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and double your money!
Giving Tuesday is a global day of giving that happens each year following Black
Friday and Cyber Monday. It was first started in Canada in 2013, and is a time when
Canadians come together to celebrate giving and participate in activities that support charities
and non-profits.
Close out 2015 in the best possible way! Give back today! Get it back come tax-time!
To get the momentum going, the Barth Syndrome Foundation of Canada has received a
generous offer to match dollar for dollar the first $3,000.00 that are received in the month of
December! We have already received a pledge for $500!
After a number of years of general Barth syndrome research, searching in different
directions, we have reached the point of having several targeted avenues which now need to
be further investigated. This is very exciting, and offers concrete hope. Unfortunately, as we
move ever closer to specific treatment procedures and a cure, the research, which becomes
more concentrated and specific, costs a great deal. Most Barth Syndrome Foundation research
grants used to be awarded for two years for a total of $40,000, we are now dealing with grants
that cost $100,000 per year plus additional expenses! Words cannot describe the intensity and
nervousness that we feel. We know the possibility is just around the corner, but to get there,
we NEED YOU!
If you are planning on making a year-end donation of any amount, please consider
the Barth Syndrome Foundation of Canada. Every dollar becomes two! Please visit
www.barthsyndrome.ca and click on ‘donate now’ for all of the options available or use the
enclosed reply form and envelope
As an added incentive, the Canadian Federal and Provincial governments offer
sizeable benefits to Canadians who give to registered Canadian charities. These tax incentives
are significant, amounting to as much as 53% of your charitable donation. For more donor
information from the Canada Revenue Agency, please visit : http://www.cra-arc.gc.ca/chrtsgvng/dnrs/menu-eng.html
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President’s Report by Susan Hone
Happy Fall everyone. This is my first newsletter report as President of the
Barth Syndrome Foundation of Canada (BSFCa).
2015 has been a year of significant change for BSFCa. The two major changes were to the Board
of Directors (see article on Board changes pg. 3) and a new direction in our fundraising efforts, which
meant after 10 years, no more golf tournament.
A new initiative, that was well received, was calling our donors in 2014 to simply say thank you
for their contributions to BSFCa. Lois Galbraith and Les Morris undertook to make all the calls. We have
decided to continue this practice in 2015 with Lois and Les volunteering to make the calls again.
We once again committed to partially funding a new research grant entitled “Mechanism and role
of cardiolipin oxidation and hydrolysis in Barth syndrome”. This three year grant is being conducted by
Valerian Kagan, PhD, Professor and Vice-Chairman of the University of Pittsburgh. Funding these
grants bring us nearer to our goal of finding a treatment or cure for Barth syndrome.
We also welcomed a new affiliate to the Barth syndrome family, the Associazione Barth Italia. It
is exciting to have another affiliate, as it shows that Barth syndrome is becoming more recognized and
diagnosed around the world.
The 8th International Barth Syndrome Scientific, Medical and Family Conference will be held in
July 2016. Lois has again volunteered to head the Registration & Logistics committee and Chris and I are
working with Shelley Bowen to plan the Family Sessions/Clinics/Consultations.
Our annual planning session is scheduled for the last weekend of November. It is during this
weekend that the executive comes together to reflect on the year and
establish the goals for the upcoming year.
On a personal note, 2015 has been a year of change for our
family and our journey living with a son who has Barth syndrome.
Unfortunately, Jared had to be hospitalized at the beginning of the year
for a month due to pneumonia and its complications which lead to
having a gastric tube placed. Jared, along with his family, are having
their struggles dealing with this new way of him receiving nutrition.
By belonging to the BSFCa and its partners, it enabled us to reach out
to other families who have gone through similar experiences for advice
and support. Support that we would never have without the existence
of BSFCa!
Chris Hone displaying his Super
Barth pose

Barth Syndrome Foundation of Canada

Thank you to everyone who donates or volunteers to BSFCa,
we couldn’t do it without you!
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From the Heart! by Audrey Hintze
December 22nd - what a wonderful Christmas present. My
daughter Lynn had just given birth to my first grandchild - a beautiful boy
who they named Adam. He was the sunshine that came to lighten my
rather sad home at that time and this, almost 26 years later, remains true as
he is a delight.
It wasn't long after that we received the news that Adam had a
heart defect. My reaction was - Oh no, not again!! I, along with my sister
Phyllis, had both lost little boys due to an unknown heart ailment. Years
later, this condition had a name - Barth syndrome and it launched us into a
whole new world.
Adam showed such knowledge at a young age - I think he was just two when he told me that I had an agitator in
my washing machine. At a very young age, he knew all the countries (including those in Africa) and their capitals, as
well as all the Kings and Queens of England.
He has an inquisitive mind and loves mechanical things. We proudly attended his college graduation - he is a
whiz at repairing small motors, generators, snow blowers, etc. He loves the challenge.
He also loves gardening and each year he helps me with the cleanup in my large garden. He helped build a deck
for me and has power washed it several times. I am happy to see him continue this passion in his new home - helping his
parents put in a new garden.
We all look forward to the semi-annual Barth Conference held in Florida. The researchers and medical
personnel bring us up-to-date on the latest treatments and it is a time to renew friendships. Adam has the wonderful
opportunity of meeting up with other Barth men/boys who have so much in common. They each know what the other
ones are experiencing - the daily frustrations - and he eagerly awaits the next conference in 2016. I have had the pleasure
over the years of raising funds for much-needed research. It is my sincere hope that others who are in, or approaching
their Golden Years, will remember the Barth Syndrome Foundation in their final wishes.
Hopefully, we can celebrate a medical breakthrough that will help all of the world-wide boys/men, like Adam,
who are waiting and praying for that day.

Barth Syndrome Foundation of Canada (BSFCa) Board of Director Changes By Susan Hone
In 2011, the Government of Canada introduced a new Canada Not-for-Profit Corporations Act which
every non-profit corporation had to comply with. Highlights of the new Act included rewriting our by-laws and
changes to board positions.
The members of the Board have not changed; however, some of the roles have. Susan Hone has been
appointed President and Chris Hope’s title is now Secretary/Treasurer. Lynn Elwood and Cathy Ritter are
Directors of the corporation.
I would like to take the opportunity to thank Lynn Elwood for her years of service to BSFCa as
President. Lynn’s knowledge and professionalism helped BSFCa to grow into the successful charity we are
today. I am so grateful Lynn will still be on the Board and able to mentor me as I take on the role of
President. Cathy Ritter and Chris Hope deserve accolades as well for their invaluable roles. Even though titles
have changed, the four of us are committed to our mission of enhancing the lives and outcomes of Canadian
individuals and families affected by Barth syndrome.
Barth Syndrome Foundation of Canada
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Let’s Have a Party! by Cathy Ritter
One of the quintessential must-do’s during
the summer is to have a party! With that “spirit”
in mind, the Summer Party Starter Kit was
invented and some lucky winner (or two!) would
receive the beverages they would require to have a
grand summer party.
With the generous donations of many
BSFCa supporters, two large tubs were filled with
all kinds of wine, liqueurs and alcohol to raffle off
in support of the Barth Syndrome Foundation of
Canada. Those same supporters then aided in the
selling of the raffle tickets so that almost $3,000
dollars was raised and donated to the foundation!
Amazing!!

Winner Phil Bourget with Cathy Ritter

On June 28th, Ryan drew the winning tickets. Michael Hope, very well known in the Barth
community, was the first prize winner while Phil Bourget RN, was the winner of the second prize. As an
added bonus, each of the baskets contained one of the popular Barth Bears!
Congratulations to the winners. A big THANK YOU also goes out to all of the individuals who
helped make this a success: the people who donated to the prizes, sold tickets and, of course, those of you
who bought them! A message to those who were disappointed that they didn’t win… you will get another
chance in the summer of 2016!

Ryan drawing the names with Cathy
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A Family Unites for Fun and Barth By Lynn Elwood
Our “Wonderful Wooden” raffle this fall was a great way to inspire our family to band together
for Barth!
We recruited all ages. Justin (Adam’s brother) and his girlfriend Dalaina spent many hours
proofing, collating and numbering raffle tickets that were designed by Lynn and Rick. Adam helped
with ticket pick-up and deliveries as well as trips to Lee Valley for clock parts.
The draw prizes are truly handmade by family. Dad (Les) planed the rough pine lumber,
selecting just the right boards and then hand crafting the three nesting tables and the pine wall clock
with its beveled glass dome. Lois helped as well, especially in the finishing stages.
Adam lovingly and gently turned a stick of butternut wood on the lathe into the base for a ballpoint pen. He then hand assembled, waxed and polished his finished product. The resulting prizes are
beautiful, professional items that were made with love and pride, and will be special additions to the
winners’ households.
Many people have shared in the ticket sales. Lynn recruited her Mom, Audrey, and Aunt Phyl to
sell tickets to friends and Lois asked the ever dedicated BSFCa volunteers, Carol Wilks (Adam’s Aunt)
and other friends to sell tickets as well. We also have four very ‘Barth Family friendly folks from
Florida’ (Sharon, Jan, Lee and Joanie) selling tickets to friends. Any US-based winners can expect a
January delivery!!
This activity has been great fun and we all anxiously await the draw date on Sunday November
nd

22 !
Thank you family members, friends, volunteers, BSFCa executive members and huge hugs to
the MANY, MANY TICKET BUYERS!!! You have all shared in our dream and vision of “enhancing
the lives and outcomes of Canadian individuals and families affected by Barth syndrome”.

First Prize: Three Nesting Tables
Second Prize: Pine Wall Clock
Third Prize: Butternut Ball-point Pen

Barth Syndrome Foundation of Canada
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Barth Syndrome Foundation of Canada Contributes to New Grant! by Cathy Ritter
BSFCa is happy to announce that it will partially fund the new research grant entitled
“Mechanism and role of cardiolipin oxidation and hydrolysis in Barth syndrome”. This three year grant is
being conducted by Valerian Kagan, PhD, Professor and Vice-Chairman of the University of Pittsburgh.
Although this is the first grant awarded to Dr. Kagan from the BSF grant program, Dr. Kagan was
introduced to the Barth syndrome community at the 2014 Barth Syndrome International Scientific,
Medical and Family conference where he was a guest speaker. Once again, the importance of this biannual conference is highlighted as we continue to grow and expand our researcher base and knowledge
of Barth syndrome. Congratulations Dr. Kagan!

Adam instructing Lynn on the finer points of
glow-in-the-dark mini golf

Barth Syndrome Foundation of Canada
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Susan, Cathy and Jessica enjoying the mini
golf
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Annual Meeting—Sharing Information and Friendship By Lois Galbraith
two dollars to the organization, up to $5,000! This great
news, together with enthusiastic volunteers raising ideas,
fueled a great discussion on fundraising options for the
group and individuals.
At the close of the meeting, the larger group
(including six more family members and friends) had a
fun game of glow-in-the-dark mini golf. The young and
less-young enjoyed the chance to laugh and play. There
On Sunday, April 19, 2015, we held our annual
was even a group with three generations – and the true
meeting and family outreach. This year we were able to
golfers schooled us on how to sink those putts. Dinner at
use the new Jones DesLaurier offices which provided an
Wendell Clark’s followed and gave people a chance to
excellent meeting venue and a comfortable cafeteria area
talk and catch up.
for everyone. Thank you very much, Ian and family for
These family
the use of the office and for making us so comfortable,
and to Phyllis Perkins who brought the traditional best- gatherings and annual
meetings are such a
ever butter tarts that we all enjoyed just before the
great time for everyone
meeting started.
to get together and we
The meeting was well attended with 14 people
all look forward to
joining in on the updates and conversation. President
them. When Sheldon’s
Susan Hone started us off with an understanding of the
Mom indicated they
charity legislation changes and the resulting changes to
might not be able to come due to work, he promptly
the BSFCa board positions. We then had an in-depth
suggested that perhaps she should quit her job because
presentation and discussion led by Cathy Ritter about the
this day was important to him. Sheldon and his family
Science & Medicine progress that is so exciting. There
were able to get there and we enjoyed seeing Sheldon’s
were questions and good discussion
great progress and talking to Jin about some of the daily
about the conference, grants,
issues he faces. Robert spent his birthday with us and let
research progress and upcoming
us embarrass him a little with a set of balloons. Adam
studies into treatment options such
showed his Mom and Omi how to get the job done in
as gene therapy, enzyme
mini golf, and shared his poutine with his Grandma and
replacement therapy, and drug
Grampa. We wish that every Barth-affected family in
therapy. This conversation laid the
Canada could have joined us for the day and we thought
groundwork for Chris to share our annual report
of them all
pamphlet (thank you Chris and Paula), and our financial
as we
position which Chris demonstrated with the aid of
enjoyed the
chocolate coins. Lois shared a volunteer update.
updates,
Fundraising was a hot topic in this year’s
the food,
meeting. We have been very fortunate to have a donor
the fun, and
offer to match donations made this year. This generosity most of all
means that every dollar donated or fundraised becomes the people.
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How You Can Help: Legacy Giving
Barth Syndrome
Foundation of Canada
162 Guelph Street,
Suite 115
Georgetown, ON
L7G 5X7
(905) 873-2391
1-888-732-9458
Fax: (905) 877-5952
info@barthsyndrome.ca

Financial assistance is essential to ensure that the Barth Syndrome
Foundation of Canada is able to continue to run our programs. As with other
charities, the BSF of Canada is looking to the future and would like to
encourage donors to think of us when planning their estate.
When making a legacy gift, you are leaving a lasting memory—this
special gift from the heart brings additional dignity and purpose to a life well
lived. It will be a lasting testimonial of your generosity.
There are a number of different choices when making a legacy gift,
such as a bequest, life insurance, stocks, bonds and more. All of these options
have different tax implications which can either reduce your taxes or increase
benefits to your estate. Please go to our website donation page
( www.barthsyndrome.ca ) or speak with your lawyer for more information
regarding bequests and life insurance gifts.

www.barthsyndrome.ca

Thank you.

What is Barth Syndrome?
Barth syndrome is a rare, genetic disorder primarily affecting males
around the world. It is caused by a mutation in the tafazzin gene which results
in an inborn error of lipid metabolism. This error causes, in various
combinations and varying degrees: cardiomyopathy (disease of the heart
muscle), neutropenia (an abnormally low count of a type of white blood cell
that helps fight off infections), underdeveloped skeletal musculature and muscle
weakness, and severe growth delay and exercise intolerance.
While much progress has been made in treating Barth syndrome,
unfortunately, it still remains all too often a fatal disorder.

Going Green!
If you have any concerns or are interested in receiving our newsletter via
email, please contact Lois Galbraith at info@barthsyndrome.ca
Barth Syndrome Foundation of Canada

10 Years and going strong!!

Registered Charity #86102 2002 RR0001

