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We can’t believe it’s almost
Christmas!
This year has been incredibly strange, tough and an
anxious time for many of us. As a team we have had the
challenges of trying to provide care virtually and keep
you informed when information and advice changed
almost daily. We thank you all for your patience with
us. We welcome you to this the third issue of our
Newsletter which we hope will
keep everyone in the loop.
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Staff News
Sadly Dani Goodman our Occupational Therapist
will be leaving the Barth Team in January, and our
Physiotherapist Hannah Bassett will be starting her maternity
leave.
However the good news is another very experienced physiotherapist
named Amy Pilkington will be starting with the service on January 11th,
and I’m sure you’ll all join us in welcoming her to the team.
No news yet of an OT replacement for Dani but we shall be sure to keep
you posted.
In other news, we are now in the fortunate position of imminently
advertising for a Social Worker to join the Barth Team.

The appointee will be working across both the Barth and Endocrine
teams, so watch this space for more updates in the future.
I’m sure many you will want to join us in wishing Dani well for the future,
and I know she’ll be sadly missed as the only member of the original
Barth Service still working in the team.
If anyone is interested in attending or helping organise a virtual farewell
party for Dani please let Gillian or Liv ASAP.
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Staff Joining the Team in 2020
Dr Catherine Armstrong, Cardiology
Dr Armstrong MB BCh BAO, BSc is a Paediatric Consultant cardiologist with an
interest in inherited cardiac conditions and began working at the University
Hospitals Bristol and Weston NHS Foundation Trust in 2009. She works with Dr
Guido Pieles in providing specialise cardiac
Tel: 0117 342 5102 Email: barthsyndromeservice@uhbristol.nhs.uk

Dr Oliver Tunstall, Haematology
Dr Tunstall is a consultant Paediatric Haematologist at the Bristol Royal Hospital for Children. He joined the Barth Syndrome Service in January 2020. His
areas of special clinical interest are paediatric haemophilia, paediatric anticoagulation and thrombosis, and Down Syndrome leukaemia..
Tel: 0117 342 9335 Email: barthsyndromeservice@uhbristol.nhs.uk

Dr Megan Eve, Clinical Psychologist
Dr Eve is a Psychologist and Neuropsychologist who joined the team in April
2020. She has worked the Trust since 2016, having previously worked at St
George’s and St Thomas’s Hospitals in London. Megan’s role is to support the
psychological wellbeing of individuals with Barth Syndrome and their families.
Megan also monitors cognitive development, particularly when children and
young people with Barth Syndrome may experience specific learning difficulties or attention difficulties.
Tel: 0117 342 8168 Email: barthsyndromeservice@uhbristol.nhs.uk

Victoria Wilkins, Specialist Dietitians
Victoria Wilkins is a Specialist Dietician and joined the Barth Syndrome service in January 2020 having recently relocated to Bristol from Cardiff. She
has been a Dietitian for the last 8 years and has worked in a number of
different specialities including diabetes, gastro, tube feeding, allergies and
cystic fibrosis.
Tel: 0117 342 8345 Email: barthsyndromeservice@uhbristol.nhs.uk

Gillian Alexander, Lead Clinical Nurse Specialist
Gillian Alexander, is the Lead Clinical Nurse Specialist who joined the team in
July 2020, having worked in a variety of specialities within the Trust since
2003. Her background includes Intensive Care, Transplantation, Education,
Resuscitation and Palliative Care. Gillian provides a link between the families, the service and the wider teams, as well as coordinating the development of the Barth Syndrome Service. From Jan 2021 Gillian will work 3 days
a week.
Tel: 0117 342 0198 Email: barthsyndromeservice@uhbristol.nhs.uk
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Clinics 2021
We are planning for face to face clinics to resume again in 2021, government lockdown, tier systems and vaccination programmes allowing of
course.
We shall ensure that all safety precautions are taken, however we understand if you would prefer your clinic review to take place via video and
this can be discussed with the team on a individual basis, clinical need
and availability of technology at home allowing of course.
We will be in touch early in 2021 with updates.
Important information regarding face to face clinic attendance:






Only one parent or carer will be allowed to accompany you into the
hospital at a time, however if a second parent wishes to join virtually
during your consultations, this can be arranged by letting Gillian
know
All adults and individuals able to tolerate a face mask are being
asked to do so whilst inside the hospitals buildings, mask wearing by
children is optional
Reduced facilities may be available for dining, disabled/accessible
toilets and overnight hotel stays during your visit, therefore please
check with the team before travelling to find out the most up to date
facilities available
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Transition Webpages
Last month the Barth Team launched their new Transition pages containing information to help signpost young people to a variety of relevant topics.
These pages can now be found on the University Hospitals Bristol and Weston NHS
Foundation Trust’s Transition website which can be accessed via the following link:
http://www.uhbristol.nhs.uk/transition/barth-syndrome/barth-syndrome/
Here you can find information on the following subjects :










Medication
Support
Life choices
Diet & Exercise
Work & Travel
Sex & Relationships
Tattoos
Driving
University & Work
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Winter Webinars
This winter the Barth Team are delighted to have begun offering a series of hour
long lunchtime webinars aimed at providing you with up to date information on a on
variety of hot topics.
These webinars have been supported by and facilitated in conjunction with Barth
Syndrome UK.
October 2020 saw Dani Goodman provide us with 2 presentations, the first on some
simple exercises to practice at home and the second detailing the importance of
getting enough sleep.
Victoria Wilkins also joined us to discuss nutritional supplements that can support
your winter health and wellbeing.
10 families were able to attend virtually to watch and ask questions during the October session, and the presentations are now available for all to view here:
https://uhb.webex.com/uhb/lsr.php?RCID=5bbaf491203043b6b021f3458cb35c1c
Recording Password:hQZi7cZD

Future Webinar Dates:
Dec 16th 2020, 12:30-13:30pm Dr Megan Eve will present a webinar for parents and
families of children and young people with Barth entitled “Managing your Mental
Health and Wellbeing during a Pandemic”
Jan 7th 2021, 12:30-13:30pm Dr Megan Eve will again present a session on
“Managing your Mental Health and Wellbeing”, but this time it will be aimed at the
adult individuals with Barth syndrome
Jan 14th 2021, 12:30-13:30pm will see Dr Guido Pieles provide feedback from the
Cardioman trial and learning from unexpected cardiac events
Webex invitations will be sent via email and posted on the What’s App group by
Michaela Damin before each session.
Please do get in touch with any other hot topics you would like see presented in the
coming year.
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Don’t be a Stranger
We know that 2020 has been a really difficult year everyone, and with 50% of the
team being a new face this year, it’s made keeping in touch a real challenge.
Your recent family feedback has been greatly appreciated by the team who are keen
to work together to get things right for everyone.
You can help us too by sending an Email/Text/What’s App or phoning to let Gillian
know any of the following:


If things aren’t going so well, for example you have an infection, get admitted
to hospital or have to undergo invasive tests



You’d like help or support to resolve concerns with school/college or work



You need a letter of support for an application such as DLA, housing or an
EHCP



If you’d like advice to understand the current COVID regulations and what they
mean for you and your family



You’d like help to understand a recent test result or letter



You’d like to know when your next clinic visit or CGM is likely to be booked for



Or you’d just like a friendly listening ear to chat to

In fact even if you’d just like to call and say “hello I haven’t spoken to any of the
Barth team lately”, we’re always happy to
hear from each of you anytime.
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SEASONS GREETINGS FROM US ALL

Festive Period Cover
Gillian will be on leave Dec 23rd and 24th which mean the service will be
covered on these dates by Chloe Gillum.
Although we are closed for all Bank Holidays the Barth Nurse service will
continue to be contactable from Dec 22nd-24th, then again Dec 29th-31st
as usual.

Dates for the diary:
Dec 16th—Psychology
Webinar with Q&A for parents
Jan 7th—Psychology
Webinar with Q&A for adults
Jan 14th— Cardiology
Webinar with Q&A

FEEDBACK
We need
your input!
Have your sayTell us what you think abou
t this issue and
let us know if you have any
future ideas.

Email:

Olivia.bennett@uhbristol.nhs.
Gillian.Alexander@uhbw.nh

uk

s.uk
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