ANNUAL GENERAL MEETING
2008 Annual General Meeting & Guest Speakers – ‘Building a Sustainable Future’
th

The 2008 AGM of the Cleft Lip & Palate Support Group will be held on Tuesday 27 May 2008 in Auckland. This year we have
the pleasure of confirming Tristan de Chalain (Plastic Surgeon) and Maeve Morrison (Speech Language Therapist) as our guest
speakers. Both Tristan & Maeve are well known to families who attend the Middlemore Cleft Clinic, and have generously agreed
to speak to us regarding developments & trends in cleft care, in their respective areas, both in NZ & internationally.
Details are as follows:
th

Date & Time: Tuesday 27 May 2008 – 7:30pm
Place: The Parenting Place - 300 Great South Road, Greenlane (approx 100m north of Foodtown Greenlane on the same side of
the road, off street parking available)
Guest Speakers: Tristan de Chalain & Maeve Morrison
We have been doing a huge amount of work lately on our purpose & vision for the organisation and how we are going to reach
our goals. The AGM represents a great opportunity to get up to speed with where we are at and the exciting future that lies
ahead. We encourage you to think beforehand how you might like to contribute to & be involved in creating better outcomes
for people with cleft & their families. We are certain there is so much knowledge & experience to be offered, that once you
hear what we want to achieve you will see where you can fit in.
AGM formalities are kept to a minimum with the focus being our achievements over the past year and our plans for the coming
12 months.
Nominations are encouraged by anyone interested in either running for one of the positions of office or joining the committee.
Please email your nomination to info@cleft.org.nz , and note that all nominees must attend the AGM. If you have any general
business you would like considered please put it in writing to the President (PO Box 13-385, Onehunga, Auckland) at least 2
weeks prior to the AGM.
If you have any questions about the AGM please don’t hesitate to contact us on either info@cleft.org.nz or 0800 4 CLEFT (0800
425 338).

SUPPORT PARENT TRAINING
We completed our second support parent training course in February. The course was fantastic and we now have 8 new support
parents. The course was a lot of fun and beneficial for everyone who attended. Our new support parents have experience in
cleft issues from birth right up to adulthood. If you would like to have support from a trained parent please call us on 0800
4CLEFT and we can match you with someone who has had similar experiences. Thank you to Karen Gillum for running the course
for us again and to Parent to Parent for their ongoing support.

MANAGING AND GOVERNING FOR THE SOCIAL GOOD. ESSENTIAL SKILLS FOR NOT-FORPROFIT LEADERSHIP.
th

th

This conference was held on the 13 and 14 March 2008 in Napier and was attended by committee members Susan Frear and
Annette McElwee.
It was a stimulating and motivating couple of days. The keynote speakers were interesting and inspiring. We came away learning
a lot more about how other organisations are run and what makes an organisation thrive and develop. However, we also came
away feeling that as an organisation we are on the right track and are steering in the right direction.
One of the most valuable parts of this conference was the chance to network to gain more contacts, ideas and resources. It also
gave the Cleft Lip & Palate Support group another chance to share its profile with the other organisations from around New
Zealand.
It has been difficult to summarise all the presentations we attended. However, the main themes that came through were:
•
•
•
•
•

Having a clear vision and purpose of the organisation
Good governance
Strong Leadership
Passion for what we are doing
Funding which links with the organisations strategy

A summary of a few of the presentations
Adam Blakester, Change Strategist, CEO of NAPCAN (National Association for Prevention of Child Abuse and Neglect) spoke
about Sustainability. He spoke of sustainability happening when Strategy is aligned with Resources and Capability. The key focus
is on the Purpose of the organisation, Investment and Strategy. The purpose needs to be clear and there needs to be a passion
for what the organisation is doing. Investment is needed in the areas of people and resources (time, finances), and capacity.
Graeme Nahkies, Director, Boardworks International, spoke about Governance. Governance means “to steer”. Good governance
equals good management. He spoke of the importance of Policy. Policy is formulated by the values of the organisation. He also
spoke about the justification for any organisation is the difference it can make. “Making the world a better place”.
There were also presentations linked to funding and sustainable fundraising. This highlighted the need for us to look again at
ways to fundraise, which will allow us more flexibility.
Melissa Clark- Reynolds, inspirational role model and entrepreneur and volunteer presented “Meaningful Organisations”. This
inspiring presentation came from her personal perspective but also on the similarities of entrepreneurs and NFP’s. She
emphasised using some of the tools business use such as strong purpose, leadership and governance. She emphasised never
giving up, good leadership and the need for love, affiliation, admiration (pride with what you are doing), belief in the cause and
fear. However, fear doesn’t work for long as it stagnates the organisation. It is about changing that fear to
responsibility/accountability. “Build on love, not fear”.
Pat Sneddon, who is in various governance roles, in particular chair of Auckland District Health Board and business advisor for
Health care Aotearoa, spoke on the topic of Kawanatanga/ Rangatiratanga. His main themes were explaining it is a journey,
need long term strategy, have an open decision making process and manage points of difference. “Work with the good to make
it better”.
So, we came away feeling revitalised and inspired. Now, as a committee we are working on developing the Cleft Lip and Palate
Support Group. This will be discussed further at the AGM. So hope to see you there.
Annette McElwee

SPEECH LANGUAGE ADVOCACY
The Support Group believes advocacy is about giving a voice to every stakeholder. Effective advocacy honestly and clearly states
the challenges, gaps, and areas for improvement, divorced from personality. Advocacy's aim is to collaboratively reach a better
solution, which respects all viewpoints and the unique contribution they have to offer. This is the type of advocacy we are
aiming for.
Throughout 2007 we worked on access to speech language therapy services for our children born with a cleft. In summary this
is what we found:
•
•
•
•
•

Misunderstandings about what cleft teams can deliver in terms of speech therapy services or what are ‘cleft’ speech
issues?
Unclear processes when moving from health to education based therapy services
Toddlers, school age children, and adults can fall through existing gaps throughout the system
Resources under extreme pressure to deliver beyond their capacity. Individuals are relied on to do this, but this is not
sustainable
Lots of variation throughout the country

What have we done?
•
•
•
•

Surveyed families, Health and Education, Speech Therapy professionals, and Universities offering SLT clinics.
Overview of the system as it now stands bringing together all the above stakeholder’s perspectives, and distributed to
cleft clinics, and Special Education.
Meetings at a very high national level with the Ministry of Education Special Education Department. Issues were
acknowledged and accepted and work to address many of them is already underway.
Facilitation of links between health and education, to extend understanding of what and how they each deliver service.

Where to next?
Advocacy takes time, these are big challenges
Short Term
Communicate what is available in each centre.
Christchurch and Middlemore Hospitals run an Early Speech and Language Development Course. This course is a group session
where caregivers bring along their children to try out some of the activities presented to assist early language development.
'Normal' speech patterns are discussed and the 'red flags' to look out for. These courses are targetted at children under 3 years
of age. Families who have attended these courses feel very confident in their ability to support their child's early language
development. It also gives them the confidence to seek further professional support if they need to.
If you are interested in attending, please contact Laura Wells or Maeve Morrison at Middlemore on 09 263 0192 x 3245 or Nicki
Mason at Christchurch Hospital on 03 364 0640 pager 8698. The Christchurch course is running on Monday 9th June 2008.
Auckland and Christchurch also have Speech Language Clinics through the Universities training new Speech and Language
Therapists. Availability is limited and there is a cost involved. To find out more, contact:
Massey University, Albany Campus, Lillienne Coles 09 414 0800 x 9602
Auckland University, Tamaki Campus, Lucy McConnell 09 303 5979
Canterbury University, Gina Tillard 03 364 2497
If you know of something else happening in your region, let us know so that we can help spread the word.
If you are looking for a private Speech Language Therapist the New Zealand Association of Speech Language Therapists have an
updated list on their website: http://www.nzsta-speech.org.nz

If you are having challenges accessing Group Special Education Services (GSE) the following website has contact details for the
t
GSE Offices around New Zealand. Ask to speak to the District Manager.http://www.minedu.govt.nz
Manager.http://www.minedu.govt.nz
Individual advocacy where families are waiting for some action. Contact the Support Group on 0800 425 338
Sharing of ideas, don't forget to look on the Cleft Support Group's website Forum. There is a Speech and Language Development
section. If something has worked well for you and your child, share it with others. If you are searching for an answer, maybe
someone else is too. Sharing our hard won knowledge is a really powerful way to take control and gather more ideas that could
support your child's speech and language development. www.cleft.org.nz
Medium Term
Ministry of Education are working on the following:
•
•
•
•
•

entry and exit criteria strategy - these
ese are based on 'functional' aspects of communication, not a diagnosis or condition.
quality issues and best practice models, based on an internal review of professional services within Special Education.
This review has highlighted the same issues as our
our original request which was based on observations from families.
First drafts of these projects are being released over the next 2 months. The Support Group will be involved in the
entry and exit processes working party.
Ministry of Health is funding a group looking at interagency protocols and processes. Cleft and in particular speech will
be put on the agenda.
Developing some resources which parents can use now to support their child’s speech and language development.

If you would like to find out more, or see how you could become involved in advocacy, please give Susan a call on 0800 425 338.
Together we can achieve great things.

PERSONAL STORY
This issues personal story comes from Marcus Clayton. Marcus is a director of TV
programmes and is married with 2 children and lives on Auckland’s North Shore.
I was born in London in the 60’s with a bi-lateral
lateral cleft lip and palate and had repairs
to my palate and mouth within my first days and weeks. My mother recalls the usual
feeding difficulties and I took milk from a beaker with much dribbling. After these
initial issues toddler-hood
hood brought with it major speech problems. I was impossible to
understand. Mum investigated speech therapy and I thoroughly enjoyed Thursday
morning visits to a hospital in Windsor where a brilliant therapist coaxed new sounds
from myy mouth. After 7 years of speech therapy I was able to master ‘s’ sounds.
Along with speech difficulties I was also succumbing to middle-ear
middle
infections, and I
later had a few rounds of grommets in both ears. I remember not hearing the school
bell in the playground
ayground and not hearing teachers well in class.
Marcus Clayton

However, these small issues paled with the teenage angst of ‘looking different’. I
experienced some incidents of name-calling
calling that helped crush my self-esteem.
self esteem. Through my teens I had some more extremeextreme
makeover
ver type surgeries to raise and narrow my nose, and improve the line of my upper lip. My new look was complete with
orthodontic work that gave me a smile with a full set of (bridged) teeth. The self-consciousness
self consciousness I felt in those times was
sometimes severe and stymied my confidence, however I was able to keep things in perspective and went on an OE from the Uk
to NZ. Here I studied film and TV work in Christchurch, eventually moving to Singapore to work in the TV media industry. I had
ha
already met my wife by this time, a Singaporean, and I landed some work in the Singapore media scene. I think that God has a
neat sense of humour as, despite my low opinion concerning my looks, my wife is very good looking and even claims to find my
looks ‘handsome and interesting’!
Years later, and now working in the media, I am now surprised how often I now come across people with facial, or other physical
physic
irregularities working in this looks-conscious
conscious game. And after the tougher moments in those confidence-lacking
confidence
teenage years,
the bigger picture is easier to see in retrospect. The many times in hospital as a child for cosmetic work revealed that my

problems were minor, and there is something to be said for waking-up early to the fact that good looks are pretty superficial.
Every parent of a cleft child must be prepared for confidence-issues to surface sooner or later, and these can be overcome with
wisdom, sensitivity and a small group of solid friends. It can often take a while to learn that life is indeed more than looks.
If you would like to share your personal story please email us on info@cleft.org.nz.

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 around Auckland, 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

CONTACT DETAILS
Cleft Lip & Palate Support Group
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

