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PRESS RELEASE

HAVANT BOY’S LONG WAIT FOR A LIFE-SAVING LUNG TRANSPLANT
CYSTIC FIBROSIS WEEK 8-14 MAY 2011

A Havant boy with Cystic Fibrosis (CF) who has been waiting for a life-saving double lung transplant for over three and a half years is hoping to raise awareness of his condition and organ donation during Cystic Fibrosis Week 8-14 May 2011.

12 year old Sam Roonan lives with his mum Lisa, dad Mark and sister Josie.  Like most 12 year olds, Sam loves football.  He also loves cricket, tennis, music and playing the guitar. Unlike most 12 year olds, Sam is in desperate need of a new pair of lungs. Cystic Fibrosis has slowly damaged Sam’s lungs though infection and inflammation, and his lungs now only work at about 25% of the capacity of his friends.

Cystic Fibrosis (CF) is a disease that shortens life and inflicts a considerable daily treatment burden. It is caused by a defective gene that results in the internal organs, especially the lungs and digestive system, becoming clogged with thick sticky mucus resulting in chronic infections and inflammation in the lungs and difficulty absorbing food. 

Sam takes over 50 tablets a day including enzyme tablets with everything he eats, nebulised drugs, antibiotics and various other medications as well as daily sessions of physiotherapy.  He also has to have oxygen through a tube in his noseovernight and when he is out and about during the day.  His condition also requires occasional hospital stays and courses of intravenous antibiotics when he picks up colds and infections, sometimes up to six weeks at a time.

Sam’s mum Lisa says: “Sam has had a difficult time.  He’s been in and out of hospital and had to have a lot of intensive treatment, but despite everything he’s always kept smiling and is really determined.  It’s his fighting spirit that’s got him this far in life and he tries his best to enjoy every day. Sam has been on the transplant list for three and a half years. Despite his long wait for a transplant we stay positive and keep going and he is determined to enjoy every day of his life and to be as normal as possible." 

Sam started secondary school last year and so far has managed to spend more time at school than he has for a few years.  If he is not able to attend school he completes lessons using a webcam and is taught at home.

Despite his condition Sam keeps up with his hobbies of 5-a-side football, playing the guitar, cricket, and tennis lessons.  Although he can’t run around, he has adapted the sports he loves so he can still take part:  in football he plays in goal, in cricket he can bat or be wicket keeper and another member of the team runs for him.

Sam says: “It’s hard for me to breathe and I can’t do as much as I used to be able to, but I’m trying to make the most of life even though it’s always hard to keep up.  I’m just waiting for my transplant and I don’t know if it’s ever going to come.  I wish it would come soon it would make such a big difference to my life”

Money raised during Cystic Fibrosis Week will help the Cystic Fibrosis Trust continue to fund medical research to fight the symptoms of, and treat the cause of Cystic Fibrosis so that children like Sam can look forward to a brighter future. It will help the Cystic Fibrosis Trust improve the care of people with CF, and will help provide direct support for people with Cystic Fibrosis and their families.

To make a donation, sign up to the organ donor register or find out what is going on for Cystic Fibrosis Week visit www.cfweek.org.uk
ENDS

For all media enquiries, please contact:

Gemma Matthews on 0208 290 7912 or email gmatthews@cftrust.org.uk
Notes to Editors           
· The Cystic Fibrosis Trust is the UK’s only national charity dealing with all aspects of Cystic Fibrosis (CF).  It funds research to treat and cure CF and aims to ensure appropriate clinical care and support for people with Cystic Fibrosis.

· Cystic Fibrosis (CF) is one of the UK’s most common life-threatening inherited diseases.  Cystic Fibrosis is caused by a single defective gene.  As a result, the internal organs, especially the lungs and digestive system, become clogged with thick sticky mucus resulting in chronic infections and inflammation in the lungs and difficulty digesting food.

· During Cystic Fibrosis Week, five babies will be born with CF and sadly, two lives will be claimed by Cystic Fibrosis.

· Only half of those living with Cystic Fibrosis are likely to live past their late 30s. 

· Further information can be found on our website www.cftrust.org.uk.  Help and advice for those affected by Cystic Fibrosis is available through our Helpline on 0300 373 1000.  For further information, media should contact Gemma Matthews on 0208 290 7912 or email gmatthews@cftrust.org.uk 

[image: image2.jpg]see OFF CF

Il London Road, Bromley, Kent BRI IBY
Tel: 020 8464 7211 * Fax: 020 8313 0472 * www.cftrust.org.uk
Patron: HRH Princess Alexandra, the Hon. Lady Ogilvy, KG, GCVO  President: Duncan Bluck CBE
Cystic Fibrosis Trust registered as a charity in England and Wales (1079049) and in Scotland (SC40196)
A company limited by guarantee registered in England and Wales number 3880213
Registered office: |1 London Road, Bromley, Kent BRI IBY




