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

Devin (age 12)
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Dear BSF Friends,

Devin, the handsome young man on the cover of this report, celebrated his twelfth birthday at our conference
back in June. What a special night it was. As we all sang happy birthday and enjoyed the delicious cake, |
glanced over at Devin’s mom, Nicole. The look on her face said so much without her saying a single word.
She was looking at her son, surrounded by other boys just like him... in a place without judgement for looking
small for his age, a room filled with love and hope. And for that moment, Devin was just like everyone else.
What a moment of joy that was not just for Devin and his mom, but for all the moms and dads, siblings,
grandparents, scientists, doctors, and friends.

While you may not have been there in person, you were there in spirit. Without your gifts, the conference
Lindsay Groff would not be possible. Your support brought hope to our families as they listened intently in their sessions.
Your donations allowed the top researchers and clinicians to discuss groundbreaking ideas.

In addition to another truly inspiring conference, 2016 brought other exciting accomplishments. Thanks to you, the Barth Syndrome
Foundation (BSF) celebrates another year of progress and hope. Here are some highlights you’ll read about in this report:

e Adorable Wyatt dropped the puck at a New York Islanders game, raising awareness to a huge audience of hockey fans
across the US.

e Dr. Michael Schlame was awarded the prestigious Varner Award for his selfless support over many years and received a
second RO1 grant from the National Institutes of Health (NIH).

e Devin’s mom, Nicole, talks about their journey with Barth syndrome.

e Dr. Michael Chin received an RO1 grant from the NIH, building on seed funding from BSF.

e Four worthy grants received funding to push research further, thanks to your generosity.

e  BSFremains in a strong and healthy financial position.

You give us hope. Thank you for all you do and thanks for making 2016 another fantastic year.
With pride and gratitude,

//}(a{my B fmff

Lindsay B. Groff
Executive Director

Dr. Iris Gonzalez & Henry (age 8)

Page 2 Barth Syndrome Foundation 2016 Annual Report



Dear Friends,

I am delighted to report that 2016 was yet another strong year for the Barth Syndrome Foundation (BSF).
Thanks to your incredible generosity, we have accomplished so much.

BSF advanced the mission through increasing awareness and funding innovative research about Barth
syndrome, as you’ll read about in the following pages.

We also continue to make great progress with both foundational research and in moving toward possible
clinical trials with not just one but several potential therapeutic candidates (see, e.g., page 8 for this year’s
research grants). All of the work done over the past 16 years has placed us at the point of transformative

Marc Sernel breakthroughs.

We anticipate that BSF will face new and greater challenges as we continue to push hard for a treatment or
cure for Barth syndrome. Taking the next steps from promising therapeutic possibilities to actual clinical trials to available treatments
will require even more work, sacrifices, and resources than those we have expended to date. Thus, while | am happy about our
achievements in 2016 and thankful to all that contributed to our successes, | am also deeply aware of the challenges that lie ahead
between us and our ultimate goals. | can assure you that BSF will not give up. We will continue our quest to end the suffering caused
by Barth syndrome.

Thank you all for your continued support in this journey.

/%/‘0 c@/‘l@/

Marc Sernel
Chairman

December 2016: Barth syndrome by the numbers

Known individuals living with Barth syndrome 211 in 26 countries

Number of genetically confirmed individuals enrolled in Barth 54
Syndrome Registry 2.0

Grant awards funded since BSF was established 99 totaling $4_2 m||||on

Percentage of BSF Staff and Board members who donated in 2016 100%

“The Barth Syndrome Foundation community is tight-knit, knowledgeable, and inclusive. The Foundation includes not
only the patients and their families but also scientists, physicians, and others taking care of Barth patients, all working
together — and | mean really together — to cure Barth syndrome. | believe the single “jewel” that epitomizes this
Foundation is the biennial international conference they organize, which brings together patients, their families, and
scientists from around the world to make headway into this devastating disease.” ~ Colin Steward, PhD, FRCP, FRCPCH,
Bristol Royal Hospital for Children, England
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Awareness/Education/Support

“I've been involved with BSF for about 10 years now and | can’t speak highly enough of this great organization. For a small group
focused on a rare genetic condition, it’s amazing to see the impact they have. The Foundation has raised millions of dollars for

research into Barth syndrome, has raised awareness among the medical community and is always there for parents in need.”
~ BSF Board Member

Extending Our Voice Globally

Australian Family Gathering

Dr. Matt Toth, BSF Science Director, and Shelley Bowen, Director, BSF Family
Services & Awareness, joined the Australian families, via GoToMeeting, during
their Australian family gathering in Melbourne Australia in March, 2016. Matt
provided the families with an overview about potential therapies in the pipeline and
answered questions the Australian families had about opportunities to participate
in these studies. (Photo courtesy of Mel 2°%)

Families enjoying the Australian Family Outreach

Barth Syndrome Represented at New York Islanders Game

In December, 2016, the New York
Islanders held a “Barth Syndrome
Night”, and allowed us to raise
awareness and money for our cause.
Nine-year-old, Wyatt, appeared on the
Jumbotron, rode the Zamboni, high-
fived all the players, got an official
jersey, and even did the puck drop!

(Left photo courtesy of New York
Islanders; right photo courtesy of BSF

201 6)

Wyatt did the puck drop ‘Donations please!”
and appeared on the Jumbotron Volunteers at New York Islander Game

Advancing Diagnosis

BSF published a revised and informative brochure about Barth syndrome, written by people at BSF and reviewed by the clinical
members of our international Scientific and Medical Advisory Board (SMAB). It provides a good overview of this complicated syndrome
from several angles. One important section lists a summary of some of the unusual clinical complexities that can arise (sometimes very
quickly) as a result of the multi-system nature of this disorder. This brochure is free and available online at www.barthsyndrome.org.
The purpose is to promote early, accurate diagnosis and appropriate treatment for patients.

“I’'m quite certain Barth syndrome is under-diagnosed. If you have never heard of the disease, you are not going to look, you
are not going to find.” ~ Jeffrey Towbin, MD, Co-Director, Heart Institute, Le Bonheur Children’s Hospital; Chief of Cardiology, St.

Jude Children’s Research Hospital; Chief of Pediatric Cardiology, University of Tennessee Health Science Center, Memphis, TN; Barth
Syndrome Foundation Scientific & Medical Advisory Board
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Conference

The 2016 Barth Syndrome Foundation (BSF) International Scientific, Medical & Family Conference was remarkable. The motto for the
conference, “Team Barth,” brought into focus what this new frontier of clinical trials/studies will mean for Barth syndrome individuals,
their families, and the researchers and clinicians who attended. Like previous conferences, the 2016 meeting provided information for
new and for experienced families, collected new scientific/clinical information, and offered valuable training/lifestyle tips.

The Scientific and Medical sessions showcased the incredible scientific progress in understanding Barth syndrome and outlined the
therapeutic ideas and therapies that have germinated with BSF’s support over the years. The BSF community is now at the stage where
Barth syndrome individuals need to volunteer for clinical studies and clinical trials to reach our common goal, treatments and a cure.
It will certainly take a “team effort” to reach this “final frontier” that we believed would come one day.

Our mission has always been the compass to guide us. When Kate McCurdy (a member of BSF’s Scientific and Medical Advisory
Board) pointed to the midpoint of a clinical trial roadmap during her presentation to the families, our families gained a clear view
of the progress we have made since 2000. There is more ground to cover, but the energy in the room strengthened as researcher
after researcher presented opportunities about potential therapies for BTHS. No longer is the brass ring of Barth syndrome therapies
a distant dream but is realistically within our grasp. We have always had hope that we would someday reach our ultimate vision of
ending suffering and death caused by Barth syndrome. With clinical trials in the pipeline, that hope may well become a reality in the
not-so-distant future. Every attendee, regardless of role or relationship who had ever attended a previous conference hailed the 2016
conference as the best one ever. Every first-time family attendee overwhelmingly found the conference to be transformational.

Attendees of BSF’s 2016 conference (Photo courtesy of Amanda Clark 2°6)

Paula & Woody Varner Award for Pioneers in Science and Medicine
The Varner Award for Pioneers in Science and Medicine was presented to Dr. Michael Schlame,

MD, Associate Professor of Anesthesiology & Cell Biology, New York University School of

Medicine; Director, Cardiothoracic Anesthesia, New York University Langone Medical Center,

New York, NY, who currently chairs the Barth Syndrome Foundation’s (BSF) international Scientific

and Medical Advisory Board.

Dr. Schlame was the first person to receive a RO1 research grant specifically on Barth syndrome.

An RO1 is a major, highly competitive grant from the National Institutes of Health, and he

received a second RO1 award in 2016. He has published many of his research findings on Barth

syndrome in top scientific and medical journals. In addition to his own scientific research, Dr.

Schlame’s clinical expertise in anesthesiology and intensive care have also contributed to the

care of Barth syndrome patients. Dr. Schlame also has contributed significantly to the work of [L-R] John (age 35) &

BSF by spreading the word about Barth syndrome far and wide. Dr. Michael Schlame
(Photo courtesy of BSF %°%6)

Barth Syndrome Foundation 2016 Annual Report Page 5



Family Services

“Thanks to BSF, we are not on this journey alone. Expertise is always an email or phone call away. Attending BSF’s conference

enables us to learn so much about this incredibly rare condition, while spending time with families from around the world that
are just like Devin.” ~ Nicole, Mother of Nathaniel & Devin, Michigan

Meet Nathaniel & Devin

My first son, Nathaniel Joseph, died when he was two weeks old. | had no idea he was sick. My world was
turned upside down. At that time, | didn’t know about Barth syndrome.

Our journey began in 2002. When Nathaniel Joseph was born on September 9%, he seemed to be the picture
of health. That is, until he died unexpectedly two weeks later. The cause of death was eventually determined
to be dilated cardiomyopathy. We were told it was a fluke, a one in a billion thing. Nothing could have been
done, and it would never happen again.

When | discovered | was pregnant again, just over a year later, | panicked. Numerous tests were performed Nathaniel
throughout the pregnancy, and | was assured my baby had a healthy heart. However, when Devin James was  (Photo courtesy Nicole)
born on July 22, 2004, he couldn’t breathe. He was rushed to the neonatal intensive care unit, where an

X-ray revealed a severely enlarged heart. He was intubated and airlifted to our local children’s hospital. | was

terrified. | just couldn’t bear the thought of losing another child.

Devin spent nine agonizing weeks in the pediatric intensive care unit, where he suffered
complete heart failure and a full cardiac arrest. Eventually, my sweet baby underwent
successful heart transplant surgery.

Barth syndrome had been suspected early on, but genetic testing performed prior to the
transplant revealed a mutation that had never been seen. Although Devin’s symptoms and
family history indicated Barth syndrome, it was not considered enough for a diagnosis.

In 2006, | saw an episode of Discovery Health Channel’s “Mystery Diagnosis” that featured

Barth syndrome. | immediately got in contact with Shelley Bowen (Director, BSF Family

Devin

Services & Awareness). She urged me to look further into genetic testing. (Photo courtesy of Nicole)

After six months of additional testing, Devin was finally diagnosed with Barth syndrome at the age of 27 months, more than two years
after receiving the “gift of life,” and four years after the death of his brother, Nathaniel.

Devin (age 10)
(Photo courtesy of
Amanda Clark %°%¢)

This diagnosis is so important in many aspects of Devin’s care, including nutrition, metabolism, growth,
cardiac care, physical therapies, education, and more. Infection is a constant worry. We once spent four
days in hospital for a scraped elbow! Devin takes countless medicines and supplements. We know the
emergency room all too well. Life can be hard as a 12-year-old boy who is the size of most seven-year-
olds. Add the suffering from muscle weakness, extreme fatigue, and lots of missed school — it just breaks
my heart some times. As his mother, | worry constantly.

One light in this darkness is the Barth Syndrome Foundation (BSF). Thanks to BSF, we are not on this
journey alone. Expertise is always an email or phone call away. Attending BSF’s conference enables us to
learn so much about this incredibly rare condition, while spending time with families from around the
world that are just like Devin.

Devin is also seen at the Barth Syndrome Clinic at Kennedy Kreiger Institute, the only clinic in the US that
specializes in Barth syndrome. And, we are very excited about clinical trials on the horizon for the first
ever, possible treatment of Barth syndrome!

Thanks to BSF and the “gift of life,” | am the proud mother of a relatively healthy and happy 12-year-old
boy. | am so grateful to all the donors who make the work of the foundation possible. Thank you for
helping Devin and all of his “Barth brothers” around the world.
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Science & Medicine

BSF “Seed Funding” Leads to National Institute for General Medical
Sciences Grant

Dr. Michael Chin

Barth syndrome researcher, Michael Chin MD, PhD, Associate Professor, University of Washington, Seattle,
WA, was awarded an RO1 grant from the National Institute for General Medical Sciences for his proposal
entitled “Intracellular mitochondrial enzyme replacement therapy for heart and skeletal muscle in Barth
syndrome.” This grant will enable Dr. Chin to continue the work that he began with initial funding from
the Barth Syndrome Foundation. He will study the mechanism by which recombinant tafazzin enters
the cells and travels to the mitochondria, measure the pharmacokinetics and tissue distribution of the
enzyme replacement therapy, and measure effectiveness of the enzyme replacement therapy in correcting
cardiomyopathy, skeletal myopathy and neutropenia in a mouse model of Barth syndrome.

Dr. Chin practices general adult cardiology at the University of Washington Medical Center. He directs a
research laboratory focused on understanding the molecular biology of the cardiovascular system. His
major research interests include understanding transcriptional control of cardiovascular development, the

environment influences that affect the development of cardiovascular disease and developing novel therapies for cardiovascular and
myopathic disorders. Dr. Chin was awarded the following research grants from BSF entitled “Enzyme replacement therapy in heart
failure associated with tafazzin deficiency” (2014), “Tafazzin enzyme replacement therapy in a mouse model of Barth syndrome”
(2013), and “Tafazzin enzyme replacement therapy for heart muscle in Barth syndrome” (2012). (Photo courtesy of Dr. Michael Chin %)

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

Dr. Michael Schlame

Barth syndrome researcher, Michael Schlame, MD, Associate Professor, New York University School of
Medicine, New York, NY, was awarded an RO1 grant from the National Institute for General Medical Sciences
for his proposal entitled “Abberant cardiolipin dynamics in Barth syndrome.” The objective of this application
is to identify the mechanism that causes partial replacement of cardiolipin by monolyso-cardiolipin in
Barth syndrome and to elucidate its functional consequences. This objective fits into our broad goals to
understand the function of cardiolipin in mitochondria and to unravel the molecular pathophysiology of
Barth syndrome.

Dr. Schlame’s subspecialties include cardiothoracic anesthesiology and critical care, and his research interests
include Barth syndrome, lipids and mitochondria (with particular concentration on mitochondrial energy
metabolism), pulmonary surfactant, cardiolipin, mechanisms of multiple organ failure, and cardiomyopathy.
His clinical focus includes adult and pediatric critical care, cardiothoracic anesthesia, and pediatric
anesthesia.

Dr. Schlame is also chair of the Barth Syndrome Foundation’s international Scientific and Medical Advisory Board. (Photo courtesy of Amanda

Clark 2019)

Deacon (age 1) Ben (age 12) Darryl (age 35)

(Photos courtesy of Amanda Clark 2°*)
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Science & Medicine

Research Grant Program

With the completion of the 2016 Barth Syndrome Foundation (BSF) Research Grant Cycle, 15 annual award cycles have committed a
total of US $4.2 million to this important effort through 99 research grants to 58 principal investigators around the world. As with all
BSF grant cycles, the projects from the 2016 cycle that were accepted by BSF were actually awarded the following year, thus being
included in 2017 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:

Christina Pacak, PhD, Assistant Professor, University of Florida, Gainesville, Florida
“Optimization of AAV-mediated gene therapy for Barth syndrome”
Award: US $100,000 over 2-year period

*Funding for this award was provided by the Will McCurdy Fund for Advancement in Therapies for Barth
Syndrome and Barth Syndrome Foundation of Canada

Deborah Tribouillard-Tanvier, PhD, Permanent Researcher, CNRS, University of Bordeaux, Bordeaux,
France

“Discovery of drug candidates for the Barth syndrome using a yeast-based screening approach and higher
eurkaryotic models of this disease”

Award: US $44,000 over 2-year period

*Funding for this award was provided by Association Barth France

W. Todd Cade, PT, PhD, Professor, Washington University, St. Louis, Missouri
“Characterization of the ‘metabolic phenotype’ in Barth syndrome with cardiac transplantation”
Award: US $49,820 over 1-year period with $21,000 in travel expenses

*Funding for this award was provided by the Will McCurdy Fund for Advancement in Therapies for Barth
Syndrome

Shanta Dhar, PhD, Associate Professor, University of Miami Miller School Medicine, Miami, Florida
“Cardiolipin enhancing biodegradable nanoparticle for Barth syndrome”
Award: US $50,000 over 2-year period

*Funding for this award was provided by the Science & Medicine Fund

) , .
A complete list of all grant awardees can be found on BSF’s website at www.barthsyndrome.org. (Photos courtesy of grant recipients %)
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Finances

Through YOUR generosity, we funded more ground-breaking scientific research and supported
more families in need. We continue to work hard (and smart) to get the best results from our
precious resources.

In these pages, you can read about our triumphs in 2016. None of this work would have
happened without your help. We are grateful to all those who respond willingly to our request
for donations. You are helping us get a little closer to our ultimate vision of a world in which
Barth syndrome no longer causes suffering or loss of life.

You can feel confident when making a donation to BSF. Together, the staff and Board ensure
that the endorsement of the Better Business Bureau Wise Giving Alliance and the National
Health Council continues to be earned. The 20 Standards of Accountability and 43 Standards
of Excellence, respectively, are applied to all we do. We have also earned a top rating from
Great Nonprofits.

Travis (age 3)

(Photo courtesy of Amanda Clark %°¢)

Statement of Financial Position
For year ended December 31, 2016 (with comparative totals for year ended December 31, 2015)
Assets
12/31/2016 12/31/2015
Assets:
Cash & cash equivalents S 1,188,645 S 1,592,360
Investments 2,584,382 2,302,699
Accounts receivable 7,898 2,352
Prepaid expenses 13,011 16,495
Total assets S 3,793,936 $ 3,913,906
Liabilities and Net Assets
12/31/2016 12/31/2015
Liabilities:
Accounts payable & accrued expenses S 20,904 S 16,726
Grants payable 195,475 224,101
Total liabilities S 216,379 S 240,827
NET ASSETS:
Unrestricted S 918,886 S 700,727
Temporarily restricted 2,658,671 2,972,352
Total net assets S 3,577,557 $ 3,673,079
Total liabilities & net assets $ 3,793,936 $ 3,913,906
*See annual audit for notes and additional information
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Statement of Activities

For year ended December 31, 2016 (with comparative totals for year ended December 31, 2015)

Year Ended Year Ended
12/31/2016 12/31/2015
PUBLIC SUPPORT AND OTHER REVENUES:
Public Support:
Contributions S 1,001,616 $ 3,074,346
Grant Income 25,000 64,475
Interest Income 55,791 26,632
Realized Gain (Loss) on Sale of Stock (701) 16,961
Unrealized Gain (Loss) on Investments 53,582 (18,072)

Total Public Support & Other Revenues

$ 1,135,989

$ 3,147,381

EXPENSES AND LOSSES:
Program Services:
Communications & Other S 140,368 S 121,864
BSF Conference 164,146 30
Family Services 107,663 126,542
Barth Syndrome Registry & Repository 20,342 23,013
Research Grants 439,494 625,381
Research Grants Funded Directly by BSF Affiliates (28,846) (34,917)
Science & Medicine 197,295 197,725

$ 1,040,462

$ 1,059,638

Supporting Services:

Management & General S 110,956 S 86,987
Development & Fundraising 80,093 85,685
$ 191,049 S 172,672

Total Expense & Losses

$ 1,231,511

$ 1,232,310

CHANGE IN NET ASSETS (95,522) $1,915,071

NET ASSETS, beginning of year S 3,673,079 1,758,008

NET ASSETS, end of year $ 3,577,557 $3,673,079
All Expenses Breakdown of Program Expenses
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Leading the Way

The Barth Syndrome Foundation's (BSF) Board of Directors provide

s 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 the individuals for their hard work and dedication.

Marcus E. Sernel, Chairman

Bruce J. Develle, Board Member

John Wilkins, Board Member

David Axelrod, MD, Board Member

Florence Mannes, Board Member

Kevin Woodward, Board Member

Matthew Blumenthal, Board Member

Susan A. McCormack, Secretary

Lindsay B. Groff, ex-officio, Executive Director

Randy Buddemeyer, Treasurer

Susan S. Osnos, Board Member

Stephen B. McCurdy, Chairman Emeritus

Nicole Derusha-Mackey, Board Member Catharine L. Ritter,

Board Member

Lindsay B. Groff
Executive Director

Shelley Bowen, Director
Family Services & Awareness

Lynda M. Sedefian
Executive Assistant

Matthew J. Toth, PhD
Science Director

Michael Schlame, MD — Chairman; Cell Biology & Anesthesiology,
NYU School of Medicine, New York, NY

Colin G. Steward, PhD, FRCP, FRCPCH; Pediatric Hematology, Bristol
Royal Hospital for Children; Clinical Lead, NHS Barth Syndrome
Service; Bristol, England

Peter G. Barth, MD, PhD — Emeritus; Pediatric Neurology (retired),
Emma Children’s Hospital/AMC, Amsterdam, The Netherlands

Arnold W. Strauss, MD; Pediatrics and Research, Cincinnati
Children’s Hospital Medical Center; Cincinnati Children’s Research
Foundation, Cincinnati, OH

W. Todd Cade, PT, PhD; Physical Therapy & Internal Medicine,
Washington University School of Medicine, St. Louis, MO

Mark Tarnopolsky, MD, PhD, FRCP(C); Neuromuscular &
Neurometabolic Clinic, McMaster University Medical Center,
Ontario, Canada

Iris L. Gonzalez, PhD; Molecular Diagnostics Lab, A. I. DuPont
Hospital for Children, Wilmington, DE

Jeffrey A. Towbin, MD; Pediatric Cardiology, Cincinnati Children’s
Hospital, Cincinnati, OH

Miriam L. Greenberg, PhD; Biological Sciences, Wayne State
University, Detroit, Ml

Hilary Vernon, MD, PhD; Genetic Medicine, Johns Hopkins
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
Manitoba, Winnipeg, Canada

Ronald J. A. Wanders, PhD; Genetic Metabolic Diseases,
Academic Medical Center, Amsterdam, The Netherlands

John Lynn Jefferies, MD, MPH, FAAP, FACC; Advanced Heart Failure
and Cardiomyopathy, Heart Institute, Cincinnati Children’s Hospital
Medical Center, Cincinnati, OH

Katherine R. McCurdy — Emerita, BSF SMAB

Richard I. Kelley, MD, PhD; Metabolism, Kennedy Krieger Institute,
Johns Hopkins University, Baltimore, MD; Visiting Professor,
Department of Genetics and Genomics, Boston Children’s Hospital,
Boston, MA

Catharine L. Ritter, RN — ex-officio; Board of Directors, BSF

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; Cell Biology, NYU School of Medicine,
New York, NY

Barth Syndrome Trust (UK & Europe)
1 The Vikings
Romsey, Hampshire S051 5RG, United Kingdom

Barth Syndrome Foundation of Canada
162 Guelph Street, Suite 115
Georgetown, ON L7G 5X7, Canada

Association Barth France
13 rue de la Terrasse
92150 Suresnes, France

Association Barth Italy
Piazza Carrobiolo 5
20900 Monza, Italy
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2016 Donors

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

Dillon Foundation

Hixson, Christina

Somers, Peter & Dr. Kristin
Wilkins, Dr. Mike & Susan

Contributors ($50 - $999)
Allman, Peter & Maureen
Basler, Dr. Rod & Debbie
Beatty, David & Abi
Beynon, Liz
Bringewatt, Elizabeth
Buckley, Les & Nancy
Burmeister, Blaine & Abby
Burmeister, Chuck & Marita
Burmeister, Jon & Jackie
Campbell, Bob & Candy
Cheatham, Dr. John
Cheatham, Linda
Cimino, Dr. Mike & Patty
Desmond, Jerry & Sally
Farrar, Doug & Shawn
Firestone, Dave & Jane
Ganz, Doug & Pam
Gelber, Dr. Ben & Elaine
Gould-Werth, Alix
Haessler, John & Nancy
Hedgecock, Norm & Debbie
Henricks, Dr. Bruce & Peggy
Henriksen, Allen & Penelope
Hille, Jim & Tina
Susan Sehnert Stuart & Jim Stuart, Jr.
Charitable Trust
Jensen, Tom & Marilyn
Kaiser, Matt & Bridgette
Keating, Con & Barbara
Kennedy, Dianne
Kiechel, Dr. Fred & Vivian
Lee, Matt & Sara
Linder, Dr. Max & Pat
Martens, Bob & Gay
Massengale, Dr. Martin & Ruth
Minnick, Gates & Daisy
Norris, Dr. Mike & Mary
Olson, Loy & Julie
Otte, Hon. Rob & Carolyn
Pittenger, Jim & Julie
Raun, Robert & Eileen
Rawley, Ann
Roskens, Dr. Ronald & Lois
Seaman, Andrew & Robyn Steely
Shamblin, Dave & Sue
Sonderegger, Ted & Mary Ann
Stohs, Dr. Gene & Kristen
Stuckey, Dennis & Nancy
Thach, Christy
Varner, Judy
Wiederspan, James & Ann
Wiederspan, Mark & Jess
Wilkins, Dr. Jerry
Wilkins, John
Wilkins Burnham, Joanne
Zank, Neil

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

Bauer, Jon & Nancy
Blumenthal, Richard & Cynthia
Buly, Dr. Bob & Lynne

Clapp, Gene & Meredith
Cusack, Tom & Carrie

Koldyke, Mike & Pat

Lummis, Brad & Gaylord
Lummis, Marilyn

Malkin, Peter & Isabel

Malkin, Scott & Laura
McCormack, Patty

McCurdy, Steve & Kate

Angels ($1,000 - $4,999)
BBM Group LLC

The Black Dog Private Foundation, Inc.
Blumenthal, Claire Mae
Darian Group, Inc.

Malkin, Jordan & Elizabeth
McCurdy, Mac & Ginny
Pierson, Dr. Robin & Allene
Rey, Lisa

Robinson, Frank & Sharon
Russell, Paul & Sara
Viebranz, Elaine

Welcome, Michael & Carolyn

Contributors ($50 - $999)

Adams, Greg & Sandy

Adler, Dr. Ronald & Judith

Ames, Beverly

Baer, Susie & Ben Chan

Bauman, Patricia

Bayer, Cary

Bennis, Lisa

Bertam, Debbie

Bilik, Kari

Bill and Melinda Gates Foundation

Black, Taylor

Blumenthal, Matthew

Bogert, Amy & Robert Baldwin

Bogert, Carroll

Bogert, Nick & Sally

Bognanno, Thomas & Suzan

Bolnick, Gary & Meryl

Bolton, Tim & Mary Rose

Bond, Kathleen

Brefka, Cornelia

Brennan, Brigid

Brigham, Cathy

Bucci, Michael & Erika

Burean, Thomas & Deborah

Burgess, Larry & Char

Burke, Agnes

Carroll, John

Cavanaugh, Matt & Alice

Cherniak, Benjamin

Chimento, Alexander

Concannon, Maura

Conway, Mary & Jim Fanto

Crandall, Risa

Creedon, John

Crossan, John & Jeanne

Crowley, Diane

Delany, Biff & Teri

Delany, Brendan

Delany, Brooke

Delatorre, Melissa

Egan, Thomas

Emery, Suzanne

Fenwick-Smith, Felice, Robert, Rachel
& Amanda

Fuirst, Ken

Fuller, Barbara

Garfield, Leslie

Gerszberg, Rich & Caren

Girsky, Stephen & Laurie

Gjura, lbrahim

Goitia, Carmen

Golden, Michael

Golden, Richard

Goldfarb, Nancy

Goodwin, Bill & Virginia

Gottsegen, Alison

Graham, Megan

Hagan, Bonnie

Haynes, Yvonne

Heller, Randy & Cindy

Herbsman, Jonas & Lori

Herr, Cabby

Hogsten, Elizabeth

Hubby, Pam

Huff, Laura

Hylton, Martha

Julie, Frank

Kaminsky, Gila

Kaplan, Jared

Karliner, Sam & Jill

Kirkham, Collier & Ann

Koelsch Rebori, Emily

Kornweiser, Leslie

Kreisberg, Amy

Kugelmann, Steve & Jan

Kvernland, Juliette

Langwith, Elizabeth

Lederman, Dr. Seth & Sarah

Lehman, Steve & Melinda

Levinson, Marla

Lieberman, Amy

Linen, Jon & Leila

MacGray, Danielle

MacKay, Douglas

Malkin, Emily

Malkin, Louisa

Manahan, Craig & Lili

Mancino, Angelo & Rosemary

Manion, Dolores

Mavyer, Barbara

McAvoy, Liz

McCarthy, Megan

McClintock, Cynthia

McCurdy, Eliza
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McGee, Tracey

McKay, Richard
McKenna, Kelly

Medow, Carol

Michaud, Steven & Yoko
Mihalich, Jim & Jane
Miller, Jill

Moncure, John

Morse, Bob & Stacey
Mouracade, Valerie
Mueller, Carl

Myers, Judy & Ira Schwartz
Nachman, David
Nalebuff, Barry & Helen
Neff, Elizabeth

Nicoll, Rev. Tom & Mary
Odouard, Francois & Reshmi
Osnos, Evan & Sarabeth
Osnos, Suze & Peter
Palfrey, Sean & Dr. Judith
Pannell, Katherine
Papachristou, Nina
Peck, Susan

Peper, Joan

Phillips, John

Phoon, Dr. Colin & Janet
Pierson, Frank & Nancy
Plonsker, Robin

Rabkin, David

Ratner, lan & Carol
Raynaud, Veronique
Reist, Adam & Dayna
Rodbell, Gary & Colette

Rosenfeld, Dr. Alvin & Dr. Dorothy Levine

Rosenshine, Jon & Mary Pat
Rothman, Robert & Amy
Rozansky, Marc & Sherri
Ruderman, Gail

Russell, Harold & Margo
Russell, Dr. Nina & Tom Rubin
Rutherford, Alanna
Sahlein, Steve & Nancy
Sandoval, Dr. Claudio & Ellen Marie
Sanford, Colin & Katherine
Santamaria, Marco & Judy
Schmittau, Kayla

Segal, Mark & Heather
Seltzer, Stu & Danielle
SGT, Inc.

Shokrian, Melissa

Shtull, Ora

Silver, Ellen

Sims, David & Jennifer
Sims, Mac & Joanne
Slone-Goldstein, Tara
Solomon, Ira

Spotts, Dr. Jules

Steinberg, Jack & Sharon
Steinmetz, Julia

Stenson, Marie

Sterling, James

Stewart, Jodie

Swain, Bob & Ginny
Symington, Jane
Thibaudeau, Roger & Carol
Tutwiler, Temple & Lucy
VanBuren-Brown, Tom & Missy
Vaselkiv, Katie

Vernon, Aaron

Vicente, Daniel

Walker, Eben & Patricia
Wallace, Richard
Wallerstein, Diana

Ward, Francis & Nancy
Wayne, Sharon

Weston, Garrett & Patricia
Wheeler, Dave & Alena
Winston, Laura
Wishnie-Edwards, Rachel
Wolff, Patricia

Wyman, David & Rebecca
Yon, Christian

SCIENCE & MEDICINE FUND

Stars ($5,000+

Association Barth France

Barth Syndrome Foundation of Canada
McCurdy, Steve & Kate

Queenan, Charlie & Jeri

Russell, Dr. Paul

Angels ($1,000 - $4,999)
Eklund, Chris & Tanya
Houstoun, Sally & Larry Evoy
Olson, Dick & Sharon

Osnos, Suze & Peter
Segal, Phyllis
Winston, Laura

Contributors ($50 - $999)
Allen, Tiffini

Brody, D.W. & Tracy
Cappello, Frances
Cunningham, Charles & Georgia
Flynn, Clare

Grandin, John & Anne
Harrigan, Timothy & Lori
King, Martha & Ira Jackson
Lascurettes, Nancy

Lee, Dong Joon & Kaaren
Lesnefsky, Dr. Edward
Maynard, Dr. Ed

Melton, Dr. Doug & Gail
StemCell Technologies, Inc.
Swain, Bob & Ginny

Taylor, Jim & Lyn
Tolkoff-Rubin, Dr. Nina
Young, Don & Caroline

GENERAL FUND

Stars ($5,000+

American Express Employee Giving
Ansell, Jeff & Lynne
Association Barth France
Bailey, Clarke & Tricia
Blumenthal, Matthew
Branagh, Bill & Nancy
Buddemeyer, Randy

Cantor Fitzgerald Relief Fund
Farley, Elizabeth

Gillies, Luke & Melanie
Isaac, Paul & Karen

The Lebensfeld Foundation
Lummis, William

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

Russell, Dr. Paul

Sernel, Gordon & Sharon
Sernel, Marc & Tracy
Shapiro, Brenda

Woodward, Kevin & Stacey

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

Anonymous (2)

American Express Employee Giving

Atwood, Brian & Lynne

Avanti Polar Lipids, Inc.

Bellig, John & Susan

Bercovich, Bruce

Berry, Rick & Carla

Blumenthal, Dr. David & Dr. Ellen

Branagh, Andrew

Branagh, Thomas & Diane

Branagh, Inc.

Barth Syndrome Foundation of Canada

Buddemeyer, Randy

Cain, Jim & Rita

Colgate

Dague, Nick & Brandi

Fogarty, Ghotay

Susan & David Fowler Charitable Gift
Foundation

Hales Family Charitable Fund

Hart, Dana

Hechinger, Nancy

Heineman, Ben & Cris

Hope, Michael & Christiane

Houstoun, Sally & Larry Evoy

Hunter, Sherry

Ingersoll, Ann

Ingersoll, Paul & Mariana

Johnson, Malcolm & Deloris

Jordan, Scott

Kendall, Thomas & Susan

Kester, Bryan

Kintzer, Don & Karyn

Kirkland and Ellis Foundation

Kroger, Matt & Suzanne

Lascurettes Mangiapane, Vincent
& Denise

Lawson, Rick & Susan

Logan, Christie

Lummis, Marvin

Lynn, Beth & Gregory

Malkin, Louisa

McCormack, Susan & Ken Marra

McCurdy, Chris & Kris

Minor, Walter & Eleanor

Montgomery, John

Olson, Ken & Tina

Osnos, Suze & Peter

Pattee, Diane

Randolph, Dr. Peter & Helen

Sanofi Genzyme

Schlame, Dr. Michael & Laili
Moshirzadeh Moayedi

Stealth BioTherapeutics

Stoll, Ned & Cindy

Stuhlreyer, Thomas & Kimberly

Sullivan, Barb

Swennen, Erik & Veerle

T. Rowe Price Foundation, Inc.

Taussig, Tim & Nancy

Vaisman, Natan & Beth Roberts

Van Langendonck, Karel & Magda

Wald, Joe & Amy

Watt, Richard & Gill

Weltlich, Bob & Dodie

Wyman, David & Becky

Zeller, Bill & Anne

Contributors ($50 - $999)

Anonymous (4)

Addington, Devin

Akers, Angela

Akers, Jeremy

Aleman, Julio

Alexander, Casey

Alisberg, Andy & Susan

Allen, John & Karen

Allison, Sandra

Amalong, Thomas & Aleta

Amazon Smile

Ameriprise Employee Gift Matching

Amlicke, Tom & Susan

Anderson, Carson & Julianne

Anderson, Tommy & Allana

Andres, Tamatha

Angelo, Jennifer

Antonio, Isabel

Austin, Susan

Axelrod, Dr. David & Jessica

Azar Fairchild, Chris & Laura

Baer, Susie & Ben Chan

Baffa, James

Baffa, Kevin

Baffa, Mary

Baffa, Matt

Baffa, Ted & Rosemary

Baker, Hilda

Baker, Keith & Laurel

Baker, Timothy

Ballard, Frank & Stacey

Banach, Mike & Bunny

Barab, Stuart & Anne

Baron, John & Christine

Barth, Dr. Peter

Bartz, Roger & Veronica

Bates, Tim

Bauer, Steve & Stacey

Becton, Dickinson & Company

Behnke, Eugene & Margaret

Belfatto, Eileen

Bell, Wesley

Bellig, Judith

Bennett, Judith

Benson, Sandra

Berardino, Bob & Martha

Berens, Wayne & Harriet

Berman, Dr. Harris

Bernal, Francisco

Berry, Shane

Bertling, Norbert & Donna

Beshar, Peter & Sarah

Bialo, Ken & Kate

Biscoe, Laurie

Bishop Shanahan High School

Blauvelt, Frank & Ilah

BNY Mellon Corporation’s
Community Partnership

Bodary, Michael & Lisa

Bogert, Amy & Robert Baldwin

Bogert, Nick & Sally

Bohnert, MS, Kaye

Bolton, David & Darla

Bonawitz, Jennifer

Bond, Louis & Kimberly

Booker, Jason & Emily

Boozer, Alanna

Bosak, John & Anita

Boschi, John & Anne

Botto, Michael & Patrice

Bowen, Shelley & Michael



2016 Donors

Bowerman, Margaret
Bowman, Gary & Sharon
Bowman, Ron & Nancy
Branagh, John & Megan
Branagh, Kimberly
Branagh, Matt

Branagh, Megan

Branagh, Nicole

Brandt, Doug & Sue

Brazier, Rob

Breitfelder, Fred

Brennan Jones, Mary Augusta
Brewer, Gerilyn

Bridegam, Brian & Lynnette
Brody, Meghan

Brooks, Amanda

Brooks, Christina

Brooks, Ken & Linda
Brooks, Stephanie

Bruno, Ellen

Buddemeyer, David
Buddemeyer, Leslie
Buessing, Mary

Burdine Auto Body, Inc.
Burke, Agnes

Burke, Margaret & Frank Owens
Burkett, Brad & Marcia
Burns, Julia

Burtis, Cleo & Jim Comerford
Cabot, Dale

Cade, Dr. Todd & Ashley
Cade, William & Janice
Canova Jr., Frank
Carpenter, Susan

Carroll, Terrence & Ellen
Carson, Charles & Margaret
Casale, Betty

Cazzaniga, Paola

Cecere, Michael

Cedar, Paul & Jean
Chandler, Mary

Chandler, Peggy

Chandler, Robert & Darla
Chapin, Steve & Debbie
Chapman, Annah
Chapman, Ronald & Nancy
Cheser, Karen

Chick-fil-A at Eastgate Plaza FSU
Citta, Laura

Clarke, Kathleen

Cleek, Robin

Cobb, David & Crystal
Coffen, Mary

Cohune, Vicky

Condon, Jane & Ken Bartels
Condon, Mark

Considine, Kate

Coogan, Susan

Coombe, Burt & Amy
Cooper, Terry & Carol
Courtney, Shirley

Cox, Dr. Gerald

Craig, Robb & Jean
Creekmore, Katherine
Crowley, Chuck

Crowley, Peter & Gretchen
Crozier, Kathryn

Crozier, Kenneth & Nancy
Cuccia, Helen

Cunniffe, Bernie & Rosemarie
Cunniffe, Sister Margaret
Curtin, Alice

Dachille, Christopher
Dannels, Dick & Terry
Danzig, Dan & Dianne
Dauchot, Luke

Davis, Cynthia

Day, Daniel & Jean Marie
Delany, Paige

Deruggiero, Erin

Derusha, Charles & Bernadette
Derusha, Laura
Derusha-Mackey, Nicole
Derusha-Mackey, Sarah
Deutscher, William & Lisa
Dickson, Linda

Dilworth Paxson

Dinicola, Donald & Michelle
DiSciascio, Christopher
Doherty, Henry

Dollard, John & Janet
Donnalley, Jen

Donner, Tabitha

Dove, Deanna

Drake, Bryan

Drake, Frank & Teresa

Drake, Laura

Dugan, Adam

Dugan, Brooke

Dugan, Mark & Sherry

Dunn, Mark & Anna

Duplantis, Seth & Lizzie

Duran, Lisa

Eddy, Roger

Egueur, Madeleine

Elkins, Maria

Elko, Charlotte

Elliston, Ann

Ellsworth, Gabriel

Engberg, Kate-Marie

Engberg, Marc & Agnes

Ensign, John & Harper

Enterline, Carol

Eslava, Cynthia

Evans, Robert & Beverly

Evans, Thomas & Sandra

Fairchild, Dewayne & Julie

Farber, Lynne

Faris, Pam

Fennimore, Diane

Fenton, Elinor

Fischer, Steven & Margaret

Fisher, Adarrel

Fisher, Anthony

Fiske, Julie

Fitzgerald, Holly

Fitzstevens, John & Esther

Flatt, Charles

Florez, Angelo & Michelle

Florez-Cook, Maria

Floyd, Edmond & Julie

Floyd, Jane

Forsyth, John & Linnet Tse

Forte, John & Gertrude

Francis, Kirsten

Frey, Jessica

Friar, Ellen

Frye, John & Carrie

Galbraith, Lois

Gallahan, Renee

Ganote, Felicia

Garcia, Allie

Garcia, Rudy & Linda

Garrett, Katie

Generali, Joan

Generali, Sandy

George, Jayne

Gewitz, Dr. Michael & Judy

Gilmore, Drew

Given, Melissa

Glenn, Bill & Lisa

Godbey, Steven & Kathleen

Gonzalez, Dr. Iris & Raul

Gordon, Greg

Gorman, Howard

Graboyes, Scott & Debra

Granite United Way

Grant, Kaylan

Gray, Dusty & Melany

Gray, Kimberly

Green, Mitch & Susan Yamaguchi

Greenberg, Dr. Miriam & Dr. Shifra
Epstein

Greene, Rev. Dorothy

Gregoire, Francine

Griffin, Judy

Groff, Lindsay

Groff, Lynn

Grose, Madison & Nora

Grzesiak, Lisa

Grzesiak, Tyler

Gunther, Tom & Virginia

Guthorn, Robert & Marguerite

Hagan, John & Christine

Hagar, Rodney & Elissa

Haid, Jennifer

Haines, Tom

Halbur, Troy & Annette

Hall, Greg & Dacey

Hall, Leigh

Hallam, Ken & Theresa

Hansen, Stephanie

Hardy, Gordon

Hargraves, Julian & Janice

Harman, James & Merlene

Harrison, Greg

Hassett, Lisa

Haviland, Jordan & Eliza

Hazen, Ned & Liz

Heikkinen, Alan & Lorna

Hennessy, Natalie
Hensley, Charlotte
Hensley, Christopher & Deborah
Herr, Cabby

Hester, Randy & Marian
Hiden, Bob & Ann
Higgins, Kelsey

Highland, Jason

Hill, Amy

Hillel, Pavel & Susan
Hinkle, Russell

Hiscocks, Richard

Ho, James & Winifred
Hobbins, Antonia
Holbrook, Frank

Holly, Betty

Holly, Craig

Holly, Greg & Keli

Holly, Jessica

Holly, Joshua

Holmes, Pamela

Hood, Amy

Hood, John & Vickie
Horkey, Shelly

Horton, Nancy

House, David & Jan
Howell, Patricia

Huppert, Betty

Hursh, Larry & Carolyn
Hurst, James
iMageneation Photography
Ingersoll, Jared & Tina
Ireland, Jia

Irving, John & Emily
Isaza, lvan & Maria
Israel, Fala

Jarrett, Cate
Jeffery-Miller, Dorothy
Jelicage Enterprises, Inc.
Johnson, Jennifer

Joyce, Dave & Jane

Juico, Eileen

K Foundation

Kalapasev, Ned & Brie
Keckler, Gail

Keegan, Catherine
Keene, James & Jeanene
Kelly, Ann Marie

Kelly, McClure & Ellie
Kennedy, Nicholas & Claire
Kensek, Paul & Florence
Kiley, Kellye

Kim, Eurus & Sharon
King, Charlie & Janie Lyon
King, Ernest

King, John & Allis

King, Leslie

King Cheatham, Joyce
Kinzell, Holly

Kirkbride, Kayla

Klinck, Emily

Klockner, Nancy

Knapp, James & Maryanne
Knudsen, Julie

Kreisberg, Amy

Kroger, Fred & Robbin
Krohn, Richard

Krone, Susan

Kubisch, Leif & Joan
Kugelmann, Mike & Catherine
Kugelmann, Steve & Jan
Kutzer, Donna

Lai, Becky

LaMar, Kathy

Lampman, Ralph & Karen
Lapres, Kristyn

Larson, Bruce & Kathy
Lascurettes, Nancy
Lasley, Andrea

Lavecchia, Paul & Joyce
Leadbeater, Michael & Mary
Lee, Anne

Leitheiser, Alison

Lemay, Beth

Lending Club

Leon, Bob & Hilda

Leon, Susan & Andy Fredman
Leone, Lewis & Claire
Levengood, Walter & Jacqueline
Levine, Russell

Levinson, Charles

Levy, Joel & Sondra
Liebenguth, Mouse
Lieberman, Amy

Lile, Cathy

Lim, Dr. Yoonjeong

Lind, Michael

LinkedIn Matching Gifts Program
Lippoldt, Margaux

Liu, Lindsey

LLC, Investure

Long, David

Lord, Sarah

Lord, Wallace

Lummis, Ghent & Ginger
Lurie, Dave & Lisa Blacher
Lynch, Lilian

Lyon, Emily

Lyon, Janie

Maduck, Sean

Mangione, Justine

Mann, Allen & Rosa

Mann, David & Shelia
Mannes, Philippe & Florence
Mariani, Dominick & Catherine
Marra, Anthony

Marra, Kim

Marshall, Brian

Marsico, Michael

Mask, Gayle

Massie, Stan

Matanic, Randolph & Judith
Mathies, Gary & Madonna
Maynard, Dr. Ed

McClellan, MGC, CGC, Rebecca
McCormack, Helen
McCormack, Dr. Timothy & Marcia
McCready, Elizabeth
McCurdy, Eliza

McFarland, Mary

McFee, Wendy & Jmel Wilson
McGreevy, Annie & Quentin Lewton
McKay, Richard

Meclaren, Carol

McNally, Mark

McNaney, Lisa

McNeil, Thomas & Michelle
McSkimming, Ann

MpcTear, John & Donna
Meinberg, Eric & Christina
Mellen, Ann

Mendosa, Alvin

Menkhaus , David

Michener, Sandt & Kathryn
Miller, Denise

Miller, Jane & Clyde Rayner
Miller, Jill

Miller, Merle & Lucy
Millman, Paul & Susie
Minklei, Joan

Minor, Chris & Marv Hubbell
Mitchell, Grace

Mitchell, Joseph & Sabrina
Mofidi, Shideh

Moncure, John

Montanaro, Louis & Theresa
Morgenstern, Marc & Louise
Morris, Alex

Morrone, Amelia

Mueller, Carl

Murdock, Chris

Murphy, Claire & Helen
Murphy, Donald & Jane
Murphy, James & Alexandra Hahn
Murray, Alan & Carolyn
Murray, Diane

Myers, Doug & Annie

Myers, Kristen

Naas, Daniel

Nalebuff, Barry & Helen
Neece, Kate

Neece, Michael

Neill, Merrily

Neiser, Rose

Nemanic, Erik & Kathy
Nestler, Dale & Linda
Newman, Florence

Newton, Theodore & Audrey
Norman, Jon

Northcutt, Jeanie

Novelli, John

Nurkowski, John & Tina
QO’Connell Jr., John
QO’Connell, Michael

O’Hara, Peter & Sabina
O’Keefe, Linda

Okoniewski, Joseph & Rita
O’Leary, Mary Kathleen
Olin, Kelly

Olsen, Steven & Nancy

Olson, David & Jennifer
Ortiz, Michael

Osnos, Evan & Sarabeth
Pacak, Dr. Christina

Pahs, Joseph & Carol
Paolizzi, Vincent & Celeste
Papone, Aldo & Sandra
Parkhurst, Charles & Hilary
Parlato, Carolyn

Passante, Kathi

Pate, Kristal

Patel, Pitendra

Pella Rolscreen Foundation
Pellettieri, Ralph & Ginger
Pena, Chris & Kristi

Penrod, Andrea

Pepworth, Donald

Perez, Alan & Heather
Pergam, Carl & Jeannette
Pernokas, Mark & Julie
Petta, James & Sandra
Phillips, Kenneth & Margaret
Phillips, Scott & Jill

Phillips, Sharon

Phipps, Clint & Karla
Phipps, Richard & Michelle
Pickett, Lisa

Pierson, Ali

Pierson, Russell

Pietrini, Andrew & Pam Mari
Pilgrim, Sandi

Pillman, Linda

Plumez, Jean & Dr. Jackie
Pottinger, Jennifer

Pottroff, Denise

Powell, Judith

Pratt, Berit

Purcell, Bob & Jackie

Purdy, Dr. Bill & Molly
Rader, Carol

Rader, Noah

Rader, Stephanie
Ramanathan, Manash
Randall, Jana

Ray, Joyce

Recco, Gerard & Madeline
Recker, Rachel

Reynolds, Raymond & Mary
Rhoades, Gladys

Richards, Molly

Rimby, David

Rimler, Frank

Riseborough, Thelma
Ritchea, Shery

Roberts, John & Betty
Robidoux, Monique
Robinson, Christy
Robinson, Joe & Connie Sue
Robinson McFarland, Jane
Rodan, Amnon & Dr. Katie
Rodbell, Mitchell & Liz
Rode, Amy

Rogers, Larry & Catherine
Rothschild, Adam & Kathy
Rotondi, Andrew & Mary Frances
Royal, Robbin

Rozenson, Alice

Rudolph, Loretta

Russell, Harold & Margo
Rutledge, Elizabeth

Ryan, James & Miriam
Ryan, Dr. Robert

Sabin, Todd

Samaha, Pam

Sampson, Dr. Hugh & Anne
Sanborn, Peter

Sand, Amy

Sannicandro, Anthony & Donna
Schible, Laurie

Schlapak, Gregor & Sonja
Schoenherr, Dan & Heather
Schreiber, Mary Ann & Ed Mooney
Schulze, Cathleen
Schumacher, Dean & Donna
Schwarz, Dan & Judy

Scott, Richard

Sedefian, Lynda

Segal, Mark & Anne

Segal, Mark & Heather
Sensory Junction
Sermabekian, Robert & Heidi
Sernel, Tobias

Serzan, Vincent & Eileen
Sevier, Amanda

(Cont’d on pg. 14)
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2016 Donors

Sheelerduncan, Lois
Shelhammer, Christopher
Shepherd, Greg
Sherbany, Dr. Ariel
Sherer, Peter & Marilu
Sherer, Tony

Shiring, Kathleen

Simon, Thomas & Nancy
Skinner, Adrienne
Slawson, Kirsten

Smith, David

Smith, Dr. Herbert

Smith, Scott & Patty
Snedeker, Rob & Fran
Sorrento, Nora

Spear, Laurinda

St. Clair, Catherine
Steinman, Robert
Stenson, Marie

Stenson, Michael
Stepina, Paul

Steplowski, lan & Sophie
Stevens, Jeanne
Stevenson, Robert & Sharon
Stone, Edward & Elizabeth

Stone, Garrett

Stone, Jeff & Vicky

Stone, Monica

Stonefield, Antoinette
Stoner, David & Teresa
Strain, Fraser & Donna
Strain, Gabrielle

Stromberg, Bob & Judy
Stromberg, Robert & Lucielle
Stuhlreyer, William & June

Sudderth Elementary (School friends of

Ben Holly)
Sutera, Carl & Barbara
Suzuki, Matthew
Swabe, Rod & Carolyn
Swanner Photography
Swarb, Kenneth & Laverne
Tabory, Milene
Taegtmeyer, Dr. Heinrich
Tafesse, Bineyam
Tannis, Finch
Taylor, Sheri
Tedona, Sylvia
The Commonwealth Fund
Thomas, Wendy

*Corporate donors make up 1% of total donations.

2016 Gifts of Time,

Abeliovich, Dr. Hagai

Adams, Dr. Sean

Alder, Dr. Nathan N.

Allen, Tiffini

Angel Flight Central

Angel Flight Mid-Atlantic

Angelini, Dr. Roberto

Association Barth France

Association Barth Italy

Axelrod, Dr. David

Baffa, Kevin

Bakovic, Dr. Marica

Barth Syndrome Foundation of
Canada

Barth Syndrome Trust

Baile, Dr. Matthew G.

Bankaitis, Dr. Vytis

Barrientos, Dr. Antoni

Bartek, MSc, Ronald J.

Barth, Dr. Peter G.

Bastin, Dr. Jean

Becton, Dickinson & Company

Blumenthal, Matthew

Bobbitt, Whitney

Bolyard, RN, BS, Audrey Anna

Boozer, Kevin & Allanna

Boudos, LCSW, Rebecca

Bowen, Michael

Bowen, Shelley

Bowron, PhD, FRCPath, Ann

Branagh, John & Megan

Braverman, Dr. Nancy

Broadridge

Brody, D.W. & Tracy

Brown, Dr. David A.

Bruno, Ellen

Bryant, Dr. Randall

Buckley, Lucy

Buddemeyer, Leslie

Buddemeyer, Randy

Burgess, MS, OTR/L, Emily

Burridge, Dr. Paul

Byrd, Darryl

Byrne, Dr. Barry J.

Cade, Dr. W. Todd

Camadro, Dr. Jean-Michel

Cazzaniga, Dr. Paola

Chicco, Dr. Adam

Chin, Dr. Michael T.

Chursczcz, Dr. Maksymilian

Clark, Amanda

Clarke, Dr. Catherine

Clayton, Nicol

Cohn, Natalie

Cole, Dr. Laura

Congenital Cardiology Today

Conway, Dr. Laura J.

Coombes, Prof. Jeff
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Corcelli, Dr. Angela

Cox, Dr. Gerald F.
Cutting, Dr. Gary
Damin, Michaela
Dancis, Dr. Andrew

Das, Dr. Anibh

Daum, Dr. Guenther
Derusha-Mackey, Nicole
Develle, MSW, B.J.
Dhar, Dr. Shanta

di Rago, Dr. Jean-Paul
Dinca, Ana

Donadieu, Dr. Jean
Douglas, RDCS, CCT, Kathryn
Dudek, Dr. Jan

Duncan, Dr. Robin
Elstein, Dr. Deborah
Endo, Dr. Toshiya

Exil, Dr. Vernat J.
Fairchild, Laura Azar
Fanto, Eleanor
Feinberg, Dr. Mark W.
Feingold, Dr. Brian
Ferreira, Dr. Carlos
Firestein, Dr. Stuart
Florez, Angelo & Michelle
Forte, Dr. Trudy M.
Fuchs, Dr. Beate

Funai, Dr. Katsu
Galbraith, Lois & Les Morris
Ganote, Felicia C.
Garratt, DClinPsych, Vanessa
Garry, Dr. Daniel J.
Gawrisch, Dr. Klaus
Gillum, Dr. Matthew P.
Goodman, OT, Danielle
Goncalves, Dr. Renata
Gonzalez, Dr. Iris L.
Gorecki, Michelle
Grasso, Veronica

Green, Suzy

Greenberg, Dr. Miriam
Grevengoed, Trisha J.
Groff, Lindsay

Hagar, Elissa

Hall, James & Amy
Hansen, Bob

Hatch, Dr. Grant M.
Hazen, Dr. Stanley
Henry, Dr. Susan
Higgins, John, Liz & Jack
Hijikata, Dr. Atushi
Hirano, Dr. Michio
Hollander, Dr. John
Hone, Chris & Susan
Hope, Michael & Chris
Hoppel, Dr. Charles
DeCroes Hornby, PT, DPT, PCS,

Thomasino, Lewis
Thompson, Barbara
Thompson, Whitney
Threadgill, Wanda

Tisdale, Kim

Toth, Dr. Matt & Marilyn
Townley, Birgit & W. Danforth

Tri-County Middle - Senior High School

Trolard, Ron

Tutwiler, Temple & Lucy
Tyndall, Kathleen
United Way of Brevard County
UnitedHealth Group
VanRensselaer, Cheryl
Vedros, Lindsey
Verleger, Jessica
Vernon, Russell & Ann
Viegas, Martin

Virden, Robert & Linda
Vogt, Jerre

Volpi, Vincent & Susan
Wagner, Bill & Doreen
Wagner, Lindsay
Walker, Jason

Walsh, Kerrie & Abbey

Brittany

Horowitz, Dr. Jeffrey
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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 the boys and men affected by Barth syndrome.
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“BSF is both as a family, loving, helpful and supporting, and a huge source of information. Even if our son is
affected by a rare disease, we never feel alone, and BSF gives us the strength to live with Barth syndrome,
and gives us hope that the future of our kids will be brighter.” ~ Florence, Mother of Raphael, France

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

BSF Awarded Spot on 2016 Top-Rated List of Nonprofits from GreatNonprofits!

“Barth Syndrome Foundation’s commitment to advance an awareness and science behind this enigmatic killer makes BSF
truly the best nonprofit organization.” ~ Zaza Khuchua, PhD, Research Associate Professor, Children’s Hospital Medical Center,
Cincinnati, OH
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Researcher and clinician attendees at BSF’s 2016 conference (proto courtesy of Amanda clark )

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

ATILE
® Vo,

National Health Council
Standards of Excellence
Certification Program ®

Member of the Genetic Alliance Member of the National Health Council,

abiding by all 43 standards of excellence

Accredited by the Better Business Bureau,

Member of the Guide Star Exchange Program
meeting all accreditation standards

HEADQUARTERS

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
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