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Issue 8, February 2010
Dear all,
Welcome to this issue of Spectrum, in which we outline plans for National Awareness Week 2010 and invite you all to become actively involved with the programme of events.

This month sees the rollout of our workshops for CF physiotherapists between 8th and 10th February, and the seminar for CF parents, on the 8th February in the Morrison Hotel, Dublin. (review of event)
Caroline Heffernan presented on the ongoing work in the field of end stage / palliative care for PWCF at the Irish Association of Palliative Care Seminar on 4th February. Caroline’s presentation focused on an examination of current practices in Ireland, with recommendations for best practice from the perspective of PWCF themselves. The research presentation was extremely well-received and we look forward to hopefully submitting a follow-up report next year.
This is Máirín O’Shea’s last week with CFAI as she is leaving the Association to take up a post closer to home. Please forward any items for inclusion in further editions of Spectrum directly to Philip Watt (pwatt@cfireland.ie) until her replacement is in situ.
Philip Watt, CEO CFAI

Máirín O’Shea, Editor 
· Key Developments
Update on St. Vincent’s building programme
North Western and Southern Regional Meetings
This will be taking place in the Travellers Friends Hotel on the 18th February (more details? - Tomás) 
The Southern Regional meeting is provisionally due to take place on the 26th February (any more details?)
· Awareness

National Awareness Week 23rd to 30th April
National Awareness Week commences with the 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 more co-ordinated organ donation procedures in Ireland, among other items.

The week will culminate in a one-day awareness day on Friday 30th April when we will be seeking volunteers to sell our new lapel pins on streets and in shopping centres. This year’s theme for the week will be ’65 Roses’ and the lapel pin will depict a cluster of purple roses.

Again, we need the assistance and co-operation of the CF community nationwide 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. 
· Fundraising
Below is the text of a letter written by IPPA to all members of the CF community. As can be seen, we require the assistance nationwide of all to encourage family, friends, colleagues and members of the public to avail of this offer and to raise much needed funds for CF services.

Many of you have been contacted by Martin or Gráinne to act as local liaison with local participating photographers. We still need assistance in some areas of the country.  Should you wish to volunteer, please contact Martin or Gráinne at national office 1890 311 211 or 087-2627326 to find out more.

“Dear Friends and families of CFAI – 

I am delighted to let you know that my colleagues across the country are going to be working on your behalf in the upcoming months!

CFAI is the 2010 benefactor of the IPPA Happy Faces event!

What is ‘IPPA Happy Faces’?

The Irish Professional Photographers Association for the past 60 years has raised the quality and standards of Professional Photography in Ireland as well as the rankings of Irish Professionals globally.

The Association provides support and ongoing training as well as an Awards programme and many business services to its members.

There are just under 400 practising professional members – spanning all disciplines of professional Photography. The aim of IPPA Happy Faces is to raise awareness of the Irish Professional Photographers Association, and its chosen charity and in 2010 that is Cystic Fibrosis Association of Ireland!
It also aims to raise funds for that Charity by receiving donations in return for a gift of a portrait experience.
For the past four years members of the association have participated in IPPA Happy Faces and raised €180,000 for Irish charities that support children and young Irish adults. 

Angles Quest and Deborah Ireland were the Charities in the early days and just last year raising €60,000 for Temple St. Children’s Hospital which purchased an incubator for the neo natal unit.

Why do we do it?

Happy Faces was launched as our members felt strongly that we work so closely within our communities recording life’s events as well as with local & national business, families, schools, colleges etc... That as photographers we would like to give something back to the Irish communities that support us in business.

How do we do it?

IPPA Members sign up to participate – the IPPA supplies training, guidance and some materials on how to ‘activate IPPA HF’ and each participant decides how exactly they wish to promote the event –Members of the public are invited to make a donation (min €25) in return for a mini portrait session and desk portrait. Single sitters over 4 years only. 

It’s the role of the IPPA HFD committee to recruit participating photographers and the charity’s role is to deliver the public to the participating photographers.  

All photographers donate their time and materials free of charge 
All monies raised – 100% goes directly to CFAI

All monies raised will be spent in the region it was raised

Calendar Part two of Happy Faces Programme is the calendar production

A Calendar of portraits taken during IPPA HF activities is designed by IPPA and made available to the CFAI to sell and has potential to raise a further €50,000 for the charity! 

All monies raised – 100% goes directly to the charity.

IPPA Happy Faces 2010 Benefactor – Cystic Fibrosis Association of Ireland
Selected from tendering process by IPPA HF committee, 16 high profile Irish charities bid for the 2010 event.

Target set by CFAI €100,000 - to supply Vital Isolation facilities for people living with Cystic Fibrosis. 

So we need YOU to send us 4,000 faces to photograph... to reach your goal!

What now? Look up www.irishphotographers.com to see your local participating photographer – or if your local IPPA photographer is not participating – ask them to!

We will be in touch in the upcoming weeks with more news

MARK YOUR CALENDER ...

The first two weeks of April is IPPA Happy Faces in your town!

We look forward to working with you all

Regards,

Mary McCullough  Chairperson IPPA Happy Faces Committee
· Media 
‘The Gift of Life’ series, TV3 from Thursday 21st January 2010, 10pm 
CFAI received several calls relating positive feedback for all three individuals, as well as their families, who represented themselves on this programme. We would like to pass the warm regards we have received on their behalf to Orla, Luke and Hannah, and congratulate them again on drawing attention to the area of organ transplantation for people with CF. We received a large number of requests for Organ Donation cards in the days following the airing of this programme, illustrating the extent to which the programme affected the public, and their desire to help PWCF in this situation. Well done to all concerned. 
CFRI Promotion – The Power of two




                                This video clip, sent from cfri.org, features of personal & intimate stories told from the unique perspectives of 7 inspiring mothers who have children living with the Cystic Fibrosis (CF). 
One of the mothers featured is the mother of Anabel Stenzel & Isabel Stenzel Byrnes, the twins who are featured in the upcoming documentary feature film The Power of Two. The others range in age and experience - some currently raising toddlers and teens with CF; others with adult children living well into their 30s. Each mother offers a candid perspective on the daily challenges that come with cystic fibrosis and the family wisdom that often comes from living with this disease over a lifetime. 
 

The video is anchored by Anabel and Isabel's powerful interaction with a young CF family in Fukuoka, Japan - a country with very few resources in place to support families currently impacted by the disease.
 

Follow this link for The Power of Two Movie - http://www.youtube.com/ThePowerOfTwoMovie
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· Research

Exercise and Cystic Fibrosis Study





          Patients with CF have reduced exercise tolerance.  Daily activity may become very difficult as disease severity increases due to a combination of lung disease, poor nutrition and muscle weakness.  It is well known that a higher level of aerobic fitness increases survival rate, slows the progressive decline in lung function and increase quality of life in CF patients.  

Many patients with moderate to severe CF are unable to undertake exercise training at an appropriate intensity to improve aerobic fitness due to symptoms of leg fatigue and breathlessness.  One method that may allow individuals with CF patients to train more effectively is to use supplemental oxygen during exercise.  The School of Health and Human Performance at DCU in collaboration with the CF Department in Beaumont Hospital are currently undertaking a research study to investigate how the use of the supplemental oxygen during training can benefit CF patients.  The results to date have been very promising.

The research study involves an 8 week exercise training program in the Cardiovascular Research Unit in the School of Health and Human Performance, DCU.  The study involves cycling on a stationary bike 2 times a week while receiving supplemental oxygen or normal room air.  The duration and intensity of exercise will be increased gradually.  Each training session will be individually supervised and monitored.  Exercise capacity, pulmonary function, and muscle function will be evaluated before and after the training program. 

Our goal is to improve aerobic fitness and quality of life in individuals with CF                        For further information, please contact Ronen Reuveny, School of Health and Human Performance, DCU. Mobile 087 902 68 97, Email : ronen_reuveni@hotmail.com or Caroline Heffernan, Mobile 0879323933, Email cheffernan@cfireland.ie
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