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E-Bulletin from Cystic Fibrosis Association of Ireland





Issue 3, September 2009
Dear all,
Welcome to the third edition of Spectrum, and many thanks for the positive feedback we have received already on this bulletin, which goes out at the beginning of each month. Autumn is upon us again but we hope you are heading into the new season feeling rested and well after the summer break. We continue to work in a challenging environment with concerns about Swine Flu, the cutbacks already implemented by the HSE in health services and the prospect of more to come.  Despite the challenges we can report on some progress which we hope can be built on in the coming months, including (for example)

· Progress in developing the new building in St Vincent’ which will include significantly more CF beds. The tenders have been issued and soil testing on the site has commenced. 
· The forthcoming increase in bed capacity in Galway University Hospital, and Crumlin Children’s hospital, to which CFAI has contributed funding. Progress is continuing towards a new adult day centre in Cork University Hospital and there are also positive plans for Drogheda Hospital, which will be highlighted in greater detail in the next issue of the bulletin

· The guidelines on swine flu developed by the HSE in association with CFAI

· The agreement by the HSE to publish the blueprint for CF Services in Ireland

· The national screening programme for newborn children which will be extended to include CF for the first time in 2010

Much remains to be done and the transplant issue will be a particular priority in the coming weeks. You may have seen the report on the 6-1 news on RTE during the summer, but in case you missed it you can view it at http://www.rte.ie/news/2009/0731/6news_av.html?2588544,null,230
We will be organising a series of five regional meetings between now and Christmas to talk about these and other developments and we really hope you can come along. Both the CEO of CFAI, Philip Watt and Chairperson Paul Higgins will be at these meetings along with some of the staff of CFAI.

Philip Watt, CEO CFAI

Editor of Spectrum: Mairin O’Shea, Services Co-ordinator CFAI

· Key developments
Schools and swine flu







            Many calls have been received by CFAI staff in recent weeks regarding the return to school for students with CF. Understandably, parents have been concerned about the risk of the AH1NI virus spreading between pupils at school. CFAI has been advising all parents to first consult with their CF team on this issue, but the general advice from the H.S.E. is that if your child is currently in good health, then s/he should proceed to school as usual, making sure to maintain good hand hygiene while there (use effective hand cleanser, wipes, etc). For parents whose children’s health is compromised and who have made the decision to keep them off school, home tuition is available from the Dept. of Education. If you need any help in applying for this please contact Máirín at CF House.
Third Level Education






         Congratulations to all the PWCF who completed their Leaving Certificates this year. Many did extremely well and we wish you all the best in your future studies. Most people at this stage will have applied for a Local Authority Maintenance Grant from their area council if they qualify, but many may not be aware that there are some other sources of funding available for people attending college – the website www.studentfinance.ie provides a good overview of these. If anyone would like to discuss third level educational supports further, please feel free to contact Máirín at CF House, or Tomás / Caroline on their mobile numbers. A reminder also to any PWCF entering their sixth year at school this year, to ensure you tick the relevant box on the CAO form stating that you have a disability, as this could enable you to claim exam supports and extra points if needed for a particular course.
Regional meetings








   We will be organising a series of regional meetings around the country between now and Christmas. The meetings are designed to be a two way process with the purpose of:

· Providing information on key issues, including progress in improving services and new challenges

· Discussing the future priorities of the CF Association of Ireland in our draft programme of work

· Providing an opportunity for members to raise issues and concerns

· Identifying support needed

Dates and venues to be circulated in the near future.
Date of national awareness week and annual conference
We are proposing to have CF national awareness week 2010 is the week before our annual conference, which this year is the weekend of 23rd, 24th and 25th April in Kilkenny (and thanks to the Kilkenny branch for all their work in preparing for the conference) We very much welcome your views on timing of the national awareness week. Just to guide you, Easter is the first week in April 2010 and as far as we are aware we are not cutting across other major awareness week, but please let us know if this is not the case. This year branches will get a pack well in advance to help prepare for the national awareness week and we are establishing an awareness and education committee to help advise on the preparations for the week. Please e-mail Philip pwatt@cfireland.ie on your thoughts on timing or your interest in participating in the awareness committee.

· Fundraising






 
Once again, it is good to be able to report that fundraising income is still ahead of the same period last year, and thanks to all our supporters for that.
Malin to Mizen Walk

Emmet Ryan completed his walk on target and generated considerable publicity nationwide in the process. His website is still open for donations and full details available at www.walkforcf.ie. Well done Emmet!
Malcomson Law Free Legal Advice Week

Malcomson Law, solicitors, who have chosen CFAI as their Charity of the Year for 2009 ran their “Free legal Advice” week from 17th-23rd August, which proved quite successful, with income still coming in. 
Man of Aran Pub Racing Club 

This committee in Tuam Co. Galway organised a BBQ earlier this summer for two charities;  Local Cancer Care Services and Cystic Fibrosis, both charities received a cheque for €6,000. Many thanks to all involved.
The Racecourse Challenge for Cystic Fibrosis

Parent of a Cystic Fibrosis sufferer, Antony Lewis-Crosby, is setting out on a unique marathon project to visit every one of the 87 racecourses in Ireland, England, Scotland and Wales in alphabetical order to raise money in Ireland for the Buy a Brick campaign to support the development of adult CF services in the Republic’s hospitals. There are 26 racecourses in Ireland and the whole project will take 5 years. 23rd August was the launch date for the Irish part of the project with the race meeting at Ballinrobe and it continued at Bellewstown on 26th August; next is Clonmel on 3rd September. Funds will be raised through betting on every race on the day and also where possible through collections among the crowd. CF supporters are invited to join Antony and his family at the meetings and he is particularly looking for supporters for the Clonmel meeting on 3rd September. Join him and his wife Carol one hour before racing starts for instructions. Antony is determined that everyone will have a good day out as well as raising money for such an important cause. The whole project has the full support of the CF Association of Ireland and the Cystic Fibrosis Trust in the UK. On 10th August a website will be launched with news about the challenge and the dates for the race meetings in 2009 and 2010: www.racecoursechallenge.org 
If you would like to join Antony at any of these race meetings please contact Martin Cahill or Grainne Kennedy at the Cystic Fibrosis Association of Ireland on 01 4962433 or Antony direct on 00447767771135. Entry to some race meetings may be complimentary.

Communications Workers Union choose CFAI as charity of the year for 2009
At a function in Time Niteclub, Naas on Tuesday 1st September, Ms. Patricia Tinsley accepted a cheque for €10,000 from Charlie Kelly and his colleagues in the Communications Workers Union. We hope this is the beginning of a successful partnership.

The Liffey Swim for Cystic Fibrosis

This event, organised annually by Robert Clarke, CF parent, celebrated its 25th anniversary this year.  The event has raised considerable funds for CF over the years. The history behind the event revolves around the birth of Declan Clarke. Declan was born in March 1984 and subsequently diagnosed with CF. He was quite ill and not given much chance of survival.  Robert made a silent prayerful pact with ‘The Man Above’ as he terms it, that if his son was given a chance to live, he would do something in return as a thank-you. Although he had no idea at the time what he might do, he saw a group of students cycling off a plank into the Liffey for charity one day, and instantly felt this is what he had to do in return for his son’s getting better. He has, without fail, organised the Liffey Swim event ever since. Declan survived and is alive and well today and actually completed the Liffey Swim in 2007. To mark the occasion, the CFAI presented Robert with a framed copy of Jack B. Yeats painting, ‘The Liffey Swim’. CFAI is grateful to Robert for his continued support over the years, and wishes both father and son all the best for the future.

Lugathon 2009

The CF Lugathon takes place on Saturday 12th September and involves a combination of two events in one.  A hill-walk up Lugnaquilla mountain in Wicklow for the fit walkers and a gentle stroll down by the lakes for the less fit walkers.  Sponsorship cards and places are still available and we encourage all our members living in the surrounding counties to support this event.

The Lakes 10k

Saturday, 19th September, Lorna Brennan and friends have organised the Lakes 10k around the beautiful Blessington Lakes. This is the first of a proposed annual event and you can check their dedicated website www.lakeshoreriders.com. 

Registration has now closed with a fantastic 485 participants signed up. Outside of organised sporting events such as corporate-sponsored sporting events, this is probably one of the largest  of its type to be organised in Ireland.

Troops Everest Climb Challenge for Cystic Fibrosis September 2nd & 3rd, 2009

On the 2nd and 3rd of September the 4th  Field Artillery Regiment based at Columb Barracks, Mullingar, and 100 Battalion, based at  Camp Ciara in Chad, will undertake a climb, equivalent to the height of Mount Everest, in aid of Cystic Fibrosis Association of Ireland (CFAI). Teams of five will ascend climbing walls at both Columb Barracks and Camp Ciara continuously over the two days, gaining a height of 8,848 metres. Teams from the local community will also take part. Ian Taylor, the youngest Irish man to reach the summit of Mount Everest will participate to launch this unique event. He said “This challenge will involve team work and stamina, and even though the teams will be in two very different locations, we will be working together to raise vital funds for CFAI.”
National Ploughing Championships 22-24 September 2009, Athy, Co Kildare

Malcomson Law have kindly invited CFAI to participate in an information stand during this major national event. We welcome volunteers from Kildare, Carlow and Kilkenny branches to man the stand distributing CF information.  This is a great opportunity to raise awareness of CF in the community at large. If you wish to help out, please contact Grainne at national office.

· Upcoming Events:
Going Electric
This year Tomás Thompson (PWCF Advocate) and a group of volunteers are manning a stand at the Electric Picnic Festival in Stradbally, Co. Laois. The Cystic Fibrosis Awareness Stand is using a giant ‘Operation’ game to demonstrate how CF affects different parts of the body. There will be information available about CF and the CFAI, and the volunteers will be encouraging festival patrons to make a contribution to the ‘Buy a Brick’ campaign. They will also use the opportunity to collect data about perceptions of CF amongst the general population by random survey. We wish Tomás and his crew the best of luck with this event and hope that anyone attending the festival will take the time to stop by the stand and lend their support. 
Reminder – Carers of the Year Awards 2009

The Carer’s Association has forwarded CFAI 10 nomination forms, for family / young carers who provide care to people with illness at home. We know that this is unfortunately a reality for many family members involved with the Association, and we would like to acknowledge their dedication and selflessness, as this care too often goes unrecognised. If you would like to nominate someone you know for this, please contact CF House for a nomination form or visit www.carersireland.com to download. Closing date is September 11th 09. Four regional carers of the year will be chosen from entries received. Three will receive a weekend break in Ireland, while the National Carer of the year will receive a week’s holiday in Europe. The Young Carer of the Year will receive a laptop computer. All nominations will receive a Commemorative Award as a memento.

· Media 
Cystic Fibrosis has achieved much coverage in the media over the past month, with Philip Watt (CEO), Tomás Thompson (PWCF Advocate) and Paul Higgins (Chairperson) speaking over the airwaves on RTE Radio1, Today FM, 4FM, LMFM, Midwest Radio, Highland Radio, C103, and Clare FM. Cystic Fibrosis has also been prolific in news print and well done in particular to Rory Tallon (PWCF) for his article ‘All about the Living’ which appeared in the Sunday Independent Life Magazine on 02/08/09. If anybody would like a copy of any particular article published over the past month please contact CF House. We are currently working on our website to include a new section with links to recent radio interviews, and hope to have this operational soon. 
International








          People may have been aware of Ketil Moe, a PWCF from Lillesland Norway who became famous as “the marathon hero”, completing the New York marathon 14 times between 1983 and 1999, the last two with both lungs transplanted. Ketil was seriously affected from CF from childhood, but actively demonstrated in his life his motto that “the impossible is possible – sometimes”. He was a great role model for CF patients and other persons with disabilities, and his encouraging fight for integrating disability in sports and other activities reached as far as China, where he became the tutor for a young boy named Mark Jiapeng Wang, who became paralysed in his legs during a dramatic air crash in China when he was 12 years old. Now at the age of 28 he has become the great front person for 80 million people with disabilities in China. Sadly Ketil passed away shortly after his last marathon but to mark the tenth anniversary of his death an operamusical is being launched. It is entitled ‘Some sunny night’ and tells both Ketil’s own story and that of Mark Jiapeng Wang. More information can be found at www.somesunnynight.com.
· Publications / Research
‘Parenting Children with Health Issues; Tools, Tips and Tactics for Raising Kids with Chronic Illness and Medical Conditions’ 
                                                                   We have had some enquiries recently from parents looking for advice on dealing with CF-specific behavioural issues. Lisa Greene, a parent of children with cystic fibrosis, whom some of you may remember from her presentation at the CFAI Conference 2009, has written a book which has been well-received in the CF community and may be helpful. Co-authored by Foster Cline, the book is published by Love&Logic Press. The book is available to purchase online (priced approx. €20) at http://www.shopireland.ie/books.
· Other
Outdoor Adventure Weekend

The Irish Sports Council, together with PWDI, is hosting a fun adventure weekend in Achill, Co. Mayo on the weekend of 25th to 27th September. The weekend is geared towards people with physical / sensory disabilities and is open to participants from all over the country. Activities include surfing, archery, rock climbing, canoeing, sailing and power boating. The cost of the weekend is €150 which includes 2 nights B&B, meals and activities on the Saturday and meal plus activities on the Sunday. If you would like any further information on this please contact Ray McNamara on 094 9047025 or the Mayo Sports Partnership Office on 094 9047025.  

*As with all group events, we would ask PWCF to respect cross-infection guidelines.

If there is any item that you would like to submit for inclusion in the next e-bulletin, please send it to moshea@cfireland.ie 
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