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Bringing you all the updates.
It’s time for the third edition of the Newsletter, bringing
you all the news from the Barth Syndrome Service.
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BARTH SYNDROME FAMILY DAY - 7TH MARCH 2020
The first Family Day was a wonderful success. The activities provided by the Black Country Living Museum were good fun, keeping the younger generation and the team, occupied in craft activities, with a decorated tile to take home as a memento. This enabled
those who wished to listen to the presentations to concentrate. The information sessions
were well received and huge thanks to all for the fantastic feedback which will help us
shape and improve next year’s family day.
The opportunity to speak with the team in a more relaxed environment proved useful for
many and fun for us ☺ and the conversation and joy of seeing the kids play together at
lunch was wonderful.
Most importantly, this was a dedicated time for families new and old (Perhaps I should
say established!), to meet, share stories and provide support to and for each other.

The presentations have been shared so that all families (including those unable to
attend) can benefit from the information.
We will be in touch in the coming months to plan next year’s event. Here are some of the
highlights of the day.
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BARTH SYNDROME FAMILY DAY - 7TH MARCH 2020

The Barth puppet show

Face painting—a giraffe!!

The families, coming together for information sharing and sweets :)
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BARTH SYNDROME FAMILY DAY - 7TH MARCH 2020
The panel—what a lovely group!

Activities—the canal art (tile painting)
proved to be a success, and a lovely
souvenir :)
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SERVICE UPDATES
New Team Members
- Clinical Nurse Specialist
To be confirmed.
As you are aware, Hayley finishes on the 1st May. Due to COVID—19, we have postponed interviews.
Hayley will therefore continue her role for two days a week, to assist in managing the service. The
metabolic team of nurses will also support this role and hold the Barth nurse phone until someone is in
post. Contact details remain unchanged, but you can also contact Olivia Bennett, admin on 0117
3429335 or Olivia.bennett@uhbristol.nhs.uk. The joint team email remains unchanged.
(barthsyndromeservice@uhbristol.nhs.uk)

- Dr Oliver Tunstall—Consultant Haematologist
Ollie is a Consultant Paediatric Haematologist at the Bristol Royal Hospital for
Children. He joined the Barth Syndrome Service in Janaury. He is Network
Lead at the Southwest Paediatric Haemophilia Clinical Network, Clinical Lead
at Bristol Paediatric Haemophilia Service. Since 2012 Oliver has also been a
member of the UKHCDO Paediatric Working Party. His areas of special clinical
interest are paediatric haemophilia, paediatric anticoagulation and
thrombosis, and Down Syndrome leukaemias.

Miss Victoria Wilkins—Specialist Dietician
I joined the Barth Syndrome service in January 2020 having recently relocated to
Bristol from Cardiff. I have been a Dietitian for the last 8 years and have worked
in a number of different specialities including diabetes, gastro, tube feeding, allergies and cystic fibrosis. I am looking forward to meeting everyone in clinic.
Please contact if you have any specific nutritional issues.
Victoria.wilkins@nhs.net

- Dr Megan Eve—Clinical Neuropsychologist
I have worked at the Bristol Royal Hospital for Children for the last 3.5 years. I
am qualified as a Clinical Psychologist and have done further specialist training in
understanding brain development and illness. I completed my Doctorate in
Clinical Psychology at Royal Holloway, University of London. After qualifying I
worked at St George’s Hospital, London, before moving to my present role . I am
very happy to have joined the Barth Syndrome team and look forward to getting
to know you all. I can be contacted via the Psychological Health Services
secretaries on 01173428168. Please leave a message with Hannah or Dom.
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CLINICS
All patients with a diagnosis of Barth Syndrome, and particularly those who have had a
transplant are considered to be within the highly vulnerable group and as per the
recommendations, shielding/self isolated for 12 weeks, and possibly longer depending
on Government/NHS advice.
As the Barth Syndrome Service clinic is managed over a day and a half with reviews by
multiple professionals, many clinical processes involved, we have taken the decision to
cancel clinics for the coming few months. Following discussion, it has been decided to
split the wider team into smaller groups and over the coming weeks/few months each
group will contact you separately to book either video or telephone appointments. We
can then discuss any issues you are currently having, update you on progress and
generally check in.
The team divisions will be ;
•

Drs Germaine Pierre/Effie Chronopoulou/Ollie Tunstall/Ms Victoria Wilkins to discuss general Barth , Haematology and infection, and growth and diet issues

•

Dr Guido Pieles to discuss all things cardiology

•

Dani Goodman/Hannah Bassett, physio/OT who can offer an activity programme
to maintain health and support fatigue issues

•

Hayley Smith (Nurse specialist) and Dr Megan Eve (clinical psychologist) to discuss
wider issues, wellbeing and coping strategies.

•

Appointments with Sarah Buston (genetic counsellor) can be arranged as needed

Should you have any concerns or issues, about clinic or any other aspect of your care,
the Barth Syndrome Service team remain contactable in the usual ways.
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VITAMIN D DURING SHIELDING
Vitamin D is important for bones, teeth and muscle. We get most of our vitamin D from
sun exposure between April and October. Consumption of oily fish, eggs, fortified break
fast cereals and yogurts also contribute to vitamin D status.
During shielding it is more challenging to meet vitamin D levels. If you have a sunny
garden then you need to have exposure to sunlight for 15-20 minutes a day. Expose
legs, arms, face where possible. After the 15-20 minute period ensure skin is protected
by wearing sunscreen. If you do not have access to a garden or if your garden is shaded

you may need to consider purchasing a vitamin D supplement during the shielding time.
All children over 1 and adults should take a vitamin D supplement containing 10
micrograms to meet the recommendation. (Children from 6months to 5years should be
on a multivitamin anyway) Vitamin supplements can be

added to your online food shop or purchased from the
pharmacy.
If you have any specific questions email:
Victoria.wilkins@nhs.net

BARTH SYNDROME SERVICE NHS WEBSITE
This is being revamped, but like many other things

during the COVID—19 outbreak, has had to take a
back seat. Once our IT colleagues are able to return
to managing the regular day to day work the updated
site will be published.

7

Pa

Barth Syndrome Service
News

During these times of change and uncertainty, follow
the Government and NHS advice Stay at home, Stay safe.

Dates for the
diary
Barth Syndrome International
Conference
Clearwater, Florida
19-24th July 2021!
But till then we can still stay together ...
...… even though far apart
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