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CEO’s Message
Cystic Fibrosis Ireland (CFI) wishes
all the readers of Spectrum a very
happy 2019.

Philip Watt
Chief Executive

On behalf of the Chairperson, the Board and staff of
CFI, we wish to thank everyone for their very kind
support for people with cystic fibrosis (CF) and CFI
during 2018, including our wonderful branches,
clinicians and their teams, our charity ambassadors
and the hundreds of volunteers who fundraised for us.
We look forward to working with you again in 2019.
This edition of Spectrum includes plenty of motivation
for the New Year with members of the CF Community
sharing their own fitness journeys, a message of
inspiration from Victor Conroy who recently competed
in the Transplant Games and details on the 2019
Exercise Grant Scheme.
We are delighted to offer copies of the appointments
booklet designed by Phd Student and person with CF
Michael Twomey to our members, order yours today
by emailing nmcauley@cfireland.ie.
The CFI annual conference and AGM is on in Tullow,
County Carlow on 29-31 March 2019 in the beautiful
Mount Wolseley Hotel. Details will be circulated
shortly.

Philip Watt, CEO, CFI
Samantha Byrne & Nuala McAuley, Editors

DISCLAIMER:
The views of contributors, when expressed in this
publication, do not necessarily reflect the position or
policy of Cystic Fibrosis Ireland.
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LATEST NEWS:
CFI Welcomes Government Approval of New CF Drug Symkevi
Cystic Fibrosis Ireland welcomes Irish Government approval of a new Cystic
Fibrosis drug Symkevi. This is the third in a series of groundbreaking and
innovative drugs for CF in Ireland. These are precision CFTR drugs that treat
the underlying cause of CF and are aimed at particular CF gene mutationshence the need for more than one drug.
Symkevi is designed for those with the most common CF gene mutation
in Ireland and worldwide, which is people with 2 copies of the F508del
mutation (57% of the CF population in Ireland).
Symkevi is also aimed at those with 1 copy of the F508del mutation and one
of 14 mutations.
The other 2 CFTR drugs that were previously approved by the Irish Government are Kalydeco (2013) and Orkambi
(2017). The innovative deal struck in 2017 between Vertex and the HSE provided for Orkambi but also known drugs
that were ‘in the pipeline’ (i.e. undergoing very positive clinical trials, such as Symkevi). Similar deals using this
pipeline approach have since been struck with the Netherlands and Sweden.
The European Medicines Agency (EMA) approved Symkevi in November 2018, the Irish Government approved
Symkevi on 20th December and CFI expects this important drug to be available to patients in January 2019.
We thank again Ministers Simon Harris, TD and Finnian McGrath, TD and An Taoiseach, Leo Varadkar, TD for
ensuring new and groundbreaking drugs are provided to patients with CF in Ireland without delay, with the support
of all political parties.
CFI also wishes to express our support for other patients with rare diseases seeking access to drugs such as Alpha 1
and Duchene Muscular Dystrophy and we welcome the recently announced extension of Pembro to Women with
cervical cancer in Ireland.
Organ Donor Consent
It is very welcome news that Minister for Health, Simon Harris,
TD, has recently announced that Soft Opt-Out organ donation
consent will be brought before the Cabinet for approval in
February 2019. Ireland (North and South) is one of the last
countries in Europe that has an organ donor system reliant on an
outdated opt-in consent model.
The new opt-out donor system will presume that most people in
Ireland wish to donate their organs (this is consistently confirmed
in national opinion polls). Next of kin will also continue to be
consulted, which is a very important part of the new system.
Cystic Fibrosis Ireland is one of 7 patient groups in the Irish Donor Network (IDN) who all support the new consent
system. CFI also contends that the government needs to bring in the necessary additional resources and awareness
raising to support the new system.
www.cfireland.ie
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Beaumont Hospital Campaign Stepped up
Cystic Fibrosis Ireland and local charity CF Hopesource have stepped up our
campaign to ensure that the 20 bed CF inpatient unit for adults in Beaumont
Hospital is commenced in 2019.
Beaumont is one of the five nationally designated adult specialist centres for
cystic fibrosis, yet it continues to not meet the required standards in terms of
patient care and facilities. Currently, there are 160 people with CF who attend
Beaumont Hospital. With just seven inpatient rooms, this means a ratio of
approximately 23 patients for every bed with long delays for those seeking to
access inpatient care (likely to get even worse in the winter months).
Cystic Fibrosis Ireland and CF Hopesource have been working in partnership
for over seven years to ensure the development of the new inpatient unit and
have committed to raising €1 million towards the cost of the unit. This is in
addition to the CF Registrar (non-consultant CF doctor) both charities currently
fund in Beaumont at a cost of €100,000 annually.
It is to be welcomed that the plans for the unit were finally published by
Dublin City Council following application by Beaumont Hospital in December
2018. However, CFI has not yet received confirmation from either the Hospital
or the HSE as to when the unit will be commenced and completed. We will
keep you posted.
IVF Support – Only a Start
An Taoiseach, Leo Varadkar, TD has promised to introduce a scheme
supporting parents who need IVF to start a family.
Ireland and Lithuania are the last remaining countries in Europe that do
not offer subsidised IVF treatment to those who need it to start a family.
The scheme proposed for Ireland is capped at €1m. This is welcome as
‘a start’ – but this funding won’t go far with each round of IVF presently
costing about €5000. Needless to say CFI will be advocating (with other
patient groups) for a proper public support system for IVF in 2019.
Further details can be found on page 12.
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SPOTLIGHT

CF Champion

M

y name is Victor Conroy. I’m 38 years old and
was diagnosed with CF from birth. In August
2017, due to the kindness of an incredible donor,
I was fortunate enough to receive a double lung transplant
in the Mater Hospital, Dublin. Before the transplant,
walking to my front gate with tanks of oxygen was a
struggle, along with simple things such as going shopping
or meeting friends for a movie.
Since that day though, I’ve never looked back. I now
look forward to doing fun runs of 5k and 10k distances
most weekends. I’ve always enjoyed trying out different
activities with the main philosopy being ‘go out, have fun
and do your best!’ I’ve cycled the Tour de Kilkenny, nerded
out at Comic Con, London and been to my first European
Heart Lung Transplant Championships, (EHLTC) in Lignano
Sabbiadoro, Italy.
I thoroughly enjoyed my first time with the Irish team at
the EHLTC in Italy. I found the support and encouragement
to be fantastic. I didn’t expect to win anything, but was
over the moon when I won a bronze medal for Ireland
in table tennis. The whole experience itself was electric.
The location was absolutely beautiful. Long stretches of
warm sand, delicious pizza and ice cream with a cool sea
breeze in the evening. It was a brilliant opportunity to
try many different sports such as pétanque, table tennis
and badminton to name a few. Meeting new friends and
inspirational athletes from around Europe who were once
in a similar position and now doing amazing feats in sport
is motivational in itself. It’s well worth giving a go.
Currently, I’m training every day with aspirations towards
the future. I hope to represent Ireland in more transplant
games through archery and swimming, to honour my
donor’s gift of life. I can’t thank the following people
enough for where I am today: My donor, their family, my
own family, Mater Misericordiae University Hospital, St.
Vincents University Hospital, Crumlin Childrens Hospital
and my GP.

www.cfireland.ie
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SPOTLIGHT:
CFI Fit Fam
F

or the New Year, Spectrum wanted to focus on the benefits of a hobby. A hobby is definied as an activity done
regularly in one’s leisure time for pleasure. The responses we received from the CF Community showed two
clear favourite activities - exercise and art.
In this Spotlight, we focus on exercise. The benefits of exercise are wide ranging: Improved fitness, a personal
release helping to maintain positive mental health (endorphins are released helping to improve your mood) and it
can be a social outlet. It can be a motivator, an escape from the everyday struggles, a goal to work towards and
a form of personal growth. Exercise is a vital part of treatment for cystic fibrosis, helping to clear the airways and
maintain good lung function. However, for some members of the CF Community exercise isn’t treatment, it is their
enjoyment.
There is an activity for everyone. Hopefully this article will inspire you to find yours. If not, fear not we will have
more options in the next issue!
Pitch Perfect!
As someone living with cystic fibrosis, there are always ups and downs
throughout the journey, as you can imagine. Along with the physical aspects
of having CF, a very important side of CF is mental health. I have always had
the thought process of starting with what’s in my head will play a vital role to
my physical wellbeing.
I feel that at 15 years of age, the present of a set of pitch and putt clubs
were to prove invaluable to me. Not only for the physical exercise, but for
that “get away” feeling. When I am out playing pitch and putt, it gives me
the opportunity to be just like everyone else. A time to get away from all the
medications, hospital appointments and all the bits and bobs that go along
with having CF. All of these were left at the gate of the course for those few
hours while playing.
When dark times came calling due to CF, when the transplant list was my only
option, pitch and putt was still to the fore. The positive thought process of
getting back onto the course was a driving force for me. It kept me thinking
positive during this hard journey. The opportunity to get out to watch pitch
and putt was still such a positive for me, it gave me a sense of belonging and
not being isolated. Getting a double lung transplant in September 2013 and
getting back playing a few months later was huge. It was obviously a huge feat
physically but mentally it was also such a feeling of accomplishment.
Pitch and putt has really been a huge benefit to me mentally. Through pitch and putt, I have met so many lifelong
friends. We all know that friends are who we rely on each day. As a result of this, I was lucky enough that one of
these new friends is now my wife.

Alan Kelly, PWCF
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Circuit Act!
My son Mason was born on November 29th 2011 and diagnosed with CF
at 3 weeks old. Unfortunately, Mason was very sick as a baby with extra
complications; he needed a PEG feeding tube at 5 months old, then from there he
also had severe speech delays and had to attend a speech and language therapist
which went on to lead to an autism diagnosis at age 4. The added diagnosis of
autism hit me hard. It came after a few tough years of trying to keep Mason well.
As his main carer, I went down the path of counselling. As you are aware, with
anyone with CF, it can take so much time and energy to keep them well. With
Mason’s feeding tube and Autism, we rarely got to go do anything as a couple.
Although we do have family who help as best they can.
I was in counselling for a year and it helped me so much. However, a few months
after I stopped, all the pressure, worry and anxiety began creeping in on me
again. I needed an outlet but I thought I can’t do counselling forever.
When a friend suggested joining a circuit training class, I didn’t jump at the chance! This was my idea of Hell as I
would have been the most unfit person in the family. Stephen, my husband, has always been into fitness and my
daughter, Holly, is very active, playing camogie, boxing and soccer. Putting my reservations aside, I went along to a
local class with Latoya Byrne a personal trainer. At the time, I was very low mentally, but was willing to give it a go. It
was the toughest class I have ever done but it was my first step to changing my life forever. I now go to four classes a
week, two of which Stephen and I train together in, Stephen also does a men’s class with Latoya too.
In September 2017, Latoya was running a 14 week Fitmas Challenge which I ended up winning, losing 3 stone in
weight! The biggest change? Not only was my body getting much healthier my mind was reaping the benefits. It was
an outlet. I was so much happier and feeling far less stressed. I couldn’t believe the differences I was feeling.
Shortly after that, in early 2018, I became a camogie manager for Ballygarrett U10 Camogie, a team which Holly plays
for. This has also given me a new lease of life. Training the girls outdoors every week, the matches and getting to
bond with Holly. The latter being a huge motivator as at times Mason can get a lot of my attention.
Mason has had another tough year with an admission in May and a diagnosis of CF related diabetes (CFRD) in
October and I have been lucky that Latoya has been so understanding throughout all this time and always adapting
workouts and sessions for us. Two years previously, I would have never dreamed I would be where I am today.
Exercising, coaching and happy. I cannot describe how much my mental health and life has changed for the better.
Stephen and I are also setting an example for Mason and Holly on how important exercise is.
Team Mason has been so busy this year and we have been so lucky to get so
much support in every challenge we have taken on.
Exercise really can change your life for the better both in body and mind and I
can’t wait to see what 2019 brings.
Personally it is also shaping up to be a busy year. I will be back at camogie at
the end of February and have signed up for the Rock of Hell obstacle course on
16th of February with amazing friends. I know I will definitely be doing the mini
marathon in June and the Head to Head Walk in September again and Holly
wants to do ‘Hell and Back’ as a family this year.
Exercise is important for people with CF, but I think it’s very important for not
only the person with CF to do exercise to keep healthy, but for the whole family
to do it and make it their normality.

Claire Merrigan, Mother of a child with CF
www.cfireland.ie
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Running Therapy
For as long as I can remember, I have been doing some sort of exercise. My
earliest memory was from a race down in Wexford at a holiday home. Aptly
named, ‘Run Til You Drop’. I have a propensity to do things to the extreme.
I was 4, but I was racing people who were 6 years older than me. The
organisers actually had to tell me to stop running. They probably wanted to
go home.
I always feel like I have a point to prove when it comes to my health.
Probably because the main consensus for CF is bleak. I want to prove that
isn’t the case. Up until 5 years ago, I was running to try be the best in the
world. Not just for someone who has CF, but to be the best regardless of
what my personal story was. One race that stands out in my mind was a
Half Marathon. I finished seconded behind a Moldovan. I ran one of the best
times that year in Ireland but a stark reminder that I was 7 minutes behind
the top athletes in the world. 67 minutes for a half marathon. That equates
to running each of the 21 kilometres in 3.12 per kilometre. I was already
running 120 miles a week. I knew I couldn’t train any more. Knowing what
I know now, after working with the best in the world, I could have trained
smarter instead of longer/harder.
I started to hate running. Around that time I also had two seizures within 5 weeks of each other while out running.
One was on Christmas Day. That put a stop to my gallop. I switched my mindset to being healthy both physically and
mentally. I went abroad to work with Olympic champions as their sports therapist and strength and conditioning
coach. I learned a lot about what it takes to be at that level and use that knowledge to try and help Irish athletes.
Fast forward a few years. A neighbour put this notion in my head that I should run a marathon. I laughed at the idea.
A few days later, I was training for the Dublin Marathon. Not just to run it, but to break the world record as the fastest
person with CF. The record stands at 2.47.47; I had 9 months to start training for it. Less than 1% of the world have
run a marathon in under 3 hours. Everything was going smoothly until I tore my Achilles in a race with only 2 months
to go. I was in a gym in Morocco with no air conditioning in a dry desert heat doing 2.5 hours on a cross trainer. But
my sights were set on this world record. I didn’t care. I needed to keep training. I took 5 weeks off running but kept
exercising every day with what I could do.
I arrived to the start line in great condition. I knew I could break it. I knew I could run under 2.45. Everything was
going to plan during the race. I had a family member every 3 miles to give me energy gels and liquids. To make
things more complicated, I can only last 90 minutes without food or else I will have a hypoglycaemic seizure, hence
needing a gel every 20 minutes. I had every micro detail sorted, apart from salt. The one thing that makes CF what
it is. I never thought about the amount of salt I would lose. I got to 23 miles and was still 2 minutes under world
record pace. BAM. My whole body went into cramp. I was salt depleted. My clothes and skin looked like a salt cave. I
struggled home in 3.09.02
At that stage I could have easily dropped out. However, Vincent’s Hospital was just around the corner from where it
happened. I knew that there were PWCF in there who were in a way worse state then how I felt. I rang my fiancée,
Yas, to tell her I was ok but I won’t be breaking the record today.
I finished my first ever marathon. I had mixed emotions about it until I was told I broke the European Record. I
suppose it was better than nothing, but I know I can break the world record. It’s just a matter of when.
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I view my exercise as a form of therapy. Therapy for my CF, therapy for my body and mind. I know for a fact that if
I wasn’t running, I wouldn’t be here. In 2018, I exercised 325 days out of 365. I’ve exercised more days then I have
rested in my life. This doesn’t mean I go out and run 10 miles every day. It’s peaks and troughs. Some are very easy
and some are very hard.
Setting goals is relative to the individual. I set goals because I want to achieve them. I’m saying this because you don’t
have to think just because you aren’t fit enough to run a marathon this year, you can’t become fitter and healthier. If
that means walking to the shops, taking the stairs in the hospital rather than the lift or holding that plank for an extra
2 seconds. A goal without a plan is just a dream. Write down what you want and all of a sudden it becomes more
real.
#BeatCF

Evan Scully, PWCF
Follow Evan;
Facebook - https://www.facebook.com/evanscullyCF/
Instagram - @Evan_STC or https://www.instagram.com/
evan_stc/
YouTube Yoga
My name is Sarah and I have a lovely 3.5 year old little boy with CF
named Charlie. He is my only child and the love of my life!
Charlie was diagnosed with CF when he was 10 days old. He was
born when we were living in the Caribbean. The news was a big
shock to us, there was very little information available and the
closest location for care was a flight away to the US. We wanted the
best for Charlie and decided to move to Ireland, Daddy is originally
from Cork.
There have been times that Charlie’s CF have been challenging for
the three of us. I became depressed at times and held much guilt.
I did realise however that in order for me to be the best mommy for Charlie possible, I needed to have good mental
health as well as physical well being. This of course can be easier said than done! I decided to see a therapist who
was a wonderful help. I also started doing yoga and pilates. I found the exercises, poses and breathing to be quite
therapeutic and also when I felt I needed a challenge I could step it up a few levels. It gave me goals to work towards
and also time to take my mind of things. Since I first began I feel much stronger both mentally and physically. I am
able to cope much better when things become difficult, I can calm my mind and it almost feels like a reward which is
always nice!
I personally prefer to do yoga/pilates from home (some great YouTube videos are available, Boho Beautiful is one of
my favorites) however classes are a great way to practice also, especially as a beginner.
As a parent of a child with CF I do believe it is important to look after yourself and find sources of happiness. For me,
yoga/pilates fills that hobby gap whilst my husband prefers a few rounds of golf!

Sarah O’Keefe, Mother of a child with CF
www.cfireland.ie
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Yoga your brain sane
You might assume a yoga article has been written by some flab-free Bendy Betty
or Flexible Fiona but let me set you straight – the only Betty you’re hearing from
here is of the sweaty variety!
Your inspire-to-be yogi I am not. I have a bulging disc in my back (thank you
children). A bulging everything in my tummy (thank you children. And lattes. And
curries. And comfort eating. You get the picture). And a bulging brain most days
of the week (sadly the result of an eternal headache, not hyper-intelligence).
But you see, that actually makes me the PERFECT candidate for yoga. I am a
Mum who is slowly going around the twist – and this is a most excellent place
to start. I’m trying to work and rear two young children, one of whom has Cystic
Fibrosis. So, I have all the regular motherhood and adulthood worries, plus some
particularly unique and terrifying ones, all played out on the emotional and
physical assault course that is my daughter’s unpredictable health.
Enter the yoga mat.
The single hardest thing about starting yoga is getting past the fear that you’ll be the only inflexible being in the
room. Chances are you won’t be. But even if you are, it actually doesn’t matter. The beauty of yoga is that everyone
is deeply concentrated on themselves – on their own minds, on their own bodies, on their own capabilities and
restrictions on any given day. On how they’re feeling inside and out. Your yoga practice is the one time you have
permission to stop thinking about everyone else and instead just listen to and connect with your own body.
If there was an Olympics for worrying, I’d win gold every single time. The undefeated champion of the worry world!
But when I go to a yoga class, I have to concentrate so damn hard on not falling over, that my brain has no choice but
to forget every single other thing that’s going on in my life. 60 minutes of concentrating on making shapes with my
body, means 60 minutes of not fighting demons in my mind. I can’t explain how therapeutic this reset is.
To turn up the heat on this healing, I hit a hot class as often as I can. It probably sounds weird (and more than a little
gross!) but in hot yoga, I feel like I’m sweating all the negativity out of my body. Sure, I’m cleansing body toxins, but I
feel like I’m cleansing mind toxins too.
If you’re a stressed out parent with your knickers in a twist, maybe consider getting your body in a twist instead.
After dealing with the family place mats, do a legger with your yoga mat and carve out one hour just for you. Even if
it’s just once a week. Connect with the strength of your body and feel the benefits travel to your mind. You’ll find an
inner peace you didn’t know you had.
For me, yoga gives me space to temporarily forget how overwhelmed I feel on our Cystic Fibrosis journey. It helps the
stress melt away and it’s truly the only time I think of me and me alone. It’s like my sweaty, protective bubble. My
own space, where my anxious thoughts are acknowledged and let go.
Like Mother,
Like Daughter
Eva Martin
showcasing her Yoga
skills at home.
“Yoga offers her the
chance to connect
with her breath in
a calm and quiet
manner.”
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For that reason, I’ve also introduced my daughter Eva to the practice (regular yoga, not hot!). If I feel overwhelmed
by CF on a regular basis, I imagine she most certainly will, many times in her life. I hope that yoga will gift her with
coping skills, offering her the chance to connect with her breath in a calm and quiet manner. The normal lung
interactions are highly charged – hospital visits, pulmonary function tests (PFTs), physio, nebs – a little Calm Yoga Yin
to the CF Battling Yang certainly can’t hurt.
The beautiful effects of yoga may be temporary, but there’s always the next class…
Namaste!

Bernie Martin, Mother of a child with CF
Follow Little Miss Salty - https://www.facebook.com/mylittlemisssalty/
Life Kickstarts at 40!
I started kickboxing about 3 years ago when one of my
best friends suggested the two of us trying it together.
The first class I took I loved it, but equally found it so
hard and so different, but I stuck at it and it helped that
my friend also loved it too so I had someone to go with.
I now do two classes of kickboxing a week, and I love it,
I love the physical challenge of it and I find after a long
day at work there is no better feeling than putting on a
pair of boxing gloves and venting.
I have made some great friends through kickboxing and
my instructors are amazing, they are always wanting
to learn more about Cystic Fibrosis, they also tailor my
class if I am feeling unwell, but they also push me to my
full potential.
I do a grading every year to get a belt or a tip on a belt, which is no easy measure, you are graded on your fitness,
technique, flexibility and your attendance to class on a weekly basis. You also must learn Katas which are karate
moves in a sequence. I was lucky enough to double grade this year (which is a very rare occasion). I am now the
first tip on my green belt. I have about 6 years of work ahead of me to get to my black belt; I am determined to get
there.
This year has been one of my most challenging years in kickboxing but also most rewarding. This year I did my
first fight in a kickboxing tournament, unfortunately I lost my fight but I loved every second of it and it pushed me
outside my comfort zone.
Exercise is a huge part of my life and now at 40 years of age, I am fitter than I have ever been. My lung function has
also jumped up over 15% because of exercise.
For me, exercise is just so important. It is now a daily part of my life. I love doing exercise in a group setting as I feel
I push myself a lot harder than if I was in a gym on my own, it is so important to find an exercise that you love as
then it won’t be a chore and you will stick at it.
I was lucky enough to be able to access the gym grant through Cystic Fibrosis Ireland which has helped me
financially to access exercise classes including kickboxing. It has been invaluable to me to continue my exercise to
help keep me healthy and happy.

Carol Brady, PWCF
www.cfireland.ie
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RESEARCH

EU Expands Kalydeco’s Approval to Certain CF Patients Ages 1-2
The Vertex produced cystic fibrosis transmembrane
conductance regulator (CFTR) therapy, Kalydeco
(ivacaftor), has been approved in the European Union
for children ages 1-2 with cystic fibrosis (CF) who carry
at least one of nine mutations in the CFTR gene (G551D,
G1244E, G1349D, G178R, G551S, S1251N, S1255P,
S549N or S549R) that stop the CFTR chloride channel
from working properly.
The approval was on the basis of results from the
ongoing Phase III Arrival (NCT02725567) trial that
enrolled children ages 1-2 with one of 10 mutations:
G551D, G178R, S549N, S549R, G551S, G1244E, S1251N,
S1255P, G1349D or R117H.
Results from the ARRIVAL trial were presented in June 2018 at the 41st European Cystic Fibrosis Conference and
published in the Lancet Respiratory Medicine journal in an article entitled “Ivacaftor treatment of cystic fibrosis in
children aged 12 to <24 months and with a CFTR gating mutation (ARRIVAL): a phase 3 single-arm study.”
Conducted in two parts, the trial, first treated seven children with 50mg or 75mg of Kalydeco, depending on weight,
every 12 hours for five days to assess safety. Secondly, nine children received 50mg of Kalydeco for 24 weeks to
evaluate its safety and efficacy.
After 24 weeks, the results showed the children’s mean sweat chloride levels were approximately three times lower
than those at the trial’s start (dropping from 104.1 mmol/L to a mean value of 33.8 mmol/L). Ten patients showed a
decrease of more than 40 mmol/L in sweat chloride levels by week 24, with four of those achieving levels lower than
30 mmol/L.
Kalydeco also saw improvement in the levels of several exocrine pancreatic biomarkers commonly used to determine
CF associated pancreatic dysfunction. Researchers also found evidence supporting Kalydeco’s ability to help prevent
digestive complications from progressing at an early age.
Regarding the safety profile, Kalydeco in younger children had effects consistent with those observed in prior trials
of older children and adults. The most commonly reported adverse effects reported in the trial were cough, fever,
elevated liver enzymes and a runny nose. Most were mild or moderate in severity. In two patients, there was a serious
increase in liver enzymes but they continued treatment after a dose interruption.
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Orkambi Nearer to Being Approved in Europe to Treat Children Ages 2-5 with Cystic Fibrosis
Vertex Pharmaceuticals has announced that the European Committee for Medicinal Products for Human Use (CHMP)
has recommended the approval of Orkambi (lumacaftor/ ivacaftor) as a treatment for children ages 2-5 with CF with
two copies of the most common F508Del CF gene mutation.
The European Medicines Agency will now take into consideration the CHMP’s positive determination and decide if the
Orkambi label should be extended to include these younger patients.
Orkambi is currently approved in Europe to treat patients with CF aged 6 and older who have two copies of the F508Del
genetic mutation. If approved, Orkambi will become the first treatment available in Europe to treat approximately
1,500 young children whose CF is caused by two copies of the F508Del mutation.
Vertex’s request to expand Orkambi’s marketing authorisation application in Europe comes on foot of clinical data from
a Phase III open-label trial (NCT03125395), which looked at the treatment’s safety in approximately 60 patients aged
2 and older who have two copies of the F508Del mutation. The children received Orkambi every 12 hours, according
to their age and weight.
The results indicated that the treatment was well-tolerated and
safe for 24 weeks, with children ages 2 to 5 showing a similar
safety profile to those 6 and older. The most common adverse
event was cough which affected 63% of the children in the
group. Still, most of the adverse events reported were mild or
moderate in severity.
Additionally, efficacy data at week 24 revealed that Orkambi
could effectively reduce the levels of sweat chloride (a hallmark
sign of disease) in these children. Improvements in growth
parameters, such as weight and stature, were also observed.

Researchers say that cinnamon oil compound might block bacteria like Pseudomonas aeruginosa from forming
biofilms
According to researchers, cinnamaldehyde, a natural component found in Cinnamon oil, may be able to help stop the
spread of Pseudomonas aeruginosa bacteria and inhibit its ability to form antibiotic-resistant biofilms.
Researcher Dr Sanjida Halim Topa at Swinburne University of Technology in Australia, in conjunction with researchers
at Nanyang Technological University in Singapore, carried out several experiments to evaluate the impact of different
concentrations of cinnamaldehyde on Pseudomonas aeruginosa biofilms. They found that non-lethal amounts of the
compound could disrupt by 75.6% antibiotic-resistant, preformed Pseudomonas aeruginosa biofilms.
Cinnamaldehyde was found to prevent the production of a bacterialsignalling protein essential for bacteria communication and biofilm
formatting. Biofilms or microbe communities whose growth is
facilitated by the thick and sticky mucus that marks CF are known
to promote antibiotic resistance in Pseudomonas aeruginosa lung
infections.
The discovery was featured in the Journal Microbiology in an article
entitled “Cinnamaldehyde disrupts biofilm formation and swarming
motility of Pseudomonas aeruginosa”.

www.cfireland.ie
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Cystic Fibrosis Ireland Welcomes Government Announcement of IVF Fund
One of the lesser known symptoms of cystic fibrosis (CF) is fertility issues.
Thanks to reproductive technologies such as in-vitro fertilisation (IVF), people
with CF can now seek assistance and support in trying to start a family. The
difficulty, however, is that this comes at a significant cost that is often out of
reach for many especially those on low incomes.
On this basis, Cystic Fibrosis Ireland (CFI) welcomes the recent Government
announcement that it will dedicate €1m to couples needing IVF and assisted
reproduction treatments in 2019.
The announcement, by Taoiseach Leo Varadkar, came as he conceded that planned legislation around assisted
reproduction is now unlikely to be passed in 2019 as the government has other priorities, including implementing
abortion legislation following the 2018 Referendum and Brexit.
Varadkar said, however, that this should not delay the funding being made available:
“You don’t necessarily need the legislation to be passed because the treatment is available in Ireland, it is not illegal,
so it will be funded.”
IVF is available in Ireland at present but only for people who can afford to pay for
treatment privately. This can be extremely expensive for people, even though they can
offset 20 percent of the cost against tax and the cost of drugs is capped. Couples can
still expect to pay thousands of euro.
CFI supports government funding for IVF because its introduction would allow people
with CF to realise the right to marry and found a family as provided for in the United
Declaration of Human Rights 1948. According to the European Society of Human
Reproduction and Embryology (2017), Ireland and Lithuania are the only EU states
without some funding for assisted reproduction treatments.
In the absence of these state supports, available in the rest of the EU, CFI operates a
Fertility Grant Scheme which provides financial assistance to people with CF who wish
to start a family and need fertility treatments in order to do so. Since 2010, CFI have
funded over 85 fertility grants to people with CF.
However, state support for assisted reproductive treatments, including IVF, is required. To that end, CFI have continuously
advocated for public funding for fertility treatment. In 2017, when a broad intention was expressed by the government
to subsidise IVF from 2019 onwards, CFI insisted that additional detail and proposals on reimbursement of IVF needed
to be provided.
Without the sustained advocacy efforts of CFI and others it is likely that the process would have become bogged down
with the introduction of the upcoming assisted reproduction legislation which contains none of the required detail on
reimbursement.
CFI understands that the planned financial assistance will be means tested and couples will be expected to contribute
to the cost and that there will also be certain as-yet unspecified criteria to be met in order to qualify for funding.
CFI has and will continue to make representations to the Department of Health to ensure that voice of people with CF
is heard in any consultative exercise around the administration of the new IVF fund.
Note: Fertility Issues in CF
IVF may be required by both men and women with CF wishing to start a family. For more information on the specific
fertility issues encountered by people with CF, please consult pages 40-42 of the Independent Living Report launched by
CFI in March of 2018. The report is available for download at the following link: https://www.cfireland.ie/publications/
item/349-independentlivingandcfreport
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Study Reports Liver Disease Doesn’t Worsen Lung Function Decline in CF Patients
A study has found that CF patients with liver disease do not experience greater lung function decline compared with
CF patients without liver presentation. The study, “Analysis of a large cohort of cystic fibrosis patients with severe
liver disease indicates that lung function decline does not significantly differ from that of the general cystic fibrosis
population”, was published in the journal PLOS ONE.
Prior studies looking at lung disease worsening in patients
with CF related liver disease (CFLD) have reported
inconsistent and variable results. In these reports,
spirometry data indicated contradictory findings, with
some suggesting that lung disease was worse or similar
in CFLD patients compared with CF patients without liver
disease, while others found a milder lung function decline
in the CFLD population.
“Varying definitions of CF liver disease likely contribute to
these inconsistent relationships reported between CF lung
function and liver disease,” the researchers wrote.
To more accurately evaluate the relationship between
lung function and liver disease in CF, a team led by
researchers at the University of North Carolina at Chapel
Hill analysed a group of severe CFLD patients, whose
disease had been well-characterised in a prior study.
Researchers analysed past spirometric data from 179
patients with severe CFLD, who took part in the Genetic
Modifier Study of Severe CF Liver Disease that enrolled
patients from CF centres in the US (145 patients) and
Canada (34 patients).
Severe CFLD was defined by the presence of portal
hypertension (high pressure in the main vein going into
the liver, the portal vein) and permanent scarring of the
liver, called cirrhosis.
To address the decline in lung function, the researchers compared FEV1% predicted, prior to, at the time of and
after diagnosis of CFLD. The change in lung function in CFLD patients was compared with two different reference
populations: a healthy, non-CF population and a CF population, matched by gender and age. Researchers examined
lung function decline over five years prior to and five years following CFLD diagnosis.
If the decline was referenced to that of a CF population, there was no significant difference over time in lung function
decline either before or after liver disease had been diagnosed. Based on the results, the team concluded that “patients
with severe CFLD fare neither better nor worse in lung disease severity or decline than a reference CF population.”
The researchers wrote that “these findings suggest that there is no underlying genetic risk, neither protective nor
detrimental, in severe CFLD subjects, for development of better (or worse) pulmonary disease relative to non-severe
CFLD counterparts.

www.cfireland.ie
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KIDS CORNER
F

eelings are something that everyone has inside them. There are lots of different feelings Happiness, Sadness, Fear, Anger, Excitement.

Sometimes we can control our feelings and emotions, but sometimes we can’t.
- If someone tells you a joke and you feel happy, you laugh.
- When you are sick and have to go to hospital, you might feel sad.
- If you feel tired, you yawn!
- On your birthday, you feel excited to open your presents and eat your cake!
If you feel sad, angry or afraid it is important to talk about your feelings to your parents, teacher or
doctor so they can help try to make you happy again. Can you name 3 ways you could help someone that
is feeling sad or afraid?
1) ______________________

2) ______________________

3) ______________________

CAN YOU FIND THEM ALL?
HAPPY

SAD

EXCITED

ANGRY

TIRED

SCARED

JOY

HOMESICK

BORED

AFRAID

SLEEPY

GLAD

WORRIED

UPSET

GRUMPY

Three of the feelings above are also the names of three

SPOT THE DIFFERENCE
SOLUTION
Autumn 2018

THERE ARE 15 FEELINGS HIDDEN IN THE PUZZLE ABOVE,

of the Seven Dwarfs, can you pick them out?
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YOUTH REACH
C

ross infection, a measure taken to try to reduce the likelihood of people with
CF catching bugs which could potentially develop into lung infections and
require lengthy hospital stays.
Research has shown that people with Cystic Fibrosis (CF) are a higher risk to other
people with CF in spreading certain bugs, bacteria and germs.
Bacteria and germs are common, particularly in winter months. Most people will
not be affected by the majority of bugs, but they can be more harmful to a person
with CF. The mucus build up in the lungs creates an environment for bacteria to
thrive and this means it can be harder for a person with CF to treat and clear a bug.

As bugs can survive longer in people with cystic fibrosis there is a potential that these can be passed on to others. As
people with CF are more susceptible, these bugs can be spread more easily through the CF community, by contact
and surface contamination.
You can’t protect yourself from all bugs, coughs and colds, but you can try to
minimise the risk. Which is what cross infection is, a preventative measure.
Methods of cross infection include isolation rooms in hospital, individual clinics,
wearing masks, using anti-bacterial hand gels, precautionary processes in daily
environments such as school and CFI gatherings like the Annual Conference or
fundraising events.
Cystic fibrosis can be a particularly isolating condition due to cross
infection. However, it is important to remember the benefits - fewer
infections and less time spent in hospital will help keep you healthier and
allow you to participate in more social activities in your personal time.
Cross infection does not mean you cannot interact with and be active in
your CF Community.
The online CF Community is far and wide, showing that there are no
limits to life with cystic fibrosis. Whether your dream is to travel, play
sports at the highest level, be a musician or an influencer. Chances
are you will find a PWCF to show you a way.
And if not? You can pave the way and be the inspiration for the next
generation!
Get online, get involved, get inspired!
P.S. Don’t forget to follow Cystic Fibrosis Ireland
@CF_Ireland / @CysticFibrosisIreland

www.cfireland.ie

15

MEMBER SERVICES
Noticeboard

What’s your New Year’s resolution?
In order to alleviate the financial burden
on individuals and families with CF,
and to encourage and facilitate PWCF
to increase their physical fitness, CFI
allocate €80,000 per year to the Excerise
Grant Scheme.
Grants are processed on a first come,
first served basis so don’t delay.
Call Shaunagh Coyle or Samantha Byrne
with any queries on the Exercise Grant
which opens on 21st January 2019.

CF Art Exhibition - Call for Exhibitors!
Following on from the very succesful CF Art
Exhibition in CB1 Gallery, Limerick last May, we
are delighted to reveal that another exhibition
will take place in May 2019. The event will
be organised by Sara Cross, PWCF who will be
putting a call out for exhibitors from the CF
community over the next couple of months.
Exhibits can take the form of various media of
Arts and Crafts.
Please contact Sara at knitters4lifegroup@
gmail.com for further information.
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Helium Arts
From January 2019, Helium Arts and WHAT propose to pilot online learning methods to support a group art
journalling experience for 10 teenagers living with Cystic Fibrosis. Using digital tools and online mediated meet-ups
along with access to professional artist mentors in person and online, teens benefit from development of creative
skills and collaborative arts practice with a community of peers.

Activities
This project will support 10 teenagers’ (or pre-teens) participation over 6 weeks, with 6 sessions with the artist.
This would include one session in outpatients, four group sessions online, and potentially one or two online
mentoring sessions with the artist. Project content will be led by the participants but could include live streaming
visits to cultural institutions and artists studios (IE Temple Bar Galleries, RHA, IMMA), writing, illustration/painting,
storyboarding, graphic/visual harvesting. Participants will learn art journalling methods, self-reflection, improvisation,
resourcefulness and receive motivation art packs in the post related to their proejct in between online group
sessions. This programme also includes a ‘What next’ activity to define future steps. The project will explore project
sustainability in the future/roll-out to further members, including creating online resources i.e. online journaling
guides and ‘How To’ videos.
“When you care for these children for such a long time, they often conceal what they are going through inside in
order to maintain the little control that they have, but they’ll reveal themselves to people like Rachel [Helium’s artist]
through the medium of their creative interactions. Giving children an opportunity to express themselves during such
difficult times is so important.” - Dr. Aiobhinn Walsh, Paediatric SpR

About Helium Arts
Helium Arts is Ireland’s children’s arts and health charity. Our award-winning organisation improves the mental
health of children living with long-term illness through an increase in creative activity. We also work to inspire those
who care for them to support creative healthy environments. Our Vision is that all children living with illness in
Ireland are connected to their creative powers so they can live life to the full. Since 2009, nearly 3,000 children and
their families, living with illness have experienced the power of the arts through one of our projects in 11 counties
across Ireland. Hear some of the children and nurses speak about Helium Arts’ work in this video: https://www.
youtube.com/watch?v=tOVtK-pOS3I
Contact Samantha Byrne in CFI for further information at sbyrne@cfireland.ie
www.cfireland.ie
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Cystic Fibrosis Ireland
Annual Conference &
AGM
Mount Wolseley Hotel, Co. Carlow
March 29th - 31st 2019

Notice of AGM
NOTICE IS HEREBY GIVEN that an Annual General Meeting

Eastern Branch

of the Cystic Fibrosis Ireland, EASTERN REGION will be held at:
Cystic Fibrosis Ireland
CF House, 24 Lower Rathmines Road, Rathmines, Dublin 6.
Monday 11th February 2019 at 8.00pm
Please confirm attendance to pembroke.lodge@gmail.com
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FUNDRAISING:
Charity of the Year
Encourage your employer to select Cystic Fibrosis Ireland as their Charity of The Year?
As companies look at who they are going to select as their Charity of The Year for 2019, why
not ask your friends and family to ask their employer to consider Cystic Fibrosis Ireland. We can
provide you with support information as required or visit your employer to outline to them how
their support will help provide key supports and services for people with cystic fibrosis in Ireland.
Ways your company and work colleagues can support Cystic Fibrosis Ireland …
Charity of the Year (COTY)
The easiest and most recognised way your company can
provide support to CFI whilst meeting their own Corporate
Social Responsibility expectations would be to select Cystic
Fibrosis Ireland as their COTY. Many companies allow their
employees to select the COTY. If you get the opportunity
please nominate CFI as your chosen charity and encourage
your colleagues to vote for us! If you need any support
from CFI with the process, please give the Fundraising Team
a call on 01 496 2433 and we will be happy to help you
with supporting materials, application forms, advice and
presentations.
If your workplace does not have a COTY scheme in place,
it may be something they are willing to consider and again
we would be happy to support you if your employer would
like more information about CFI and the work we do.
The following activities would normally form part of the
COTY partnership, but they can also be something you
do within your workplace during the year as stand-alone
activities to raise funds and awareness to help people with
cystic fibrosis in Ireland.

Corporate Sporting and Social Activities
Many companies host a variety of sports and social activities during the year which could range from coffee
mornings and bake sales, to sports days, quiz nights or golf days, all of which can be occasions to raise money to
support the work done by CFI.
These type of activities are encouraged within business as a fun way to break down barriers and to build teamwork
between employees, while providing a great opportunity to raise funds and awareness to support charities.

www.cfireland.ie
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Spar

Sigmar Recruitment

Cystic Fibrosis Ireland was chosen as their Charity of
the Year in May 2017. This has proven to be the most
successful Charity Partner for Cystic Fibrosis Ireland ever
with €381,000 raised to help people with Cystic Fibrosis
by Spar to date. This has been raised through collection
boxes in 400 Spar stores nationwide, a donation on
selected Spar own brand products and through public
fundraising for a number of key events.

Cystic Fibrosis Ireland were delighted to be selected as
the Charity of the Year by Sigmar Recruitment for 2018.

It has been an excellent partnership so far with Spar
participating and supporting Cystic Fibrosis Ireland
with all our key campaigns including 65 Roses Day,
Malin2Mizen Cycle4CF, Head2Head Walk and Christmas
Jumper Day 4 CF.

The Sigmar Team supported people with Cystic Fibrosis
across the year by participating in and supporting key
CFI fundraising campaigns including 65 Roses Day,
Malin2Mizen Cycle4CF, VHI Women’s Mini Marathon,
Head2Head Walk and Christmas Jumper Day 4 CF.
We were absolutely delighted when Tom Deane in
Sigmar contacted CFI in December to confirm that they
enjoyed working with us as their Charity Partner so much
in 2018 that they have chosen to partner with us again in
2019!

PWCF in Ireland need your support!
Cystic Fibrosis Ireland – Sporting Events
You can support CFI with your colleagues by participating in
a range of Sporting Events in 2019 either as part of a COTY
programme where you work or by simply putting a team together
and participating in our events with your colleagues. Full details
of all events will be available on our website at www.cfireland.ie
and once you enter, contact the CFI Fundraising Team and we will
organise your Fundraising Pack. 2019 events will include;
London Marathon (April), Malin2Mizen Cycle4CF (May), One
in 1000 VHI Women’s Mini Marathon (June), Paris2Nice Cycle,
Head2Head Walk, Paddy Kieran’s International Walk (Sept), Dublin
City Marathon (Oct), New York City Marathon (Nov), Skydives,
Kilimanjaro and other overseas challenges (All Year).
You can have great fun with your work colleagues while raising much needed funds to help support provision of
services to help PWCF in Ireland. Why not check also if your employer is willing to provide match funding for monies
raised by their employers to support CFI.
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65 Roses Day – Friday 12th April
65 Roses Day 2019 (Our National Flag Day) takes place on
Friday 12th April. This is the National Fundraising Day for
Cystic Fibrosis in Ireland and we will have volunteers selling
our emblem, the purple rose in Shopping Centres and on the
streets across Ireland.
If your company is looking for volunteering opportunities and
perhaps allows for volunteer days to support charities, then
why not ask your colleagues if they would like to volunteer to
help CFI on 65 Roses Day?
If you and your colleagues can help us on the day, please call
the CFI Fundraising Team on 01 496 2433 and we will organise
to get you involved in your local or most suitable collection on
the day.

Corporate Sponsorship
Another way your employer could help support
PWCF in 2019 would be to sponsor one of the major
events hosted by CFI. This could include our National
Conference which takes place in Carlow in March, 65
Roses Day in April, the Malin2Mizen Cycle4CF in May,
One in 1000 VHI Women’s Mini Marathon in June or
the Head2Head Walk in September.
By sponsoring our events, we can cover the costs
involved in organising events and recruit additional
participants, allowing us to generate more funds to
support the provision of support and services for PWCF
in Ireland.

For more information….
For support with any discussions with your employer or a potential Corporate Sponsor, please do not hesitate to
contact the CFI Fundraising Team (01) 496 2433 or email fundraising@cfireland.ie

www.cfireland.ie
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FUNDRAISING:
Challenges and Events
For further details on any of our fundraising events, visit our website www.cfireland.ie,
contact the CFI Fundraising Team on (01) 496 2433 or email fundraising@cfireland.ie
April 12th: 65 Roses Day
Cystic Fibrosis Ireland 65 Roses Day will take place on Friday 12th April. We are looking for your support to help raise
funds and increase awareness of Cystic Fibrosis across the country. There are 3 ways you can help support Cystic
Fibrosis Ireland on 65 Roses Day.
1) 65 Roses Day – Friday 12th April
65 Roses Day is our National Flag Day and our emblem, the CF Purple
Rose will be on sale across the country for €2. We will be looking
for volunteers to help sell our purple roses in every county across
Ireland. If you feel you can help us then we would love to hear from
you. Please contact our office on 01 496 2433 or email fundraising@
cfireland.ie. We will also be working closely with our CF branches to
ensure that everyone will be able to buy a purple rose on the day.
Keep an eye out for the campaign on TV, Radio, Press and Social Media
in the coming weeks.
2) 65 Roses Challenge
As part of the 65 Roses Challenge, we are asking our supporters to organise a ‘65’ themed fundraising event as part
of the 65 Roses campaign. Previous examples of challenges include a 65 Roses Tea Party, a gym doing 65 exercises
in 65 minutes and schools holding a ‘Non-Uniform Purple Day’. We also have the 65 Round challenge organised by
Michael Carruth for any people willing to leap into the ring, keep an eye on our social media and website for further
details. The challenge can be as simple or as challenging as you wish, so get your thinking caps on. For more ideas,
check out our 65 Roses Challenge FB Page.
3) 65 Roses Text Donate
Support 65 Roses Day by texting 65 Roses to 50300 to donate €2 to Cystic Fibrosis Ireland or donate online at www.
cfireland.ie. Text costs €2. Cystic Fibrosis Ireland will receive a minimum of €1.80. Service Provider: LIKECHARITY.
Helpline: 076 680 5278.
April 28th: Virgin Money London Marathon
Thank you to everyone who has registered for the Virgin Money
London Marathon.
This event is now SOLD OUT and we wish all participants on
behalf of Cystic Fibrosis Ireland the very best of luck on Sunday
28th April in London.
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May 9th to 12th: Malin2Mizen Cycle4CF
The Malin2Mizen Cycle4CF will take place from Thursday 9th
to Sunday 12th May.
The cycle will begin at Malin Head in Co. Donegal and will
finish in Mizen Head in Co. Cork, along the following route;
Thursday 9th May: Malin Head – Bundoran
Friday 10th May: Bundoran – Oranmore
Saturday 11th May: Oranmore – Mallow
Sunday 12th May: Mallow – Mizen Head
Places are limited to 40 cyclists which are filling up quickly.
Please register as soon as possible to secure your place.
Registration will close on the 25th January or before if we
reach 40 cyclists.

June 2nd: One in 1000
The 2019 VHI Women’s Mini Marathon will take place
on Sunday June 2nd 2019.
One person can make a difference! You can be that
one person for Cystic Fibrosis Ireland by registering to
take part in the Mini Marathon as part of our One in
1,000 Campaign.
Registration for the Mini Marathon is due to open
at the beginning of March. In the meantime you can
sign up with us to be the One in 1,000 for CF on www.
cfireland.ie and get your fundraising pack, or contact
Rachel at rbyrne@cfireland.ie / 01 496 2433 for more
information.
Last year was a great success with over 600 ladies
turning the streets of Dublin purple for CFI with over
€68,000 raised! We look forward to welcoming you
all back again in June to build on that success even
further.
So come on, get the girls together and run, jog, walk or
crawl to support people with CF!

Sept 14th to 19th: Paris2Nice Cycle
CFI are currently recruiting cyclists for the Paris2Nice 2019 cycle. This is a really well organised and extremely
rewarding event.
Cyclists will fly to Paris on Friday 14th September and begin cycling on Saturday 15th. The cycle makes its way along
beautiful country roads with plenty of food stops in the scenic villages and towns along the route. The cycle will
finish on the Promenades Des Anglais on Thursday 20th where you will be greeted by the welcoming team followed
by a celebration dinner that night. Cyclists are free to fly home the following day or some choose to make a
weekend of it in the beautiful city of Nice.
We would encourage anyone thinking of taking part to let us know here in the CFI office by calling us on 01 496
2433 or email fundraising@cfireland.ie. We also suggest you sign up for Paris2Nice mailing list on the website
www.paris2nice.com where you can find details of the upcoming information evenings. The first will take place on
January 17th in the Boat Bar & Grill, Dundrum.
www.cfireland.ie
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Sign up today at

cfir
Sept 15th: Head2Head Walk
Our Head2Head walk takes place on Sunday 19th
September.
This walk goes from strength to strength as walkers hear
about this wonderful event, walking along the coast road
in a sea of purple CFI shirts.
Registration is now open at www.cfireland.ie. If you have
any questions, please contact christina@cfireland.ie.

Head2Head Walk
Sunday 15th September 2019

Sept 20th to 27th: Paddy Kierans’ International Walk Greece
The CFI Walk Committee are very pleased to announce
that the 2019 Cystic Fibrosis Ireland International Walk
will be going to ‘Gorgeous Greece’ from Friday September
20th – Friday September 27th.
2019 marks the 25th year of Cystic Fibrosis Ireland’s
International Walk and promises to be another
unforgettable experience for all the walkers.
The Walk, which starts in Glyfada and finishes in Athens,
will see participants walking an average of 10km each
day and taking in sights such as the green hills of Sounio
National Park, the islands of Aegina, Poros, and Hydra, the
National Park of Mt. Parnitha, the Ancient Footpath into
Delphi, the Temple of Poseidon, and the UNESCO World
Heritage site of the Acropolis.
Sound good to you? Why not dust off those walking shoes
and join the fun! Contact Rachel at rbyrne@cfireland.ie
/ 01 496 2433 to receive more information as we would
love you to join us in Greece in September!

Sept 29th: BMW Berlin Marathon
Registration is now open for The BMW Berlin Marathon
2019. It is one of the world’s greatest marathons with
over 40,000 entries expected from 100 countries in 2019.
The course is flat, traffic-free and fast – in fact one of the
fastest course in the world. The world record has been
broken five times in Berlin in the past ten years. Berlin
is one of the six World Marathon Majors. Tour Dates are
Friday September 27th – Monday September 30th. If you
wish to participate and raise funds for Cystic Fibrosis
Ireland contact Brendán on brendan@cfireland.ie or call
(01) 496 2433.
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Oct 27th: KBC Dublin Marathon
Were you one of the lucky ones to get a coveted spot in the now SOLD
OUT KBC Dublin Marathon?
Now that you’ve signed up and started your training, why not consider
fundraising for a charity as part of your marathon challenge? We would be
delighted if you could fundraise for Cystic Fibrosis Ireland!
Contact Rachel at rbyrne@cfireland.ie / call 01 496 2433, and she will
send you out your fundraising pack and let you know how to get started
on your fundraising.
Happy training!
Nov 3rd: TCS New York City Marathon
Registration will open at the end of January for the TCS New York City Marathon. This is a hugely popular event
and is one of the world’s greatest participatory events. For anyone who takes part it is always an unforgettable
experience. The marathon on Sunday 3rd November runs through all 5 city boroughs (Staten Island, Brooklyn,
Queens, The Bronx and Manhattan).
You can sign up with CFI to take part and the package
includes:
• Direct return flights from either Dublin or Shannon
to New York
• 4 or 5 nights’ accommodation
• Return airport transfers
• Private coach from the hotel to race start on
Staten Island
• Guaranteed race entry
• Services of Sports Travel guides
If you would like to sign up or find out more then please contact the fundraising team on 01 496 2433 or email
fundraising@cfireland.ie
Dec 13th: Christmas Jumper Day 4 CF
Christmas Jumper Day 4 CF was a massive success
this Christmas. This novel campaign is built around
the growing craze of wearing Christmas Jumpers.
Love them or hate them, they are here to stay! So
are you in the ‘Seasonal Christmas Jumper Club’ or
the ‘Bah Humbug Brigade’? Either way, why not
support people with Cystic Fibrosis in Ireland on
Friday, December 13th – Christmas Jumper Day 4
CF, 2019!
Contact Brendán on brendan@cfireland.ie or call
(01) 496 2433

www.cfireland.ie
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All Year:
Kilimanjaro
CFI facilitate treks to the trip of a lifetime to
Kilimanjaro, so if you are thinking of taking part in a
trek, we advise that you book your place early.
For more details and a full list of tour dates, please see
our website www.cfireland.ie or contact Brendán on
brendan@cfireland.ie or Phil Dunphy on dunphil18@
gmail.com

Skydives
If a skydive has always been on your bucket list then now is
your chance to tick it off, while supporting a great cause.
Details are available on our website www.cfireland.ie or you
can contact our office on 01 496 2433 or email fundraising@
cfireland.ie for more information.

Schools Fundraising Resource Pack
CFI have issued our ‘ChariTY for CF’ school fundraising pack to all
secondary schools, with a focus on Transition Year students.
By getting involved, not only will ChariTY for CF help schools raise
awareness of cystic fibrosis and help raise much needed funds to
help support people with CF, it will also help students to develop and
strengthen their involvement in community and charity work.
To request a pack or to find out more please contact our office on 01 496
2433 or email fundraising@cfireland.ie.

New Staff Member in Fundraising: Christina Trieu
Christina joins CF Ireland as Community and Individual Giving
Fundraising Co-ordinator.
Malin2Mizen Cycle 4CF and the Head2Head Walk will be her main
projects, amongst other work.
Previously working in Fundraising with The Irish Hospice Foundation as
Individual Giving Executive. Christina has over 10 years’ experience in
Sales as a Travel Consultant and with over 4 years as a Sales Director in
Direct Fundraising.
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FUNDRAISING:
Thank You
It is not possible to list all of the Fundraising Events that have been organised since our last
edition of Spectrum, but we would like to take this opportunity to thank everyone that has
volunteered and raised money on behalf of people with Cystic Fibrosis. Every cent raised helps
provide a better quality of life for people with Cystic Fibrosis and please keep up the great work.
Here is a short summary of some of the remarkable efforts of our volunteers:
Spar Ireland
Spar have supported Cystic Fibrosis Ireland this Christmas by selling our Christmas
Cards in their stores across the country. This is part of a continued amazing charity
partnership with Spar who have raised €381,000 to date since they selected Cystic
Fibrosis Ireland as their chosen charity in May 2017.
Spar also funded a 10 day countdown advertising campaign for Christmas Jumper
Day 4 CF with Virgin Media. The TV Adverts ran from Dec 5th to 14th on Virgin Media
1, 2, 3 as well as Virgin Media Player, Virgin Media Social Media Channels (FB Page
has 258k followers) and Spar Social Media Channels.
What an amazing charity partner, the presents were delivered for people with Cystic
Fibrosis again this Christmas ‘under the tree at Spar’.
Thank you again to everyone in Spar!

Paddy Kierans’ Memorial Walk ‘Flavours of Romania’
We would like to thank all the Walkers from the CFI
International Walk on their absolutely incredible fundraising,
raising €107,639 as per the cheque presentation to Cystic
Fibrosis Ireland by the Walk Committee.
A special word of thanks to the voluntary members of the
Walk Committee - Bernie Murphy, Vinnie O’Malley, and Tony
Griffith - for their ongoing work to maintain this as one of
the longest running and most successful international charity
walks in Ireland.
Pictured L-R is Fergal Smyth (CFI), Vinnie O’Malley, Bernie
Murphy, Tony Griffith and Rachel Byrne (CFI).

www.cfireland.ie
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SSE Airtricity Dublin City Marathon

Christmas Jumper Day 4 CF, 2018

We would like to thank everyone who participated in
the Dublin City Marathon for Cystic Fibrosis Ireland! We
really appreciate you fundraising on top of your months
of dedicated training. We hope you smashed your
personal bests and had a fantastic run!

A huge thank you to all who participated in
Christmas Jumper Day 4 CF, 2018!

If you have any pictures of yourself running in your CF
t-shirt we would love to see them and use them for our
social media channels and website with your permission!

It was our first year running the campaign and we
were delighted that it was such a great success,
thanks to the support of so many work places,
schools and individuals who participated around the
country.

TCS New York City Marathon
CFI would like to thank everyone who participated in the New York City Marathon for Cystic Fibrosis Ireland! CFI had
5 runners this year and want to say a huge well done to Rita McGinn, Ken Cahill, Margaret Gannon, James Brett and
Jaime O’Doherty for all your hard work training and fundraising raising a total of €10,388.47
If you have any pictures of yourself running in your CF t-shirt we would love to see them and use them for our social
media channels and website with your permission!
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Foxford Woollen Mills

Charity Soccer Match in Navan

Cystic Fibrosis Ireland would like to say a huge thank you
to our charity partner Foxford Woollen Mills for their
generous donation of €10,000!

We would like to thank Michael Mc Donald, who
during the summer, organised a Charity Soccer
Match for CFI in Navan and raised a fantastic €1,055!

Donations like this from our corporate partners allow us
to continue to provide support and services to PWCF and
their families.

Well done to both teams, Parkvilla Football Club and
Our Lady’s Hospital FC for participating for such a
fantastic cause.

Spectrum / Winter 2018

24 hour war machines

Ironman Challenge

CFI would like to say a huge thank you to Kevin Brogan,
Paul Hempenstall and John Condren who raised
€3,844.10 whilst completing their 24hr quest. The guys
named their team “24 hr war machines”.

We would like to say a massive thank you to our own
Caroline Heffernan and her team mates in Tri Lakes
Triathlon Club for their amazing fundraising as part
of the Ironman challenge in Barcelona, raising a total
of €8,457.61. We are all so proud of Caroline for
completing the Ironman challenge, absolutely amazing!

Fantastic work and fundraising by all involved!

IPSEN

ICON

A huge thank you to all the staff at Ipsen who recently
raised €2,482 from a Fun Run they organised to support
people with Cystic Fibrosis in Ireland!

Cystic Fibrosis Ireland would like to say a huge thank you
to Philip O’Leary and Kellie Gordon who raised €1,765
by participating in ICON plc Strictly Come Dancing Night.
Well done to all involved.

Clare County Council
CFI would like to say a huge thank you to the members and staff of Clare
county council who organised a charity Christmas train in Ennis Friday the
21st of December 2018, the council nominated CFI Clare branch as one of
its charities and the festive cheer helped our local branch members raise
€1,200.
Pictured are Kieran Mc Carthy (Clare branch) and some of the Ennis school
wardens who helped to keep the train running on time.
www.cfireland.ie
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CFI Fundraising Calendar of Events 2019
April
Friday 12th 					

65 Roses Day		

Saturday 13th 				

Cystic Fibrosis Ireland 6.5k Remembrance Walk

Sunday 28th

				

Virgin Media London Marathon

May
Thursday 9th to Sunday 12th

Malin2Mizen Cycle4CF

June
Sunday 2nd 					

1 in 1000 / Vhi Women’s Mini Marathon

September
Saturday 14th to Thursday 19th 		

Paris2Nice Cycle

Sunday 15th 					

Head2Head Walk

Friday 20th to Friday 27th 			

Paddy Kierans’ Memorial Walk in Greece

October
Sunday 27th 					

KBC Dublin Marathon

November
Sunday 3rd 					

TCS New York City Marathon

December
Friday 13th 					

Christmas Jumper Day 4 CF

Cystic Fibrosis Ireland
24 Lower Rathmines Road, Rathmines, Dublin 6, Ireland
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t: +353 1 496 2433		

f: +353 1 496 2201

e: info@cfireland.ie		

w: www.cfireland.ie

Company Reg: 449954

Charity: CHY6350
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