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Cleft Kids New Zealand
Introducing Christchurch teenager Kenny Ardouin. Kenny has set up a website
aimed at our cleft children. It is a fantastic place for teens to look for
information on cleft and maybe talk to other teens about the issues they
encounter as they continue along their cleft journeys.
Kenny is a 17 year old cleft kid who is in Year 12 at High School. He is just
about to commence his third year as the Board of Trustees Student
Stu
Representative (this is voted for by the children of the school). Kenny was born
with a unilateral cleft lip and palate, has had at least 9 operations, several years of braces and speech therapy. Having a cleft has
not stopped Kenny from being an achiever
hiever and he has a positive view on cleft issues.
The website has been set up to both tell his story and as a charity for kids and run by kids. Kenny has done all the technical
technic work
involved in setting this website up. The first website he set up in 2005
2005 was challenging as he had to learn tons of HTML
computer codes to get it to work, and the domain name he was given was prone to lots of junk adverts. In April of this year he
moved to a new web design program and domain name that is free from adverts, however
however he still has some teething problems
with it and spends a lot of time maintaining it. Kenny has secured sponsorship from Woosh Wireless Ltd for the domain name at
a
which he is able to have full email functionality.
The reason Kenny set this website up
p is to provide support to people who are facing challenges with cleft. He is keen to get
more young people with clefts involved to help provide support nationwide.
Please check out Kenny’s website at www.cleftkids.org.nz.
www.cleftki
. If you are interested in helping Kenny out or want to put your story
on the website please contact Kenny at Kenny@cleftkids.org.nz.
Kenny@cleftkids.org.nz

Clancy has a cleft..............and a really cool scar
The support
rt group has recently bought the rights for this neat booklet which was
developed by the Australian cleft support group. It is aimed at our children when they
reach school age and can be used in the classroom as a tool to explain to other children,
teachers
rs and other professionals who are part of your child’s team about clefts. It has a
range of information which is easy to understand and it also has a few puzzles for children
to do.
We have also developed a brochure on starting or changing schools which
whic outlines some of
the issues that we face when letting our children take their first steps
step out into the world.
We have copies of these available now and if you are would like one, please email your
request to info@cleft.org.nz or phone 0800 4CLEFT (0800 425 338).
These are free for families (donations always appreciated) and a nominal cost for
professionals utilizing them as a training tool.

What not to wear – New Zealand’s answer to
Trinny and Susannah
The HOG Heaven Foundation, based in Australia, raise money to fund cleft
lip and palate surgery in Nepal. Earlier this year, Whangaparoa woman Sue
Silk accompanied foundation representatives to Nepal.
Whilst there she visited the Gauri Shanker General Hospital in Dolakha,
meeting with staff and patients and observing cleft surgery being
performed. Sue was so impressed with what she saw that afterwards she
mett with the Doctors and asked them if they had a “wish list” of things that
would be really helpful to them.
em. The main thing they need is a big enough
generator to supply the whole hospital with power when the electricity goes
off (which happens with monotonous regularity).

Gauri Shanker General Hospital,
Hospit
Nepal

Sue decided that this was something she could help with and is organizing a charity fashion
f
‘what
what not to wear’
wear show to raise
money for the generator.
th

Trudy & Alison, New Zealand’ss very own Trinny & Susannah will do their A&E Fashion Style Show on Friday 17 October at the
Whangaparoa College Auditorium, Hibiscus Coast, Auckland at 6pm. A local retailer will also do a mini fashion show and
Abstraxt Hair Design will talk about this summer’s
summer hot hair trends and colours. There will be finger food and drinks available, live
Jazz, raffles and goods from Nepal for sale by donation. Tickets are $30.00 with all the proceeds going directly to the hospital.
hosp
For more information and to purchase tickets please contact Sue Silk on 09 424 7621, Mobile 021 131
13 7647 or email
simplyaccess@slingshot.co.nz No eftpos on the night so remember some extra cash for those must have purchases.

Annual General Meeting
More than 40 people attended this year’s AGM at The Parenting
Parenting Place in Greenlane, Auckland. Those who were there had the
opportunity to be introduced to & hear the new vision, purpose and strategies for our organisation.
The committee has put in a great deal of work to determine what our core reason for being
being is and the direction in which we see
ourselves heading in order to reach this goal.
Our Purpose:

“To support and empower people on their cleft journeys”

Our Vision:

“We seek to create a future where people understand difference and value the unique contribution individuals
make”

We hope these resonate with you as much as they do with us. They have filled us with a sense of energy and excitement and we
are committed to doing everything we can to bring these to life and make them a reality.
We are pleased
leased to announce the following executive appointments for the coming year.
President - Susan Frear
Treasurer - Ross McElwee
Secretary - Barbara MacLean

Annual General Meeting Continued…
We would also like to thank all those families, adults with a cleft and medical staff who attended. We sincerely appreciated
everyone being there and the great feedback & support we received. It was very affirming that we are on the right track &
delivering outcomes that are valued by all those that have an interest in our organisation.
A big thank you to our guest speakers, Tristan de Chalain (Surgeon) and Maeve Morrison (Speech Language Therapist). Their
presentations were interesting and as usual we appreciate the generosity with which they share their time with us.
Take a look at our strategies on the website, learn how you could become involved, & get in contact. We need your help. If you
want to become involved with us in any capacity, we would love to hear from you. You can contribute to the direction &
planning of the organisation, volunteer for a particular service like coffee groups, support parents, or newsletters, or help us
with your skills in areas such as finance, marketing, IT etc.
PHONE
E-MAIL

0800 4 CLEFT (0800 425 338)
info@cleft.org.nz

Building Tomorrow’s Health Services
Our president, Susan Frear, was able to attend this future focused conference held by Counties Manukau District Health Board
(CMDHB) together with the Ministry of Health (MOH). Speakers and workshops looked at international trends and philosophies
to help reframe health challenges to find a third way – new possibilities.
Ubuntu is a Zulu greeting meaning ‘I see you’. The response is ‘I am here’. As a philosophy it focuses on peoples’ allegiances
and relations with each other. A person is a person through (other) persons. This is our inter-dependence. We affirm our
humanity when we acknowledge that of others. You seeing me means that I exist, I matter, you respect and understand me. It
means that it is a basic human right of the patient to be informed and empowered to make choices in their health care.
Susan left the conference with the feeling that professionals across sectors together with clients and their families are focused
on the central need, that being the person who requires health services. Health and wellbeing outcomes for the person and
their family become the measure of a successful health system. Multifunctional teams of professionals share their individual
expertise to gain quality of life outcomes.
This means that the balance of power alters. The patients with all their unique insights, lifestyle and health needs are the pivot
around which services are co-coordinated. There is no longer an expert who can ‘cure’ us. An ‘expert patient’ with the big
picture is becoming more common. Consumer groups such as ours can collect ‘expert patient’ experiences and pass these
insights on.
This requires personal responsibility and duty of care on our part as the consumer. We need to be informed, we have a duty to
share honestly our feelings and experiences of a system. Why? – Because our insights could be shared with others and
therefore alter how a service is delivered. With being seen, we need to answer “I am here”.
So the excitement for us at the Support Group is that there is a movement towards more collaborative planning processes
within health. Our organisation’s role is to be the conduit which can more easily bridge the gap between the individual patient
experience and the health organisation.
If you have feedback on any aspect of the health or education system you and your family have experienced, let us know.
Answer loudly, ‘I am here’.
Join the website blog at www.cleft.org.nz, send us an email or ring us for a chat about your experiences.

COFFEE GROUPS
Shared experience is a great base from which to grow friendships and gather information and support.
Coffee groups are informal and fun for you and your wee one. If you are interested in coming along to a coffee group
or hosting one, let us know.
Whangarei – Coffee groups are held once a term. Please contact Anne Bawden on 09 459 5357 for information.
Auckland – Coffee groups are held in various locations. Phone Susan on 0800 4 CLEFT for details, or check out our
website.
Waikato – Please phone Kim on 07 8701350 for details
Taranaki – Coffee groups held on the first Wednesday of the month. Phone Lynette Joe on 06 278 1405
Hutt/Wellington – Ring Jenny on 021 161 6532 or email djcsa.wong@paradise.net.nz
Christchurch – Phone Harriet van der Zee on 03 359 2517

SUPPORT PARENT SERVICE
Sometimes you just want to talk to another parent who has some experience in the challenges that can come with
parenting a baby with some extra needs. Someone who can empathize with your story, because you share an
experience. We can match you with a trained Support Parent. Their role is to walk alongside you on your family’s
journey, for as long or little as you want. Support Parents are here to give you emotional support and be a listening
ear.
If you are at the stage in your journey where you would like to support others in this way, contact us and we will let
you know when the next training course is in your area. This is a voluntary role. Training is provided free and
ongoing supervision and support is also offered. It is a very rewarding way to give back to other families, easing their
journey and in the process giving you a great deal of benefit too.

CONTACT DETAILS
Vision: We seek to create a future where people understand difference and value the unique contribution
individuals make.
Purpose: To support and empower people on their cleft journeys.
Ph 0800 4CLEFT (0800 425 338)
Website - www.cleft.org.nz
Email – info@cleft.org.nz
P O Box 13 – 385, Onehunga, Auckland
If you have a skill and some spare time that you would like to share with us, give us a call. We have lots of ideas and
enthusiasm but can run out of enough hours in the day. If you can add to our hours we would love to hear from you.

