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€200,000 Target Beaten
It is with great pleasure that I can report that our research funds appeal has now raised
over €200,000 since it was launched – in fact precisely €206,605.66.
The appeal initially had the optimistic hope of raising €100,000 to support research either into better treatments or understanding of Cystinosis – so to break this €200,000
barrier is unbelievable.

The first major area we have funded has been the Prodrug project at the University of
Sunderland, led by Dr Roz Anderson. This involves testing new drug formulations with
the aim of delivering the benefits of Cystagon directly to cells, whilst avoiding the most
obvious side effects and also requiring much lower doses. We have also recently bought
some equipment for Dr Anderson, a HPLC unit, which was vital for their work and
replaces a very old unit that they were only just managing to keep working. The total
funded so far or committed to the University of Sunderland is €153,182.
The second major area we have funded is work at the Robert Gordon University in
Aberdeen, led by Prof. Don Cairns. This research is looking at an alternative form of
Cystagon that can be administered in different ways. We have sponsored this work, paid
for a vacuum oven, a refrigerated centrifuge and supported promotion of their research.
The total funded so far or committed to the Robert Gordon University is €36,111.
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The other good news is that from this current total, we have already paid out over
€164,000 and committed another €25,000 for future years, with several other projects
under consideration.

On behalf of the Foundation and the Trustees, I'd like to take this opportunity to say a
huge thank you to everyone who has raised funds for whatever amount and in whatever
way. The range of projects is stunning - sponsored bike rides, marathons, golf events,
quiz nights, bridge events, cake making, tea towels, knitted animals – the list is almost
endless.
Even though we have achieved this amazing target, we still know that the costs of
bringing any new drug fully to market, and of gaining all necessary approvals, are huge.
For this reason, and because of how well the research projects are progressing, we are
raising our appeal target to €300,000 and, of course, hope that you will all continue to
support us in this new goal.
Gareth Jackson
Treasurer, Cystinosis Foundation UK

Editors’ Note
We would like to thank the three people who entered the quiz which was included in the last
newsletter. We had hoped the quiz would have raised some valuable funds for the
Foundation but it was not to be. Quizzes are sold on a regular basis in the North East of
Scotland and as far south as the Borders and make on average €350 each quiz. It must be a
Scottish pastime. There is still a need to raise funds to help fund research.
A big thank you to all who have raised funds over the past years and to anyone who is
planning to raise funds in the future. If anyone has any snippets or articles they would like
included in the next issue please get in touch at erdhouse@talktalk.net or write to Janet and
Tony Sladdin at Erd House, Stuartfield, Aberdeenshire AB42 5DU.

Fundraising events
Diamond Wedding Donation

Half Marathon Heroes

The Cystinosis Foundation UK would like to thank Dorothy and
Gordon Wood for their kind donation of €150 after asking family
and friends to give money to the Foundation instead of giving
them gifts. Dorothy and Gordon’s granddaughter, Nikki Wood,
has Cystinosis and Nikki has also been supporting the Foundation
through the sale of handmade cards. There is a link on the
Foundation website to be able to purchase Nikki’s cards.
The Foundation is supporting research projects to improve
medicines and donations such as these help us to continue this
work. On behalf of the Foundation, thank you both and Happy
Anniversary!

A huge well done and thank you
to David Benford (pictured) and
Neil Sugden for completing the
Amsterdam Half Marathon
earlier this month and raising
over €2,500 so far. Neil finished
in 2 hours 2 minutes and David
in 2 hours 31 minutes.
David overcame injury sustained
six weeks before the race. A big
thank you to all who sponsored
them.

65 Mile Walkers update
A big thank you to the group of walkers, pictured at the
finish line, who undertook a 65 mile walk through
Speyside in the N.E of Scotland led by Colin Buist.
They raised the magnificent amount of €4209.11
Well done to everyone.

Peterhead Harbour Open Day Success
A big thank you goes to Elizabeth Forsyth, grandmother of
Cystinotic Lena Forsyth, who had yet another fantastic fundraising
day at the Peterhead Harbour Open Day on the 14th of August.
Elizabeth ran the stall the entire day with hardly a break, selling
craft items such as knitting, bags, quizzes and home-made cards,
as well as holding a teddy bear raffle. A total of €215 was raised
through the sale of these items, either made by Elizabeth or
donated by friends and family.
In addition, the following day, Elizabeth attended the Strichen
Lake Fundraiser with a similar stall, being out there all day again
from 10am to 5pm. On this occasion a total of €161 was raised,
including €11 raised by the “guess the weight of the marrow”
competition (following the donation of a particularly large
marrow).
Elizabeth has been a long term and continual supporter of the
Foundation, and running stalls at local f„tes is all part of what she
would consider to be a “normal” weekend during the summer
months. However, this particular weekend was a very special one,
as it was Elizabeth’s 65th birthday, but she chose to spend literally
all her time organising and running the two stalls.
It is only through the support of people such as Elizabeth that the
Foundation is able to function and we are again so grateful for all
the time she puts into running the stalls on the day and also all the
preparation beforehand.
Thank you Elizabeth!

ABOVE: Elizabeth pictured with Lena and Ruby Forsyth
BELOW: Elizabeth’s stall at Peterhead Harbour Day

Cure Cystinosis International Registry
The Cystinosis Research Foundation in collaboration with the Cystinosis Foundation UK and other
key Cystinosis leaders and organisations around the world have launched a patient-based
international Cystinosis registry.

The Cure Cystinosis International Registry (www.cystinosisregistry.org) will provide an opportunity for those with
Cystinosis to be involved in research that will help develop and test new therapies and develop a cure for Cystinosis. The
registry resource will connect the stakeholders in the Cystinosis community – the scientists, researchers, clinicians,
pharmaceutical companies, patients and families – and provide them with resources that have never been available in one
place before. The Cure Cystinosis International Registry is dedicated to improving the lives of those affected by Cystinosis
and to finding a cure for Cystinosis.
The Cystinosis Foundation UK is a supporter of the registry and we encourage all those with Cystinosis in the UK to
register to help improve the quality of information in the database, which will aid researchers and professionals in
their work.
The information provided on the Cure Cystinosis International Registry has been developed with direction and advice from
the Cure Cystinosis International Registry Medical and Scientific Council, a group of experts in Cystinosis, and the Cure
Cystinosis International Registry Advisory Board.
All the information in the registry can only be accessed by approved professionals who cannot see which individuals have
provided their data.

Shall We Meet Up in 2011?
There have been various discussions and notes of interest for a Cystinosis UK gathering in 2011. The Cystinosis Foundation
UK is keen to facilitate and help organise a meeting for those of us affected by Cystinosis, to allow us all to share our
knowledge and experiences.
Currently, we are unsure where and what form the conference would take, given the location of families (the committee itself
is spread from Southern England to Northern Scotland) and uncertainty as to the scale of interest of such a meeting.
Hence, if you would be interested in meeting up in 2011, we would love to hear from you. Please get in touch and let us
know your thoughts – would you come, how far could you realistically travel, what would you want to get out of the
gathering? You can either send an e-mail to advice@cystinosis.org.uk or write to the charity address which is printed on the
back page.
All thoughts and suggestions are readily welcomed, particularly if you are in a position to help organise such a gathering.

Sunderland University
The team at Sunderland University are, with financial support from the
Cystinosis Foundation UK, researching prodrugs that would avoid
some of the negative side effects of the current Cysteamine based
medicines, such as bad breath and nausea. In addition, prodrugs can
be targeted to release at appropriate points in the body, resulting in a
more efficient absorption of Cysteamine and reducing the frequency
that medicines need to be taken (from the current "every six hours").
Their research has shown positive results for a range of compounds
and the team now hope to focus their efforts on finding the most
suitable of these compounds.
Roy Forsyth recently visited Sunderland University to officially hand
over the new High Performance Liquid Chromatograph Machine
(HPLC). It will enable them to analyse the compounds that have been
produced in the development of ProDrug Therapy. It will ensure that
high quality results are achieved efficiently.
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Shop for Less and Support the Cystinosis Foundation
See our webshop at http://www.buy.at/cystinosis
Shop from the comfort of your home
Escape the hassle of parking and queues
Find great prices and gift ideas all in one place
Save with online discounts
Many retailers offer free delivery

The retailers involved pay commission
on everything you buy—but only
if you do it through our webshop

RGU Research—Alternative Cysteamine Delivery System—Eye Gel
The team have been looking at various delivery methods for Cysteamine to increase the effectiveness of current
treatments. One of these methods is the use of eye gels containing Cysteamine. Cystinotics can often suffer
from eye problems, greatly reducing their vision. The primary method of treatment currently is the
administration of eye drops. Due to the speed at which liquid can drain from the eye, the drops must be
administered frequently – up to 15 times a day in some cases.
The results at the Robert Gordon University are showing that the gels may greatly reduce the frequency of
application in comparison to the current liquid form.
The Cystinosis Foundation UK has been providing financial support to the team to enable Barbara to undertake
this research.

Mailing List Update
We regularly update our mailing list and wish to ensure the details we have for you are correct. You may no longer wish to
receive this newsletter. You can download the newsletter from the website. If you wish to change your details, or be
removed from the mailing list please complete the form below and return it to Cystinosis Foundation UK, 174 Corwen Road,
Tilehurst, Reading RG30 4TA
Current details
Name……………………………………………………………………………………………………………………………...
Address…………………………………………………………………………………………………………………………...
……………………………………………………………………………………………….. Postcode………………………...
New Details
Name……………………………………………………………………………………………………………………………...
Address…………………………………………………………………………………………………………………………...
…………………………………………………………………………………………………Postcode………………………..
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.

