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July 2009
Dear all,

We are glad to introduce Spectrum, a monthly update of developments taking place in the CF community. Being the first edition, it is very much an introduction, and we hope that it will be seen as an invitation to all those who have a connection with CF to contribute to future editions. Spectrum is part of our Association plan to improve communication between all parties affected by CF or involved in CF care. We hope that in it we can present both local and national information that will be of interest to people with CF, their families, the care delivery professionals, and the fundraisers and branch members whose continual efforts allow us to keep making positive progress. 
Here in CF House we have been busy over the past month – the arrival of a new CEO, Philip Watt, and Secretary, Eufemia Solinas, combined with a huge increase in numbers taking part in the Women’s Mini Marathon, have kept us all on the go. We hope over the summer months to move ahead with the identified priorities, and this e-bulletin will be a way of keeping people up to date on these.  
· Welcome from new CEO of CFAI 

Welcome to the first issue of Spectrum, the monthly e-bulletin of CFAI. This e-bulletin will be sent out the first Wednesday of every month and will provide a regular update on issues like policy, funding and employment. The editor is Máirín O Shea, Services Co-ordinator of CFAI.  We would welcome your thoughts and opinions about what might be included in the bulletin. Please contact moshea@cfireland.ie.

I have greatly enjoyed my first 4 weeks in CFAI, while I am also now more aware of both the challenges and opportunities ahead. I am optimistic that we can and should make a difference by working together and I look forward to inviting you to our regional meetings in the autumn to hear the views of everyone concerned with CF.

Regional meetings in the Autumn

As part of a process of developing a programme of work for CFAI, there will be a number of regional meetings in the autumn around the country which will be an opportunity for everyone to input into the priorities of CFAI over the next year and beyond.  Some of the key issues already identified include:

· Transplant issue 

· Organ procurement 

· Facilities in hospitals (rooms and day centres in particular) 

· Staff levels and specialisation within hospitals 

There are also a range of other issues beginning to emerge including:

· Access to insurance (mortgage and travel) 

· Employment possibilities for PWCF 

· Palliative care 

New Chairperson for CFAI

Paul O’Higgins was elected Chairperson of CFAI at the CFAI Board meeting 13th June 2009. Paul has been active in the Cork Branch and the CFAI Board (NEC,) and through the PR and Governance Committees. Many thanks to Seán O’Kennedy who served two years as chairperson of CFAI and who contributed much to recent progress, including the fight against cutbacks in services. A new Board of Directors has also been elected, congratulations to all; the full list of these will be available on our website shortly.

· Key developments
New-born screening programme to commence early 2010

The CFAI has long advocated for the need for a national new-born screening programme for CF. At our annual conference in Cork this year, the Government announced the rollout of just such a programme beginning in early 2010. All new born babies will be automatically screened for CF using a simple heel-prick test.  This is very important as early detection results in earlier and better treatment. The HSE has recently established a national steering group to coordinate the implementation of the screening programme. The new CFAI CEO, Philip Watt has been invited to participate in this steering group and will be chairing a sub-group on training and awareness about the screening process.  

Palliative care for people with Cystic Fibrosis

On 17th June at CF House, a meeting on this subject was facilitated by Máirín O’Shea, Services Co-ordinator, CFAI and Marie Lynch, Programme Development Manager, Irish Hospice Foundation. The meeting came about as a result of CFAI’s presentation to the Forum on End of Life in Ireland, which is engaging with all sectors of society to develop a vision of how Ireland can address the challenges of dying, death and bereavement. People with CF and their families face unique challenges at end-stage of the illness and it is hoped that by bringing together all those involved in their care, that we can work together to ensure best practice at this most difficult time.
Our Lady of Lourdes Hospital, Drogheda
Over the past year, the Association has received numerous calls and letters relating to concerns from parents attending the CF centre at this hospital. The problems in replacement of experienced CF medical staff have been a major cause of anxiety and distress for these parents, as well as for the remaining CF staff at the centre. CFAI is actively working with members attending Our Lady of Lourdes to ensure that resources for adequate CF treatment here are attained as quickly as possible. If anyone would like to submit any further concerns / information to this end, please do so by filling out an Information Retrieval form on the Services section of our website (www.cfireland.ie) or contact the national office on 01 4962433.  
· Fundraising

CF Buy-a-Brick campaign
This campaign, designed to raise sufficient funds for CF’s national building programme over the next two years and provide much-needed facilities in hospitals around Ireland is ongoing, with fantastic publicity being obtained from the billboard campaign. Many thanks to JCDecaux.

Women’s Mini-marathon.

This year saw a record 824 participants lining up for CF in the 10km marathon. This augurs well for the returns from this event, hopefully exceeding the massive €120k generated in 2008. Notably, CFAI was among the charities mentioned in Evening Herald of 2nd June as having a large contingent participating in the event. Participation on behalf of CF continues to grow in strength each year and is a valuable source of fundraising.

Tesco Charity of the Year

Once again this is open for applications. It is now a two-year cycle, and is expected to generate in the region of €2.5m to €3m for the successful charity over the period.

A detailed proposal and case for support is presently under preparation by the Fundraising Department here for submission.
IPPA ‘Happy Faces’ Charity of the Year

CFAI have been invited to apply for this venture with the Irish Professional Photographers Association, with applications due in by 12th July.  A detailed proposal is presently being prepared. 

The success of both of these events, if CFAI are chosen as beneficiaries, will depend to a large degree on branch network support. Your assistance, as always, is greatly appreciated.

National Fundraising awards open for nominations
Nominations are now being accepted for the 2009 National Fundraising Awards. Anyone can nominate fundraisers, whether professional or volunteer, in the following categories: Fundraiser of the Year, Fundraising Campaign of the Year and Community Fundraiser of the Year. The winners will be announced at a special ceremony, hosted by RTE presenter Mary Kennedy, at the Four Seasons Hotel in Dublin on 20 October. The Wheel and Fundraising Ireland established the Awards in 2008, with generous support from Vodafone Ireland, to recognize and celebrate exceptional achievements in charitable fundraising. To nominate or find out more visit: www.fundraisingawards.ie, or follow the Awards on Twitter.

· Upcoming Events:
Over and Back 2009 – July 1st to 30th
Two young men from Skerries are planning a mammoth walk in order to raise money and awareness for Cystic Fibrosis. Peter Kennedy (PWCF) and Ross O'Shea, both 19, are going to walk from Skerries to Clifden, County Galway and then turn around and walk right back home - that's a round trip of 450 miles!! Any help and support you can give the lads on their journey would be much appreciated. 
Vintage Tractor Show - July 18th 

Anna Molloy and family are hosting a vintage tractor show in Kells, Co. Meath with proceeds going to the CFAI. It should be a FUN family day out! 

Lugathon 2009

Participants are still being sought for this trek up Lugnaquilla Mountain in Co Wicklow. This year’s event will be held on Saturday 12th September. If you or anyone you know is interested in signing up to this great event, please contact the ACARA office on 01 4784505 or email info@acara.ie and tell them you would like to take part in the ‘Cystic Fibrosis Lugathon Challenge’

ING New York City Marathon 2009

We still have a few places left on the team for this year’s NYC Marathon! Places are limited and time for applications is running out so if you know anyone who may be interested, please contact the National office as soon as possible.
Mizen to Malin Mission

We would like to sincerely thank the lads and lasses that took part in the walking mission from Mizen to Malin Head. The 10 participants walked the length of the country to raise funds for the CFAI. For more info check out their mycharity.ie page. Again many thanks!
· Media 
Film: 65 Red Roses

Directors: Philip Lyall & Nimisha Mukerji 

Canada - 2009  71 mins 
This documentary, presented in association with the Radharc trust, examines the lives of three young women living with CF. It screened Saturday 20th June at the Irish Film Institute in Dublin as part of their ‘Stranger than Fiction festival. Caroline Heffernan, one of the CF Patient Advocates here at CFAI, gave the official introduction. The film follows Eva, a 22 year old PWCF, living in Vancouver in Canada, as she waits for a double lung transplant. It gives a very honest account of her life on the transplant list and shows the struggles of PWCF at this stage of life. But the film also focuses on the friendship that Eva maintains with two other PWCF, as they each try to come to terms with the effect of the condition on their lives. It explores how PWCF, with the use of the Internet, can be an amazing support system for each other. Some comments from members who attended the screening:
“It was interesting to watch the interactions of the three girls online, it is encouraging how PWCF can support each other in their time of need even over the internet.  Eva says we are not isolated by our illness but by ourselves.

If I was approaching transplant I would like to see a documentary like this to give me the knowledge and education of this stage of CF so I could make the decision that was right for me. I would recommend viewing this documentary to PWCF who have a good knowledge of CF already and a good understanding of their own stage of CF. 

For parents it’s hard to watch your child being sick but Eva parents did a good job in explaining there worst fears and living with her decision to have a transplant. 

I think this documentary gives people a very good insight into our world of CF.” 

“It really made me think and opened my eyes to what PWCF in that situation have to go through, and just how brave they truly are. And while it is factual it is definitely not fact driven. One of the things I took away from it was the honesty of the all people involved. Everyone involved should be commended. This was an amazing documentary; powerful, touching and thought provoking, that shines a light on the whole transplant process. I would recommend it to anyone, however at times, due to the nature of the subject, it is tough going and it might upset some parents or PWCF”
“This was one of the most moving and well produced documentaries I have ever seen. It was very honest and did not pull its punches in any way, so it might not be for everyone, particularly for younger children. Caroline’s introductory words at the screening of the film in Dublin also give the film an Irish context and we should try and show it in other venues if we can.”

· Publications / Research 
"Studying the Ancient Origin of Cystic Fibrosis".  
This is a collaborative research project being undertaken by Dr. Jeremy Bird of the School of Science, Sligo Institute of Technology, and Professor Philip Farrell of the University of Wisconsin. 
The background to this study is that the high incidence of cystic fibrosis in the Western world is mainly due to one mutation (ΔF508). The reasons for high levels of this mutation in the European and Euro-American populations has not been explained, although a selective advantage for the carriers has long been suspected.  The Irish population has a particularly high incidence of the ΔF508 mutation. Dr. Farrell and an interdisciplinary, international team are applying genetic archaeology to address various hypotheses directly regarding the genetic history and spread of this mutation in human populations.

Their pilot studies have utilised prehistoric skeletons from Austria (La Tene culture of the Celts) and several other European countries to analyze molar teeth for DNA markers and femur specimens for radiocarbon dating, paleo-diet reconstruction, and trace metal determinations.  Results thus far reveal that ΔF508 was present in the skeletons of 3 of 32 humans who lived during circa 500 to 100 BC near the Danube River and that many such inhabitants had high levels of arsenic and lead in their bones. 

Dr Farrell will outline possible extension of this study to an early Irish population and initial results on the recovery of DNA from human remains, and the reason behind why such a study may answer some important questions about the emergence of the cystic fibrosis mutation in the Irish population. The research partners gave a talk on their subject on the evening of Thursday 25th June in Sligo I.T. and it was well attended, with both CF and wider archaeological interest groups looking forward to the findings.  
‘Living Life on a Rollercoaster’
This is the title of a new book written by Helen Little and her two children. It examines their experience of living with CF, all the way from birth up to one year after her daughter’s double lung transplant. The book is being well-received and the feedback is that it is a compelling and inspiring read. There is a promotional event for this book taking place in Footprints/SU bookshop in Talbot Street (Near Connolly Station), Dublin, this Saturday 27th from midday onwards and all are welcome to attend. The book will be available to buy (€15) from this store and its partner store in Lower Georges Street, or directly from the publisher's website www.ambassador-productions.com (click for the online store and go to page 2). Helen Little is open to being contacted directly in relation to this book, and she can be reached at 086 2584823.
· Jobs / Funding / Opportunities
Third Level Education
The PWCF Advocates frequently get calls relating to entitlements and supports that exist for students with CF to attend college. They have prepared a document outlining the main funding sources, which can be viewed on the website at http://www.cfireland.ie/publications/information_booklet/Guide_to_Third_Level_Education.doc
Paid / Volunteering Positions
Activelink, Community Exchange is a great resource if you are searching for paid work or community volunteer projects. They have opportunities all over the country and across a broad range of skills areas. Remember that if you are getting getting a disability payment such as Disability Allowance, and you get written approval from the Department of Social and Family Affairs, you can do what is termed ‘rehabilitative work’ earning up to €120 per week and retain your disability payment. Current opportunities can be viewed at http://www.activelink.ie/ce/active_section.php?id=4
Annual Carers of the Year Awards

The Carers of the Year Awards is a way of recognising and rewarding Ireland’s 161,000 family carers who dedicate their lives to providing care to their loved ones in the home. Carers need to be constantly available due to the high levels of social and health care needed at home and their life centres on the needs of the person requiring care. The Carers of the Year Awards acknowledges the wonderful work that family carers carry out each day, oftentimes 24 hours a day. The official launch for the Carer of the Year Awards took place at the end of May and we would encourage nominations from the CF community. People can nominate online via the website, http://www.carersireland.com/promote_aware.htm or by downloading a nomination form. Nomination forms are also available from 16 resource centres nationwide, or by contacting Karen Phelan at The Carer’s Association, Priors Orchard, Johns Quay, Kilkenny. Tel: 056-7753600, Mobile: 086-8399150, www.carersireland.com

In the August issue we will have an update on developments  at St. Vincent’s Hospital. Please submit your email to moshea@cfireland.ie if you would like to be included on the Spectrum mailing list. 
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