
Bob (pictured with Grand Primal, 
David Moses) was warmly greeted and 
was kindly allowed to address the con-

ference of around 600 delegates. 

Thanking them very much for their gen-

erosity, he went on to give a brief out-

line of Cystinosis symptoms, treatment 

and our ongoing research into Cystagon 

delivery. He was also able to assure the 

delegates that although no one knew 
about Cystinosis, it was no less a worth-

while cause to support. At the conclu-

sion, Bob was thanked for attending by 

the Grand Primal and many people ex-

pressed an interest in supporting the 

CFUK through their local lodges.  
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The Royal Antediluvian Order of Buffaloes have donated their annual 

award for medical research to the CFUK and on the 1st September, at 

their national conference at the town hall in Dudley, a cheque for £5,000 

was presented to one of their members, Bob Rumney.  

The 5th International Cystinosis Conference is to be held in Dublin, Ireland on 

the 27th and 28th of June 2008. It will be hosted by the Cystinosis Foundation 

Ireland. World experts in the disease will be present and the latest research 

into cystinosis will be presented.  The conference will provide a wonderful oppor-

tunity for support, friendship and learning.  For those living with cystinosis and 

their families, the opportunity to meet world-renowned experts, to learn about 

existing and new research being carried out around the world presents hope for 

the future.  

International Conference 

Editor’s Note 

Hello, exciting news, the Cystinosis International Conference  will  be 
held  in Ireland!  Thank you for the generous donation from the Grand 
Lodge and thank you to everyone who is still raising and has raised or donated 
money to the foundation. With Christmas just around the corner why not pur-
chase one or more of our tea towels (see back page) to use as stocking fillers! 
We wish you all a Merry Christmas and  a Happy New Year!!                     Satinder 

 Grand Lodge’s  Donation  

 



Keen runner Wayne Bray has set himself the target of tackling 10 half marathons between No-

vember 2007 and November 2008 and hopes to raise money for the Cystinosis Foundation UK in 

the process.  

He will initially compete in 5 Coast to Coast Trail half marathons organised by Endurance Life 

from November through to April, with the first being stage 1 of the Coastal Trail Series around 

Little Haven in Pembrokeshire. Wayne will then undertake a series of 5 half marathon road runs 

from April until November 2008.  

Wayne has chosen to support the Cystinosis Foundation UK after hearing how a family member 

of his friend, Darren Luff, was diagnosed with Cystinosis/Gordons Syndrome and how the Foun-

dation receives no funds, other than those raised by its members and supporters.  

Research Update 
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One of the primary 

aims of the Cystinosis 
Foundation UK is to 

aid research, in order 

to help develop new 

medicines and improve 

existing ones. Profes-

sor Don Cairns, of the 

Robert Gordon University 

in Aberdeen, has been in-
volved in research into Cystino-

sis related medicines for many 

years, and in 2005 the Foundation were 

able to provide funds for a new oven to assist 

Professor Cairns and his team with their work.  

 

The Foundation is now been able to further sup-

port Professor Cairns and his team by providing 
a donation to allow for the purchase of a refrig-

erated centrifuge. We hope to report in more 

detail soon on the research at Robert Gordons, 

but we understand that it is progressing well.  

"There are other centrifuges in RGU but the pro-
ject were having to share these with other de-
partments, now they have their own dedicated 
machine it should allow work to progress more ef-
ficiently", says Roy, a member of the Foundation's 
committee. "The work there continues to progress 
well, with some on-going testing on cystinotic cells 
of some adapted cystamine strains."  

 

Part of the research is concerned with trying to 

make a 'chemical camouflage' to mask the taste 

of cystamine, which is hard to administer, par-
ticularly to younger Cystinosis suffers. Roy goes 

on to say, "This was the worst task by far - having 
to physically restrain your child and force her to 
take this foul-smelling medication day and night."  

 

The Cystinosis Foundation UK would like to wish 

Professor Cairns and his team the very best in all 

the research and hope that our donation has a 

positive impact on their work.  

 Marathon Man  

 

Dance Show 

 

 

 

 

 

Over 100 pupils from the Lawrence School of Dance in the North 

East of Scotland put on a two-night event at the Peterhead Com-

munity Centre in aid of the Cystinosis Foundation UK.   

The total amount raised was £620!! 

The school chose to support the Foundation as one of their mem-

bers, 6-year-old Lena Forsyth, suffers from Cystinosis. Lena 

danced in the show on the second evening and presented her 

dance teacher, Rhona Lawrence, with a bouquet of flowers at the 
end of the night.  



Elizabeth Forsyth, grandmother to Cystinosis sufferer Lena 

Forysth, has again been busy raising funds for the Cystinosis Foun-
dation UK. She spent the weekend at her local Asda in Peterhead, 

selling raffle tickets, quizzes and Cystinosis tea towels, raising 

£811.84 in the process.  

 

The event was organised by her son-in-law, Andrew, who works at 

the Asda store, and Elizabeth would like to thank Andrew, the Asda 

manager, Mr Lyndsay, all those who donated prizes and everyone that 

helped her to raise such a fantastic amount.  Elizabeth says of the ex-
perience "I'm just over the moon. I was rather chilly, but once I started 

counting the pennies I was delighted".  

 

This is just one of many events Elizabeth has organised for the Cystinosis Foundation UK and we'd 

like to take this opportunity to thank her, not only for her efforts at Asda, but the on-going support 

she has given to the Foundation - Lena is lucky to have such a caring grandmother.  

ASDA Raffle 
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On the first day of Christmas, the good Lord gave to me:  

a child with a disability.  

 

On the second day of Christmas, the good Lord gave to 
me:  

a heart full of love for my child with a disability.  

 
On the third day of Christmas, the good Lord gave to me:  
an ache in my heart and a heart full of love for my child with a 
disability. 
 
 On the fourth day of Christmas, the good Lord gave to me:  
a tear in my eyes, an ache in my heart and a heart full of love for 
my child with a disability.  

 

On the fifth day of Christmas, the good Lord gave to me:  
an unsuspected strength for the tear in my eyes and the ache in 
my heart and my heart full of love for my child with a disability. 

 

On the sixth day of Christmas, the good Lord gave to me:  
a ray of hope, an unsuspected strength for the tear in my eyes 
and the ache in my heart and my heart full of love for my child 
with a disability.  

On the seventh day of Christmas, the good Lord gave to me:  
a sense of humor, a ray of hope, an unsuspected strength for 
the tear in my eyes and the ache in my heart and my heart full of 
love for my child with a disability  

 

On the eighth day of Christmas, the good Lord gave to me:  
supportive friends, a sense of humour, a ray of hope, an unsus-
pected strength for the tear in my eyes and the ache in my heart 

The Twelve Days of Christmas  

 

 

 

and my heart full of love for my child with a disability.  

 

On the ninth day of Christmas, the good Lord gave to me:  
remarkable doctors, supportive friends, a sense of humour, a ray 
of hope, an unsuspected strength for the tear in my eyes and the 
ache in my heart and my heart full of love for my child with a dis-
ability.  

 

On the tenth day of Christmas, the good Lord gave 
to me:  
an appreciation of small accomplishments, remark-
able doctors, supportive friends, a sense of hu-
mour, a ray of hope, an unsuspected strength for 
the tear in my eyes and the ache in my heart and 
my heart full of love for my child with a disability.  

 

On the eleventh day of Christmas, the good Lord gave to me:  
a sense of pride, an appreciation of small accomplishments, re-
markable doctors, supportive friends, a sense of humour, a ray of 
hope, an unsuspected strength for the tear in my eyes and the 
ache in my heart and my heart full of love for my child with a dis-
ability.  

 

On the twelfth day of Christmas, the good Lord gave to me:  
Reach out and share your sense of pride, your appreciation of 
small accomplishments, your remarkable doctors, your suppor-
tive friends, your sense of humour, your ray of hope, your unsus-
pected strength for the tear in your eyes and the ache in your 
heart and your heart full of love for your child with a disability.  

 

(this was taken from the Lanark website) 



The Cystinosis Foundation UK  have a limited stock 

of branded Cystinosis Foundation UK tea towels 

for sale. All profits from the sales going directly 

to our research campaign. Tea towels are of a 

standard size and made from 100%  cotton and are 

being organised by Janet Sladdin, whose 

granddaughter has 

Cystinosis. If you 

would like more 

information, or 

require details of 

postage costs for 

purchasing larger 

quantities, please 

contact Janet Sladdin on 01771 623292.  

 
Title:__________ Initials:________ Surname:________________  
 
 
Address:_____________________________________________________ 
 
 
_______________________________________Postcode:____________ 
 
I would like to order______ tea towel(s) at £3.00 each plus 
postage (see above). 
 

I enclose a total payment of £_______________(please make 
cheques payable to J Sladdin) 

 
Signed:____________________     Date:_____/_____/_____ 
 
Please send your completed form and payment to : Janet 
Sladdin, Erd House, Kingscrow, Stuartfield, Peterhead, 

The Cystinosis Foundation UK have registered with 

the recently formed Fundraising Standards Board. 

Charities signed up with the Board agree to adhere to 

a strict set of rules that ensure fundraising activities 

are undertaken responsibly. The Board also provides a 

complaints process for the public that members, such as the Foundation, are 

obligated to follow.  

"This is a new body whose role is to ensure charities and fundraisers are adher-
ing to the Institute of Fundraising's Codes of Practice and the Fundraising 
Promise of the FSB", says Paul Doyle, the Cystinosis Foundation UK's treasurer. 
"Membership allows us to demonstrate to the public our commitment to excel-

lence in fundraising."  

Inspirations… 
“Your  anger is like the “Your  anger is like the “Your  anger is like the “Your  anger is like the 
gas in a can of pop.gas in a can of pop.gas in a can of pop.gas in a can of pop.    

The more you’re The more you’re The more you’re The more you’re 
shaken, the more you shaken, the more you shaken, the more you shaken, the more you 
want to let it out.want to let it out.want to let it out.want to let it out.    

The longer you keep it The longer you keep it The longer you keep it The longer you keep it 
in though, the greater in though, the greater in though, the greater in though, the greater 
the size of the eventual the size of the eventual the size of the eventual the size of the eventual 
explosion and the explosion and the explosion and the explosion and the     

flatter the drink at the flatter the drink at the flatter the drink at the flatter the drink at the 
end.”end.”end.”end.”    
AnonAnonAnonAnon    

Buy a Tea Towel 

This newsletter is 
distributed to over 350 

professionals, suffers and  

parents/carers in the UK. 

This newsletter is a way for 
you to share information 
and voice your opinions so 

please write in with ideas, 
articles, information and 

suggestions.   

You can contact me either 
by post or email 

 
Mrs Satinder Seehra 
21 Blagreaves Avenue 

Littleover 
Derby DE23 2NT 

skseehra@ntlworld.com 
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If you need any help with 
fundraising or have any 

ideas yourself then please 
contact our fundraising 

manager. 

Gavin Reddington 
2 Sitwell Villas 
Morton, Alfreton 

Derbyshire 

 DE55 6GX 
Gavin@greddington8. 

orangehome.co.uk 

 

Diary Dates 
International Cystinosis Conference 

27th & 28th of June 2008 
Hilton Dublin City Hotel, Charlemont Place, Dublin 2, Ireland. 

DISCLAIMER: Information provided, either verbally or in written form, is purely of an advisory level and we recommend that 
you consult your doctor before making any decisions regarding the future of the patient concerned. 
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3–5 £1.00 


