CYSTIC FIBROSIS ASSOCIATION OF NEW ZEALAND

Hi Guys

In this edition, | have the pleasure of providing you more info on our adult team.
Many of you may know some of our members and for those who don't, this gives
you a little insight as to who they are, the challenges they have faced and are still
facing. We are all a little unique!

IMPORTANT NOTE: All CF adults have the freedom to ¢ ontact us, have a
chat, come on my email list or simply connect with the CFANZ Adult Network.

Email: borkust@xtra.co.nz or text 027 206 2855

RYAN HAMILTON

My name is Ryan, I'm 18 and obviously have CF, as you may
have already guessed. I'm currently living in Christchurch and am
flatting and have been flatting for two years now. | moved up from

L Ashburton to study at the New Zealand Institute of Sport, where |
am about to graduate my 2nd year there. | have found that my CF hasn’t held
me back at all with my course. Even while | am in hospital, | still go to course
everyday and participate in all activities as well. | have also been to Japan for
my soccer and have played for mid Canterbury for a number of years and my
CF hasn’t held me back with any of that at all. I'm stoked to be a part
of this group and hope to be able to help people, so thanks for the
opportunity.

SARAH HITCHINGS

My name is Sarah and | am 21. 1 live in the heart of Auckland,
and enjoy all the city has to offer. | have completed a degree

and am starting another in 2010, which will keep me busy, and
my health is top-notch after a hospital visit in September - the first
admission in two years. | am excited about getting onboard with the CFACT
because | know that it will help many people with CF..




HEIDI FURLAN

My name is Heidi Furlan and | am 23 years old. | graduated from
Otago University last year with a Bachelor of Pharmacy
degree and have just completed my final assessment to register
as a pharmacist. | currently work at Gisborne hospital but aim to
make it over to Australia by the end of next year to work. | have
one older sister who works as a locum radiographer in Western Australia. | live
with my partner Dane who is a Policeman; we are lucky enough to flat at Wainui
beach with 3 others. This year | got my learners motorbike licence and bought a
motorbike which | take for rides on the weekends. My goals for the next few
years are to stay well enough to do lots of travelling and to continue to develop
my career as a pharmacist. | believe nothing is out of reach if you want it badly
enough, | proved that to myself last year when | trained for and completed the
Moro half marathon in Dunedin. I'm looking forward to the next few years and
will welcome any new challenges that arise.

PAUL FOWLER

Hi my name is Paul Fowler, | currently live in Rotorua. | am 23
years old and | like stickers. | grew up mostly here in Rotorua,
moving from Te Puke at the age of 8. | am second in a line of four
children. | have an older sister, a younger sister and a little
brother. Thankfully, | was the only one born with CF. However,
this does not automatically grant me the right to receive sympathy, a trait
handed out very sparingly (if at all) amongst my siblings. This | am thankful

for because it allowed me to grow up as an equal with them, and forced me to
"get over it" when | wasn't feeling the best. | currently work for coca-cola part
time as well as working part time in my parents cafe. However, | plan on being a
self-employed freelance photographer (hopefully sometime in the near future)
and travelling to see as much of the world as possible. | have always been
obsessed with maps and geography and whenever | look at a map or atlas and
think about the places, | get really excited. | love music and playing guitars and
I'm an active member in my church here in Rotorua, as a youth leader and
helping to head up the youth band. As well as being a guitarist/singer in the
main band. | try not to let CF affect my day to day life too much and | have
always led a relatively normal life, and plan to do so in the future. I'm pretty big
on exercise as a means of achieving this. | try to get to the gym at least 2-3
times a week as well as running 2-3 times a week, playing soccer and touch. |
also love to snowboard or ski whenever | get the chance and when summer
comes around | spend as much time as | can just mucking around at the beach
or at one of Rotorua's many lakes. I think this, along with my faith in God and
my attitude to not spend my time dwelling on, or worrying about CF (thanks
largely to my family never treating me any different for it) has been the major
contributing factor towards my good health, and good life, so far.




JONATHAN (JONO) FOWLER

Hi, I'm Jono, 27 from New Plymouth. | run a website from
home and am slowly getting back into some study in between
exercising, doing the odd presentation and starting to write a
book. Been getting into the local 10 pin bowling league
this year and also into cars and all things electronic. Life is a lot
better after getting my new lungs just before Xmas last year. My lung function is
now over 80% FEV1 and there is really not a lot | can't do. There are no words
that can describe how great life is now, being able to get into the car and go and
do things so easily without any major planning or restraint due to my health. Even
going to be part of a relay team made up of organ transplant recipients and
supporters to do the round the mountain relay here in Taranaki next month. Oh
and did | mention the addiction to collecting Export Gold merchandise and
drinking Coca cola?

JAMIE ARCHIBALD

My name is Jamie Archibald, I'm 29 years old and like my younger
brother, | have CF. I live in Auckland and work as the Manager of

a Recreation Centre. All my life | have been determined to not let CF
get in the way of leading a 'normal’ life. However | know what it is
like to juggle everyday commitments with the additional frustrating
daily medical regime. | have recently got married and | am excited to say Michelle
and | are expecting a baby in May 2010. Happy to be a part of the adult team and
will try to add what | can to the fold.

TIM MCDONALD

Hi, my name is Tim McDonald, but you might know me as Ritchie
Lewis. I'm 30 years old and | have Cystic Fibrosis. I'm doing well at
the moment but it hasn't always been this way. As a toddler and at
around 9 and 14 and also my early 20's, | was quite unwell.
Although I've managed to get over those " bad patches" for now. |
was diagnosed at a few weeks old and the doctors didn't have very much hope for
me to recover from there, but | managed to and | have managed to beat every life
expectancy I've been given. | play drums to keep fit and play for a band called
Shocking Pinks. I'm keen on movies, photography, art, video games and

music. Hopefully, by joining this forum | can offer my insight and help anyone
suffering with CF, and their families.




SUZANNE WEAVER

| am nearly five years on after having had a double lung transplant
and am presently enjoying my life like never before. | have had
many experiences in my life and have always been encouraged by
my family and friends to live a normal a life as possible. | was
working for 9 years before my transplant and am very aware of the
extra challenges that people with CF face when they enter the workforce. | have
always found that being honest about my condition makes it easier for people to
understand. | have been flatting for most of my adult life and also aware of the
obstacles CF people face when sharing a flat with others who might not have
even heard of CF before and are not familiar with all the nebulising, physio etc.
Since | have had my lung transplant life has never been better. | face a new set
of challenges now but each day is a gift and | am now able to do things | could
have never have dreamt of before. | am currently working at Victoria University as
a Graduate Programmes Administrator. If you would like to talk to someone who
has embarked on the journey of transplantation please send me a message. |
know how scary it is being told you need a transplant, but in my case it was the
best thing that ever happened to me.

LISA BORKUS (CHAIRPERSON)

Will keep mine brief to, as most of you know me already. | am 40
years old and live in Christchurch with my husband and two children.
My brother and second-cousin also had CF but sadly passed away
at the ages of 26 and 16 respectively. At birth | was given a life
expectancy to the age of 5, pleased to prove it wrong. | am a
positive, forward thinking person and set high goals for myself in how | chose to
deal with CF and other aspects of my life. | have qualifications in Early Childhood
Development and Teaching and Database Development / Management and have
worked in both of these fields in my academic career. | am currently the CF Adult
Rep to the Board and love meeting you all. | am very big on exercise and therapy
adherence to keep my lungs in the best shape they can be, but have learnt to
respect my limitations. Plan to be around for a long time yet!!!

ERIN BARTRUM

] Further information on Erin can be read further in this newsletter,
as there has been a full article written about her in the section on
‘Inspiring New Zealand Adults’.




was born in 1966 and was diagnosed wi ollowing the
death of my younger sister in 1969. Being brought up on a farm
outside of Wanganui, | kept pretty fit and reasonably healthy as
a child. I went to boarding school in Wanganui and then to
Massey University in Palmerston North where | completed a
Bachelor of Business Studies degree (Accounting major) in 1987. | married
Linda in 1989. We lived and worked in Wellington for a few years before
moving to South Africa in 1991. Following some serious lung infections and
hospitalisations we returned to NZ in 1993. On returning to NZ, | joined a
Pharmaceutical company in Wellington as their Finance Manager. Our twins
were born in March 1996 and in June that year my company relocated us to
Sydney. We had 5 years in Sydney and were then moved to Paris. After 2
years in Paris, we then moved to Kansas City in the USA where we spent 1
year. In 2004, following a corporate merger, my family moved back to NZ and
| went to Germany to work out the remainder of my contract. However my
health was really starting to deteriorate so in February 2005, | resigned from
my position and moved back to NZ (Geraldine, South Canterbury). | was first
assessed for transplant in March 2005 and in December 2005 was put on the
active list. 15 months later, in February 2007, | received my transplant. After
10 weeks in Auckland, we returned to Geraldine where life has been brilliant
ever since. The family if great, | have an excellent job and we live in a beautiful
part of the world. Life is very good!!

VICKI KENNEDY

Hi, 1 am Vicki Kennedy and | am 47 years old. | live in Oamaru
with my wonderful husband Wayne and our family of four paws.
We have four dogs of our own and have 2 boarding with us at
present. We also have a very bossy cat called Chrystal who

thinks she is the boss of the household (her sharp claws make
her the top dog). | have a lung function of 36% at present and | am still
managing to work full time. | have always had regular tune ups every 12
weeks for 10 days up in Christchurch Hospital and maintained my health as
much as possible. | am on Oxygen at night. | have for the last 18 months
been assessed for a lung transplant. My favourite sport is water skiing and
have recently replaced the old planks that | had with a new set purchased on
Trademe. | try and participate in everyday life as much as possible and not let
CF hold me back to much. Over the years | have met some wonderful people
who have inspired me to live life to the fullest and sadly seen many lose the
battle of holding on to that thread of life. | am happy for anyone to contact me
if you have any questions.
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Earlier this year, | gave a talk at the CF Conference. My
topic was to be a motivational one about life with CF and presented from my own
experiences and other CF adults | have learnt from, thrown in with a bit of
common sense and things | have learnt from my health professionals. | chose
the above for my heading, which says it all. We have been born with CF, there is
nothing we can do to change it. What we can do, is try to manage it as best we
can to live the lives we want for ourselves, despite it. The talk covered aspects of
making the most of our medical teams and developing optimal Dr/Medical team —
patient relationships, goal setting, hospitalisations, positive self talk and what we
can do when all turns to custard. From meeting and talking with other AWCF
from here and abroad, there are some key elements that may be helpful to take
on board.

Life with Cystic Fibrosis is a challenge and coping with it involves more than just
a positive attitude.

Surround yourself with support and encouragement

. People with chronic iliness tend to do better and lead more enjoyable
lives when they have good support networks.

. Making wise choices in both partner and friends can influence the level
of support you have.

Be actively involved in your healthcare

* CF can be a demanding disease, with dozens of medications, lengthy doctors
visits, a battery of lab tests and frequent periods of rest. Managing all of
those aspects of CF is challenging. To keep it all from becoming
overwhelming is to be in charge of your treatment.

*  When going to clinic, go prepared with a list of whatever it is you need
to know or are unsure of. The team is there to support you, not dictate
to you. Work with them as a team member — be a part of the decision
making process.

Focus on the positive

. CF can rob an individual of many things: strength, breath, energy,
sometimes even the will to live.

. Spending too much time dwelling on the negative aspects of the disease
can drain us of any sense of joy.

. Be cautious about how much time you spend on internet blogs that are
mostly grief ridden. Instead visit CF websites that promote the progress of
research, etc

. It's one of the most exciting times to be alive as a CF patient because there
are so many treatments available, vastly different from 20 years ago.




1 # 2

I was born in Christchurch, 1969, but then as the family grew we moved around a
lot until | was 8 when we settled in Wanganui. By this time there were six kids, |
was the second and | had a 3 year old brother with CF, he was the youngest,
Brendan. He was a lot worse than me and died in 1986 age 10. It was devastating
to the family, and even though we knew it was going to happen, it was still a great
blow to us. It is something that changed all of us. | have four healthy siblings.

As a child | had the usual CF stuff, digestion problems mainly, but no lung
infections until | was 8/9. Didn't need IV until | was fifteen, then it was usually once
a year, twice at the most. | had a relatively normal upbringing, and | consider mine
an idyllic childhood, Christmas holidays at the bach down south, and lots of love
and support. Outside of school | loved to draw, and sew and do hand crafts, it was
something | could enjoy despite my health problems.

My health was quite up and down from about age 10/12, and then | stabilised and
was relatively healthy and fit, even going for runs while | was at Polytech 88/89,
studying art and design in Wanganui. That was a whole set of lungs ago now |
reckon!

Went to London in 1990 and that’s when the down hill run began, got very
rundown, lost about 8kgs in 4 months, just from travel and working as a nanny in
London, and not eating properly. Although it was hard on my health | enjoyed
travelling and was happy that | got to visit my Irish relatives. | came home and got
back on my feet, went flatting but not up to working, kept myself busy with crafts
and sewing. Health started to pack up a bit, and by 1993 lung function was down
to 24 percent. It was then that | went for my first assessment for a transplant but
was rejected because of my liver, the drugs then would have been too hard on it. |
left Auckland with a renewed sense of fighting spirit, determined not to go down
hill again and keep working at my health. It was about then | started to get back
into my art, which | hadn't done for a few years, and this became my main focus in
life, something to live for and my family. At this stage | became an aunty, and had
two nephews and a renewed sense of life. | also bumped into an old art tutor mid
90's who owned a café and gallery, she invited me to have an exhibition and
thanks to a CF grant was able to frame and exhibit all my work, which was then
vibrant water colours of flowers and still life. The media got involved and with my
exhibition and health problems were able to give a lot of publicity and educate
people about CF. | even got recognised in the street a bit round town which was
very flattering, especially the positive feedback about my art and Cf. then over the
next 7/8 years, just flatting, trying to keep well and painting when | could. | had
another exhibition in 2000.



always been very supportive, looking after me
but not suffocating me, a good balance. Last
year we got married, it was a difficult year
health wise, and my lung function had
dropped to about 21%. Although we were
very happy, my health was going down hill and | had needed oxygen since my
last hospital stay in May 2008.

Since then | have gone onto the lung transplant waiting list, ironic considering
16 years ago | had been turned down. Thanks to Dr Jones, in Wellington he
was curious about what the criteria is for a transplant so wrote to Greenlane.
The next thing | knew | was getting a phone call to go up there for a meeting. It
was scary, as now my health was worse than when | went up sixteen years
ago, and | was | felt for the first time in my life facing an uncertain future.

Now | am on the waiting list, so | feel once again a renewed sense of life,
something in the future. | have never thought that | was really sick from CF, and |
think this contributed to keeping going. | feel my art has saved my sanity at times
as its always something you strive to do and improve on, there is always a
painting inside me, so even when I'm tired and sick | can paint in my mind, I'm
always thinking about what | want to paint next and am really looking forward to
the day | can pick up a brush again, and have the energy to really let go.

My family, friends and my art are what have given me strength to cope with Cf. |
feel that my personality has ‘agreed’ with my CF, I'm a glass is half full sort of
person, you have to be. Also | am the sort or person who is quite happy in their
own company, and when you spend a lot of time on your own with health
problems you have to be able to find something to do and keep yourself busy.
Even if its lying in bed watching a DVD, if you're not up to doing anything else.
The difference between having a bummer day for me, or a happy one, is keeping
my hands, eyes and ears busy, | do something, listen to something, and watch
something. Listening to the radio or TV while I'm sorting out old photos,
scrapbooking, make greeting cards out of old ones. little things like that which
don't use much energy give you a sense of business, a sense of having filled in
your day.

It's a tough business this CF one, its not for the fainthearted! | have a spiritual
belief that I've always had which softens it a lot, | can see the 'bigger" picture. |
know that my CF is to educate people, to show them that they have strength in
them too that usually lays dormant unless tested. We can all learn and gain
something from CF, as much as we want to get rid of it and cure it, | know for
myself it has enriched my life and given me a sense of purpose. I'll leave you
with this quote which I've always liked, its from the song Beautiful Boy, by John
Lennon: "Life is what happens to you while you're busy making other plans”.



Ronnie Sharpe is a 29 CF adult who lives in Arizona. It is his life’s ambition to
spread awareness around the world about Cystic Fibrosis. He runs his own website
and has thousands of CF individuals and families linked into his Facebook Group.
He is not only raising awareness, but has become an incredible inspiration to many
CF individuals. Much of his focus (aside from regular hospitalisations and the usual
CF treatments), is focussing on exercise to improve and maintain lung function. His
motto is ‘get out there and get moving'. He daily sends out a post on his Facebook
page detailing how long he has walked or run that day and those involved in the
challenge are encouraged to either match it or better it. It is so encouraging to read
the many responses from other CF individuals around the world who are joining him
to not only bring about awareness, but are being motivated to take charge of their
lives and ‘keep going'.
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Hope you all have an amazing Christmas

and New Year celebrations!




