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Dear Friends,
Recently, I received a donation in the mail from a long-time supporter of BSF. She told me this, “I’ve been 
giving to the Foundation since the beginning. Back then, there seemed to be very little hope. But, after 
reading your letters and updates, I can see now that there really is hope! I’m so happy I can support your 
work. These boys and young men need hope.”

I was overcome by emotion from her words because she is right…now there really is hope. And it’s thanks 
to her support and yOuRS!

2014 was bursting at the seams with hope. Thanks to you, we raised over a million dollars in donations. 
And, we put that money to good use to help our boys and young men suffering from Barth syndrome.

As you’ll see in this report, we funded some truly promising research. We’ve arrived at this new frontier in science and 
medicine where we are actually getting close to therapies for Barth syndrome. There is currently no specific treatment for 
Barth syndrome. Right now, we only treat the symptoms, and that’s where the work of the Foundation comes in. No other 
organization is dedicated to finding treatments for Barth syndrome.  

Thanks to you, we can keep fighting for answers. We give hope to new moms like Elissa whose story you’ll read in this report. 
Thanks to you, we continue to raise awareness and educate families and clinicians. Thank you for giving us hope!

As we move into 2015, let’s keep the hope alive. With your help, we can continue this good work. We will push for treatments. 
We will provide loving support to our families, and we will do all of this, thanks to yOuR generosity.

With gratitude,

Lindsay B. Groff 
Lindsay B. Groff
Executive Director
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Letter from the Chairman 
“It was the best of times, it was the worst of times.” That is how I feel about the year our Barth Syndrome 
Foundation family had in 2014.

The good news is that the Barth Syndrome Foundation is as healthy as ever. We continue to expand the 
reach of the organization while keeping the balance sheet strong. Thanks to the generosity of our donors we 
set new records in fundraising with over $1 million in donations received. We hosted another wonderfully 
successful biennial conference in Florida last June with record attendance and high marks from scientists 
and families alike. Progress of our scientific and medical research continues to accelerate, with different 
therapeutic possibilities now closer to reality than ever before. We have built on the progress of the past 

and have put the organization in position for even greater breakthroughs in the near future.

However, 2014 was also the worst of times, with painful reminders of the gravity 
of the syndrome that this organization is tasked with eradicating. Dear members of 
our organization lost their struggle with Barth syndrome last year, and many others 
continue to suffer through heart transplants and other serious health challenges. Barth 
syndrome continues to be a fatal disorder, and all of the hard work and great progress 
we’ve made since the founding of the organization 15 years ago, unfortunately, has 
not changed that harsh reality. We are in a race against time to find a treatment or 
cure for this deadly disorder for those affected and those who will be affected in the 
future. And 2014 reminded us that the stakes could not be higher.  

While we did grieve for those lost in 2014, we have done our best to channel our 
emotions in a positive direction, re-doubling our efforts to achieve our ultimate goal 
of finding a treatment or cure for Barth syndrome. The establishment of the Will 
McCurdy Fund for the Advancement of Therapies for Barth Syndrome is a testament 
to Will’s positive spirit and “will” to never give up.  We will never give up pursuit 
of this organization’s goals, and with your help we look forward to the day when 
suffering from Barth syndrome is a thing of the past. Thank you for your continued 
support.

Marc Sernel    
Marc Sernel 
Chairman

December 2014: Barth syndrome by the numbers
Known individuals living with Barth syndrome 185 in 26 countries

Increase in number of individuals identified since December 2013 9.4%
Number of individuals enrolled in Barth Syndrome Registry 2.0 46
Research grant awards funded since BSF was established 87 totaling $3.5 Million
Percentage of BSF Staff and Board members who donated in 2014 100%

Will 
1/23/86—10/25/2014
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AWARENESS
“I was deeply affected by a Barth syndrome patient, and others with poorly characterized genetic disorders. I wanted to 
figure out what was happening inside their bodies, to help them lead normal lives.” ~ William T. Pu, MD, Associate Professor of 
Pediatrics, Harvard Medical School; Department of Cardiology, Boston Children’s Hospital, Boston, MA

BSF Seed Funding Helps Create Medical Research Breakthrough
“Heart on a Chip” Recognized for Innovation

With seed funding from the Barth Syndrome Foundation (BSF), Dr. Pu created a medical research 
breakthrough, “Heart on a Chip”. Although more testing is needed, this innovation could help unlock 
answers about Barth syndrome. It could also lead to discoveries in other diseases. Through collaboration 
across multiple fields of biology and engineering, this work elevates organ-on-a-chip technology to a 
new level and sets a powerful precedent in medical research. This is at the forefront of personalized 
medicine, which is creating such a buzz these days.

BSF isn’t the only organization excited about this development. The American Heart Association 
recognized “Heart on a Chip” as one of the top ten cardiovascular disease research advances of 2014. 

Quite an honor! [Wang et al. Modeling the mitochondrial cardiomyopathy of Barth syndrome with induced pluripotent stem cell and 
heart-on-chip technologies. Nat Med. 2014 Jun;20(6):616-23. doi:10.1038/nm.3545 Epub. 2014 May 11.]

Dr. Pu first met children with Barth syndrome during his training about twenty years ago. “I was deeply affected by a Barth syndrome 
patient, and others with poorly characterized genetic disorders,” recalls Dr. Pu. “I wanted to figure out what was happening inside 
their bodies, to help them lead normal lives.” He still sees patients, but Dr. Pu now spends most of his time in the lab. He presented his 
findings at the 2014 BSF Conference in Clearwater, Florida. He is a multiple awardee of the BSF Research Grant Program and a member 
of BSF’S international Scientific and Medical Advisory Board.

William T. Pu, MD

The Foundation provided seed funding for Dr. Pu’s research and also helped him obtain key skin samples from two Barth 
syndrome patients that he needed to do his work. “Several important lessons, beyond those that are obvious, can be learned 
from Dr. Pu’s wonderful project,” said Kate McCurdy, a BSF founding Board member. “First, it demonstrates that donating 
precious biological specimens is one way in which laymen make critically important contributions to scientific advancement.  
It also offers a perfect example of how work that is first done in a rare disease setting can end up having much broader 
scientific and medical applicability and impact.”

Many of the clinicians and scientists at BSF’s 2014 Conference. Many of the boys and young men at BSF’s 2014 Conference.

http://www.ncbi.nlm.nih.gov/pubmed/?term=Modeling+the+mitochondrial+cardiomyopathy+of+Barth+syndrome+with+induced+pluripotent+stem+cell+and+heart-on-chip+technologies
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Meet Eli
Our first child, Eli, was born on Valentine’s Day last year, by far the happiest day of our 
lives! We were living in a big bubble of love. Life was perfect. 

Two weeks in, our bubble burst. Our happy little world became a dark, uncertain place. On 
Eli's 17th day, things just didn't seem right. He wasn’t feeding; he was lethargic and cold. 
We rushed him to emergency. Within minutes, he was in a critical condition in intensive 
care, being resuscitated by swarms of doctors and nurses. We stood there shell-shocked 
and helpless, as we watched them work on our tiny, fragile son for hours. It felt like a 
lifetime. We prayed so hard for our son. We fell overwhelmingly in love with this little 
man; I couldn’t bear to think of life without him. 

Our prayers were answered that night, as Eli lived to fight another day. Little did we know that was just the beginning of our adventure. 
We spent the next two months in intensive care. Family and friends came to meet Eli for the first time as he lay in a hospital bed, 
intubated with tubes and lines everywhere nothing like we'd imagined.

When Eli was 7 months old, we received a call late one evening from our cardiologist…..a phone call, from a doctor, late in the evening? 
Alarm bells were ringing! He informed us that a diagnosis for Eli had been found—Barth syndrome. Instantly, I had loads of questions. 
What is Barth syndrome? How did he get it? What are the symptoms? How do you spell it? And most importantly….how do we fix it?

When I put the phone down, I didn’t know how to feel. Happy? We have a diagnosis. Worried? Now there are more known elements 
to his illness. Terrified? What exactly does this mean for our precious little man?

Instantly, I was Googling “Barth syndrome”. I needed to know more. I came across the Barth Syndrome Foundation (BSF) website and 
emailed one of the founders, Shelley Bowen. I read some of the information and then sat and processed it. Tears started to flow. Tears 
for the lost glimmer of hope I had that Eli would get better and for the ”label” he now gained.

Before I knew it, I was Skyping with Shelley from the other side of the world. Shelley was a complete stranger, yet I openly shed my 
tears and fears with her. She answered all of my questions and told me everything I needed to know. I was so grateful to speak with 
someone knowledgeable, yet personable.  

I gained the knowledge needed to feel more at ease. I was then ready to share our news with family and friends. They all seemed happy 
when I told them a diagnosis had been found, but I still wasn’t sure how I felt about it. Then the emails and Facebook friend requests 
came flooding in. I  learned about this wonderfully supportive community, and before my eyes, we were welcomed by a truly amazing 
group of people. This sense of belonging helped me to overcome my fears, accept our fate, and move forward for the sake of Eli.

Over the coming months, many of our questions were answered. The BSF community were always there to offer parent-to-parent 
advice, reassurance,  and hope. They have given me so much strength. Although some things were terrifying to learn, I know my son’s 
life depends on me. I understand the importance of my role as Eli’s mother and number one advocate.

“The BSF community were always there to offer parent-to-parent advice, reassurance, and hope. They have given me so much 
strength. Although some things were terrifying to learn, I know my son’s life depends on me. I understand the importance of my 
role as Eli’s mother and number one advocate.” ~ Elissa , Mother of Eli, Australia (Photo courtesy of Rhona Pinasco Photography)

FAMILy SERVICES

2014 Family Services Spotlight

# of appointments kept for research studies & consultations at conference 297 out of 307
2014 conference video views on BSF YouTube page 1,902
Community interactions via listserv postss via the listserv 2,735 

“Likes” on BSF Facebook page 1,023
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Conference

7th International Scientific, Medical & Family Conference
Over 330 people attended the Barth Syndrome Foundation (BSF) 7th International Scientific, 
Medical & Family Conference, held in Clearwater, Florida in June 2014. Seventy five of these 
attendees were researchers, physicians, and healthcare professionals, making it the largest 
scientific gathering dedicated to discussing Barth syndrome ever convened. 

The Scientific and Medical (SciMed) sessions were held over two days, covering topics such 
as: Mitochondrial Lipids, Clinical Studies on Barth Syndrome, Mitochondrial Physiology, and 
Animal Models. A Poster Session took place and four poster authors were selected to speak 
about their work. 

The 2014 Conference was hailed as an outstanding success by Barth syndrome family members, 
clinicians, and researchers. More than half of the SciMed attendees indicated this was their 

first BSF Conference, and more than 95% stated they would attend a future conference. This demonstrates that interest in Barth 
syndrome has expanded for researchers and clinicians which, in turn, will lead to even more progress in combatting this disease. (2014 
Conference presentations can be found on BSF’s website.)

Varner Award for Pioneers in Science and Medicine
Iris L. Gonzalez, PhD (Research Scientist, Molecular Diagnostics Lab, A. I. duPont Hospital for 
Children; Wilmington, DE) knows more about the details of  the TAZ gene than anyone else in the 
world. She was presented with the Varner Award for Pioneers in Science and Medicine at BSF’s 
2014 Conference. This award is given to a scientist or physician whose dedication to work has 
made a positive and lasting impact on Barth syndrome.

Dr. Gonzalez became involved with BSF in 2000 when she was invited by Dr. Richard Kelley to 
attend BSF’s first-ever family gathering. Over the years, Dr. Gonzalez has made a number of 
important scientific contributions to BSF. These include (1) serving as member of BSF’s Scientific 
& Medical Advisory Board since its inception; (2) conducting research funded by BSF; (3) creating 
and maintaining the most comprehensive database of huamn TAZ gene variants; (4) playing a vital 
role in keeping communications open between molecular geneticists at diagnostic laboratories; 

and (5) producing a layman’s guide to genetics that has been extremely valuable to our Barth families.

Dr. Gonzalez’s 2002 grant award (“A Study of TAZ mRNAs in Barth Syndrome Individuals”) resulted in a published article in the American 
Journal of Medical Genetics entitled, “Barth syndrome: TAZ gene mutations, mRNAs, and evolution”. 

Dr. Gonzalez is the epitome of a pioneer in science for Barth syndrome. BSF is grateful for her many contributions, continued expertise, 
interest, and support. When the award was presented to her she said, “I want to thank my Barth family once again. This is my Nobel 
Prize!” (2014 Varner Award Presentation can be found on BSF’s website.) 

“As a physician-scientist working in the field, I cannot say enough good things about the Barth Syndrome Foundation. Like 
many worthy non-profit organizations, they focus on a rare but devastating disease. Like many non-profits, they raise money 
for research and heighten awareness. Like many other non-profits, they are a tight-knit community. What I think sets the 
BSF apart is the biennial International Scientific, Medical, and Family Conference, which brings together not only scientists, 
doctors, and other healthcare professionals, but families and patients too. The conference then takes on a personal quality. The 
science and medicine of the disease we're discussing are intertwined with the personal side, at this truly inspiring conference.”  
~ Colin G. Steward, PhD, FRCP, FRCPCH; Bristol Royal Hospital for Children, Bristol, England

“Iris is a first-rate scientist with a very human perspective. She operates in the realm of cutting-edge science but never forgets 
that the samples she deals with and the mutations she analyzes come from boys and young men who are real people who are 
sons, brothers, nephews, grandsons, husbands and yes, even fathers.” ~ Family Member, BSF Community

“Iris has freely donated hundreds, if not thousands of hours of her expertise to Barth syndrome and has done more for 
understanding the genetics of Barth syndrome and TAZ function than anyone else by at least an order of magnitude. A remarkable 
scholar indeed.” ~ Richard I. Kelley, MD, PhD, Kennedy Krieger Institute, Johns Hopkins University, Baltimore, MD

John Wilkins presented the  
Varner Award to Dr. Iris Gonzalez.

Conference attendees form
in the shape of BSF’s logo on the beach.

https://www.barthsyndrome.org/science--medicine/-scientific,-medical--family-conference
https://www.barthsyndrome.org/science--medicine/research-grant-program/grants-awarded/a-study-of-TAZ-mRNAs-in-Barth-syndrome
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=pubmed&dopt=Abstract&list_uids=15793838
https://www.barthsyndrome.org/science--medicine/-scientific,-medical--family-conference/pioneers-in-science--medicine-varner-award-presentation
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BSF Seed Funding Leads to National Institutes of Health (NIH) Grants
Support from BSF has enabled Miriam Greenberg, PhD (Professor, Biological Sciences, Wayne State University, 
Detroit, MI) to carry out Barth syndrome-focused research that has led to subsequent NIH funding. Dr. Greenberg’s 
first BSF grant from the 2002 grant cycle (“TAZ1 Gene Function in Yeast: A Molecular Model for Barth Syndrome”) 
supported the development of the yeast model for Barth syndrome. This laid the groundwork for all of her 
subsequent studies of tafazzin-deficient yeast cells and helped her to obtain the preliminary data leading to an NIH 
R21 grant (2008-2010) entitled “Synthetic Lethal Interactions in Barth Syndrome.”

From studies funded in part by the R21 grant, it was discovered that cardiolipin-deficient yeast cells exhibited defects 
in both iron homeostasis and metabolism, as well as defective import of proteins into mitochondria. BSF grants 

enabled Dr. Greenberg to explore the role of cardiolipin in these essential functions. To carry out studies to test this hypothesis, Dr. 
Greenberg was awarded an NIH grant (2014-2018) entitled “The Role of Cardiolipin in the TCA Cycle: Implications for Barth Syndrome.” 
There is no question that BSF support has led directly to this NIH grant.

Barth Syndrome GeneReviews®
Barth syndrome now has a chapter in GeneReviews®, thanks to Hilary Vernon, MD, PhD (Assistant Professor, Genetic 
Medicine, Johns Hopkins University, Baltimore, MD) and several colleagues she brought in to help with this project! 
GeneReviews® are expert-authored, peer-reviewed disease descriptions (“chapters”) presented in a standardized 
format and focused on clinically relevant and medically actionable information on the diagnosis, management, and 
genetic counseling of patients and families with specific inherited conditions.

Dr. Hilary Vernon and colleagues have provided a GeneReviews® article on Barth syndrome that will be very 
valuable not only for clinicians, but also for families. People with rare diseases suffer because little is known about 
their condition and even less is published for everyone to see. These book chapters provide an authoritative source 

for many genetic diseases, and now Barth syndrome is part of that collection. (This review can be found at http://www.ncbi.nlm.nih.
gov/books/NBK247162/.)

SCIENCE & MEDICINE

Expansion of International Scientific and Medical Advisory Board
BSF’s international Scientific and Medical Advisory Board (SMAB) is a dedicated team of researchers and physicians 
who generously donate their time and expertise to our mission. Without them, we would not be able to review 
grant applications with multi-dimensional expertise or write medically-approved educational materials about Barth 
syndrome. These eminent scientists and physicians are central to our goals and our operation. BSF is incredibly 
pleased to introduce our new member, Mark Tarnopolsky, MD, PhD, FRCP(C) (Professor, Pediatric Medicine, McMaster 
University Medical Center, Ontario, Canada), who has agreed to serve for a four-year term. Dr. Tarnopolsky is an 
expert in mitochondrial and muscle disorders and is engaged in both clinical practice and research. (See page 11 for 
SMAB roster.)

Exciting Changes to BSF Research Grant Program
Starting in 2014, the Barth Syndrome Foundation (BSF) Research Grant program was modified to include two Request for Applications 
(RFAs) for work in clinical areas that have been under-explored to date. These RFAs are in addition to the usual, broad appeal for 
research grant applications on Barth syndrome. The goals of BSF´s Research Grant Program are to advance scientific knowledge of the 
basic mechanism of the disease and to develop improved medical therapies for children and adults affected by Barth syndrome. (See 
page 8 for 2014 grant awardees.)

Dr. Vernon

Dr. Tarnopolsky

Dr. Greenberg

“I am very grateful for BSF support, which has enabled my research group to continue to develop and test hypotheses relevant to 
Barth syndrome. It is my fervent hope that our studies will contribute to our understanding of the pathology in Barth syndrome, 
and to the development of potential treatments for this disorder.” ~ Miriam L. Greenberg, PhD, Wayne State University, Detroit, 
MI

https://www.barthsyndrome.org/science--medicine/research-grant-program/grants-awarded/taz1-gene-function-in-yeast
http://www.ncbi.nlm.nih.gov/books/NBK247162/
http://www.ncbi.nlm.nih.gov/books/NBK247162/
http://www.ncbi.nlm.nih.gov/books/NBK247162/
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With the completion of the 2014 Barth Syndrome Foundation (BSF) research grant cycle, 13 annual award cycles have committed a 
total of US $3.5 million to this important effort through 87 research grants to 50 principal investigators around the world. As with all BSF 
grant cycles, the projects submitted in October for the 2014 cycle that were accepted by BSF were actually awarded the following year. 
Thus, they are included in 2015 fiscal year expenses. BSF, with the advice of its international Scientific and Medical Advisory Board, 
and with support from international affiliates, awarded 8 research projects. BSF is very happy to be able to support the following grant 
recipients. (A complete list of all grant awardees can be found on BSF’s website at www.barthsyndrome.org.)

Valerian Kagan, PhD, Professor and Vice-Chairman, University of Pittsburgh, Pittsburgh, PA
“Mechanism and role of cardiolipin oxidation and hydrolysis in Barth syndrome”
Award—US $100,000 over 3-year period
*Partial funding for this award was provided by Barth Syndrome Foundation of Canada

W. Todd Cade, PT, PhD, Associate Professor, Washington University School of Medicine, St. Louis, MO
“Effects of resistance exercise training on cardiac, metabolic, and muscle function and quality of life in Barth 
syndrome: Part II”
Award—US $45,313 plus $13,500 in travel funds over 1-year period
*Funding for this award was provided by the Will McCurdy Fund for the Advancement of Therapies for Barth Syndrome

Christina Pacak, PhD, Assistant Professor, University of Florida, Gainesville, FL
“Correction of mitochondrial dysfunction in Barth syndrome”
Award—US $100,000 over 3-year period
*Partial funding for this award was provided by the Will McCurdy Fund for the Advancement of Therapies for Barth 
Syndrome
*Partial funding for this award was provided by Association Barth France

Cynthia James, PhD, Research Associate, Johns Hopkins University, Baltimore, MD
“How do women adapt to being a Barth syndrome carrier? A mixed methodological study of psychological 
adjustment and reproductive options”
Award—US $48,563 over 2-year period

John L. Jefferies, MD, MPH, Director of Advanced Heart Failure, Cincinnati Children’s Medical Center, Cincinnati, OH
“Assessment of quality of life, anxiety, and depression in Barth syndrome: Expanding the scope of comprehensive 
care”
Award—US $28,749 over 2-year period
*Partial funding for this award was provided by Barth Syndrome Trust

Adam Chicco, PhD, Associate Professor, Colorado State University, Fort Collins, CO
“Translating murine Taz deficiency to human Barth syndrome: Focus on impaired lipid oxidation”
Award—US $49,998 over 1-year period
*Partial funding for this award was provided by Barth Syndrome Trust

Colin Phoon, MD, MPhil, Associate Professor, New York University School of Medicine, New York, NY
“Novel antioxidant therapies in a mouse model of Barth syndrome”
Award—US $50,000 over 2-year period
*Funding for this award was provided by the Paula & Woody Varner Fund

Michael T. Chin, MD, PhD, Associate Professor, University of Washington, Seattle, WA
“Enzyme replacement therapy in heart failure associated with tafazzin deficiency”
Award—US $50,000 over 1-year period
*Funding for this award was provided by the Will McCurdy Fund for the Advancement of Therapies for Barth Syndrome

Research Grant Program

SCIENCE & MEDICINE

Note: A new fund has been established in Will McCurdy’s memory, the Will McCurdy Fund for the Advancement of Therapies for 
Barth Syndrome. Contributions will be used by BSF exclusively for the development of therapies designed to prevent, alleviate, or 
eliminate the symptoms of Barth syndrome. 

https://www.barthsyndrome.org/science--medicine/research-grant-program/grants-awarded/Mechanism%20and%20role%20of%20cardiolipin%20oxidation%20and%20hydrolysis%20in%20Barth%20syndrome
https://www.barthsyndrome.org/science--medicine/research-grant-program/grants-awarded/Effects%20of%20resistance%20exercise%20training%20on%20cardiac,%20metabolic,%20and%20muscle%20function%20and%20quality%20of%20life%20in%20Barth%20syndrome:%20Part%20II
https://www.barthsyndrome.org/science--medicine/research-grant-program/grants-awarded/Effects%20of%20resistance%20exercise%20training%20on%20cardiac,%20metabolic,%20and%20muscle%20function%20and%20quality%20of%20life%20in%20Barth%20syndrome:%20Part%20II
https://www.barthsyndrome.org/science--medicine/research-grant-program/grants-awarded/Correction%20of%20mitochondrial%20dysfunction%20in%20Barth%20syndrome
https://www.barthsyndrome.org/science--medicine/research-grant-program/view.asp?ccid=568
https://www.barthsyndrome.org/science--medicine/research-grant-program/view.asp?ccid=568
https://www.barthsyndrome.org/science--medicine/research-grant-program/grants-awarded/Assessment%20of%20quality%20of%20life,%20anxiety,%20and%20depression%20in%20Barth%20syndrome:%20Expanding%20the%20scope%20of%20comprehensive%20care
https://www.barthsyndrome.org/science--medicine/research-grant-program/grants-awarded/Assessment%20of%20quality%20of%20life,%20anxiety,%20and%20depression%20in%20Barth%20syndrome:%20Expanding%20the%20scope%20of%20comprehensive%20care
https://www.barthsyndrome.org/science--medicine/research-grant-program/grants-awarded/Translating%20murine%20Taz%20deficiency%20to%20human%20Barth%20syndrome:%20Focus%20on%20impaired%20lipid%20oxidation
https://www.barthsyndrome.org/science--medicine/research-grant-program/grants-awarded/Novel%20antioxidant%20therapies%20in%20a%20mouse%20model%20of%20Barth%20syndrome
https://www.barthsyndrome.org/science--medicine/research-grant-program/grants-awarded/Enzyme%20replacement%20therapy%20in%20heart%20failure%20associated%20with%20tafazzin%20deficiency
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STATEMENT OF FINANCIAL POSITION
For year ended December 31, 2014 (with comparative totals for year ended December 31, 2013)

ASSETS

       12/31/2014  12/31/2013

Assets:

Cash & cash equivalents    $          679,419    $          723,721

Investments 1,051,343 1,150,883

Accounts receivable 137,169 21,828

Prepaid expenses 6,394 12,118

 Total assets       $       1,874,325     $       1,908,550

LIABILITIES AND NET ASSETS

       12/31/2014  12/31/2013

Liabilities:

Accounts payable & accrued expenses    $            16,400    $            23,478

Grants payable 99,917 38,815

 Total liabilities    $          116,317  $             62,293

Net Assets:

Unrestricted   $           530,698 $           911,867

Temporarily restricted 1,227,310 934,390

 Total net assets    $       1,758,008  $        1,846,257

 Total liabilities & net assets    $       1,874,325    $        1,908,550 

*See annual audit for notes and additional information.

FINANCES
Your donations are precious to us, and without your contributions we really 
couldn’t do what we do. These include ground-breaking research, support for 
families, not to mention our unique and highly-regarded conference. None of 
these programs could happen without your help. We are grateful to all those 
who respond willingly to our request for donations and 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 endorsements of the Better Business Bureau Wise 
Giving Alliance and the National Health Council continue to be earned. The 20 
Standards of Accountability and 43 Standards of Excellence, respectively, are 
applied to all we do.

Henry (age 2) with his cousin, Millie,
at the 2014 Happy Heart Walk. 
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STATEMENT OF ACTIVITIES
For year ended December 31, 2014 (with comparative totals for year ended December 31, 2013)

       
Year Ended 

12/31/14  
Year Ended 

12/31/13

PuBLIC SuPPORT AND OTHER REVENuES:

Public Support:

 Contributions       $ 1,067,186     $    824,480 

Grant Income 35,060               -

$ 1,102,246 $    824,480

Investment Income $         4,925 $        5,481

Unrealized Gain (Loss) on Investments 209 (6,099)

 Total Public Support & Other Revenues $ 1,107,380  $   823,862

EXPENSES AND LOSSES:

Program Services:

Communication & Awareness $    124,666 $    122,097

BSF Conference 168,161 839

Family Services 102,427 103,484

Barth Syndrome Registry & Repository 29,696 (46,845)

Research Grants 368,157 344,226

Research Grants Funded by BSF Affiliates (59,080) (45,948)

Science & Medicine 291,678 186,369

     $ 1,025,705  $    664,222

Supporting Services:

Management & General $      79,814 $      82,489

Development & Fundraising 90,110 50,241

     $    169,924  $    132,730

Total Expense & Losses $ 1,195,629  $    796,952

CHANGE IN NET ASSETS $    (88,249) $      26,910

NET ASSETS, beginning of year $ 1,846,257  1,819,347

NET ASSETS, end of year     $ 1,758,008  $ 1,846,257

Note: BSF’s full 2014 audited financials are available on our website at www.barthsyndrome.org.

Breakdown of Program ExpensesAll Expenses

Support Services
14%

Program Expenses
86%

Science/Medicine 
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Family 
Services

10%Research Grants
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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 the individuals for their hard work and dedication.

Barth Syndrome Foundation
PO Box 618

Larchmont, Ny  10538

BOARD OF DIRECTORS

Marcus E. Sernel, Chairman Katherine R. McCurdy, Board Member* Kevin Woodward, Board Member

David Axelrod, MD, Board Member Susan S. Osnos, Board Member Lindsay B. Groff, ex-officio, Executive Director

Randy Buddemeyer, Treasurer Catharine L. Ritter, Board Member Stephen B. McCurdy, Chairman Emeritus

Stephen Kugelmann, Board Member John Wilkins, Board Member

Susan A. McCormack, Secretary Susan V. Wilkins, Board Member* *Terms ended April 2014

EXECuTIVE STAFF

Lindsay B. Groff
Executive Director

Shelley Bowen, Director
Family Services & Awareness

Lynda M. Sedefian
Executive Assistant

Sandra Stevens
Fundraising Project Manager

Matthew J. Toth, PhD
Science Director

INTERNATIONAL SCIENTIFIC & MEDICAL ADVISORy BOARD

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

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

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

Colin G. Steward, PhD, FRCP, FRCPCH; Pediatric Hematology, 
Bristol Royal Hospital for Children, Bristol, England

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

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

Gerald F. Cox, MD, PhD; Clinical Genetics, Boston Children’s 
Hospital, Boston, MA; Clinical Research, Genzyme Corporation, 
Cambridge, MA

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, MI

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

Grant M. Hatch, PhD; Lipid Lipoprotein Research, University of
Manitoba, Winnipeg, Canada

Katherine R. McCurdy – Emerita; Board of Directors, BSF*
*As of April 2014

Richard I. Kelley, MD, PhD; Metabolism, Kennedy Krieger 
Institute, Johns Hopkins University, Baltimore, MD

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

INTERNATIONAL AFFILIATES

Barth Syndrome Trust (uK & Europe)
Michaela Damin, Chair
1 The Vikings
Romsey, Hampshire S051 5RG, United Kingdom

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

Barth Trust of South Africa
Jeannette Thorpe, Chair
49 Abelia Road
Kloof, Pinetown, 3610 Natal, South Africa

Association Barth France
Florence Mannes, Chair
12, rue Lalo
75116 Paris, France

http://www.barthsyndrome.org.uk/
http://www.barthsyndrome.ca/english/view.asp?x=1
http://barthfrance.com/
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2014 DONORS
PAuLA & WOODy VARNER FuND
Angels ($1,000 - $4,999) 
Dillon Foundation
Wilkins, Sue & Dr. Mike

General Contributions ($50 - $999) 
Basler, Dr. Rod & Debbie
Beynon, Dave & Liz
Buckley, Les & Nancy
Burmeister, Blaine & Abby
Burmeister, Jon & Jackie
Burmeister, Marita & Chuck
Buswell, Charles & Jeanne
Carveth, Dr. Steve & Beth
Cheatham, Dr. John
Cimino, Dr. Mike & Patty
Henricks, Dr. Bruce & Peggy
Kaiser, Matt & Bridgette
Keating, Con & Barbara
Kennedy, Walker & Dianne
Kiechel, Dr. Fred & Vivian
Kubly, The Kubly Family Foundation
McClendon, Joe & Lynn
Norris, Dr. Mike & Mary
Olson, Loy & Julie
Osborne, Dr. Tom & Nancy
Pittenger, Jim & Julie
Raun, Robert & Eileen
Roskens, Dr. Ronald & Lois
Seaman, Andrew & Robyn Steely
Somers, Peter & Dr. Kristin
Sonderegger, Ted & Mary Ann
Stuckey, Dennis & Nancy
Tegt, Dr. Tom & Barb
Varner, Judy
Varner, Tom & Beth
Wiederspan, James & Ann
Wiederspan, John & Nancy
Wilkins, Dr. Jerry
Wilkins, Joanne
Wilkins, John
Wilkins, Dr. Lee & Kristy
Wilkins, Muriel
Zank, Neil

SCIENCE & MEDICINE FuND 
Angels ($1,000 - $4,999)
Allen, Tiffini
American Express Gift Matching 
Campbell, Debbie
Kirkland and Ellis Foundation 
Olson, Richard & Sharon
Schoen, Christopher & Melissa
The Black Dog Private Foundation

General Contributions ($50 - $999) 
American Express Gift Matching 
Branagh, John & Megan
Casida, Robert
Dollard, John & Janet
Drake, Bryan
Engberg, Kate-Marie
Epand, Dr. & Mrs. Richard 
Garick, Lauren
Hallam, Ken & Theresa
Harrigan, Timothy & Lori
Higgins, Jack
Hobbins, Antonia
Jones, Rhett & Diane
Lascurettes, Nancy
Mangione, Justine
Motzkin, Robert & Diane
Pikulin, David & Jamie
Sarkozi, Paul & Jill
Tulchin, David & Nora
Wechsler, Ann
Woodward, Kevin & Stacey
Young, Bill
Ziegler, John & Patricia

WILL MCCuRDy FuND FOR THE 
ADVANCEMENT OF THERAPIES
Stars ($5,000+) 
Anonymous 
Blumenthal, Sen. Richard & Cynthia
Flexner, Donald
Ingersoll, Ann
Isaac, Paul & Karen
Kirkham, Collier & Ann
Lummis, William & Dossy
Malkin, Rebecca Swift Malkin Fund
Malkin, Scott & Laura
Malkin, The Malkin Fund
McCurdy, Steve & Kate
McKown, Chris
Osnos, Evan & Sarabeth
Pierson, Dr. Robin & Allene
Taussig, Tim & Nancy  
   (The Tortimaki Foundation)
The Frill Foundation

Angels ($1,000 - $4,999)
American Express Gift Matching
Bailey, Clarke & Trish
Bauer, Jon R., c/o Bauer Family  
   Foundation
Berry, Rick & Carla
Bogert, Carroll
Chapin, Steve & Deborah
Evoy, Larry & Sally Houstoun
Forsyth, John & Linnet Tse
Garry, Bobby & Leigh
Geary, Ann
Gilligan, Ed
Glenn, Bill & Lisa
Hart, Dana
Hall, Gregory & Dacey
Hennessey, Michael & Mary Alice
Jones, Alan
Joyce, Dave & Jane
Kelley, Dr. Richard & Alice
Kugelmann, Peter & Karen
Ledecky, Jon
Lummis, Marvin
Malkin, Louisa Rice Malkin Fund
Matelich, George & Susan
McCormack, Patty
McCurdy, Mac & Ginny
McGreevy, Annie & Quentin
McNeal, Glenda
Mixter, Steve & Beth
Osnos, Suze & Peter
Rubin, Tom & Dr. Nina Russell
Russell, Cristine & Ben
Russell, Paul & Sara
Sanborn, Noel & Virginia Lee
Schlosser, Al & Jackie
Schuette, Eric
Searle, Urling
Sherbany, Dr. Ariel
Sherlund, Rick & Janet
Stoll, Ned & Cindy
Sullivan, Barb
Vaisman, Natan & Beth Roberts
VanBuren Brown, Missy
Wahrhaftig, Dave & Sue
Winston, Laura

General Contributions ($50 - $999) 
Adams, Greg & Sandy
Adler, Dr. Ronald & Judith
Albrecht, Susan & Nancy
Alisberg, Susan & Andy
Amlicke, Tom & Susan
Appell, Richard & Donna
Armstrong, Elizabeth
Aronson, Jeanne
Asaff, Ernie & Colette
Bartek, Ron
Bater, Jennifer
Beatty, David & Abi
Berardino, Robert & Martha
Berens, Wayne & Harriet
Berman, Carol & Walter
Berman, Harris
Berning, Melvin & Mary Dell
Berridge, Mary Lee
Bialo, Ken & Katherine
Bogert, Amy & Robert Baldwin
Bogert, Nick & Sally
Bognanno, Thomas
Boomer, Tim & Judy
Boutin, Marc
Brefka, Cornelia
Brennan, Brigid
Brenner, Andy & Kathy
Brewer, Gerilyn
Bringewatt, Elizabeth
Brown, Debra
Brown, Tracy & Cary
Bruno, Ellen
Bucci, Michael & Erika
Buddemeyer, Leslie
Buly, Dr. Bob & Lynne
Burkett, Bradford & Marcia
Burmeister, Marita & Chuck
Burtis, Cleo & James Comerford
Carvalho, Marlene
Casey, Cameron
Cavanaugh, Matt & Alice
Cecere, Michael
Chan, Nathalie
Clapp, Gregory & Fiona
Colmar, David
Community Health Charities of NY 
Condon, Jane
Condon, Owen
Conway, Mary
Counselman, Elizabeth
Cracchiolo, James & Marilyn
Crossley, Doug
Crowley, Diane
Cuccia, Helen
Danford, Nicholas
Dannels, Richard & Terry

Del Vecchio, Lori
Delany, Brendan
Delany, Brooke
Delany, Paxton
Donnalley, Jen
Douglas-Siegel, Jonah
Epstein, Paul & Leah
Fennimore, Diane
Fenwick-Smith, Felice, Robert,  
   Amanda & Rachel
Firestone, Jim & Ann
Fraser, Carolyn & Cynthia
Fuller, Barbara
Galinsky, Lauren
Gallaher, Carolyn
Geithner, Timothy
Gewitz, Dr. Michael & Judy
Gibbs, Richard & Jennifer
Golden, Michael
Gravholt, Josh & Molly
Gray, Dusty & Melany
Gray, Ian
Greenberg, Dr. Miriam & Dr. Shifra  
   Epstein
Greene, Reverend Dorothy
Groff, Lindsay
Grose, Madison & Nora
Grossman, Harvey
Gunther, Tom & Virginia
Hahn, Alexandra
Hanlon, Kyle
Haviland, Jordan
Hazen, Ned & Liz
Heffernan, Bill
Heine, Tim
Herr, Cabby
Hiden, Bob & Ann
Hillel, Pavel & Susan
Im, Helen & Peter Russell
Ingersoll, Jared & Tina
Jarrett, Cate
Jofre, Jaime & Laura
Juico, Jose & Eileen
Junior League of Westchester
Kaminer, Riley
Keane, Mary Ann
Kearns, Richard & Kathy
Kelly, Craig & Rebecca
Khan, Lauris
Kimmey, Joseph
Kirk, Rebecca
Kizer, Joel
Klockner, Daniel & Nancy
Koelsch Rebori, Emily
Korologos, Philip
Kubisch, Leif & Joan
Kugelmann, Steve & Jan
Kurzeja, Honi
Langwith, Elizabeth
Lawrence, Peter
Lee, Jennifer
Leon, Susan & Andy Fredman
Levy, Joel
Liebenguth, Mouse
Magnuson, Kellie
Malkin, Louisa Rice Malkin Fund
Mannes, Philippe & Florence
Manson, Walter
Mariani, Raymond
Maynard, Dr. Edwin
Maynard, Daniel
McClintock, Cynthia
McFee, Wendy & Jmel Wilson
McGovern, Dr. Thomas & Veronica
McGraw, Deirdre
Medow, Carol
Meighan, Paula
Melrose, David & Pat
Mihalich, Jim & Jane
Millman, Paul & Susie
Miragliotta, Bernadette
Morehouse, Clark & Susan
Morgenstern, Marc & Louise
Morse, Robert
Myers, Judy & Ira
Nagel, Robin
National Health Council 
Nelson, Lisa
Nesbitt, Carol
Nicoll, Tom & Mary
Northrup, Bruce & Jan
O’Connell, Ryan & Janet
O’Hara, Peter & Sabina
O’Keefe, Linda
Oliver, Jason
Olson, Richard & Sharon
O’Shaughnessy, Jim & Melissa
Ouellette, Monique
Palmer, Kirk & Lori
Panno, Dr. David & Leelee
Paolini, Ann
Papone, Aldo & Sandra 
Pardo, Marilyn
Patel, Tejal

Pattee, Diane
Peck, Susan
Peterson, Carl & Andrea
Phillips, Thomas & Nancy
Phoon, Dr. Colin & Janet
Pierson, Frank & Nancy
Pierson, Dr. Richard & Kitty
Pierson, Russell
Plumez, Jean Paul & Dr. Jacqueline
Purcell, Bob & Jackie
Rabkin, David
Rader, Stephanie 
Raynaud, Veronique
Read Ezell, Katherine
Reynolds, PhD, ORT/L, Stacey
Roberts, John & Betty
Robidoux, Monique
Rodamer, Bob
Rodbell, Gary & Colette
Rodbell, Mitchell & Liz
Rogers, Larry & Catherine
Rosen, Dr. Alan & Amy
Rosenfeld, Lisa
Rosenshine, Jon & Mary Pat
Rourke, Tom
Ruderman, Gail
Ruderman-Fennelly, Nancy
Russell, Charlotte
Russell, Harold & Margo
Russell, Paul & Sara
Rutherford, Alanna
Rutledge, Elizabeth
Ryan, Dr. Robert
Sanborn, Peter
Sanford, Katherine
Schlapak, Sonja & Gregor
Schreiber, Mary Ann & Ed Mooney
Schreifels, Jeff
Schwendener, Paul & Barbara  
   Gessler
Seaman, Andrew & Robyn Steely
Seay, Laura
Segal, Mark & Anne
Segal, Mark & Heather
Sherer, Peter & Marilu
Sherer, Tony
Sims, Frank
Singer, Craig
Singer, Scott & Mary Jo Romano
Sleeper, Emmy Lou
Smith, Judiann
Smith, Mike & Susan
Smyser, Georgiana
Snedeker, Rob & Frances
Sorrento, Nora
Stevens, Sandra
Strohl, Linda
Suzuki, Matthew
Swain, Bob & Virginia
Swennen, Erik & Veerle
Thach, Christy
The Rye Tri Club
Townley, Birgit
Tunguz, Stefan & Julie
Tutwiler, Temple & Lucy
Vail, Clayton
Van Valen, Colleen
Van Valen, Ed & Jeanne
Van Valen, Kera
Varner, Judy
Viebranz, Elaine
Wagner, Nina
Walsh, Liz
Waterman, Chris & Marcy Wilkov
Waters, Marty & Helen
Watt, Richard & Gill
Waugh, Emily
Welcome, Michael & Carolyn
Werner-O’Brien, Claire
Weston, Garrett
White, William & Marian
Wiederspan, Mark & Jess
Wilkins, Joanne
Wilkins, Sue & Dr. Mike
Williams, Kathleen & Suzi Anderson
Wilson, Ann & Dave
Wirsneck, Bob & Betty
Wofford, Daniel
Xu, Dr. Yang
Young, Elise
Zierk, Holly
Zierk, Tom & Gail

GENERAL FuND 
Stars ($5,000+) 
American Express Gift Matching 
American Express Philanthropy 
Anonymous
Association Barth France
Blumenthal, Sen. Richard & Cynthia
Buddemeyer, Randy
Buly, Dr. Bob & Lynne
Clapp, Gene & Meridith
Cusack, Tom & Carrie

Ingersoll, Paul & Mariana
Isaac, Paul & Karen
Lummis, Marilyn
Lummis, William & Dossy
McCurdy, Steve & Kate
Miller, Kirt & Martha
Millet, Mario & Celia Encalada
Pierson, Dr. Robin & Allene
Russell, Dr. Paul
Sernel, Gordon & Sharon
Sernel, Marc & Tracy
Shaprio, Earl and Brenda Shapiro  
   Foundation
Smith, Leslie
The Lebensfeld Foundation
 
Angels ($1,000 - $4,999)
American Express Employee Giving 
American Express PAC Match
BSF of Canada 
BSF of South Africa 
Bailey, Clarke & Trish
Barad, Seth & Amy
Barth Syndrome Trust
Blouir, Matthew & Anna
Blumenthal, Claire Mae
Branagh, John & Megan
Branagh, Thomas & Diane
Broadridge Foundation 
Buly, Dr. Bob & Lynne
Campbell, Debbie
Dannels, Richard & Terry
Davis, Martha
Drake, Bryan
Dunagan Foundation 
Eleanor Minor Trust 
Fowler, Susan & David Fowler  
   Charitable Gift Foundation 
Hales, Bryan
Hall, James & Amie
Hechinger Family Charitable Gift  
   Fund
Heine, Tim
Hixson, Christina
Holly, Greg & Keli
Hurtz, Kim
Isaac, Paul & Karen
Johnson, Malcolm & Deloris
Kavetas, Suzanne
Kuhl, Phillips & Karen
Kurtenbach, Douglas
Lindsey, John & Sara
Liscio, Mark & Liz
Lummis, Ghent & Ginger
Lummis, Marvin
MBIA Foundation
Mann, Allen & Rosa
Mann, David & Shelia
Marshall, John Marshall Family  
   Foundation
McCormack, Susan & Ken Marra
McCurdy, Chris & Kris
Osnos, Suze & Peter
Pattee, Diane
Raftery, John
Randolph, Dr. Peter & Helen
Schoen, Christopher & Melissa
Section 16H Group NJ
Shaw, Walt
Singer, Steven
Smith, Renee
Van Langendonck, Karel & Magda
Wilkins, Sue & Dr. Mike
Woodward, Kevin & Stacey

General Contributions ($50 - $999) 
Abbey National Employment  
   Services 
Aber, Jay
Acklie Charitable Foundation
Adams, Jamie
Addington, Devin
Alimanestianu, Alexander
Allen, Tiffini
Allman, Peter & Maureen
Allman, Tom & Jane
Amalong, Thomas & Aleta
Ameriprise Employee Gift Matching 
Ammann, Sandra
Anonymous
Arovas, Gregory 
Aviles, Michael
Axelrod, Dr. David & Jessica
Azar, Laura
Baer, Susan
Baker, Timothy
Baldoni, Deanna
Ballard, Stacey
Barbarotta, John & Audrey
Barnett, Linda
Baron, John & Christine
Barth, Dr. Peter
Bartz, Roger & Veronica
Basler, Dr. Rod & Debbie

Bater, Jennifer
Bates, Julia
Bauman, Patricia
Beckett, Robert
Behnke, Eugene & Margaret
Belfatto, Eileen
Bellig, Charles
Bellig, John & Susan
Ben-Ari, Danny
Bennett, Claudia
Bennett, Judith
Bennis, Lisa
Bernal, Francisco
Berridge, Mary Lee
Berry, Jim
Berry, Rick & Carla
Berry, Shane
Bertan, David
Bertling, Norbert & Donna
Bettenhausen, Bob & Joanne
Betz, Megan
Bilik, Kari
Bingham, Dr. Dave & Kathy
Bittel, Rhonda
Bliven, Peter
Blumenthal, Matthew
Bodary, Michael & Lisa
Bogert, Amy & Robert Baldwin
Bogert, Carroll
Bohnert, Kaye
Botto, Michael & Patrice
Bougger, Annie
Bowen, Shelley & Michael
Bowman, Ron & Nancy
Bowron, FRCPath, Ann
Boyle, Beth
Branagh, Bill
Branagh, Matt
Brandt, Douglas
Brause, Cheryl
Brennan Jones, Mary Augusta
Brewster, Brinks & Laira
Britt, Peggy
Brody, D.W. & Tracy
Brody, David & Jeanne
Brody, Tyler
Broyles, Margaret
Bryant, Dr. Randall
Bucci, Michael & Erika
Buckeye Community Federal Credit  
   Union 
Buddemeyer, Carl & Donna
Buddemeyer, David
Buddemeyer, Leslie
Bull, Dave & Sarah
Burke, Margaret
Burmeister, Blaine & Abby
Burmeister, Marita & Chuck
Burnett, Johnny & Teresa
Burns, James
Cade, Dr. Todd & Ashley
Cadoff, Ethan
Calhoun, Michael & Angela
Calvert, Elaine
Campbell, Jack & Sally
Campbell, Tonja
Canale, Annemarie
Capasso, Ruth Ann
Capek, Dr. Dale & Clay
Cappello, Frances
Carpenter, Arthur & Mary
Carroll, Terrence & Ellen
Carroll, Zachary
Carroll Masterson, Marie
Carvalho, Marlene
Carveth, Dr. Steve & Beth
Caygill, Amy
Cent, Beverly & Norbert
Chandler, Peggy
Chandler, Robert & Darla
Cheatham, Dr. John
Cheatham, Linda
Chen, Robert
Cherniak, Benjie
Cherniak, Miriam
Christensen, Eric & Lisa
Ciena Cares Matching Gifts 
Cimino, Dr. Mike & Patty
Clarady, Carrie
Clifton, Inc.
Cohune, Vicky
Concannon, Richard & Maura
Condon, Jane
Congdon, Margot
Connor, Shawn & Jan
Conway, April
Copedge, Bridget
Cotters, George & Shelley
Courtney, Ms. S.
Cox, Dr. Gerald
Crabtree, Joyce
Crandall, Risa
Crawford, Michael & Eleanor
Cronin, Kathleen
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Crowley, Diane
Crozier, Kathryn
Crozier, Nancy
Cuccia, Helen
Cushmore, Patricia
Danckwerth, Kevin
Dannels, Richard & Terry
Davilman, Andrew
Davis, Elizabeth
De Feis, Mary
DeFazio, Diane
De Vito, Bonnie
Degive-Lallemand, Bernard &  
   Valerie
Derusha, Charles & Bernadette
Derusha, Laura
Derusha, Leroy & Jennelle
Derusha, Rachel
Derusha-Mackey, Nicole & Sarah
Despins, Suzanne
Devin’s League of Super Heroes 
DeYoung, Edward & Jill
Dickey, W. T.
Dickson, Kenneth & Linda
Dilmaghani, Cyrus
Doran, Shawna
Douglas, RDCS, CCT, Kathyrn
Drake, Frank & Teresa
Draper, Steve
Drattell, Maria
Drury, Paul
DuHamel, Constance
Dunagan, Deanna
Dunn, Mark & Anna
Duran, Lisa
Egueur, Madeleine
Elizabeth Seton Montessori School  
   of Westmoreland 
Elkins, Maria
Elleo, Frank & Claire
Elliott, Christine
Elliston, Ann
Elmer, Madeleine
Elwood, Lynn & Rick
Emery, Jon & Suzanne
Engberg, Renee
Ennis, Carleigh
Enterline, Carol
Epand, Dr. Richard & Mrs. Epand
Evans, Robert & Beverly
Evans, Thomas & Sandra
ExecComm LLC
Fairchild, Chris
Fairchild, Dewayne & Julie
Falcon Motorsports
Falk Family
Famiglietti, Michael & Lisa
Farley, Lauren
Faxon, Kevin & Susan
Feldstein, Elayne
Fellegara, Kerry
Fenton, Elinor
Fields, Elyse & Peter
Fifer, Scott
Fillbrandt, Kelly
Firestone, Dave & Jane
Firestone, Jim & Ann
Fisher, Anthony
Fitch, Roberta
Fitzgerald, Elizabeth
Fitzgerald, Holly
Florez, Michelle
Floyd, Ed & Julie
Flynn, Clare
Fogarty, Ghotay
Ford, Earl & Merry
Forsyth, John & Linnet Tse
Francisco, George
Franklin, Peter & Dorothy
Franxman, Jill
Fredrickson, Karl
Freidus, Dahna
Friar, Ellen
Friedman, Seth
Fuirst, Ken
Gaehle, Benjamin
Galbraith, Lois
Ganz, Doug & Pam
Garcia, Michele
Gardiner, Tim & Nancy
Garfield, Leslie
Garrett, Katie
Garry, Bobby & Leigh
Garver, James
Gausepohl, John
Geithner, Peter & Deborah
Gelber, Dr. Ben & Elaine
Giampietro, Nick
Gilmore, Andrew

Girsky, Laurie
Gittelman, Ann
Glenn, Lisa & Bill
Golden, Richard
Golden, Robin
Gonzalez, Dr. Iris
Goodman, April
Goodman, Bob & Diane
Goodwin, William & Virginia
Gottsegen, Alison
Gould, Jan & Michele
Gram Inc.
Gravitt, Carolyn
Gray, Dusty & Melany
Green, Frances
Green, Mitch & Susan Yamaguchi
Greenberg, Dr. Miriam & Dr. Shifra  
   Epstein
Greene, Reverend Dorothy
Gress, Emil & Natalie
Groff, Lindsay
Grzesiak, Lisa
Gungor, Umut
Gunther, Nicole
Hackett, Christopher & Gina
Haessler, John & Nancy
Hagar, Rodney & Elissa
Hall, James
Hall, James & Amie
Hallam, Ken & Theresa
Hallmark Agency, Inc. 
Happy Tails 
Hargraves, Julian & Janice
Harkness, Tyler
Harman, James & Merlene
Harrow, Patricia
Harwin, Jeffrey
Heard, Susan
Hedgecock, Norm & Debbie
Heikkinen, Lorna
Heller, Cindy
Helms, Kathryn
Hendrick, Susan
Hennessey, Michael & Mary Alice
Henricks, Dr. Bruce & Peggy
Hensley, Charlotte
Hensley, Christopher
Herbsman, Jonas & Lori
Heslin, Frank & Linda
Hester, Randy & Marian
Hicks, Dale
Higgins, Jack
Higgins, Thomas & Marie
Highland, Jeremy
Hill, Dr. Carter & Dr. Winnie Mann
Hill, Gerald & Dawn
Hille, Mary
Hinkle, Russell
Hiscocks, Richard & Marsha
Holly, Barry
Holly, Jessi
Holly, Kristi
Holly, Peggy
Holly, Ron
Hone, Susan & Chris
Hood, Alexander & Amy
Horkey, Shelly
Horton, Nancy
Hurtz, Kim
Jagne, Yahya
Jarrett, Cate
Jensen, Tom & Marilyn
Joens, Daniel
Joens, Steve
Jofre, Jaime & Laura
Jones, Gloria
Jones, Kristy
Julie, Franklin
Kahn, Natasha
Kalapasev, Ned & Brie
Kaminsky, Gila
Karp, Dr. Joseph
Kaufman, Jeff & Wendy
Kelly, Raymond
Kelly, William
Kennedy, Dianne
Kensek, Paul & Florence
Kiechel, Dr. Fred & Vivian
Kim, Eurus & Sharon
Kintzer, Donald & Karen
Kirkham, Collier & Ann
Kirkland and Ellis Foundation
Klimchak, Michael
Klockner, Daniel & Nancy
Kornweiser, Leslie
Kozora, Jamie
Krone, Susan
Kronn, David
Kugelmann, Mike & Catherine

“The Barth Syndrome Foundation is very effective with the dollars that it raises. It’s very smart in how it uses its still relatively 
scarce resources.  I give to BSF because I respect what they do and I actually see what initially a small group of really committed 
people can do when they put their minds to it.” ~ Carroll, Donor

Kugelmann, Steve & Jan
Lamb, Rachel
Lampman, Ralph & Karen
Landa, Lloyd & Jeanette
Lascurettes-Mangiapane, Denise
Lavina, Michael
Law, Oliver & Susan
Lawson, Richard
Lederman, Dr. Seth & Sarah
Lee, Meredith
Lee, Richard
Lever, Charles & Beverly
Levin, Dana
Levine, Shari & Darren
Levinson, Charles
Levinson, Marla
Liebenguth, Mouse
Lieberman, Amy
Lind, Michael
Linder, Dr. Max & Pat
Linen, Jon & Leila
Lollar, Mr. Lollar
Lopez, Megan
Lord, Jacob & Michelle
Lord, Wallace
Lynch, Lilian
Lynn, Beth
Maca, Sarah
MacKay, Douglas
Magnussen, Lindsay
Maguire, Shevon
Mahoney, Sara
Maksymiuk, Steven & Catherine
Mancino, Angelo & Rosemary
Mann, David & Shelia
Mannes, Philippe & Florence
Marchessault, Patricia
Marcoux, Vicki
Marks, Michael & Cynthia
Marra, Kim
Marra, Ronald
Marsico, Michael
Martin, John
Martin, Melanie
Mask, Harold & Gayle
Massengale, Dr. Martin & Ruth
Massey, Sam & Kila
Massie, Kaylan
Matelich, George & Susan
Maynard, Dr. Ed & Lisa
Maynard, Marilyn
McClellan, MGC, Rebecca
McComas, Laura
McCormack, Helen
McCormack, Timothy & Marcia
McEvily, Ellen
McFee, Wendy & Jmel Wilson
McGuinness, Amanda
McHugh, Laura
McKay, Richard
McKee, Brendan
McKendrick, George
McNally, Mark
McNeil, Thomas & Michelle
McTear, John & Donna
Medina, Danielle
Meinberg, Eric & Christina
Melrose, David & Pat
Menkhaus, David
Mercer, Phillip
Michaud, Steven & Yoko
Michener, Sandt & Kathryn
Microsoft Matching Gifts Program
Mihalich, Jane
Miller, Denise
Miller, Jane & Clyde Rayner
Miller, Jill
Miller, Merle & Lucy
Millman, Paul & Susie
Miloff, Michael
Minnick, Gates & Daisy
Mollin, Jessica
Monahans Volunteer Fire Dept. 
Montanaro, Louis & Theresa
Montgomery, John
Moore, Nigel & Lorna
Moreland, Dr. Brian & Rachel
Morgan, Derek & Laura
Morgan, Kathleen
Morock, Kim
Morris, Les
Morrissey, Amanda
Morsberger, Raechel
Moskowitz, Rebecca
Motzkin, Robert & Diane
Moulton, Sherry
Mouracade, Valerie
Mueller, Carl & Suzanne
Murphy, Donald & Jane

Murphy, Helen & Claire
Nachman, David
Neece, Michael
Neece, Sue
Neill, Merrily
Nelson, Joanna
Nelson, Scott & Teri
Nemanic, Erik & Kathy
Nestor, Brian
Nevins, Michael & Simone
Ng, Gregory
Nicoll, Tom & Mary
Norris, Dr. Mike & Mary
Northrup, Bruce & Jan
Nurkowski, John
Obalde, Manuel & Carla
Odoardi, Anne
Odouard, Francois & Reshmi
Odum, James
O’Keefe, Ann
Olsen, Steven & Nancy
Olson, Donald & Eunice
Olson, Ken & Tina
Olson, Loy & Julie
Olson, Richard & Sharon
Ondich, Shelley
Orso, John & Theresa
Ortiz, Michael
Osnos, Suze & Peter
Osterhaus, Greta
O’Sullivan, John
Ott, Pearl, Donald Rome, & Judy  
   McDonald
Otte, Hon. Rob & Carolyn
Pacak, Christina
Pagano, James & Mary Lou
Pannell, Katherine
Panno, Dr. David & Leelee
Paolizzi, Vincent & Celeste
Papone, Aldo & Sandra
Parker, Greg
Parlato, Carolyn
Passacantilli, Sue
Pella Rolscreen Foundation 
Pena, Chris & Kristi
Pepsico Foundation
Pepworth, Donald
Pergam, Carl
Perusco, Ashley
Phillips, Bill
Phoon, Dr. Colin & Janet
Pierson, Frank & Nancy
Pierson, Dr. Richard & Kitty
Pillman, Linda
Plumez, Jean Paul & Dr. Jacqueline
Poe, Kim
Presler-Marshall, Martin & Elizabeth
Proznick, Mary
Puhr, Edward & Kathryn
Purcell, Bob & Jackie
Purdy, William & Molly
Rader, Carol
Rader, Stephanie
Radowski, Steven
Rainier, Nancy
Randell, Dr. Jay & Amer
Rath, Gene
Ratner, Ian & Carol
Raved, Suzanne
Rawley, Ann
Ren, Dr. Mindong
Rey, Lisa
Rhodes, Alberta
Richards, Matt & Jessica
Rimby, David
Rimler, Frank
Ritchea, Shery
Ritter, Chris & Cathy
Roberts, John & Betty
Robinson, Joe & Connie Sue
Rodbell, Arthur & Rhoda
Rodbell, Gary & Colette
Rodbell, Michael & Margaret
Rodbell, Mitchell & Liz
Romer, Lori
Rosenblatt, Stephen
Rosendahl, Dr. Anders Rosendahl
Roskens, Dr. Ronald & Lois
Rosson, Andrew
Roth, David
Rothman, Robert & Amy
Rothschild, Adam & Kathy
Rounsavill, Bruce & Rebecca
Rovner, Tanis
Rowlett, Michael
Rozanes, Karen
Rozansky, Marc & Sherri
Rubin, Adele
Rupp, Jeannie

Russell, David & Babette
Russell, Gary
Russell, Harold & Margo
Russell, Paul & Sara
Sabin, Todd
Sahlein, Stephen & Nancy
Salinas, Eliseo & Rose Mary
Sams, Louise
Sanborn, Noel & Virginia Lee
Sandlers, Dr. Yana
Sandlin, Joann
Sannicandro, Anthony & Donna
Santamaria, Judy
Saporito, Gennaro & Alisa
Sarkozi, Paul & Jill
Sauer, Liz
Scarritt, Michelle
Schlame, Dr. Michael & Laili  
   Moshirzadeh Moayedi
Schmidt, Tara
Schmith, Craig
Schoen, Christopher & Melissa
Schoenherr, Dan
Schorr, Paul & June
Schott, Michelle
Schreiber, Mary Ann & Ed Mooney
Schreiter, Karl & Margaret
Schroeder, Wallace & Rose Wood
Scopia Capital Charitable Fund
Sedefian, Lynda
Segal, Donna
Segal, Mark & Anne
Segal, Mark & Heather
Segal, Susan
Sellers, Kent & Julie
Sellet, Rebecca & David Campbell
Seltzer, Stu
Serzan, Vincent & Eileen
Setliff, Stephanie
Shamblin, Dave & Sue
Shepherd, Greg
Sheridan, Melanie
Sherman, Teresa
Shiring, Kathleen
Shirley, Janice
Shirley, William & Catharine
Shreve, Bill & Linda
Shtull, Ora
Simon, Thomas & Nancy
Sisk, Jeffrey & Jill
Slawson, Kirsten
Sleeper, Emmy Lou
Slone-Goldstein, Tara
Smith, Jim & Mary Jo
Smith, Josh
Smith, Laurie
Smith, Richard & Toni
Snedeker, Rob & Frances
Sonderegger, Ted & Mary Ann
Sorrento, Nora
Spalla, Katie
Sparks, Kara
Spaulding, Frances
Spencer, Louise
Stanzel, Richard & Shelley
Stark, Ruth
Staub, Amy
Staudt, Dennis & Patty
Steinmetz, Julia
Stenson, Marie
Sterling, James
Stevens, Sandra
Stevenson, Robert & Sharon
Stewart, Jodie
Stewart, Lori
Stohs, Dr. Gene & Kristen
Stoner, David & Teresa
Story, Tracy
Strain, Fraser & Donna
Stratham, Chris
Strauch, Joel & Catherine
Stuart, James Stuart Jr. & Susan  
   Stuart Foundation
Stuckey, Dennis & Nancy
Stuhlreyer, Tom & Kim
Stuhlreyer, William & June
Sullivan, John
Sutton, David
Swabe, Rodrick & Carolyn
Swarb, Steve & Jennifer
Sweetman, Tina
Swennen, Erik & Veerle
Taddeucci, Katie
Takata, Gregg
Tarrant, Julie
Teboul, Susie & Daniel
Tedder, Carol
Tegt, Dr. Tom & Barb
Temby, Michelle

Ten Eyck, Laura
Thames, Sidney
Thoma, William
Thompson, Art & Carol
Thomson Reuters 
Threadgill, Wanda
Times, Kenneth
Titus, Stephen & Claire
Tizzano, Alissa
Torbert, Tracy & Jay
Toth, Dr. Matt & Marilyn
Towers-Hammond, Shayne
Traxler, Seth
Trimmer, Lori
Tuggle, Pamela
United Way California Capital  
   Region 
United Way of Brevard County 
Urmey, William & Tamara
Vail, William
Valenzuela, Kellye
van Loo, Peter
VanBuren Brown, Missy
VanRensselaer, Cheryl
Varner, Tom & Beth
Vernon, Aaron
Virden, Robert & Linda
Vogt, Jerre
Wagner, Ryan & Lindsay
Wagner, William
Wald, Joe & Amy
Walden, Leslie
Waller, Scott
Wang, Mei
Ward, Karen
Waters, Marty & Helen
Watkins, Rebecca
Watt, Richard & Gill
Wayne, Sharon
Weakland, Ty & Tanya
Weaver, Joan
Weigel, Larry & Patricia
Weinberger, Helen
Weinstock, Sharon
Weissman, Alan
Wells, Anna
Weltlich, Mark
Weltlich, Robert & Dodie
Weltlich, Steve & Sharon
Wendling Orthodontics 
Werth, James & Kimberly
Wertlieb, Linda
Wharton, Philip & Philippa
White, Johnny & Joyce
Wiederspan, James & Ann
Wiederspan, Mark & Jess
Wildberger, Mary
Wilkins, Dr. Jerry
Wilkins, Joanne
Wilkins, John
Wilkins, Dr. Lee & Kristy
Willcoxon, Anne
Williams, Anna
Williams, Dudley
Williams, Gina
Williams, Jennifer
Williams, Kathleen & Suzi Anderson
Williams, Ombri
Wind, Kathleen
Winfrey, Ofelia
Winters, Ian
Wise-Denty, Kay
Wishnie-Edwards, Rachel
Withem, Angela
Wolff, Patricia
Woodward, Gordon & Ann
Woodward, Rick & Lina
Woodward, Steven
Wright, Cameron & Jessica
Wright, Marilyn
Wright, Marvin
Yocum, Ed & Lucy
Young, Bill
Young, Elise
Young, Penny
Yu, Huayun
Zajac, Adina
Zeitner, Eric & Katrina
Zeller, Anne
Zink, Kari
Zins, Alicia
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2014 TIME & ADVICE

BSF Awarded Spot on 2014 Top-Rated List of Nonprofits from GreatNonprofits!

“BSF has changed our lives. When my 15 year old son was diagnosed with Barth syndrome, we were overwhelmed and lost. 
Through finding the Barth Syndrome Foundation, we were able to find specialists and information as to how to treat this extremely 
rare illness.” ~ Michelle, Mother of Affected Individual, Ohio

Abeliovich, Dr. Hagai
Alder, Dr. Nathan N.
Angelini, Dr. Roberto
Association Barth France 
Atwell, Joshua & Morgan
Axelrod, Dr. David
Azar Kuhn, Laura
BSF of Canada 
BSF of South Africa
Baffa, Kevin 
Barth Syndrome Trust 
Baile, Dr. Matthew G.
Barth, Dr. Peter G.
Baxter-Smith, Oliver
Bolyard, RN, BS, Audrey Anna
Bowen, Michael
Bowen, Shelley
Bowron, FRCPath, Ann
Branagh, Megan & John
Braverman, Dr. Nancy
Broadridge
Brown, Dr. David A.
Bruno, Ellen
Bryant, Dr. Randall
Buddemeyer, Andrew
Buddemeyer, Leslie
Buddemeyer, Randy
Buly, Bob & Lynne
Buly, Jocey
Burgess, OTS, M. Emily
Byrne, Dr. Barry J.
Cade, Dr. W. Todd
Cazzaniga, Dr. Paola
Chicco, Dr. Adam
Chin, Dr. Michael T.
Clayton, Nicole
Clark, Amanda
Claypool, Dr. Steven
Cole, Dr. Laura
Collier, BA, Amanda
Congenital Cardiology Today 
Conway, Dr. Laura J.
Coombes, Prof. Jeff
Corcelli, Dr. Angela
Cox, Dr. Gerald F.
Cupp, RDCS, CCT, Shawn
Cutting, Dr. Gary
Dadlani, Dr. Gul H.
Damin, Michaela
Dane, BS, Brittany

Dannels, Terry
Davis, Elizabeth
DeCroes, PT, DPT, Brittany
Derusha-Mackey, Nicole
Develle, BJ
Dinca, Ana
Donadieu, Dr. Jean
Douglas, RDCS, CCT, Kathryn
Drake, Bryan
Dudek, Dr. Jan
Elwood, Lynn
Epstein, Paul
Exil, Dr. Vernat J.
Fairchild, Julie
Fanto, Eleanor
Ferreira, Dr. Carlos
Florez, Michelle
Floyd, Julie
Fuchs, Dr. Beate
Funai, Dr. Katsu
Galbraith, Lois
Garratt, DClinPsych, Vanessa
Garry, Dr. Daniel
Gawrisch, Dr. Klaus
Gillum, Dr. Matthew P.
Gonzalez, Dr. Iris L.
Gordon, Travis
Gorecki, Michelle
Greenberg, Dr. Miriam
Grevengoed, Trisha J.
Groff, Lindsay
Groft, Dr. Stephen C.
Hatch, Dr. Grant M.
Higgins, Jack
Higgins, John & Liz
Hintz, Audrey
Holly, Keli
Hone, Susan
Hope, Chris
Hope, Michael
Houten, Dr. Sander
Huang, MS, Yu-Yun
Huffman, Dr. Kim M.
Huizing, Dr. Marjan
Jacob, Dr. Marni L.
James, Dr. Cynthia
Jefferies, Dr. John Lynn
Jofre, Jaime
Kadenbach, Prof. Bernhard
Kagan, Dr. Valerian E.

Kalapasev, Brie
Kalapasev, Ned
Karp, Matt
Karp, Wendy
Kelley, Dr. Richard I.
Khuchua, Dr. Zaza
Kim, Dr. Junhwan
Kirkland and Ellis 
Kreider, Dr. Consuelo M.
Kugelmann, Jan
Kugelmann, Lee
Kugelmann, R.J.
Kugelmann, Steve
Lane, Dr. Shelly
Layton, Alanna
Le, Dr. Catherine
Lesnefsky, Dr. Edward J.
Li, Yiran
Lim, MS, OT, Yoonjeong
Lloret, Dr. Placido
Lorberboum-Galski, Prof. Haya
Lou, Wenjia
Lu, Ya-Wen
Lucas Productions 
Lummis, Ghent 
Lummis, Ginger
Maksin, Amanda
Mann, Dr. William
Mannes, Florence
Mannes, Philippe
Manton, Annick
Marshall, Dr. Bess
McClellan, MGC, Rebecca L.
McCormack, Susan
McCurdy, Eliza
McCurdy, Kate
McCurdy, Steve
McKown, Chris
Mejia, Edgard M.
Mercy Medical Airlift
Metallo, Dr. Christian 
Michener, Kate
Millay, Dr. Douglas
Mitchell, Dr. Sabrina
Moore, Lorna
Moore, Nigel
Morales, MS, LGC, Ana
Moreland, Brian & Rachel
Morris, Les
Muniswamy, Dr. Madesh

NKY Fencing Academy 
Naiman, Dr. Melissa I.
Neece, Michael
Nicolson, Dr. Garth
Nikki, Dr. Etsuo
Nurse, Tom
Odouard, Francois
Ollero, Dr. Mario
Osnos, Susan
Pacak, Dr. Christina
Pagano, Jim
Pagano, Mary Lou
Pena, Kristi
Phoon, Dr. Colin K.
Pixelera 
Piombo, Sebastian
Poff, Dr. Angela
Polsz, Dave
Porter, Dr. George
Pu, Dr. William T.
Rader, Stephanie
Raja, Vaishnavi
Ren, Dr. Mindong
Reynolds, Dr. Stacey
Riddiford, CNS, Debbie
Ritter, RN, Catharine L.
Ritter, Ryan
Rodbell, Colette
Rodbell, Gary
Rodbell, Julia
Rossano, Dr. Joseph W.
Ryan, Dr. Robert O.
SMART Group (NHLBI – NIH)
S.W.O.R.D. 
Sandlers, Dr. Yana
Schlame, Dr. Michael
Sedefian, Lynda
Segal, Heather
Sernel, Marc
Shapiro, Heller An
Shu-Zhe, Dr. Ding
Smoot, Dr. Leslie B.
Stevens, Sandra
Steward, Dr. Colin G.
Stewart, Dr. Douglas R.
Strain, Donna
Strathdee, Dr. Douglas
Strauss, Dr. Arnold W.
Stutts, Dr. Lauren A.
Su, Betty

Sunstar Emergency Medical Services 
Takemoto, Dr. Cliff
Tarnopolsky, Dr. Mark
Tauw, Heather
Theda, Dr. Christiane
Thompson, Dr. W. Reid
Toniolo, Dr. Daniela
Toth, Dr. Matthew J.
Towbin, Dr. Jeffrey A.
Tunguz, Stefan
van Loo, Joke
van Loo, Peter
Vance, Dr. Jean E.
Vartak, Dr. Rasika
Venditti, Dr. Charles P.
Veritus Group 
Vernon, Dr. Hilary
Vicart, Dr. Patrick
Wanders, Dr. Ronald J.A.
Wang, Dr. Hay-Yan J.
Weber, Dr. Thomas
Whim-So-Doodle 
Whitby-Allen, Patrice
Wilkins, John
Wilkins, Sue
Woodward, Kevin
Woodward, Stacey
Wright, Jessica
Ye, Cunqi
Yin, Dr. Huiyong
Yu, ScD, Xin
Zaragoza, Dr. Michael V.
Zhang, Dr. Ji
Zhang, Jun

Luke (age 2) and Emily Ashley (age 11) and Kai (age 13) Ben (age 18) and David
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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 young 
men affected by Barth syndrome.

With your help, we are moving forward together!

“The Barth Syndrome Foundation has not only saved my son’s life through proper diagnosis of his disease, 
but they continue to fight for a cure with cutting edge research. ‘Heart on a Chip’ technology using Barth 
syndrome boys’ own IPS cells and replacement enzyme therapies are being studied to hopefully find a cure 
someday. The boys, families, doctors and scientists are all truly amazing!” ~ Bryan, Father of Affected Individual, 
Kansas



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

Member of the Genetic Alliance. Member of the National Health Council,  
abiding by all 43 standards of excellence.

Accredited by the Better Business Bureau, 
meeting all accreditation standards.

Member of the Guide Star Exchange Program.

HEADQUARTERS

Barth Syndrome Foundation
PO Box 618 / Larchmont NY 10538 / Phone: 850-273-6974 / Email: bsfinfo@barthsyndrome.org

www.barthsyndrome.org

Please send donations to:
Barth Syndrome Foundation / PO Box 582 / Gretna NE 68028




