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It is with great delight | can inform you of the development of the CF Adult Consultancy
Team. As the needs within the CF adult group are so diverse, | felt that we needed to
develop a team of CF adults from varying backgrounds, ages, locations around New
Zealand and experiences who represent this diversity. This team will work closely with me in
identifying key issues of concern for CF adults, in order to provide a clearer voice to the
Board and to the Association as we move into an era where approx. 40% of the New
Zealand CF population are adults. There is a significant increase in issues such as fertility
and reproduction, parenting when you have CF, organ transplantation, career and university
decision making, relationships, travel, etc. The team comprises:

Jamie Archibald Auckland

Heidi Furlan Gisborne / Dunedin
Paul Fowler Tawa

Erin Bartrum Wanganui
Jonathan (Jono) Fowler New Plymouth
Suzanne Weaver Wellington

Lisa Borkus (Chairperson) Christchurch

Vicki Kennedy Oamaru

Will Polson Geraldine

More details of this team will be in the next edition of the National Newsletter.
representatives cover:

23-48 age group

AWCF who are also parents (both male and female)

Post-transplant recipients (both male and female) and Pre-transplant
Those flatting

Attending or have attended University or Higher Education

Those also with CF siblings

Those who have embarked on overseas travel

Those in the workforce

Are all from different locations around the country

Due to the cross-infection protocols that are so important to CF individuals, we do not meet
physically, but consult via internet and phone. The team members may also change from to
time to time to allow for change in life situations, availability and general health issues.




CYSTIC FIBROSIS ASSOCIATION OF NZ An im_portant area that qdults_hav_e raised as an issue is
CFADULTS NETWORK il ‘isolation’. Due to cross-infection issues, adults rarely

= have the opportunity to meet one another and are limited

) in developing healthy peer support from others who
understand and are going through the same issues. One way in which we have addressed
this need, is the development of the CFANZ Adult Network. This network operates via
Facebook. Itis a closed group for CF adults (and their partners) to maintain privacy and can
only be joined through invitation. My partner in crime, Jono Fowler and | have developed this
site and act as administrators. We have also set up links to other valuable websites /
connections for adults.

If you are not already linked in, then let me know and | can arrange that. Alternatively, if you
do not use Facebook, | can look into other means of connecting you with the group. Feel
free to email me on borkust@xtra.co.nz or text me on 027 206 2855.
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CYSTIC FIBROSIS When | presented the concept of the adult network at the
recent Chairperson’s Conference, it was suggested that a
similar group be set up for the parents and supporters of
CF. Jono has now set this up and anyone in NZ affected
by CF (parent, grandparent, AWCF, those who work with CF, etc) can now join. Acceptance
onto the network will be done via an admin (Jono Fowler, Lisa Borkus, Stephanie Payne or
Kate Russell) to ensure the site is protected. If you have not already joined and would like
to, please let me know.
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As mentioned in previous newsletters, this issue is under close review at present. Our
CEO, Kate Russell has recently been to the Australasian CF Conference in Melbourne,
Australia where this issue was addressed by a number of professionals. Kate has taken

the data gleaned from these sessions to update our current travel guidelines, which can
be downloaded from our website: http://www.cfnz.org.nz/documents-and-forms

Important to note, that although the Association does what it can to provide you this data
and provide recommendations, it is paramount that before embarking on overseas travel
to discuss it with your medical teams, because:

They are aware of your overall state of health and can provide a set plan to help
you maintain your health whilst travelling.

They will be aware of the ‘high risk’ countries and can advise you accordingly as to
ways to keep yourself well and safe

They provide you with your necessary health documentation for travel.
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Kelly grew up in Tauranga, but moved to Hamilton
to pursue study and horse riding opportunities.
She possessed a tremendous love and obsession
for horses and began horse riding at the age of
10 and took to it like a duck to water. At the

age of 14 she began doing horse trials where

she was given great coaches and had a very
supportive family to encourage her in achieving
her goals. She became one of the top riders in
the country and in June 2007 received our B4CF Extra Mile Award for her achievements
and utter determination in this field. She was selected for the New Zealand Talent
Identification Squad and trans Tasman teams for Eventing with her trusty horse Ray the
Rat. Kelly has achieved several firsts and placings at events around the North Island and
was 6" Amateur rider at the National Showjumping Championships in 2007.

Horse riding needed to then take a back seat as Kelly completed her studies at University
and pursued her career in graphic design. Kelly is now 24 and along with her partner are
currently living in London. This has been a tremendous opportunity for her to tackle the
excitement of travel. She has been to Austria, Amsterdam, Croatia, Bali, Pamplona —
Running with the Bulls, Barcelona and the French Alps. Her favourite trip was her 7 week
van trip with friends around the coastlines of France, Spain and Portugal. Another exciting
experience was sitting at the top of the french alps, with a board strapped to her feet and
hundreds of kilometres of trail beneath her.

The healthcare she has received whilst in
London has been outstanding and even
with all her touring, her health has actually
improved over the past year with a
significant increase in lung function and
overall good health.

Currently, she has a goal of running a marathon in November,
visit countries that have excellent snowboarding opportunities
and travelling through Egypt is high up on her list and maybe
one day start a family of her own.




Like for most people, photography initially started out as just a hobby for Paul. He bought his
first camera while on holiday in Australia, mainly with the intention of capturing pictures of
the places he had been so he could brag to his friends. Since then it has become much
more than that. On his spare days he often find himself in some remote part of the north
island taking photos when most people are still sleeping. He has always had an obsession
with weather, geography and wildlife and he likes to portray this through his images. He
especially likes taking photos in places that are largely untouched by human activity and
places that are rough and rugged, such as New Zealand’s west coast. He also likes to be
informed on the subject of his shots. When he’s not taking photos, he likes to spend a lot of
time researching. One day he intends to publish a book(s) with his photographs and
hopefully some of the information and stories he has gathered on his travels.

Being born and bred in New Zealand’s Bay of Plenty, it wasn’t until he had done a small
amount of traveling, that he came to appreciate the amazing beauty and diversity in his own
back yard. Having said that, he’s still young and he plans on doing a serious amount of
traveling in future as his passion takes him to some of the worlds most amazing and remote
places. Paul now runs his own photography business. All of his photographs are

a limited edition. All his photographs are taken using only natural light and he takes pride in
the fact that he does not use photoshop (or any other editing) to enhance or manipulate any
of his work. We look forward to seeing more of Paul’'s work as he continues to follow his
passion.
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In August of this year, 3 of our lung transplant recipients
headed off to take on the 17" World Transplant Games,
Gold Coast, Australia. Will Polson, a keen golfer, came
away with a silver medal in this event. Jason Dellow
competed in two events, taking a silver medal in lawn bowls
and bronze in golf. Adam Joyce also competed in his
chosen sports of badminton and 2 track events, the 400m
and 800m. Awesome effort guys! Further details of this
amazing event will be published in the CFNZ National
Newsletter.
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When you live with an illness such CF, not only does this impact you physically, but it can
also effect you on an emotional/psychological level, especially when ill health and
hospitalisations become more frequent. Many of us have built good coping strategies and
have become more resilient as we have grown older with CF.

It is important however, to understand that there can be times when additional support in
this area may be needed, as we strive to live full lives with CF . We have a huge amount
of support around us via our medical specialists, psychologists (who often work with the
CF Team or can be referred to by your Dr), social workers and our own fieldworkers Sally
Carron (North Island and Transplants) and Sue Lovelock (South Island and Wellington) in
the Association.

Below are some ways in which we can look to help ourselves in these areas or can call on
these professionals to help us develop further.
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Good communication

Problem solving

Goal setting

Ability to learn from mistakes or experiences

Managing strong feelings in healthy ways

Being connected to others is very important. It may be to your family, friends,
neighbours, workmates, team mates and community. They can provide:

Practical support
A sense of belonging — of not being on your own
Companionship

A means to contribute to others lives
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An optimistic approach to life’s challenges. That is, choosing to see a positive
perspective, while recognising the difficulty of a situation.

Hopeful, while accepting that facing change and crisis is an inevitable part of life.
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After going through his double lung transplant last year, Jono Fowler (and Julie Fowler) have
written a pamphlet based out of their experience and things that would have been helpful to
know when going on the active transplant waiting list. This pamphlet provides very insightful
and practical advice in order to prepare you when you switch from being on the inactive list
to the active list. It also gives valuable information to the support people who will be walking
through the process with you.

This pamphlet can be downloaded from our NZ CF website for those of you who are
interested: http://www.cfnz.org.nz/documents-and-forms
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On the 3/4™" October, the CF Association Staff, Board and Branch Committee Reps.
descended upon Christchurch to have our Chairperson’s Conference. This is a time when
we can all come together for training, idea sharing, relationship building and a time to voice
any concerns within the branches and plan strategies for moving ahead. This weekend
proved very fruitful for all those who attended. Many came away with some good concrete
ideas that can be implemented in their branches and the sense of ‘we are all in this together’
was in full force. Thus, providing that additional motivation as we continue to move forward
in what we are able to achieve and sustain for our CF population.

| have to say, on a personal note ‘what an awesome group of people’ we have in our
national and branch leadership teams. As a CF adult, the sense of team camaraderie, the
sharing of ideas and experiences, the wealth of insight and and the share passion that these
individuals possess to achieve great things for the CF community is an inspiration and
something | am very proud to be a part of. Not to mention, that these guys also are a huge
amount of fun to be with!!!l Looking forward to seeing them all again at the CF Conference
next year in May, where Ouzo may be flowing, barrels may be danced upon and I’'m hoping

that we may see more of you guys coming along too!




