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Issue 9, March 2010
Dear all, 

Welcome to issue 9 of ‘Spectrum’. Many thanks for the feedback we have received to date about improved communications within CFAI, it is much appreciated. We are active in reviewing all areas of our work and we are always open to comment, both positive and negative, new ideas as well as issues that you may want to raise with us directly.
As well as providing important updates on CF services in this issue of Spectrum, there are loads of fundraising and events happening in the next few weeks and as always we need your help, for example:
65 Roses Week: Get involved by encouraging friends to sell our new ‘65 Roses’ lapel pin around the 30th of April – 65 Roses Day. Contact Grainne in the office lo call 1890 311 211 or contact your local CFAI branch.
Annual Conference: Come to our annual conference 23rd -25th April 2010 in Kilkenny. Apart form a packed programme and good opportunities to network we are pleased to announce the costs of attending are greatly reduced from last year thanks to the generous sponsorship of Baxter Healthcare Ireland.

You should receive a conference and information pack in the post early next week, including raffle tickets. Don’t forget to return the money raised/stubs from the raffle tickets by 16th of April (at the latest) to CF House. Thanking you in advance if you can help us sell these, if this is not possible, just return the tickets to us for re-distribution: CFAI, CF House 24 Lower Rathmines Road, Dublin 6, The raffle tickets will be posted out to you on the week of the 15th of March along with the conference booking form and info about IPPA Happy Faces.
IPPA Happy Faces: Encourage your friends to get a professional photographic portrait of a loved one by the Irish Professional Photographers Association - for a minimum donation of €25, all of which goes to better CF services. See details on participating photographers on www.irishphotograhers.com 

Philip Watt (CEO)

Tomas Thompson (Acting Editor)

· Key Developments

Transplant/Organ Donation Issues

The need for coordination and monitoring of transplant services in Ireland was highlighted by the CFAI at our national seminar on transplantation in November 2009. The HSE has agreed to establish a transplant unit in 2010 as part of the recently published HSE Corporate Business Plan. The following is an extract from the Plan (p58)

National Specialist Service Organ Donation and Transplantation

· Establishment of an organ donation and transplantation unit within the existing resources and national structures

· Assignment of clinical lead to drive the work of this unit

· Collation of comprehensive performance data provided by all the transplant centres

· Commencement of national reporting, monitoring and assessing of organ donation and transplantation activities
The CFAI is also pleased to report a successful double lung transplant that took place in the Freeman’s Hospital, Newcastle recently. The recipient was a male with CF from Galway.
Introduction of newborn-screening for Cystic Fibrosis update
Previous issues of Spectrum have reported that the CFAI continues to be actively involved in the preparations for the introduction of newborn screening for CF. Screening was identified as a key priority in the CFAI’s ‘Pollock Report’ and the subsequent HSE ‘CF Services Report’. Screening for cystic fibrosis will be integrated into the existing newborn screening programme with the target date the end of 2010. The ‘heel-prick test’ undertaken on all new born babies will include testing for CF. A further ‘Sweat Test’ will be undertaken to confirm if a child has CF.  This is a very positive development, but will require significant work to ensure that hospitals are ready for this initiative by the end of the year.

Establishment of National CF Reference/Advisory Group

The CFAI has written to the HSE advocating the need for a national reference/advisory group to be established to provide strategic direction for CF services in Ireland, including the full implementation of the HSE CF Service Report and the transplant issue.

Regional Meetings 
The fourth regional meeting (North West) was held in Castlebar. Around 30 participated in the Traveller Friend Hotel on the 18th February 2010. Key note input was provided by Dr O Neill. Meeting chaired by Paul Higgins with additional inputs from Martin Cahill. Many thanks to Tomas Thompson, Louise Harty and Caroline Heffernan who organised the meeting. The Southern meeting will be held in Cork in the near future (date to be confirmed).

Beaumont Hospital - CF Out Patients Unit 

Professor Gerry McElvaney of Beaumont Hospital writes: Beaumont Hospital is due to begin construction of their new state of the art dedicated Cystic Fibrosis Unit within the next few weeks. The unit will be located close the central hub of the hospital, adjacent to all medical and nursing stations. The initial decanting of clerical staff (into a new admin block) from the area which has been dedicated for the CF unit has been completed and it is envisioned that the new Unit should be completed and ready for use by the end of 2010. 

Beaumont CF unit already has a full active multi-disciplinary team in place but further funding is necessary to fully kit out the new facility to the necessary high specifications. Beaumont Hospital is currently seeking support of up to €225,000 to purchase specialist medical equipment for the new facility. Beaumont Hospital is a designated national CF centre and is presently treating in excess of 100 adult patients. 

This new state of the art Unit will incorporate pulmonary function labs, including a pulmonary exercise laboratory, treatment rooms, out patient facilities where people with CF can meet with staff in facilities specifically designed to decrease the risk of cross infection, with the introduction of clean air filter system and extra space enabling spreading of clinic times, and teaching facilities. This new building will greatly facilitate the workings of the multi disciplinary team which at the moment consists of two consultants with NCHD support, two CF nurse specialists, dedicated CF physiotherapist, dietician, social workers and psychologist. 

This new unit will function as a hub where diagnoses can be made, investigations prepared and treatment administered without delay. The new facility will replace the old walk-in clinic for people with CF, previously sited on St. Paul’s ward. While this facility functioned very well, there was always an issue around the privacy of patients as they were treated in a room shared with staff carrying out administration duties. The increasing numbers coming to the Beaumont CF centre necessitated a new state of the art facility which is now available through the new unit. 

The development of this new Unit, costing over €3million, has been made possible through the support of CF Hopesource, Health Services Executive, Beaumont Hospital and our elected representatives who had a particular and effective interest in this project.

Update on St. Vincent’s University Patient liaison Group.
The St. Vincent's PLG has been working away on some of the key issues such as Bed Management, A&E access, management of H1N1 for PWCF, issues on the wards and St Christopher’s Ward.  The next meeting is on the 26th of March. If you would like the PLG to raise any issues related to in-patient or out-patient care you can contact Tomás Thompson at 087 9323930 or e-mail tthompson@cfireland.ie.  
· New Ward Bloc. The hospital has indicated to the PLG that the New Bed Block is on schedule and the decanting process to clear the site is well under way. The demolition of the portocabins that are currently on the site was due to commence in January. Work is still due to work commence new ward block in early 2010 (more info in the next issue).
· Update/Review on PWCF Information Leaflet to all PWCF once admitted.

· Dedicated Phone Call Time for PWCF. The PLG is looking into the possibility of having a dedicated core time for PWCF to ring the CF team, so that PWCF can talk directly to a member of the team and so avoiding getting an answering machine.
· Text messaging service. A Text messaging services for appointments is also been developed in the hospital and if successful will be rolled out to all PWCF appointments in the near future.
· Annual Reviews. Professor Charles Gallagher informed the group that from the new year (2010) that the CF Team will be carrying out on-going assessments’ and setting up annual review clinics for all PWCF. Reviews will take place between patients and staff to discuss pro and cons of patient’s treatment for the year, this will be a dedicated time outside of their normal clinic times. Patients will meet with all the team members i.e. doctors, nurses, pharmacists, physiotherapists’ and dieticians to assess & improve the care of patients. 
· Calendar for 2010 The CF Team have once again published a calendar for 2010 with some useful information and contact details available on it. 

Annual Conference and AGM

The cost of attending the CFAI annual conference in the Hotel Kilkenny 23rd-25th April 2010 has been significantly reduced this year, thanks to the generous sponsorship of Baxter Ireland healthcare group (see separate agenda and booking form).

Week End Rates for 2 Persons Sharing, Including Gala Dinner
2 Nights B&B and Gala Dinner - €200

1 Night B&B and Gala Dinner - €130

Week End Rates for Single Room Occupancy, Including Gala Dinner
2 Nights B&B and Gala Dinner - €120

1 Night B&B and Gala Dinner - €70
Conference attendance only – Free

Gala Dinner - €30

Physiotherapy seminar

A specialised physiotherapy skills workshop was held on the 8th of February by CFAI in partnership with world renowned  respiratory physiotherapist Jean Chevaillier. The aim of the seminar is to ensure that parents / PWCF are equipped with the most up to date techniques in the treatment of cystic fibrosis. The workshop was will received by all who attended and the CF house has ordered a number of Jean Chevaillier DVDs on up to date techniques in the treatment of cystic fibrosis for all PWCFs and their families who couldn’t attended.  The DVDs should be in CF house in the coming weeks, to order one contact CF House. The Cost price and selling price is €30. Post and packaging will be covered by CFAI. Alternatively, some will be available at our annual conference. 
Appreciation of the work of John O Hanlon 

We recently received the sad news that John O' Hanlon, Secretary of the Midlands branch of CFAI and a very active member of or Association for many years, passed away suddenly at his home in Tullamore. Thank you John for your tireless work for CFAI. 
Commemoration/remembrance of People with Cystic Fibrosis

The CFAI is currently looking at ways in which we might have appropriate places of remembrance for people with CF. One suggestion is the possibility of identifying special places in existing public gardens for CF roses to be planted along with a plaque explaining their significance – the gardens would be open to the public but would also be places be suitable as a place of remembrance. We would welcome your thoughts – we are very much at an early stage of thinking and we will have wide consultation before we decide on the best way forward. 
Fundraising- We Need Your Support!!

Join us on Facebook by becoming a ‘fan’ of the ‘Cystic Fibrosis Association of Ireland’ and/or follow us on Twitter

IPPA Happy Faces is looming!

Please call Martin or Grainne if you are prepared to act as liaison to your local photographer members of IPPA. Give us your contact details, which we will pass on to IPPA who will contact you directly to assist in getting members of the public to go and have a portrait taken.
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Some happy faces at the IPPA annual Awards and launch of Happy Faces 2010

Just to remind you…

Irish Professional Photographers Association of Ireland (IPPA)

Happy Faces Day 2010 (1st – 15th April 2010).

IPPA Happy Faces 2010 is an initiative of the Irish Professional Photographers Association (IPPA) to raise funds for a chosen charity each year, and CFAI is the chosen charity for 2010. Key points to note are

· Members of the public are invited to make a donation (min €25) in return for a mini portrait session and desk portrait. Single sitters should be over 4 years of age as this enables photographers to make more photo-shoots on the day,
· Although called ‘Happy Faces Day’ the initiative will run over a two-week period from 1st – 15th April. The choice of date for the Happy Faces Day locally will be decided by the local participating photographer and will be publicised locally by’ Fuzion’ Public Relations company on behalf of CFAI in conjunction with local branches.

· We require local members to act as liaison with photographers, and to assist with getting members of the general public to avail of the service. We also ask branches and supporters to encourage their local IPPA photographer to participate see list of those participating on www.irishphotographers.com
· Many of you have been contacted by Martin or Grainne to act as local liaison with local participating photographers. We still need assistance in all areas of the country.  Should you wish to volunteer, please contact Martin or Grainne at national office 1890 311 211 or 087-2627326 as soon as possible.
We need volunteers for Awareness day on Friday 30th April.

Thanks to all who have volunteered so far, but we need many more to make this a success.

65 Roses Week – CFAI National Awareness Week 23rd to 30th April 2010
National Awareness Week will be launched at opening of our Annual Conference in Hotel Kilkenny on Friday 23rd April. Promoting CF in the media will be a feature of the week, with local radio interviews portraying CF human interest stories, as well as the need for improved facilities in our hospitals and a further focus on the transplant issue in Ireland, among many other items.

The week will culminate in a one-day awareness day on Friday 30th April (65 Roses Day) when we will be seeking volunteers to sell our new lapel pins on streets and in shopping centres. The lapel pin, designed by Irish artist Paul D’Arcy, will depict a cluster of purple roses.

Again, we need the assistance and co-operation of branches and supporters to recruit volunteers to sell these pins in shopping centres etc. We have written to major shopping centres nationwide seeking permission and space to sell, and will inform branch secretaries as we receive replies.

Importantly, no Garda permit is required to sell on the street or in shopping malls – this is specifically because an item is being exchanged for money for charitable purposes.

Shopping Centres usually require sight of our public liability insurance cover, which we will forward on request. 
If you have any contacts in local shopping centres/malls etc., please ask them for permission to sell on the day, (local connections work better) and let national office know if insurance document is required. 
Don’t forget to put in your diary the dates of the annual CFAI conference in Kilkenny from Friday 23rd of April until Sunday 25th April in Hotel Kilkenny. We have been able to reducing costs to participants because of new sponsorship which we will be announcing shortly. We will circulate an agenda and application form for the conference in the next few weeks,
Celebrity Table Quiz

Thursday 6th May 8 p.m. to late
A unique night of glitz and brain challenges in the beautiful surroundings of Café en Seine

Come and join us with a host of Irish celebrities including Colette Fitzpatrick (TV3), Alan Short, (leading comedian) and Aisling O’Loughlin (Exposé) to name but a few.

· Tables for up to 5 people cost €150. (includes finger food and a complementary drink for 5 people.

· Book your table today, or any questions to celebrityquiz@cfireland.ie.

· An ideal opportunity to win some fantastic prizes and mingle with the stars from Irish television and Media.

· Be there or be square!!!!

· All proceeds to national CFAI Buy-a-Brick Campaign.

And finally, we will be acknowledging other successful fundraisers and forthcoming events in the next edition of Spectrum and our Annual Report. 

West of Ireland Women’s Mini Marathon 2010

The west of Ireland Mini marathon will take place in Castlebar on  Sunday the 2nd of May if you would like to take part please contact CF house for sponsorship  cards. If you live in the west of Ireland this is an excellent chance to get out have a bit of fun and help raise some much needed funds for CF.  
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