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A New Name for 2019...

Board of Trustees: Cheryl Parish (Chair) Ralph Easterbrook, Helen Coleman (Secretary), Geoﬀ Parish (Treasurer), Isabel
Easterbrook with newly appointed Chief Execu ve, Michaela Damin at a recent mee ng in Hampshire

Barth Syndrome Trust Changes Name to Barth Syndrome UK
A new name but our Vision and Mission remain unchanged.
The Barth Syndrome Trust was originally set up under a Trust Deed. This is quite an old fashioned
type of structure and leaves the trustees exposed as there is no limited liability. In 2017 we started to
think about changing our structure in order to protect the exis ng trustees and to make it easier to
recruit new trustees in the future.
From January 2019, Barth Syndrome UK has been created as a Charitable Incorporated Organisa on
(CIO).
The main intended beneﬁts of the new en ty are that it has legal personality, the ability to conduct
business in its own name to hire employees, and limited liability so that its members and trustees will
not have to contribute in the event of ﬁnancial loss.

Michaela Damin hired as part me Chief Execu ve
It is with great excitement that we announce that we have hired Michaela Damin as our Chief
Execu ve.
Michaela has been reless in her volunteer work for the charity and is dedicated to improving the
lives of those aﬀected by Barth syndrome. She brings years of experience of managing the charity
and she has a son with the condi on.
We are excited about growing the organisa on under her leadership and we are ac vely looking for
volunteers to help us.
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CARDIOMAN UK Clinical Trial
The CARDIOMAN trial, the ﬁrst clinical trial in the UK to test an interven onal therapy in Barth
syndrome, enrolled the ﬁrst pa ent in March 2019! The trial is sponsored by the Na onal Ins tute for
Health Research (NIHR) to test bezaﬁbrate, a lipid‐lowering drug that has been safely used to treat
hypercholesterolemia since 1978.

Mitchell (above)
and Alejandro
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CARDIOMAN aims to inves gate the eﬀec veness of bezaﬁbrate on lipid metabolism and subsequent
heart func on in boys and young men with Barth syndrome. Peak oxygen consump on, as well as
heart func on of par cipants during exercise stress, will be measured by cardiac ultrasound imaging.
Michaela Damin, Barth Syndrome UK’s visionary founder, welcomed this historic and hopeful event,
the culmina on of many years of hard work and thanked the researchers and families involved saying
“We ﬁrmly believe that clinical trials in rare diseases such as Barth syndrome require cross‐sector
partnership.”
All par cipants receive 4 months of bezaﬁbrate and 4 months of the placebo, the order of which is
randomly determined. Both arms will have a 1‐month washout period between the interven on and
placebo, where no treatment is given. Results are expected by the end of 2019.

We have the cause. Do YOU have the eﬀect? This month’s focus is on... Social Media
We are a small charity run solely on dona ons of me and funds from people who have a connec on to Barth syndrome.
Do you know someone who has experience in social media? If so, we would appreciate their help!

Have you seen some of our latest resources? Find them on our website
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