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Saving lives through education, advances in treatment, and finding a cure for Barth syndrome.
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Dear BSF Friends,
When I reflect on our achievements in 2015, I feel proud and grateful. In this annual report, you’ll read about how, 
after many years of hard work, Barth syndrome received our very own ICD-10 code (International Classification of 
Diseases Code). This major milestone may help us discover how many people are diagnosed with Barth syndrome.

In addition, you’ll find how Shelley Bowen spread awareness through her powerful talk at the Innovations in Pediatric 
Heart Failure Symposium in San Diego, California. You’ll also hear from Melanie, whose son has Barth syndrome, 
telling her personal story about what the Foundation means to her.

As I was preparing this report, I received a call from a Barth mom. She said, “I just received your letter, and it was 
the most beautiful letter I have ever received.” I had written this mom about a monthly donation, made in honor 

of her affected son, Kevin. The reason this letter had such an impact on her was because the donor was her other son, Matthew, who 
does not have Barth syndrome. 

With a tear-filled voice, she shared with me how Barth syndrome affected not just Kevin, but their entire family. She explained that 
Matthew’s world was rocked at three years old when Kevin was born, because Kevin immediately went into heart failure. When Kevin 
was 11, Matthew grabbed his sisters to comfort them as an emergency medical technician worked to bring Kevin back to life during 
cardiac arrest. She summed it up by saying, “Such is the life of a sibling of someone with Barth syndrome.”

It turns out, Matthew didn’t tell his mother that he arranged this monthly donation, and it wasn’t her suggestion. Matthew did it 
because he wanted to honor Kevin and all of his “Barth brothers” around the world. I’m sure glad he did. His mother is not the only one 
that’s proud and grateful; I am, too!

Matthew’s gift reminded me once again what the power of giving has in our lives. While Barth syndrome can have a devastating effect 
on an entire family, so too, in an incredibly positive way, can giving.  

Thank you to all of our donors, including our newest monthly donor, Matthew! Without your gifts, none of the wonderful progress that 
fills these pages would be possible. We simply couldn’t do it without you.

With pride and gratitude, 

Lindsay B. Groff 
Lindsay B. Groff
Executive Director
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Dear Friends,
I am pleased to report that 2015 was another strong year for the Barth Syndrome Foundation (BSF).

Thanks to the incredible generosity of our donors we have been able to expand our efforts while maintaining a 
strong balance sheet. We continue to raise the bar with our fundraising, with efforts to broaden the base of our 
donor pool resulting in nearly 1,000 donors including over 400 new donors last year. And our longtime donors 
were as generous as ever, with several huge donations helping to boost our overall fundraising to over $3 million 
dollars for the year! Both personally and as Chairman of the Board of BSF, I am eternally grateful to our donors and 
everything they have contributed. While continued success in fundraising is far from guaranteed and will always be 
a challenge given the small size of our organization, our efforts in 2015 have helped to lay the foundation for BSF to 

take the next steps in achieving our mission.

Beyond fundraising, BSF also enjoyed another good year in advancing awareness and research of Barth syndrome. As just one anecdote 
affirming our efforts, during a recent appointment my son’s cardiologist raved about Shelley Bowen’s great speech to a conference of 
pediatric cardiologists last December (see next page for more details). 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 the past 15 years has put us on the cusp of game-changing breakthroughs, and I 
hope and expect to be writing to you in future annual reports about such breakthroughs.

But just as mountain climbers find the climbing becomes more difficult the higher you go, BSF will face new and greater challenges 
as we continue to strive 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 I am proud of a great 2015 and thankful to all that contributed to our successes, I am also keenly aware of the 
challenges that lie ahead between us and our ultimate goals. I can assure you that BSF will not rest on its laurels and will continue to 
strive for the summit of our mission. Thank you all for your continued support in this journey.  

Marc Sernel    
Marc Sernel 
Chairman

December 2015: Barth syndrome by the numbers
Known individuals living with Barth syndrome 187 in 26 countries

Number of individuals enrolled in Barth Syndrome Registry 2.0 54
Grant awards funded since BSF was established 95 totaling $4 million

Percentage of BSF Staff and Board members who donated in 2015 100%

Marc Sernel

“The Barth Syndrome Foundation is an incredible organization whose professional members — scientists, physicians, 
psychologists, nutritionists, physical therapists and others — freely interact with patients and their families, all focused 
on finding effective treatments for this rare disease. Though small, the Foundation manages to fund research (several 
projects every year!), host an biennial scientific and family conference that draws an international audience, and 
provide a vast support network for patients and families. The connectedness felt among all in the Foundation — from 
the sickest infants to the young men who have survived all challenges, to their parents and families, to those working 
towards a cure — is unlike anything I've witnessed in any other professional organization.” ~ Colin Steward, PhD, FRCP, 
FRCPCH, Bristol Royal Hospital for Children, England
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We’ve come a long way since the inception of the Barth Syndrome Foundation 
(BSF) in 2000. We first began promoting awareness of Barth syndrome (BTHS) at 
professional meetings in February of 2002 in Orlando, FL at the Children’s Hospital 
of Philadelphia Cardiology meeting. During that meeting, we shared educational 
materials about BTHS to educate clinicians and families alike. Over the years, BSF 
has earned a reputation as a model organization in serving those who suffer with 
a rare disease. 

Shelley Bowen, Director, Family Services & Awareness, was invited to speak before 
an audience of 256 pediatric heart failure healthcare providers at the Innovations 
of Heart Failure Symposium in San Diego, CA in December 2015. She provided 
insights on expanding knowledge about BTHS through research, the importance of 
educating families about the disease, and the difference being made by our organization. Shelley explained the foremost importance 
of receiving an accurate diagnosis that, ultimately, empowers a family to do something about the disease. 

Shelley ended her talk by saying, “Not having a diagnosis is like walking through the darkness with a nocturnal predator that can see 
you, but you can’t see it. You are helpless because you can’t predict where or when it might strike. Receiving a diagnosis is like being 
given night vision glasses. The predator is still there, but you can see it. You can learn how to skillfully anticipate what might happen 
next to prepare for an attack. Barth syndrome is that predator. If you (healthcare providers) will give our families the night vision glasses 
through a diagnosis and then encourage the families to contact us, we will be there for them.

Thanks to our donors, our researchers, our boys and young men who are participating in research, and our programs, BSF fully intends to 
destroy that predator once and for all. No one can do this alone. We need doctors to diagnose. We need donors to invest in our mission. 
We need researchers to research, and we need those who have BTHS to participate in research. A diagnosis matters. Relationships 
matter. Differences matter. Most of all, the lives of those who have Barth syndrome matter.”

Extending Our Voice Globally
Associazione Barth Italia

The Barth Syndrome Foundation (BSF) is pleased to announce our newest affiliate, 
Associazione Barth Italia, led by Paola Cazzaniga. Thanks to the work of several 
volunteers, we now have a formal presence in Italy. BSF is an international 
organization which relies heavily on its affiliates in different countries to help propel 
our shared mission. Our trusted partners show individuals with Barth syndrome 
and their families that, no matter where they are in the world, they have hope and 
a place in our global family. 

The first meeting of Associazione Barth Italia took place on September 30, 2015, in 
conjunction with the International Congress on Cardiolipin. Affected families joined 
Barth experts to exchange information on issues concerning Barth syndrome. As 
part of the large 13th Euro Fed Lipid Congress held in Florence, Italy, several Barth 
syndrome researchers, including some of BSF’s Scientific and Medical Advisory 
Board members, attended a satellite meeting that focused just on cardiolipin. BSF helped to support this meeting. In addition, some 
family members of the Italian affiliate of BSF were also present. Just like the BSF biennial conferences, mixing researchers with family 
members provided to be an enjoyable and rewarding experience for all.

Awareness/Education/Support

Drs. Michael Schlame, Daniela Toniolo and Prof. 
Colin Steward at the 13th Euro Fed Lipid Congress 

“Physicians, surgeons, nurses, and practitioners of all backgrounds listened intently as Shelley described her 
struggle caring for boys with Barth syndrome. Shelley’s perspective was well received by all, and awareness 
for Barth syndrome was advanced by her insightful comments. She received a standing ovation and was 
approached by many members of the audience after her presentation.” ~ David Axelrod, MD, Pediatric Cardiology, 
Lucile Packard Children’s Hospital at Stanford, Palo Alto, CA

Innovations in Pediatric Heart Failure Symposium
(Photo courtesy of Rakesh Singh, MD, MS 2015)

Innovations in Pediatric Heart Failure Symposium

(Photo courtesy of Barth Italy 2015)
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Awareness/Education/Support
Major Milestone Reached by BSF: ICD Code E78.71 for Barth Syndrome
Sometimes the simplest of questions are the most difficult to answer. What are the incidence (newly diagnosed over span of time), 
prevalence (total population), morbidity (measure of illness) and mortality (measure of death) of Barth syndrome (BTHS)? It’s 
complicated. We can provide de-identified metrics about those who have contacted us and enrolled in our Barth Syndrome Registry & 
Repository, but until recently that was the extent of our metrics. We had limited data to measure disease severity for those who had 
Barth syndrome on a global level. Nor did we know the number of deaths caused by Barth syndrome or how many people had been 
diagnosed with Barth syndrome worldwide.

From very early on, we at the Barth Syndrome Foundation (BSF) came to agree that ultimately one of the best ways to gain information 
about that unknown group was through the creation of an International Classification of Disease (ICD) code specifically for our disorder. 
Since BSF was established, it became one of our goals to have a distinct ICD code for Barth syndrome. While not infallible, an ICD code 
would provide a way to know just how many people were diagnosed with Barth syndrome.

The compliance deadline of the 43rd World Health Assembly by member states of the World Health Organization was October 1, 2015. 
In this 10th version of ICD codes Barth syndrome was assigned a specific ICD code (E78.71).

We have earned the reputation as the source of authority about Barth syndrome. Therefore, it is reasonable to receive inquiries about 
incidence, prevalence, morbidity, and mortality. With this specific code, we will now have a tool to begin to measure Barth syndrome 
health statistics in the broader population around the globe over the long term, in addition to the more detailed data we collect 
through the Barth Syndrome Registry & Repository.

This is a major accomplishment! We have strived to have a distinct ICD code since we were first formed in 2000. It wasn’t possible 
to simply add a number for Barth syndrome. It was a huge, multi-country undertaking with complicated international bureaucratic 
processes. It took us 15 years and a great deal of multi-national teamwork for this goal to be achieved, but we did it!

Mentoring our Community for Growth and Impact
Our mission is “Saving lives through education, advances in treatments, and finding a cure for 
Barth syndrome,” and we are able to extend our own work on this through alliances, regional 
outreach, and family gatherings. We educate healthcare providers to facilitate timely diagnosis 
and inform doctors how Barth Syndrome Foundation can make a difference for their patients. We 
motivate researchers by introducing them to the people who will benefit from their work. We also 
increase the willingness of regional doctors and researchers to promote awareness about Barth 
syndrome. Once again, our regional gatherings in 2015 were a resounding success. 

In 2015, during the Mid-Western Family Outreaches, families visited regional and national 
landmarks together, benefited from the support of each other’s company, and shared the joys of 
parenting together. Boys and girls alike relished watching and learning expert tree climbing tips 
from dad, Tim, and fancy fencing footwork by dad, Ned. The instant bond among the children 
who had never met someone like them was palpable when families gathered in Boston during the 
New England Family Outreach organized by Susan and Anne, Barth family members. There was no 
shortage of fun and fellowship during any of these gatherings. 

During the Mid-Western Family Outreaches, Shelley and Barth family members, Brie, Erin, and John 
visited with faculty members in molecular genetic laboratories and with pediatric subspecialists in 
Cincinnati, Omaha, Kansas City, and Overland Park to promote awareness about Barth syndrome. 
These visits included educational sessions and research updates and were recorded and uploaded 
to our website. During St. Louis, Shelley met one of the healthy control volunteers in Dr. Cade’s 
clinical research investigation. Dr. Reeds (co-investigator in Dr. Cade’s study) fondly spoke about 
the boys he has met with Barth syndrome. The dedication of these researchers isn’t left “at the 
office.” It carries over into their private lives and families. Dr. Reeds’ eight-year-old son told his 
father, “I want to help boys with Barth syndrome.” Shelley also visited with a 55 year old man with 
Barth syndrome and his sisters who couldn’t go to the family outreach.

[L-R] Walker (age 27) and  
John (age 32) (Photo courtesy of BSF 2015)

[R-L] Bob (age 55) and his sisters
(Photo courtesy of Bob’s family 2015)
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“Thoughts of my brother’s passing overtook my mind. I remember having tears of fearfulness day after 
day, rather than tears of joy that a new baby usually brings ” ~ Melanie , Mother of Aiden, Australia

(Photo courtesy of Melanie 2016)

Meet Aiden

Barth syndrome has meant so many things to me over the years. My brother, Craig, 
passed away in 1970 when he was only four months old. Admittedly, not much was 
spoken of Craig throughout my childhood. His birthday came and went each year, 
followed closely with the anniversary of his death, yet silence was often the way my 
parents dealt with this time of the year. This was not denial, but more an unspeakable 
deep hurt… a deep void that my parents felt and continue to feel with each current day. 
A void that only a parent who has lost a child can possibly understand. 

We learned more about my brother’s condition in 1997. This was when my entire family 
was genetically tested for the Barth syndrome (BTHS) gene. The results identified my 
grandmother, my mum, and myself as being carriers. At the time, I was 19 years old, 
and these results had little, if any, impact on me. I was offered counselling to discuss 
any concerns or thoughts I may have been experiencing. However, becoming a mother 
at that stage was not a reality, and therefore the counselling meant little to me. 

What was most significant from the family’s genetic results was discovering that my Uncle Greg (mum’s brother) had the BTHS gene. 
He was 45 years old at the time, and today is in his mid-60s! His main symptom is cardiomyopathy, and to this day he has never been 
hospitalised by Barth-related illness. He is an amazing ‘Barth Story’ and continues to live life to his fullest!

Life continued, and it wasn’t until 2008 when the impact of being a carrier became a reality, a very scary reality. My husband, Luke, 
and I fell pregnant with our first child. Being a confirmed carrier, I had a test performed at 12 weeks. This first test came back negative 
for Barth syndrome, and Sebastian was born in March 2009. In late 2010, we were expecting our second child, and had the same test 
performed. This test result was positive, and our “Barth Boy,” Aiden, was born in May 2011. We went through this same process in 2013 
when pregnant with our third (and last!) child. Max was born in January 2014 and is not affected. 

The arrival of any baby, regardless of health, is a blur of excitement, emotion and questions. Aiden’s delivery was quite intense, with 
many doctors and specialists in attendance due to his prenatal diagnosis of Barth syndrome. Because of Aiden’s better-than-expected 
condition, we were able to take him home when he was ten days old. I was so excited to finally be able to bring him home, yet so 
frightened about what could go wrong. Thoughts of my brother’s passing overtook my mind. I remember having tears of fearfulness 
day after day, rather than tears of joy that a new baby usually brings.  

After being home for only one week, reality struck. Aiden was re-admitted into the cardiac intensive care ward. He was in severe heart 
failure. We quickly reached out to the Barth Syndrome Foundation (BSF). It was then when my fear turned to hope. I was able to start 
piecing together parts of the puzzle that is Barth syndrome. It became apparent that this very complex and deceptive condition has a 
unique, loving, and supportive community. Luke and I were received with warm welcomes from voices all around the world, and the 
Listserv quickly became my most visited on-line site. They were sharing their stories and offering guidance based on experiences and 
challenges they have faced with their own Barth sons. During these first few contacts, we were persuaded to attend the Foundation’s 
conference.

The benefit that BSF brings to my family is indescribable. The awareness of Barth syndrome within the Australian medical sector is 
quite limited, and when meeting a new doctor for the first time I am often greeted with, “I’ve never actually heard of Barth syndrome 
before.” It’s with pride that I discuss the work of the Foundation with Australian doctors who are new to treating Barth syndrome. I 
often praise BSF’s advocacy work and research efforts, and equally as important, the efforts of our donors worldwide.  

Aiden will celebrate his fifth birthday in May 2016. On this day, we celebrate more than his birthday. We celebrate my brother. We 
celebrate family love. We celebrate family support. We celebrate the Barth Syndrome Foundation. And, we celebrate our donors.

Family Services

Aiden (age 5)
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Barth syndrome researcher, William T. Pu, MD, Boston Children´s Hospital, Boston, 
MA, recently has been awarded an R01 grant from the National Institutes of Health 
entitled, “Understanding mitochondrial regulation of cardiac development and 
function through studies of Barth syndrome”. (Project #: 1R01HL128694-01)

Barth syndrome researcher, Michael Schlame, MD, New York University School of 
Medicine, New York, NY, also has been awarded an R01 grant from the National 
Institutes of Health entitled, “Abberant cardiolipin dynamics in Barth syndrome.”  
(Project #: 1R01GM115593-01)

This is the second RO1 award for Barth syndrome-related research for Dr. Schlame, 
who is also chairman of BSF’s Scientific & Medical Advisory Board (SMAB). For Dr. 

Pu, who is also a member of the SMAB, this RO1 builds on the work that the Barth Syndrome Foundation (BSF) has helped to support 
through its Research Grant Program. BSF is very grateful to have these two extraordinary researchers and SMAB members helping us 
accomplish our goal.

Science & Medicine

In the 15 years since the first Barth Family Meeting in 2000 and the subsequent formation of the Barth Syndrome Foundation (BSF), the 
growth and accomplishments of the Foundation have been outstanding. One of the greatest accomplishments has been the development 
of the international Scientific and Medical Advisory Board (SMAB) which was established by Kate McCurdy, former BSF board member 
and now Emerita member of the SMAB. The SMAB’s membership is made up of expert doctors, researchers, and scientists in the various 
areas where Barth syndrome manifests itself. They help develop new research to learn more about this disorder and to lead toward 
possible treatments by reviewing all of the research grant applications and providing advice to the Board on where to channel the 
precious research funds. In order to keep the SMAB fresh and dynamic while moving forward, new members with their unique ideas, 
perceptions, and expertise are occasionally added to strengthen and grow the SMAB. BSF is incredibly pleased to introduce our new 
members, Dr. John Jefferies of Cincinnati Children’s Hospital Medical Center, and Dr. Hilary Vernon of Johns Hopkins University and the 
Kennedy Krieger Institute. 

Dr. John Jefferies, MD, MPH is a Professor of Pediatric Cardiology and Adult Cardiovascular Diseases and 
the Director of Advanced Heart Failure/Cardiomyopathy within the Heart Institute at Cincinnati Children’s 
Hospital Medical Center. He completed his combined Pediatric and Adult Cardiology training at the Baylor 
College of Medicine in Houston, Texas at the Texas Children’s Hospital and the Texas Heart Institute.

His current research interests include heritable causes of vascular disease, novel drug therapies for advanced 
heart failure, novel gene discovery in cardiomyopathy, characterization and management of left ventricular 
noncompaction (LVNC), and early diagnosis and management of chemotherapy induced cardiotoxicity. 

Dr. Hilary Vernon, MD, PhD is an Assistant Professor of Genetic Medicine at the McKusick-Nathans Institute of 
Genetic Medicine at Johns Hopkins University and at the Kennedy Krieger Institute (KKI) where she also is the 
Director of the Barth Syndrome Interdisciplinary Clinic. In addition, Dr. Vernon serves on the Maryland State 
Advisory Council on Hereditary and Congenital Disorders. She earned her MD and PhD at Rutgers University 
and completed residencies in Genetics and Pediatrics at Johns Hopkins University and a fellowship in Clinical 
Laboratory Biochemical Genetics at Johns Hopkins University. Dr. Vernon is board certified in Pediatrics, 
Clinical Genetics, and Clinical Laboratory Biochemical Genetics. 

Her main areas of research include understanding intermediary metabolism in Barth syndrome and in 
disorders of branch chain amino acid metabolism. Dr. Vernon knows many of the Barth guys well because 
she sees them as the metabolic expert at the Barth Syndrome Clinic that is held four times a year at KKI. She 
is collecting longitudinal data that will increase the understanding of this disorder and may be helpful as we 
enter our new phase of clinical trials. (See page 11 for SMAB roster.)

Dr. John Jefferies

Expansion of BSF International Scientific and Medical Advisory Board

Dr. William Pu

BSF “Seed Funding” Leads to National Institutes of Health (NIH) Grants

Dr. Michael Schlame

Dr. Hilary Vernon
(Photos courtesy of Drs. Pu, Schlame, Jefferies & Vernon 2015)
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Research Grant Program

Science & Medicine

With the completion of the 2015 Barth Syndrome Foundation (BSF) Research Grant Cycle, 14 annual award cycles have committed a 
total of US $4 million to this important effort through 95 research grants to 56 principal investigators around the world. As with all BSF 
grant cycles, the projects from the 2015 cycle that were accepted by BSF were actually awarded the following year, thus being included 
in 2016 fiscal year expenses. BSF, with the advice of its international Scientific and Medical Advisory Board, and with support from 
international affiliates, awarded six research projects. BSF is very happy to be able to support the following grant recipients:

Eric Ortlund, PhD, Associate Professor, Emory University, Atlanta, GA

“Structural studies of human tafazzin”

Award—a maximum of US $50,000 over 1-year period

George Schweitzer, PhD, Postdoctoral Research Associate, Washington University School of Medicine,  
St. Louis, MO

“Metabolic adaption in Barth syndrome”

Award—US $50,000 over 1-year period

Yuguang (Roger) Shi, PhD, Professor, University of Texas Health Sciences Center in San Antonio, San 
Antonio, TX

“Molecular mechanisms underlying a causative role ALCAT1 in the pathogenesis of Barth syndrome”

Award—US $100,000 over 3-year period

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

“Cardiolipin is required for mitochondrial protein processing”

Award—US $50,000 over 1-year period

Robin Duncan, Assistant Professor, University of Waterloo, Waterloo, Ontario, Canada

“A new enzyme and pathway in cardiolipin synthesis”

Award—a maximum of US $50,000 over 2-year period

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

Doron Rapaport, PhD, Professor, University of Tuebingen, Tuebingen, Bavaria, Germany

“Use of high throughput screens in yeast to investigate the pathomechanism of Barth syndrome”

Award—a maximum of US $50 ,000 over 2-year period

*Partial funding for this award was provided by Association Barth France

A complete list of all grant awardees can be found on BSF’s website at www.barthsyndrome.org. (Photos courtesy of grant recipients 2016)

www.barthsyndrome.org
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Thanks to YOUR incredible generosity, we ended 2015 with a record-breaking total of 
donations. We raised over three million dollars, $3,147,381 to be exact! This is huge news. We 
will use every single dollar raised to fight our enemy, Barth syndrome. 

By now, you’ve likely read all about our achievements in 2015.  None of this work would have 
happened without your help. We are grateful to all those who respond readily 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.

Statement of Financial Position
For year ended December 31, 2015 (with comparative totals for year ended December 31, 2014)

Assets

       12/31/2015  12/31/2014

Assets:

Cash & cash equivalents    $       1,592,360    $          679,419

Investments 2,302,699 1,051,343

Accounts receivable 2,352 137,169

Prepaid expenses 16,495 6,394

 Total assets       $       3,913,906     $       1,874,325

Liabilities and Net Assets

       12/31/2015  12/31/2014

Liabilities:

Accounts payable & accrued expenses $             16,726    $            16,400

Grants payable 224,101 99,917

 Total liabilities    $           240,827  $           116,317

NET ASSETS:

Unrestricted $           700,727   $           530,698

Temporarily restricted 2,972,352 1,227,310

 Total net assets    $       3,673,079  $       1,758,008

 Total liabilities & net assets    $       3,913,906     $       1,874,325 

*See annual audit for notes and additional information

Finances

Brayden (age 6)
(Photo courtesy of Brayden’s family 2015) 
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Statement of Activities
For year ended December 31, 2015 (with comparative totals for year ended December 31, 2014)

       
Year Ended 

12/31/15  
Year Ended 

12/31/14
PUBLIC SUPPORT AND OTHER REVENUES:

Public Support:
 Contributions     $ 3,074,346  $   1,067,186 

Grant Income 64,475 35,060
Interest Income 9,671 4,925
Realized Gain (Loss) on Sale of Stock 16,961 (74)
Unrealized Gain (Loss) on Investments (18,072) 283

 Total Public Support & Other Revenues $   3,147,381  $   1,107,380

EXPENSES AND LOSSES:
Program Services:

Communications & Other $      121,864 $      124,666
BSF Conference 30 168,161
Family Services 126,542 102,427
Barth Syndrome Registry & Repository 23,013 29,696
Research Grants 625,381 368,157
Research Grants Funded Directly by BSF Affiliates (34,917) (59,080)
Science & Medicine 197,725 291,678
     $  1,059,638  $   1,025,705

Supporting Services:
Management & General $        86,987 $         79,814
Development & Fundraising 85,685 90,110
     $      172,672  $       169,924
Total Expense & Losses $  1,232,310  $   1,195,629

CHANGE IN NET ASSETS $1,915,071 $      (88,249)
NET ASSETS, beginning of year 1,758,008     1,846,257
NET ASSETS, end of year     $3,673,079  $  1,758,008

Note: BSF’s full 2015 audited financials are available on our website at www.barthsyndrome.org.

Breakdown of Program ExpensesAll Expenses

Support Services
14%

Program Expenses
86%

Science & Medicine 
& Barth Syndrome 

Registry & 
Repository

21%

Communications  
& Other 

 12%

Family 
Services

12%

Research 
Grants

56%

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

Barth Syndrome Foundation
2005 Palmer Avenue #1033, Larchmont, NY  10538
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Colin G. Steward, PhD, FRCP, FRCPCH; Pediatric Hematology, 
Bristol Royal Hospital for Children; Clinical Lead, NHS Barth 
Syndrome Service; 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

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

INTERNATIONAL AFFILIATES
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

http://www.barthsyndrome.org.uk/
http://www.barthsyndrome.ca/english/view.asp?x=1
http://barthfrance.com/
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2015 Donors
PAULA & WOODY VARNER FUND
Angels ($1,000 - $4,999) 
The Beynon Family
Dillon Foundation
Hixson, Christina
Wilkins, Sue & Dr. Mike

General Contributions ($50 - $999) 
Acklie, Mr. & Mrs. Acklie
Allman, Peter & Maureen
Basler, Dr. Rod & Debbie
Bettenhausen, Bob & Joanne
Bingham, Dr. Dave & Kathy
Buckley, Les & Nancy
Burmeister, Blaine & Abby
Burmeister, Jon & Jackie
Burmeister, Marita & Chuck
Campbell, Jack & Sally
Carveth, Dr. Steve & Beth
Cent, Beverly & Norbert
Cheatham, Dr. John
Cheatham, Linda
Cimino, Dr. Mike & Patty
Farrar, Doug & Shawn
Firestone, Dave & Jane
Ganz, Doug & Pam
Haessler, John & Nancy
Hayes, Dorothy
Hedgecock, Norm & Debbie
Henricks, Dr. Bruce & Peggy
Henriksen, Allen & Penelope
Jensen, Tom & Marilyn
Kaiser, Matt & Bridgette
Kennedy, Dianne
Kiechel, Dr. Fred & Vivian
Martens, Gay & Bob
Massengale, Dr. Martin & Ruth
Olson, Loy & Julie
Otte, Honorable Rob & Carolyn
Pittenger, Jim & Julie
Rawley, Ann
Roskens, Dr. Ronald & Lois
Seaman, Andrew & Robyn Steely
Somers, Peter & Dr. Kristin
Sonderegger, Ted & Mary Ann
James Stuart Jr. & Susan Stuart 
   Foundation
Stuckey, Dennis & Nancy
Tegt, Dr. Tom & Barb
Varner, Judy
Wiederspan, James & Ann
Wiederspan, John & Nancy
Wiederspan, Mark & Jess
Wilkins, Dr. Jerry
Wilkins, John
Wilkins, Dr. Lee & Kristy
Wilkins, Muriel
Wilkins Burnham, Joanne

WILL McCURDY FUND FOR 
ADVANCEMENT OF THERAPIES
Stars ($5,000+)
Blumenthal, Richard & Cynthia
Buly, Dr. Bob & Lynne
Clapp, Gene & Meridith
Cusack, Tom & Carrie
Lummis, Brad & Gaylord
Lummis, Marilyn
Malkin, Peter & Isabel
Malkin, Scott & Laura
McCormack, Patty
McCurdy, Steve & Kate
McKown, Chris & Abby Johnson
Pierson, Dr. Robin & Allene
Russell, Dr. Paul

Angels ($1,000 - $4,999) 
American Express Employee Giving
Bailey, Clarke & Trish
Cain, Jim & Rita
Davis, Martha
Despins, Suzanne
Epstein, Paul & Leah
ExecComm, LLC 
Greene, Reverend Dorothy
Hart, Dana
Howard, Harrette
Kempner, Page

Kendall, Thomas & Susan
Kirkham, Collier & Ann
Koldyke, Mike & Pat
Kugelmann, Peter & Karen
Lummis, Marvin
McAuliffe, E. Anthony
McCurdy, Chris & Kris
McCurdy, Mac & Ginny
Pierson, Allene
Rey, Lisa
Roberts, Michael & Patti
Robinson, Frank & Sharon
Welcome, Michael & Carolyn

General Contributions ($50 - $999) 
Abbey National Employment Services
Adler, Dr. Ronald & Judith
Anonymous
Baer, Ellen & Hank
Baer, Susie & Ben
Bailey, Tricia & Clarke
Barovick, Andrew
Bater, Jennifer
Bauman, Patricia
Bayer, Cary
Bennis, Lisa
Berardino, Robert & Martha
Berland, Jonathan & Leslie
Berridge, Mary Lee
Berry, Rick & Carla
Bilik, Kari
Bogert, Nick & Sally
Bognanno, Thomas
Boomer, Tim & Judy
Bowen, Shelley & Michael
Brause, Cheryl
Brenner, Andy & Kathy
Brody, Jo
Browman, Stan & Elaine
Brown, Wendy
Bucci, Michael & Erika
Burgess, Larry & Char
Burtis, Cleo & Jim Comerford
Campbell, Cannon
Cavanaugh, Matt & Alice
Cherniak, Benjamin
Cohen, Jeff
Cominotto, Michael
Concannon, Maura
Coogan, Susan
Crandall, Risa
Creedon, John
Crowley, Peter & Gretchen
Crowley, Diane
Curtain, Alice
Dejesus, Tabatha
Deutsch, Samantha
Dolan, Katie
Dunleavy, Brendan & Justyna
Fairchild, Chris
Fanti, Sue
Fasman, Carol
Faxon, Kate
Feldman, Richard
Feldstein, Elayne
Fennimore, Diane
Fiore, Susan
Fitzgerald, Liz
Fuirst, Ken
Funda, Jack
Gandhi, Neil
Garfield, Leslie
Garry, Bobby & Leigh
Gavin, Chloe
Gerszberg, Caren & Rich
Gewitz, Dr. Michael & Judy
Girsky, Laurie
Girton, George
Gittelman, Ann
Goitia, Carmen
Golden, Michael
Goodman, Bob & Diane
Goodwin, William & Virginia
Gottsegen, Alison
Gray, Dusty & Melany
Greenberg, Dr. Miriam & Dr. Shifra  
   Epstein
Haviland, Jordan

Haynes, Yvonne
Healey, Christine
Heffernan, Bill
Heller, Cindy
Helstrom, Heidi
Hennessey, Mike & Mary Alice
Herbsman, Lori
Hiden, Bob & Ann
Hillel, Pavel & Susan
Hobbins, Antonia
House, David & Jan
Irving, John & Emily
Jarema, Oksana
Jofre, Jaime & Laura
Julie, Franklin
Kaminsky, Gila
Karliner, Sam
Karp, Janie, Beatrice & Marion
Kaye, Ronald
Kelly, Karen
Kerr, Don & Jean
Knopping, Jeff
Kreisberg, Amy
Kubisch, Leif & Joan
Kugelmann, Steve & Jan
Kvernland, John & Juliette
LaFauci, Joseph
Lamb, Rachel
Lederman, Dr. Seth & Sarah
Lee, Jennifer
Lefkowitz, Larry
Lehman, Melinda
Levinson, Charles
Levinson, Marla
Levy, Joel & Sondra
Liebenguth, Mouse
Lieberman, Amy
Lisio, Carla
Lummis, Ghent & Ginger
Mabie Schofield, Jocelyn
MacKay, Douglas
Malkin, Elizabeth
Malkin, Louisa
Mancino, Angelo & Rosemary
Manley, Mark & Ainslie
Matelich, George & Susan
Maynard, Dr. Ed
McGee, Tracey
McKay, Richard
Menes, Caroline
Michaud, Steven & Yoko
Miller, Jill
Miloff, Michael
Morehouse, Clark & Susan
Morgenstern, Marc & Louise
Mouracade, Valerie
Mueller, Carl & Suzanne
Murray, Alan & Carolyn
Myers, Judy & Ira Schwartz
Nachman, David
Neier, Melissa
Neira, Beatriz
Odouard, Francois & Reshmi
O’Keefe, Linda
Pannell, Katherine
Papone, Aldo & Sandra
Pardo, Marilyn
Parter, Kathryn
Perry, Najjiyya
Peterson, Carl & Andee
Phoon, Dr. Colin & Janet
Plotkin, David
Polak, Jennifer
Purcell, Bob & Jackie
Rabkin, David
Ratner, Ian & Carol
Reid, Colin
Riecker, Kristine
Rigney, Joseph
Roberts, John & Betty
Robidoux, Monique
Rodbell, Arthur & Rhoda
Rodbell, Gary & Colette
Rodbell, Michael & Margaret
Roggow, Beth
Rosenblatt, Stephen
Rotondi, Andrew & Mary Frances
Rozansky, Marc & Sherri

Russell, Harold & Margo
Sadler, Evelyn
Sakakeeny, Brandt
Sampson, Dr. Hugh & Anne
Santon, Susan
Schlossberg, Martin
Schoen, Chris & Melissa
Schwendener, Paul & Barbara Gessler
Segal, Mark & Heather
Sherbany, Dr. Ariel
Sherer, Tony
Shtull, Ora
Sims, Mac & Joanne
Sorrow, Stacey
Staub, Amy
Steinberg, Jack
Strain, Fraser & Donna
Symington, Jane
Tecklin, David 
Thomas, Stephen
Tillinghast, Pamela
Tsai, Lynn
Tune Street
Tunguz, Stefan & Julie Kinch
VanBuren Brown, Missy
Vourlekis, Melina
Wallerstein, Diana
Waters, Marty & Helen
Watt, Gill
Wayne, Sharon
Weissman, Alan
Wolff, Patricia
Yi Lee, Ching
Zehner, Jon & Carlyn
Zelin, Joy
Zierk, Tom & Gail

SCIENCE & MEDICINE FUND 
Angels ($1,000 - $4,999)
American Express Employee Giving  
Olson, Dick & Sharon
Geary, Ann
McCurdy, Steve & Kate

General Contributions ($50 - $999) 
Allen, John & Karen
Hurlbut, Evelyn
Venator, Margaret
Guerrant, Donald & Norma
Wallace, Jeffrey & Alexis
Osnos, Evan & Sarabeth
Robinson, Joe & Connie Sue

GENERAL FUND 
Stars ($5,000+) 
Blumenthal, Matthew
Buddemeyer, Randy
Lummis, William & Dossy
Malkin, Scott & Laura
McCurdy, Steve & Kate
Miller, Kirt & Martha
Sernel, Gordon & Sharon
Sernel, Marc & Tracy
Earl & Brenda Shapiro Foundation
The Lebensfeld Foundation
Wood, Loren
Zehner, Jon & Carlyn
 
Angels ($1,000 - $4,999)
Abbey National Employment Services
American Express Employee Giving
American Express PAC Match
Barad, Seth & Amy
Bauer, Jon
Bellig, Mike & Sara
Bercovich, Bruce
Branagh, Thomas & Diane
Colgate
Drake, Bryan
Flatt, Andrea
Susan & David Fowler Charitable 
   Gift Foundation
Hagar, Rodney & Elissa
Hechinger, Nancy
Heineman, Ben & Cris 
Hurtz, Kim
Investors Foundation
Isaac, Paul & Karen

Johnson, Malcolm & Deloris
Jordan, Scott
Kirkland and Ellis Foundation
Kuhl, Phillips & Karen
Malkin, Elizabeth
Malkin, Louisa
Mann, Allen & Rosa
Minor, Walter & Eleanor
Mixter, Steve & Beth
Neill, Erik
Olson, Ken & Tina
Osnos, Suze & Peter
Pattee, Diane
Roma Bank Community Foundation
Section 16H Group
Shaw, Walt
Stoll, Peter & Lucinda
Stone, Denise
Swennen, Erik & Veerle
Taussig, Tim & Nancy
Thompson, Von
Vaisman, Natan & Beth Roberts
Van Langendonck, Karel & Magda
Woodward, Kevin & Stacey
Zeller, Bill & Anne

General Contributions ($50 - $999) 
3rd District Democrats
Alden, Alexis
Alling, Guy & Barbara
Amalong, Thomas & Aleta
Ameriprise Financial Employee 
   Giving Campaign
Anderle, Eric & Rachel
Anderson, Jeff
Anderson, Tommy & Allana
Anonymous
Arnosti, Carol
Arovas, Gregory 
Asaff, Ernie & Colette
Austin, Susan
Axelrod, Dr. David & Jessica
Azar-Kuhn, Laura
Baer, Susie & Ben
Baffa, Ted & Rosemary
Baker, Timothy
Ballard, Stacey & Frank
Barab, Stuart & Anne
Baron, John & Christine
Barth, Dr. Peter
Bater, Jennifer
Bates, David
Bauer, Steve
Bell, Jenny
Bellig, John & Susan
Bennett, Judith
Berens, Wayne & Harriet
Berland, Jonathan & Leslie
Berman, Dr. Harris
Bernal, Francisco
Berry, Rick & Carla
Berry, Shane
Beshar, Peter & Sarah
Bettenhausen, Bob & Joanne
Betz, Megan
Bialo, Ken & Kate
Bierbaum, Frederick & Dionna
Biscoe, Laurie 
Bittel, Rhonda
Blumenthal, Dr. David & Dr. Ellen
Bodary, Michael & Lisa
Bogert, Amy & Robert Baldwin
Bogert, Carroll
Bohnert, Kaye
Bosak, John & Anita
Bosak, Mary
Botto, Patrice
Bowen, Shelley & Michael
Bowman, Ron & Nancy
Branagh, Diane
Branagh, Geoffrey
Branagh, Jack & Lyn
Branagh, Katie
Branagh, Kimberly
Brandt, Douglas
Britton, Lori & Jimmy
Brody, D.W. & Tracy
Brody, David & Jeanne
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“BSF creates a community for families that previously felt terribly alone with this rare disease. On top of that, with the active 
participation of some of the best physicians and researchers around the world, we have made discoveries for treatment 
and, we believe, eventually a cure that exceed even our own very high expectations of ourselves. The rigor of our research 
grant process has made this possible, along with our commitment to never give up.” ~ Susan Osnos, BSF Board Member

2015 Donors
Brody, Meghan
Brooks, Cameron & Tawnya
Bruno, Ellen
Bryant, Bobby & Pamela
Buddemeyer, David
Buddemeyer, Donna
Buddemeyer, Leslie
Burdgick, Lindsey
Burgan, Francine
Burgher, Bedford
Burke, Agnes
Burmeister, Chuck & Marita
Burr, Richard
Butera, Jacquie & Donald Kyle
Campbell, Tonja
Canova Jr., Frank
Carroll, Terrence & Ellen
Carvalho, Marlene
Chandler, Peggy
Chapin, Steve & Debbie
Cheatham, Joyce
Clark, Rebecca
Cleek, Robin
Coleman, Charlie
Collazzi, V.C.
Condon, Jane
Condon, Mark
Connolly, Bradford & Dorothy
Consos, Joey
Con-Way Inc.
Coombe, Amy & Burt
Cotters, George & Shelley
Couch, Arthur
Couch, Rick
Courtney, Shirley
Cowan, Esther
Cracchiolo, James & Marilyn
Crawford, Michael & Eleanor
Cripps, Tia
Crowley, Chuck
Crowley, Peter & Gretchen
Crozier, Nancy
Cunniffe, Sister Margaret
Dannels, Dick & Terry
Danzig, Dianne & Dan
Darnell, Laurin
Dastous, Brock
Davis, Jack
DeAngelo, Suzanne
Demman, John & Florence
Derusha, Laura
Derusha-Mackey, Nicole
Despins, Suzanne
Develle, BJ
Diaz, Modesto & Rowene
Dickson, Linda
Doebler, Richard & Mary
Dollar, Michelle
Dollard, John & Janet
Donnalley, Jen
Drake, Frank & Teresa
Drake, Marcia
Draper, Steve
Dugan, Adam
Dugan, Patricia
Dunn, Robert & Helen
Duplantis, Seth & Lizzie
Durando, Courtney
Eaton, Thomas & Gretchen
Edgemon, Matthew
Enterline, Carol
Epstein, Paul & Leah
Erdhaus, John & Sharron
Evans, Robert & Beverly
Fairchild, Dewayne & Julie
Falk Family
Faris, Pam & John
Fenwick-Smith, Felice

Ferdina, Elizabeth
Firestone, Jim & Ann
Fisher, Anthony
Fletcher, Keith
Flint Area School Employees
Florez, Michelle
Floyd, Jane
Flynn, Clare
Fogarty, Ghotay
Ford, Earl & Merry
Forsyth, John & Linnet Tse
Forte, John & Gertrude
Frasier, James
Frondorf, Ed
Fuller, Barbara
Galli, Erin
Ganote, Felicia
Garcia, Linda
Garcia, Rudy & Lin
Garry, Bobby & Leigh
Gerhart, Lucinda
Gewitz, Dr. Michael & Judy
Gilmore, Andrew
Gittelman, Ann
Godbey, Steven & Kathleen
Goldenberg, George & Arlene
Gonzalez, Dr. Iris
Goolsby, Elaine & Richard
Goulet, Mike & Vickie
Granite United Way
Graves, Maurita
Gray, Dusty & Melany
Green, Chris
Green, Mitch & Susan Yamaguchi
Greene, Reverend Dorothy
Gripp, Christine
Groff, Lindsay
Grose, Madison & Nora
Grubb, Johnny & Jane
Hall, Gregory & Dacey
Hall, James & Amie
Hallam, Ken & Theresa
Hansen, Stephanie
Happy Tails
Harman, James & Merlene
Harris, Mark
Haviland, Jordan
Hazen, Ned & Liz
Heilmann, Kathy
Hensley, Christopher & Deborah
Hensley, Charlotte
Hiden, Bob & Ann
Higgins, James & Julia
Higgins, John & Liz
Higgins, Kelsey
Hill, Dr. Carter & Dr. Winnie Mann
Hinkle, Jennifer
Hinkle, Russell
Hobbins, Antonia
Holbrook, Frank
Holly, Craig
Holly, Greg & Keli
Holly, Ron
Horluc, Dr. Todd & Jennifer
Howell, David & Patricia
Hubbell, Frederick & Linda
Hubby, Pam
Im, Helen & Peter Russell
Ingersoll, Chris
Ingersoll, Jared & Tina
Irving, John & Emily
Ison, Ann
Jaimes, Eneida
Jarecha, Paul 
Jefferies, John & Shari
Jeffery-Miller, Dorothy
Johnson, Jennifer
Kalapasev, Ned & Brie

Kay, Ken & Sue
Kellogg, Joshua & Jacquelyn
Kelly, Seth
Kennedy, Holly
Kim, Jenni
Kimball, Philip & Eleanor
Kimmey, Joseph
King, Charlie
King, John & Allis
Kinzell, Holly
Kirk, Becky
Klampe, Patrick & Pamela
Klockner III, Daniel
Kop, Garrett & Dianne
Kroger, Fred & Robbin
Kroger, Suzanne
Kugelmann, Mike & Catherine
Kwittken, Aaron
Lajoie, Judy
Langwith, Elizabeth
Larson, Bruce
Lascurettes, Nancy
Lascurettes-Mangiapane, Denise  
   & Vince
Lauer, Valerie
Lawrence, Peter
Le Jamtel, Jerome
Leadbeater, Michael & Mary
Lending Club
Leser, Robert & Hilary
Levinsky, Michael & Rosario
Levinson, Charles
Lind, Michael
Lindquist, Douglas & Patti
Linen, Jon & Leila
Loftus, P.
Logan, Christie
Long, David
Lummis, Ghent & Ginger
Lynn, Beth
Lyon, Janie
Mann, David & Sheila
Manwell, Emily
Marra, Kim
MBIA Foundation
McClellan, MGC, Rebecca
McCormack, Susan & Ken Marra
McCormack, Helen
McCracken, Paul
McFee, Wendy & Jmel Wilson
McGreevy, Annie
McHugh, Laura
McNair, Gail
McNally, Mark
McNeil, Thomas & Michelle
McPhee, Kristina
McTear, John & Donna
Meighan, Paula
Mellen, Ann
Menkhaus , David
Merrill, Allan
Michaud, Steven & Yoko
Michener, Sandt & Kathryn
Mihalich, Jim & Jane
Miller, Denise
Miller, Jane & Clyde Rayner
Miller, Merle & Lucy
Millman, Paul & Susie
Minnick, Gates & Daisy
Minor, Chris & Marv Hubbell
Mofidi, Shideh
Montanaro, Louis & Theresa
Montgomery, John
Moreland, Dr. Brian & Rachel
Morey, Dale & Bonnie
Morgan, Anne
Morgenstern, Marc & Louise
Morris, Erin 

Morsberger, Raechel
Murphy, Donald & Jane
Myers, Edward & Anita
Nalebuff, Barry & Helen
Neece, Michael
Neece, Sue
Nelson, Wayne & Joyce
Nemanic, Erik & Kathy
Nevel, Bonnie
Nicoll, Rev. Tom & Mary
Oates, Jason
O’Connell, Ryan & Janet
O’Connor, Mary
Odell, Heather
Olsen, Steven & Nancy
Olson, Amy
Olson, Dick & Sharon
O’Shaughnessy, Jim & Missy
O’Sullivan, John
Pacak, Dr. Christina
Palmer, Kirk & Lori
Paolizzi, Vincent & Celeste
Parlato, Carolyn
Peck, Susan
Pellettieri, Ginger
Pepworth, Donald
Percival, Steve & Cathy
Perez, Alan & Heather
Pergam, Carl & Jeannette
Pfizer Foundation Matching Gifts  
   Program
Phillips, Mark & Katherine
Phillips, Nancy & Tom
Plumez, Jean & Dr. Jackie
Powell, Brian
Prendergast, Sheila
Purdy, Dr. Bill & Molly
Radelat, Troy
Rader, Carol
Rader, Stephanie
Randolph, Dr. Peter & Helen
Renbarger, Sam
Rhodes, Alberta
Rigsby, Robert & Deborah
Rizedesign
Roberts, John & Betty
Robinson, Kyle
Robinson McFarland, Jane
Rodamer, Bob
Rodan, Amnon & Dr. Katie
Rodbell, Michael & Margaret
Rogers, Catherine
Rollins, Michael & Kim
Rorschach, Bob & Susan
Rosenfeld, Lisa
Rosenshine, Jon
Rothschild, Adam & Kathy
Rozbruch, Robert & Yonina
Russell, Paul & Sara
Rutledge, Elizabeth
Ryan, Patricia
Ryan, Robert
Sabin, Todd
Sanborn, Noel & Virginia Lee
Sander, Mike
Schlapak, Gregor & Sonja
Schmitt, Robert
Schoen, Chris & Melissa
Schoenherr, Dan & Heather
Sedefian, Lynda
Segal, Mark & Anne
Senkel, Bill
Sherer, Peter & Marilu
Shields, Jim
Shiring, Kathleen
Singer, Scott & Mary Jo Romano
Skinner, Adrienne
Slawson, Kirsten

Smith, Dr. Herbert
Smith, Tonianne
Snedeker, Rob & Fran
Solomon, Lauren
Sorrento, Nora
Sparks, Kara
Spotts, Dr. Jules
St. Joseph Notre Dame High School
Stenson, Marie
Stenson, Michael
Stephens, John Mark
Stevens, Sandra
Stevenson, Robert & Sharon
Stone, Jeffrey & Vicky
Stone, Kimberly
Strohl, Linda
Strong, Gary
Stuhlreyer, Tom & Kim
Stuhlreyer, William & June
Sullivan, Barb
Sullivan, Tim
Sutherland, Laura
Suzuki, Matthew
Swabe, Carolyn
Taegtmeyer, Dr. Heinrich
Taylor, Paul
Teodecki, Amanda
Thach, Christy
Thomas, Wendy
Thompson, Barbara
Thompson, Nathan
Threadgill, Wanda
Toth, Dr. Matt & Marilyn
Townley, Birgit
Trimmer, Lori
Turull, Albina
Unger, Karl
UnitedHealth Group
Vail, Clayton
Van Dehey, Walter & Susan
VanRensselaer, Cheryl
Vernon, Aaron
Viebranz, Elaine
Viegas, Martin
Vogt, Jerre
Wadsworth, Kimu
Wagner, Doreen
Walsh, Liz
Walters, Nancy
Walton, Darren 
Waterman, Chris & Marcy Wilkov
Weigel, Larry & Patricia
Welsh, Bill & Denise
Weltlich, Bob & Dodie 
Weltlich, Steve & Sharon
Wendling Orthodontics
West, Shilo
Wharton, Philip & Philippa
Wilkins, John
Wilkins, Sue & Dr. Mike
Wilkins Burnham, Joanne
Willcoxon, Anne
Williams, Kathleen & Suzi Anderson
Wind, Kathleen
Wood, Kelli
Woodcox, Larry & Carolyn
Woodward, Gordon & Ann
Woodward, Steven
Wynn, Ken
Yon, Kirk 
Zangara, James & Marie
Zeitner, Eric
Zierk, Holly
Zoland, Yale & Wendy
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2015 Time & Advice

BSF Awarded Spot on 2015 Top-Rated List of Nonprofits from GreatNonprofits!

“BSF is truly an amazing organization. They are a lifeline to families and individuals affected by  Barth Syndrome. The 
wealth of knowledge and information, compassion and understanding, friendship and hope, that comes from being a part 
of an active, professional and caring foundation is beyond words.” ~ Ned, Parent of Affected Individual

Abeliovich, Dr. Hagai
Adams, Dr. Sean
Alder, Dr. Nathan N.
Angelini, Dr. Roberto
Association Barth France
Association Barth Italy
Atwell, Joshua & Morgan
Axelrod, Dr. David
Azar-Kuhn, Laura
Bakovic, Dr. Marica
Baffa, Kevin
Barth Syndrome Foundation of Canada
Barth Syndrome Trust
Baile, Dr. Matthew G.
Bankaitis, Dr. Vytis
Barrientos, Dr. Antoni
Barth, Dr. Peter G.
Bastin, Dr. Jean
Blumenthal, Matthew
Bobbitt, Whitney
Bolyard, RN, BS, Audrey Anna
Boozer, Allanna
Bowen, Michael
Bowen, Shelley
Bowron, PhD, FRCPath, Ann
Branagh, Megan & John
Braverman, Dr. Nancy
Broadridge
Brown, Dr. David A.
Bruno, Ellen
Bryant, Dr. Randall
Buddemeyer, Randy
Buly, Dr. Bob & Lynne
Buly, Jocey
Burgess, OTS, M. Emily
Burridge, Dr. Paul
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
Clarke, Dr. Catherine
Clayton, Nicol
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
Dancis, Dr. Andrew
Das, Dr. Anibh
Daum, Dr. Guenther
DeCroes, PT, DPT, Brittany
Derusha-Mackey, Nicole
Develle, B.J.
di Rago, Dr. Jean-Paul
Dinca, Ana
Donadieu, Dr. Jean
Douglas, RDCS, CCT, Kathryn
Drake, Bryan
Dudek, Dr. Jan
Elstein, Dr. Deborah
Endo, Dr. Toshiya
Epstein, Paul
Exil, Dr. Vernat J.
Fanto, Eleanor
Feinberg, Dr. Mark W.
Ferreira, Dr. Carlos
Firestein, Dr. Stuart
Florez, Michelle
Forte, Dr. Trudy M.
Fuchs, Dr. Beate
Funai, Dr. Katsu
Galbraith, Lois
Ganote, Felicia C.
Garratt, DClinPsych, Vanessa
Garry, Dr. Daniel J.
Gawrisch, Dr. Klaus
Gillum, Dr. Matthew P.
Goncalves, Dr. Renata
Gonzalez, Dr. Iris L.
Gorecki, Michelle
Greenberg, Dr. Miriam
Grevengoed, Trisha J.
Groff, Lindsay
Groft, Dr. Stephen C.
Hagar, Elissa
Hatch, Dr. Grant M.
Hazen, Dr. Stanley
Henry, Dr. Susan
Higgins, Jack
Hijikata, Dr. Atushi
Hirano, Dr. Michio
Hollander, Dr. John
Hone, Susan
Hope, Chris
Hope, Michael

Hoppel, Dr. Charles
Horowitz, Dr. Jeffrey
Houten, Dr. Sander
Huang, MS, Yu-Yun
Huffman, Dr. Kim M.
Huizing, Dr. Marjan
Jackson, Dr. Ian
Jacob, Dr. Marni L.
Jain, Dr. Mukesh K.
James, Dr. Cynthia
Jarosz, Daniel
Jefferies, Dr. John Lynn
Jofre, Jaime
Kadenbach, Prof. Bernhard
Kagan, Dr. Valerian E.
Kalapasev, Ned
Karp, Matt
Karp, Wendy
Kelleher, Dr. Joanne
Kelley, Dr. Richard I.
Khuchua, Dr. Zaza
Kim, Dr. Junhwan
Kirkland and Ellis
Kreider, Dr. Consuelo M.
Kugelmann, Lee
Kugelmann, Steve
Lane, Dr. Shelly
Le, Dr. Catherine
Lenaers, Dr. Guy
Lesnefsky, Dr. Edward J.
Lever, Beverly
Li, Yiran
Lim, MS, OT, Yoonjeong
Lloret, Dr. Placido
Lorberboum-Galski, Prof. Haya
Lou, Wenjia
Lu, Ya-Wen
Lummis, Ghent
Mancino, Michael 
Mann, Sheila
Mann, Dr. William
Mannes, Florence
Mannes, Philippe
Manton, Annick
Marshall, Dr. Bess
Mashek, Dr. Douglas
Mavroidis, Dr. Manolis
Mayr, Dr. Johannes
McClellan, MGC, Rebecca L.
McCormack, Susan
McCurdy, Eliza
McCurdy, Kate
McCurdy, Steve

McKown, Chris
Menini, Dr. Anna
Mejia, Edgard M.
Merill, Dr. Alfred
Metallo, Dr. Christian
Millay, Dr. Douglas
Mitchell, Dr. Sabrina
Montoliu, Dr. Lluis
Moore, Lorna
Moore, Nigel
Morales, MS, LGC, Ana
Morris, Les
Moser, Ann
Muniswamy, Dr. Madesh
NKY Fencing Academy
Naiman, Dr. Melissa I.
Neece, Michael
Nekhai, Dr. Sergei
Nicolson, Dr. Garth
Nikki, Dr. Etsuo
Odouard, Francois
Ollero, Dr. Mario
Osnos, Susan
Pacak, Dr. Christina
Payne, Dr. R. Mark
Pena, Kristi
Philpott, Dr. Caroline
Phoon, Dr. Colin K.
Pixelera
Piombo, Sebastian
Poff, Dr. Angela
Polsz, Dave
Porter, Dr. George
Potter, Dr. Paul
Pu, Dr. William T.
Rader, Stephanie
Raja, Vaishnavi
Ren, Dr. Mindong
Reynolds, Dr. Stacey
Riddiford, CNS, Debbie
Riss, Shoshanna
Ritter, RN, Catharine L.
Rodbell, Gary
Rodbell, Julia
Rossano, Dr. Joseph W.
Ryan, Dr. Michael
Ryan, Dr. Robert O.
SMART Group (NHLBI – NIH)
Schlame, Dr. Michael
Schroeder, Dr. E. Todd
Sedefian, Lynda
Segal, Heather
Sernel, Marc

Shapiro, Heller An
Shu-Zhe, Dr. Ding
Skarnes, Dr. William
Smeitink, Dr. Jan
Smoot, Dr. Leslie B.
Sparagna, Dr. Genevieve
Spiekerkoetter, Dr. Ute
Stevens, Sandra
Steward, Prof. Colin G.
Stewart, Dr. Douglas R.
Strathdee, Prof. Douglas
Strauss, Dr. Arnold W.
Stutts, Dr. Lauren A.
Su, Betty
Swabe, Carolyn
Takemoto, Dr. Cliff
Tarnopolsky, Dr. Mark
Tauw, Heather
Theda, Dr. Christiane
Thompson, Dr. W. Reid
Thompson, Zac & Whitney
Toniolo, Dr. Daniela
Toth, Dr. Matthew J.
Towbin, Dr. Jeffrey A.
Tunguz, Stefan
Van der Laan, Dr. Martin
van Loo, Joke
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
Wilkins, John
Wilkins, Sue
Witt, Dr. Martin
Witt, Dr. Stephan
Woodward, Kevin
Woodward, Stacey
Ye, Cunqi
Yin, Dr. Huiyong
Yu, ScD, Xin
Zaragoza, Dr. Michael V.
Zeller, Anne
Zeller, Bill
Zhang, Dr. Ji
Zhang, Jun

Eli (age 2) Bob (age 55)Greyson (age 8)

(Photos courtesy of Eli, Greyson and Bob’s families 2015)
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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!

“We are so glad that we found BSF! We were warmly welcomed into what is commonly referred to as a 
family. I see why the BSF is described as such and is composed of families, physicians, scientists, donors, 
and volunteers around the world. This overwhelming, mind boggling disease has a group of warm, caring, 
compassionate and INFORMED people. It is such a reassuring feeling to know there are others who have 
been exactly where we have been.” ~ Kristi, Parent of Christopher, Mississippi

Christopher (age 7)
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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
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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Clint (age 16) & Dr. Matt Toth

www.barthsyndrome.org



