
When Isaiah was born in November 2012, I knew becoming a mother 
would change my life, but I had no idea just how much this little boy 
would impact me. From the very beginning, Isaiah was a good baby: 
he ate well, slept well, and fussed very little. Not only was he a good 
baby, he was also a very healthy baby; each time I would take Isaiah 
to the doctor for his checkups, he would measure on the small side of 
the spectrum, but he was growing consistently and he was thriving. 
Life seemed to be off to a wonderful start for my new family, and we 
were excited to watch our little boy grow and learn new things.

My first BSF conference was in 2008 with my husband, Matt, who is the Science Director 
of BSF, and our son, Jeff, who was 16 years old at the time. I was finally able to place 
faces with the names I had heard Matt speak of so often. I not only was able to meet 

the affected boys and their families but also the scientists and doctors who were working towards 
a treatment and who cared for many of the boys. I was struck by the strong sense of community 
and came to realize how different this conference was going to be.

www.barthsyndrome.org

Barth Syndrome 
Journal
Volume 17, Issue 2 ~ Fall/Winter 2017

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

Inside this Issue
2018 Conference 1/4-5

Our Journey for a Diagnosis 1/8

Letter from Executive Director 2

Letter from Chairman 3

Clinical Trials — Our New Reality 6-7

Proud Parents of Very Rare Child 9

Contacting BSF - A Very Good 
Decision

10-11

Farewell to Professor Steward 12-13

A Huge Thanks To Those Who 
Have Helped Raise Money

13-15

Power of Kindness a-d

Journal Articles Relevant to 
Barth Syndrome

16

BSF Affiliates & Rosters 17

Barth Syndrome Trust (UK) 18-21

BSF of Canada 22-24

Association Syndrome de Barth 
France

25-26

Associazione Barth Italia 27

Description of Barth syndrome 28 (Cont’d on page 8)

2018 BSF Conference:  Share in  the 
Breakthroughs of  Tomorrow,  Today
By Marilyn Toth, Wife of Barth Syndrome Foundation Science Director

(Cont’d on page 4)

Our Journey for  a  Diagnosis
By Leah, Mother of Affected Son (age 5), Arizona

"The information from the Barth Syndrome Foundation’s website has given 
me, as a mother, a sense of empowerment. I am able to provide quality 
information to my son’s doctors and teachers, and this allows Isaiah to 
have a customized plan of care that fits his unique needs." ~ Leah, Mother of 
Affected Individual, Arizona

Note from Shelley Bowen, Director, Family Services & Awareness
We have previously highlighted stories about families who have gone to extraordinary lengths to obtain a diagnosis of Barth 
syndrome. Having a diagnosis provides valuable insights into the underlying condition and its spectrum of risks and also allows for 
a medical approach that appreciates the entire disorder. In this edition of the newsletter, we are highlighting three stories about 
remarkable doctors who also took great steps to obtain a diagnosis of Barth syndrome for one of their patients and the enormous 
difference this has made.
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2018 BSF Conference:  Share in  the 
Breakthroughs of  Tomorrow,  Today
(Cont’d from page 1)

"...The biennial meetings of which I was privileged to attend the first three have become very popular, 
attracting many affected families, medical specialists and scientists, all interested in Barth syndrome."  
~ Peter G. Barth, Emeritus professor of congenital diseases of the nervous system, Emma Children’s Hospital, University of 
Amsterdam, the Netherlands

Jeff and I attended a variety of the Science and Medicine talks which we found to be very interesting. Since I have a nursing background, 
it was especially informative to speak personally with some of these scientists and learn more about their work. It was impressive to 
see all the different areas of research presented according to the symptoms which impact Barth syndrome individuals. The clinics held 
at the conferences are a way to gather information that is useful and critical to doctors, scientists, and families. My son, Jeff, although 
not affected by Barth syndrome, has participated in some of the clinic studies to help better understand this disease.

As each day of the conference progressed, Jeff and I were able to chat with some of the families at mealtimes. The social, which is held 
on the last evening of the conference, was a fun way to get to know and dance with the BSF community members. It was heartening to 
see the boys having a great time. BSF is really like one big family with the same hopes and dreams for a better tomorrow. On the last 
afternoon of the conference, I remember feeling so touched by the slideshow presentation of all the BSF families. It was an enjoyable 
conclusion to a special conference that has the potential to enrich every participant’s life. 

Since 2008, Jeff and I have attended more BSF conferences and enjoyed meeting old friends and making new ones. Each time, I am 
overwhelmed with emotion as I participate in the conference. It amazes me to see how everyone involved works tirelessly in their 
diverse roles to make these conferences a great success each time. As for the boys and their families, I have the greatest regard for their 
perseverance and their abilities to overcome the obstacles they face daily. These families are my true superheroes.

At the conference families are able to share their personal stories with one another making it an event that is valuable and encouraging. 
I believe that we gain so much from meeting individuals who have been through a certain experience. The knowledge received from 
them is priceless. It also brings some level of comfort to speak with others who have had a similar experience.  

As the 2018 BSF conference approaches, why not come and share in the knowledge, experiences, and love that this unique community 
possesses.

Conference attendees at BSF's 2016 conference (Photos courtesy of Amanda Clark 2016)


