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E-Bulletin from Cystic Fibrosis Association of Ireland





Issue 2
 August 2009
Dear all,
Welcome to the second instalment of Spectrum. The past month has seen two important issues arise for the CF Community in terms of the HSE / Pharmacists dispute and the AH1N1 (swine flu) virus. Here at CFAI we have done our best to take a pro-active approach in relation to both these concerns, and have been posting updates on the ‘Hot Topics’ section of our website as received. Please continue to check this regularly and contact staff at CF House should you become aware of any further information which might be of benefit to others. 
The report of an Bord Snip Nua, the McCarthy Report, was also issued in July and is likely to have implications for many CFAI families. Our CEO has expressed the Association’s concern at the proposed cutbacks in the areas of social welfare, health and education, and we will continue to advocate together with others in the disability sector for the retention of benefits in these areas for people with CF.
On a more positive note, this time of year many people are heading abroad on their holidays, and we are getting frequent calls to the office in relation to travel insurance for PWCF. The Advocates have reviewed their travel insurance booklet which contains info. about the different types of cover offered by insurance companies, and it is available online in the Publications section of the CFAI website; 

http://www.cfireland.ie/articles.php/publications/_information__booklets. Hopefully this will be of help and if you are one of the lucky people taking off for the sun, enjoy! 

· Key developments
Pharmacy dispute








    As no agreement was reached between the Irish Pharmaceutical Union and the HSE, the proposed action in opposition to reduced fee payments by pharmacists went ahead on August 1st. The pharmacists involved have ceased dispensing medicines to those on Medical Cards and are not participating in other state-subsidised drugs payment schemes. Most people with CF sensibly ‘stocked up’ on their prescriptions in advance of the industrial action and there are still over 1,100 pharmacies still dispensing medication throughout the country. If your local pharmacy is involved in the dispute and you need to source an alternative outlet, a list of pharmacists still operating these schemes can be found on the HSE and CFAI websites. Any queries can be directed to the <HSE information line on 1850 24 1850.
Influenza A(H1N1) virus, ‘Swine flu’






                                                     There is no evidence that infants, children or adults with CF are more susceptible to viral infections than healthy people, but the impact could be greater and the outcome more serious once contracted. While the HSE has issued guidelines in relation to the treatment of symptoms of swine flu in the general population, people with CF have special needs and some of the general directives are not applicable for the CF community. Philip Watt and Tomás Thompson met with HSE Public health officials on July 27th to discuss the implications of the virus and virus treatment for people with CF. As a result of this meeting Dr. Emer O’Connell in the office of Population Health is in the process of preparing guidelines specifically for PWCF. She has informed that these will be sent to CFAI this week, at which stage they can be reviewed by the Medical and Scientific Council of the Association and put up for display on our website. Please watch the Hot Topics Section for updates. In the interim, there are CF-specific guidelines from the UK available to view at http://www.cftrust.org.uk/Swine_Flu_QAs_CF_Trust_23.07.09.pdf
 

   For general queries, a dedicated information and advice helpline has been established by the HSE in relation to the Influenza A(H1N1) virus: Freephone (1800) 94 11 00 for 24 hour up to date Flu Information. The HSE general info. line is also available from 8am to 8pm, Monday to Saturday: Call-save (1850) 24 1850. Up to date information can also be viewed by the public at www.HSE.ie    
Report of an Bord Snip Nua







 The CFAI is concerned on behalf of its members about proposed cutbacks in the McCarthy Report (An Bord Snip Nua). The proposed measures include 5% cuts in social welfare payments such as Disability Allowance and Carer’s Allowance; recipients of two social welfare payments or a social welfare payment with a community employment scheme payments to receive one payment only; reduction in child benefit payments; changes in eligibility to Family income supplement, the revision of income guidelines for the Medical Card and the €5 contribution levy on previously free-of-charge prescriptions. Philip Watt has written to the office of the Taoiseach on behalf of the CF community to express concern about the proposals and we are awaiting a formal reply.
St. Vincent’s University Hospital






 The evaluation of tenders for the construction of the extended CF facilities at St. Vincent’s University Hospital took place in July, and a building firm is to be appointed this coming October / November. In a statement issued last week, the hospital said it had received enough quotes to guarantee a “robust procurement process” and so all looks positive on this development. The multi-million euro building project will allow for the completion of the 34-bed unit which was committed to by government in 2008. 
Cork University Hospital

Plans for the Adult Day Unit in CUH are at an advanced stage with planning permission awaited to confirm the change of use of the area designated for the unit. It is hoped to have more definite news later in the summer.
· Fundraising








 
With doom and gloom daily in the news media, it is great to be able to report that many people are keeping up the good work of supporting CF through fundraising.

Malin to Mizen Walk

Saturday 1st August saw the start of Emmet Ryan’s Malin to Mizen Walk. Emmet, having participated in the New York Marathon in 2008, is well and truly fit and ready for this one.  Watch out for him on the route over the next 28 days.  Full details available at www.walkforcf.ie
Swimathon

Aaron McGrath of Community Gardaí in Blanchardstown, Dublin, is holding a swimathon in the National Aquatic Centre on Saturday 1st August, and hopes to have a large group joining him to raise funds. 

Gerard Fay’s 24 Hour Memorial Walk

Gerard Fay, “Marathon Man” is doing a 24-hour walk in the grounds of O'Raghallaigh GAA Club, Drogheda starting on Saturday 1st August. Gerard has raised upwards of €60,000 single-handedly through marathons and walks over recent years, completing at least 50 full marathons in the process.

Malcomson Law Free Legal Advice Week

Malcomson Law, solicitors, who have chosen CFAI as their Charity of the Year for 2009 are running a “Free legal Advice” week from 17th-23rd August.
Persons availing of the service, which is by phone (dedicated number 01-8289966) will be encouraged to buy a brick for the CF National Building program by donating €20. Donations are acceptable by Visa, Maestro or Laser through Malcomson Law and the service is strictly confidential. Please encourage your friends to avail of the service.

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 is the launch date for the Irish part of the project with the race meeting at Ballinrobe and continues at Bellewstown on 26th August and 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.

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 registration is still open.  You can register at their dedicated website www.lakeshoreriders.com. 
Cobh man Returns From Atacama Trek

Rob O’Brien completed The Atacama Crossing in Chile in March this year and he chose to raise money for an initiative to provide isolated beds and a day centre for adult CF people in Cork University Hospital. Across the driest desert in the world, it begins at 11,000 feet, and it is the equivalent of six marathons, and Rob was the sole Irish competitor taking part in the challenge among the 90 participants.

Rob’s quest began after watching an RTE Prime Time programme early this year on the plight of cystic fibrosis patients, Rob was stunned to find that facilities for patients in Ireland were abysmal and grossly underfunded!  In light of this, Rob chose to run the Atacama Crossing 2009 for Cystic Fibrosis sufferers in the Cork & Kerry region.  The aim of this Charity is to create awareness of Cystic Fibrosis in the region and to raise enough funding to develop Ireland’s first dedicated CF treatment unit within Cork University Hospital.

Rob recently presented the funds, over €5,000 to Paul Higgins, (Chairperson) at the Southern Branch of CFAI.
Staff Weekly Collection Raises €3,500

Staff at Cummins Sports in Cork agreed to donate €1 each week to Cystic Fibrosis and the final tally came to €3,500. The Southern Branch want to thank Kevin Cummins for agreeing to organise and implement the weekly collection of the employees` contribution. The willingness and dedication of all those who contributed over the year speaks volumes for the sincerity and generosity of the people in Cummins Sports. 
Oh The Pain of It All!

Shirley Feeney of Shirley`s Health and Beauty Clinic in Glanmire Co. Cork organised a Male Waxing Benefit Night in the High House, Blarney Street, Cork for Cystic Fibrosis. A great night was had by all including the waxies! The final figure was €1,415.00. Well done to all.

4 Peaks 4 Life

Gerry Walker, who was the recipient of a double lung transplant last year, this month brought to fruition his donor awareness campaign and fundraising event. The challenge he set himself involved climbing the highest peaks in Ireland, England, Scotland and Wales within a year post-transplant. Full details of Gerry’s event are on www.4peaks4life.ie  All funds raised will be split between the CF Association and the Freeman Cardio Transplant Fund, see http://www.mycharity.ie/event/gerry_walkers_event/. Gerry covered the costs of running the event himself and so far has raised €7,000.  Gerry also placed a tribute to his donor on each of the 4 peaks, see http://www.4peaks4life.ie/4Peaks4lifePhotos.htm for further coverage. A huge congratulations to Gerry for all his achievements this month. 

“Over and Back”
Finally, we would like to sincerely thank and congratulate Peter Kennedy and Ross O’Shea who completed their 450 mile walk from Skerries to Clifden. 
· Upcoming Events:
Annual Ball 

The 65 Roses group, who are holding their annual ball in October again this year, are providing the funds for the refurbishment of the offices in the Paediatric Unit for the C/F staff at Cork Hospital in conjunction with the HSE. The final cost is about €15,000.00. Tables are still available for the 65 Roses Ball in October, contact Caroline 087/2566260.

Ladies Lunch in aid of Cystic Fibrosis 

This event will take place on Wednesday 16th September at the Garryvoe Hotel, Ballycotton Bay, Castlemartyr, Co. Cork starting at 12.30pm. Tickets are € 50 and ladies will enjoy lunch, a fashion show and entertainment. Contact Sinéad on (087) 9511256 for more information.

Mini Adventure

As part of MINI’s 50th Anniversary, Morrison MINI, Cork Road, Cahir, Co. Tipperary are hosting a special MINI Adventure with The National MINI owners Club on Sunday 23rd August that will raise funds for CFAI. Starting at 11am at Morrison MINI, up to 75 MINIs will take part in a MINI Convoy Mystery Tour, taking in the most scenic areas in South Tipperary and Co. Waterford in under three hours. Following the Mystery Tour, Morrison MINI headquarters will host a fun Family BBQ with a DJ and kids entertainment from 4pm to 6.30pm, and everybody is welcome. All proceeds and sponsorship raised from the MINI Adventure will go towards building of new facilities for adults with Cystic Fibrosis in Limerick Regional Hospital. Anyone interested in taking part in the MINI Adventure can get sponsorship cards or more information from Thomas O’Mahoney on (052) 7441122. 
The Paddy Kierans Memorial Walk

A large contingent of over thirty walkers are this year heading to Vietnam for the annual overseas walk in aid of CFAI. Their journey will take them through Hanoi, Ha Long, Hoa Binh, Ho Chi Minh and down to the Mekong Delta. We wish all the participants continued success with their fundraising and hope they enjoy themselves through the ten-day challenge, which takes place from the 23rd of September. 
Get Involved

There a number of other events open to participation by all and are listed on the Fundraising Calendar on our website, www.cfireland.ie. Events around the country like the Cork Women’s Mini-Marathon, Dingle half and full Marathon, Longford half and full Marathon, Dublin half and full Marathon are listed.

Many of our fundraisers are using the mycharity.ie service to obtain online donations for their particular event. Why not pay the site a visit. www.mycharity.ie 

· Media 
Ryan Tubridy Broadcast                                                                                                      The following link allows you to listen CFAI C.E.O. Philip Watt and Orla Tinsley discuss Cystic Fibrosis in Ireland with Ryan Tubridy on The Tubridy Show on RTE Radio 1 on Tuesday 30th June: http://www.rte.ie/radio1/thetubridyshow/1279716.html
Lung Transplant feature Six One news





                On Friday 31st July RTE news ran a feature about lung transplantation which featured Willie Bresnan (PWCF), Godfrey Fletcher (previous CEO of CFAI) and Dr. Wood (Surgeon, Transplant Unit Mater Hospital). The piece focused on the need for a National Transplant Authority to be established here in Ireland so that we can reach the same high level of annual transplantation rates as the likes of Belgium. The feature can be viewed online at http://www.rte.ie/news/2009/0731/6news.html 
· Publications / Research
Invitation for Participants

Understanding Cystic Fibrosis in Young People: How Thoughts and Beliefs Impact on CF Care

This is an invitation for anyone aged 14-25 years old with CF who would like to take part in a
research study that is concerned with understanding young people’s views of CF.
· The research is aimed at seeing how young people’s view of their CF condition affects their adherence to treatment and quality of life.  

· The study involves filling out a questionnaire, which should take about 25-30 minutes.  

The questionnaire will include questions about CF and its impact on young people’s lives.  For example, questions are asked about 

· the symptoms, 

· the demands that treatments place on young people, 

· how CF impacts on daily life  

Participating in this study will contribute to a research study that aims to enhance understanding of the impact of living with CF for young people.  We hope to publish this study, and consequently it may help to inform future interventions to enhance the quality of young people’s lives.   All information is strictly confidential
If you would like further information about the study, please contact the researcher, Ronan Conway, School of Psychology, by phone at 087 2836539, or email, at r.conway4@nuigalway.ie.
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· Other
Anam Cara Picnic                                 






            Anam Cara, Parental and Sibling bereavement support, would like to extend an invite to any families who have been bereaved, to their annual summer picnic event. This will give families an opportunity to meet with other bereaved parents and siblings and offer one another peer support. This year the picnic will take place on the 16th August at Barretstown Castle, Ballymore Eustace, Co. Kildare. Further information and directions can be found at the website www.anamcara.ie, or if you would like to contact a member of staff at Anam Cara you can call 01 2958567.
Westmeath Disabilities - Services and Information Open Day 
                       Westmeath Community Development in conjunction with the Department of Social and Family Affairs are organising the event this year in the Shamrock Lodge Hotel in Athlone on Thursday 10th September 2009. The event is being co-funded by the LDSIP and the Disability Activation Project and is one of the actions being implemented by the WCDL Disability Working Group. The purpose of the event is to get all disability service providers in County Westmeath together under one roof to offer information and advice to the service users and /or their families. The event is free of charge and open to all members of the public. 
A reminder re. Services available from CFAI                                                           
 The Association currently provides the below support to families, and while we do our best to keep people informed about these, not everyone may be aware of all of these schemes. Subject to funding, we plan to continue with each of the below for the coming year, so please do not hesitate to get in touch with CF House should you wish to discuss any further:
Domiciliary Physiotherapy:   The Cystic Fibrosis Association of Ireland will assist, wherever possible, in providing a home physiotherapy service for families newly-diagnosed with Cystic Fibrosis, according to the guidelines laid down by the Association, and on the recommendation of the CF consultant. Details of this service are available on request from CF House.



                                                       

Transplant & Transplant Assessment Grants:
   CFAI provides financial assistance towards incidental expenses incurred for members and their families who travel to the UK for transplant assessment and lung transplantation. Applications should be made (with dates and times of appointments) directly to Máirín O’Shea or Helen Whitty in the CF National Office to qualify for this aid. Payments are made directly to the PWCF over 16 years of age or to their guardian if under the age of 16 years. 

Social & Distress Payments:
The Association has limited funds available under the Social & Distress payments scheme which is used to help provide assistance to families and PWCF who are experiencing difficulties. Such cases are assessed in total confidence with recommendations from a social worker. Upon evaluation & assessment of the case, financial assistance will be provided where possible. 
Medical Identification Cards:
 CFAI provides medical identification cards to PWCF which contain pertinent medical information. To avail of this card, please contact CF House for an application form. 
Exercise Grant Scheme:   This was initiated by the PWCF group earlier in the year and there are still a limited number of places available. This scheme provides a grant of up to €360 towards the cost of gym membership, exercise equipment, fitness lessons, etc to PWCF. Please contact Máirín O’Shea at CF House for an application form.   

Family Bereavement Assistance:   Following the bereavement of a family member from Cystic Fibrosis, the Association will provide a bereavement grant to assist towards expenses incurred. CFAI will also endeavour to offer emotional support and help where requested, and can refer any member of a bereaved CF family to a professional counsellor should this be requested. 

Other Services:  Case-specific services are evaluated by CFAI upon request from the hospital's multi-disciplinary team. CF House can also be contacted in relation to social welfare or HSE queries wherein PWCF advocacy is needed.  
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 In the next bulletin we hope to have an update on developments at Our Lady of Lourdes Hospital in Drogheda.
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