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"In this tight funding climate, the Barth 
Syndrome Foundation has allowed 
our work, and that of many others, 
to continue. The Foundation helps 
to fund, bring together, coordinate, 
and disseminate research that is truly 
translational." ~ Colin Phoon, MPhil, MD, 
Associate Professor, New York University 
Medical Center, New York, NY
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Dear Friends,
We are pleased to report that the Barth Syndrome Foundation (BSF) has had, by all measures, a very good year. We have 
continued to push forward with our funding of medical research and assistance to families impacted by Barth syndrome while 
maintaining a strong balance sheet. We are excited about not only the achievements of 2013, but also the foundation laid this 
year to allow even more substantial progress in the near future.

Your generous support has allowed BSF to explore new frontiers in science and medicine. Our research grants have evolved 
over the years from simply looking at basic scientific questions to now evaluating potential therapies for the syndrome. The 
graphic on page 8 of this Report illustrates the momentum and progress we’ve made, both in terms of the amount of funding 
that BSF has been able to provide to research as well as the amount of additional research that is now being done without 
direct funding from the organization. The increased awareness and interest in Barth syndrome research led to a record number 
of grant applications received by the organization this past year. While much work remains to be done, we believe our strategy 
of “seeding” research interest in areas implicated by Barth syndrome is paying significant dividends.

Perhaps most exciting about the progress of our research is the identification of a potential drug therapy that we hope (with 
further confirmation of its potential efficacy) might be ready for clinical evaluation in the next year or so. This potential 
breakthrough could launch us into an entirely new place offering hope to those affected. Only through the earlier development 
of the Barth mouse model system, itself a result of funding from the organization, could we be on the brink of this exciting 
new step toward our ultimate goal of a treatment for Barth syndrome.

With the excitement of having more advanced research into possible therapies for Barth syndrome comes the reality that this 
research can be very costly. We have thus focused on expanding our  awareness and fundraising efforts in many different ways.  
Our newly-created videos draw the viewer and potential donors in to tell the inspiring story of BSF. In addition, our brand new 
website now puts important information at your fingertips. With user-friendly navigation, you can easily find important facts 
and heart-warming stories about this rare disorder. As a result of these tools, the Foundation has seen increased donations, 
focus, and interest in Barth syndrome.  

All of the organizations efforts are made possible by your generosity and support. Your partnership with us has ensured that 
innovative research gets funded, life-saving information is provided, and loving support is given. With all the important work we 
were able to accomplish in 2013, we hope and expect that we will have even greater achievements to share with you next year.  

We could not do any of this work without … YOU. We thank you for your continued support and hope you enjoy the glimpse 
into BSF provided by this year’s annual report.

With gratitude,

Lindsay B. Groff         Marc Sernel    
Lindsay B. Groff           Marc Sernel 
Executive Director          Chairman

December 2013: Barth syndrome by the numbers
Known individuals living with Barth syndrome (BTHS) 169 in 21 countries

Increase in number of individuals identified since December 2012 4.3%
Grants funded since BSF was established 78 grant awards totaling $3.0 Million
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EDUCATION & SUPPORT
Awareness

Video Win is Worth a Million Words!
We've won “Charities Take Flight!” Pinterest Contest, and if a picture says a thousands words, then a video speaks a million!! Thanks 
to Parent Advocate Kristi Pena of Mississippi, the Barth Syndrome Foundation won a professionally produced, directed, shot, and 
edited video to raise awareness. Over twenty charities competed in the Birds Nest Foundation’s contest. Submissions took place 
on Pinterest where entrants pinned photos that best communicated the charity’s mission. BSF is proud to be added to their list of 
clients, and we are pleased to share the videos on our website.

Connor Captures Hearts and Spreads Awareness
“If we maintain their health through infancy with supportive heart care, their 
prognosis is good,” says pediatric cardiologist Reid Thompson. “The riskiest times 
are during the first year of life and in puberty, when these patients require more 
protein and their heart and other muscles demand more energy to function 
properly.” ~ Reid Thompson, Pediatric Cardiologist, Johns Hopkins

The winter edition of the Johns Hopkins Medicine Pediatric Heart News featured 
sweet, little Connor. Connor’s parents take full advantage of the Barth Syndrome 
Clinic at the Kennedy Krieger Institute.

New Website Puts Information at Your Fingertips
Thanks to the talented designers at Pixelera and a generous grant from the Max Bell Foundation, the 
Barth Syndrome Foundation website received a well-deserved makeover. Our revamped website offers 
users a modern look with intuitive navigation, updated with the latest information about Barth syndrome 
and our services. We hope that you will enjoy browsing our new site, finding useful information each 
time, and that it will be yet another tool for strengthening our community. Tell us what you think at 
bsfinfo@barthsyndrome.org.

www.barthsyndrome.org
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Family Services

JACK

Our life was a mess. Brian and I, two responsible, organized, young professionals couldn’t 
believe what was happening. Brian’s mom was at home in stage 4 lung cancer, and we 
were in the CICU at Children’s Hospital in Pittsburgh watching residents and attending 
doctors swarm around our son discussing diagnosis possibilities. One resident mentioned 
Barth syndrome, and that caught Brian’s ear. Brian visited Barth Syndrome Foundation’s 
(BSF) website and contacted BSF from the hospital. He spoke with Shelley who gave 
information as well as much-needed support.

At age 6 months, our precious Jack was diagnosed with Barth syndrome.

BSF has given us a special gift. BSF has empowered us with knowledge. Through BSF’s 
website, we have access to factual information to provide to Jack’s doctors and caregivers 
to enable them to provide quality care to Jack. It is so easy to print out a fact sheet and 
hand it over, rather than try to find the words to explain.

While attending the 2012 conference, we were able to talk with specialists whom we 
would otherwise never have met. This was the first time we were able to connect with 

other families and to see, in person, that Jack was not the only person on Earth with Barth syndrome. Everyone had a smile, some even 
a hug, and we never felt like strangers.

We learned about the Kennedy Krieger Institute (KKI) through BSF shortly after Jack was diagnosed, and Jack was able to receive care 
from the specialists there. Jack now annually attends their Barth Syndrome Clinic. It is refreshing to speak with specialists who are 
knowledgeable about Barth syndrome. I leave KKI with new information each time we visit.

I joined BSF’s listserv, which is like being at an online version of a family session at the conference. I post a question, and I am sure to 
receive a response with an avenue to explore.

Because of BSF, through the website, alerting us to the specialists at KKI, and the listserv, we have become empowered. We are able to 
be sure that Jack receives the care and treatment he so deserves. I know that we are Jack’s best advocates. We are the best because of 
the knowledge we have received from BSF. 

Jack, age 3, and his sister, Elise

“Because of BSF, through the website, the conference, alerting us to the specialists at KKI, and the listserv, 
we have become empowered. We are able to be sure that Jack receives the care and treatment he so 
deserves. I know that we are Jack’s best advocates. We are the best because of the knowledge we have 
received from BSF.” ~  Rachel, Mom

Jack and Connor look to the future!

(L-R) Jack, and his “Barth buddy”, Connor, both age 3, look to 
the future while their families attended the Labtrobe, PA Family 
Outreach in June of 2013.



Page 6     Barth Syndrome Foundation 2013 Annual Report

GREYSON

We first heard of Barth syndrome a few weeks after Greyson's troubles began in earnest. 
At two months, a cardiothoracic surgeon told us that he might go to kindergarten with 
his heart but that he wouldn't graduate high school with it. Specialists, doctors, and 
intensivists immediately descended on treatments, testing, and medications with the 
hope of finding the diagnosis of Greyson's baseball-sized heart. Early results showed a 
small constellation of issues; however, the first genetic tests for Barth syndrome were 
reported as negative. A second test was done while being on the list for a new heart, and 
this one came back as inconclusive. Without diagnosis, we could only hope that his heart 
would stabilize during these early months of life.

Initial treatment did allow Greyson's heart to steady at a stronger rate, but it was still a 
"weak pumper". Fourteen months went by with us doing a new shuffle of doctor visits, 
medications, and research. We even saw an episode of 'Mystery Diagnosis' featuring 
Shelley Bowen's family. Then our foretold day came, and we knew it was his heart going 
into failure. Our local children's hospital life-flighted our boy to a larger pediatric facility 
with more specialized training. Greyson was back on the waiting list for an organ donor. 
Only days later, he went into a full cardiac failure. In an emergency procedure, an incredible 
piece of equipment called the Berlin Heart was implanted to his heart, elevating him to 
the top of list. A third test for Barth syndrome was sent out for study. Now all we could do 
was watch and wait while the cardiac intensive care staff took care of our baby. 

Greyson only had four days to wait for his angel heart. His recovery was not without 
complications, but he was proving to be a resilient little fighter that adapted to every 
challenge. We were going to get to bring the boy home. That is all that mattered. But still 
we would have to wait for a diagnosis, if there even was one.

The doctors called just weeks later to tell us that without a doubt this time there was an 
answer: Barth syndrome. 

Family and friends both emailed and called the Barth Syndrome Foundation on our behalf. 
Just three days later, the Wilkins family visited our home, and we instantly knew we were 
not alone anymore. Shelley Bowen then gave us a courtesy call that lasted a couple of 
hours. Suddenly we had a vast set of educational resources on all things Barth syndrome 
to lean on for a more targeted treatment. Best of all, we gained a network of affected 
families whose experience, strength, and hope would help shape Greyson's journey. 

Family Support

“Suddenly we had a vast set of educational resources on all things Barth syndrome to lean on for a more 
targeted treatment. Best of all, we gained a network of affected families whose experience, strength, and 
hope would help shape Greyson’s journey.” ~ Eric, Dad

2013 Family Services Spotlight

Provided education and support for 169 affected individuals and their families throughout 2013• 
Increased the number of affected individuals and families who BSF and/or BSF affiliates serve by 4.3%• 
Monitored the family listserv with a total of 3,109 posts• 

Greyson, age 6

Greyson proudly wears the 2013 Ironman 
Finisher’s Medal given to him by Ghent 
Lummis, a member of Team Will.
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SCIENCE & MEDICINE

BSF Receives Orphan-Drug Status for Bezafibrate
On July 24, 2013 the Barth Syndrome Foundation (BSF) received Orphan-Drug Designation for bezafibrate for 
the “treatment of Barth syndrome.” This achievement allows BSF and researchers to focus on studying this 
drug to determine if it is safe and effective for Barth syndrome individuals. The next step in this process is to 
file an Investigational New Drug application with the Food and Drug Administration (FDA) which explains in full 
detail how we are going to test this drug. This lengthy and ongoing process has only been possible through the 
outstanding help of: the SMARTT group at the National Heart, Lung, and Blood Institute; the license holder 
of bezafibrate (Tribute Pharmaceuticals); and the healthcare professionals who are planning and will perform 
the clinical study (Drs. Todd Cade and Dominic Reeds). Like the movie The Perfect Storm (but in a good way), 

these three independent groups have come together with BSF to test the first drug specifically identified for treating Barth syndrome 
individuals. This paragraph is just a small update to the “story to be continued.” As we go forward, the BSF community will have its 
crucial part to play. In the meantime, a study on bezafibrate and resveratrol is being developed in the UK.

Barth Syndrome Researcher Wins Prestigious E. Mead 
Johnson Award for Outstanding Pediatric Research

BSF congratulates Dr. William Pu,  Associate Professor, Harvard Medical School, Department of Cardiology, Boston 
Children’s Hospital, Boston, MA, on receipt of the E. Mead Johnson Award for Research in Pediatrics at the 2013 
annual meeting of the Pediatric Academic Societies. This prestigious award honors outstanding clinical and laboratory 
research achievements in pediatrics. Dr. Pu presented a talk at the meeting titled “Modeling cardiomyopathy using 
human induced pluripotent stem cells”.

Dr. Pu has advanced the understanding of mechanisms that regulate heart development and adult heart function. His 
work has revealed transcription factors and transcriptional regulatory mechanisms that control heart morphogenesis 

and the stress response of the post-natal heart. Dr. Pu’s research has also highlighted the contribution of distinct 
cell types to formation, vascularization, and injury responses of the heart. Most recently, Dr. Pu’s research has used insights from heart 
development to uncover new potential approaches to improve heart repair and regeneration.

Exciting Changes to BSF Research Grant Program
Starting in 2013, the BSF Research Grant program was modified to include two types of grant awards: IDEA grants for 1-2 years and 
DEVELOPMENT grants for 2-3 years with budgetary maximums of $50,000 or $100,000, respectively, over the full period. BSF’s Research 
Grant Program allows young, non-tenured investigators to include in their submitted budget up to 75% of the direct costs amount as Principal 
Investigator salary. In addition, for those clinical applications where volunteers must travel to a clinical research site, these travel expenses 
will be handled separately and will not be included in the application budget limitation. We encourage all investigators at every professional 
level to submit their best ideas for advancing the state of knowledge about Barth syndrome so that progress can be made in finding a specific 
treatment or a cure for this unusual mitochondrial disease. There are no geographical limitations to this funding.

Co-Sponsored Cardiolipin Mini-Meeting in Bari, Italy
“The idea of a Cardiolipin workshop in Italy came to the meeting organizers in June 2011, during the mini-sabbatical of Angela Corcelli 
in New York City in the Laboratory of Michael Schlame. They thought to take advantage of the presence of the 54th International 
Conference on the Bioscience of Lipids (ICBL) at Bari in 2013 to organize the Cardiolipin workshop as a satellite event. The web page of 
the Cardiolipin Meeting was kindly supported by the Euro Fed Lipid organization. On September 17, 2013, about 60 scientists attended 
the meeting focused on the multiple roles of cardiolipin in mitochondria in physiological and pathological states in various organisms 
as well as in bacterial membranes. In addition to ICBL participants, many students and colleagues of the Universities of Bari and Lecce 
attended the meeting, increasing the number of total participants to about 100. As defects in cardiolipin metabolism may cause Barth 
syndrome, the meeting also presented an occasion to establish contacts between the nascent Italian Barth Syndrome Foundation 
and scientists actively involved in cardiolipin research.” [Corcelli A, Schlame M. Cardiolipin as key lipid of mitochondria in health and 
disease. Meeting Report – September 17, 2013, Bari, Italy. Eur. J. Lipid Sci. Technol. 2013, 115, 0000–0000.* (Abstract)]

http://onlinelibrary.wiley.com/doi/10.1002/ejlt.201300385/abstract
http://onlinelibrary.wiley.com/doi/10.1002/ejlt.201300385/abstract
http://onlinelibrary.wiley.com/doi/10.1002/ejlt.201300385/abstract
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With the completion of the 2013 Barth Syndrome Foundation (BSF) Research Grant Cycle, 12 annual award cycles have committed 
a total of $3.0 million to this important effort through 78 research grants to 46 principal investigators around the world. As with all 
BSF grant cycles, the projects from the 2013 cycle that were accepted by BSF actually were awarded the following year, thus being 
included in 2014 fiscal year expenses. BSF, with the advice of its international Scientific Medical & Advisory Board, and with support from 
international affiliates, awarded six research projects. Starting in 2013, BSF awarded two types of grant awards: IDEA grants for 1-2 years 
and DEVELOPMENT grants for 2-3 years with budgetary maximums of US $50,000 or $100,000, respectively, over the full period.

This competitive grant program has resulted in many publications which further describe scientific and medical components of this 
multi-faceted disease and are leading towards new ideas for treatment. A complete list of all grant awardees can be found on BSF’s 
website at www.barthsyndrome.org, and those receiving awards in the 2013 cycle are:

William T. Pu, MD, Associate Professor, 
Boston Children’s Hospital; Boston, MA

Reactive oxygen species and mitochondrial 
dynamics in the pathogenesis of Barth 
syndrome

Award—US $100,000 over 2-year period

Stacey Reynolds, PhD, OTR/L, Associate Professor, 
Virginia Commonwealth University; Richmond, VA

A systematic investigation into sensory and motor 
based feeding issues in boys with Barth syndrome

Award—US $18,732 over 1-year period
Funds provided by Association Barth France

Miriam Greenberg, PhD, Professor and 
Associate Dean, Wayne State University; 
Detroit, MI

Identification of human cardiolipin 
phospholipases that are deleterious to 
tafazzin-deficient cells

Award—US $50,000 over 1-year period

Grant Hatch, PhD, Professor, University of 
Manitoba; Winnipeg, Manitoba, Canada

Tafazzin knockdown alters hepatic lipid 
metabolism

Award—US $49,995 over 1-year period
Partial funding provided by BSF of Canada

Douglas Strathdee, PhD, Head of Transgenic 
Technology, Beatson Institute for Cancer 
Research; Glasgow, Scotland

Characterization of a conditional knockout 
of tafazzin in the mouse

Award—US $49,837 over 2-year period
Funds provided by Barth Syndrome Trust, UK

Nathan N. Alder, PhD, Assistant Professor, University of 
Connecticut; Storrs, CT

Investigation of cardiolipin-dependent respiratory 
complex activity and development of small
molecule lipid analogs

Award—US $50,000 over 1-year period

 Research Grant Program

BSF Research Funding Sources 
(by fiscal year)

BSF’s smaller research grants are meant 
to attract talented researchers whose 
initial work then successfully receives 
greater funding from larger institutions. 
Our strategy continues to produce great 
results!

http://www.barthsyndrome.org/english/View
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Statement of Financial Position
December 31, 2013 (with comparative totals for year ended December 31, 2012)

Assets

       12/31/2013  12/31/2012

Assets:

Cash & cash equivalents    $          723,721  $           565,387 

Investments 1,150,883            1,303,620 

Accounts receivable 21,828                  37,186 

Prepaid expenses 12,118                     3,592 

 Total assets       $       1,908,550   $        1,909,785 

Liabilities and Net Assets

       12/31/2013  12/31/2012

Liabilities:

Accounts payable & accrued expenses    $            23,478  $             29,938 

Grants payable 38,815                  60,500 

 Total liabilities    62,293                   90,438 

NET ASSETS:

Unrestricted            911,867                849,083 

Temporarily restricted 934,390                970,264 

 Total net assets    1,846,257             1,819,347 

 Total liabilities & net assets    $       1,908,550   $        1,909,785 

*See annual audit for notes and additional information

FINANCES
With continuing diligence, the BSF team makes every dollar you donate work as hard as 
possible. 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, and that 
their 20 Standards of Accountability and 43 Standards of Excellence, respectively, are applied 
to all we do. Your dollars are what fuel the increasingly positive impact we are making on 
Barth syndrome, and your continued support ensures that this progress will be maintained. 
We understand that it’s your faith in us which ensures that support.

Your donations matter. Every single dollar helps, and all ideas are welcome. From bowling 
tournaments to community-wide walks, we will provide the information you need to host a 
fundraiser, so please don’t hesitate to contact us with ideas. You are making a difference in 
the lives of those affected by Barth syndrome!

Blades for Barth 2013
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Statement of Activities
For the Year Ended December 31, 2013 (with comparative totals for the year ended December 31, 2012)

       
Year Ended 

12/31/13  
Year Ended 

12/31/12

PUBLIC SUPPORT AND OTHER REVENUES:

Public Support:

 Contributions        $    824,480   $     871,480 

824,480          871,480 

Investment Income 5,481              7,975 

Unrealized Gain (Loss) on Investments (6,099)                  990 

 Total Public Support & Other Revenues 823,862           880,445 

EXPENSES AND LOSSES:

Program Services:

Communications & Other 122,097          100,710 

BSF Conference 839          123,515 

Family Services 103,484            78,148 

Barth Syndrome Registry & Repository (46,845)              4,800 

Research Grants 344,226          340,823 

Research Grants Funded Directly by BSF of CA (45,948)          (40,000)

Science & Medicine 186,369          171,408 

     664,222           779,404 

Supporting Services:

Management & General 82,489          137,384 

Development & Fundraising 50,241            39,521 

     132,730           176,905 

Total Expense & Losses 796,952           956,309 

CHANGE IN NET ASSETS 26,910          (75,864)

NET ASSETS, beginning of year 1,819,347       1,895,211 

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

Note: BSF’s full 2013 audited financials are available on our website at www.barthsyndrome.org.

Breakdown of Program ExpensesAll Expenses

Support Services
17%

Program Expenses
83%

Science & Medicine 
& Barth Syndrome 

Registry & 
Repository

21%

Communications  
& Other 

 18%

Family 
Services

16%

Research 
Grants

45%

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
PO Box 618

Larchmont, NY  10538

BARTH SYNDROME FOUNDATION BOARD OF DIRECTORS

Marcus E. Sernel, Chairman Susan A. McCormack, Secretary John Wilkins, Board Member

David Axelrod, MD, Board Member Katherine R. McCurdy, Board Member Susan V. Wilkins, Board Member

Randy Buddemeyer, Treasurer Susan S. Osnos, Board Member Lindsay B. Groff, ex-officio, Executive Director

Stephen Kugelmann, Board Member Catharine L. Ritter, Board Member Stephen B. McCurdy, Chairman Emeritus

BARTH SYNDROME FOUNDATION EXECUTIVE STAFF

Lindsay B. Groff
Executive Director

Shelley Bowen, Director
Family Services & Awareness

Matthew J. Toth, PhD
Science Director

Lynda M. Sedefian
Executive Assistant

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

INTERNATIONAL SCIENTIFIC & MEDICAL ADVISORY BOARD

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

William T. Pu, MD; Pediatric Cardiology, Boston Children’s 
Hospital; Harvard Stem Cell Institute, Boston, MA, USA

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

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

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

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

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

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

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

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

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

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 – ex-officio; Board of Directors, BSF

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

Matthew J. Toth, PhD – ex-officio; Science Director, BSF

http://www.barthsyndrome.org.uk/
http://www.barthsyndrome.ca/english/view.asp?x=1
http://64.69.79.21/about-bsf/affiliates/barth-trust-of-south-africa
http://barthfrance.com/
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2013 DONORS
PAULA & WOODY VARNER FUND
Stars ($5,000+)
Wilkins, Muriel

Angels ($1,000 - $4,999) 
Sonderegger, Ted & Mary Ann
Wilkins, Sue & Dr. Mike

General Contributions ($50 - $999) 
Acklie Charitable Foundation
Allman, Peter & Maureen
Allman, Tom & Jane
Basler, Dr. Rod & Debbie
Beynon, Dave & Liz
Bingham, Dr. Dave & Kathy
Buckley, Les & Nancy
Burmeister, Blaine & Abby
Burmeister, Charles & Marita
Capek, Dr. Dale & Clay
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
Gelber, Dr. Ben & Elaine
Haessler, John & Nancy
Harford, Kevin & Sonia
Hayes, Dorothy
Hedgecock, Norm & Debbie
Henricks, Dr. Bruce & Peggy
Henriksen, Allen & Penny
Jensen, Tom & Marilyn
Kaiser, Matt & Bridgett
Keating, Con & Barbara
Kennedy, Walker & Dianne
Kiechel, Dr. Fred & Vivian
Linder, Dr. Max & Pat
Massengale, Dr. Martin & Ruth
Minnick, Gates & Daisy
Nelson, Scott & Teri
Olson, Loy & Julie
Osborne, Dr. Tom & Nancy
Otte, Robert & Carolyn
Pittenger, Jim & Julie
Raun, Robert & Eileen
Rawley, Ann
Roskens, Dr. Ronald & Lois
Seaman, Andrew & Robyn Steely
Somers, Peter & Dr. Kristen
Sonderegger, Kurt & Sue
Stohs, Dr. Gene & Kristen
Stuart, James & Susan
Stuckey, Dennis & Nancy
Swanson, Mary
Tegt, Dr. Tom & Barb
The Kubly Family Foundation
Thompson, Elwood & Carol
Varner, Judy
Varner, Tom & Beth
Wiederspan, James & Ann
Wiederspan, John & Nancy
Wilkins, Dr. Jerry
Wilkins, Dr. Lee & Kristy
Wilkins, Joanne
Wilkins, John
Zeitner, Eric & Katrina

SCIENCE & MEDICINE FUND 
Stars ($5,000+)
McCurdy, Steve & Kate
Sernel, Marc & Tracy

Angels ($1,000 - $4,999)
Allen, Tiffini
Forsyth, John & Linnet
Geary, Ann
Haines, Dr. Tom
Kirkland and Ellis Foundation
Kugelmann, Peter & Karen

General Contributions ($50 - $999) 
Allen, John & Karen
Asaff, Ernie & Colette
Baron, John & Christine
Belch, Maureen
Bialo, Ken & Katherine
Brown, Terryl
Dollard, John & Janet
Ferber, Kerri
Flowers, Helen
Gewitz, Dr. Michael & Judy
Gilbert, Gregory
Grossman, Dr. Harvey & Charlotte
Gyurko, Peter
Harrigan, Timothy & Lori
Holly, Peggy
Iannucci, Ryan
Ison, Ann
Johnson, Chris
Keller, Allan
Kugelmann, Steve & Jan
Lewis, Frank
Longest, Cynthia
Morsberger, Raechel
Nurkowski, John
Ott, Pearl, Donald, & Judy
Paschal, Derek
Peterson, Carl & Andrea
Phoon, Dr. Colin & Janet
Robinson, Joe & Connie Sue
Sampson, Dr. Hugh & Anne
Schwendener, Paul & Barbara
Stahly, Craig
Steer - In
Theraplay, P.L.L.C.
Tulchin, David & Nora
Watson, Theda

GENERAL FUND 
Stars ($5,000+) 
American Express Gift Matching
Blumenthal, Richard & Cynthia
Buly, Dr. Robert & Lynne
Clapp, Eugene
Frill Foundation
Good Harbor Financial LLC
Lummis, William & Dossy
Malkin, Scott & Laura
McCurdy, Steve & Kate
Christopher McKown Charitable Gift Fund
Miller, Kirt & Martha
Newmark & Company Real Estate Inc.
Pierson, Dr. Richard & Allene
Robinson, Frank & Sharon
Russell, Dr. Paul
Sernel, Gordon & Sharon
Earl and Brenda Shapiro Foundation
The Lebensfeld Foundation
The Malkin Fund
Tortimaki Foundation

Angels ($1,000 - $4,999)
American Express PAC Match
Anonymous
Bailey, Clarke & Trish
Barad, Seth & Amy
Dillon Foundation
Eleanor Minor Trust
Epstein, Paul & Leah
Evoy, Larry & Sally
Flatt, Andrea
Susan & David Fowler Charitable Gift  
   Foundation
Glenn, William
Grubb & Ellis
Hales, Bryan
Hart, Dana
Hechinger Family Charitable Gift Fund
Heine, Timothy
Holly, Greg & Keli
Ingersoll, Ann
Isaac, Paul & Karen
Johnson, Malcolm & Deloris
Kuhl, Phillips & Karen
Lummis, Ghent
Emily Mason Malkin Fund
Louisa Rice Malkin Fund
Rebecca Swift Malkin Fund
Mann, Allen & Rosa
Masterson, Moira
McCormack, Ken & Susan
McCurdy, Chris & Kris
McCurdy, Mac & Ginny
Olson, Richard & Sharon 
Osnos, Suze & Peter
Pattee, Diane
Randolph, Dr. Peter & Helen
Russell, Cristine
Russell, Paul & Sara
Section 16H Group A NJ Nonprofit Corp.
South West Ohio Recreation & Defense
Stoll, Ned & Cindy
The Martha Davis & Richard Sayrs Family  
   Fund
Vaisman, Natan & Beth
Wible, Deborah
Winston, Laura

General Contributions ($50 - $999) 
Adams, Greg & Sandy
Adelson, Robin
Alimanestianu, Alexander
Alisberg, Andy & Susan
Amalong, Thomas & Aleta
Ameriprise Employee Gift Matching
Amlicke, Tom & Susan
Axelrod, Dr. David & Jessica
Azar-Kuhn, Laura & Christopher
BBM Group LLC
Baffa, Ted & Rosemary
Baker, Timothy
Ballard, Stacey
Barsotti, Carey
Bartels, Kenneth & Jane
Barth, Dr. Peter
Bater, Jennifer
Bayer, Lisa
Behrmann, Kathi-Ann
Belfatto, Eileen
Bennett, Judith
Bennis, Lisa
Berardino, Robert & Martha
Berens, Wayne & Harriet
Berland, Jonathan & Leslie
Berman, Harris

Berning, Melvin & Mary
Berry, Rick & Carla
Black, Kari
Blom, Hans
Bogert, Amy & Robert Baldwin
Bogert, Nick & Sally
Boroditsky, Sophie
Bowman, Ron & Nancy
Bradley, Robert & Margaret
Bradley, Robert
Branagh, Matt
Brewer, Gerilyn
Brody, D.W. & Tracy
Brody, David & Jeanne
Brown, Tracy & Cary
Bruno, Ellen
Bucklin, Paul
Buddemeyer, Donna
Buddemeyer, Leslie
Buddemeyer, Randy
Burgess, Larry & Char
Burke, Margaret
Burt Trimmings Co. Inc.
Burtis, Cleo & James Comerford
Butera, Jacquie & Donald
Cade, Dr. Todd & Ashley
Callahan, David
Calvo, Jorge & Beatriz
Cappello, Frances
Carey, Helen
Carlson, Gerald
Carvalho, Maria
Cavanaugh, Matt & Alice
Chan, Nathalie
Chandler, Robert & Darla
Chapin, Steve & Deborah
Cherniak, Benjie
Church, Charlotte
Clark, Rebecca
Coffey, Bravil
Collazzi, J.J. & V.C.
Cominotto, Michael
Concannon, Richard & Maura
Condon, Mark
Crabtree, John & Joyce
Cracchiolo, James & Marilyn
John J. Creedon Foundation
Crowley, Diane
Crowley, Peter & Gretchen
Cushmore, Patricia
Dannels, Richard & Terry
Daughenbaugh, Mary
De los Santos, Marites
Derusha, Charles & Bernadette
Derusha, Laura
Despins, Suzanne
DiMattesa, Walter
Dollar, Michelle
Donnalley, Jen
Drake, Bryan
Drake, Frank & Teresa
Drake, Marcia
Dunn, Aldo
Dunn, Mark & Anna
Egueur, Madeleine
Eliet, Francois & Jane
Elizabeth Seton Montessori School of  
   Westmoreland
Elliott, Christine
Emery, Jon & Suzanne
Epand, Dr. Richard
Evans, Robert & Beverly
ExecComm LLC
Fabtrends International Inc.



Barth Syndrome Foundation 2013 Annual Report     Page  13

Fanell, Natalie
Fast, Eric & Patricia
Faxon, Kevin & Susan
Feldman, Richard & Rosalyn
Feldstein, Elayne
Ferguson, Sarah
Fienberg, Meg
Filby, Linda
Florez, Michelle
Floyd, Ed & Julie
Floyd, Jane
Flynn, Clare
Fogarty, Jesse
Franklin, Peter & Dorothy
Freidus, Dahna
Fuller, Barbara
Gallaher, Carolyn
Garfield, Leslie
Garrity, Jonathan & Caroline
Bill and Melinda Gates Foundation
Geithner, Peter & Deborah
Gerbasi, Richard
Gerfen, Henry
Gerhart, Ginger
Gerszberg, Richard & Caren
Gibbs, Richard & Jennifer
Girsky, Laurie
Gittelman, Ann
Glasgow, Merrill & Betsy
Glick, Robert
Golden, Michael
Gonzalez, Dr. Iris
Goodman, Bob & Diane
Goodwin, William & Virginia
Gottsegen, Alison
Gould, Jan & Michele
Gray, Dusty & Melany
Great Valley Pool Service, Inc.
Greenberg, Dr. Miriam & Shifra Epstein
Greene, Dorothy
Gress, Emil & Natalie
Groff, Lindsay
Grose, Madison & Nora
Hall, Greg & Dacey
Hallman, Weston
Hamilton, Sam
Harman, James & Merlene
Hartel, Charles
Hazen, Ned & Liz
Hennessey, Michael & Mary Alice
Henricks, Dr. Bruce & Peggy
Herbsman, Jonas & Lori
Herr, Cabby
Hiden, Bob & Ann
Hill, Carter
Hillel, Pavel & Susan
Hobbins, Antonia
Holbrook, Frank
Holly, Betty
Holly, Craig
Homonai, Virginia
Hook, Stephen
Horkey, Shelly
Horton, Nancy
Hoskins, Stacia
Howell, David & Patricia
Hsieh, David & Priscilla
Hubby, Pam
Hussein, A.

Huston, Laura
Ingersoll, Jared
Interim Health Care of Pittsburgh
Irving, John & Emily
Jamieson, Timothy
Jarrett, Catherine
Jecklin, David
Jernegan, Jaclyn
Jofre, Jaime
Joyce, Dave & Jane
Julie, Franklin
Kaelin, Charles
Kalapasev, Ned & Brie
Karliner, Jill
Karofsky, Gale
Karp, Joseph
Karp, Sue Ellen
Karp, Matt & Wendy
Kearney, Andrew & Maureen
Kelly, Raymond
Kimberlin, Kevin & Joni
Kirkham, Collier & Ann
Klockner, Daniel & Nancy
Kozar, Trudy
Kugelmann, Mike & Catherine
Kvernland, John & Juliette
LaMar, Kathy
Landa, Lloyd & Jeanette
Landa-Brooker, Michelle
Lawson, Richard
Le jamtel, Jerome
Leon, Susan & Andy Fredman
Lipson, Matthew
Liscio, Mark & Elizabeth
Long, Christopher
Long, Randall & Maya
Lord, Sarah
Lowenthall, Daniel & Naomi
Lupowitz, Kevin
MacIntosh, James
MacKay, Doug
Mackey, Sarah
Malkin, Eliza
Mancino, Angelo & Rosemary
Mann, David & Sheila
Manning, Bruce
Marchessault, Patricia
Marks, Michael & Cynthia
Marra, Kim
Martin, John
Martin, Melanie
Mask, Harold & Gayle
Matelich, George & Susan
Mayers, Bruce
Maynard, Dr. Ed & Lisa
Maynard, Marilyn
McClellan, Rebecca
McCormack, John & Helen
McEvily, Michael
McFee, Wendy & Jmel Wilson
McKay, Richard
McNally, Mark
McSherry, Michael & Sheryl
Mester, Jessica
Michaud, Steven & Yoko
Microsoft Matching Gifts Program
Miller, Clyde & Jane
Miller, Jill
Millman, Paul & Susan

Mississippi Plastics, Inc.
Mixter, Steve & Beth
Monaco, Michael
Montanaro, Louis & Theresa
Morehouse , Clark & Susan
Moreland, Dr. Brian & Rachel
Morgenstern, Marc & Louise
Mouracade Valerie
NKY Fencing Academy, LLC
Needham, Jim & Leslie
Neff, Elizabeth
Neff, William
O’Connell, John
O’Dell, Heather
O’Keefe, Linda
Olson, Ken & Tina
Orso, John & Theresa
O’Shaughnessy, Jim & Melissa
Osnos, Evan & Sarabeth
Palmer, Kirk & Lori
Pannell, Katherine
Paolizzi, Vincent & Celeste
Papone, Aldo & Sandra
Pare, Terence & Jaclyn
Pascoe, Richard
Perez, Alan & Heather
Pierson, Frank & Nancy
Pierson, Dr. Richard & Kitty
Pitchford, Shelby
Plumez, Jean Paul & Dr. Jacqueline
Polak, Jennifer
Pomerantz, John
Puzio, Matthew
Rader, Carol
Rader, Stephanie
Rapp, Kathryn
Ratner, Alexa
Reazin, Michael
Recco, Gerard & Madeline
Reid, Colin
Rey, Lisa
Riss, Shoshana
Roberts, John & Betty
Robidoux, Monique
Robinson, Bruce
Rodamer, Bob
Rodbell, Michael & Margaret
Rodbell, Mitchell & Liz
Rogers, Larry & Catherine
Roggow, Beth
Rosenblatt, Stephen
Rosenthal, Andrew
Ross, Benjamin
Rothman, Amy
Rothschild, Adam & Kathy
Rotondi, Andrew & Mary Frances
Rubin, Tom & Dr. Nina Russell
Ryan, Robert
Sahlein, Stephen & Nancy
Sandoval, Dr. Claudio & Ellen Marie
Sanford, Colin & Katherine
Sarkozi, Paul & Jill
Schlame, Dr. Michael & Laili Moshirzadeh  
   Moaye
Schlapak, Sonja & Gregor
Schott, Michelle
Scilingo, Marc
Scott, Amanda
Segal, Mark & Anne

Segal, Donna
Segal, Mark & Heather
Shephard, Greg
Sherbany, Dr. Ariel
Sherer, Peter & Marilu
Sherer, Tony
Shinkar, Sergey
Shirley, William & Catherine
Shor, Susan
Sims, Frank
Singer, Scott & Mary Jo
Sleeper, Emmy Lou
Slone-Goldstein, Tara
Smith, Dr. Herbert
Sorrento, Nora
Spotts, Dr. Jules
Staab, Thomas
Staub, Amy
Staudt, Dennis & Patty
Stevenson, Robert & Sharon
Strohl, Linda
Stuhlreyer, Tom & Kim
Sudo, A.
Sullivan, Barbara
Sundberg, Kelly
Swabe, Rodrick
Swain, Bob & Virginia
Swennen, Erik & Veerle
Tamsiti, Mary
Tanner, Susan
Terelmes, Nina
Thomas, Marion
Thomas, Stephen
Thorius, John
Toth, Dr. Matt & Marilyn
United Way of Central & Northeastern CT
Van Velan, Kera
Vaninger, Tracy
Viebranz, Elaine
Vietoris, Paola
Ward, Jeffrey
Warner Preparedness Services
Waterman, Chris & Marcy
Waters, Marty & Helen
Watt, Richard & Gill
Wayne, Sharon
Weinstein, Judith
Welcome, Michael & Carolyn
Weltlich, Steve & Sharon
Wenglin, Dr. Barry & Barbara
Werner-O’Brien, Claire
Wharton, Philip & Philippa
Whitsett, Nadine
Wible, Mark
Wiederspan, James & Ann
Williams, Kathleen & Suzi
Williams, Paul
Withem, Angela
Wolff, Patricia
Woodward, Gordon
Woodward, Kevin & Stacey
Wright, Marilyn
Zeitner, Eric & Katrina
Zeller, Anne
Zelouf, Danny
Zierk, Holly
Zierk, Tom & Gail
Zoland, Yale & Wendy

“I have been involved in a number of volunteer organizations and have to say the BSF group is quite outstanding. Started from a 
small set of dedicated volunteers, this group went from being concerned parents to a highly professional organization that is driv-
ing research and results for the affected population around the world. Everyone involved cares deeply about the families and the 
affected boys and men, and it shows in everything they do.” ~ Lynn, Volunteer and Mother of son with Barth syndrome
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2013 TIME & ADVICE
Adams, Dr. Samantha A.
Allen, Tiffini
Amoscato, Dr. Andrew 
Angelini, Dr. Roberto 
Arnhold, Dr. Juergen 
Association Barth France 
Azar Kuhn, Laura
Axrelrod, Dr. David 
Azar Kuhn, Laura 
Barth Syndrome Foundation of Canada
Barth Syndrome Trust 
Bakovic, Dr. Marissa 
Baranek, Dr. Grace
Barth, Dr. Peter 
Bazinet, Dr. Richard P.
Bendixen MS MA, Roxanna 
Black, Dr. Paul 
Bolyard RN, Audrey Anna 
Boudina, Dr. Sihem
Bowen, Shelley 
Bowron, Ann Bruno, Ellen 
Brody, D.W. & Tracy
Bruno, Ellen
Bryant, Dr. Randall M. 
Buddemeyer, Randy 
Byrne, Dr. Barry J. 
Cade, Ashley 
Cade, Dr. W. Todd 
Callahan, Lynn 
Campello, Dr. Silvia
Carboni, Dr. Michael 
Chan, Ben
Chandler-Kalapasev, Brie 
Chiasson, Dr. Bernard
Chicco, Dr. Adam J. 
Chin, Dr. Michael T. 
Chrisant, Dr. Maryanne 
Claypool, Dr. Steven M. 
Clayton, Nicol 
Coleman, Dr. Rosalind
Congenital Cardiology Today
Corcelli, Dr. Angela
Cox, Dr. Gerald F. 
Dale, Dr. David 
Damin, Michaela 
Daum, Dr. Guenther
de Kroon, Dr. Anton I. 
Deltas, Constantinos
Develle MSW, B.J. 
Distel, Dr. Ben 
Dorn, Dr. Gerald W.
Ducksworth, Dannie (Mercy Medical  
   Airlift)
Dumas, Jean-François
Duncan, Dr. Jennifer 
Dupree, Dr. Denis 

Elwood, Lynn 
Endo, Toshiya
Epand, Dr. Richard M. 
Epstein, Paul 
Feinberg, Dr. Mark W. 
Floyd, Julie 
Funk, Dr. Colin D.
Funke, Dr. Birgit 
Garratt DClinPsych, Vanessa 
Gawrisch, Dr. Klaus 
Genova, Dr. Maria Luisa
Geva, Judith 
Gillum, Dr. Matthew P. 
Girotti, Dr. Albert 
Gonzalez, Dr. Iris L. 
Greenberg, Dr. Miriam L. 
Groff, Lindsay 
Groft, Dr. Stephen C. 
Grunwald, Dr. David 
Haines, Dr. Thomas H. 
Han, Dr. Xianlin 
Hatch, Dr. Grant M. 
He, Dr. Quan 
Higgins, John & Liz 
Hintze, Audrey 
Hoffman, Dr. Dennis 
Hope, Chris 
Hope, Michael 
Hoppel, Dr. Charles
Houtkooper, Dr. Riekelt 
Huang MS OT, YuYun 
Hummel, Dr. Thomas
Jackowski, Dr. Suzanne 
Jackson, Dr. Ian J.
Jefferies, Dr. John Lynn 
Jofre, Jaime 
Kalapasev, Ned 
Karp, Matt 
Karp, Wendy 
Kelley, Dr. Richard I. 
Khanna, Dr. R. 
Khuchua, Dr. Zaza 
Kiebish, Dr. Michael A. 
Kim, Dr. Junhwan 
Kirwin, Susan M. 
Koehler, Dr. Carla 
Koenig, Dr. Mary Kay
Knopping, Jeff 
Kreider MHS OTR/L, Consuelo 
Kugelmann, Steve 
Kuijpers, Dr. Taco 
Kulik, Dr. Willem 
Kunath, Dr. Tilo 
Lallemand, Madeleine 
Langer, Dr. Thomas 
Lavandero, Dr. Sergio 

Layton, Alanna
LeBlanc, Dr. Peter 
Lesnefsky, Dr. Edward J.
Lim MS OT, Yoonjeong 
Lipshultz, Dr. Steven E. 
Lummis, Ghent 
Maj, Dr. Mary C.
Malhotra, Dr. Ashim 
Maksin, Amanda & Tim
Mannella, Dr. Carmen 
Mannes, Florence 
Mannes, Philippe 
Manton, Annick 
Marra, Ken 
Martinou, Dr. Jean-Claude 
McBride, Dr. Heidi 
McClellan MGC CGC,  Rebecca L. 
McCormack, Susan 
McCurdy, Eliza 
McCurdy, Kate 
McCurdy, Steve 
McCurdy, Will 
McKown, Chris 
McMaster, Dr. Christopher 
Mileykovskaya, Dr. Eugenie 
Mokranjac, Dr. Dejana 
Moore, Lorna 
Moore, Nigel 
Moreno-Quinn, Dr. Carol 
Morris, Les 
Morrone, Dr. Amelia
Mutus, Dr. Bulent
NKY Fencing Academy
Nunnari, Dr. Jodi 
Odouard, Francois 
Pagliarini, Dr. David J. 
Pena, Kristi 
Polsz, Dave 
Oliveira, Dr. Paulo J.
Osnos, Susan 
Ottolenghi, Chris 
Patil, Vinay A. 
Phoon, Dr. Colin K. 
Pixelera
Porter, Dr. George A. 
Pu, Dr. William 
Raches, Darcy 
Rago, Jean-Paul
Raja, Vaishnavi 
Rangel Miller, Vanessa 
Reeds, Dr. Dominic
Ren, Dr. Mindong 
Reynolds, Dr. Stacey 
Ridgway, Dr. Neale
Ritter, Catharine 
Roberts, Dr. Amy 

Rodbell, Colette 
Rodbell, Gary 
Rodbell, Julia
Ryan, Dr. Robert 
SMARTT Group (NHLBI - NIH)
Sachinidas, Dr. A. 
Sandlers, Dr. Yana 
Schlame, Dr. Michael 
Schroeder, Dr. E. Todd
Sckulachev, Dr. Vladimir 
Sedefian, Lynda 
Segal, Heather 
Sernel, Marc 
Shapiro, Heller An 
Sherbany, Dr. Ariel 
Shi, Dr. Yuguang (Roger) 
Soustek, Meghan S. 
Sparagna, Dr. Genevieve 
Spencer, Dr. Carolyn T. 
Steinberg, Jack 
Steward, Dr. Colin G. 
Stojanovski, Dr. Diana
Strauss, Dr. Arnold W. 
Sullivan, Barbara 
Svirdov, Dr. Dimitri 
Tarnopolsky, Dr. Mark
Taylor, Dr. Matthew
Teh, Phildrich 
Thorpe, Jeannette 
Tiranti, Dr. Valeria
Toth, Dr. Matthew J. 
Towbin, Dr. Jeffrey A. 
Tsai-Goodman, Dr. Beverly 
Tunguz, Stefan 
Vallejo, Dr. Jesus G. 
van Raam, Dr. Bram J. 
Vance, Dr. Jean 
Vaz, Dr. Frédéric M. 
Veritus Group
Vernon, Dr. Hilary 
Wallis, Dr. Gonzalo 
Wanders, Dr. Ronald J. A. 
Wang, Dr. Da-Zhi
Wicks, Dr. Paul
Wilkins, John 
Wilkins, Sue 
Wilson, Dr. Lori D.
Wood, Dr. P. 
Wortmann-Hagemann, Dr. Saskia B.
Xu, Dr. Yang 
Yin, Dr. H. Yoon
Zaragoza, Dr. Michael 
Zavorski, Meghan 
Zhang, Dr. Ji

BSF Awarded Spot on 2013 Top-Rated List of Nonprofits from GreatNonprofits!

“Life before BSF can be characterized by one word, isolation. Isolation from informed doctors and researchers, from necessary 
services, from other affected boys and families, and from support of any nature. Life since BSF can be characterized by one word, 
teamwork.” ~ Rosemary, Mother of son with Barth syndrome

“Our son is affected by this disease and when he was diagnosed over 10 years ago, the Barth Syndrome Foundation dramatically 
changed his path of treatment and has been a life line for us. The medical advisory staff are incredible! The people involved and 
the families affected are extraordinary!” ~ Julie, Mother of son with Barth syndrome

“BSF has made such a huge difference in our life when our grandson was diagnosed with Barth syndrome when he was 3 months 
old. We were overwhelmed with questions nobody could answer and we found in BSF a wonderful community of parents and 
experts offering knowledge, advice and support.” ~ Madeleine, Grandparent of individual with Barth syndrome
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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 Jack, Greyson, and all 
the boys and young men affected by Barth syndrome.

With your help, we are moving forward together!

“Initially I got involved with this cause and the Ironman itself because I knew a boy who had Barth syndrome.  
Now, I remain committed to this cause because of all those who have Barth syndrome.” ~ Ghent Lummis, 
Member of Team Will
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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
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

www.barthsyndrome.org

