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Brrrré. Hope you are wrapping up well during

Welcome to the Christmas jumbo issue of Spectrum. A big thanks to
everyone who ordered Christmas cards this year. We had an unprecedented
demand for both our traditional cards and the lovely cards designed by our
younger members.

This issue of Spectrum brings you the first instalment of our new PWCF

Spotlight series, which this month documents Gerry Wal keros
receiving a double lung transplant in Newcastle, and demonstrates his
subsequent strength of mind and determination to live life to the fullest. We

hope you find his story as touching as we do.

Information on the next Exercise Grant Scheme is also included, and the final
series to Tips on Employment, which focuses on self-employment this
month, can also be found inside.

We also have a lots on information on Fundraising events, many of which will
be taking place over the next few weeks i from Carol singing to Christmas
Day Swimming, this issue is sure to keep you busy reading. CFAI Branches
were also invited to submit information and updates to this issue, so see
inside for all the latest news from around the country.

Finally, we at CF House would like to wish all of our members a very Merry
Christmas and a wonderful New Year!

We hope you enjoy r e edampeg issub,iamsd ifngounhaved s
any comments or queries please email them to Alica at: amay@cfireland.ie.

Warm wishes,

Philip Watt (CEO)
Alica May (Editor)
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LATEST NEWS PAGE 24

FUNDRAISING TARGETS CONTINUE TO BE MET

In comparison to 2009, so far this year we are on track to having a modest increase in
fundraising income at both Branch level and at a National level within the CFAI. A huge thanks
is due to the continuing efforts of our Branches, our supporters and the fundraising unit in CF
House. Detailed figures will be provided in the audit and like last year, some of the main
fundraising efforts will be acknowledged at our Annual Conference in 2011 in Westport, Co
Mayo.

However, we cannot afford to be complacent. We have very sizeable financial commitments.

The biggest single expenditure item in 2009 is th
Children's Hospital in Crumlin for a new 4 bed unit. Funding was also provided in 2010 for lung

function equipment in University Hospital, Galway. We also have very significant commitments

coming up including, for example, towards the new adult CF unit in the Mid-Western Regional

Hospital, Limerick and towards a new out-patient facility in Drogheda. We will also be providing

support to Mayo General Hospital in Castlebar and to Cork University Hospital. These projects

will require a very significant additional effort.

In addition, CFAI provides considerable support through personal grants for physiotherapy,
transplant, social and distress, bereavement and fertility treatment. The exercise grant, which
has only been introduced in the last couple of years, has proven to be a very important new
initiative.

We continue to campaign for the full implementation of CF policy as set out in the Pollock
Report, including fighting cut-backs in hospital staff levels, ensuring the introduction of newborn
screening, increasing the rate of double lung transplantation in Ireland and fighting for CF Units
to be completed, in particular the new adult referral centre in St Vincent 6 s Uni ver sity Hos|

Head Office Reduces Costs

In these times of hardship and economic crisis it is important that efforts are made to reduce
costs and to maximise the funding spent on services. The CF Head Office has a number of
important measures in place to reduce costs including:

e Our advertising budget, normally a very high ,
expenditure item, has been kept manageable
thanks to the fantastic support we receive in kind
from JC Decaux
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e In 2010 we secured sponsorship for our Annual Conference for the first time from
Baxter Healthcare and we were able to make significant reductions in costs to those
who attended this year

e All major expenditure items are put out to tender and three quotes are received to
ensure competitive rates are guaranteed

¢ We make every effort to reduce costs within the office and to get good value for money
from our suppliers

e Staff continue to contribute to this process and this is the third year of wage freeze

NEWBORN SCREENING

Update

The CFAI organised a well-attended (60 people) seminar on newborn screening for CF on the
19th November 2010. The meeting marked EU CF Awareness Week and brought together
parents, PWCF, clinical staff and policy makers. Screening is due to be introduced in April
2011. Progress has been slower than anticipated mainly as a consequence of the labyrinth
decision making processes within the HSE, but also as a result of the need to ensure that the
health services are fully geared up for its introduction.

Screening for CF will be introduced as an addition to the already existing National Newborn
Screening Programme (NNSP).

The NNSP was introduced in Ireland for all newborn babies in 1966. For most parents the
programme i s most commonly known as the Oheel pri
first few days of birth by nurses in a hospital or community setting.

Newborn babies are presently screened for:

e Pheylketonuria

¢ Congenital Hypothyroidism
e Maple Syrup Urine Disease
e Classical Galactosaemia

e Homosystinuria

The Newborn Screening Seminar, Dublin, Nov 19th

The benefits of early detection and management of CF have been supported by international
research and more recently through research in Ireland. The Pollock Report, published by the
Cystic Fibrosis Association of Ireland in 2005, and the CF Services Report published by the
HSE in 2009, also both strongly endorsed the introduction of newborn screening for CF.

As well as the benefits for families with CF, the introduction of CF screening in other countries
has shown to reduce hospital admissions, the need for invasive therapy and is also proven to
be cost effective. It is estimated that three cases a week of CF may remain undetected
because of the absence of CF screening.
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NATIONAL PAEDIATRIC HOSPITAL

PWCF Requirements

CFAI is currently making representations in relat
Hospital which is due to be built (somewhat controversially) on the Mater Hospital site. The aim

of these representations is to ensure that there are world class facilities for children with CF in

the new hospital following the merger of Crumlin, Temple Street and Tallaght Children&

hospitals. The 16 storey hospital should be completed by 2015.

Some of the issues to be highlighted will include single ensuite rooms and provision of
appropriate facilities for parental sleeping. The equivalent of 3-5 beds is needed for every 50
patients cared for at the Specialist CF Centre. Facilities should be available for recreation and
education of children with CF.

Each Specialist CF Centre should offer dedicated space where CF patients and families
attending for the day can be evaluated and treated. Clinic sessions should be scheduled to
allow adequate time for discussion and avoid overcrowding in the waiting areas. Family
members often spend many hours at the CF outpatient unit with young children; therefore, they
require an area of accommodation other than a waiting room.

A detailed policy paper is currently being discussed by the Board of the CFAI and will be
available on our website for comment/discussion in mid-December.

EAR TO THE GROUND ,
RTE One, December 6", 8pm

Séamus Kelly, PWCF age 32, from Tipperary will be featured on RTEd €ar to the Ground
programme on December 6th at 8pm. A farmer by trade, Séamus also appeared in the Irish
Times Health Supplement on Tuesday 30™ November. According to Séamus, the best advice

he could give to a PWCF is to dry to keep active and do as much sport and outdoors activity as
youcanidoné6t | et it get you down. 6

SYSTEM UPGRADE

Teething Problems

We would like to apologise to families who received multiple copies of the November issue of
Spectrum. We are currently upgrading our system in Head Office and, regrettably, this has
resulted in problems with our mailing lists. Understandably this is frustrating, but we ask that
you please bear with us as we are actively working on finding a solution to this problem.

In line with aiming to reduce Head Office costs, we would also urge members to consider
switching to the electronic emailed version of Spectrum. Not only is this method more
environmentally friendly, it would also make a big difference to our printing and distribution
expenses. So please, call and let us know if this is something you are willing to consider.
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2012
Lung Transplant Support Fund

CFAI proposes to work with other charities and groups to establish a Lung Transplant Support
Fund in Ireland. We are at an early stage of this process, including detailed consultation with
key groups.

Existing international research shows that close to 50% of patients with CF will survive 8 years
after a double lung transplant and that a significant proportion will still survive 12 years and
more.

Unfortunately, there are too few single or double transplants being undertaken on either CF or
non-CF patients living in Ireland. There are around 50 people (CF and non-CF) waiting for a
lung transplant in Ireland. Of this figure, around 30 are people with Cystic Fibrosis who are
waiting for a double lung transplant.

Other patients awaiting a lung transplant in Ireland include those with lung fibrosis, Alpha 1,
bronchiectasis, Idiopathic Pulmonary Fibrosis, emphysema and pulmonary hypertension.

The CFAl is proposing to establish a Lung Transplant Support Fund to encourage more people
in Ireland to donate lungs in Ireland for transplantation in Ireland or Britain and to involve other
groups in this process. The Fund will also support other Lung Transplant initiatives in Ireland,
to be decided.

A plan of action will be drawn up following consultation with key stakeholders that will seek to
develop a public education strategy on the need for donating lungs.

While there is much awareness about kidney donation in Ireland, there is much less awareness
on the need to donate other organs, including lungs.

We are also continuing to press for government funding for two dedicated lung transplant
surgeons to be appointed to tackle the backlog in surgery, including one as a replacement to
Dr Freddie Wood who recently retired from the Mater Hospital. The government also urgently
needs to enact the Human Tissue Bill, 2009 and to establish the Transplant and Organ
Donation Office (see our Annual Report for further details).

The first major initiative to raise funding for the LTSF is the Ireland to Everest- 32 Steps for CF
initiative.
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Ireland To Everest i 32 Steps for CF

Cian O®rolchain and Lorna Murphy have chosen to undertake a climb to the summit of Mount
Everest in 2012. Under the training and supervision of lan Taylor, the youngest Irishman to
reach the summit (2008), they are undertaking a challenge to climb the highest peak in every
county in Ireland over a period of months in 2011 to raise funds for CF.

They welcome local participation in these events, particularly with sponsorship cards,
collections and actual climbing if you so desire. The challenge kicks off with a climb up
Mullaghmeen in Westmeath on 11th December and we hope to have the participation of troops
from Columb Barracks, Mullingar for the event.

Please see a timetable below for scheduled climbs up to April of 2011. Please contact Martin in
Head Office for a more detailed breakdown of events.

County Mountain Day Date Start Point

Westmeath | Mullaghmeen Sat 11 Dec 2010 Mullaghmeen Forest Park 12pm

Meath Slieve na Calliagh | Sat 26 Dec 2010 Slieve na Cailligh Car Park 12pm

Longford Carn Clonhugh Sat 15 Jan 2011 Entrance to RTE road to Carn
Clonhugh

Monaghan Slieve Beagh Sat 22 Jan 2011

Kildare Cupidstown Hill Sat 05 Feb 2011

Roscommon | Seltannasaggart Sat 26 Feb 2011

Kilkenny Brandon Hill Sat 12 Mar 2011

Laois Arderin* Sat 26 Mar 2011

Offaly Arderin* Sat

Clare Moylussa Sun 27 Mar 2011



http://en.wikipedia.org/wiki/County_Westmeath
http://en.wikipedia.org/wiki/Mullaghmeen
http://en.wikipedia.org/wiki/County_Meath
http://en.wikipedia.org/wiki/Slieve_na_Calliagh
http://en.wikipedia.org/wiki/County_Longford
http://en.wikipedia.org/wiki/Carn_Clonhugh
http://en.wikipedia.org/wiki/County_Monaghan
http://en.wikipedia.org/wiki/Slieve_Beagh
http://en.wikipedia.org/wiki/County_Kildare
http://en.wikipedia.org/wiki/Cupidstown_Hill
http://en.wikipedia.org/wiki/County_Roscommon
http://en.wikipedia.org/w/index.php?title=Seltannasaggart&action=edit&redlink=1
http://en.wikipedia.org/wiki/County_Kilkenny
http://en.wikipedia.org/wiki/Brandon_Hill
http://en.wikipedia.org/wiki/County_Laois
http://en.wikipedia.org/wiki/Arderin
http://en.wikipedia.org/wiki/County_Offaly
http://en.wikipedia.org/wiki/Arderin
http://en.wikipedia.org/wiki/County_Clare
http://en.wikipedia.org/w/index.php?title=Moylussa&action=edit&redlink=1
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PWCF SPOTLIGHT |sectiono3 EEEE

DOUBLE LUNG TRANSPLANT RECIPIENT ’

Gerry Walker, PWCF, Age 48

Hi , Geng Walker; the 4Peaks4Life challenge was my target to celebrate my double lung
transplant after struggling with Cystic Fibrosis for 46 years. The challenge aimed to increase
donor awareness and to raise funds for the CF Association of Ireland and the Freeman Cardio
Centre Transplant Fund. | also paid tribute to my donor Martin without whom | would have
never experienced any summit vista again. | climbed the highest mountains in Ireland,
England, Scotland and Wales within a year of my transplant. | placed a rock at the summit of
each peak engraved with a tribute to my donor Martin, who will be remembered on the summit
of all four countries 1 | could not thank him enough. Thisi s my st oryé

In Memory of Unknown Friends

| began hiking in 1985 and there began my love and obsession with mountains. | was born with
Cystic Fibrosis so was never going to break speed or endurance records. That said, | did the
Reeks walk in Kerry that year, and in 1986 | did the Lug walk (Tallagh to the Glen of Imall, 33
miles across the hills) so endurance was not the problem.

The next decade | was very active climbing the highest peaks in the Julian Alps in Slovenia,
the Spanish Pyrenees, the Italian Dolomites, the Canadian Rockies and many Scottish
Munroes. You might get the impression that all was fine but hiking did involve coughing fits and
vomiting from the over exertion.

4 |

Spring assent of Triglav National Park,
Slovenia, Easter 1998
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Things were beginning to crumble. Over the next ten years | spent more and more time in
hospital or on home IV antibiotics. CF was taking over my days and nights. | still went walking
in the hills but slower and alone, keeping in radio contact with my wife Margaret on the peaks.
May 2003 after a bad winter | was prescribed oxygen, first to sleep, then to just walk. Oxygen
was great for a while. | did the first oxygen assisted ascent of Scarr, Djouce in Wicklow and
spent the odd night camping in the hills with the aid of two 4KG oxygen cylinders.

In November 2003, | was assessed for a double lung transplant at the Freeman Hospital in
Newcastl e. The verdict was fAsuitable for transpl
Knowing the transplant might never happen | was determined to continue visiting the hills at

home and abroad in between the infections. | became an expert on procuring oxygen, always

travelling in the business week in case of problems. | pottered around slowly in the valley,

again keeping in radio contact with Margaret on the peaks.

By October 2007, | was capable of walking just 200 metres in a 6 minute test and my lung
function was down to 25% i it was like living at over 8,000 metres. The Freeman team decided
it was time to go on the active transplant list. After 10 months waiting for that life-changing
phone call, it finally came while | was on the shore of Lake Windermere on our 19th wedding
anniversary. Margaret and | drove to the Freeman Hospital. Shortly after midnight we were told
the lungs were suitable and the transplant would go ahead. | knew if | got on the operating
table, the stamina built up on hills over the years would pay off and | would get through the
ordeal. Twenty four hours later | was off the respirator, able to breathe freely again.

The following day | was planning to climb Carrantuohill (the highest peak in Ireland), Snowdon
(the highest peak in Wales), Ben Nevis (the highest peak in Scotland) and Scaffell Pike (the
highest peak in England) within a year of my transplant. | needed a target to get fit, pay
homage to Martin my donor and to raise donor awareness.

With a lot of training | achieved these
mi |l estones raising U
which was split between the CFAI and the
Freeman Cardio Transplant Fund (see my
website  www.4peaksdlife.ie  for more
information).

Since the transplant my life has been
transf or me d . | 6m back
have walked in the Italian Dolomites, the
Spanish Gredos, the Canadian Rockies and
: % recently completed the Glover walk from
Carrantuohill with friends on 4Peaks4Life Muckish to Errigal in Donegal for the first
time in over 15 years!

None of this would have been possible without Martin, my donor.

Thanks to my best friend, support and wife Margaret Barron. The truth be known the last few
years have placed a heavy burden on her. Margaret has ridden the rollercoaster to hell and
back with me over the last few years 1 a true friendship.
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TIPS ON EMPLOYMENT |SECTION 04 RIYEXEL

THINKING SELF-EMPLOYMENT N
e

By Tomas Thompson, CF Advocate, CFAI

This issue of Spectrumbr i ngs you the finalloymeantes whmeroeliwe foa

Self Employment and the Back To Work Enterprise.
Thinking Self Employment?

If you are self-employed or thinking of starting your own business, there are some options
available to PWCF to help you get up and running.

FAS and your local VEC or Enterprise Centre run 6 t@rt Your Own Businessétraining courses
all year around. The courses help develop business plans, enhance technical skills and
conduct market research into the viability of your business idea. If you are looking at self-
employment, these courses can be a good start.

Back to Work Enterprise Allowance (BTWEA)

PWCF who are receiving Disability Allowance can qualify for the BTWEA, which will allow them
to keep their social welfare payment for up to two years once they become self-employed.
PWCF receive the BTWEA at the 100% rate for year one and at 75% for year two.

You will also keep any secondary benefits (apart from Rent or Mortgage Interest Supplement)
for as long as you are getting the Back to Work Enterprise Allowance provided your household
incomei s | ess than (317 .Héusehoidrincans ingludes yow esmolse or
partner's income but allows for PRSI and reasonable travel expenses. Income from the Back to

Wor k Enterprise Allowance is not taken éekiyt o

income limit but your income from work is taken into account. You should check with the
Community Welfare Officer in your Local Health Centre to see how your Rent Supplement or
Mortgage Interest Supplement may be affected by your participation in the BTWEA or Short-
term Enterprise Allowance.

Secondary benefits include:

Fuel Allowance

Medi cal Card (the 0317.43 weekly i ncome
Diet Supplement

Back to School Clothing and Footwear Allowance

powbd P

accol

mi t
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If you are receiving Disability Allowance and you take up employment under the BTWEA
Scheme but are unable to continue in this employment, you should have your entitlement to
disability payment restored one you finish self-employment.

How to Apply

To apply for the Back to Work Enterprise Allowance, the BTW 2 application form must be
completed. This can be downloaded from the Department of Social Protection website or can
be picked up in your local Citizens Information Office.

If you live in an area covered by a local Partnership Company or Integrated Local Development
Company (ILDC), you should return form BTW 2 to the Enterprise Officer there. A list of
Partnership and Integrated Development Companies can be found in Toil and Trouble i a
guide through the maze of self-employment (pdf) on the Department of Social Protection's
website. If you do not live in Partnership/ILDC Area, you should return form BTW 2 to the Jobs
Facilitator in your Social Welfare Local Office.

The Enterprise Officer or Jobs Facilitator will look at your business proposal and may discuss
certain aspects of it with you. You must not take up self-employment until you have received
written approval from the Partnership/ILDC or Department of Social Protection.

If you are accepted on to the Back to Work Enterprise Allowance or Short-term Enterprise
Allowance, you must Register as Self-Employed with the Revenue Commissioners. You can
find further information on self-employment from your local tax office.

The BTWEA is an excellent support to PWCF who are thinking of self-employment as a career
option. You can keep your income from Disability Allowance for 2 years and any secondary
benefits such as the medical card.

If you are thinking of going down the self-employment route, you can contact the CFAI PWCF
Advocate, Tomas Thompson, by emailing tthompson@cfireland.ie or phone 087 932 3930 for
some advice.

10


http://www.welfare.ie/EN/Forms/Documents/btw2.pdf
http://www.welfare.ie/EN/Publications/ToilandTrouble/Documents/toiltrouble.pdf
http://www.welfare.ie/EN/Publications/ToilandTrouble/Documents/toiltrouble.pdf
http://www.revenue.ie/en/business/running/registering-tax.html
http://www.revenue.ie/cont_main.htm
mailto:tthompson@cfireland.ie
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GRANTS PAGE 11

EXERCISE GRANT SCHEME 2011

Round 1 Now Open

CFAI are now accepting applications from members to the Exercise Grant Scheme for 2011.

The purpose of this grant is to encourage PWCF to increase their physical fitness by joining a
gym, purchasing some home exercise equipment, or attending exercise classes. There will be
two opportunities for members to apply to this scheme in 2011. The deadline for submission of
applications to the first round is Friday 4™ March. Details of the second call will be announced
during the summer of 2011.

The value of the Exercise
Grant wi || re
for individuals over 16 years
of age and 02
less than 16 years of age.

Note: Members are advised
to read the Grant
Guidelines and  Policy
document carefully before
applying for this grant.

Trampolines are a fun way for children
to exercise 1 parents can even join in!

Swimming is an excellent way to
exercise and stay fit

In order to avail of this grant, all you need to do is send in an application form and either a

receipt or quotation that records what is it that you have bought, or what you intend to buy with

this grant. An application form can be downloaded fromthe 6 Gr ant s fourwebsitt oron o f
you can contact Head Office directly and a copy will be posted to you (Tel: 01 496 2433 or

Email: amay@cfireland.ie).

A limited number of grants are available, so please send in your application forms as soon as
possible in order to be in with the best chance of securing a grant in this round.

11
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FUNDRAISING SECTION 06 RtCrey

We in the Fundraising Department would like to wish all our fundraisers, donors and volunteers
a very Happy and Peaceful Christmas and a prosperous New Year. We look forward to your
continued support in 2011 and beyond.

We very much see fundraising as a partnership between the Head Office, the Branches and
supporters. This section once again highlights this partnership, and this issue has a particular
focus on some of the fundraising going on at Branch level. Let us know what& happening and
we can include your event in future issues.

o o

0BT CHRI STMAS AGAI NO

A Song by Fran King

Fran King, member of an International Beatles Tribute band has written and recorded a song
called o61tdés ofbehafafCFAR S Agai nod

The recording is being distributed to all local and national radio stations this week, and will
shortly be available for download on our website www.cfireland.ie at a cost of 99¢ minimum.
Purchasers may make a larger donation in the process. We expect to have the recording and a
link published shortly on the website. We are also researching the possibility of publishing it for
sale on iTunes T see our website next week for further details.

The song is quite excellent, and when you hear it, no doubt you will be encouraging your
friends to buy it.

65 ROSES CHRISTMAS CARDS 2010

Get them while you still can!

A few packs of our beautiful 65 Roses Christmas cards are still available to purchase on the
online shop. This year the Christmas Cards were designed by children with Cystic Fibrosis
aged between 5 and 15.

Each pack contains 10 cards with 10 different designs and can be bought directly on our online
shop for U6.50 (post age Alarnativelypyaw ¢am gontacigus atrOt
4962433. Funding from the cards will go to both national and regional projects.

12
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CHRISTMAS SWIM EVENTS

Brrrrrr!

A number of swimming events will be taking place around the country on Christmas day that
hope to benefit local Branch income. Even if there is one in your area which is not organised
specifically for CF, in many cases CF supporters obtain sponsorship cards from local branch or
CF House and take part anyway.

The choir of St Patricks Parish, Donabate, present Carols for Christmas in St Patrick& Church,
Donabate, on Sunday 19th December at 7.30 pm. Tickets are pricedatt5 per person and
per family. All proceeds go to CFAI. Tickets will be available at the door.

“,

¥

TOUR DE FORCE CYCLE

Annual Garda Cycle

This is an Annual Garda Cycle event which in 2011 is taking place in Ireland. CFAI have been
chosen as the sole beneficiaries of the proceeds in 2011. We are delighted to be associated
with this prestigious event. The first meeting will take place in Athlone in January involving CF
House, Garda Representatives and CFAI Branch personnel from the Midlands, Galway and
Mayo Branches.

NEW YORK MARATHON 2010

Well done to all!

We had a final total of 22 participants in this event, each of whom individually raised a
mi ni mum amount of 05,000 to participtaoNevemb&fhe mar a
in New York City and proved to be a memorable challenge for all.

Some were happy with their finishing times and some werenot.t Paddy &éThe Painteré O
ddwel | , but coul dndt wal k t-deserved pint. A @ood rdghttwasr war d s |
enjoyed by all at the &elebration Dinneréon Monday night, even if some were once again

incapacitated on Tuesday morning.

13
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CYCLING FOR CF

Journey comes to an end..

Cathal and Conor finally completed their 2,500 mile journey around Ireland on 11th November
at CF House, having raised o v e r U In3he prOcBss. They looked so fresh, we would not
have believed they cycled a distance equivalent to that of Dublin to Moscow, were it not for the
amount of publicity, awareness and fundraising they generated en route.

Phillip and Martin, and friends and family, met and cycled the last few kilometres with the lads
and attended a celebratory reception in the Herbert Park Hotel afterwards to mark their
fantastic achievement. Well done on your major physical and organisational feat, and indeed
your fundraising and awareness generation, lads.

Cathal and Conor back at CF House on Nov 11th. L-R: Martin Cahill, Cathal, Jimmy Murphy, Conor and Philip
Watt, CEO CFAI at the celebratory reception.

Acknowledgment must also go to Jimmy Murphy (Parent) who joined the lads on the first day

and cycled from Dublin to Arklow and back (in one day!), so it was fitting that he should join

them on the final few kilometres of the trip. Thanks to Avri |l ( PWCF) and
Clionadh, who were instrumental in many aspects of the over al | event, as well
families for their unwavering support over the 5 weeks of the event. To all Branch members

and friends who came out to support Conor and Cathal on the way, a big thank-you also.

65 ROSES FLORAL ARRANGEMENT

Castletown House

The Association of Irish Floral Artists (AOIFA) held their National Flower Festival this year in
Castletown House in Celbridge, Co. Kildare in aid of the CFAI. Philip Watt and Zoe Woodward
spoke on behalf of CFAI at the launch of the Festival on October 1st. Philip Watt said firthe
floral exhibits were just fantastic and displayed to their best effect throughout the beautiful
Castletown House. Many thanks to all in AOIFA for their ongoing support and, in particular, to
Carol Bone (Chairwoman), Gillian Scanlan and Una Whelan who designed the 65 Roses
arrangement shown at the Festival, and to Lou Soden for her great ongoing support for
fundraising for CFAL.OWe note from news reports around the country that many local events
have been held already. Well done to all the organisers and long may the good work continue.

14
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THE CYSTIC FIBROSIS PADDY KIERANS MEMORIAL WALK

San Francisco 2010

CFAIl and the Walk Committee would like to take this opportunity to thank each and every

walker who took part in the Walk in San Francisco this year.

e

Paddy Kierans memorial walkers, San Francisco 2010.

We hope to see all the walkers back for next yeard svalk, which is planned to take place in
Turkey. The Committee is currently finalising all the details and cost of the walk for 2011, which

The walk, which is an annual event, raises
much needed funds towards research and
support services for people with Cystic
Fibrosis and their families.

The group walked through the stunning
beaches of Monterre
Wharf, Yosemite National Park, and the
Golden Gate Bridge to name but a few
exciting locations. It was a challenging trip,
which certainly turned out to be a great
success!!

will be widely advertised as soon as they become available.

We would encourage everybody interested to get in touch and to start fundraising soon!!

FESTIVE FILLIES

Closing Date for Entries Extended

b

The 6 Fest i v are &grdup of died8 from Mullinavat on the Kilkenny/Waterford border,
who hold an annual event to raise funds for 10 different charities with whom some of their

members are connected. John and Maria Phelan and son Sam are the CF contact.

This y e a evérd was launched in Tom Frisby® premises and was well supported by a large
group of drillieséand also Tommy Walsh, Ken McGrath, Noel Connors, Liam Griffin, Liam
Fennelly, and other members of the Waterford, Wexford and Kilkenny hurling fraternity. They
are expanding the event this year and have succeeded in obtaining some fabulous prizes for
of a 010k fitted kitchen
Furniture in Mullinavat. They hope to sell tickets nationally through the charitiesénetworks. See

their raffle, includnga t op pri ze

www.cfireland.ie online shop for further details.

Importantly, the full amount of money generated by all tickets sold through CF members will go
to CFAIl only. An initial draw to select the 10 winners will take place in the Rising Sun,
Mullinavat on Wednesday 5™ January, and the final draw for the prizes will take place at the
Festive Fillies night (Ladies only) in the same venue on Saturday 8" January. Our grateful

thanks to Susan Walsh, the ddeas womang and her committee of 12 who organise the event.

15
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Those of you who received tickets to purchase directly from CF House will be aware that the
closing date for entries had to be changed due to a mailing issue. The closing date is open
once again as the current bad weather has postponed the initial draw until further notice.

The new deadline for submission of entries is now Thursday 23" December i so there is still
time to buy online at www.cfireland.ie.

Alternatively, if you wishtosend 010 t o Suzanne Brock at CF House,
send you the ticket and put the counterfoil into the draw.

ANNUAL IRISH RUBBERMAN CHALLENGE

A Message from the Bodels Family

On Saturday the 21%' August, the 10" Annual Irish Rubberman Challenge took place in
Bunclody, Co Wexford.

Over 90 hardy, or maybe fool hardy, athletes competed in this unique event which is a
Triathlon consisting of a 9 mile cycle, followed by a 2 mile run, and to finish off, 18 holes of golf
in Bunclody Golf and Fishing Club.

Participants and supporters of the 10th Annual Irish Rubberman that took place in Bunclody, Co Wexford on Sat the 21st August.

A big thank you to all the participants and the many helpers that made the day possible. Also a
huge thank you to all those that donated so gener
to CFAI and 06,500 was donated to the I rish Make :

The full story behind the Annual Irish Rubberman Challenge can be found on the following

website: www.irishrubbermanchallenge.com
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RACECOURSE CHALLENGE FOR CF

By Antony Lewis-Crosby, CF parent in London

In August 2009, | set out on my Racecourse Challenge to raise money for CF by going to every
racecourse in Ireland and the UK in alphabetical order. There are 86 courses in total i 26 in
Ireland and 60 in the UK. By the end of 2010 | will have been to 28 courses and raised over
013, 000 for CF, of which (48,600 has been
Challenge will take another 3 years in Ireland and 6 in the UK.

| cannot thank all those who have supported me enough. The racecourse managements have
been great letting me arrange bucket collections and giving free tickets for CF supporters,
family and friends.

Rain has played a big part in it all so far with a few exceptions. It all got off to a difficult start
with cancellations of Ballinrobe and Clonmel in the first month (August 2009). However, |
picked these up later and then Clonmel invited me back to collect at the National Coursing
Championships in February when | met the lovely South Tipperary CF group.

Rain has also played a part in the bucket collections at Galway with the great CF team from
Tuam, Killarney with the Kerry group, Limerick with the Limerick group and Laytown, when |
was joined for the third time by Maire and lan Gallagher, CF parents from the Dundalk Branch.
Maire and lan | first met at a lovely afternoon at Dundalk and they also joined me and my ever
supportive sister, Claire Missen, at Fairyhouse on a glorious summer evening. Thanks to
Johnny Murtagh for agreeing to be photographed with lan Gallagher that day.

Collecting at the Curragh on Guineas day in May. The CF team Another beautiful day at the races
from Kildare with my family

17
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lan Gallagher with the great Johnny Murtagh at Fairyhouse in
June

The CF Tuam team at Galway collecting at the Festival in July

Highest take so far was at Galway (over {y1,200)
festival; most enjoyable track so far is Downpatrick which has more ups and downs than any in

the British Isles. Most beautiful (before the rain came!) was Killarney. But all of them have their

individual charm.

| will be back for Listowel, Naas and Navan in June next year and look forward to meeting
more of the wonderful CF parents and supporters there.

Thank you all, including the CF team at Head Office, for making my retirement dream so
enjoyable.

Antony Lewis-Crosby

A WALK IN MY SHOES

A Book by Anna Melia

AA Walk in my Shoes is an invitation to walk wit
traversed. Although Cystic Fibrosis has been a major part of my family's life for over 40 years, |
want to show that there is fun and joy as well as sadness involved, and that life is for living. My
| ate son, Der ek, whose |l egacy funded this book, i

The book was launched by singer Christy Moore at a concert in the Moat Theatre, Naas, on

Sunday November 14th. Christ read three poems from the collection, and brought the words to

l'ife for an appreciative audience. Phillip Watt
generosity in dedicating the full proceeds of the book to CFAI.

You can this purchase acopyinbook shops nationwide, particularly E
Kennyds Online Books in Galway at a cost of 012.9

CF website, www. 190 indudgpostandipackading.r 01
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A Walk in my Shoes
Anna Melha

A Walk in My Shoes, now available in
shops nationwide.

Review from Joseph O'Connor, best-selling author:

Al found it a deeply tou
selfless read, and a very important story. | greatly
admire the commitment you have so clearly put into
it and | wish the book e

Joseph O'Connor

OPEN DISSENT

A Book by Mike Soden

OPEN
DISSENT

AN UNCOMPROMISING VIEW OF THE BANKING CRISIS

MIKE SODEN

Open Dissent i now available
nationwide

19

Among the many new books on the shelves of the
bookstores throughout the country on the financial crisis is
@®pen Dissentdi an uncompromising view of the financial
crisis.

In time for Christmas, Mike Soden, former CEO of Bank of
Il rel and, gives an insidero6s
problems the country faces and provides a wide range of
solutions, some simple and others far reaching. All
proceeds from the sale of this book are donated to The
Cystic Fibrosis Association of Ireland.

Direct and honest, Open Dissent is also a challenge to
Il relandbés citizens to rise
sense of entitlement to do and accept what is best for their
country.

Available in most bookstores throughout the country.
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GALA VALENTI NEGS BAL

11th February 2011

Georgina Cavey (Aunt of Matthew Thornton, PWCF) and her colleagues from the Project
Management Class at Smurfit Business School are organising a Gala Ball on behalf of CF. The
Ball is going to be held on Friday 11™ February 2011 in the Royal Marine Hotel Dun Laoghaire.

The Carnival Ball will be a Black Tie event, with a Champagne Reception, a three course-

evening meal and entertainment. There will be a raffle and a silent auction on the night and the

ticket price is U0b55. F ur t Head Offidecot by callimy Geosgimaone obt ai
086 374 6348.

PARIS MARATHON

10th April 2011

We have 11 participants signed up for this event, 7 of whom also recently completed the New

York Marathon. There are a few places left but spots are selling out quickly. Each participant is

obliged to raise a minimum of 02,500 to take part
runners to travel. Contact Martin of Eufemia at Head Office for more information on this event.

65 ROSES CYSTIC FIBROSIS NATIONAL AWARENESS WEEK 2011

8th-15th April 2011

The Cystic Fibrosis National Awareness Week will be taking place from 8th-15th April 2011,
with the Annual Conference will be held in the Knockranny House Hotel in Westport on the
weekend of 8th.

Awareness Day will be on Friday 15th. Preparations are in hand to target
shopping centres, transition year students and volunteer centres nationally to
organise sale of CF emblems publicly.

IPPA HAPPY FACES 2011

12th March 2011

As already notified we are once again chosen as the charity of choice for IPPA Happy Faces in
2011; tentatively, the 12th March is the main day, and full details will be on our website shortly.

Let us jointly build on the success of | ast year 6:
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CAVAN BRANCH

Courtesy of Raymond Dunne, Chairperson, Cavan Branch

b

Presentation of Equipment to the Respiratory Department of Cavan General Hospital

Members of the Cavan Branch and staff at Cavan General
Hospital

2010 Draw, Friends from Mountnugent

Friends, from Mountnugent, of the Cavan Branch of CFAI

21

The Cavan Branch of the CFAI, in recent
years, have presented valuable medical
equipment to the Respiratory Dept of Cavan
General Hospital, and attending an occasion
to mark this were: front row (L-R): Dr James
Hayes, Consultant Respiratory Physician,
Rosaleen Cronin, Treasurer Cavan Branch
CFAI, Raymond Dunne, Chairperson Cavan
Branch CFAI and Bernie Walshe, CNS
respiratory Cavan General Hospital. Back
row (L-R): Susan Meehan, staff nurse, Karen
Keogan, Secretary, Cavan Branch CFAI, Rita
Cullen, CNS respiratory Cavan General
Hospital, Lorrai n e Od6 Nei I I,
CFAl and Clare Lynch, physiotherapist
Cavan General Hospital.

Friends, from Mountnugent, of the Cavan
Branch of CFAI have been fundraising for
the Branch for 27 years and at the
presentation of the proceeds from their 2010
Draw were; Back row (L-R) Audrey Brady,
Fiona Cooke, Raymond Dunne, Claire
Masterson, Brigid Kenny, Denise Reilly.
Front row (L-R) Tess Brady, Mary Greene,
Rosaleen Cronin, Treasurer of Cavan
Branch CFAI, Lorraine Brady and Eileen
Murtagh.
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The 32nd Ballinagh Variety Concert

Presentation of proceeds amountingtot 1 3, 50 0 f ndBallinagh \farie® Zoncert in aid
of the Cavan Branch of the CFAI.

Front row (L-R): Raymond Dunne, Mel
Doherty (Concert organiser), Rosaleen Cronin
(Treasurer, Cavan Branch CFAI), Tom Moore,
Sandra O'Reilly, John Leddy. Second row (L-
R): Tony Corr, John Sorohan, Carmel Ellis,
Bridie Powell, Bernadette Farrelly, Margaret
Fitzgerald, Mary Tyler, Margaret Rudden.
Back row (L-R): John Walshe, Sean Sharkey,
Jimmy Galligan, Sheila Sorahan, Sean Halton,
Karen Keogan, Felix Gormley, Lorraine

Members of the Cavan Branch and staff at Cavan General O6 Nei I I, Tess Brady a
Hospital

Pictures Courtesy of Aiden McCabe

SLIGO BRANCH

Courtesy of Iris Murphy, Secretary, Sligo Branch

Bed Push Fundraiser

Local Playgroup, 'Sticky fingers' held a sponsored bed push from Enniscrone to Dromore West
covering 22kms. I'n total the pudhi2a26@dofidt Daot
Sligo Branch of CFAI.

Birthday Donation

The Sligo Branch of Ulster Bank recently celebrated its 150th birthday and to mark the
occasion they donated U5®PBALto the Sligo Branch of

4

Bed Push Fundraiser. L-R: Noreen Walsh, Fiona Devaney, L-R: Colin Led with Commercial Manager UB, Terry Brady,
Olivia McCloat, Emer Connolly, Mary Gordon, organisers of Business Manager UB, Imelda McDermott, Branch Manager UB,
the event presenting cheque to CF Branch members Mary Stephen St, Counseller Matt Lyons (Mayor of Sligo), CF Branch
Dillon and Andy Leggett. members Mary Dillon & Iris Murphy, Tara O'Shea, Area
Manager, PJ F lannery, Branch Manager, UB Pearse Road.
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MIDLANDS BRANCH

Courtesy of Esther L'Estrange, Delegate, Midlands Branch

The Midlands Branch was very saddened last January to lose a very good colleague, John

O6Hanl on. John, who originally hailed from North
years and worked enthusiastically to ensure that the Branch maintained its focus to helping

those with CF and to support their families. He was a former staff member of Teagasc, and

also played a major role in other community activities in Tullamore and in Co Offaly. He is

sadly missed and our thoughts are with his wife Hilary and family.

Gig Fundraiser

A gig was held by Sam LOE
friends in Mullingar on 8" September.
Thanks to all who attended and took part
in the gig, raising

L-R: Richard Quinlan, Keith McLaughlin (Band P45) and Sam
L6OEstrange (PWCF)

Paddy Kearns Memorial Walk San Francisco

Thanks to Catherine Walshe (Birr) and Marie Coen (Athlone) for their participation in this walk,
and also to all who helped fundraising for this event.

65 Roses Collection i April 2010

Esther L6Estrange would |like to thank everyone |\
Awareness Week in Mullingar selling 65 Roses pins.

P
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