
In July 2006, the Barth Syndrome
Foundation (BSF) will bring
together the largest number of
individuals interested in Barth
syndrome internationally. Join us at
our 2006 International Scientific/
Medical and Family Conference,
which will be held at Disney's
Coronado Springs Resort, located
in Lake Buena Vista, Florida.

Our participants will include treating
physicians, involved research
scientists, and affected families. As
we have done so successfully in the
past, we will have two simulta-
neous tracks for this meeting. In
addition, clinics will be held on July
4-5, 2006, where all affected

individuals will  be seen by physicians/
clinicians who are most familiar with
Barth syndrome.

The simultaneous sessions for both
families and physicians/research
scientists will be held on July 6-8,
2006. (For more detailed infor-
mation, we refer our families to page
4 and the scientific/medical
community to page 5.)

CrCrCrCrCracking the acking the acking the acking the acking the MysteriesMysteriesMysteriesMysteriesMysteries
of Barth Syndromeof Barth Syndromeof Barth Syndromeof Barth Syndromeof Barth Syndrome

 ... ... ... ... ...at our 2006 International Conferenceat our 2006 International Conferenceat our 2006 International Conferenceat our 2006 International Conferenceat our 2006 International Conference

Two of the many 'faces' of Barth
syndrome. In each issue, we'll feature

another 'face' of Barth syndrome.

Saving lives through education, advances in treatment and pursuit of a cure for Barth syndrome
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· Any health care
professional including:
scientists, researchers,
pediatricians, family
physicians, school nurses/
nurse practitioners,
physician assistants and
EMS, OT/PT personnel

· Family and friends affected
by Barth syndrome

· Teachers, coaches

· Anyone who has a special
interest in cardiac/hemo/
neuro/metabolic disorders
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syndrome” in a search engine of the
Internet and coming up with -0-
results rather than -240,000-
results.  Imagine calling organi-
zations where you think you could
learn more about this disorder only
to learn that no one had ever heard
of the disorder (organizations such
as the American Heart Association
{AHA}), The National Health Ser-

vices in the UK, The
National Institutes of
Health (NIH) and the
Center for Disease
Control (CDC) in the
US.  It is difficult to
consider this, but for
some of us this was an
all too true reality.
This reality was not
acceptable to us, so
we set out to change
the future, and we did.

Now we have created
a forum where, with
the click of a send
button from anywhere
in the world, families
can not only commun-

icate with each other, but also with
experts from around the world who
are informed about the various
components of the disorder.  Now
a diagnosis of Barth syndrome is no
longer considered a fatal diagnosis.
We are now partnering with leading
health organizations around the
world, and we are cited as a model
organization for rare disorders.
BSF is the only focused global
source of funding for research in
Barth syndrome.  Family Services
now provide resource materials and
support in five languages other than

Dear Friends,

The publication of BSF’s newsletter
marks a time when we, as an
organization, take time to pause
and reflect upon our accomplish-
ments of the previous six months,
and project forthcoming events to
the stakeholders of our organi-
zation.  The progress of BSF has
only happened as a result of the
commitment of the recipients of
this publication.  We
are where we are be-
cause of the countless
hours of our volun-
teers, the financial
contributions of those
who believe in our
cause, and the tal-
ented advisors who
have guided us along
the way.

The truest statement
that could be made
about BSF and all of
our affiliate organi-
zations is that we
exist because Barth
syndrome exists.
BSF was born in
response to the needs of those
affected by this disorder.   Not so
long ago, I reflected upon how BSF
has made an impact not only in the
lives of those who are affected, but
also in the world of science.

Imagine being told that your child
has Barth syndrome and you learn
there is no one else to speak with
who is in your same position; there
is no research being done on the
disorder and the disorder you have
just learned about is considered
fatal.  Imagine typing “Barth
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English (French, Italian, Spanish, German and Dutch).  Biennial
educational symposia and clinics are held representing a consortium
of scientists, doctors and affected families.  Families receive resources
to aid them with their journey, without assessment of dues.

We have not wiped Barth syndrome off the face of the earth.
However, through our continued efforts we are rising up to meet
the needs of those affected by this disorder. As we have grown, the
services we provide to meet these evolving needs have and will
continue to become more complex.  Our capacity to deliver services,
fund research, promote awareness and expand our efforts has been
possible because of the generosity of others who embrace our
mission and are committed to our vision.  As you read this
newsletter, we hope that you too will see how we continue to
change the future through your many contributions of resources.

Thank you,

Shelley Bowen
President
The Barth Syndrome Foundation

Barth Syndrome FoundationBarth Syndrome FoundationBarth Syndrome FoundationBarth Syndrome FoundationBarth Syndrome Foundation
on the Webon the Webon the Webon the Webon the Web
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BSF’s newsletter is designed for educational purposes
only and is not intended to serve as medical advice.
The information provided within this newsletter should
not be used for diagnosing or treating a health
problem or disease. It is not a substitute for
professional care. If you suspect you or your children
may have Barth syndrome you should consult your
health care provider.

All submissions and correspondence regarding the
newsletter should be directed to Lynda Sedefian at:
Lsedefian@barthsyndrome.org.

The Barth Syndrome Foundation website is one of the key
ways that families and physicians find out about Barth
syndrome and the Foundation.  Over the years there has been

a significant increase in the number of hits on the site each month.

This year we have been
working to have the website
content updated more fre-
quently.  We have done some
surveying of our audiences and
have heard that, while the site
has a great deal of useful
information, this information
isn’t always easy to find.   We

are now in the process of working through a completely new website
with an updated look and improved organization.  We’re very excited
about this project and are anxious to unveil it to the public.  Watch
for the new website to go live in 2006.

By Lynn Elwood, Chair, Technology
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Left to right: Mary Kate,
Lee, English & Eliza

S u r r o u n d
 yourself with

the magic of Walt
Disney World and
join us for our 3rd

I n t e r n a t i o n a l
Scientific/Medical &
Family Conference.
Mark your calendar
for July 3-8, 2006
and reserve your
room at Disney’s
Coronado Springs
Resort, located in
Lake Buena Vista,
Florida. This en-
core location was

chosen because of its affordable rates ($99.00/
night), family friendly atmosphere, and the
dedicated volunteers who live close by.  Most
importantly, we chose this location again
because it was a great success in 2004, and we
were able to focus on BSF initiatives, such as
establishing a Biorepository and a medical
database.

We have added many new discussion topics to
the agenda, including updates on genetic testing,
research initiatives, and how the science applies
to your day-to-day lives.

· Talk one-on-one with the leading experts in
Barth syndrome.

· Learn what all the lines and colors mean during
an EKG/ECG & echocardiogram.

· Meet the researchers and discuss the
complexities of, and new developments in,
the research funded by BSF.

· Get the latest treatment information in order
to make informed medical decisions.

· Discuss basic cardiac anatomy and
physiology.

· Gain a better understanding of living with the
complex symptoms of Barth syndrome and
learn coping mechanisms/strategies from
those who know best – the other families
living with this disorder.

We are fortunate to once again have our fantastic
Barth syndrome experts conducting clinics. The
benefits of these clinical sessions are twofold:
No where else is there such a gathering of
experts knowledgeable of this multi-system
disorder who will be able to answer your
questions; and the data collected will be
compared to other individuals with Barth
syndrome – not your “garden variety”
cardiomyopathy patient!

The clinics offer a time for families to interact
and learn about the Foundation - who we are
and what we do. There is ample time for the
kids to play games, create crafts and form new
friendships.

The conference will give
children from around the
globe a chance to make
connections. Friend-
ships will be rekindled;
children will get to know
others they can relate to,
and new friendships will
begin to grow. Teens can
expect plenty of time
between sessions for
additional activities or
just hanging out.

In return for your
commitment to attend
our 2006 conference,
BSF will deliver satis-
faction. This unique
opportunity delivers a
customized educational

symposia about Barth syndrome, face-to-face
time with experts and families alike, and
memories that will last a lifetime.  TTTTTo registero registero registero registero register,,,,,
please visit our website atplease visit our website atplease visit our website atplease visit our website atplease visit our website at
wwwwwwwwwwwwwww.barthsyndrome.org..barthsyndrome.org..barthsyndrome.org..barthsyndrome.org..barthsyndrome.org.  Updates will be  Updates will be  Updates will be  Updates will be  Updates will be
made periodicallymade periodicallymade periodicallymade periodicallymade periodically.....

2006 Conference ~ A Camar2006 Conference ~ A Camar2006 Conference ~ A Camar2006 Conference ~ A Camar2006 Conference ~ A Camaraderie of Faderie of Faderie of Faderie of Faderie of Familiesamiliesamiliesamiliesamilies
and a and a and a and a and a Distinguished Medical TDistinguished Medical TDistinguished Medical TDistinguished Medical TDistinguished Medical Teameameameameam

Magical Express – Take advantage of the latest
innovations in Disney’s legendary commitment
to service and convenience: Disney’s Magical
Express! This complimentary shuttle and lug-
gage delivery service conveniently takes you
from the airport directly to your Walt Disney
World® Resort hotel.

“The camaraderie

between the boys,

their families,

the medical team,

counselors and

volunteers

changed my life.

...The work that

goes into these

conferences is

tremendous and

the results are a

miracle!”

~ Sandy Shantzen
Friend/volunteer

By Jan Kugelmann, Chair, Conference Committee
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There is much still to be learned about the
complexities of Barth syndrome (BTHS).  On July
6 and 7, 2006 at the 3rd International Barth
Syndrome Foundation Scientific and Medical
Conference, the world’s leading researchers and
clinicians will give presentations on many topics
that continue to perplex even the most seasoned
investigators.  Experts in multiple fields (see list
below) are designing an innovative, thought-
provoking agenda that will address what is now
known and explore what is not yet understood.
Speakers have been invited, and it promises to
be a very stimulating and productive meeting.

There also will be a poster session.  The general
Call for PostersCall for PostersCall for PostersCall for PostersCall for Posters will be issued soon, and some
travel awards will be granted for the presenters
of the best of these.  We are particularly
interested in encouraging young investigators
(doctoral and post-doctoral students) to
consider participating in this.  New insights into
any aspect of Barth syndrome are sought.
Please consult the Barth Syndrome Foundation
website (www.barthsyndrome.org) for details.

On July 8, physician attendees will participate in
working sessions to develop the first treatment
guidelines for Barth syndrome.  The collective
experience of the attendees will become a
necessary reference for every physician treating
a Barth syndrome patient.  Your involvement
and insights are critical!

Major Agenda Topics:Major Agenda Topics:Major Agenda Topics:Major Agenda Topics:Major Agenda Topics:

Functions of the Tafazzin ProteinFunctions of the Tafazzin ProteinFunctions of the Tafazzin ProteinFunctions of the Tafazzin ProteinFunctions of the Tafazzin Protein
Miriam L. Greenberg, PhD — organizerMiriam L. Greenberg, PhD — organizerMiriam L. Greenberg, PhD — organizerMiriam L. Greenberg, PhD — organizerMiriam L. Greenberg, PhD — organizer
Professor, Department of BiologicalProfessor, Department of BiologicalProfessor, Department of BiologicalProfessor, Department of BiologicalProfessor, Department of Biological
Sciences, Wayne State University;Sciences, Wayne State University;Sciences, Wayne State University;Sciences, Wayne State University;Sciences, Wayne State University;
Associate Professor of Oncology, BarbaraAssociate Professor of Oncology, BarbaraAssociate Professor of Oncology, BarbaraAssociate Professor of Oncology, BarbaraAssociate Professor of Oncology, Barbara
Ann Karmanos Cancer Institute, WayneAnn Karmanos Cancer Institute, WayneAnn Karmanos Cancer Institute, WayneAnn Karmanos Cancer Institute, WayneAnn Karmanos Cancer Institute, Wayne
State University; Associate Dean, CollegeState University; Associate Dean, CollegeState University; Associate Dean, CollegeState University; Associate Dean, CollegeState University; Associate Dean, College
of Liberal Arts and Sciences, Wayne Stateof Liberal Arts and Sciences, Wayne Stateof Liberal Arts and Sciences, Wayne Stateof Liberal Arts and Sciences, Wayne Stateof Liberal Arts and Sciences, Wayne State
University, Detroit, MIUniversity, Detroit, MIUniversity, Detroit, MIUniversity, Detroit, MIUniversity, Detroit, MI
Dr. Greenberg’s well-known research interests
focus on genetic control of mitochondrial
membrane biogenesis in yeast, in particular.

SCIENTISTS and PHYSICIANS, PLEASE REGISTER NOW FOR:SCIENTISTS and PHYSICIANS, PLEASE REGISTER NOW FOR:SCIENTISTS and PHYSICIANS, PLEASE REGISTER NOW FOR:SCIENTISTS and PHYSICIANS, PLEASE REGISTER NOW FOR:SCIENTISTS and PHYSICIANS, PLEASE REGISTER NOW FOR:
TTTTThe Barth Syndrome Foundation Scientific and Medical Conferencehe Barth Syndrome Foundation Scientific and Medical Conferencehe Barth Syndrome Foundation Scientific and Medical Conferencehe Barth Syndrome Foundation Scientific and Medical Conferencehe Barth Syndrome Foundation Scientific and Medical Conference

JJJJJuly 6-8, 2006uly 6-8, 2006uly 6-8, 2006uly 6-8, 2006uly 6-8, 2006
Coronado Springs Resort in Buena Vista, FloridaCoronado Springs Resort in Buena Vista, FloridaCoronado Springs Resort in Buena Vista, FloridaCoronado Springs Resort in Buena Vista, FloridaCoronado Springs Resort in Buena Vista, Florida

“““““Cracking the Mysteries of Barth SyndromeCracking the Mysteries of Barth SyndromeCracking the Mysteries of Barth SyndromeCracking the Mysteries of Barth SyndromeCracking the Mysteries of Barth Syndrome”””””
Michael Schlame, MD — organizerMichael Schlame, MD — organizerMichael Schlame, MD — organizerMichael Schlame, MD — organizerMichael Schlame, MD — organizer
Department of Anesthesiology, NYU SchoolDepartment of Anesthesiology, NYU SchoolDepartment of Anesthesiology, NYU SchoolDepartment of Anesthesiology, NYU SchoolDepartment of Anesthesiology, NYU School
of Medicine and Cornell University, Newof Medicine and Cornell University, Newof Medicine and Cornell University, Newof Medicine and Cornell University, Newof Medicine and Cornell University, New
York, NYYork, NYYork, NYYork, NYYork, NY
Dr. Schlame’s clinical focus consists of pediatric
and adult critical care, cardiothoracic anesthesia
and pediatric anesthesia.  His research interests
include mitochondrial energy metabolism,
cardiolipin, pulmonary surfactant, mechanisms
of multiple organ failure and cardiomyopathy.

Cardiac Aspects of Barth SyndromeCardiac Aspects of Barth SyndromeCardiac Aspects of Barth SyndromeCardiac Aspects of Barth SyndromeCardiac Aspects of Barth Syndrome
Jeffrey A. Towbin, MD — organizerJeffrey A. Towbin, MD — organizerJeffrey A. Towbin, MD — organizerJeffrey A. Towbin, MD — organizerJeffrey A. Towbin, MD — organizer
Chief of Pediatric Cardiology; Director,Chief of Pediatric Cardiology; Director,Chief of Pediatric Cardiology; Director,Chief of Pediatric Cardiology; Director,Chief of Pediatric Cardiology; Director,
Phoebe Will ingham Muzzy PediatricPhoebe Will ingham Muzzy PediatricPhoebe Will ingham Muzzy PediatricPhoebe Will ingham Muzzy PediatricPhoebe Will ingham Muzzy Pediatric
Molecular Cardiology Laboratory; Professor,Molecular Cardiology Laboratory; Professor,Molecular Cardiology Laboratory; Professor,Molecular Cardiology Laboratory; Professor,Molecular Cardiology Laboratory; Professor,
Pediatrics, Cardiovascular Sciences andPediatrics, Cardiovascular Sciences andPediatrics, Cardiovascular Sciences andPediatrics, Cardiovascular Sciences andPediatrics, Cardiovascular Sciences and
Molecular and Human Genetics, BaylorMolecular and Human Genetics, BaylorMolecular and Human Genetics, BaylorMolecular and Human Genetics, BaylorMolecular and Human Genetics, Baylor
College of MedicineCollege of MedicineCollege of MedicineCollege of MedicineCollege of Medicine
Dr. Towbin is a well-known pediatric cardiologist
whose major clinical interests include
cardiomyopathy, cardiovascular genetics and
cardiac transplantation.

Hematological Aspects of BHematological Aspects of BHematological Aspects of BHematological Aspects of BHematological Aspects of BTHSTHSTHSTHSTHS
Colin G. Steward, BM, BCh, MRCP, FRCPcH,Colin G. Steward, BM, BCh, MRCP, FRCPcH,Colin G. Steward, BM, BCh, MRCP, FRCPcH,Colin G. Steward, BM, BCh, MRCP, FRCPcH,Colin G. Steward, BM, BCh, MRCP, FRCPcH,
PhD — organizerPhD — organizerPhD — organizerPhD — organizerPhD — organizer
Bristol Royal Hospital for Sick Children,Bristol Royal Hospital for Sick Children,Bristol Royal Hospital for Sick Children,Bristol Royal Hospital for Sick Children,Bristol Royal Hospital for Sick Children,
Bristol, UKBristol, UKBristol, UKBristol, UKBristol, UK
Dr. Steward is Reader in Stem Cell
Transplantation at the University of Bristol,
England and is interested in genetic diseases
affecting the blood and bone marrow.

Other Clinical and Scientific Issues of BTHSOther Clinical and Scientific Issues of BTHSOther Clinical and Scientific Issues of BTHSOther Clinical and Scientific Issues of BTHSOther Clinical and Scientific Issues of BTHS
Richard I. Kelley, MD, PhD — organizerRichard I. Kelley, MD, PhD — organizerRichard I. Kelley, MD, PhD — organizerRichard I. Kelley, MD, PhD — organizerRichard I. Kelley, MD, PhD — organizer
Professor of Pediatrics, Johns HopkinsProfessor of Pediatrics, Johns HopkinsProfessor of Pediatrics, Johns HopkinsProfessor of Pediatrics, Johns HopkinsProfessor of Pediatrics, Johns Hopkins
University School of Medicine, Director,University School of Medicine, Director,University School of Medicine, Director,University School of Medicine, Director,University School of Medicine, Director,
Division of Metabolism, Kennedy KriegerDivision of Metabolism, Kennedy KriegerDivision of Metabolism, Kennedy KriegerDivision of Metabolism, Kennedy KriegerDivision of Metabolism, Kennedy Krieger
Institute; Baltimore, MD; Staff Physician,Institute; Baltimore, MD; Staff Physician,Institute; Baltimore, MD; Staff Physician,Institute; Baltimore, MD; Staff Physician,Institute; Baltimore, MD; Staff Physician,
The Kennedy Krieger Institute; Director,The Kennedy Krieger Institute; Director,The Kennedy Krieger Institute; Director,The Kennedy Krieger Institute; Director,The Kennedy Krieger Institute; Director,
Intermediary Metabolism and Clinical MassIntermediary Metabolism and Clinical MassIntermediary Metabolism and Clinical MassIntermediary Metabolism and Clinical MassIntermediary Metabolism and Clinical Mass
Spectrometry LaboratorySpectrometry LaboratorySpectrometry LaboratorySpectrometry LaboratorySpectrometry Laboratory
Dr. Kelley is an expert in metabolic diseases
and has been involved in the treatment of more
cases of Barth syndrome than any other
individual in the US.

To register for this conference, we ask that all participants (families, doctors &
scientists)  register on-line at www.barthsyndrome.org.
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By Steve McCurdy, Chairman and CFO

“The search for
treatment, and

ultimately a cure

will require a

sustained effort

over time, and the

cooperative effort

of every one of

the key groups in

the BSF community.”

Barth Syndrome Foundation Barth Syndrome Foundation Barth Syndrome Foundation Barth Syndrome Foundation Barth Syndrome Foundation LaunchesLaunchesLaunchesLaunchesLaunches
Major Science and Medicine FundMajor Science and Medicine FundMajor Science and Medicine FundMajor Science and Medicine FundMajor Science and Medicine Fund
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The Board of Directors of The BarthThe Board of Directors of The BarthThe Board of Directors of The BarthThe Board of Directors of The BarthThe Board of Directors of The Barth
Syndrome Foundation, Inc. has launchedSyndrome Foundation, Inc. has launchedSyndrome Foundation, Inc. has launchedSyndrome Foundation, Inc. has launchedSyndrome Foundation, Inc. has launched
an eighteen month effort to raise betweenan eighteen month effort to raise betweenan eighteen month effort to raise betweenan eighteen month effort to raise betweenan eighteen month effort to raise between
$5-7 Mill ion to insure the stabil ity and$5-7 Mill ion to insure the stabil ity and$5-7 Mill ion to insure the stabil ity and$5-7 Mill ion to insure the stabil ity and$5-7 Mill ion to insure the stabil ity and
continuation of its Science and Medicinecontinuation of its Science and Medicinecontinuation of its Science and Medicinecontinuation of its Science and Medicinecontinuation of its Science and Medicine
programs for the next decade.  Commit-programs for the next decade.  Commit-programs for the next decade.  Commit-programs for the next decade.  Commit-programs for the next decade.  Commit-
ments in amounts totaling over $1 Millionments in amounts totaling over $1 Millionments in amounts totaling over $1 Millionments in amounts totaling over $1 Millionments in amounts totaling over $1 Million
have already been received and planning ishave already been received and planning ishave already been received and planning ishave already been received and planning ishave already been received and planning is
underway to identify sources for theunderway to identify sources for theunderway to identify sources for theunderway to identify sources for theunderway to identify sources for the
remaining funds.  Stevremaining funds.  Stevremaining funds.  Stevremaining funds.  Stevremaining funds.  Steve McCurdye McCurdye McCurdye McCurdye McCurdy, BSF’, BSF’, BSF’, BSF’, BSF’sssss
Chairman describes the need for such aChairman describes the need for such aChairman describes the need for such aChairman describes the need for such aChairman describes the need for such a
fund and BSF’fund and BSF’fund and BSF’fund and BSF’fund and BSF’s plans to rs plans to rs plans to rs plans to rs plans to raise such aaise such aaise such aaise such aaise such a
significant sumsignificant sumsignificant sumsignificant sumsignificant sum.....

When the founding directors of
The Barth Syndrome

Foundation, Inc.  (BSF) sat down
to plan out the future of BSF just
five years ago, we faced the most
important decision we would
make about BSF.  Should BSF
focus exclusively on family
support, or should our vision
expand to include increasing
awareness among physicians and
then expand still further to include
scientists and researchers?
Having just come from a meeting
of family members in Baltimore
where we didn’t have enough
money for tables and chairs, the
idea that we would one day be
awarding research grants
internationally and attending
meetings at the National Institutes of Health in
Washington DC seemed like a dream.

But it has happened!  In the five year history of
BSF, we have raised just over $1,750,000 in
contributions.  We have awarded 14 research
grants in three years for a total amount of just
under $500,000, with seven more presently
under consideration.  We have held two BSF
International Family and Scientific Conferences,
assembled a world-class group of scientific
advisors, are a familiar presence at scientific and
medical conferences, and have now been joined
by affiliates on three continents.  We have a

rapidly growing BSF family community that will
soon exceed 100 families as active members…
a critical statistic.  We have an enviable record
of success to date, largely because we planned
carefully and refused to have small dreams.
Today, we are still driven by our ultimate dream:

“““““A world in which no one will suffer or perishA world in which no one will suffer or perishA world in which no one will suffer or perishA world in which no one will suffer or perishA world in which no one will suffer or perish
from Barth syndrome”from Barth syndrome”from Barth syndrome”from Barth syndrome”from Barth syndrome”

The search for treatment, and ultimately a cure
will require a sustained effort over time, and the
cooperative effort of every one of the key groups

in the BSF community: affected
families, volunteers, donors,
physicians and scientists.  We
understand that this race is a
marathon, not a sprint.

Long TLong TLong TLong TLong Term Inerm Inerm Inerm Inerm Invvvvvestment Areas:estment Areas:estment Areas:estment Areas:estment Areas:
Bio-repository & MedicalBio-repository & MedicalBio-repository & MedicalBio-repository & MedicalBio-repository & Medical
DatabaseDatabaseDatabaseDatabaseDatabase
The key elements of our plan
include the creation of a bio-
repository and medical database to
capture DNA and data that will be
crucial to future research.  We are
currently in negotiations to establish
and fund both of these facilities in
cooperation with a major university
and research institution, and we
expect them to be in place before
the Third International BSF
Conference in July of 2006.

Reaching the mark of 100 active family
members in BSF was our inspiration to move
ahead with these facilities.   Knowing that BSF
has created and continues to maintain a central
source of data and samples from 100 affected
families, clearly distinguishes Barth syndrome
from other rare disorders in the competition for
research attention.  Once begun, this program
must be sustained over the long term at an
estimated ten year cost of $1.4 Million.

Research GrantsResearch GrantsResearch GrantsResearch GrantsResearch Grants
As previously noted, BSF has now established
an increasingly well-known and successful
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interdisciplinary
collaboration that
is so essential to
l o n g - t e r m
success.

IncreasedIncreasedIncreasedIncreasedIncreased
AwarenessAwarenessAwarenessAwarenessAwareness
We have made
excellent pro-
gress increasing
awareness of
Barth syndrome
among physi-
cians.  There are
now more labs
certified around
the world to
make a confirmed
diagnosis.  Where
six years ago, the
phrase “Barth
syndrome” did
not produce a
single citation on Google, today it produces over
240,000 references – a direct result of BSF’s
work.

Despite our efforts however, Barth syndrome is
still largely unknown within the medical
community.  Diagnosis can still take years
following birth – years that statistics show is
the most dangerous period for a boy carrying
the Barth gene.  The complex metabolism of a
person affected by Barth syndrome can make
otherwise standard treatments for symptoms
very dangerous.  For some families and
physicians, this situation is even more serious
where English is not the primary language.  At
this point, the majority of information about
Barth syndrome is in English.  BSF has an
obligation to continue to expand our awareness
programs; to reach more physicians and affected
families in more languages in countries around
the world.  In addition to a physical presence at
medical conferences, we are enhancing our
internet presence, and need to serve families
and physicians equally in multiple languages. We
believe the cost of these programs will amount
to approximately $250,000 over the next ten
years.

(Cont'd from page 6)

(Cont'd on pg. 16)

research grant program.  Our intent has always
been to fund research in small awards to: a)
increase the number of scientists studying Barth
syndrome, who will b) publish their results, and
c) commit to use their results to enhance their
requests for larger awards from larger, better
funded institutions such as the NIH and American
Heart Association.  The strategy is working.  BSF
is attracting more and more researchers from
around the world to focus their work on Barth
syndrome.  Since the founding of BSF, the
average number of articles published annually in
peer-reviewed journals is up almost 400%, in
comparison to the average of the previous ten
years.  BSF researchers have won and are now
seeking much larger follow-on grants from both
the NIH and AHA.  Our intent is to double the
size of our annual grant program starting
immediately, and over the next ten years we
expect to award approximately $3.5 Million in
research grants.

Multi-Disciplinary CollaborationMulti-Disciplinary CollaborationMulti-Disciplinary CollaborationMulti-Disciplinary CollaborationMulti-Disciplinary Collaboration
Barth syndrome is a complex, multi-system
genetic disorder.  Its treatment requires experts
in an array of fields who do not typically work
closely together, and the research required to
isolate the cause and find a cure is equally
complex.  BSF’s unique approach to our biennial
Conference is an outgrowth of this reality.
Specialists in every discipline – both clinicians and
bench scientists – gather to listen to each other’s
findings and experiences and map out the future
of research into Barth syndrome.  Collaboration
is encouraged and designed into these sessions.
Connections are constantly being made to
research findings in related areas of cardiology,
neurology, hematology, and likewise, Barth
research may already be providing clues to solve
problems in other areas as well.

BSF will build on these unique and successful
biennial meetings with similar smaller
collaborative workshops for clinicians and
scientists in off-years.  Like the larger BSF
conferences, these workshops will feature
focused discussions across multiple disciplines
on cutting edge research relevant to a deeper
understanding of Barth syndrome.  Science is
moving rapidly, and we will need an estimated
$1.12 Million over the next decade to insure the

(L-R): Leonie, Roby (16
yrs.), Ron & Danny (15 yrs.)
onboard HMAS Farncomb
Submarine @ Garden Island
Submarine Base & Training
Center in Western Australia.
(Tour courtesy Starlight
Foundation.)
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Our Scientific  and
Medical Advis-

ory Board (SMAB) is
vitally important to
BSF.  We have been
blessed to have a
first-class team of
specialists repre-
senting fields critical
to Barth syndrome.
Each member has
made important con-
tributions and has
helped launch our
young organization.

The initial four-year terms of our founding SMAB
members concluded earlier this fall.  As with any
vibrant group, evolution is an inevitable and
positive occurrence that can
result in new perspectives,
ideas and energy being
introduced.

We gratefully thank Dr. Mary
Ann Bonilla and Dr. Annette
Feigenbaum for their SMAB
service.  From their own fields
of expertise and from different
geographic regions, they have
shared their experience and
knowledge with us.  Their
assistance to BSF is much
appreciated, and we hope they
will continue to be closely
involved with our foundation
and our mission.

Simultaneously, we are extremely pleased to
welcome two new SMAB members.  Both have
been very involved with BSF already and have
become friends of many of us.  It is great to
have them join the organization as official
advisors.

Miriam L. Greenberg, PhD is a Professor of
Biological Sciences and the Associate Dean for
Research in the College of Arts and Sciences at

Wayne State Uni-
versity in Detroit, MI.
She presented at our
last two international
Barth conferences.
Having received one of
BSF’s first research
grants, she gave a
wonderful and insight-
ful talk to the boys and
young men with Barth
syndrome about how
scientific research is
conducted.  An expert
on phospholipid metabolism in yeast, with a
wealth of knowledge about cardiolipin, she (along
with Dr. Michael Schlame) will lead the
biochemistry section of the 2006 Scientific and
Medical Barth conference.

Colin G. Steward, BM, BCh,
MRCP, FRCPcH, PhD is a Reader
in Stem Cell Transplantation at
the University of Bristol in
England.  Through his interest
in genetic diseases affecting
blood and bone marrow, he has
become very familiar with Barth
syndrome.  He started a Barth
clinic at the Bristol Royal
Hospital for Sick Children and
has become a key advisor to
BST in the UK.  He too has
presented at our last two
conferences and will lead the
hematology section of the Barth
conference in July 2006.  He is
well known to us, not only as a

wonderful physician, but also as one who
eloquently discusses the likelihood of
underdiagnosis of Barth syndrome.

Please join me in thanking all of the founding
SMAB members, especially Dr. Bonilla and Dr.
Feigenbaum, for their generous service to BSF
and in welcoming Dr. Greenberg and Dr. Steward
officially to our SMAB team.

Richard I. Kelley, MD,
PhD, Chairman, BSF's

SMAB

By Kate McCurdy, VP, Science & Medicine

UpdateUpdateUpdateUpdateUpdate on Barth S on Barth S on Barth S on Barth S on Barth Syndrome Fyndrome Fyndrome Fyndrome Fyndrome Foundation'soundation'soundation'soundation'soundation's
Scientific and Medical Advisory BoardScientific and Medical Advisory BoardScientific and Medical Advisory BoardScientific and Medical Advisory BoardScientific and Medical Advisory Board

“I think it is

wonderful that you

have attracted such

outstanding

individuals to BSF.

I sincerely look

forward to working with

Drs. Greenberg and

Steward, and I wish

them the best in their

association with BSF.”

~ Grant Hatch, Ph.D.

Kate McCurdy, ex
officio,  BSF's SMAB
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performed in any case
where the female
partner of the couple
carries the gene of
interest, l ike Barth
syndrome. Embryo
biopsy involves testing
the embryo directly and
therefore, one can look
at maternal and pater-
nal contributions. How-
ever, in some cases,
embryo biopsy has a higher chance of
misdiagnosis or error. Often the lab will analyze
both polar body and embryo cell in order to
provide the highest level of accuracy possible.
Generally, polar biopsy is between 95 – 98%
accurate and embryo biopsy is 90 – 95%
accurate. Yet, even though offered clinically, PGD
is a research-based test and it does not replace
CVS or amniocentesis, the current standard-of-
care.

Gender is an important question when it comes
to testing for Barth syndrome. We all know that
only boys will have Barth syndrome, so finding
out if the baby is a boy can be an important
piece of information. There are two standard
ways to find out the gender of a baby: you can
take a look at the fetal sonogram and hope that
the baby isn’t shy (not always accurate), or you
can look at the baby’s chromosomes from a
CVS or amniocentesis sample.

Most parents who have children with X-linked
conditions would like to know the gender before
undergoing invasive testing. However, based on
the currently available options, there is no
guaranteed way to do this.  There are two tests
on the horizon that may help in this area.

First, there is a test that looks directly at fetal
cells collected with a cervical swab similar to a
Pap smear. This test uses a special technique to
separate maternal and fetal cells and then uses
fluorescent in situ hybridization (FISH) to detect
the chromosomes. FISH is a process in which
probes containing the same DNA as the

I’ve been asked to review the ways of testing
for Barth syndrome before birth. Some tests

give you a direct answer about Barth syndrome,
while others provide their own unique benefits,
such as identifying gender. Science has come a
long way, and as you’ll see in this article, it keeps
evolving. I’m going to walk you through the
currently available tests and discuss some that
are still considered investigational.

The most commonly used method for prenatal
diagnosis of Barth syndrome is testing the baby’s
DNA from a chorionic villus sampling (CVS) or
cultured amniocytes from an amniocentesis.  The
DNA is tested for a previously identified mutation
in the TAZ1 gene.  CVS is typically performed
between 10 – 13 weeks gestation and an
amniocentesis between 15 – 20 weeks. Both
of these tests provide an adequate sample for
DNA testing of the baby, but they also carry risks
to the pregnancy because they are invasive.
Risks for each center vary, but, in general, CVS
has a risk of 1/100 for miscarriage and
amniocentesis, 1/200.

Another option that is growing in use is called
preimplantation genetic diagnosis (PGD). PGD
allows for testing of oocytes (eggs) or embryos
even before they are implanted in the womb
with the aid of in vitro fertilization (IVF).  IVF is
an assisted reproductive procedure where
fertilization of the egg occurs outside the body
in a controlled setting.

There are two types of preimplantation diagnosis
- polar body biopsy and embryo biopsy. Both
methods involve harvesting oocytes from
stimulated ovaries and then testing either polar
bodies or embryos.  Polar bodies are by-products
of egg formation and contain the same DNA as
the egg.  An embryo is a post fertilization 6 – 8
cell mass, from which 1 – 2 cells are removed
for PGD.

Each type of analysis has advantages and
limitations. Polar body testing focuses on the
maternal contribution, and is an earlier method
of testing. Generally, polar body testing is

Barth Syndrome:Barth Syndrome:Barth Syndrome:Barth Syndrome:Barth Syndrome:
What are the Options for TWhat are the Options for TWhat are the Options for TWhat are the Options for TWhat are the Options for Testing esting esting esting esting beforebeforebeforebeforebefore Birth? Birth? Birth? Birth? Birth?
By Rebecca L. Kern, M.G.C., Genetic Counselor, Division of Metabolism, Kennedy Krieger Institute

(Cont'd on page 10)
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“Having already lost a son to BarthHaving already lost a son to BarthHaving already lost a son to BarthHaving already lost a son to BarthHaving already lost a son to Barth

syndrome, we felt thatsyndrome, we felt thatsyndrome, we felt thatsyndrome, we felt thatsyndrome, we felt that

prenatal testing was essential. Onceprenatal testing was essential. Onceprenatal testing was essential. Onceprenatal testing was essential. Onceprenatal testing was essential. Once

we determined thatwe determined thatwe determined thatwe determined thatwe determined that

Benjamin was also affected,Benjamin was also affected,Benjamin was also affected,Benjamin was also affected,Benjamin was also affected,

we were able to schedule prenatalwe were able to schedule prenatalwe were able to schedule prenatalwe were able to schedule prenatalwe were able to schedule prenatal

monitoring of his heart function and tomonitoring of his heart function and tomonitoring of his heart function and tomonitoring of his heart function and tomonitoring of his heart function and to

assemble a team ofassemble a team ofassemble a team ofassemble a team ofassemble a team of

well-prepared specialistswell-prepared specialistswell-prepared specialistswell-prepared specialistswell-prepared specialists

in advance of his birth.in advance of his birth.in advance of his birth.in advance of his birth.in advance of his birth.

This contributed immeasurablyThis contributed immeasurablyThis contributed immeasurablyThis contributed immeasurablyThis contributed immeasurably

to Benjamin’to Benjamin’to Benjamin’to Benjamin’to Benjamin’s care and progresss care and progresss care and progresss care and progresss care and progress

during his first few months of life.during his first few months of life.during his first few months of life.during his first few months of life.during his first few months of life.”

~ Keli

associated with risks for loss, but there are
several tests in development that have
implications for at least gender identification, and
perhaps more as the technology continues to
improve. Only time will tell…

chromosomes combine with their matching
chromosome and they show up different colors.
For example, X chromosomes would be red and
the Y would be blue. If the baby were a male,
you would see one red signal and one blue
signal; if female, you would see two red signals.
This test is not widely available and still
considered investigational. In many physicians'
minds it has not been proven as a safe and
accurate test, but research of the test continues
and the potential for early gender identification
is there.

Another test, currently being offered in Europe,
is called SRY gene amplification. Basically, this
test looks for a specific gene (SRY) that is found
only in male fetuses in the mother’s blood.
Because the mother’s and baby’s blood are in
close proximity in the placenta, small amounts
of cell free fetal DNA can enter into maternal
circulation.

One might think if fetal DNA can be detected,
why isn’t the TAZ gene itself tested? This
wouldn’t work, because, if the mother is a carrier,
free DNA from her would carry the same
mutation as the potentially affected baby and
one wouldn’t be able to tell whose DNA you were
testing.

As a result, this new fetal DNA method allows
testing only for paternally inherited traits (from
the father) such as the Y chromosome, which
would make the baby a boy. As with any test,
there are false positives and false negatives. In
this particular case, one needs to be concerned
about fetal cells from previous pregnancies that
could remain dormant in maternal blood. Even
so, most research studies quote a 95 – 100%
specificity rate, meaning that 95 – 100% of
people who are truly free of a specific disease
are correctly identified as such by the test.  This
test offers obvious benefit for our Barth parents,
but it is still considered experimental in the United
States, and to my knowledge is not being used
clinically.

Overall there are many choices when it comes
to testing for Barth syndrome before a child is
born. Most of what is currently available is

What are the options for testing before birth?What are the options for testing before birth?What are the options for testing before birth?What are the options for testing before birth?What are the options for testing before birth?
(Cont'd from page 9)
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What is
Barth Syndrome?

Barth syndrome is a rare but
serious X-linked recessive disorder,
in which the clinical effects of the
G4.5 (or TAZ1) gene mutation are
manifested only in males. The
characteristics of Barth syndrome
include the following in varying
degrees, even within the same
family:
Cardiomyopathy:Cardiomyopathy:Cardiomyopathy:Cardiomyopathy:Cardiomyopathy:  Heart muscle
weakness. This, combined with a
weakened ability of the white blood
cells to fight infections, represents
the greatest threat to boys with
Barth syndrome.

Neutropenia: Neutropenia: Neutropenia: Neutropenia: Neutropenia:  Reduction in the
number of “neutrophils,” a type of
white blood cell that is extremely
important in fighting bacterial
infections. The neutropenia may or
may not follow a regular cycle, but
in either case, it puts Barth boys at
an increased risk of serious
infections.

Muscle Weakness and GeneralMuscle Weakness and GeneralMuscle Weakness and GeneralMuscle Weakness and GeneralMuscle Weakness and General
Fatigue: Fatigue: Fatigue: Fatigue: Fatigue:  All muscles in a Barth
patient, including the heart, have a
cellular deficiency which  limits their
ability to produce energy, causing
extreme fatigue during activities
requiring strength or stamina –
from walking to writing to growing.

Growth Delay: Growth Delay: Growth Delay: Growth Delay: Growth Delay:  Most boys with
Barth syndrome are below average
in weight and height, often
substantially so, until the late
teenage years.

Early diagnosis is key to survivalEarly diagnosis is key to survivalEarly diagnosis is key to survivalEarly diagnosis is key to survivalEarly diagnosis is key to survival
for Barth syndrome boys.for Barth syndrome boys.for Barth syndrome boys.for Barth syndrome boys.for Barth syndrome boys.  Those
in whom the diagnosis of Barth
syndrome is missed have only a
30% chance of living through the
first few years of life.  With a proper
diagnosis and appropriate treat-
ment of all the symptoms at an
early age, however, these boys
have an 85-90% chance of survival.
This is why awareness of Barth
syndrome is so important.

In addition to the vast investigator-initiated research
that is supported by the National Institutes of Health
(NIH), research in some specific areas is solicited by
various NIH institutes from time to time.  Applications
for these usually are accepted for February 1, June 1
and October 1 deadlines every year. The following
ongoing NIH initiatives are particularly relevant to
Barth syndrome.

Exploratory and Developmental Research Grants for
Investigations in Rare Diseases (R21)
(Initiative number: PA-03-171)

Purpose: To encourage exploratory and developmental
research projects by providing support for the early
and conceptual stages of projects that represent novel
approaches to the understanding, treating, and
preventing rare diseases in the areas of heart, lung,
and blood disease, as well as sleep disorders.  Please
visit: http://grants1.nih.gov/grants/guide/pa-files/
PA-03-171.html for more details.

Chronic Illness Self-Management in Children
(Initiative number: PA-03-159)

Purpose: To solicit research related to improve self-
management and quality of life in children and
adolescents with chronic diseases.  Children with a
chronic illness and their families have a long-term
responsibility for maintaining and promoting health and
preventing complications of the chronic disease.
Research related to sociocultural, environmental, and
behavioral mechanisms as well as biological/technical
factors that contribute to successful and ongoing self-
management of particular chronic diseases in children
is encouraged.  Please visit:  http://grants2.nih.gov/
grants/guide/pa-files/PA-03-159.html for more
details.

Tools for Zebrafish Research
(Initiative number: PAR-05-080)

Purpose: To encourage investigator-initiated
applications designed to exploit the power of the
zebrafish as a vertebrate model for biomedical and
behavior research.  Please visit: http://
grants.nih.gov/grants/guide/pa-files/PAR-05-
080.html for more details.

Chronic Fatigue Pathophysiology and Treatment
(Initiative number: PA-05-030)

Purpose: To support investigator-initiated research
on the epidemiology, diagnosis, pathophysiology,
and treatment of chronic fatigue syndrome (CFS) in
diverse groups and across the life span. Please visit:
http://grants.nih.gov/grants/guide/pa-files/PA-05-
030.html for more details.

NIH Research Initiatives
Seeking Applications

'Faces'

of Barth

syndrome

Travis, 10 years old,
has been learning
the guitar for 3
years. He takes
lessons once  a
week and plays

guitar with his Dad
as much as he can.

Ben, 8 years old,
makes a statement

in his pirate
outfit.
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Committee on Infectious Diseases and Committee on Fetus and Newborn. Revised Revised Revised Revised Revised
Indications for the Use of Palivizumab and Respiratory Syncytial VirusIndications for the Use of Palivizumab and Respiratory Syncytial VirusIndications for the Use of Palivizumab and Respiratory Syncytial VirusIndications for the Use of Palivizumab and Respiratory Syncytial VirusIndications for the Use of Palivizumab and Respiratory Syncytial Virus
Infections Immune Globulin Intravenous for the Prevention of RespiratoryInfections Immune Globulin Intravenous for the Prevention of RespiratoryInfections Immune Globulin Intravenous for the Prevention of RespiratoryInfections Immune Globulin Intravenous for the Prevention of RespiratoryInfections Immune Globulin Intravenous for the Prevention of Respiratory
Syncytial VirusSyncytial VirusSyncytial VirusSyncytial VirusSyncytial Virus.  Pediatrics 2003;112;1442-1446.

POSITION STATEMENT (ID 2003-03). Use of palivizumab in children with congenital Use of palivizumab in children with congenital Use of palivizumab in children with congenital Use of palivizumab in children with congenital Use of palivizumab in children with congenital
heart diseaseheart diseaseheart diseaseheart diseaseheart disease. Paediatr Child Health Vol 8 No 10 December 2003.....

Schlame M, Ren M, Xu Y, Greenberg ML, Haller I.  Molecular symmetry in mitochon-  Molecular symmetry in mitochon-  Molecular symmetry in mitochon-  Molecular symmetry in mitochon-  Molecular symmetry in mitochon-
drial cardiolipins.drial cardiolipins.drial cardiolipins.drial cardiolipins.drial cardiolipins.  Chem Phys Lipids. 2005 Sep 7. PMID: 16226238 [PubMed - as supplied
by publisher].

Cohen N, Muntoni F.     Multiple pathogenetic mechanisms in XMultiple pathogenetic mechanisms in XMultiple pathogenetic mechanisms in XMultiple pathogenetic mechanisms in XMultiple pathogenetic mechanisms in X-link-link-link-link-linked dilateded dilateded dilateded dilateded dilated
cardiomcardiomcardiomcardiomcardiomyyyyyopathopathopathopathopathyyyyy.....          Heart 2004, 90: 835-841.

Davey KM, Parboosingh JS, McLeod DR, Chan A, Casey R, Ferreira P, Snyder FF, Bridge
PJ, Bernier FP.  Mutation of DNAJC19, a human homolog of y  Mutation of DNAJC19, a human homolog of y  Mutation of DNAJC19, a human homolog of y  Mutation of DNAJC19, a human homolog of y  Mutation of DNAJC19, a human homolog of yeast innereast innereast innereast innereast inner
mitochondrial membrane co-chaperones, causes DCMA syndrome, a novelmitochondrial membrane co-chaperones, causes DCMA syndrome, a novelmitochondrial membrane co-chaperones, causes DCMA syndrome, a novelmitochondrial membrane co-chaperones, causes DCMA syndrome, a novelmitochondrial membrane co-chaperones, causes DCMA syndrome, a novel
autosomal recessive Barth syndrome-like condition.autosomal recessive Barth syndrome-like condition.autosomal recessive Barth syndrome-like condition.autosomal recessive Barth syndrome-like condition.autosomal recessive Barth syndrome-like condition. J Med Genet. 2005 Aug 3;
PMID: 16055927 [PubMed - as supplied by publisher].

Tajima T, Satoh K, Okuhara K, Tsubaki J, Fujieda K.  Hypomagnesemia in a patientHypomagnesemia in a patientHypomagnesemia in a patientHypomagnesemia in a patientHypomagnesemia in a patient
with Barth syndromewith Barth syndromewith Barth syndromewith Barth syndromewith Barth syndrome.  J Pediatr Endocrinol Metab. 2005 May;18(5):523.

Brandner K, Mick DU, Frazier AE, Taylor RD, Meisinger C, Rehling P. TTTTTaz1, an Outeraz1, an Outeraz1, an Outeraz1, an Outeraz1, an Outer
Mitochondrial Membrane Protein, Affects Stabil ity and Assembly of InnerMitochondrial Membrane Protein, Affects Stabil ity and Assembly of InnerMitochondrial Membrane Protein, Affects Stabil ity and Assembly of InnerMitochondrial Membrane Protein, Affects Stabil ity and Assembly of InnerMitochondrial Membrane Protein, Affects Stabil ity and Assembly of Inner
Membrane Protein Complexes: Implications for Barth Syndrome. Membrane Protein Complexes: Implications for Barth Syndrome. Membrane Protein Complexes: Implications for Barth Syndrome. Membrane Protein Complexes: Implications for Barth Syndrome. Membrane Protein Complexes: Implications for Barth Syndrome. Mol. Biol.
Cell.2005; 16: 5202-5214.

Dimauro S, Gurgel-Giannetti J.     The expanding phenotype of mitochondrialThe expanding phenotype of mitochondrialThe expanding phenotype of mitochondrialThe expanding phenotype of mitochondrialThe expanding phenotype of mitochondrial
mmmmmyyyyyopathopathopathopathopathyyyyy..... Curr Opin Neurol 2005 (Oct;185):538-42.

Spencer CT, Byrne BJ, Gewitz MH, Wechsler SB, Kao AC, Gerstenfeld EP, Merliss AD,
Carboni MP, Bryant RM. VVVVVentricular Arrhentricular Arrhentricular Arrhentricular Arrhentricular Arrhythmia in the Xythmia in the Xythmia in the Xythmia in the Xythmia in the X-link-link-link-link-linked Cardiomed Cardiomed Cardiomed Cardiomed Cardiomyyyyyopathopathopathopathopathyyyyy
Barth Syndrome.  Barth Syndrome.  Barth Syndrome.  Barth Syndrome.  Barth Syndrome.  Pediatr Cardiol. 2005 Oct 18; PMID: 16235007 [PubMed - as
supplied by publisher].*

Zhong Q, Greenberg ML. Deficiency in mitochondrial anionic phospholipidDeficiency in mitochondrial anionic phospholipidDeficiency in mitochondrial anionic phospholipidDeficiency in mitochondrial anionic phospholipidDeficiency in mitochondrial anionic phospholipid
synthesis impairs cell wsynthesis impairs cell wsynthesis impairs cell wsynthesis impairs cell wsynthesis impairs cell wall biogenesisall biogenesisall biogenesisall biogenesisall biogenesis. Biochem Soc Trans. 2005 Oct;33(Pt 5):1158-
61.....

F Gonzalvez, J-J Bessoule, F Rocchiccioli, S Manon, and PX Petit. R R R R Role of cardiolipin on tBidole of cardiolipin on tBidole of cardiolipin on tBidole of cardiolipin on tBidole of cardiolipin on tBid
and tBid/Bax synergistic effects on yeast mitochondria.and tBid/Bax synergistic effects on yeast mitochondria.and tBid/Bax synergistic effects on yeast mitochondria.and tBid/Bax synergistic effects on yeast mitochondria.and tBid/Bax synergistic effects on yeast mitochondria.  Cell Death and Differentiation
(2005), 1–9. Hennekam RCM. Invited Comment. The Challenge in Hidden Treasures: A Never
Ending Story.          American Journal of Medical Genetics 2004, 126A:331-332.American Journal of Medical Genetics 2004, 126A:331-332.American Journal of Medical Genetics 2004, 126A:331-332.American Journal of Medical Genetics 2004, 126A:331-332.American Journal of Medical Genetics 2004, 126A:331-332.

F Gonzalvez, F Pariselli, P Dupaigne, I Budihardjo, M Lutter, B Antonsson, P Diolez, S Manon, J-C
Martinou, M Goubern, X Wang, S Bernard and PX Petit. tBid intertBid intertBid intertBid intertBid interaction with cardiolipinaction with cardiolipinaction with cardiolipinaction with cardiolipinaction with cardiolipin
primarily orchestrates mitochondrial dysfunctions and subsequently activates Baxprimarily orchestrates mitochondrial dysfunctions and subsequently activates Baxprimarily orchestrates mitochondrial dysfunctions and subsequently activates Baxprimarily orchestrates mitochondrial dysfunctions and subsequently activates Baxprimarily orchestrates mitochondrial dysfunctions and subsequently activates Bax
and Bak. and Bak. and Bak. and Bak. and Bak. Cell Death and Differentiation (2005), 1–13.

Peer-reviewed articles recently added to BSF's
Bibliography which are relevant to Barth syndrome

Barth Syndrome Foundation, Inc. 2005 Grant Cycle
BSF, Inc. has received seven research grant applications (from four countries) in the 2005
grant cycle. Final funding decisions regarding these proposals will be made by January 31,
2006.

*To learn more about BSF's grant program, visit: wwwwwwwwwwwwwww.barthsyndrome.org.barthsyndrome.org.barthsyndrome.org.barthsyndrome.org.barthsyndrome.org

*Supported by grants that have been awarded by BSF
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One of the key
 objectives of modern

molecular biology and
biochemistry is to under-
stand the  mechanisms
of a disease at the most
basic level.  Such a de-
tailed understanding of
the disease process is an
important part of design-
ing specific therapies for
the disease.

Over the past 20 years, tremendous advances
have been made in dissecting a disease process
down to what is often a single causative factor,
such as a defective gene.  The opportunity to
repair or replace the defective gene has been
the holy grail of genetic medicine and is
commonly known as gene therapy (the term
gene transfer is more realistic since it does not
imply a successful treatment).  Since the
therapeutic agent in this strategy is highly
specific to the defect in the patient, the
expectation is that the approach may be more
successful than other types of medicine which
treat certain aspects of the disease but do not
affect the root cause, a defective gene.  As of
today, the promise of gene therapy has been
unfulfilled in humans except for one partially
successful example in children with immune
deficiency.  While application to human subjects
has been difficult and slow, there is considerable
cause for optimism based on an impressive
array of animal studies which demonstrate
success in disease models.  So what are the
ingredients of a successful strategy for gene
therapy of a given disease?

1) A well understood pathophysiology;

2) Knowledge of the disease causing gene
and its function;

3) A predictive animal model;

4) Clinically relevant means of delivery of

the gene to target tissues.

Is Barth syndrome (BTHS) a suitable candidate
disease for this approach?  BTHS is an important
candidate for a molecular medicine approach to
treatment. First, there are well defined target

Prospects for Gene Therapy in Barth SyndromeProspects for Gene Therapy in Barth SyndromeProspects for Gene Therapy in Barth SyndromeProspects for Gene Therapy in Barth SyndromeProspects for Gene Therapy in Barth Syndrome

tissues, such as skeletal and cardiac muscle.
Although there is more to learn about the
function of TAZ, it is clear that mutations in this
gene are responsible for BTHS,  and therefore a
new copy of the gene would be a potential
therapy.  Gene replacement in an X-linked or
autosomal recessive condition is much more
amenable to a gene therapy approach than a
dominant condition where the therapeutic would
need to remove a gene product.  An animal
model is key in the further development of gene
therapy or any therapy for that matter.  Some
work can be done with cell culture systems, but
current practice would require proof of concept
experiments in an animal model before human
clinical studies would be initiated.

The last criterion relates to feasibility of successful
gene transfer in human subjects.  Over the past
several years, significant advances have been
made in understanding ways to achieve long

lasting gene transfer
in cardiac and skeletal
muscle.  Most re-
cently, these stra-
tegies have become
more achievable
because of advances
in the field of virology
and gene therapy
vector design (a
vector is the disabled
form of a virus used
to carry the thera-
peutic gene).  The
foremost concern in
developing a gene
therapy approach to
a disease is that
early phase studies
are safe.  All studies

are conducted in accordance with the strict
guidelines of the FDA and offer the best safety
profile that we can establish.  In summary, gene
therapy for BTHS is a realistic option for
management of the disease in the future.  Efforts
underway for gene therapy in other forms of
cardiomyopathy will help guide the way to a gene
therapy for BTHS.

By Barry J. Byrne, M.D., Ph.D., Cardiology Director, Department of Pediatrics, Shands Children's Hospital

“Gene replacement
in an X-linked or

autosomal recessive
condition is much
more amenable to
a gene therapy
approach than a

dominant condition
... In summary,
gene therapy for

BTHS is a realistic
option for

management of
the disease

in the future.”

~ Barry Byrne, MD, PhD
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Florida Outreachn

 Canadian Outreach

September 2006September 2006September 2006September 2006September 2006

19 BSF Exec. Committee Mtg.

October 2006October 2006October 2006October 2006October 2006

17 BSF Board Mtg.

18-21 35th Annual Child Neurology
Society Mtg.; Pittsburgh,
PA

November 2006November 2006November 2006November 2006November 2006

21 BSF Exec. Committee Mtg.

December 2006December 2006December 2006December 2006December 2006

9-12 The American Society of
Hematology 48th Annual
Meeting & Expo; Orlando,
FL

Calendar of Events
November 2005November 2005November 2005November 2005November 2005
4-5 BSFCanada '06 Planning Mtg.

13-16 BSF booth at American Heart
Association (AHA); Dallas, TX

15 BSF Exec. Committee Mtg.

December 2005December 2005December 2005December 2005December 2005
8 BS Trust Trustees' Mtg.

10-13 BSF booth at The American
Society of Hematology 47th
Annual Meeting & Expo;
Atlanta, GA

January 2006January 2006January 2006January 2006January 2006

19 BSF Board Mtg.

19 BSFCanada Board Mtg.

31 BSF 2005 Research Grant
Awards announced

February 2006February 2006February 2006February 2006February 2006

8-12 BSF booth at Ninth Annual
Update on Pediatric
Cardiovascular Disease
 (a/k/a Cardiology 2006);
Scottsdale, AZ

13-19 Children’s Heart Week

16 BSFCanada Exec. Committee
Mtg.

21 BSF Exec. Committee Mtg.

March 2006March 2006March 2006March 2006March 2006

18-19 BS Trust Volunteer Workshop
& Trustees' Mtg.

21 BSF Exec. Committee Mtg.

23 BSFCanada Exec. Committee
Mtg.

April 2006April 2006April 2006April 2006April 2006

20-22 BSFCanada Annual Board
Mtg.

21-23 BSFAnnual  Board Mtg.

May 2006May 2006May 2006May 2006May 2006

16 BSF Exec. Committee Mtg.

18 BSFCanada Exec. Committee
Mtg.

June 2006June 2006June 2006June 2006June 2006

22 BSFCanada Exec. Committee
Mtg.

July 2006July 2006July 2006July 2006July 2006

3-8 BSF Int'l Scientific/Medical
& Family Conference; Lake
Buena Vista, FL

18 BSF Board Mtg.
Short break during

Capacity Building Workshopn

Bristol/BTHS Clinic

"Devoted gran's crusade for a"Devoted gran's crusade for a"Devoted gran's crusade for a"Devoted gran's crusade for a"Devoted gran's crusade for a
cure"cure"cure"cure"cure"
~ Andover Advertiser, Nov. 18,

   2005

"Bowling fundraiser to aid"Bowling fundraiser to aid"Bowling fundraiser to aid"Bowling fundraiser to aid"Bowling fundraiser to aid
Barth Syndrome"Barth Syndrome"Barth Syndrome"Barth Syndrome"Barth Syndrome"
~ Straus Newspaper, Oct. 16, 2005

"Jean 4 Genes Day is part of"Jean 4 Genes Day is part of"Jean 4 Genes Day is part of"Jean 4 Genes Day is part of"Jean 4 Genes Day is part of
the war against Barth Syn-the war against Barth Syn-the war against Barth Syn-the war against Barth Syn-the war against Barth Syn-
drome" ~ 'Tiny jeans team withdrome" ~ 'Tiny jeans team withdrome" ~ 'Tiny jeans team withdrome" ~ 'Tiny jeans team withdrome" ~ 'Tiny jeans team with
a mission'a mission'a mission'a mission'a mission'
~ Hampshire (UK), Oct. 6, 2005

"William's Story (2005)""William's Story (2005)""William's Story (2005)""William's Story (2005)""William's Story (2005)"
~ Jeans for Genes, Oct. 2005

"Perry Elks Lodge Plays Bingo"Perry Elks Lodge Plays Bingo"Perry Elks Lodge Plays Bingo"Perry Elks Lodge Plays Bingo"Perry Elks Lodge Plays Bingo
for Barth Syndrome"for Barth Syndrome"for Barth Syndrome"for Barth Syndrome"for Barth Syndrome"
~ Local Lodges Online, Oct. 2,
     2005

“Kilometers vreten in VS”“Kilometers vreten in VS”“Kilometers vreten in VS”“Kilometers vreten in VS”“Kilometers vreten in VS”
~ De Schaapskooi, Sept. 20, 2005

"The little boy with a big"The little boy with a big"The little boy with a big"The little boy with a big"The little boy with a big
dream"dream"dream"dream"dream"
~ Woman's Own, Sept. 5, 2005

"F"F"F"F"Family hopes to ramily hopes to ramily hopes to ramily hopes to ramily hopes to raise aaise aaise aaise aaise awwwwware-are-are-are-are-
ness of rare disorder"ness of rare disorder"ness of rare disorder"ness of rare disorder"ness of rare disorder"
~ The Herald, July 27, 2005

"Emotional welcome for brave"Emotional welcome for brave"Emotional welcome for brave"Emotional welcome for brave"Emotional welcome for brave
cherubs"cherubs"cherubs"cherubs"cherubs"
~ Western Daily Mail, July 4, 2005

"Genetic Diagnostic T"Genetic Diagnostic T"Genetic Diagnostic T"Genetic Diagnostic T"Genetic Diagnostic Tool Offersool Offersool Offersool Offersool Offers
Hope for High Risk CouplesHope for High Risk CouplesHope for High Risk CouplesHope for High Risk CouplesHope for High Risk Couples
Contemplating Pregnancy"Contemplating Pregnancy"Contemplating Pregnancy"Contemplating Pregnancy"Contemplating Pregnancy"
~ Daily News Central, Dec. 12,

   2004

Barth in the News
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Mini Horseracing FundraiserMini Horseracing FundraiserMini Horseracing FundraiserMini Horseracing FundraiserMini Horseracing Fundraiser
Black Tie Event (Barth Trust SA)Black Tie Event (Barth Trust SA)Black Tie Event (Barth Trust SA)Black Tie Event (Barth Trust SA)Black Tie Event (Barth Trust SA)
Natal, South Africa ~ June 4, 2005

Quiz Night (BS Trust/UK)Quiz Night (BS Trust/UK)Quiz Night (BS Trust/UK)Quiz Night (BS Trust/UK)Quiz Night (BS Trust/UK)
Petersfield, UK ~ June 10, 2005

Dinner Party (BS Trust/UK)Dinner Party (BS Trust/UK)Dinner Party (BS Trust/UK)Dinner Party (BS Trust/UK)Dinner Party (BS Trust/UK)
Oakley, UK ~ June 11, 2005

Biking Across America TourBiking Across America TourBiking Across America TourBiking Across America TourBiking Across America Tour
(((((BS Trust - Europe)BS Trust - Europe)BS Trust - Europe)BS Trust - Europe)BS Trust - Europe)
July 2nd - August 8, 2005
Albert Wubs bicycled 5800km in 50
days, while Hanneke Blokzijl raised
money amongst colleagues.

3-Peak Challenge (3-Peak Challenge (3-Peak Challenge (3-Peak Challenge (3-Peak Challenge (BS Trust/UK)BS Trust/UK)BS Trust/UK)BS Trust/UK)BS Trust/UK)
July 10, 2005

Quiz Night (BS Trust/UK)Quiz Night (BS Trust/UK)Quiz Night (BS Trust/UK)Quiz Night (BS Trust/UK)Quiz Night (BS Trust/UK)
Overton, UK ~ June 24, 2005

Belgian BBQ (BS Trust/Europe)Belgian BBQ (BS Trust/Europe)Belgian BBQ (BS Trust/Europe)Belgian BBQ (BS Trust/Europe)Belgian BBQ (BS Trust/Europe)
Jemeppre-sur-Sambre ~ Aug. 20,
2005

Sports NighSports NighSports NighSports NighSports Night (BSF, Inc.)t (BSF, Inc.)t (BSF, Inc.)t (BSF, Inc.)t (BSF, Inc.)
Brockton, MA, USA ~ Sept. 1, 2005
Hosted by Coach Ed Nottle of the
Brockton Rox.

Great Scottish RuGreat Scottish RuGreat Scottish RuGreat Scottish RuGreat Scottish Run (BS Trust/UK)n (BS Trust/UK)n (BS Trust/UK)n (BS Trust/UK)n (BS Trust/UK)
Glasgow ~ Sept. 4, 2005

BSF of Canada Golf TournamentBSF of Canada Golf TournamentBSF of Canada Golf TournamentBSF of Canada Golf TournamentBSF of Canada Golf Tournament
Canada ~ Sept. 12, 2005

Steinhatchee Race & TasteSteinhatchee Race & TasteSteinhatchee Race & TasteSteinhatchee Race & TasteSteinhatchee Race & Taste
(BSF, Inc.)(BSF, Inc.)(BSF, Inc.)(BSF, Inc.)(BSF, Inc.)
Steinhatchee, FL, USA ~ Oct. 1,
2005

Bristol Half MarathonBristol Half MarathonBristol Half MarathonBristol Half MarathonBristol Half Marathon
(BS Trust/UK)(BS Trust/UK)(BS Trust/UK)(BS Trust/UK)(BS Trust/UK)
Bristol, England ~ Oct. 2, 2005

Perry Elks Lodge Bingo NightPerry Elks Lodge Bingo NightPerry Elks Lodge Bingo NightPerry Elks Lodge Bingo NightPerry Elks Lodge Bingo Night
(BSF, Inc.)(BSF, Inc.)(BSF, Inc.)(BSF, Inc.)(BSF, Inc.)
Perry, FL, USA ~ Oct. 3, 2005

Support of Nat'l Jeans for GenesSupport of Nat'l Jeans for GenesSupport of Nat'l Jeans for GenesSupport of Nat'l Jeans for GenesSupport of Nat'l Jeans for Genes
Day (Barth Trust/UK)Day (Barth Trust/UK)Day (Barth Trust/UK)Day (Barth Trust/UK)Day (Barth Trust/UK)
United Kingdom ~ Oct. 7, 2005

4th Annual Barth Syndrome Golf4th Annual Barth Syndrome Golf4th Annual Barth Syndrome Golf4th Annual Barth Syndrome Golf4th Annual Barth Syndrome Golf
Tournament (BSF, Inc.)Tournament (BSF, Inc.)Tournament (BSF, Inc.)Tournament (BSF, Inc.)Tournament (BSF, Inc.)
Merrit Island, FL, USA ~ Oct. 9, 2005

Steinhatchee Harvest FestivalSteinhatchee Harvest FestivalSteinhatchee Harvest FestivalSteinhatchee Harvest FestivalSteinhatchee Harvest Festival
(BSF, Inc.)(BSF, Inc.)(BSF, Inc.)(BSF, Inc.)(BSF, Inc.)
Steinhatchee Falls, FL, USA ~
Oct. 15, 2005

Fundraisers in Your Community
2nd Annual Bowling Fundraiser2nd Annual Bowling Fundraiser2nd Annual Bowling Fundraiser2nd Annual Bowling Fundraiser2nd Annual Bowling Fundraiser
(BSF, Inc.)(BSF, Inc.)(BSF, Inc.)(BSF, Inc.)(BSF, Inc.)
Warwick, NY, USA ~ Oct. 15, 2005

Taylor County Forest FestivalTaylor County Forest FestivalTaylor County Forest FestivalTaylor County Forest FestivalTaylor County Forest Festival
Blue Lemonade Stand (BSF, Inc.)Blue Lemonade Stand (BSF, Inc.)Blue Lemonade Stand (BSF, Inc.)Blue Lemonade Stand (BSF, Inc.)Blue Lemonade Stand (BSF, Inc.)
Perry, FL, USA ~ Oct. 22, 2005

Isabelle's London PartyIsabelle's London PartyIsabelle's London PartyIsabelle's London PartyIsabelle's London Party
(BS Trust/UK)(BS Trust/UK)(BS Trust/UK)(BS Trust/UK)(BS Trust/UK)
London, UK @ The Gate Restaurant
Oct. 27, 2005

Inaugural Poker Run (BSF, Inc.)Inaugural Poker Run (BSF, Inc.)Inaugural Poker Run (BSF, Inc.)Inaugural Poker Run (BSF, Inc.)Inaugural Poker Run (BSF, Inc.)
Merritt Island, FL, USA ~ Nov. 5, 2005

New York Marathon (BS Trust/UK)New York Marathon (BS Trust/UK)New York Marathon (BS Trust/UK)New York Marathon (BS Trust/UK)New York Marathon (BS Trust/UK)
New York, NY, USA ~ Nov. 6, 2005

Fashion Show (BS Trust/UK)Fashion Show (BS Trust/UK)Fashion Show (BS Trust/UK)Fashion Show (BS Trust/UK)Fashion Show (BS Trust/UK)
Oakley, Basingstoke ~ Nov. 10, 2005

County-Wide BSF Family Fun DayCounty-Wide BSF Family Fun DayCounty-Wide BSF Family Fun DayCounty-Wide BSF Family Fun DayCounty-Wide BSF Family Fun Day
(BSF, Inc.)(BSF, Inc.)(BSF, Inc.)(BSF, Inc.)(BSF, Inc.)
Perry & Steinhatchee, FL, USA ~
Nov. 19, 2005

Oakley Infants  Christmas SaleOakley Infants  Christmas SaleOakley Infants  Christmas SaleOakley Infants  Christmas SaleOakley Infants  Christmas Sale
(BS Trust/UK)(BS Trust/UK)(BS Trust/UK)(BS Trust/UK)(BS Trust/UK)
Oakley, Basingstoke ~ Nov. 25, 2005

Christmas Fair (BS Trust/UK)Christmas Fair (BS Trust/UK)Christmas Fair (BS Trust/UK)Christmas Fair (BS Trust/UK)Christmas Fair (BS Trust/UK)
Overton, UK ~ Nov. 26, 2005

Poinsettia Sale (BSF of Canada Poinsettia Sale (BSF of Canada Poinsettia Sale (BSF of Canada Poinsettia Sale (BSF of Canada Poinsettia Sale (BSF of Canada )
Beautiful 8", 3 bloom poinsettia.
Contact:  critter@barthsyndrome.ca

BSF Wristbands for sale!BSF Wristbands for sale!BSF Wristbands for sale!BSF Wristbands for sale!BSF Wristbands for sale!
(BSF(BSF(BSF(BSF(BSF, Inc. & all affiliates), Inc. & all affiliates), Inc. & all affiliates), Inc. & all affiliates), Inc. & all affiliates)
Show your support for BSF and wear
one of our new wristbands that read
"Grow Stronger".
For more information, please contact:
jkugelmann@barthsyndrome.org

"Friends of Barth Quilt" Raffle"Friends of Barth Quilt" Raffle"Friends of Barth Quilt" Raffle"Friends of Barth Quilt" Raffle"Friends of Barth Quilt" Raffle
(BSF(BSF(BSF(BSF(BSF, Inc.), Inc.), Inc.), Inc.), Inc.)
Raffle tickets are being sold for a
Queen/Full Size Quilt, handcrafted by
Nina Rivers and given to BSF as a gift
to help raise funds.  Drawing to be held
@ BSF's 2006 International Conference.

Prices: 1/$2; 6/$10; 10/$15;
15/$20; 20/$25 (Books of 10)

Contact: JOYLOC105@aol.com; or

Lsedefian@barthsyndrome.org

Blue Lemonade Stand
built and donated to BSF
by Patty and Jim Zurbrick

Belgian BBQ

Isabelle, who ran in the NY
Marathon for BS Trust,

and her friend Pio!

Dave at the finish line
of the Bristol Half Marathon
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Science and MedicineScience and MedicineScience and MedicineScience and MedicineScience and Medicine
Fund LaunchedFund LaunchedFund LaunchedFund LaunchedFund Launched

In October of 2005 we hosted our annual
capacity building workshop in Prosperity, South
Carolina.  During this time our program leads
came together to discuss priorities and our plans
for 2006.  Leaders came from Canada, the US,
the UK, and South Africa and spent three days
discussing every detail of our  plans for the
future.  I would like to commend these
marvelous individuals for their continued
commitment to excellence in all we do.

During our workshop we received training in
communications from Susan Osnos, an
independent communications consultant and
former director of communications of Human
Rights Watch, and in fundraising from Kate
Golden, a consultant with Changing Our World,
an organization that aids groups such as BSF in
raising the funds that are so vital in executing
our goals.

Participants in the Workshop:  Sue Wilkins, Lynn
Elwood, Kate and Steve McCurdy, Steve and
Jan Kugelmann, Shelia Mann, Chris Hope, Leslie
Buddemeyer, Shelley Bowen, Lynda Sedefian,
Jeanette Thorpe, Michaela Damin
Organizers:  Beverly Lever and Alanna Layton

Outreach ProgramOutreach ProgramOutreach ProgramOutreach ProgramOutreach Program
In 2005 the Barth Syndrome Foundation (BSF)
embarked on a new approach to provide face-
to-face contact with our families in various
geographical regions, as well as promoting
awareness about Barth syndrome and BSF within
the medical community within those regions.
This program was initiated in 2004 by Darlene
Guasco in Brenham, Texas.  The success of this
program demonstrated the need to move
forward to other global communities.  The
approach to each of these outreach meetings
was as unique as the communities they serve.

To lead these outreach programs, Shelley Bowen
traveled throughout the US, Europe, and the UK
to promote awareness about BSF, BST, our

VVVVVolunteerolunteerolunteerolunteerolunteer
Capacity BuildingCapacity BuildingCapacity BuildingCapacity BuildingCapacity Building

WWWWWorkshoporkshoporkshoporkshoporkshop

(Cont'd on pg. 17)

The BSF Science andThe BSF Science andThe BSF Science andThe BSF Science andThe BSF Science and
Medicine FundMedicine FundMedicine FundMedicine FundMedicine Fund
In order to insure that these
crucial programs continue
unabated for the next
decade, we are committed
to finding this funding over
the next eighteen months,
and the Board has autho-
rized the establishment of a
separate BSF Science and
Medicine Fund toward this
end. We have already
received commitments for
over $1 Million from several
strong supporters of BSF,
including our stalwart
Anonymous Donor.  Also as
a part of this effort, the
Wilkins’ family has estab-
lished the ‘Woody Varner
Fund for Science and
Medicine’, in memory of
Sue’s father and John’s
grandfather.  Woody Varner

was the much beloved President of the University
of Nebraska. Sue, her Mother and Sister are
approaching many of their and his friends to ask
them to contribute.

WWWWWe need eve need eve need eve need eve need everyeryeryeryeryone’one’one’one’one’s helps helps helps helps help.  W.  W.  W.  W.  We cannot expecte cannot expecte cannot expecte cannot expecte cannot expect
to rely on a few volunteers to ask a fewto rely on a few volunteers to ask a fewto rely on a few volunteers to ask a fewto rely on a few volunteers to ask a fewto rely on a few volunteers to ask a few
donors to help us reach our goal.  donors to help us reach our goal.  donors to help us reach our goal.  donors to help us reach our goal.  donors to help us reach our goal.  If you are
reading this, then you have already made some
sort of contribution to BSF and no doubt have a
connection with someone who is affected.  In
addition to your usual annual gift to BSF, please
consider making an extra contribution this year
and next to the BSF Science and Medicine Fund.

For those of us with children affected by Barth
syndrome, a cure has always seemed little more
then a distant dream.  Thanks to you – our
donors, scientists, doctors and volunteers -  with
the creation of this fund and the prospect it
offers for the future, we will have the one thing
we truly need to keep us going - hope for a
future free of Barth syndrome for our children.
Our distant dream feels a little closer!

“ “Thanks toThanks toThanks toThanks toThanks to
you ouryou ouryou ouryou ouryou our
donors,donors,donors,donors,donors,

scientists,scientists,scientists,scientists,scientists,
doctors anddoctors anddoctors anddoctors anddoctors and

volunteers ...volunteers ...volunteers ...volunteers ...volunteers ...
with thewith thewith thewith thewith the

creation ofcreation ofcreation ofcreation ofcreation of
this fund andthis fund andthis fund andthis fund andthis fund and

the prospect itthe prospect itthe prospect itthe prospect itthe prospect it
offers for theoffers for theoffers for theoffers for theoffers for the
future, we willfuture, we willfuture, we willfuture, we willfuture, we will
have the onehave the onehave the onehave the onehave the one
thing we trulything we trulything we trulything we trulything we truly
need to keepneed to keepneed to keepneed to keepneed to keep

us going -us going -us going -us going -us going -
 hope for a hope for a hope for a hope for a hope for a

future free offuture free offuture free offuture free offuture free of
BarthBarthBarthBarthBarth

syndromesyndromesyndromesyndromesyndrome
for ourfor ourfor ourfor ourfor our

childrenchildrenchildrenchildrenchildren.....”

(Cont'd from pg. 7)
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Scott & Casie
Oldewage and
their son …
much of it
through pay-
roll deduction
and matching
p r o g r a m s .
American Express where Steve McCurdy works
does the same thing, as does Bay State Gas
where Tom Monahan works and Becton
Dickinson where Liz Higgins works.  Isabelle
Lemettre, a friend of Michaela Damin in the UK,
works for Disney which has supported Isabelle’s
fund raising marathons on behalf of BSF, and
there are many others too.

These companies and others want to be good
citizens.  If you work for a company, ask if they
have a payroll deduction or matching gift program
and if you can use their program to give to BSF.

Finally, for anyone in the US who would like to
give a little bit on a regular basis, you can do so
on-line by clicking the Networkforgood.org button
on the BSF website donation page.  Network for
Good allows you to set up a monthly, quarterly
or annual contribution to BSF, and charge it to
your credit card.  It couldn’t be easier!

Thank you to all the people who have
contributed, and thank you to all of our
committed fund raisers… we could not do
anything without you!

As you can see on  page 15, our dedicated
fund raisers have been busy promoting Barth

syndrome, increasing awareness and raising
money for BSF, BSF Canada, BS Trust (UK/
Europe) and Barth Trust – South Africa.  At the
most recent count, over 27 separate events or
fund raising efforts have taken place in four
countries since June of this year!  Our families
and friends have run marathons and half
marathons, climbed the tallest peaks in the UK,

bowled, biked,
bingoed, boated,
golfed, partied, ate,
sold lemonade,
raffle tickets, “rum-
mage”, BBQ, poin-
settias and poker
hands, answered
quizzes and at-
tended a black tie
horse race.  It goes
without saying that
we are supported

by an amazingly creative group!  Several pictures
accompany this article and the attached list of
events – take a look and you will find the people
whose efforts on our behalf make everything,
including this newsletter possible!

In addition, we are beginning to have success
asking corporate employers for their support.
The Lake City Companies in Salt Lake City, Utah
and its President, Ed Pace have raised and
contributed more than $10,000 on behalf of

The PThe PThe PThe PThe People who Put theeople who Put theeople who Put theeople who Put theeople who Put the

  “Fun”  “Fun”  “Fun”  “Fun”  “Fun” in  in  in  in  in Fund RFund RFund RFund RFund Raising!aising!aising!aising!aising!
By Scott Oldewage, Fundraising Committee

program priorities and desire to be in contact with families who have or may soon be diagnosed
with Barth syndrome. BSF Canada held their second outreach meeting where many members
met each other for the first time.

I would like to thank the organizers of these outreach meetings without whose leadership these
gatherings would not have been a success:  Joke van Loo, Eva and Nicolas Antomarchi, Michaela
Damin, Casie and Scott Oldewage, Rosemary Baffa, Lynn Elwood

Cities visited:  Mainland Europe:  Amsterdam, The Netherlands, Paris; United Kingdom:  Birmingham,
Bristol, Romsey, Newcastle, London; USA:  Salt Lake City, Utah; Philadelphia, Pennsylvania;
Clearwater, Florida; Canada:  Toronto

Outreach ... Outreach ... Outreach ... Outreach ... Outreach ... (Cont'd from pg. 16)

Bowlers at BSF's
2nd Annual Bowling

Fundraiser in Warwick, NY

(L-R) Pete Kugelmann, Tom
Tinsley, Dave Kugelmann, Matt
Kugelmann and his son Robbie ,
major donor solicitors for BSF's
Annual Golf Tournament in
Merritt Island, Florida.
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Successes in ourAwareness Campaign have
never been better.  As mentioned in the last

issue, we have been expanding our exposure
on several fronts.  In September, the Bowen

family story was
taped for a TV
segment on the
Discovery Health
Channel. The show
is called “Mystery
Diagnosis” and the
segment is planned
for airing early next
year. Barth syn-
drome is featured
as one of the
segments during
the 1-hour show.

After several
months of discus-
sions with the
production com-
pany, we were able
to convince them
that families with
Barth syndrome
and the Barth Syn-
drome Foundation
have a very com-
pelling story that
their audience

needs to hear.  Stay tuned for more information.

At the recent American Heart Association Annual
- Scientific Sessions meeting, BSF was present
at the Dallas/Ft. Worth airport in Texas.  We
secured five locations at the airport for a 43-
inch high x 69-inch wide poster. Clear Channel
Airports graciously donated the billboards as
Public Service Announcement space.  While BSF
was exhibiting at the AHA, a major magazine
that is interested in doing a human-interest story
on a rare disorder approached us.  The
correspondent’s interest was heightened as she
listened intently to a personal story about one
of our boys and their family.  Our networking
machine was put into motion and plans are in
work to continue to pursue this opportunity.

By Steve Kugelmann, VP, Awareness

"Mystery Diagnosis"..."Mystery Diagnosis"..."Mystery Diagnosis"..."Mystery Diagnosis"..."Mystery Diagnosis"... and More and More and More and More and More

What is my Diagnosis?

In the Czech Republic city of Prague, Dr Petr
Losan kindly distributed BST materials at the
European Society of Human Genetics
conference.  In the UK, newspapers, national
magazines, television and radio have all recently
run stories.  Barth syndrome has gone from an
unknown disorder to one that is more frequently
recognized and diagnosed worldwide.

Lois Galbraith brings us yet another excellent
example of working family connections:

***************************************

“THE POWER OF THE CARD”“THE POWER OF THE CARD”“THE POWER OF THE CARD”“THE POWER OF THE CARD”“THE POWER OF THE CARD”

While out for an evening of dinner/music with
the girls we came around to a discussion about
Barth syndrome.  I left my sister Carol with
many details about the Barth Syndrome
Foundation of Canada, our up-coming Golf
Classic date and a business card.

Four days later my nephew Scott phoned to
say he had gotten the BSF of Canada card and
would love to golf with us BUT BETTER STILL he
could help our Foundation!!  It turns out that
Scott works for Rogers Media (something his
Aunt did not know) here in Canada and they
publish the Medical Post, Patient Care, Pharmacy
Post and Pharmacy Practice.  These publications
go out to about fifty thousand (50,000)
physicians and several thousand pharmacists in
Canada.  He could arrange for us to have free
BSF of Canada filler awareness ads in these
publications.  Naturally the team jumped into
action and soon we had very professional ads
ready.  The first of these awareness ads are
now appearing in doctors' and pharmacists'
offices across Canada.

Praise be the little blue and white awareness
tool and “The Power of the Card”.

***************************************
All of these opportunities have become reality
because we will not give up until a treatment is
available!

 BSF billboard at Texas/Fort
Worth Int'l Airport, where

Clear Channel Airports
graciously donated the

billboards as Public Service
Announcement space.
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be able to take
advantage of them.
Shelia Mann and I
would like to thank
our committee mem-
bers and co-authors,
Susan Hone, Michelle
Telles, Shelley Bowen
and Karen Gordon.
We'd also like to
thank Dr. Barth,
Audrey Anna Bolyard,
R.N., Dr. Byrne, Dr.
Cox, Dr. Gonzalez, Dr.
Kelley, Dr. Spencer,
and Dr. Strauss for
their assistance.

Family Services con-
tinues to maintain the
listserv, and currently
we are lining up topics
for next year.  To give everyone ample time to
read and ask questions without feeling hurried,
it has been decided to extend the length of each
topic from two weeks to one month.  The listserv
is still the best way to ask questions of the entire
group, and posts to the listserv are always
welcome, regardless of the official topic.  We
would be glad to hear from you regarding what
topics you would like to discuss over the coming
year.

Our big project for next year will be the 2006
BSF International Conference.  We will be
working with the conference committee to
create an interesting and informative Family
agenda.  If there are specific topics you would
like discussed at the conference, please let us
know now so that we can plan to make this the
most beneficial event possible.

We are working very hard in trying to keep our
family database accurate, and would ask that
you help us maintain it.  If there are any changes
in your information, please let us know. Shelia
and I would be happy to hear from you at any
time: smann@barthsyndrome.org

chope@barthsyndrome.org

This has been a busy year for Family Services.
Our numbers have grown considerably, and

we now have ninety-seven diagnosed living
individuals and families in our database.  It is
always heartening when a "new" family contacts
us.  Our sentiment is often conflicted.  We are
pleased they made the decision to contact us,
we are pleased to be able to help them, and we
are pleased they have received a diagnosis.
Conversely, we are never pleased to learn that
another family has received a diagnosis of Barth
syndrome.  Increased membership numbers in
the United States, Canada, United Kingdom and
Europe is a clear indication that the hard work of

our Awareness Team is paying
off.

One of the main goals of
Family Services is to provide
up-to-date and accurate
information to all families.  To
that end, we have had two
main focuses this year.  One
important task was updating
the Family Services' webpage.
We have totally revamped
that portion of the website,
and have tried to make it
easier to access and read the
information.  Thank you to
Greta Develle and Lynn
Elwood for getting the new and
improved page up and
running.

Many families have said that
they want information that explains the various
compon-ents of Barth syndrome in everyday
words.  Therefore, our second focus was to
research and write two-page “Fact Sheets”,
reviewed and approved by expert doctors.  After
many hours of hard work, several completed
documents are available on the website.  There
are a few more sheets in progress, and once
completed they will all be combined in a booklet
and sent to all affected families.  Our plans for
next year will be to get the sheets translated
into several languages so that more families will

By Christine  Hope, Co-Chair, Family Services

Busy YBusy YBusy YBusy YBusy Year for ear for ear for ear for ear for FFFFFamily Servicesamily Servicesamily Servicesamily Servicesamily Services

“ Our
numbers have

grown

consider-

ably,

and we now

have ninety-

seven

diagnosed

living

individuals

and families

in our

database.”

~ Chris Hope

Devoted grandmum Annick
and Nicholas share a special
moment! Annick is an active
member of BS Trust's Family
Service Team.(Photograph
courtesy of Andover
Advertiser, Hampshire, UK)
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EnthusiasmEnthusiasmEnthusiasmEnthusiasmEnthusiasm works! works! works! works! works!
Inside a Barth Syndrome Trust WorkshopInside a Barth Syndrome Trust WorkshopInside a Barth Syndrome Trust WorkshopInside a Barth Syndrome Trust WorkshopInside a Barth Syndrome Trust Workshop
By Nigel Moore, United Kingdom

Panic set in as Saturday
Sept. 17th neared.  Lorna

had been to a previous
workshop and come back
changed.  Most unusual: the
enthusiasm, the sudden
interest in conquering
computers, the long telephone
calls – what had happened?
This roped-in husband was
about to find out. First
impressions were auspicious.
Could their hideaway in rural
Hampshire, England, be the
corrugated iron shack behind
the Methodist Chapel?  Inside was an eclectic
gathering of parents, volunteers and the
unsuspecting.  Among the international itinerants
were Jo van Loo from The Netherlands, and
Steve McCurdy from the USA.  Other intrepid
travellers found their way there from London
and Bristol.   A strong local county contingent
had been lured in by Annick, Michaela and Terri.

In the blur that followed, we were told what
had been happening and in the heady
atmosphere we made plans for the future.  Chair
Michaela outlined BST’s history and major goals
like attracting more and varied volunteers,
helping families and one day finding a cure; quote
‘everything we do is guided by our boys’.  She
also spoke about recent successes in raising
awareness through articles in newspapers and
magazines, television interviews and radio.
Annick reported on Family Services’ and the help
and encouragement from BSF. Jerome, BST’s
Treasurer, was into money and where it’s going.
Terri revealed where it’s coming from (See page
15 - Fundraising).  Steve, Board Chair, talked
about BSF’s history, the need for more funds
and lessons from BSF’s experiences.  Lorna
enthused about publications work and handed
out sample fundraising brochures and Family
Services booklets.

Jo, European Rep, spoke on the expanding work
of BST in Europe, up from 3 known families in
2000 to 17 today, co-operating with helpful

organisations, increasing
coverage in the news media,
fundraising, and the confer-
ence in April in Amsterdam.
Europe is a challenge because
of the range of languages
encountered.

Lunch (by Rob – Mic’s dad)!!!!
Well-fed teams then went into
brainstorming mode to identify
future objectives before
reporting back.

Exciting times lie ahead for BST.
Awareness goals are direct mailings to doctors,
more press coverage and posters in hospitals,
medical conferences. Administration goals are
to ’nap a secretary, get sponsorship for local
printing of newsletter, create databases and
research available resources. Family Services aim
to complete all Registry Intake forms, finish social
fact sheets, promote the International
Conference, update BST website particularly with
more European input, and get families more
involved.  In addition, plans for Europe include
creating material in various languages, updates
to translated websites, organising more meetings
and increased fundraising.  Publications team’s
goals are to support other committees with
effective literature and continue close working
with Lynda and her team at BSF.  The Fundraisers
plan more grassroots events and will seek
corporate sponsorship and grants.  Business
over, time to eat, relax and bond.

Out of this eventful day came supercharged
volunteers, faces to names, nuggets of
information, increased waistlines and an
overawed me. It was serious and fun, inspiring
and perspiring, businesslike and informal.

BST/BSF really is an exciting place where
ordinary people are doing extraordinary things.
Join!!

Michaela Damin, Nigel Moore, and
Jo van Loo at

BST's Volunteer Workshop

Editor's note: Lorna and Nigel are now active
members of our Publications Team.
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We attended an Awareness
conference in Los Angeles for
the Child Neurology Society
and had a good presence at
the Canadian conference of
Pediatric Cardiologists where
Dr. Towbin gave a talk and we
distributed material.

We have grown our circle of
volunteers, friends and donors
considerably over the year.
We are very fortunate to have
received many donations
through the year that are
helping us to plan expanded
programs in 2006.

There are many exciting plans for the remainder
of 2005 and 2006.  We are putting together a
Scientific and Medical Research Grant program
and will share details of this as it is finalized.  We
are reaching out to new groups of physicians
with our awareness programs, and hoping to
participate in a Canadian conference.  We are
keeping in touch with our Canadian families and
planning methods to find and attract other
families and physicians in Canada.  And of course,
we continue to focus on the Barth boys and
men.

Some of the key initiatives in the next few
months will be around the 2006 BSF Conference
in Florida. We’re very much hoping to see all of
the Canadian families there.  We will be providing
information for Canadian families about agencies
they can contact to request assistance to attend
the conference.  We will also be helping with
conference organizing and possibly financing
some of the Canadian portions of it.  We hope
to see all of you at this important event.

Please keep in contact with us.  We always love
to hear from you.  Our phone and fax numbers
are unchanged, but please note our new address:

Barth Syndrome Foundation of CanadaBarth Syndrome Foundation of CanadaBarth Syndrome Foundation of CanadaBarth Syndrome Foundation of CanadaBarth Syndrome Foundation of Canada
1550 Kingston Road, Suite 14291550 Kingston Road, Suite 14291550 Kingston Road, Suite 14291550 Kingston Road, Suite 14291550 Kingston Road, Suite 1429

Pickering, Ontario L1V 6W9Pickering, Ontario L1V 6W9Pickering, Ontario L1V 6W9Pickering, Ontario L1V 6W9Pickering, Ontario L1V 6W9

BSF Board (L-R) Karen Gordon,
Cathy Ritter, Lynn Elwood, and Chris

Hope, along with Lois Galbraith,
Executive Assistant

The Canadian Executive
just completed our 2006

planning session.  We did
some reflecting on 2005
and quite a lot of planning
for 2006.  Looking back, we
were amazed to see just
how far we’ve come in a
year.   Here are some of the
things we’ve accomplished
in the last few months of this
year:

We held an Outreach
meeting which was
attended by over 30 family
members.  Through this
event, we found and met a new family with an
affected 4-year old and one unaffected son, and
we were able to get to know the oldest affected
man in Canada.

We ran our first golf tournament.  It was a terrific
day with 100 golfers, great weather and lots of
memorable moments.   Some of the boys were
able to attend, and they were a highlight as they
were awarded hero medals. This was a huge
undertaking, especially for organizers Cathy
Ritter and Lois Galbraith.  We are planning to
hold the second annual golf tournament next
year.  Thanks to Cathy, Lois, our sponsors and
all our supporters that helped us to make
significant profits from this fundraiser.  Special
thanks to Mike Wilkins for coming all the way
from Nebraska to attend.

We participated in a workshop with the Canadian
Institute of Health Research and several other
charity organizations.  We were the smallest and
newest organization and received praise for
some of the projects we are involved in, and
planning.   We gained considerable knowledge
about processes related to funding of scientific
research in Canada and made some valuable
contacts to work with as we grow.

We published 7 advertisements in the Medical
Post and received positive feedback on them
from physicians and others.

By Lynn Elwood, President

Barth SBarth SBarth SBarth SBarth Syndrome Fyndrome Fyndrome Fyndrome Fyndrome Foundation of Canadaoundation of Canadaoundation of Canadaoundation of Canadaoundation of Canada
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I would like to start this update with a few
very grateful thanks.

Firstly, to my small fundraising committee
(featured above) who helped me put together
a most spectacular evening of events on the
4th June 2005.  This marked our first fundraiser
for the South African affiliate.

To Margie Burnett, Penny Kneebone, Juanita
Brown, Romaine Baker, Alison Longhurst, Dawn
Ries and Amanda McVeigh – thank you for your
dedication, talent and hard work.

Thank you to my publications specialist, Carol
Jardine.

I am in awe of our guests that attended this
fundraiser.  Not only did they embrace the event
with such enthusiasm, but they gave very

By Jeannette Thorpe, Chair

The Barth Trust of South AfricaThe Barth Trust of South AfricaThe Barth Trust of South AfricaThe Barth Trust of South AfricaThe Barth Trust of South Africa ~ ~ ~ ~ ~
Year-End UpdateYear-End UpdateYear-End UpdateYear-End UpdateYear-End Update

generously in support of our goals.  Thank you
all for investing in our cause.  We managed to
raise R129 000,00 (approx $18,400.00 US)!

Through the generosity of our investors, I am
able to send two South African specialists to
the USA next year to attend our 2006 Scientific
and Medical Conference.  This will give them an
opportunity to learn about Barth syndrome from
our leading experts and in turn, they will be able
to educate other South African doctors.

Lastly on this note, I would like to thank our
many sponsors, and particularly, our main
sponsor, Weddings and Functions.

Awareness:
1. BSF educational brochures were placed in the

congress bags at six medical conferences
this year.

2. We had two articles published (parent
perspectives) and one abstract:

• "Mother calls for doctors’ help to fight rare
disease."     The Mercury (South Africa),
April 2005.

• "A child with Barth Syndrome." CME - The
SA Journal of CPD, January 2005.

• 11th Biennial Congress of the South
African Society for Human Genetics.

3. Ongoing telephonic and/or e-mail com-
munications to key medical personnel.

Regards, Jeannette Thorpe

Jeannette Thorpe poses with
jockeys at

"Mini Horseracing" fundraiser.

Jeannette Thorpe (center), with mounted jockeys
at the "Mini Horseracing" fundraiser

held on June 4, 2005 in South Africa.
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HistoryHistoryHistoryHistoryHistory of a  of a  of a  of a  of a Grown-UpGrown-UpGrown-UpGrown-UpGrown-Up "Barth Boy" "Barth Boy" "Barth Boy" "Barth Boy" "Barth Boy"

One of the reasons why I was having problems
with my health was that I did not act in
accordance with my physical  condition, and I
kept doing this for a long period of time.          Now I
take medicine to improve the function of my
heart, and I take rest when I feel tired. This has
made an enormous differ-ence, and although I
have my ups and downs, I feel rather well at
the moment.

When I was diagnosed with Barth syndrome I
visited several doctors, and one of them was
Prof. Barth in Amsterdam. He told me of The
Barth Syndrome Trust and suggested that I join.
I was told that the Trust could help me learn
more about Barth syndrome, and I could share
my story with others and help them too.  I
followed his advice, and I am very happy that I
did. Everything he told me was true, and I really
feel that we can help and support each other.

Finally, I would like to mention that I consider
myself to be very lucky because, although I have
Barth syndrome, I lead a very happy life with
my wife and two daughters. I just celebrated
my 40th birthday in November, and I hope for
many more years to come. I really feel that
Barth syndrome changes your life, but does not
have to stop you from living.  When I read the
stories on the
listserv, I
notice that a
number of our
boys are
getting older
now, and I do
hope that in
some years
we will not
only be able to
speak about
our Barth
'boys', but
also about our
Barth 'men'.

My name is Johan
   Fioole, and I live in

The Netherlands. My
journey with Barth
syndrome starts in 1965,
the year of my birth, a
period in which no one
knew what Barth syn-
drome was about.  I
have two sisters and
three brothers. My oldest
sister is a carrier of Barth
syndrome, as is my
mother, but the rest of
the family is healthy.

Shortly after I was born,
doctors found out that I
had an enlarged heart
that was not functioning
well, and I was admitted
to the hospital.  I stayed
for several months, and
at the age of one, I
returned home. At that
point I was diagnosed
with cardiomyopathy.

After that period, I grew
up rather normally. Physically I was not very
strong, and I was very small for my age. But
besides that, I managed well in school and with
my friends.

In the 70’s/80’s things started to change in our
family. My oldest sister lost her son to an
unknown disease. In 1983, her second son was
born, and shortly after his birth he became very
ill too. After some time, he was diagnosed with
Barth syndrome. It also turned out that his
brother died of the same disease.

For me every thing went well until the age of
33. Then my health deteriorated and I was
diagnosed with symptoms of heart failure.  That
summer, my nephew died because of Barth
syndrome. This also was the time when I became
aware that our symptoms could be related. At
that time a doctor who specialized in genetic
disorders tested my DNA, and I too was
diagnosed with Barth syndrome.

By Johan Fioole, The Netherlands

“I consider myselfI consider myselfI consider myselfI consider myselfI consider myself
to be very luckyto be very luckyto be very luckyto be very luckyto be very lucky

because, althoughbecause, althoughbecause, althoughbecause, althoughbecause, although
I have BarthI have BarthI have BarthI have BarthI have Barth

syndrome, I leadsyndrome, I leadsyndrome, I leadsyndrome, I leadsyndrome, I lead
a very happy lifea very happy lifea very happy lifea very happy lifea very happy life
with my wife andwith my wife andwith my wife andwith my wife andwith my wife and
two daughters. Itwo daughters. Itwo daughters. Itwo daughters. Itwo daughters. I
even celebratedeven celebratedeven celebratedeven celebratedeven celebrated

my 40th birthdaymy 40th birthdaymy 40th birthdaymy 40th birthdaymy 40th birthday
...I really feel that...I really feel that...I really feel that...I really feel that...I really feel that
Barth syndromeBarth syndromeBarth syndromeBarth syndromeBarth syndrome

changes your life,changes your life,changes your life,changes your life,changes your life,
but does not havebut does not havebut does not havebut does not havebut does not have
to stop you fromto stop you fromto stop you fromto stop you fromto stop you from

living.living.living.living.living.”

Barth Syndrome Trust ...
also has representatives in the
following regions:

Northern EuropeNorthern EuropeNorthern EuropeNorthern EuropeNorthern Europe:::::
Mrs. Jo van Loo
(Languages supported:Dutch,
  English, German)
Pr. Brummelkampstraat 49
8191 XC  Wapenveld
THE NETHERLANDS
jovanloo@barthsyndrome.org

Southern EuropeSouthern EuropeSouthern EuropeSouthern EuropeSouthern Europe:::::
Mrs. Eva Antomarchi
(Languages supported: French,
Italian, English)
Les Acacias Bâtiment B Quartier
La Sèbe
18 chemin Sainte Thérèse
04 000 Digne – les - Bains
FRANCE
eantomarchi@barthsyndrome.org



By Jess Weiderspan

Age:Age:Age:Age:Age: 11

Name and age ofName and age ofName and age ofName and age ofName and age of
Barth Sibling:Barth Sibling:Barth Sibling:Barth Sibling:Barth Sibling: Will,
age 19

What grade are you in?What grade are you in?What grade are you in?What grade are you in?What grade are you in?  I am a 5th grader
at Greenwich Country Day School

Career goals:Career goals:Career goals:Career goals:Career goals: To be a lawyer and to be a
singer.

FFFFFaaaaavvvvvorite Moorite Moorite Moorite Moorite Movie:vie:vie:vie:vie: Grease

FFFFFaaaaavvvvvorite TV Show:orite TV Show:orite TV Show:orite TV Show:orite TV Show: Gilmore Girls

FFFFFaaaaavvvvvorite Book:orite Book:orite Book:orite Book:orite Book: Troubles Daughter and So B.
It

FFFFFaaaaavvvvvorite Forite Forite Forite Forite Food:ood:ood:ood:ood: Lobster

Hobbies:Hobbies:Hobbies:Hobbies:Hobbies: Sing, dance, act

FFFFFamous person I’d most likamous person I’d most likamous person I’d most likamous person I’d most likamous person I’d most like to hae to hae to hae to hae to havvvvveeeee
dinner with:dinner with:dinner with:dinner with:dinner with: Jesse McCartney

Something unique about me is:Something unique about me is:Something unique about me is:Something unique about me is:Something unique about me is: I have a
brother with Barth syndrome who is 6' 2" tall

As a Barth sibling, I think the best thingAs a Barth sibling, I think the best thingAs a Barth sibling, I think the best thingAs a Barth sibling, I think the best thingAs a Barth sibling, I think the best thing
about the Barth Syndrome Foundation is:about the Barth Syndrome Foundation is:about the Barth Syndrome Foundation is:about the Barth Syndrome Foundation is:about the Barth Syndrome Foundation is:
I have made a lot of good friends while being
involved with BSF.

Age:Age:Age:Age:Age:  26

Name and age ofName and age ofName and age ofName and age ofName and age of
Barth Sibling:Barth Sibling:Barth Sibling:Barth Sibling:Barth Sibling:  Michael,
age 19

What is your educational background?What is your educational background?What is your educational background?What is your educational background?What is your educational background?  I
earned my masters degree in mass communi-
cation in May of this year.

Career goalsCareer goalsCareer goalsCareer goalsCareer goals:  To work in public relations

My FMy FMy FMy FMy Faaaaavvvvvorite…orite…orite…orite…orite…

MovieMovieMovieMovieMovie:  The Princess Bride

TV Show:TV Show:TV Show:TV Show:TV Show:  Lost

Book:Book:Book:Book:Book:  Toss up between “The Mists of Avalon”
and “Wicked”

Food:Food:Food:Food:Food:  Strawberries

Hobbies:Hobbies:Hobbies:Hobbies:Hobbies:  Singing, playing guitar, reading,
watching movies, spending time with my
family

Something unique about me is:Something unique about me is:Something unique about me is:Something unique about me is:Something unique about me is:  I sang in
Carnegie Hall when I was 13

As a Barth sibling, I think the best thingAs a Barth sibling, I think the best thingAs a Barth sibling, I think the best thingAs a Barth sibling, I think the best thingAs a Barth sibling, I think the best thing
about the Barth Syndrome Foundation is:about the Barth Syndrome Foundation is:about the Barth Syndrome Foundation is:about the Barth Syndrome Foundation is:about the Barth Syndrome Foundation is:
We are no longer alone because of BSF.
Siblings, parents, affected boys and other
family members no longer have to feel isolated
or like no one else understands what they are
going through.  We all have each other now.

Alanna
 Layton

Eliza
McCurdy

(L-R): Wendy Cruce,
Melissa Sullivan, and
Alanna Layton,
volunteers at the
County-Wide Fun Fest
Day in Perry, Florida.

BSF's Outreach Program
on the road bringing families
and sibs together!

Barth Syndrome Sibling Spotlight!Barth Syndrome Sibling Spotlight!Barth Syndrome Sibling Spotlight!Barth Syndrome Sibling Spotlight!Barth Syndrome Sibling Spotlight!

Below are the profiles of two of our fantastic BSF siblings. Please e-mail Jess Wiederspan at
onionhater1979@yahoo.com with questions or comments.



The Barth Syndrome Foundation, Inc. (BSF)
appreciates your contribution. Your gift helps
us continue our programs designed to increase
awareness, support and educate families and
physicians, and fund research. Please visit our
website at www.barthsyndrome.org for more
information. All gifts are tax-deductible to the
fullest extent permitted by the law. The official
registration and financial information of BSF
may be obtained from the Pennsylvania Dept.
of State by calling toll-free, within PA, 1-800-732-
0999. Registration does not imply endorsement.
BSF’s Florida registration number is SC-12347.
One Hundred percent of your contribution will
be received by BSF. Please forward all
contributions to:  The Barth Syndrome
Foundation, Inc., P.O. 618, Larchmont, New York
10538.

Power of KindnessPower of KindnessPower of KindnessPower of KindnessPower of Kindness ...Contributions received since July 1, 2004

"Angels" who Have Made
Significant Donatons

American Express Foundation
Bailey, Patricia/Clarke (The Patricia
  & Clarke Bailey Foundation, Inc.)
Benevolent and Protective Order of Elks
Berry, Carla/Rick
Blumenthal, Cynthia/Richard
Bodary, Lisa/Michael
Bradley, Robert/Margaret
Brehm, Louise/Russell
Brown & Brown, Inc.
Brunings, Helene/Hoffman, Laura
Bullock, Betty W.
Burmeister, Marita/Charles
Campbell, Deborah L.
Chan, David (Everbest USA Continental)
Cheatham, Linda/Dr. John
Coastal Instrument & Supply Co., Inc.
Cracchiolo, James
CRT Capital Group LLC
Cusack, Carrie/Tom
Dynamic Express
Evoy, Sally/Larry
Sattar, Anis
Fergasam Garmet Industries  Ltd.
Gambino, Frances/Thomas
Garry, Leigh/Robert
Geary, Ann
Genthner, Harold
Goodman, Diane/Robert
Haas, Wendy/Rod
Hart, Dana
Hazen, Elizabeth/Edward
Hobbs Pharmacy United,Inc.
Hsieh, David
Huck, Charlotte
Janus Foundation
K Studio
Kavetas, Mrs. Harry (The Harry L.
  Kavetas Family Fund)
Kelly, Peggy/Alfred
Kugelmann, Karen/Peter
Kugelmann, Jan/Steve
Kugelmann Land Surveying
Lake City International Trucks,  Inc.
Lin, Clark CC (Marfi’s Garment Corp.)
Lindsey, Mr./Mrs. John (Sara and John
  Lindsey Foundation)
Lockheed Martin
Lummis, Gaylord/Bradley
Lummis, Marliyn/Dr. Fred
Lummis, Richard
Lummis, William
Malkin, Isabel/Peter (The Malkin Fund,
  Inc.)
Malkin, Laura/Scott
Mann, Rosa/Allen
McCurdy, Kate/Steve
McCurdy, Virginia/William
McKowan, Christopher
Monetti, Dorothy/Robert
Neff, Elizabeth/George
Oldewage, Casie/Scott
Olson, Sharon/Richard
Optimist Club of Perry Florida
Osnos, Susan/Peter
Pace, Ed
Papone, Sandra/Aldo
Perini Building Company, Inc.
Perry Elks Lodge
Roggow, Beth
Rotondi, Mary Frances/Andrew
Russell, Allene/Dr. Paul
Sam’s Club Foundation
Schantzen, Sandy/John
Schlossberg, Martin (Castle Hill
  Apparel, Inc.)
Seimans Medical Solutions USA, Inc.
Shapiro, Brenda/Earl
Spectralink Corporation
Sutherlin Cadillac/Mike Erdman
  Motors, Inc.
Swennen, Veerle/Eric
The Frill Foundation
The Lebensfeld Foundation
Tongkook America Inc.
United Space Alliance
Vaisman, Beth/Natan

Contributions of
$50 and Above

1507386 Ontario Ltd.
AAMCO Transmission of Merritt Island
ATP Solutions (Stephen Petzke)
Abbonizio, Leita
Adams, Catherine/Robert
Adams, Lynda/Phillip
Adams, Sandra/Greg
Adams, Alma Mills/Theodore
Adapt Aviation Inc.
Aim Trimark
Aircraft Maintenance Engineers Assoc.
Allison, Terri
Allman, Maureen/Peter
Allman, Thomas E.
Ambrose, Judy
Anderson, Debra
Anderson, John and all at British
 Aerospace, Prestwick
Anderson, Suzy/Wayne
Anderson, Tommy & friends in Porthcawl
Andrews, Ellen/David
Archer’s Eyewear
Architects in Association
Arth, Lawrence J.
Asaff, Colette/Ernest
Avard, Janice
Aviall Canada Ltd.
BMW Canada Inc.
Baffa, Rosemary/Ted
Baker, Joanne
Bancroft, Rev. Frank
Barlow, Rebecca/Steven
Barbier, Etienne
Barrie Honda
Barrs Court School Fund
Basler, M.D., Rodney S.W.
Bater, Jennifer N.
Bay State Gas Company
BD Corporation
Beefy Gang LLC
Berardino, Martha/Robert
Berens, Harriet and Wayne
Bergquist, Clay
Berland, Leslie/Jonathon
Berman, Carol
Berman Hopkins, Wright & Laham
Beyel, Danny (Beyel Bros. Crane)
Beynon, Liz/Dave
Bialo, Katherine/Kenneth
Bingham, Kathy/Dr. Dave
Bishop Shanahan H.S.
Black’s Spray Service, Inc.
Blaise Automobile Detail, Inc.
Block, Sharon/David
Bob Steele Chevrolet, Inc.
Boccella, Kara and Michael
Bogert, Amy
Bogert, Carroll
Bogert, Sally/Nicholas
Boniface-Hiers Chrysler Dodge
Boris, Mary Pat/Marc
Bowen, Shelley/Michael
Bowen, Mary
Brabbs, Madelyn/Kelley
Bradley, Nancy/Robert
Bradt, Meg
Bregman, Michael
Brenner, Kathleen/Andrew
Brevard Mutual Insurance Agency Corp.
Brevard Home Furnishings Gallery Inc.
Brewer, Gerilyn
Brickey, Beverly

Bridger, Dianne/Wayne
Brooker, Michele/Bradford
Brooks, Midge
Brophy, Thomas
Broughan, Malcolm
Brown, Tracy/Cary
Brown, M. Vanburen
Bruge Family
Buckley, Nancy/Les
Buddemeyer, Donna
Buddemeyer, Randy J.
Bull, Lyn
Bull, Sarah/David
Burdett, Norma/Alfred
Burgess, Charlotte/Larry
Burke, Rose/Thomas
Burns, Edward
Burns, Geraldine
Burtis, Cleo
Bussen-Mayer Engineering
Butera, Jaclyn
Byrd, Michelle/Todd
CC De Noorgouw (team of teachers)
Cabot, Dale Pirie
Calvo, Beatriz/Jorge
Camborne, Redruth & District Lions
  Club
Cammiso, Sarah A.
Campbell, Candy/Bob
Capuano, David
Carroll, Ann/Robert
Carson, Diane/Michael
Carveth, Beth/Dr. Steve
Case, Jr., Charles I.
Castle, Sheila (Feathers)
Cavanaugh, Alice/Matthew
CB Richard Ellis
Chandler, Cameron
Chapin, Barb/Lee
Cheatham, Dr. John
Chenault, Katherine/Kenneth
  (The Ayco Charitable Foundation)
Chuck’s Lawn Service & Landscaping
Cloherty, Francis J.
Cohen, Jerome
Collazzi, J. J.
Concannon, Maura
Conchar-Grenafege, Cynthia
Condliffe, James
Condliffe, Mr. D./Mrs. C.
Connor, Priscilla D.
Cook, Christopher
Corrow, Julie
Country Meat Cuts
Coutinho, Alexandra
Cox, Patricia/Gerald
Crittenden, Catherine/Gary
Crocker, Catherine E.
Croxton, Linda
Cruise Holidays of Barrie
Cummings, Betty/James
Cunniffe, Helen/Francis
Cushmore, Patricia (The Cushmore
  Family)
Customers for Life Inc.
Dalton, John
Damin, Mandy/Claudio
Dannels, Therese/Richard
Davies, J. Robert /Diane
Davies, Stephen
Davis, James
Davis, Sandra
Davis, Kaye/Jeffrey
Day,  Margaret
Deforest, Ina/Wilmer
Deforest, Lorraine/Dupont, Kevin
Decker, Jennifer/Thomas
Deeter, Leslie/Doug
Deruvo, Vincent M..
Dickenson, Susan
Dickie, Paul
Digiovanni, Teresa/Eugene
Dimon, Kit/Gerry
Direct Line/Bull Family
Disney VoluntEars, London
Dix, Glenda/Lee
Dobrosky, Paula/Thomas
Doherty, Barbara Anne
Doherty-Bigara, Jerome

Dolan, Katherine/Peter
Donnalley, Jenifer
Dowden, Carroll
Dowden Health Media
Doyle, Patrick
Drinkwater, Paul
Dungan, Robert
Dunn, Anna/Mark
EDF/Emma Mees
Edwards, Bobby
Elmer, Keith/Youngsters Ltd.
Elwood, Lynn/Rick
Elwood, Susan/Brian
Emerick, Douglas (Doug Emerick’s
  Lawn Svc.)
Emery, Suzanne/Jonathan
Engel, Ruby/Frederick
English, Shandra
Enos, Cheryl/James
Evans, Robert
Everett, Danny
Fairchild, Carl E.
Fairchild, Mr./Mrs. Carl D.
Falcon’s Roost, Inc.
Farrell, Susan/Tim
Feldman, Rosalyn/Richard
Fenn, Greg
Fields, Wendell
Fink, Penny
Firestone, Ann/James
Fleet Matching Gifts Program
Fletcher, Darwyn/James
Flynn, Clare
Ford Credit
Ford Motor Company
Foster, Kathleen/Frank
FPA Customs Brokers, Inc.
Franklin, Dorothy/Peter
Fraternal Order of Eagles  #4257
Frey, Lucille/Robert
Frost, Tracy
Fuller, Judith/Russell
Fusion Bistro, Inc.
Galbraith, Lois/Morris, Les
Gardiner, Nancy/Timothy
Glenn Gardner
Garrison, Michele/Chuck
Garrity, Caroline/Jonathan
Garzona, Maria
Geertsema Family
Geeser, Gerald
Gelber, Elaine/Dr. Ben
Gellman, Jennifer/Richard
Gemell, David & all at Ayr Hospital
Gemell, Esther & all at the Coach and
  Horses Pub
General Parts Inc.
Harold Genthener
Genzyme Foundation Charitable Gift
  Fund

Geroux, Roxanne
Gerszberg, Richard
Gilchyonok, Polina
Gilmour, Lorraine & all at Morrisons
  Supermarket
Gittelman, Ann/Jud
GLOW Title & Escrow
Golden, Dr. Helen K.
Gonzalez, Dr. Iris
Goodwin, Virginia/William
Gould, Jan
Grabarz, Jillian
Grant, Alec/Catherine
Graper, Teddy/Maureen Bird-Graper
Gray, Melany/William
Great Garage Sale
Greenberg, Dr. Miriam L.
Greene, Roy M.
Gregory, Karen
Gress, Natalie/Emil
Gunderson, Barbara/Kent
Gunther, Virginia
Gurr, Sheila/Clifton
Guthorn, Diane G.
Guthorn, Robert J.
Haessler, Nancy/John
Hamden, Dr. Firas
Hammett, Richard C.
Hampton, Mary
Hardison, Jodi/Charles
Harris, Jesse
Harris, Syble/John
Hartnett Properties
Health First
Hedgecock, Debbie/Norm
Helen Keller Elemen. School
Hennessey, Mary Alice/Michael
Henricks, Peggy/Dr. Bruce
Herr, Katherine V.
Hessler, Kathi
Higgins, Liz/John
Hill, Sally/Clifford
Hinchcliffe, Margaret/Brian
Hingle, Carl
Hintze, Audrey
Hirschfeld, Paul
Hobbins, Antonia
Hock Your Rocks
Hodge, David M.
Holcomb, Pamela/Scott
Holland, Diane/Mark
Hollowell, Robbin/Steven
Holmes, Sandra
Holzberg, Ellen Raskin
Hone, Susan/Chris
Hope Aero Propeller & Components Inc.
Hope, Christiane/Michael
Hope, Harry/Helen
Hopf, Kurtis A.
Horton, Jennifer/Charles

Varner, Paula
Wal-Mart Foundation
Weltlich, Dodie
Wilkins, E. Joanne
Wilkins, Sue/Dr. Mike
Wilkins, Muriel
Williams, Kathleen
Winston, Laura
Zehner, Carlyn/Jon
"Anonymous Donor"



Power of Kindness ...Contributions received since July 1, 2004

Special Contributions
of Time and Advice

Allison, Mark
Allison, Terri
Anderson, Suzie
Antomarchi, Nicolas/Eva
Ashenfarb, David (Schall & Ashenfarb)
Baffa, Mary
Baffa, Rosemary
Bellamy, Amanda
Barth, Dr. Peter
Berthy, Julie
Beulow, Nancye
Beyer-Lead, Rick
Biesecker, Dr. Leslie
Blanco, Dr. Patricia
Bliss, Josh
Blokzijl, Hanneke
Bollé, Thea
Bolyard, Dr. Audrey Anna
Bonilla, Dr. Mary Ann
Bowen, Michael
Bowen, Shelley
Bowles, Dr. Karla
Bryant, Dr. Randall
Buddemeyer, Leslie
Bull, Dave
Bull, Sarah
Butera, Jaclyn
Burnazian, Lara, Esq.
Byrne, Dr. Barry
Callahan, Barbara
Callahan, Lynn
Cardoza, Pio
Carlson, Tony
Carnes, Pam
Carter, Robert , Esq.
Changing Our World, Inc. (Mike Hoffman,
  Susan Raymond, Kate Golden, Brian
  Crimmins, and Fran Sheeley)
Carter, Kate Casidine
Chantler, Sally
Chapman, Sharon

Howell, Patrica/David
Hudson, Nancy/Thomas
Hudson, Sherri
Hughes, Ronn/Cathy
Hummingbird Ltd.
Hurlbut, Sheri and Dr. Greg
If It’s Water, Inc.
Im, Helen
Irene Development Inc.
Island Surf and Skate LLC
Island Sports Shack
Jaillet, Lizabeth
Jamson Visions, LLC
Jaspers, Valerie
Jenny’s Auto Parts, Inc.
Jessiman, Joan/Dr. Andrew
Jones, Edmunds & Associates, Inc.
Johnston, W. Douglas
Joyce, Jane/David
Juico, Jose F.
Kahler, Judith/Timothy
Kalange, Teresa/John
Karr, Christy
Kaufman, Wendy B.
Kavetas, Elizabeth Ann
Kearns, Richard
Keating, Barbara/Con
Kelly, Rebecca
Kenney, David (Digitas)
Kenney, Linda
Kenyon, Barbara/Allan
Kern, Philip E.
Keswani, Laura/Raj
Ketterman, Kent E.
Kew Beach Couples Club
Kiechel, Vivian/Dr. Fred
Kinsella, Robert
Kittleson, Holly/Clay
Kizer IV, J. Buffington
KL Stok Corp
Knights of Columbus
Knowlson, Mr. E.W. &  Mrs. V.F.
Kordel, Rita/Chester
Kratchman, Joan/Robert
Kring, DDS, H.Roderic
Krug, Edwin R.
Krupczak, Jaylynne/Michael
Kube, Donna/Richard
Kugelmann, Julie/Brian
Kugelmann, Mary Irene
Kugelmann, Catherine/Mike
Kugelmann, Hanh/Tom
Kugelmann, Maria/Warren
Kunkle, Jr., John M.
Kverland, Juliette H.
Labelcraft Products Ltd.
Lafuria, David A.
Lahoda, Mr./Mrs. Scott
Lambert, David E.
Landa, Jeanette/Lloyd
Lankes, Michael
Lauerman, Meg/Jim
Lauren Homes Inc.
Lawson, D.C., Richard
Lawson, Doreen
Lederman, Sarah/Seth
Lee, Dongho
Lee, Gayle
Lehman Brothers Inc.
Leon, Susan (The Leon/Fredman Family)
Leone, Claire/Lewis
Lever, Beverly/Charles
Levine, Steven
Lichte,  Marie/Eric
Lincoln Community Foundation
Lind, Michael R.
Linder, Pat/Dr. Max
Loggins Realty, Inc.
Lorenc, Diane
Lorino, Richard G.
Louis Rothschild Insurance Agency
Lowenthall III, Daniel A.
Lu, Kristen/Vincent
Lynch, Julia/Daniel
Lynn, Michael
Lyon, Jeffrey
Lyon, Robert
Lyons, Mrs. Kath
M2 Constructors,Inc.

Malin, Edyth L.
Malin, Joseph
Malin, William N.
Malkin, Louisa
Man Group/Jeans for Genes
Mancino, Rosemary/Angelo
Mann, Sheila/David
Marks & Spencer PLC
Marks, Henry/Alexandra
Marlowe, Dan
Marsh, Bette
Martinez, Deborah/Dr. Jose
Mask, Mr./Mrs. Harold
Massengale, Ruth/Dr. Martin
Masterson, Moira
Matthias, Linda/Michael
Mazzocco, Dr. Michele
McClatchy, Devereaux
McClintock, Cynthia/Michael
McConaughy, Beverly/James
McCurdy, Sharon/John
McCurdy, Elizabeth
McCurdy, Will
McDonnell, Diane D.
McFee, Wendy
McGill, Steve/Nancy
McGuinness, Christine
McIntosh, William
McJannett, Susan/Bob
McQuaig, Brenda/Michael
McSherry, Elizabeth/William
Medici, Christine/Jim
Meighan, Paula
Melrose, Patricia/David
Merchant’s Financial Guardian Inc.
Merritt Island Lodge  #2073
Met-Con, Inc.
Metropolitan Life Foundation
Michaud, Yoko/Steven
Miller, Cornelia/Gary
Miller, Michael/Romaine
Minnick, Daisy/Gates
Miranda, Jr., John
Mitchell, Robin
Mixter, Elizabeth/Steven
Mizell, Melba/Neil
Mollica, Alison/Jeremy
Moncure, Suzanne
Monetti, Catherine
Montanaro, Theresa/Louis
Moore, Nigel/Lorna
Morganstern, Louise/Marc
Morris, Ian
Morrissey, Terrence
Moss, Bruce A.
Motzkin, Robert
Mueller, Henry
Murphy, Tony
Myers, Judith
Naraine, Christopher
Nelson, Dr. Miles
Nelson, Teri/Scott
New, MP
Nicoll, Mary/Thomas
Nissen, Ginger/James
Noddle, Norman/Bev. McKee
Norris, Mary/Dr. Mike
Northrup, Kathryn/Bruce
Novopharm
O’Connell, John
Okoniewski, Rita/Joseph
Olson, Tina/Dean
Olson, Julie/loy
Olson, Maria/Tom
On Occasion
Ondich, Shelley H.
Ordonez, Kimberly/Albert
O’Shea, Gina L.
Osborne, Nancy/Rep. Tom
Osterhout, Melony/Alfred
O’Toole, E. Gail
Otte, Carolyn/Rob
Overton Methodist Church
Owens, Pete
Paczkowski, Taisia
Pagano, James (Fully Involved Lawn
  Service)
Paolizzi, Celeste/Vicent
Paradise Ford

Parker, Greg
Parker, Yvette Michelle
Patent, Patricia/Robert
Patrick, Barbara
Pepsi Cola Bottling Group
Perkins, Phyllis
Peter Heidke Memorial Trust
Peterson, Harriet/George
Pfizer Foundation Matching Gifts
  Program
Pierson, Nancy/Frank
Pike, Maureen/Stephen
Pinar, Pilar
Piranha Pools, Inc.
Pitkethly, Maureen
Pittenger, Julie/Jim
Poitras, Sandra/Michael
Pollack, Judann/Stephen
Poulos, Frances
Powell, Anthony
Precision Aero
Pringle, Julie/Matthew
Professional Shopping Service, Inc.
Purcell, Jaqueline/Robert
Quality Pontiac/GMC Truck
Queenan, Jeri/Charles
Quigg, James
Rader, Carol
Rader, Stephanie
Rainbow Embroidery, Inc.
Rance, Helen
Re/Max Aerospace Realty
Recco, Madeline/Gerard
Reed, Kathryn
Remeika, Suzanne K.
Remensnyder, Mary/John
Reusch, Wolf/Nicky
Rey, Lisa/Nick
Reynolds, Smith and Hills, Inc.
Richman, Christine
Rigg, Eliza
Rigg, Kent
Rigg, William
Rigney, John
Rios, Alexander
Ritter, Carole
Ritter, Cathy
Rivers, Ray
Robertson, Harriet
Roberts, Elizabeth/John
Robidout, Monique
Rodan, Katie/Amnon
Rodbell, Colette/Gary
Rodbell, Julia
Rodbell, Elizabeth/Mitchell
Rodbell, Michael (Michael Rodbell
  Trust)
Rogers, Susan/Jimmy
Rogers, Catherine/Lawrence
Rosenshine, Arnold Mark
Rosenshine, Sharon/Howard
Rosiek, Cheryl/Paul
Roth, Marcia/Dr. Bob
Rothschild, Katherine/Adam
Rothschild, Louis
Rothschild, Stephen
Rozien, Alain
Ruiz, Israel
Runaway Investments, Inc.
Russell, Margo/Harold
Russell, Sara/Paul
Russon, Keith
Ruud, Jaime/Tom
Sabell, Francie/Jeffrey
Sage, Vicki Diane
Sammy’s Auto Service
Sandcastle Video
Santoriello, Andrew P.
Sauer, Elizabeth/Robert
Scanlan, Erik
Schantzen. Sandy/John
Schlosser, Jacqueline/Alfred
Schroeder, Raghad
Schroeder, Wallace
Schumann, Kenneth C.
Scott, Denise
Scoville’s Auto Machine
SD Martin Financial Services
Seacrest, Sue/Gary

Seadragons, Inc.
Seaman, Andrew
Security Systems Specialists, Inc.
Segal, Anne
Segal, Heather
Selman, Jack
Sermabeikian, Hagop
Shamblin, Sue/Dave
Shapiro, Janet/Joel
Shek, Anthony
Shell UK / Unicorn -Basingstoke
Sherer, Pamela/Anthony
Sherer, Carroll
Sherwood, Robert J.
Shields Health Care Group
Shirley, Catherine/Wiilliam
Shreve, Linda/Bill
Shumate, Mimi
Simon, Mr./Mrs T.
Sleeper, Emmy Lou
Smith, Judi/Jeffrey
Snedeker, Frances/Rob
Solomon, Mike
Sonderegger, Mary Ann/Ted
Southern Style Stucco
Souyri, Francois
Space Coast Honda
Spurrier, Nancy/Hal
Stabile, Terri
Stanton, Maria Delguercio
Stapley, H. Todd
State Auto Electric
Steely, Robin/Seaman, Andrew Varner
Stein, Matthew (Jewish Community
  Endowment Fund)
Stenson, Marie/Martin
Stenson, Paul
Stevens, Lila/Robert
Stohs, Kristen/Dr. Gene
Stoner, Dr. Joan
Strauss, Judith
Stricklin, Louise
Stuart, Todd
Stuckey, Nancy/Dennis
Sullivan, Barbara/Bill
Sunsational Landscapes Inc.
Swain, Ginny/Robert
Swanson, Mary/Bill
Swennen Family
Taleb, Cynthia/Nassim
Taylor, Natasha/Ross
Teckli, David (Mist Inc.)
Teedla, Marianne/Peter
Teeter's Contracting & Transport
Tegt, Dr. Barb/Tom
Telles, Michelle/Michael
Temple-Inland Foundation
Tetrault, Tina/Arthur
Tezel Investments Inc.
Tezel, Patricia/Kurt
The Marktones
The Rocky Mountain Jr. H.S.
Thomas, Christian R.
Thompson, Michael
Thomsen, Patricia
Tinsman, Bill
Tjart, Richard/Gwen
Todd, Ian
Tomlinson, Danny/Annette
Tracey Drake Realtor
Trentham, Charlene M.
Triangle Auto, II
Tseng, Bob (H.C.T. Textiles USA Ltd.)
Tulchin, Nora/David
Turetzky, Tiffany/David
Tutwiler, Lucile C.
UBS
UGS Corp.
Ullstrom, Joyce
Ulma Form Works, Inc.
United Way of the Bay Area
Unthank, Toni/Mike
Van Duyne, Jeanette/David
Vankonijnenburg, Kymberly
Van-Loc, Inc, DBA  Kings Duck Inn
Varner, Beth/Tom
Varner, Judy
Viebranz, Elaine/Albert
Vogt, Jerre

Vogt, Kathleen/Michael
Waldron, Mary/John
Waterman, Marcy/Christopher
Waters, Helen/Martin
Watkins, Dr. Frank
Weaver, Joan
Webb, Lindsay
Weinstein, Wendy
Weisenbonn, Bill
Weltlich, Mrs. Anna
Weltlich, Beth
Weltlich, Mr./Mrs. Robert
Wenglin, Barbara/Barry
Werner, Kathleen
Wey, Kelly
Wharton, Philippa/Philip
White, Mr./Mrs. Johnny
Wiederspan, Jess/Mark
Wilkins, Danny
Wilkins, Dr. Jerry
Wilkins, Dr. Kristi/Lee
Wilkins, Marilyn
Wilks, Carol/Bruce
Winner Auto
Wolf, Deborah M.
Wolfe, Christina/Richard
Wolk, Tracy/John
Women of the Moose
Wyatt, Thomas
Yancey, Thomas E.
Yarnell, Steven
Ynclan, Michael
Young, Cynthia
Young, Ronald
Zcenilli
Zerilli, Sam/Eileen
Zogaric, Kyoko/T.J.
Zurbrick, Patricia M.
Zweidinger, Leif



Power of Kindness ...Contributions received since July 1, 2004

Did you receive more than one of the same
newsletters from BSF?  Have we spelled your name
or street wrong? If so, please fill out the form below
and send it along with the incorrect mailing labels in
the enclosed envelope.
Name:__________________________________

Address:      _____________________________

City, State:     ____________________________

Postal Code:_____________________________

Country:      _____________________________

E-mail:       ______________________________

Thank you for your patience as we continue to
update our records!

Christodoulou, Dr. John
Colan, Dr. Steven
Coleman, Helen
Coleman, Dr. Rosalind
Condliffe, Cynthia
Condliffe, James
Cortez, Anne
Coutinho, Alexandra
Cox, Dr. Gerald
Crawford, Eleanor/Michael
Croxton, Linda
Croxton, Matthew
Cruce, Wendy
Dale, Dr. David
Damin, Marco
Damin, Michaela
Damin, Nori
Dannels, Dick
Dannels, Terry
Davis, Anastasia
Davies, Rob
Day, Dr. Jane
Degli Esposti, Dr. Mauro
Delaney St. Baptist Church
Develle, B.J./Greta
DiMauro, Dr. Salvatore
Doherty-Bigara, Jérôme
Doyle, Kath
Dowhan, Dr. William
Duncan, Peter CPA
Elwood, Lynn
Elwood, Rick
Excell, Jeanna
Feigenbaum, Dr. Annette
Fakunding, Dr. John
Fortier, Jodie
Foxon, Kim
Fricker, Dr. Jay
Frisby-Moore, Erica
Gagnon, Lou Ann
Galbraith, Lois
Ganz, Doug
Gaudin, Herve
Gay, Ruth
Geigle, Dr. Paula
Gilboy, Doris
Gilmour, Lisa
Gonzalez, Dr. Iris
Gordon, Karen
Gravitt, Carolyn
Greenberg, Dr. Miriam
Groft, Dr. Stephen
Guerin, Olivier
Guys in the Band (Bill Hoffman/Rich
  Hinchman)
Hall, Colin/Midge
Hall, Teresa
Harvath, Dr. Liana
Hatch, Dr. Grant
Hawkins, Lawton
Heidinga, Hester
Hennekam, Prof. Raoul
Henry, Anne
Hintze, Audrey
Hoffman, Maggie
Holmes, Pam
Hone, Susan
Hope, Chris
Hope, Michael
Hope, Robert
Island Active Wear
Johnson, Linda
Johnson, Kristen
Josselin-de Jong, Wiarda
Juico, Eileen
Kacinski, Debbie
Kainer, Daryl
Kearns, Richard
Keens, Shay
Kelley, Dr. Richard
Kern, Rebecca
King, Lynn
Knauer, Bill
Kovacs, Dr. Adrienne
Kropp, Susan
Kugelmann, Dave
Kugelmann, Irene
Kugelmann, Jan
Kugelmann, Matt

Kugelmann, Steve
Kuijpers, Dr. Taco
Kuipers, Tanja
LaDuke, Kelly
Lam, Dr. Jan
Lamoia, Michelle
Lara, Alice (SADS Fdn.)
Lauring, Dr. Brett
Layton, Alanna
Lemettre, Isabelle
Leroux, Jeanne
Lever, Beverly
Lyall, Doug
Lynn, John
Lochner, Joyce
Loo, Albert van
Loo, Joke van
Loo, Robin van
de Lonlay, Dr. Pascale
Losan, Dr. Petr
Lyons, William
Madgett, Roberts, Marlowe, Jackson &
  Associates
Mah, Dr. Cathryn
Mann, Shelia
Manton, Annick
Manton, Rob
Manton, Greg
Martin, Joy
Martins, Raquel
Maruno, Yuriko
Matthias, Linda
Mazzocco, Dr. Michele
Mitchell, Jim
McConaughy, Bobbi
McConaughy, Jim/Bev
McCurdy, Kate
McCurdy, Steve
McFeggan, Tammy
McMahon, Eileen
Mees, Emma
Meyer, Donald
Miller, Cheryl
Mock, Kim
Monahan, Laurie
Monahan, Tom
Montenero, Theresa
Moore, Nigel/Lorna
Moore, Dr. R. Blaine
Morris, Dr. Andrew
Morrison, Cecilia
Morris, Les
Mouche, Philippe Alexandre
Murphy, Tony
Nerbonne, Stephane
Newbury-Ecob, Dr. Ruth
Nuckolls, Dr. Glenn
Ocean Potion
Old, Dr. Susan
Oldewage, Casie
Oldewage, Scott
Olson, Dean/Tina/Brandy
Olson, Adam
Olson, Maria/Tom
Olson, Sharon/Richard
Oram, Heather
Osnos, Susan
Pace, Ed
Pagano, MaryLou/Jim/Jamie
Palmer, Dr. Rhey
Parker, Melvin (WPRY)
Parrish, Dr. Catherine
Pearson, Dr. Gail
Perkins, Phyllis
Peterson, Dr. Charles
Pettigrew Family
Poll -Thé, Dr. Bwee Tien
Porter, Dr. John
Pruett, Debbie
Pupils & Staff @  Oakley Jr. Primary
  School
Redfearn, Sharon
Reece, Bryce
Reimschisel, Dr. Tyler
Reiss, Dr. John
Reppen, Heather
Rinaldo, Dr. Piero
Ritter, Catharine
Rivers, Nina

Rodbell, Gary/Colette
Rosenshine, Jon
Roubos, Mr./Mrs.
Ruelf, Dr. Michael
Salerno, Mary Beth
Sayers Family
Schantzen, Sandy
Schlame, Dr. Michael
Schroeder, Raghad
Sedefian, Lynda
Segui, Damaris
Shajer, Esther
Sheffield, Vivian
Sheppard, Jamie
Sherman, Cathy
Sherwood, Dr. Geoff
Shirley, Alan/Denise
Shum, Bill/Ginny
Solomon, Mike
Spencer, Dr. Carolyn
Spinella, Dr. Giovanna
Steinberg, Leonard
Steward, Dr. Colin
Stewart,  Mr./Mrs. Michael
Stoner, Dr. Joan
Strauss, Dr. Arnold
Sullivan, Melissa
Swennen Family
Taubert, Dr. Kathryn
Telles, Michael
Telles, Michelle
Thomas, Carla
Thompson, Angie
Thompson, Erin
Thorpe, Jeannette
Thorpe, Nigel
Torncello, Ginny
Tousova, Pavla
Towbin, Dr. Jeffrey
Townsend, Colyn Esq.
Tweed, Scott
Vallabhbhai, Suman CPA
Vaz , Dr. Frederic
Vetter, Dr. Victoria
Vosgien, Don
Wanders, Dr. Ronald
White, Marty
Wiederspan, Jess
Wilkins, Dr. Michael
Wilkins, Sue
Wilks, Carol
Williams, Kathleen
Williams, Kathy
Williams, Mary
Wise, Lisa
Xu, Dr. Yang
Walker, Gena
Wiggins, Mark
Zurbrick, Patty

Sponsors
Weddings & Functions
Cardiomyopathy Foundation
Children’s Heart Foundation
Clark & Kent Panelbeaters
Heart Transplant Families Together
Holman Enterprise
Hope Aero
Hummingbird
Martin Electronics
Remax
PIMS Financial Svcs.
The Lied Foundation Trust
The Pavilion
McVeigh, Dr. John/Amanda
Momentum Life
Foord Recruitment
H.T.I. Insurance Brokers
Lambert Brothers Healthcare &
  Insurance Brokers
Romsey Lion’s Club
Siemens Medical Solutions USA, Inc.
United Space Alliance Employee’s One
  Fund

In-Kind Donations
Alistair Gordon Racing Stables
Ashforth, Steve & Kristna
BD
Baunanometer
Bay State Gas
Beckley, James & Kaz
Bentham, Geoffre/Janet
Brandhouse
Brazier, Guy/Grace
Brevard County Sheriff's Dept.
Bridger, Alana
Bridger, Dianne
Brown, Malcolm/Jean
Burnett, Trevor/Margie
Byrne, Kevin/Debbie
Ciufo, Fred
Clarke, Janice/Mel
Clear Channel Airports, Dallas
Coates, Jeanne
Consol Express
D&G Sports & Western
Dairybell
Deforest, Wilmer
Deacon, Raymond/Paula
Disney, London/Isabelle Lemettre
Dunbar, Terry
Durban Shongweni Club
E-Pill
E W Snell & Co.
Edibles Divine Catering
Elwood, Lynn/Rick
Filmer, Guinot /Brigit
Final Focus Productions
Future Packaging KZN
G & R Wholesale Jewelry
GAJ NAGS Printing
Gadsby, Paul (Jockey Academy –
  Shongweni)
Georgian Pontiac
Global Works, Inc.
Hardie, Cathy
Hearmon, Greg
Hope Aero
Hope, Chris/Michael
Higley, Hazel
Hintze, Audrey
House of Classics
House of Orange
Huggett, Fred
Hughes, Ronn
Humphries, Jack
Illovo Sugar
Island Active Wear
Johnson, Greg
Klind Pottery
Kneebone, Dave/Penny
Kramer, Andrew/Tracy
Lindsay, Sue
Lockhart, Paula
Loos, Ann/David

Lyall, Dougl
Macmillan Publishers, Basingstoke
McDonalds
Merritt Island Printing Co.
Miller, Andrew/Jenny
Miller, Laura/Harper Collins Publishers
Moosang, Brian
Morris, Ian
Morris, Les
Muir, Ken
Noddle, Norm
O’Connell, Kevin/Georgie
Ocean Potion
Patrick Pols of United Bulk
Pediatric Congenital Cardiology Today
Peet, Anthony
Peretti Homeware Collection
Philips
Pilitowski, Bill
Planned to Perfection
Pretorius, Glynis/Leonard
Project HUGS (Albany, NY)
Project Linus
Quiet Flight Surfshops
Reedy Creek Fire & Rescue
Ridley, Lynne/Malcolm
Ricard, Pernod
Ries, Peter/Dawn
Rinaldi Salon & Spa
Ritter, Chris
Rowles, Dave/Nicky
Roy, Larry
Sani-Tech
Saunders, Rob/Anne
Shaffer, Arthur/Gilly
Spenard, Pierre
Sheppard, Jamie
Storm Ferguson
Style Meiters
The Mitchell Family of Stokers
Terry Warren Enterprises
Thistle, Rich
Thorpe/Holley
Thorpe, Nigel/Jeannette
Tomlinson, Annette/Danny
Topjocks
Trademark Corporate Gifts
Trillium Gift of Life Network
Turner, Lynda
Village Mall
Waller, Amanda
Walt Disney
Walter's Orchids
Warren, Janet/Jerry
Weeks, Jane/Ken
Wella, Basingstoke
White, Hugh/Julie
Wilks, Carol
Winship, Bruce/Gayle
 Wolfson's Children's Hospital
Worsley, Darryl



Call for Conference Posters

Barth Syndrome Foundation Scientific and Medical Conference
July 6-8, 2006

Coronado Springs Resort in Buena Vista, FloridaCoronado Springs Resort in Buena Vista, FloridaCoronado Springs Resort in Buena Vista, FloridaCoronado Springs Resort in Buena Vista, FloridaCoronado Springs Resort in Buena Vista, Florida

The deadline for receipt of abstracts is Wednesday, February 1, 2006

The Barth Syndrome Foundation 2006 Scientific
and Medical Conference Organizing Committee
invites conference attendees to submit abstracts
for poster presentations related to any scientific
and/or clinical aspect of Barth syndrome.  Posters
should present: 1) information that is new and
different, 2) novel insights into previously
considered data, or 3) significant extensions of
material presented previously.  Abstracts will be
peer-reviewed, and all proposals that are accepted
will be scheduled as poster presentations.

The full Call for Poster Abstracts outlines the
process for submission, including format, content,
style and eligibility requirements. Please go to
www.barthsyndrome.org for further details and
for an application; they will be posted soon.

Some travel funding will be available, based on need and as well as the quality of the poster
proposed.  Completion of an additional form is required to apply for this funding.  We particularly
encourage young investigators (doctoral and post-doctoral students) to consider participating in
this feature of the program.

Cardinal characteristics,
in varying degrees, include:

Physician
package
available
upon request

What is my Diagnosis?
Doctor,
do you
know
enough

to diagnose my
disorder?  Miss my
diagnosis and I have
only a 30% chance
of living to age 4
years.

• Cardiomyopathy
• Neutropenia
• Muscle hypoplasia
   & weakness

• Exercise intolerance
• Growth retardation
• 3-Methylglutaconic aciduria
• Cardiolipin deficiency

Barth Syndrome Foundation, Inc.
P.O. Box 974
Perry, Florida 32348
Telephone: 850-223-1128
Website: www.barthsyndrome.org

Saving lives through education, advances in treatment and pursuit of a cure for Barth syndrome

The Barth Syndrome
   Foundation, Inc.
P.O. Box  974
Perry, Florida 32348

Phone:      (850) 223-1128
Facsimile: (850) 223-3911
E-mail: info@barthsyndrome.org


