





Highlights -

Breathing Life Awards 2007

The Hilton hotel on Edgeware Road in
London was awash with celebrities and
supporters on 31 May for the Cystic
Fibrosis Trust Breathing Life Awards
2007. Hosted by actress Claire Sweeney
and presenter and CF Trust patron

Dr David Bull, the evening once again
provided an opportunity to pay tribute
to the amazing achievements and
positive attitudes to life typical of so
many in the CF community.

Tom McLoughlin, former Expert Patient Adviser for the CF Trust, left presenters Amanda

Lamb and Toby Anstis holding the baby while collecting his award for Special Achievement!

Elena Byrne, aged 10, won the Junior
Artistic Award

Pictured here are just some of the
deserving winners on the night — a full
list can be found on our website
www.cftrust.org.uk

Junior Sport winner Nicole Allen with
David Seaman and Cleo Roccos

Jonathan Hardy, winner of the Fighting
Spirit Award, with Coronation Street's
Katherine Kelly

Alex Stobbs

Classical music lovers are in for a treat this autumn. Alex
Stobbs, a | 7-year-old with Cystic Fibrosis, is to be the
subject of a new documentary to be aired on Channel 4
later in the year. Described as a ‘musical prodigy’, Alex
(pictured right) has been playing the piano since he was
three, but has always dreamed of conducting Bach's
great choral piece The Magnificat. The programme will
follow Alex over |2 weeks as he attempts to achieve his
dream — in front of a 500-strong crowd at Eton College
where he is a pupill We will post the programme details
on our website when they become available.
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I'd Like a Second Opinion...

The Cystic Fibrosis Trust regularly receives enquiries about
clinical care. In some cases, those who contact us are not being
cared for by a specialist CF Centre, in which case we refer
them to the list of Centres on our website (www.cftrust.org.uk)
and suggest they ask their family doctor to arrange an
appointment.

In other cases, they may attend a specialist Centre but are
anxious about the advice or information they have been given.
This can be for a variety of reasons, including:

* An inpatient stay or course of treatment has been
recommended which they don't think they need.

* They do not feel well and do not think it is being taken
seriously enough.

* At clinic, they have not been seen by clinicians they know and
trust.

* A new complication such as diabetes has arisen.

[t is important to understand that most CF teams themselves
value a second opinion from time to time, and will often
consult with a colleague from their own or another CF Centre
about a particular case. Sometimes, a member of the CF team
will refer a patient to another Centre for a second specialist
opinion, even if this is just to reassure themselves that they
have not missed anything and that all that could be done is
being done.

People with CF are also entitled to a second opinion, and
provided that they go about it in the right way, no offence
should be taken. Explain that you are worried, concerned or
even frightened, and that whilst you are sure your CF team are
doing their best, you need to reassure yourself that everything

that can be done is being done, or conversely, that the
treatment that has been suggested is really necessary. If you do
decide you would like a second opinion, it will be far more
valuable if you are referred by your CF consultant, who can
provide appropriate background information about your case.

Everyone tends to feel nervous questioning their doctor, but
CF is a serious condition and your condition, and it is natural
and acceptable for you to have questions or even doubts from
time to time.

We raised this matter with the directors of specialist CF
Centres at their recent annual meeting. All those present
agreed that it was the right of someone with CF to seek a
second opinion, and that they would refer a patient if
requested, as well as receive a referral from another Centre.
Understandably, what they don't like is when this is done
without their knowledge.

So, if you are worried about any aspect of your care or
treatment and would like a second opinion, please be
reassured that
it's okay to ask
for one.

Research Monitor

At the most recent Trustees' meeting, three new medical
research grants totalling over £210,000 were agreed. This
follows the rigorous scientific reviews carried out by the
Research Advisory Committee of the CF Trust, who only
recommend projects that will have important and/or imminent
clinical benefit for those with Cystic Fibrosis.

A project at the University of Cambridge will look at using an
already existing drug to allow the movement of salt and water
through the body's cells. In people with Cystic Fibrosis, a
protein called CFTR controls this movement and either doesn't
work or only partially works. Scientists have found another
'gate' for salt and water to pass through the cells called CIC-2.
A drug that is used in the intestine has been found to open this
'gate’.  This research aims to leam if this can be used as an
alternative route to CFTR for salt and water, thus bypassing the
problem of Cystic Fibrosis.

The Trustees also agreed to fund research at Newcastle
University, also investigating CFTR. The team has found that a
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Viagra-like drug can correct the CFTR defect in nasal cells in the
laboratory, but only at very high doses that cannot be taken in pill
form. The scientists have established that the drug can be taken
by nebuliser and this project is for a pilot study to test whether it
can be used in lower airway cells taken from people with CF who
have had a lung transplant. If successful, the inhaled drug would
proceed to testing in people with Cystic Fibrosis.

The third project approved is at the Queen's University of
Belfast. ~ This study will investigate how inflammation s
controlled in the lungs of those with Cystic Fibrosis. The
researchers will look at a sensor that detects Pseudomonas, as
they believe it stays active for longer in people with Cystic
Fibrosis. They will also look at whether the CF body doesn't
produce enough of the protein used to stop inflammation,
thereby causing longer term damage. This information will give
the scientists a better understanding of infection and
inflammation and will help to develop new ways of fighting
chronic infllammation in the airways of people with Cystic
Fibrosis.
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Aid to Albania

Earlier this year, paediatric
physiotherapist Kirsteen Black took a trip
to Albania to spend two weeks at a
hospital in the capital Tirana. The
hospital is the only one in the country
which provides care for children with CF
— families regularly travel for several
hours to reach it. But despite the best
efforts of the hospital staff, the level of
CF care is desperately low — the life
expectancy of children with CF in
Albania is just five years old, and there
are no known surviving adults.

Kirsteen, based at Edenhall Hospital in
Edinburgh, was inspired to travel to
Albania after a colleague Alison Closs
had visited Tirana and reported back on
the dire situation regarding CF care.
Following a period of fundraising and
donations from several companies and
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organisations, Kirsteen made her trip in
May of this year.

With Albania being one of the poorest
countries in Europe, she had some idea
of what would await her — but was still
shocked by what she saw.

"Sanitation levels were poor, parts of the
building looked ready to collapse, and
cross-infection control was non-existent,"
Kirsteen told CF Today. "The staff bent
over backwards to accommodate me
and were desperate to leam, but they
are completely ill-equipped to deal with
even the most basic aspects of CF care."

There are no allied health professionals
in the CF unit, and no cohesive CF team,
with poor relations between doctors
and nursing staff and bribery for
medicines commonplace. In addition,
there was a lack of basic medication,
equipment and resources. Lab services
were 'diabolical'.

Kirsteen was able to produce videos
about the essentials of CF care, as well
as some information leaflets, to give to
the hospital. Much needed nebulisers
and medications were also provided, as
well as exercise equipment (including
very popular space hoppers!).

Kirsteen with a child at the hospital

Kirsteen discovered that often the
families had no idea how CF was caused
— indeed many had their own theories,
and were astounded to learn that CF is
a genetic condition. The families are
further hampered in that a visa is needed
to leave Albania, so they cannot easily
travel to neighbouring countries where
care is better, even if they have the
money to do so.

Kirsteen hopes to return to the hospital
in October, and stays in contact with her
colleagues in Tirana, ready to answer any
questions they may have. "There are still
mountains to climb," she said, "but this
has definitely been a step in the right
direction.”

Papworth Celebrates New CF Unit

Cystic Fibrosis patients at the Papworth
adult CF unit in Cambridge had reason to
celebrate in June when the refurbishment
of their ward was completed. The hospital
had recognised that changes were needed
to reduce the risks of cross-infection and to
improve facilities for the patients. So far, the
bathrooms and patient rooms have been
revamped — the kitchen and even the
doctors office will also be undergoing
makeovers. Patients may also be able to
enjoy new entertainment options in the not
too distant future. Pictured left are Rosie
Barnes from the Cystic Fibrosis Trust
(cutting the cake) along with Centre
Director Dr Di Bilton and CF Consultant
Dr Charlie Howarth, at the official opening
of the unit on 27 June.
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For further details on these and many other UK and overseas
challenges, contact our Events Team now on 0845 859 1100,
events@cftrust.org.uk or check www.cftrust.org.uk

JOIN TEAM GF AT THE

~ FLORA LONDON MARATHON 2008
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To help you reach the finish line we will provide:
* Fundraising pack

* Team CF running vest

* Weekly training e-newsletters

* Team CF newsletters

* Post-marathon party

* Post-marathon masseurs!
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