hilda
Leon, Susan & Andy Fredman
Leone, Lewis & Claire
Levin, Dana

Levine, Peter & Marion Day
Levine, Russell

Levinson, Charles

Levitt, Laura

Levy, Joel & Sondra

Levy, Julisse

Liebenguth, Mouse

Lim, Dr. Yoonjeong

Linn, Pam

Linstadt, Stephanie

Liscio, Liz

Lisle, Jim & Pauline

Little, Amy

Liu, Lindsey

Long, Bryan

Lott, Betty Keasling

Lott Jenkins, Sharon

Lott Stafford, Patti
Loustau, Leena

Luel, Liat

Lummis, Dick & Carmela
Lynch, Lilian

Lyon, Janie

Maduck, Molly
Malasoma, Michele
Mann, David & Shelia

Marano, Tony
Marchessault, Patricia
Marra, Anthony

Marsh, Earl

Marshall, Brian & Tricia
Marsico, Michael & Jodi
Marson, Melani

Marsonet, Benjamin
Martin, Dani

Martin, John

Marygreen, Rosie

Massie, Stan

Mathies, Gary & Madonna
Maynard, Dr. Ed

McCarthy, Reenie
McClellan, MGC, CGC, Rebecca
McCormack, Patty
McCormack, Dr. Timothy & Marcia
McCormick, Michael
McCraw, Linda

McCraw, Susan

McDonald, Kelly

McElroy, Megan
McFarland, Mary

McFee, Wendy & Jmel Wilson
McGarr, Karen

McGeady, Bridget

McGee, Courtney

McGreer, Lindsey

McGuire, Betsey

McKenna, Kevin & Mary
Meclaren, Carol

McNally, Mark & Nannette
McNeil, Thomas & Michelle
McNicholas, Sharon
McPhee, Kristina

MpcTear, John & Donna
Medina, Danielle

Medow, Dr. Marvin & Carol
Merchant, David

Messman, Trish
Metagenics Belgium BVBA
Michaud, Steven & Yoko
Michener, Sandt & Kathryn
Microsoft Matching Gifts Program
Mihalich, Jim

Miller, Glenda

Miller, Jane & Clyde Rayner
Miller, Melinda

Miller, William & Patricia
Miller Potts, Brenda
Milliron, Kristen

Millman, Paul & Susie
Minard, Michael & Katherine
Minor, Chris & Marv Hubbell
Mixter, Steve & Beth

Mizell, Mindy

Moats, Marti

Mofidi, Shideh

Monetti, Tim & Cathy
Montanaro, Louis & Lucy
Montanaro, Louis & Theresa
Monterosso, Francis & Carol
Montgomery, John

Moody, Tammy

Moore, Thomas
Morehouse, Clark & Susan
Moreland, Amie

Morris, Alex

Morris, Amber

Morris, Keith

Moskowitz, Rebecca
Motzkin, Bud & Diane Blum
Muaddi Darraj, Susan
Mueller, Henry

Mundrick, Douglas
Murayama, Rosie

Murphy, Donald & Jane
Murray, Diane

Myers, Doug & Annie
Myers, Judy & Ira Schwartz
Myers, Kristen

Myers, Robert

Naas, Daniel

Nation, Kelly

Naughton, John

Needer, Miles

Negi, Sidharth

Neill, Merrily

Nelson, Rick & Allyson
Nemanic, Erik & Kathy
Nevins, Michael & Simone
Newacheck, Rick & Pamela
Ng, Greg

(Cont’d on pg. 14)
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2017 Donors

Nicoll, Rev. Tom & Mary
Norman, Jamie & Julie
Northcutt, Jeanie
Northover, Paul
Northrup, Bruce & Jan
Nunamaker, Annette
O’Connell, Ryan & Janet
O’Connor, Jen

Ohara, Catherine
Okoniewski, Joseph & Rita
Oliver, Jason

Olsen, Steven & Nancy
Olson, Amy

Olson, Dick & Sharon
Opolka, Alicia

Oracle Company

Osnos, Evan & Sarabeth
Palmer, Kirk & Lori
Palmer, Penny

Paolizzi, Vincent & Celeste
Pardo, Marilyn

Pasquini, Francesca

Patel, Pitendra

Pavsek, Laurie

Peaslee, Elisa

Peat, John & Mary

Peevy, Angela

Pellettieri, Ralph & Ginger
Peluso, Carlo

Pena, Chris & Kristi
Pepworth, Donna & Fraser Strain
Perez, Alan & Heather
Pergam, Dr. Carl & Dr. Jeannette
Perrotto, John

Peruski, Steve

Philip, Kathy & Rob Shultz
Phillips, Nancy & Tom Dunne
Phoon, Dr. Colin & Janet
Pianka, Seth

Piazza, Marie

Pickett, Lisa

Pierce, Marcia

Pierson, Ali

Pierson, Frank & Nancy
Pierson, Russell

Piland, Sherrie

Pitchford, Shelby

Plumez, Dr. Jackie & Jean Paul
Pope, Anna

Prudames, Zoe

Purcell, Bob & Jackie
Purdy, Dr. Bill & Molly
Rader, Carol

Rader, Stephanie

Raispis, Stanley

Randall, Jana

Randell, Dr. Jay & Amer
Rasmussen, Brenda

Ray, Joyce

Read, Lynwood & Marsha
Reaves, Ronald & Patsy
Reiser, Nancy

Remley, Lori

Rennie, John & Ginger
Revere, Kathy

Rhodes, Alberta

Rhodes, Elizabeth

Rigsby, Robert & Deborah
Rimby, David & Katherine
Riseborough-Evans, Wendy
Ristic, Dejan

Rivera, Belinda

Roberts, John & Betty
Roberts, Michael & Patti
Robinson, Mandie
Robinson McFarland, Jennie
Rodbell, Gary & Colette
Rodriguez, Nayma
Rogers, Larry & Cathy
Roggow, Beth

Rohleder, Eric

Roller Cortopassi, Leslie
Rollins, Michael & Kim
Rosenblatt, Stephen

Rosenfeld, Dr. Alvin & Dr. Dorothy Levine

Rossi, Marco

Rotary Club Bilzen-Alden

Roth, Dave & Jen

Roth, Randy

Rothschild, Adam & Kathy

Rothschild, Debbie

Rovner, Tanis

Ruanto, Wally

Rubino, Nicole

Russell, David & Babette

Rutledge, Elizabeth

Ryan, James & Miriam

Ryan, Dr. Robert

Saavedra, Bebe

Sabin, Todd

Sahlein, Steve & Nancy

Sampson, Dr. Hugh & Anne

Sandels, Geoff & Wanda

Sannicandro, Anthony & Donna

Sansonetti, Mary

Scheid, Dan

Schlame, Dr. Michael & Laili
Moshirzadeh Moayedi

Schlapak, Gregor & Sonja

Schoenherr, Dan & Heather

Schreiber, Mary Ann & Ed Mooney

Schulze, Cathy

Schumacher, Dean & Donna

Schwarz, Dan & Judy

Searle, Urling

Sedefian, Lynda

Segal, Anne & Mark Silvershotz

Segars, Dina

Selke, Wesley

Sermabekian, Robert & Heidi

Serone, Maruschka

Serzan, Vincent & Eileen

Sevier, Amanda

Seymour, Bernadine

*Corporate donors make up less than 1% of total donations.

2017 Gifts of Time, Advice, Services and Products

Association Syndrome de Barth France

Barth Italia Onlus
Amulic, Dr. Borko
Axelrod, Dr. David
Bakaovic, Dr. Marica
Baldwin, Dr. H. Scott
Barth Syndrome Foundation of
Canada
Barth Syndrome Trust
Barth, Dr. Peter G.
Bazinet, Dr. Richard P.
Becker, Dr. Thomas
Blumenthal, Matthew
Bolyard, RN, BS, Audrey Anna
Bowen, Michael
Bowen, Shelley
Branagh, John & Megan
Brunetti-Pierri, Dr. Nicola
Byrne, Dr. Barry J.
Cade, Dr. W. Todd
Calder, Dr. Phillip
Cazzaniga, Dr. Paola
Chicco, Dr. Adam
Chin, Dr. Michael T.
Claypool, Dr. Steven
Cohn, Natalie
Corcelli, Dr. Angela
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Damin, Michaela
Derusha-Mackey, Nicole
Develle, MSW, B.J.
Dhar, Dr. Shanta
Dinauer, Mary

Drake, Bryan & Sarah
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Our Mission

Today, Barth syndrome is a rarely understood, frequently fatal, genetic disorder primarily affecting males.
The Barth Syndrome Foundation is an engaged, global community whose mission is...

Saving lives through education, advances in treatment, and finding a cure for Barth syndrome.

Thank you for your generous gifts that made all of this possible. We hope you will continue to support us so
that we may continue to offer these vital programs to all those affected by Barth syndrome.

“As a scientist that interacts with affected families, | just want to state that BSF not only supports families
with information, moral support, meetings, but very importantly has supported (and continues to support)
research into the causes of Barth syndrome and potential therapies; this is now coming to fruition in the
form of two clinical trials — all in just 17 years since BSF was created.” ~ Iris L. Gonzalez, PhD

With your help, we are entering
a new threshold of hope — clinical trials!

BSF Awarded Spot on 2017 Top-Rated List of Nonprofits from GreatNonprofits!
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Branislav, Sr. and Team Barth members raise awareness and funds for BSF (photo courtesy of Michal Plesnik %)

Thank you for making a difference
in the lives of those affected by Barth syndrome.

National Health Council
Standards of Excellence
Certification Program ®

Member of the Genetic Alliance Member of the National Health Council, abiding by all 20
Standards of Accountability and 38 Standards of Excellence

Accredited by the Better Business Bureau,
meeting all accreditation standards Member of the Guide Star Exchange Program

Member of the Rare Foundation Alliance

Barth Syndrome Foundation
2005 Palmer Avenue #1033 / Larchmont NY 10538 / Phone: 855-662-2784 / Email: bsfinfo@barthsyndrome.org
www.barthsyndrome.org

Please send donations to:
Barth Syndrome Foundation / PO Box 419264 / Boston, MA 02241-9264



