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Kenny Ardouin

Timaru, Thursday 13 February 2014

Today…
 What is Cleft Lip and Palate?

 About my role at Cleft NZ

 My own cleft journey

About Me
 Originate from Rye, England in 1991

 Moved to Christchurch in July 2000

About Me
 Currently studying towards a BSLP at UC

 2005-present Involved with Cleft New Zealand in some 
capacity

 2009-present Also involved with Youthline as a YUAG 
committee member, advocate on issues concerning 
bullying, youth health, sexual abuse etc. Recently 
worked on presenting the findings of the Youth ’12 
report which indicated youth health in New Zealand 
(with U of A).

Before we begin...terminology
 Identify the ‘Cleft Lip’
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Before we begin...terminology
 Identify the ‘Cleft Palate’

What is Cleft Lip and Palate?
 Several categories

 Unilateral Cleft Lip only

 Bilateral Cleft Lip only

 Unilateral Cleft Lip and Palate

 Bilateral Cleft Lip and Palate

 Cleft Palate only

 Submucous Cleft

 All the above can be complete or incomplete

 Bifid Uvula

What is Cleft Lip and Palate?
 Cleft Lip

 During early pregnancy areas of the face develop and 
then join together. If this fails to happen, a cleft will 
occur wherever it fails to join.

 Can range to a slight notch in the lip to complete 
separation in one (unilateral) or both (bilateral) sides of 
the lip extending up and into the nose.

 Cleft Palate
 Occurs when the roof of the mouth has not joined 

completely. Can range from a bifid uvula to complete 
separation of the roof of the mouth (soft and hard 
palate).

 Submucous Cleft
 A cleft palate that is covered by a layer of skin

Identification of CLP
 Cleft Lip

 Should (nowadays) be detectable on an antenatal scan

 Cleft Palate

 Often tentatively located on a scan where a cleft lip has 
already been identified. Can sometimes be missed when 
it occurs on its own. No definitive diagnosis is usually 
made until birth.

 Submucous Cleft

 Difficult to locate antenatally. Should be located at the 
same time as the newborn APGAR screening but 
sometimes isn’t and may not come to light for days, 
weeks, months or (in some cases) years 

Prevalence of CLP in NZ
 Most common condition not fixable in a single procedure

 Most common facial birth defect

 3rd most common birth defect of any description in NZ

 Global average of CLP = 1/700 – 1/1000 (live births)

 New Zealand average = 1/566

 Auckland region appears to have highest prevalence

 Maori population have highest incidence of Cleft Palate 
alone in the world (1/466) but this population have a lower 
rate of CL and CLP than other ethnicities

 Submucous clefts harder to get statistics for as many fail to 
be diagnosed at birth

 Bifid uvula = 1/50 live births (2% of population) – many 
pose no problem so are often unrepaired in English 
speaking populations

What causes Cleft Lip and Palate? 
(Historical)
 Presence of an evil spirit within the child

 A hare crossed your path during pregnancy

 Mother had a frightening experience in her past

 The above views were widely held in Western Culture until 
The Renaissance when a large amount of French literature 
was produced on “lièvre fendu de nativité” (hare lip present 
from birth) and slowly changed attitudes in Western 
Culture but also led to the continued use of the term ‘hare 
lip’ for another 7 centuries! Although this is finally 
changing in English societies to “cleft lip and palate” and 
French to “fente labio palatine”.

 Sadly the above views are still held by many in other 
countries though and is something that I am desperate to 
change
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So, what actually causes Cleft Lip 
and Palate?
 Still the topic of much debate and controversy

 Latest: “At least 70% of clefts have a contribution from 
both genetics and environment”

 Some purely genetic factors e.g. Stickler’s Syndrome

 Some purely environmental factors e.g. foetal alcohol 
syndrome, rubella

Risk and Protective Factors
 Risk Factors

 Maternal Smoking (passive smoking just as bad)

 Maternal Alcohol Consumption

 Maternal Hyperthermia

 Maternal Hypoxia

 Maternal Drug use

 Maternal and Paternal Solvent Exposure (e.g. Oven 
cleaner)

 Paternal Occupation

 Protective Factors
 Folic Acid

 Multivitamins

 Planned pregnancy

Causes
 Still much research being undertaken both in New 

Zealand and around the world - £5m Cleft Collective 
Study in the UK

Consequences of CLP
 The treatment is very extensive

 For approximately the first 20 years of life, the person 
is constantly in and out of hospital for surgery and 
other treatment – Christchurch Hospital for Timaru

 Breastfeeding can be difficult

 Hearing loss – most commonly solved with grommets

 Speech issues – Typically solved with speech & 
language therapy, orthodontic work and surgery

 Can be psychological issues such as bullying, low self-
esteem, depression, difficulties with peer and romantic 
relationships due to low confidence

Cleft Care in NZ
18-25+

Orthognathic Surgery

Cleft Care in NZ
 Treatment is taxpayer funded

 Usually undertaken as part of a multidisciplinary team 
inc. Speech Language Therapist, Ear Nose and Throat 
Surgeon, Orthodontics, Plastic Surgeon, Maxillofacial 
Surgeon, Dentist, Psychologist (Auckland only), Cleft 
Nurse etc

 5 units – Auckland, Waikato, Hutt, Christchurch, 
Dunedin
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Titbits about Breastfeeding
 Breast milk is the best milk

 However, breastfeeding is not possible for all cleft children

 Typically a cleft lip only can be successfully breastfed in the 
right position

 Children with cleft palate usually can’t as they can’t create the 
suction necessary for breastfeeding

 Not being able to breastfeed doesn’t necessarily mean no 
breast milk though – there are machines mothers can use to 
express milk if they desire, otherwise formula milk is okay

 The inability to breastfeed is more psychologically damaging 
to the mother than to the child (who will certainly either 
develop breasts or an attraction to them later in life)

Where Cleft New Zealand enter 
the picture
 The only NFP or NGO in NZ for people affected by cleft lip 

and palate and its associated conditions

 Registered Charity CC21700 – since 1979. Advanced in 1983 
by then Chief Executive Officer Rt Hon David Lange

 Became ‘Cleft New Zealand’ in 2010 when opened by Len 
Brown at Manukau City Council

 Assists families, children, adults affected by CLP in NZ

 Provides free professional education on CLP to health 
professionals  and students working in the field

 Funds and advocates for cleft research and professional 
development in NZ & Australasia

 Manufacture and sell arm splints to DHBs, eye clinics etc

 Provide logistical and other support to other nations in the 
Pacific/South East Asia region

Cleft New Zealand
 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.”

Psychological Support
 Many people affected by CLP are the subject of teasing 

or bullying – often due to ignorance brought about by 
a lack of education on differences (girls particularly 
vulnerable)

 Cleft NZ provides individual peer support, group 
support (e.g. our youth camp), educative support to 
institutions that wish to implement it

 Particularly in the teenage years

 Parents also often need psychological support –
through our network we can offer that peer support

Cleft New Zealand
 Here and happy to help

 Have a number of resources available:
 Website: www.cleft.org.nz

 0800 line open 24/7 365 days a year

 Email/Facebook/Twitter/FreeTXT support

 Bluebook

 Clancy Has A Cleft

 Library of other resources

 Access to international resources, including sister 
relationships with the UK, France, Indonesia and Australia

 Human Resources – people who have been there, done that, 
and proudly wear the T-Shirt

 Advocate on issues for all those with an interest in CLP

http://www.cleft.org.nz/
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My journey…
 Born in Hastings, England on 7 May 1991, 7lb, 4oz 

(3.29kg), with a previously undiagnosed cleft lip and
palate

My journey…
 First three months…

My journey…

My journey…
 First operation – lip repair, 8 August 1991

My journey…
 First operation – lip repair, 8 August 1991
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My journey…
 Back home after first op

My journey…
 My first Christmas (1991)

My journey…
 January 1992

My journey…
 Second op – palate repair, February 1992

My journey…
 Meal times were messy though!

 Easter 1992

My journey…
 My first birthday – 7 May 1992
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My journey…
 Operation 3 – Lip repair no. 2 – June 1992

My journey…
 Operation 3 – Lip repair no. 2 – June 1992

My journey…
 Operation 4 - Grommets

 Operation 5 – Nose repair 

 Operation 6 - Grommets

 Operation 7 – Palate Repair 2

 Operation 8 – Jan 2000, Bonegraft

 Operation 9 – Jul 2001, Bonegraft 2, lip repair 3, nasal 
airway opening, palate repair 3 (Christchurch)

 Orthodontics 1 – October 2002 – November 2004

 Speech Therapy, on and off between 1995-2007

 Hearing Treatment – 1991-2001 (discharged in 2001)

 Operation 10 – June 2013, Wisdom teeth extraction

After Palate Repair 2, September 1994

My journey…
 Operation 5 – Nose repair, 8 August 1995

My journey…
 Still to go

 Orthodontics 2 – August 2012 - ~early 2015

 Operation 11 – Jaw Surgery 1 ~early-mid 2014

 Operation 12 – Jaw Surgery 2 ~mid-late 2014

 Operation 13 – Rhinoplasty ~ mid 2015

My inner beauty…
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Growing up with a difference…
 Besides the medical treatment side of things, I also experienced
 Much time out of school to undergo medical treatment

 Academic Development

 Speech Difficulties – incredibly frustrating!
 Instances of bullying
 Being quite self-conscious

 First impressions
 Difficulties establishing some peer relationships

 Having to make difficult decisions
 Future treatment

 Often being unable to catch a ball – ‘butterfingers’
 Arm splints, critical periods and attachment – some debate as to 

what is best for the child

 But, it has shaped me into the perfectly imperfect person I 
am, and I like who I am.

Look out for the geodes…

Any Questions?


