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What is your summer holiday checklist? This is how 
Natasha, age 27, with FD, and her husband, JC, travel - 
with many boxes of medications and an entire holiday 
team. Nothing will stop her having a fun holiday! 

Most of us jetting off as a family this summer may have a 
checklist that includes clothes, sun cream, some Savlon 
and a kindle. Natasha’s mother, Rosalind Jacobs, shared 
her experience of organising Natasha’s travel as a military 
operation of lists, medications and carers. 

Many people with FD have difficulty flying due to 
complications and health risks. For example, at 18 months 
of age, Natasha picked up an infection on an aeroplane 
and ended up in hospital for 6 weeks. As Rosalind 
recounts ‘It was miracle she didn’t end up with lung 
damage, so we never flew again!’  

Welcome… 

to our 2019 newsletter. You will find 
information on our annual supper quiz, 
the Maccabi fun run and other fundraising 
activities for this year. We also feature a 
special FD story for you. We would like to 
thank you for your support and for reading 
this, and being part of our FD-UK 
community.  Together we can make a 
difference!  
Love the FD-UK Committee X 
………………………………………………….. 

Maccabi Fun Run  
Please join us for the Maccabi Fun Run to 
raise funds for FD-UK on 23rd June 2019 
at Allianz Park, Greenlands Lanes, Hendon, 
London, NW4 1RL. You can run or walk 
10K, 5K or. This is an all inclusive event; 
wheelchair users, Zimmer frame walkers 
and buggies are all welcome. There will 
be a charity fair, children’s activities, a 
family fun zone and a food court.  Come 
and join us and raise money for F D - UK.  
Pl e a s e register at communityfunrun.org 

……………………………………. 
Come to our FD Family Tea  
Sunday 12th May from 2:30pm, Woolfson 
Court, NW11. We will be hosting a family 
tea for those families with FD,  and have a 
magician, tea and rugelach lined up! 
Please do come and share in the fun and 
catch up with other FD families and 
committee. Please email: reply@FdUK.org 
if you wish to join us. 
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But nothing would stop them enjoying their holidays. 
They holidayed in Brighton and Bournemouth and as 
Natasha got older they ventured to Disneyland Paris, 
staying nearby in case of medical emergencies. They 
went so many times Natasha even ended up on Mickey 
Mouse’s float! 

When Natasha turned 16, she became eligible for carers, 
and with this development the family discovered the 
advantages of going on a cruise. The cruise liners had 
many facilities for those with disabilities and were 
extremely accommodating of Natashas’ wheelchair and 
medical needs.  

‘Team Natasha’ includes three carers, each working 12 
hour shifts, and staying in her cabin, and giving her feeds 
and medication throughout the night. Her mother, Ros, 
normally starts pre-ordering Natasha’s medication 6-8 
weeks before the start of the holiday.. In total,30 boxes 
are required to hold all the equipment. They even order a 
Proforma bed and Oxygen with extra cylinders to be 
delivered straight to the ship. They are extremely grateful 
to Celebrity and and Royal Caribbean Cruises for all their 
support. Even on the occasion when they forgot a 
medication, the cruise company managed to get it 
delivered to a French port that they were passing 
through. Natasha told us how much the hard work pays 
off, and how thrilled she is to get away from everything; 
so much so that she does not sleep well for nearly a week 
before the departure date!. 

She cannot wait to spend more quality family time 
together in the summer on another cruise holiday where 
they will be celebrating her father, Ians’ 60th birthday… 
Bon Voyage! 

Cook Book 

Looking for new recipes 
Our FD cook book will be available shortly 

Would you like to share your FD story or would like to 
volunteer or get involved, please email: reply@Fd-
UK.org

Annual Supper Quiz 

Our 36th annual supper quiz in 
November 2018 was a fabulous 
success! 

Our 36th annual supper quiz in 
November 2018 was a fabulous 
success! With over 200 guests we 
raised over £7,000. Thank you to Nat 
Jacobs for the delicious food and to 
Michael and Suzanne Finger for 
donating their time. Thank you to all 
our supporters for raffle prizes and 
all those who advertised in our 
brochure. 

Supper Quiz 2019 Tickets 

Save the date for our next annual 
supper quiz which will take place on 
Sunday 17th November 2019 from 
7.30pm at Hasmonean High School 
for Boys, Holders Hill Road NW4 
1NA. The price £27.50 (adult 
ticket)/£17.50 (teenage ticket). 
Please email reply@Fd-UK.org to 
buy your tickets or to sponsor a 
table. 

Contact Us 

PO BOX 17679, London NW4 1WS 
www.familialdysautonomia.co.uk 
Facebook: FDUKgroup 
Email: reply@FD-UK.org 
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