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About Me

•Chief Executive Officer of Cleft New Zealand – the 
support group for all those affected by cleft lip and 
palate in New Zealand

•Currently studying towards a Bachelor of Speech and 
Language Therapy at University of Canterbury in 
Christchurch

•Am passionately involved in advocacy for improved 
health services around the world, particularly youth 
health and wellbeing.

Before we begin...terminology

• Identify the ‘Cleft Lip’

Before we begin...terminology

• Identify the ‘Cleft Palate’

Cleft Care in New Zealand
• Treatment is taxpayer funded through your DHB’s cleft 

clinic

• If your DHB does not have a tertiary cleft clinic, they 
must pay to send you to one that does

• International best practice indicates that cleft care 
should be undertaken as part of a multidisciplinary 
team including Cleft Co-ordinator/Cleft Nurse, Speech 
Language Therapist, Ear Nose and Throat Specialist, 
Audiologist, Orthodontist, Plastic Surgeon, Maxillofacial 
Surgeon, Dentist, Psychologist etc.

• 5 units in NZ – Auckland, Waikato, Hutt, Christchurch, 
Dunedin

• Some regional outpatient services – e.g. orthodontics, 
speech therapy
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Cleft Care in NZ

18-25+

Orthognathic Surgery

Considerations for the NZ context

•NZ has one of the highest rates of CLP in the world 
– 1/566 (J Thompson, Epidemiology of CLP, 2011) 
compared with global average of 1/700-1/1000.

•NZ Maori have the highest rate of Cleft Palate alone 
in the world – 1/466 (although lower rates of CL 
and CLP).

•Cultural differences in views toward 
difference/disability within families can lead to 
feelings of isolation

•Does our cleft care system, derived from 
international Western best practice ideals work well 
for all cultures?

Myths still held in some cultures

• “A cleft is caused as a result of the presence of an evil spirit 
within the child” – no-one is innately evil or ‘born evil’ – deviance 
is something we potentially acquire later on.

• “A cleft is caused as a hare crossed your path during pregnancy” 
– people in countries that don’t have hares, still have children 
born with clefts.

• “A cleft is caused due to the mother having had a frightening 
experience in her past” – most people have frightening 
experiences. There is no evidence this is correlated with a cleft.

• “A child with a cleft is retarded” – there is no evidence to suggest 
that a cleft alone leads to any intellectual disabilities or cognitive 
deficits

•Although these seem ridiculous to us, we must acknowledge that 
these beliefs are very real to some cultures and must be 
responded to respectfully. 

Health Research Council (HRC) 
Outcomes Study

•$1.2m study being undertaken for 24 months from 
1 October 2014 by the University of Auckland and 
Cleft New Zealand funded by the government’s 
health research enterprise

•Are the services being received in New Zealand’s 
cleft clinics equitable to one another, to Australia 
and to the established UK ‘gold standard’?

•Does New Zealand need 5 cleft centres or would a 
single centre of excellence be more appropriate 
given our population?

Health Research Council (HRC) 
Outcomes Study

•Measures
• Surgical outcomes – number of surgeries required, 

number of Class III malocclusions, number of 
orthognathic surgeries required etc.

• Speech outcomes – presence of persisting hyper or 
hyponasality, Rhinocleft Perceptual Cleft Palate Speech 
Assessment, persistence of ‘cleft accent’

•Dental/Orthodontic outcomes – symmetry of teeth, 
effectiveness of bite, aesthetics

•Each piece of data is blinded and reviewed by a 
panel consisting of health professionals working in 
the field and laypeople.

•Measure of Quality of Life (self-rated and parent-
rated)

Quality of Life

•How do we evaluate quality of life?
• Based on medical outcomes?

• Based on immersion in everyday activities? – The ability 
to participate in a full and rewarding career? The ability 
to hold down a successful romantic relationship? 
Number of friends?

• Based on patient self-expectations?

• Based on height, weight and head-circumference?
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The World Health Organisation 
International Classification of 
Functioning (ICF) Framework

WHO ICF QoL example 1 - Sam

Health Condition

Unilateral Complete Cleft Palate Only

Body Functions & Structures Activity Limitations Participation Impact

- Born with fistula (hole) in - Has difficulties - Doesn’t want to give
palate on right hand side making /s/ sounds speeches in class

- Poor dentition - Doesn’t speak up in
class
- Won’t smile or go out 
as she feels her teeth are 
crooked

Environmental Factors

Facilitators

- Mother is very emotionally supportive Personal Factors

Barriers Barriers

- Community she lives in sees disability as a curse - Name begins with S

- School is not supportive - Is a 15 year old girl concerned

- No support from father or extended family with her image

- Inadequate health system in her community - Has co-morbid depression
- Is introverted with few hobbies

WHO ICF QoL example 2 - James
Health Condition

Bilateral Complete Cleft Lip and Palate

Body Functions & Structures Activity Limitations Participation Impact

- Born with gap between nose - Cannot make many - Cannot go for meals at
and lip on both sides speech sounds the local steakhouse

- No upper teeth - Cannot eat a steak - Cannot use the

- Gap extending from alveolus - Has some nasal automated voice
to back of soft palate regurgitation recognition system

- Shortened pharynx when phoning Telecom

- Cartilage missing in nose

Environmental Factors Personal Factors

Facilitators Facilitators

- Has supportive friends, family and girlfriend - Doesn’t like steak anyway

- Doesn’t use Telecom for his telephone - Motivated and driven

- Community endorses equal opportunities - Extroverted
for employment etc.

- Taxpayer funded healthcare system

- Healthcare system of a high standard

- Has a very fulfilling job

Quality of Life is fluid, particularly 
with CLP
•CLP is one of the most unique medical conditions as 

although it does not tend to be lifelong, it will 
typically require attention for 25 years or more.

•Also unique in that there are large periods of time 
where there is minimal treatment required (e.g. age 
5-9, 14-18)

•Therefore people’s quality of life changes with the 
stage that they are at.

Quality of Life is fluid, particularly 
with CLP
• Times when people/families actively seek support*:

• Antenatally
• First and second repair operations (first 2 years of life)
• Just prior to alveolar bonegraft (age 9-10)
• Starting high school
• Starting a new job or Uni
• Age 16 (transition to making own healthcare decisions)
• Before and after orthognathic surgery (age 18-25)
• Late 50s and 60s

• Times people/families generally report all okay*:
• Preschool and Primary School
• Year 2+ at Uni
• 6 months following orthognathic surgery
• Following rhinoplasty
• Late 20s/30s

• *Source: Cleft NZ internal triage support data

Are people with incurable conditions 
happier than those whose conditions 

can be ameliorated?
• Limited research, however, it is believed that those with 

conditions such as cleft which will one day be 
ameliorated may not report being as happy as those 
with lifelong conditions.

•Why?

• Lack of acceptance. From day one, society has 
acknowledged a problem and has done nothing but 
work to resolve it. The emphasis is always on what will 
be done to cure it – not about living with it, because 
one day you will no longer have to.

•Do we delay enjoying life until we are ‘cured’ and in 
doing so miss out on the good stuff?

•When are we cured?

•Also, in contrast to many lifelong conditions, a facial 
condition is instantly noticed by other people.
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Where Cleft New Zealand enter 
the picture

• The only Not For Profit or Non-Government Organisation in NZ for 
people affected by cleft lip and palate and its associated conditions

• Registered Charity CC21700 – since 1979. Incorporated in 1983 by then 
Chief Executive Officer Rt Hon David Lange and wife Naomi Lange

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

• Run primarily by Govt funding despite NGO status

• Assists families, children, adults affected by CLP in NZ

• Provides 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 psychological support and write literature for 
developing nations

• Bottles for Indonesia Programme

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 
(remember only one cleft unit contains a psychologist 
as part of the team in NZ)

Youth Camp 2013

Cleft New Zealand

•Here and happy to help

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

• Bluebook

• Clancy Has A Cleft

• Library of other resources

• Access to international resources, including a big sister 
relationship with the UK

• 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

My journey…

•Starts in Hastings, England on 7 May 1991, born 
with a previously undiagnosed cleft lip and palate

•First operation – lip repair, 8 August 1991

•Second op – palate repair, February 1992

•Operation 3 – Lip repair no. 2 – June 1992

•Operation 4 - Grommets

•Operation 5 – Nose repair 

•Operation 6 - Grommets

•Operation 7 – Palate Repair 2

•Orthodontics 1 – Quad Helix in preparation for 
bonegraft mid 1998-Jan 2000
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My journey…

•Operation 8 – Jan 2000, Bonegraft

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

•Orthodontics 2 – October 2002 – November 2004 
(teenage ‘holding pattern’ braces)

•Speech Therapy, on and off between 1995-2007

•Audiology – 1991-2001 (discharged in 2001)

•Orthodontics 3 – August 2012 - ~Jan 2015 
(preparation for orthognathic surgery)

•Operation 10 – June 2013, Wisdom teeth extraction

•Operation 11 – 11 August 2014 – orthognathic surgery 
and palate repair 4

My journey…

•Still to go

•Operation 12 – Rhinoplasty ~ late 2015

Orthognathic Surgery - Rationale

•Most major surgical procedure associated with cleft 
lip and palate

•Currently required in ~50% of people with cleft 
palate

•Serves to fix class III malocclusion and its resulting 
bite, improve mid-face aesthetics and improve 
airway opening which has come about as a result of 
the maxilla growing at a slower rate than the 
mandible following the palate repair

•As improvement continues to be made in palate 
repair surgical technique, the number of people 
requiring orthognathic surgery should decrease

Le Fort Experimental Study of 
Fractures of the Upper Jaw (1901)

•A doctor from Lille, Rene Le Fort, studied the pattern in 
which the bones of the skull break in people who had 
suffered a violent ‘explosion’ to the face as a result of 
suicide or traumatic accident

•His 1901 experimental study involved taking 10 cadaver 
heads from men and women aged 45-65 and applying a 
violent force of different intensities to different portions 
of the mid face from different directions to observe the 
pattern of damage to the bones of the mid face.

•His study found that irrespective of where in the mid 
face the force was applied, the bones would break at 
their weakest points in a predictable pattern.

Le Fort Experimental Study of 
Fractures of the Upper Jaw (1901)
•Developed a classification system – Le Fort I, II, III

•This study continues to underpin orthognathic
surgery today, with the upper jaw being broken on 
the Le Fort I pattern (down-fracture) to mobilise the 
jaw.

•Reference: Le Fort, R. (1901). Etude expérimentale
sur les fractures de la machoire supérieure. Revue 

de Chirurgie: Paris, 23, 208-227. 

Orthognathic Surgery - Procedure

• Involves Le Fort I osteotomy (surgical cutting) of the 
maxilla, and repositioning it so it articulates correctly 
with the bottom jaw (in my case this meant moving the 
left side 5mm forward, the right side 9mm forward and 
the whole jaw 3mm to the right).

• Screws and metal plates are then inserted to hold it in 
position while the bone heals into the new position

•Described as delicate as ‘cracking an eggshell and 
putting it back together’

• Jaws are wired together during surgery (requires nasal 
intubation or “chintubation”) and banded together 
using elastics and/or powerchain for a few months after 
surgery

• This is a very well vascularised area therefore blood loss 
must be well managed
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Orthognathic Surgery – Afterwards

• After surgery, airway is compromised so requires close monitoring by 
nursing

• Oxygen supplied through nasal prongs (nasal passages often blocked 
with blood)

• Significant oedema and pain

• No sensation in maxillary branch of CNV due to temporary nerve damage

• Blurred vision

• Limited innervation of face

• Weak cough

• Nil by mouth for first 36 hours (IV fluids only)

• Puree diet for ~8 weeks, soft diet after that

• Normal diet after ~1 year

• Speech – impacted for the worse initially – tongue/brain need to map 
new articulatory position, jaws banded together = limited movement, 
lack of lip rounding, possible hypernasality from soft palate having been 
moved forward (pharyngoplasty indicated).

• Surprise in the mirror!

• More info: http://kennyardouin.com/orthognathicsurgery

Orthognathic Surgery – 11 August 
2014…

• “Everything’s been leading up to this day since 
before you were even born”

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 and embarrassing at times.

• Instances of bullying

• Being quite self-conscious
• First impressions

• Difficulties establishing some peer relationships

• Having to make difficult decisions
• Future treatment – self advocacy at age 16

• 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. And I am the only person who can stop me from 
achieving my dreams.


