2017 fundraising news

Towards treatments and a cure

Bristol to Bath in 10½ hrs

This is a deeply moving yet inspiring issue of
our Fundraising News. Through so many of
your fundraising stories, we remember the
dear children we have lost recently. You are
giving hope for the future. Every pound raised
brings us closer to our goal of finding treatments and one day a cure. On behalf of the
families we thank all our supporters for their
generosity through fundraising, donations

I’m not sure what actually made me think walking
15 miles in a day with Joe
in his wheelchair, four
teenagers, two other adults
and one small dog was a
good idea, but sometimes
the most crazy ideas are
also the best. We walked
from East Bristol to Bath,
stopping for coffee and
lunch en route. By the time
we reached Bath we were
foot sore and the front wheel of the wheelchair was
making an ominous squeak. In Bath we asked one of
the train staff to photograph us (we needed to get the
train to Bristol). She then kindly produced drink vouchers. Never were cold drinks so welcome.

and standing orders.
See the latest Barth Syndrome Journals for news of
clinical trials and progress in research.

Knitting for Funds

Once back in Bristol we walked the final part of the
path back home! We lost the teenagers at this point.
They huffed we were too slow! We did say that pushing
40kg of chair was the issue but anyway. . . We arrived
home just over 10 ½ hours after we set out, tired and
foot sore but we raised over £600!
Rachel
Anne Ward’s seasonal fundraisers—stuffed with Easter
eggs (left) and chocolates (right), selling like hot puddings
at Jolly Olly’s Coffee Shop, Oakley, Hampshire

Donations from loyal friends
©
©
©
©
©

Blue Merle
£52
Derbyshire Dales D C Revenue Staff
£40
Terri Allison in lieu of Christmas cards £100
Dave Bull’s collecting boxes
xxx
Finkley Down Park Collecting boxes £123

Suzy Green and Friends
©
©
©
©
©
©

Christmas fair
Andrea King’s walk
Fordham bucket shake
Facebook/eBay sales
Sue Burbridge’s donation from business
Book swap at laundrette

£255
£370
£457
£222
£180
£82

Rupert
Rupert was admitted to intensive care with Heart Failure
at 3 weeks old. Like a warrior he battled and after a
few weeks he was well
enough to return home.
Numerous tests were done and
he was diagnosed with Barth
syndrome. Like most, I had
never heard of it as it is so
rare, and always took for
granted that I'd just have a healthy baby.
One day there will be a cure; please join us and make
that day come sooner. Thank you to all for the kind,
generous donations. We are really grateful for your
support. £940 raised so far!
Katie JustGiving)
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Honouring and remembering our Superhero Joshua
On 23rd February 2015
we were blessed with a
perfect baby boy who
we named Joshua. After
nine difficult months of
pregnancy, we were
over the moon to finally
meet our newest bundle
of joy. This outlook was
shared wholeheartedly
by his big brother, Jamie,
who was immediately besotted with Josh.
In June 2015, at the age of 4 months, Josh was diagnosed with Barth Syndrome. The battle continued
daily. He suffered from regular infections. He fought
on though and his strong will remained. By Easter
2016, it seemed that things were looking up. Josh
looked amazing, and his cheeky personality became
much more apparent; from a medical point of view,
things were obviously improving. Josh was truly inspirational. His strength: his courage: his determination. He
fought so hard, I never once considered that we could
lose him.

Devastatingly, on the 27th April 2016
we lost our beautiful, brave hero.
We are left now with a void that will never be filled. Our
boy completed us, and filled all of our lives with immense
joy and happiness. We will always be so grateful for
every single amazing moment with him, but will forever
ache without him.
Before Josh’s diagnosis, we had no idea about this com-

plex and devastating condition. Though painful, we want
to help raise awareness, and help to prevent other
families from experiencing such heartbreak.
On 2nd September, my fiancé, Sam Laing and his best
friend, Chris, decided to raise funds for the Barth Syndrome Trust by completing a mammoth walk across the
full length of St Cuthbert’s Way (Melrose, Scotland to
Holy Island, England) in 2 days. This is a 100+km walk
normally taking 4-5 days. Walking has helped Sam immeasurably over the last year and a half, and this
opportunity also meant he could raise valuable
funds while honouring and remembering our
Superhero Joshua.

Amazingly, they arrived intact (just!) on Holy Island,
having covered 67.5 miles in 29 hours, and as of the
end of September have raised £2,220 for Barth
Syndrome Trust. The initial target was £1000 but
the generosity of friends and families has been
overwhelming. The walk had its difficult moments,
but throughout, what kept Sam going was the
memory of our amazing Joshua. Everything we do
for the rest of our lives will be to love and support
Jamie, and to make sure that Josh is loved and
remembered for the happy, cheeky and courageous
little boy he was.
Claire
The full story of Joshua’s heroic struggle can be read in the
BSF Journal Winter 2017. barthsyndrome.org/news--events/
newsletter
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In lovingFundraising
memory ofnews
Alasdair Gray
Aviemore Half Marathon

Alasdair Gray 20/10/2013—23/07/2014

I did it!
by Emma Forth

just wanted to let you know that I completed
the 10k in memory of Alasdair Gray in May. It
was a very hot and busy run but I'm delighted I
completed it in 61 minutes. I'm even more
delighted to say I've raised £1220 for Barth
syndrome - I hope it can help in some way.
I

When I started running in January, I knew I wanted
to do an event in memory of Alasdair and set my
sights on a local 10k in September. Time went on
and as my running progressed I ran a few local 10k
events, I decided raising money and awareness in
memory of Alasdair needed a bigger challenge. In a
moment of madness I had signed up for the
Aviemore Half Marathon and training began. With
a fantastic supportive running group behind me
and my running buddy, Sandra, by my side we put
in the hard work and before we knew it the day
had arrived.
On the 15th October I ran the Aviemore Half Marathon in memory of our boy, Alasdair Gray. It was
tough and we had to dig deep. The support and
generosity shown kept me going. We are extremely
grateful for all the donations and support, as a
family it means more than people know. I am still
waiting for a final grand total but hoping to have
raised just over £3000.
Laura

Matching by Bank of Scotland Foundation
We are very grateful to the Bank of Scotland Foundation, who graciously matched Laura’s recent
fundraising with a donation of £500. The matched
giving is to encourage employees of the Lloyds
Banking Group of Scotland to volunteer and fundraise for charity.
Fraser and Laura have raised well over £10,000 in memory of
th

Emma after the Baker Hughes 10k in Aberdeen on 14 May

their son, Alasdair, since 2014. BSF Journal, Vol 15 Issue 1, page 29

Please support challenges on our giving pages : JustGiving, Virgin Money Giving and Total Giving
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In loving memory
In memory of Rosa
Louise writes
“My cousin’s daughter, Lottie, (affectionately known as
'Spot') is aged ten and the most amazingly compassionate girl you could wish to know. She was up till
10.30pm the night before her school Christmas fayre,
being an alchemist making her infamous tubs of 'slime'
that sold out in 15 minutes!
She has been very touched by Rosa's death and was
keen to help the Barth Syndrome Trust. She worked
hard and researched Barth syndrome and printed flyers
to raise awareness in her school community.
Rosa would be proud of you, Lottie as we all are too. A
big heartfelt thank you, Lottie xx” Lottie raised £300!

Silent Auction at the
Eclipse Proclaim
Modern Law Conveyancing Awards
raises £401 for BST

Following the successful launch of the Eclipse Proclaim
Modern Law Awards – now well established as one of
the most exclusive events in the legal calendar – the
Eclipse Proclaim Modern Law Conveyancing Awards
were created in 2016 to celebrate talent, success and
innovation in conveyancing. Attendees at various
Eclipse Awards events over the years have generously
contributed to fundraising in memory of Philip Brown,
the son of an employee of Eclipse Legal Systems.
As always, thank you to organisers and staff at Eclipse
Legal Systems.

Lottie with her mum, Rebecca, at the Christmas fayre

Philip Brown 22.05.2005—29 09.2009

Donations were received in loving memory of
Rosa Genevieve Fields
26.06.14—12.08.2017

We also remember family members in whose
memory donations were received:

Joshua Laing
23.02.2015—27.04.2016

Phyllis Elizabeth Barratt
Died 12.03.2017 aged 93

Alasdair Gray
20.10.2013—23.07.2014

Elaine Skerratt
Died 04.08 2015 aged 73

Sebastian Vavasour
24.06.2011—11.12.2013
Philip Brown
22.05.2005—29 09.2009
All of these beloved children had Barth syndrome
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Celebrations
and news
challenges
Fundraising
Celebrations with Donations
Renewal of Wedding Vows

Happy Birthday William

On 29th July this year our lovely
friends, Sarah and Martin, renewed
their wedding vows and asked for
no presents. Instead all family and
guests very kindly made donations to the Barth
Syndrome Trust. £150 in cash, along with online
donations was raised for our Barth Warriors.

For the second year running we held another
"wallet emptying" party for our William's 6th
birthday!

A huge thank you to everyone who donated.

He had a great day celebrating with all his family
and friends and the raffle was a huge success,
raising £175. A heartfelt thanks goes to everyone who came and supported us and raised much
needed funds for our Barth people.
Reports kindly sent in by Sharon

Lanzarote Marathon

Running 1000km

Most people visit Lanzarote for sun, beaches,
scenery and seafood. Jane
Petrucci’s visit resulted in
donations for BST after
completing a marathon
just before Christmas last
year. Thank you for your
continued support, Jane.

From JustGiving:
Kate & Wendy Riseborough Evans

Legal & General Awards Meeting
Wendy Riseborough Evans worked hard to raise
awareness of Barth at a Legal & General Chairman’s Awards meeting. A generous donation of
£100 was received. Thank you for raising awareness and funds for BST, Wendy.

We have decided to make a difference this year:
“We are challenging ourselves to run 1000km by
the end of December 2017. We will be participating in a number of events and two Disney
challenge weekends where we run a 10km race
on the Saturday and a half marathon on the Sunday!!!! Hopefully we will be able to organise
some more events during the year (afternoon tea
and proper party!) so there will be many opportunities to help and support our journey. “
Kate and Wendy ran 1000km for BST because
people with Barth deserve a better future. They
have raised £781 so far! See also report left.

Tell us about it! We would love to hear your fundraising news. Your event could inspire others to help .
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2017 fundraising by Terri Allison and friends
Annual Quiz with George White
We held our annual quiz on Friday 3rd February at our
usual haunt of Loddon Vale Bowls Club.
This year we decided to ask for £1 more on the tickets
bringing the price to £11 which includes a cooked meal.
There were several choices of meals, including vegetarian options so everyone was well catered for.
George White was again our trusty quiz-master, having
compiled all the many and varied questions. As always
there was a lot of banter and challenging of answers
and we ran on longer than planned. Not only did
George present the quiz, he invited (coerced) 10 teams
of friends along. A magnificent feat. Well done, George.
The 'heads and tails' game was again well supported
and the bottle of whisky for the gamble of £1 entry
each, was won by a lady who generously passed it on to
a friend, making her very popular. The raffle tickets
were sold by our dear friend and constant supporter,
Veronica Pettigrew. The general opinion was that the
evening was great fun, with good food and everyone
hoped to be at the next one. We cleared £517 profit.
Our grateful thanks to George and Veronica.

Veronica Pettigrew supervises the raffle

15th Annual Tennis Tournament
We had 22 players at the BST Annual Tennis Tournament at the Oakley Tennis Club on 30th April. With
teas, entry, raffle and donations I was able to send
£613 to the Barth Syndrome Trust. £181.25 of that
amount was donated by Anne Ward who made and
sold knitted ducks at Easter. £20 was donated by
friends unconnected with tennis. The generosity of all
players on the day made up the rest. Thank you for all
your contributions to the raffle prizes; thank you for all
the tea and cake you ate or bought to take home.
As always Anne Ward and Mary Williams made cakes
and sandwiches, sold them and washed up all afternoon.
Thank you too to the other bakers who contributed

delicious cakes. I think you'll agree we are very lucky
to have such great baking talent in our midst.
Thank you Di Yarrall for selling the raffle tickets.

The Bat and Ball Club
The Bat and Ball Club set off for the annual table tennis
tournaments against Guernsey and Jersey around three
weeks earlier this year.
The weather was wonderful, a little windy but very sunny; something we are not used to during our trips. The
best thing was the local attractions were still open. We
normally go so late in the year that in our spare time
we mostly walk and visit charming little pubs or restaurants.
The table tennis
was again great fun
and hotly contested. We narrowly
lost to our Guernsey
opponents but managed a convincing
win in Jersey.
As always the 'fines'
Terri playing a defensive shot
evening is a highlight with the players and partners
and is now attended
by more of our
friends from the
Islands. This year's
'hearing' was no
exception and Sarah
Whithorn
listed
many 'mishaps' and Tina Callcut in her first ever match
'indiscretions' that resulted in loud protests of innocence but always ended with a 'fine' for our Charity.
Additionally, we had donations from players and
friends who were unable to attend this year's tour.
BST is very, very grateful to the Bat and Ball Club as
each year they are asked if they want to collect for a
different charity but to date they continue to support
us. We are overwhelmed by the generosity of the
group. Thank you never seems enough but THANK YOU.
Your kindness helps so many families who are struggling with living with the effects of Barth Syndrome.
This year we raised a staggering £360 before Gift Aid.
Thank you from me and as always very proud to be a
part of your group.
Terri Allison

For donations and online fundraising: Just Giving, Virgin Money Giving and Total Giving
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Time, advice and donations 2017
Thank you to friends of the Barth Syndrome Trust
There is no such thing as a small donation, either of time or of money. We are grateful for your support. To save
space and to make the most of your donation, we only note amounts over £25 in this section. Because of the large
number of sponsors again this half-year we have been unable to list each one but thank you for supporting your
friends who ran, walked, cycled and accepted other challenges for BST. If your name has been omitted from this
list by mistake, we apologise. Please let us know so we can amend it.
Allison, Terri
Anderson Tommy & Allanna, Jay & Alfie
Bailao Duro, Dom & Alex
Bank of Scotland Foundation
Barnes, Rosemary
Bat & Ball Club
Blue Merle
Brands, Michael
Brown Michael David
Brown, Alan and Maike
Brown, Peter
Bull Lyn
Bull, Dave & Sarah
Burbridge, Sue
Callcut, John and Tina
Coleman, Helen
Cotterill, Steve & Sharon & Donors
Cox, Chris
Damin, Nori
Degive, Bernard
Derbyshire Dales District Council
Revenues Staff
Easterbrook Ralph & Isabel

Eclipse Legal Systems
Farrow/Gosden, and Team
Finkley Down Farm Park
Forth, Emma and Sponsors
Frost, Michael
Greaves, Mrs S.
Green, Suzy & Jerry & Friends
Holmes, Pam
Jeans for Genes
Jolly Olly’s Coffee Shop, Oakley
King, Andrea
Laing, Sam, Claire Hutton & Sponsors
Lallemand, Valerie
Legal & General Group PLC
Lottie and Rebecca
Mackay, Magnus
Manton, Joan
Manton, Michael
Maynard Muriel
North, Don
Oakley Lawn Tennis Club
Osler, Paul
Parish, Cheryl

Petrucci, Jane & Sponsors
Pettigrew, Veronica
Riseborough Evans, Kate & Wendy &
Sponsors
Sarah and Martin
Schlapak, Sonja
Sharpe, Charlotte and Nick
Skerratt, Mark
Sutherland, Laura & Gray, Fraser
Taylor, Alan & Kate
Treasury Wine Estates, Australia
Vavasour Eric & Isabelle
Ward, Anne
Warner, Rosemary
Wass, Kate
White, George
Whithorn, Sarah
Williams, Mary
Woodward, Tracy
Woolley, Julie
Yarrall, Di
Yeoman, Roy

Supporting our families is important. Thanks to a grant from Jeans for Genes our families enjoyed a wonderful weekend at Avon Tyrell Activity Centre. They tried new activities and met physical challenges in a
safe environment under the supervision of trained and sympathetic leaders.
Barth Syndrome Trust, I The Vikings, Romsey, SO51 5RG

