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Abstract 
 

Background: The largest group of people living with repaired cleft lip and/or palate are 

adults. Previous research has identified that cleft-related differences and concerns can persist 

well into adulthood, and cleft is therefore gaining increasing recognition as a lifelong 

condition. Although the physiological impact of cleft on speech is well understood, the social 

and psychological impacts of cleft-related speech differences are less explored. The aim of 

this study was to examine self-reported perceptions of cleft-related speech differences in 

adulthood, and their educational, vocational and social impacts on New Zealand adults. 

Method: Drawing upon previous international literature, a mixed-methods study was 

designed. This primarily involved individual semi-structured qualitative interviews with 

adults born with cleft. Interviews lasted between 30-60 minutes, and were followed with a 

form containing five quantitative standardised measures. A total of 17 participants aged 

between 18 and 84 participated in the study between August and November 2020. Sixteen 

participated using Zoom video conferencing software, and one participant opted for a face-to-

face interview. Qualitative data were analysed using thematic analysis, while quantitative 

data were analysed using descriptive statistics. 

Results: Most participants perceived themselves to have some ongoing speech concerns 

arising from their cleft, with participants overall reporting their speech acceptability to be 

poorer than their speech intelligibility. While most people identified ongoing cleft related 

speech concerns, a proportion of these also reported cleft related appearance concerns. Four 

overarching themes associated to cleft-related speech differences were identified. The first 

theme explored participants’ perceptions of speech differences and speech language therapy 

(SLT). The remaining themes focussed on the impact of cleft-related speech differences on 1) 

educational and vocational experiences, 2) social and interpersonal experiences, and 3) 

emotional wellbeing. Cleft-related speech differences impacted on participants’ educational 

and vocational experiences in a myriad of ways, including choosing to opt out of 

opportunities and being subjected to discrimination, as well as positively influencing their 

choice of vocation. Overall, participants reported their social competence to be lower than 

that of the general population despite reporting healthy relationships with friends and family. 

Participants typically reported establishing new friendships and romantic relationships to be 

difficult. Finally, emotional wellbeing concerns were prevalent in the cohort, with access to 

psychology support services having been limited. 
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Conclusion: Responses from this self-selecting cohort indicated that cleft-related speech 

concerns and/or the psychological impact of previous or current cleft-related speech concerns 

may persist well into adulthood. The lack of access by some in the cohort to speech language 

therapy services growing up, as well as the lack of access to psychological services by almost 

all of the cohort are areas worthy of further attention. Recommendations for clinicians and 

charitable services working in cleft care are offered, in addition to recommendations for 

future health policy, which would standardise access to cleft care across New Zealand. 

Further research both locally and internationally is recommended to better understand the 

long-term impact of cleft-related speech differences, and to evaluate the efficacy of any 

interventions implemented as a result of this study. 
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Chapter One: Introduction and Literature Review 

Background to the study 

Introduction to Cleft Lip and/or Palate 

Cleft Lip and/or Cleft Palate (cleft) is one of the most common congenital birth defects in the 

world, affecting around 1 in 700 live births (Cleft Registry and Audit Network, 2020). In 

New Zealand, the incidence of cleft is higher than the global average, at approximately 1 in 

559 (Thompson et al., 2016). The incidence of cleft in New Zealand’s indigenous Māori 

population is particularly high (1 in 422) when compared to non-Māori in New Zealand (1 in 

612). In the ten-year period from 2000-2010, a New Zealand cleft audit study found 53% of 

children born with any cleft type were male. Females had a higher incidence of cleft palate 

(CP), and males typically had a higher incidence of cleft lip and palate (CLP) and cleft lip 

(CL), with the exception of Māori and Pacific populations who were found to have equal 

rates of CLP among males and females (Thompson et al., 2016). 

Cleft occurs between 6-16 weeks gestation when the structures of the lip and/or palate fail to 

fuse at the midline. The resulting gap, known as a ‘cleft’, can range from a small notch on the 

lip (incomplete cleft lip), to a cleft that runs from the nose, through the lip, alveolus, hard 

palate, soft palate and uvula (complete cleft lip and palate; CLP), or any other variation in 

between (Watson et al., 2001). A cleft lip (CL) can occur either on one side of the face, 

resulting in a unilateral cleft lip (UCLP), or both sides of the face, resulting in a bilateral cleft 

lip (BCLP). The most recent audit of cleft incidence data from a New Zealand dataset found 

that the most common type of cleft was cleft palate (CP) accounting for 52.2% of cases 

within the 10-year study period, followed by cleft lip and palate (CLP) at 27.9%, followed by 

cleft lip only (CL) at 19.9% (Thompson et al., 2016). 

Cleft may be an isolated condition (also known as a non-syndromic cleft), or may occur as 

part of a syndrome. The aetiology of non-syndromic cleft is generally considered to be 

multifactorial; a combination of genetic predisposition and environmental factors (Watson et 

al., 2001). Examples of known teratogens implicated in cleft include maternal smoking, 

alcohol use during pregnancy (Lorente et al., 2000) and maternal hyperthermia (Hashmi et 

al., 2010). Even in cases of non-syndromic cleft, the genetic predisposition appears to be 

increased, with the risk factor for people born with a cleft having a child with a cleft rising 

from the population average of 1 in 700 to 1 in 50 (Cleft Lip & Palate Association, 2019). 
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Cleft lip is often diagnosed antenatally, and is one of the conditions routinely screened for at 

the second trimester anatomy scan (anomaly scan) in New Zealand (Ministry of Health, 

2019). Although data related to the timing of diagnosis is not available in New Zealand, 

recent data from the United Kingdom showed that within the last 10 years, 43% of all cleft 

cases were diagnosed antenatally, 42% at birth, 8% within a week following birth and 7% of 

cases were not picked up until over a week after birth (Cleft Registry and Audit Network, 

2020).  

Speech Differences in Cleft  

Remediation of speech is a key part of the multidisciplinary care provided to individuals who 

were born with a cleft. The type of speech differences associated with cleft varies depending 

on the cleft type that the individual presents with. When the cleft involves only the lip, 

articulation errors are most common (Atkinson & Howard, 2011), and a recent study found 

children with CL were not at higher risk of speech problems when compared to the general 

population (Smarius et al., 2021). However, when the palate is involved, speech differences 

tend to be more severe and require greater remediation (Watson et al., 2001). Over half of 

children with cleft lip and palate are reported to require speech therapy (Children's 

Minnesota, 2017; Cleft Lip & Palate Association, 2018; Nagarajan et al., 2009). 

Articulation errors with CP speech are known as obligatory errors or compensatory errors 

(New South Wales Health, 2020). Obligatory errors occur as a result of an incomplete 

articulatory surface, as in the case of an unrepaired complete cleft palate, which would leave 

no place of articulation for certain speech sounds. However, even after primary palate repair, 

anatomical differences can remain, which impact speech. These can include the persistence of 

an oronasal fistula, a class III malocclusion and the absence of teeth (hypodontia). These 

problems may result in a decreased phonetic inventory. In addition to the obligatory speech 

articulation errors, it is common to encounter compensatory articulation errors. This typically 

occurs when children add non-oral and non-native sounds to their phonetic inventory to 

compensate for the typical speech sounds they cannot make (New South Wales Health, 

2020).  

In addition to articulation errors, it is common for CP speech to feature disorders of 

resonance (Kummer, 2011). Velopharyngeal insufficiency occurs when the velopharyngeal 

port has good function, however due to anatomical differences, the velum and the posterior 

pharyngeal wall are unable to approximate each other (Kummer, 2006). Velopharyngeal 
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incompetence occurs when the posterior pharyngeal wall and the velum are able to 

approximate each other, albeit inconsistently, due to impaired motor function or other 

neurological damage (Kummer, 2006). In the context of cleft, velopharyngeal incompetence 

may be caused by poor muscle function arising from damage to the velum as a result of a 

cleft or submucous cleft. Impaired velopharyngeal function due to velopharyngeal 

insufficiency or incompetence can result in increased nasal resonance heard on vowels and 

voiced consonants of a language; known as hypernasality. Hypernasality not only affects 

speech intelligibility (a measure of how much of a person’s speech is able to be understood), 

but also makes it sound atypical, therefore impacting on speech acceptability (a measure of 

how normal a person’s speech sounds when compared to a typical speaker of their language 

and dialect). By contrast, hyponasality is a resonance disorder that occurs when there is 

decreased nasal resonance heard on vowels and nasal consonants of a language (Kummer, 

2008). With regard to cleft, hyponasality most typically occurs following a secondary speech 

surgery that overcorrects for hypernasality. In addition to hypernasality and hyponasality, 

people may experience nasal air emission or nasal turbulence where there is nasal air escape 

on oral high-pressure consonants (Kummer, 2008). This weakens the consonant sound and 

may cause a shorter utterance length due to less breath being available. Furthermore, it is not 

unusual for people with a history of CP to experience voice disorders (Nagarajan et al., 

2009). This is typically secondary to resonance disorders and occurs due to overuse of 

compensatory strategies, such as glottal stops, in place of plosives which may result in a 

voice quality which is hoarse, low intensity and/or producing glottal fry. Breathiness may 

also be a compensatory strategy to reduce nasal air emission, or to mask the sound of nasal 

air emission due to hypernasality (Nagarajan et al., 2009).  

Speech language therapy is the most appropriate intervention for articulation disorders 

associated with cleft, unless the articulation errors are caused by abnormal anatomical 

structure (Kummer, 2014). In many cases speech language therapy is also the most 

appropriate initial intervention for resonance disorders (Kummer, 2011). Speech language 

therapy for resonance disorders can include use of biofeedback to control nasal emission, 

using exaggerated articulation to increase muscle activation, decreasing speaking rate to help 

improve velopharyngeal closure and coordination, and auditory training (Kummer, 2011; 

Sweeney, 2011). Secondary surgical repairs are required when a resonance disorder does not 

respond to, or is not appropriate for speech language therapy (Riski, 2011).  These most 

commonly include a pharyngeal flap; designed to improve velopharyngeal competency, or a 
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pharyngoplasty to move the pharynx closer to the velum, allowing for better velopharyngeal 

closure (Riski, 2011). Hypernasality can also be treated through use of speech appliances, 

such as a palatal obturator, which can occlude an oronasal fistula and reduce hypernasality 

where the velopharyngeal port is otherwise intact. Speech bulbs and palatal lifts are options 

when there is not enough velar movement. They raise the palate and reduce the range of 

movement required to achieve adequate velopharyngeal closure. 

Patients are often very self-aware of any reduced speech intelligibility and acceptability 

arising from cleft-related speech differences. This awareness of sounding different can 

greatly impact upon their self-esteem (Havstam et al., 2011a; Kappen et al., 2019; Stock et 

al., 2015), and confidence when communicating with others (Kappen et al., 2019). In more 

extreme scenarios, it may lead the person to engage in avoidant behaviours, such as 

withdrawing from communication opportunities, or not talking (Havstam et al., 2011b). This 

reduced self-esteem has also been found to have wider impacts on individuals with cleft, 

including reduced career opportunities and avoidance of romantic relationships (Ardouin et 

al., 2021c; Hamlet & Harcourt, 2015). 

Finally, hearing difficulties are prevalent in the cleft population. It is typical for children with 

CP to have difficulties with eustachian tube function, requiring grommets at multiple points 

during their cleft treatment. Hearing difficulties during critical periods of speech development 

are also likely to impact on a child’s acquisition of speech (Shojaei et al., 2016). Hearing 

concerns in the adult cleft population are also common, with 45% of a recently studied group 

reporting having ongoing hearing difficulties, significantly higher than the general population 

average of 17% (Ardouin, et al., 2021a).  

Although historically cleft has been viewed as a paediatric condition, cleft lip and palate is 

becoming increasingly viewed as a lifelong condition (Alansari et al., 2014; Ardouin et al., 

2021a; Stock et al., 2015). There is an increasing evidence base to suggest that symptoms 

associated with cleft, including anatomical differences, and speech and hearing differences, 

can persist over time (Ardouin et al., 2021a; Stock et al., 2015), and that arising 

psychological concerns also persist into adulthood (Ardouin et al., 2020; Berk et al., 2001; 

Nicholls et al., 2018). 
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Literature Review 

Introduction 

Knowledge on long-term outcomes for individuals who were born with a cleft has been 

steadily growing in recent years, however research aimed at understanding the interaction 

between cleft-related speech differences and psychological outcomes remains relatively rare. 

Most of the existing research on these topics has been produced in the United Kingdom and 

Scandinavia. New Zealand-based research on the topic of cleft is scarce, and to date there has 

been no research looking specifically at the experiences of New Zealand adults affected by 

cleft.  

There is some earlier research into the impact of cleft in adulthood, predominantly from 

Europe. However, this was largely published in the 1970s and the applicability to the modern 

world is tenuous at best, in light of advancements in both medical care for cleft, including the 

advent of multidisciplinary teams for cleft care (Sandy et al., 1998), and progression in 

societal attitudes surrounding difference. The findings of these older studies are no longer 

cited in modern articles; therefore, these articles have been excluded from this literature 

review, in favour of more recent publications.  

There is a good understanding in the existing literature of the impact of cleft on speech in 

childhood and adolescence, as well as how to assess and provide treatment for cleft-related 

speech differences. Additionally, there is a growing evidence base concerning the 

psychosocial impacts of cleft, particularly in childhood and adolescence. However, there is 

far less research that has investigated the persistence of cleft-related speech differences into 

adulthood, which means that the long-term holistic impact of cleft-related speech differences, 

including the impact on their social and vocational choices and opportunities remains largely 

unexplored.  

Perceptions of Cleft-Related Speech Differences 

Speech intelligibility is defined as the degree to which speech sounds can be correctly 

identified and understood by communication partners. Speech acceptability refers to how 

natural an individual’s speech sounds in comparison to a typical speaker of their language 

and dialect. Both speech intelligibility and acceptability are commonly reduced as a result of 

cleft. This reduction in speech intelligibility and/or acceptability can create frustration for 

both the individual with the speech difference and their conversational partner. Hypernasality 

is a very common cause of reduced speech intelligibility and acceptability in individuals who 
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are born with cleft (Kummer, 2008). Hypernasality is often perceived negatively by members 

of the public, and children with hypernasality may find themselves subject to bullying and 

discrimination at school including behaviours such as mimicry (Havstam et al., 2011a). 

Individuals with hypernasality find that conversational partners make assumptions that they 

are drunk, or have an intellectual disability (Ardouin et al., 2021a). Individuals with cleft-

related speech differences have a very acute awareness of the fact that their speech sounds 

different, as evidenced by multiple European studies of children (Feragen et al., 2017), 

adolescents (Havstam et al., 2011a) and adults (Ardouin et al., 2021a; Kappen et al., 2019; 

Stock et al., 2015). These studies found that this self-awareness of speech differences could 

impact negatively on self-esteem. 

In children as young as 10, research has found that there was a negative correlation between 

SLT rating of resonance impairment, and the child’s self-reported satisfaction with their 

speech, suggesting that by age 10, children are not only aware of hypernasality but that it also 

influences their self-perception (Feragen et al., 2017). Furthermore, the same study of 170 

Norwegian 10-year-olds with cleft found that speech intelligibility is associated with general 

psychological difficulties and social problems reported by parents on behalf of their children. 

These findings highlight the important role Speech Language Therapists play in quality of 

life from an early age. A key finding of this study was that subjective satisfaction with speech 

from the child was not always in agreement with the objective assessment performed by a 

Speech Language Therapist, with children’s satisfaction often reflecting a more severe 

picture of speech than objective assessment.  

In young adults, it was reported that low self-esteem arising from speech differences may 

lead the young person to engage in avoidant behaviours, such as withdrawing from 

communication opportunities, or not talking at all, as reported by Havstam et al. (2011a) in 

their study of young adults in Sweden who were born with a cleft. Continuing further into 

adulthood, self-perception of reduced speech intelligibility and/or acceptability, as well as the 

behaviours of others towards them, can mean that hypernasality has a detrimental impact on 

someone’s social, educational and employment experiences (Ardouin et al., 2021a; 2021c). 

However, the question of whether reduced speech intelligibility and/or acceptability 

detrimentally impacts on social, educational and employment experiences due to poor self-

perception, discrimination from others, the perception of discrimination from others, or a 

combination of the three, remains unclear. A cohort study of adults born with a cleft in 

Australia (Nicholls et al., 2018) reported high levels of educational and vocational 
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achievement and attainment, although participants in this study did describe a sense of having 

to work harder to achieve the same outcome as their peers, a phenomenon also described in 

other recent studies (Ardouin et al., 2021c; Stock et al., 2015). This suggests that there may 

be unresolved physiological and/or psychological need requiring some individuals with cleft 

to feel compelled to overcompensate to minimise the impact of their cleft-related differences. 

Of those who did experience difficulties in a vocational setting, this was typically perceived 

as the result of being prejudiced against on account of their cleft-related speech and/or 

hearing differences (Nicholls et al., 2019). Regardless of the cause, there appears to be a 

correlation between self-reported speech intelligibility/acceptability, and social, educational 

and employment experiences, which warrants further study. 

The impact of cleft-related speech differences has also drawn comment from older adults in a 

United Kingdom study which qualitatively interviewed six adults with cleft aged between 57 

and 82 (Hamlet & Harcourt, 2015).  The importance of good, clear speech was mentioned by 

all six participants and was seen to be key to managing other people’s impression of them.  

This is the only study that has specifically focussed on the older cohort of individuals with 

cleft who grew up and received their cleft treatment before the modern multidisciplinary team 

approach. Participants described having endured significant periods of speech therapy as a 

child and constantly having their speech corrected. This seemed to have created a sense of 

pride in their speech, as well as a sense that they had to work harder to be understood than 

others, a finding replicated in other studies which included older adults in their participant 

sample (Ardouin et al., 2021c; Stock et al., 2015).  

From the limited literature which focusses on self-perception of cleft-related speech 

differences, it is clear that concern about speech differences is a key consideration for 

individuals at all stages of the cleft journey. These concerns may have implications for 

various aspects of life, including vocational, educational and social opportunities and 

decision making. Given the findings suggesting differences between objective clinical 

assessment and patient self-perception of speech differences, consideration could be given to 

using patient reported outcome measures (PROMs) alongside clinical assessment during 

routine care, to ensure the impact of speech differences are fully understood, and that 

patients, families and clinicians have the same goals and expectations of treatment. The 

perception of cleft-related speech differences in adults who have grown up with cleft in New 

Zealand has not yet been explored. 
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Impacts of Cleft-Related Speech Differences on Interpersonal Relationships 

Interactions with others play a pivotal role in determining how we participate in the world 

around us. This is true of the general population and includes in education settings such as at 

school (Domagała-Zyśk, 2006), when transitioning to University (Swenson, 2008), as well as 

more generally across the whole of life (Laursen & Mooney, 2008; Oliva et al., 2009).  

Overall, individuals born with a cleft tend to report that their interactions with family 

members are positive, and that their family are an integral part of their support network 

(Ardouin et al., 2021c; Stock et al., 2016). However, from adolescence onwards, individuals 

with a cleft may describe feelings of isolation and report poorer social skills compared to 

peers (Ardouin et al., 2021c; Kappen et al., 2019). Participants reported that their self-

perceived social competence was significantly lower than that of the general population, 

indicating that they found it harder to make new friends. This was despite the majority of 

participants having 4 or more close friends, and rating these friendships are either ‘good’ or 

‘excellent’ (Ardouin et al., 2021c). Furthermore, participants in both these studies reported 

that the cleft felt more salient in situations where they were meeting new people and that 

these situations had a negative effect on their confidence as they feared negative evaluation 

from others. A similar trend was observed in older adults who reported having strong social 

networks, however establishing new relationships, particularly romantic relationships, was 

more challenging (Hamlet & Harcourt, 2015).  

The impact of cleft-related differences appears to be most profound when considering dating 

and relationships. Individuals with cleft often perceive themselves to be more introverted and 

shy than their peer group (Kappen et al., 2019; Nicholls et al., 2018), and this makes 

establishing a romantic relationship difficult. Most people in a separate study agreed with the 

statement ‘I worry/have worried that I will never find someone’ and ‘I feel I lack confidence 

and experience when it comes to dating’ (Ardouin et al., 2021c). This is in line with the 

findings that people who are born with a cleft are likely to have had fewer relationships than 

their non-cleft-affected peers, and often report having their first relationship many years later 

than their peers (Ardouin et al., 2021c; Nicholls et al., 2018; Stock et al., 2015). As with 

friendships, participants report significantly lower self-perceived competence in romantic 

relationships than the general population (Ardouin et al., 2021c; Nicholls et al., 2018). This 

trend can also be seen later in life by older adults with cleft. Participants in Hamlet and 

Harcourt’s (2015) study of older adults with cleft reported the pressure to get married was 

particularly high as they grew up in an era where this was viewed as a rite of passage, yet that 
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the process of ‘courting’ was particularly difficult due to the impact of cleft-related 

differences on their self-confidence. 

Similar to the general population, most adults born with cleft have a desire to be in a romantic 

relationship (Ardouin et al., 2021c), with higher self-confidence and social acceptance being 

reported as a consequence of long-term relationships (Kappen et al., 2019). In addition to the 

tendency to start dating later in life than their peers, it has also been reported that those 

affected by cleft marry later than their peers (Danino et al., 2005), although a similar study 

found marriage does not occur later and has a reduced likelihood of divorce when compared 

with peers (Nicholls et al., 2018) suggesting inconsistency with regard to the impact of cleft 

on marriage. While most report high satisfaction in their relationship, there is a theme of 

some individuals with cleft remaining in unhappy or even abusive relationships because of a 

belief that they would be unable to attract a more suitable partner (Ardouin et al., 2021c). 

Individuals with a cleft may be less likely to have children (Ardouin et al., 2021c; Danino et 

al., 2005; Hamlet & Harcourt, 2015; Nicholls et al., 2018; Stock & Rumsey, 2015), in some 

cases this was due to family history of cleft, and not wishing to feel responsible for passing 

cleft on (Hamlet & Harcourt, 2015; O'Hanlon et al., 2012; Stock & Rumsey, 2015). 

In summary, cleft-related differences may impact on people’s interactions with others. It also 

seems that in most cases this is driven from people’s self-perception and fear of negative 

evaluation impacting detrimentally on their self-confidence, more-so than experiences of 

overt discrimination. The extent to which this impacts people is varied, although it seems to 

be an issue that most people have at least given thought to at some point during their cleft 

journey. Avoidance strategies are often reported (including delaying relationships and 

avoiding having children) as a result of their cleft, which perhaps is symptomatic of unmet 

psychological need. Time seems to be a healer, with a greater sense of acceptance in people 

who are older, potentially due to having had more time to come to terms with their cleft and 

find greater perspective after having a wider breadth of life experiences. Currently, the 

literature has not explored the impact of cleft-related speech differences versus cleft-related 

appearance differences with regard to interactions with others such as dating. Given some of 

the literature reported earlier, which suggested that children as young as 10 are noticing an 

impact of speech differences, it would be interesting to determine how early intervention to 

address speech differences and the social stigmas concerning speech differences impacts on 

interactions with others at later stages of life.  
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Psychological Considerations in Individuals with Cleft 

For most people, when they receive the news that their child has been, or will be born with a 

cleft, they do so without any prior knowledge of cleft. The immediate concerns that parents 

have upon learning their child has cleft, include concerns about appearance, speech ability, 

whether future children will also have cleft, and if cleft will impact on cognitive ability 

(Flasher & Fogle, 2004). There is evidence that if the child is well-supported by their parents, 

they are more likely to be well-adjusted themselves in the future (Flasher & Fogle, 2004). 

This highlights the value of psychological support and/or peer support from the very 

beginning of the cleft journey.  

New Zealand does not keep a publicly accessible record of diagnosis of cleft and subsequent 

treatment intervention. However, the Cleft Registry and Audit Network (CRANE) keeps such 

records for the United Kingdom. Their most recent report found that 18% of children born 

with a cleft in the United Kingdom aged 7-9 were identified as having a level of 

psychological distress that required extra support; this was higher than the national average 

for children of the same age without a cleft, which was 10% (Cleft Registry and Audit 

Network, 2020). The CRANE database is populated with clinical data, therefore, the figure of 

18% of the cohort is based on assessment by a Clinical Psychologist. It could be suggested 

that it is more likely for an individual with a cleft to be diagnosed with a psychological 

condition, since they are routinely seen by a Clinical Psychologist as part of the care pathway 

in the United Kingdom, however, it is unlikely to fully account for the large difference. In 

New Zealand, individuals with a cleft are not routinely screened or provided treatment from a 

Clinical Psychologist, therefore comparison figures are not available. Following these 

numbers, in the absence of New Zealand specific data, it could be predicted that New 

Zealand would have a similar percentage of children with cleft aged 7-9 requiring extra 

support. In the absence of clinical psychology assessment however, it is likely that in contrast 

to the United Kingdom, this support need remains unmet for New Zealand’s tamariki 

(children).  

There is only one study that has investigated the impact of cleft on emotional wellbeing in 

New Zealand, and this was conducted with children and their parents (Thompson et al., 

2021). This study surveyed 397 families of 5-12 year olds, and included 206 self-completed 

child questionnaires from children aged 8-12. Data were collected using the Paediatric 

Quality of Life Inventory (PedsQL). They found that quality of life scores were highest in the 

isolated CL group, and lowest in the isolated CP group. The quality of life scores reported in 
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New Zealand cleft patients appear to be higher than those reported in a larger American 

general population study of 1200 children aged between 8-17 years, which the authors used 

as their control group, leading the authors to conclude that New Zealand children born with 

cleft are well-adjusted. However, no allowance was made in their methodology for the fact 

that no-one in the New Zealand comparison was aged above 12 years. Other studies have 

shown that adolescence is a time of particular concern (Ardouin et al., 2021c; Feragen et al., 

2017) and the omission of the 12-17 year age group could indicate a higher quality of life in 

New Zealand has been reported than is actually the case. The authors also suggest that the 

most significant impact on quality of life is on the family, rather than the child themselves, 

however, as no children aged over 12 were given the opportunity to participate, this too 

should be interpreted with caution. Furthermore, the choice of solely using the PedsQL for 

comparison, rather than also including cleft specific measures such as the CLEFT-Q (Klassen 

& Wong, 2018), meant that participants did not answer questions related to satisfaction with 

appearance, speech or self-esteem. Nevertheless, their finding that parents needed more 

support did determine that there is a need for routine assessment of the impact of cleft 

diagnoses and improvement of psychosocial support of families of a child with a cleft. While 

this study provides a valuable first look at the emotional wellbeing impact of cleft in New 

Zealand, the methodology to exclude adolescents may have allowed some unmet 

psychological need in this age group to remain undetected. In any case, further study across a 

broader range of age groups in New Zealand is required to understand the impact of cleft-

related speech differences on quality of life. 

Speech outcomes may offer a good predictor variable of psychological wellbeing in children 

with cleft. A study of 10-year-olds with cleft found that there are strong correlations between 

subjective satisfaction with speech and psychological adjustment (Feragen et al., 2017). This 

cohort had experienced significant teasing from their peers. The positive impact of favourable 

subjective speech outcomes is also evident among young adults. For some, good 

intelligibility contributed to their confidence, while others with poorer intelligibility still felt 

self-conscious when interacting with strangers (Kappen et al., 2019). Like with the younger 

children, objective intelligibility assessment did not seem related to patients’ satisfaction with 

their speech, rather subjective satisfaction was the stronger predictor of emotional wellbeing. 

A number of participants reported living in a small town to be a protective factor, as they felt 

accepted there, but found cleft-related speech differences to become more of an issue when 

they moved to a new town. In a similar study of 13 young adults, teasing was found to be 
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ubiquitous, with all participants having experienced bullying due to their cleft-related speech 

differences (Havstam et al., 2011b). Participants stated that they felt the risk of bullying and 

teasing was the most negative consequence of having a cleft. These young adults were very 

aware of their own speech differences, and the tendency for others to also notice them. Some 

of the participant group reported feeling that they were putting more effort into their speech 

in certain situations, for example when talking on the phone at work, while others reported 

that they had a reluctance to speak, especially in more demanding situations (Havstam et al., 

2011a). Participants in this study also described feeling a need to take on the burden of 

responsibility for the entire communication interaction with another person, including the 

potential feelings of awkwardness that the other party might encounter if they were unable to 

understand. This study (Havstam et al., 2011a; 2011b) is one of a very small handful of 

studies to examine the psychosocial impacts specifically related to speech differences in the 

cleft population. While 13 people may appear to be a small study when compared to the 

larger quantitative studies described elsewhere, it is an acceptable sample size for qualitative 

research such as this (Braun & Clarke, 2006). A greater limitation for this study is that the 

group were all from the same hospital and had likely received similar treatment from the 

same team, a limitation also found in Kappen et al. (2019). Both studies report similar 

findings and both countries in which the studies were carried out (Netherlands and Sweden) 

are very similar to one another with regard to their cleft care provision. Nevertheless, the 

findings from all these studies indicate a need to be cognisant of speech and language 

differences from an early age, not only with a view of correcting speech and language, but 

with an understanding of the potential impacts on psychosocial wellbeing. 

Qualitative interview studies of adults and older adults found a more mixed view. Stock et al. 

(2015) found examples where some participants had faced stigma as a result of their cleft-

related speech differences, such as when looking for employment; whereas others had found 

empowerment from their cleft-related differences and these differences no longer bothered 

them to the same extent. Meanwhile, for others, cleft had had an even wider detrimental 

effect on self-esteem than their younger counterparts with a number of people feeling that 

cleft-related differences had ruined their life. Key differences of this study compared with 

studies of younger individuals with cleft are that this cohort were asked about their cleft 

experiences more broadly, not just those related to speech. The study also invited participants 

from across the entire country, rather than those who had received treatment at one particular 

location. Furthermore, this study encompassed a much broader age range, also interviewing 
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middle-aged and older adults. It is perhaps this increased diversity which resulted in more 

heterogenous findings in this study. The findings of this study reiterate the unique subjective 

experience of all individuals with cleft, and the need for health systems to be responsive to a 

wide range of experiences, avoiding the temptation to implement a ‘one size fits all’ 

approach. 

Three relatively large cross-sectional studies support the fact that higher rates of 

psychological distress for the cleft population (compared with the general population) can 

persist into adulthood (Ardouin et al., 2020; Berk et al., 2001; Nicholls et al., 2018). It is 

noteworthy that all three of these studies found elevated levels of anxiety and/or depression in 

adults with cleft following similar methodology in countries with different access to cleft 

care. There are some limitations that apply to all of these studies, the most salient being that 

these studies relied on self-reporting rather than formal diagnosis, and the studies couldn’t 

determine which (if any) of their participants had been assessed by a Clinical Psychologist. 

Regardless, all three studies were compared to control groups in their respective countries. 

Ardouin et al. (2020) used a comparison of general population data released by the National 

Health Service. It is possible that since the National Health Service data only reported formal 

diagnoses, and the cleft survey data relied on self-report (asking whether a formal diagnosis 

had been received) that this could explain some of the variance in this dataset if people who 

had not actually received a formal diagnosis reported that they had, but it seems unlikely that 

this would have occurred on a large enough scale to account for the entire variance between 

the cleft population and the general population. Nicholls et al. (2018) similarly compared 

their questionnaire data to a generalised dataset that was publicly available and would, 

therefore, be vulnerable to the same potential limitations. However, Berk et al. (2001) 

recruited two of their own control groups, a general population control group, and a sibling 

control group, and administered the same self-report questionnaire to the control groups, 

likely negating any self-reporting bias, yet they still found significantly elevated rates of 

anxiety and/or depression. The two control groups scored very similarly to each other, 

however the cleft-affected group scored lower on all four subscales assessed (Fear of 

Negative Evaluation Scale (FNES), Social Avoidance and Distress Scale (SADS), Rosenberg 

Self-Esteem Scale (RSES) and Interpersonal Support Evaluation List (ISEL)). The scores in 

the cleft group are poorer than those of their own sibling comparison group, suggesting that 

parenting styles growing up may only have limited impact on an individual’s overall 

adjustment in adulthood. The authors offer little discussion around possible causes of this, 
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and additionally, birth order was not reported, nor discussed as a methodological 

consideration. Furthermore, due to the nature of being a sibling-based study, only children 

were excluded from this study; any differences in the cleft experience that arise from not 

having siblings would be noteworthy. All three studies reported that the finding of elevated 

anxiety and/or depression was unexpected and indicated a need for further research to better 

understand the potential causes. An earlier study in the United Kingdom of 51 adults with 

cleft found that overall, more participants viewed their cleft experience as negative rather 

than positive (Cochrane & Slade, 1999). The study also found increased levels of social 

anxiety in the cleft population when compared to a normative group, and that adults with a 

cleft were more likely to be socially withdrawn. However, the authors felt that a proportion of 

adults tended to overattribute their social anxiety to their cleft, although the authors did not 

qualify this statement with evidence or propose potential causes for this observation in their 

sample. All of these larger studies focussed on the psychological impact of cleft holistically, 

rather than specific speech impacts. Nevertheless, the findings from these studies demonstrate 

that the way people perceive their cleft appears to be key to emotional wellbeing and overall 

adjustment, and that supporting people to come to terms with their cleft is beneficial for 

holistic wellbeing. 

The literature demonstrates that cleft-related differences impact on emotional wellbeing. 

Without appropriate support, this appears to be of detrimental impact in most cases. It is 

noted that with the exception of one Chinese study (Berk et al., 2001), all of these studies 

come from Western European countries, Australia, and New Zealand; all of which are 

considered affluent countries, with a high standard of healthcare. There is a dearth of 

literature available from developing countries on the topic of emotional wellbeing with cleft. 

Perhaps this speaks to a more traditional view of cleft, purely as a physical condition, and the 

idea that attending to the psychosocial aspects of cleft may be viewed as somewhat of an 

‘extra’ or ‘luxury’, rather than essential. Given that a country as affluent as New Zealand 

does not prioritise psychological care as highly as it does the other cleft services, suggests 

that countries with far less resource could be struggling to manage the physical aspects of 

cleft, let alone speech and psychosocial difficulties. Nevertheless, it is hard to deny the 

holistic impact cleft has, and the current evidence is clear that there is unmet psychological 

need for individuals who were born with cleft, often extending well into adulthood. There is 

very little research on this topic in New Zealand, and none currently which investigates the 

emotional wellbeing impacts of cleft-related differences on New Zealand adults.  
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Provision of Cleft Care in New Zealand and Internationally 

As outlined above, there is now sufficient evidence from a patient and clinician perspective 

that cleft has an impact on physical health and emotional wellbeing well into adulthood. Cleft 

has a wide impact on the physical health of those with the condition, requiring surgical 

remediation, and in most cases will also require dental, orthodontic and speech language 

therapy interventions. The setup of most modern-day cleft services in the developed world is 

based on studies conducted by the United Kingdom Clinical Study Advisory Group (CSAG). 

CSAG determined that the treatment for cleft is best delivered within a multidisciplinary 

team (Sandy et al., 1998). Following recommendations from this study, in New Zealand, all 

cleft-related treatment throughout childhood is provided through Ministry of Health cleft 

teams. Cleft care in New Zealand is predominantly funded through taxation. Funding is 

allocated to District Health Boards (DHBs) by the Ministry of Health. However, some cleft-

related services in New Zealand, particularly some which may be considered cosmetic or to 

support emotional wellbeing, are only available through private providers on a user-pays 

basis. 

New Zealand currently has five public health cleft care centres to serve the population. These 

cleft centres are spread across the country in the major cities of Auckland, Hamilton, 

Wellington, Christchurch and Dunedin (Cleft New Zealand, 2021a). With the exception of 

Dunedin, which offers a more basic cleft service, New Zealand’s cleft centres consist of a 

Reconstructive Plastic Surgeon, Paediatrician, Dentist, Orthodontist, Speech Language 

Therapist and Cleft Coordinator (Frear, 2006; Healthpoint, 2021). Input from specialist 

services, including ENT and Maxillofacial Surgery, are accessed via referrals from the cleft 

team. Although this structure of the New Zealand cleft teams is largely in line with the 

recommendations of the United Kingdom’s CSAG (Sandy et al., 1998), a notable omission is 

clinical psychology input, which currently does not exist in any New Zealand cleft team.  

When a diagnosis of cleft is suspected or confirmed in New Zealand, this should trigger a 

referral to the local cleft team. If the family lives in the same city as the cleft service, they 

will be treated there. If they live in a different location, they will travel to the nearest centre 

for their surgeries and for assessment of other care. Some outpatient intervention services, 

such as orthodontics or speech language therapy may be offered closer to home (Frear, 2006). 

Following the teenage years, some individuals who were born with cleft will require further 

surgical treatment. This often includes orthognathic surgery. Maxillary advancement 
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orthognathic surgery corrects a Class III malocclusion to provide a better aesthetic outcome 

for the mid-face, in addition to functional improvements for eating (Posnick, 2006). The most 

common surgical treatment in adulthood is a rhinoplasty, designed to improve nose symmetry 

and enhance aesthetics (Ardouin et al., 2021b). 

A healthcare service specification does not currently exist for cleft care in New Zealand. 

Following extensive trawling of the Ministry of Health website, web archives, email 

enquiries with senior clinicians working in the cleft teams, as well as a representative from 

Ministry of Health, it transpired that there is not currently a treatment pathway policy 

document available from the Ministry of Health regarding cleft. Therefore, cleft teams are 

taking it upon themselves to decide whether or not they accept adult requests for further 

treatment. From speaking with clinicians working in cleft teams, in most cases, once a patient 

is discharged around the age of 18-25, they are unlikely to be accepted to return for follow up 

care. One senior clinician explained that this is due to the manner in which the Ministry of 

Health allocates annual funding based on number of cleft births, not the number of people 

needing to be seen and, therefore, DHBs have a significant funding shortfall for cleft care. In 

the absence of a service specification, there is no written guidance on how cleft should be 

treated in New Zealand at any age. There are however, international examples to look 

towards. The United Kingdom (National Health Service, 2013), Australia (Medicare Benefits 

Schedule Review Taskforce, 2019), and the United States (The Washington State Department 

of Health, 2018) are all examples of countries that have developed service specifications for 

cleft. In common, all three outline the requirement for cleft cases to be treated by a 

multidisciplinary cleft team, and also provide detailed timelines of paediatric treatment that 

should be provided and the timing with which intervention should be delivered. The United 

Kingdom and United States service specifications also require that clinical psychology be 

provided, and that cleft teams must be registered with the National Health Service or 

American Cleft Palate Association, respectively. The lack of clinical psychology provision is 

a notable omission from the Australian service specification.  

Although New Zealand does not currently have a cleft service specification, the Ministry of 

Health does define a long-term condition as “any ongoing, long-term or recurring conditions 

that can have a significant impact on people’s lives” (Ministry of Health, 2020c). Based on 

this definition, and the evidence outlined elsewhere in this literature review, cleft could be 

considered as meeting the definition of a long-term condition in New Zealand. The Ministry 

of Health stipulates that New Zealanders living with a long-term condition can expect high 
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quality, patient focussed care that is integrated across the health system. Care for long-term 

conditions also should be patient-centred, support wellbeing, and provide equity of outcome 

for all populations (Ministry of Health, 2020c). However, the Ministry of Health does not 

provide funding explicitly for adult cleft care in New Zealand. Currently, it is at the 

discretion of individual cleft teams around New Zealand as to whether adults can return for 

additional treatment, therefore a ‘postcode lottery’ of eligibility for treatment as an adult has 

been created. Adult cleft care is also inconsistent overseas, including in countries with 

existing cleft service specifications. The United States’ service specification (The 

Washington State Department of Health, 2018) is a comprehensive and prescriptive care 

pathway and recognises the ongoing care needs of a ‘young adult’. However, despite this 

recognition, the pathway ends at age 21 with no reference to any ability to access care beyond 

this age. By contrast, Australia is very clear in its service specification that “adults’ ability to 

access publicly funded cleft care through the Medicare system ends at age 22, although an 

exemption can be granted for treatment up to the age of 28 if the Australian Minister of 

Health personally grants an exemption” (Medicare Benefits Schedule Review Taskforce, 

2019). People domiciled in Australia with cleft would need to seek and fund their own private 

treatment for any needs arising beyond the ages of 22-28. The United Kingdom’s service 

specification however has a very different stance on adult cleft care, not only recognising the 

need, but safeguarding it also. Their service specification states “Routine care often does not 

cease at 20 years of age and may continue for a number of further years. Children must be 

followed up routinely until at least 20 years of age and adults must be able to access and be 

treated by the service at any age after 20.” (National Health Service, 2013). The service 

specification then continues to reiterate that the full breadth of services should be available at 

any age including surgical treatment, speech language therapy, clinical psychology and 

others. The National Health Service cleft specification is the most evidence-based service 

specification document reviewed as part of this literature review. 

While cleft teams within New Zealand have expressed a desire to treat adults and are 

beginning to recognise the need for adult services, there is concern among cleft teams as to 

where the funding for this treatment would come from. The lack of a clear policy document 

from Ministry of Health appears to be an oversight, especially considering similar pathway 

documents are available for other long-term health conditions, such as dementia (Ministry of 

Health, 2014), and more recently for endometriosis (Ministry of Health, 2020a), and 

addressing the mental health impacts of COVID-19 (Ministry of Health, 2020b). The 
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ambiguity, funding voids and national inconsistencies created by the Ministry’s lack of a 

policy document regarding cleft care are likely creating significant inequities within cleft 

care, not only regarding paediatric versus adult populations, but most likely also between 

different cleft teams in different parts of New Zealand. It stands to reason that a truly 

evidence-based cleft service cannot be offered without development of a New Zealand 

focused service specification. 

While offering cleft care in adulthood in recognition of the unmet physical and psychological 

needs of some individuals with cleft, it also is important to remain aware that some of the 

cleft cohort, particularly the adult cohort, may be experiencing treatment fatigue. Previous 

studies on individuals’ experiences of treatment have reported the burden of having to make 

frequent trips to hospitals and dental clinics for treatment predominated the experience of 

participants, making some sceptical about the value of future treatment (Alansari et al., 

2014). This finding was also echoed in other adult cleft populations that found, despite being 

aware of options for speech therapy and non-surgical speech-related treatments, participants 

often felt so fatigued of treatment that they were unwilling to participate in further treatment 

(Havstam, et al., 2011b), or were reluctant to explore future treatment options due to previous 

traumatic treatment experiences and a feeling of treatment fatigue (Ardouin, et al. 2021b). 

Additionally, many young adults have spoken about the disruption that the timing of 

treatment can pose for their education, and the feelings of stigmatisation that this can present 

(Ardouin et al., 2021b; Bemmels et al., 2013). Hints of treatment fatigue are also reported in 

older cohorts (Hamlet & Harcourt, 2015), such as the sense of being unusual when seeking 

health care, as well as frustration when health professionals were unfamiliar with cleft. One 

participant in this study spoke of his exasperation with repeatedly having medical students sit 

in on his consultations, due to the rarity of his condition. 

Therefore, treatment fatigue is evidently a factor that needs to be considered when reviewing 

cleft services. Whilst increased access to care (for example by offering care to adults across 

the lifespan) is anticipated to bring benefits, it is important that the option for no further 

treatment is also presented in a neutral and factual manner. Psychological support to assist 

patients with clinical decision making would likely be of benefit. 
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Conclusion: Identified Gaps in the Literature 

Specific focus on the longer-term impacts of cleft is an emergent area of study, with 

relatively few studies having examined the specific impacts of cleft on the psychosocial 

outcomes for an adult population. Although the physical impact of cleft on speech is well 

established and understood, there is relatively little literature on the impact that the speech 

differences in turn have on psychosocial outcomes. Where such literature exists, it tends to 

focus on children, adolescents and young adults in the immediate to short-term, rather than 

long-term impacts. Additionally, most studies have combined cleft-related speech differences 

and cleft-related appearance differences, without attempting to discern the differing impact of 

each. By reading the literature collectively, hypotheses can be formed, however, there are no 

studies that specifically address the psychosocial impact of speech differences in adults with 

cleft. The current study will address this gap. 

There are still significant variances in the provision of ongoing healthcare for cleft, including 

in New Zealand where the ability to access cleft care beyond the age of 18 is discretionary. 

The provision of psychological services to individuals with cleft does not form part of routine 

cleft care in New Zealand, despite the evidence highlighting a need for such support, and 

already being adopted as routine practice in countries, such as the United Kingdom. The 

literature review demonstrates that the development of a cleft service specification has been 

beneficial in multiple jurisdictions overseas, although an understanding of how the condition 

impacts people across the lifespan in New Zealand is crucial to ensuring the service 

specification is responsive to the local population’s needs. This study aims to provide 

information regarding how cleft-related differences impact holistic wellbeing in the long 

term. This information could then be used to assist development of a cleft service 

specification for New Zealand. 

 

Study Aims 

This study seeks to address a number of gaps in the literature. This study will answer the 

research question “How do Speech Differences in Cleft Lip and Palate Impact Long-Term 

Educational, Vocational and Social Life Choices/Opportunities?”  The study will achieve this 

by examining New Zealand adults’ self-perception of any cleft-related speech differences 

they may subjectively consider themselves to have. The study will then examine the impact 

that these cleft-related speech differences have on people’s emotional wellbeing, and their 
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educational, vocational and social opportunities and choices. Focussing the study on the 

experiences of adults will enable better understanding of the long-term impact of cleft-related 

speech differences, something that is sparse in overseas literature, and has never been studied 

before in New Zealand. 

As a secondary aim, the study hopes to use the data collected to identify any changes which 

could be made to service provision in New Zealand to lead to better holistic and life-long 

outcomes for individuals who were born with cleft. 

 

Study Hypotheses 

There are a number of hypotheses that are predicted for this study. The hypotheses for this 

study are: 

• That the cohort overall will perceive their speech to be different to that of their peers, 

although there will likely be varied subjective responses.  

o Given that previous international studies have found subjective and objective 

assessment of speech often are not in agreement, and that individuals with 

cleft generally are very aware of their own speech differences from an early 

age, identifying whether or not there is a perception that speech differences are 

persistent beyond the age of cleft service provision is significant. The insight 

into the presence of patient reported presence of ongoing speech differences 

will provide context for understanding the reported impact of speech on 

vocational, educational and social experiences. 

• That younger participants are more likely to have received treatment due to improved 

access to care over time.  

o The variety of treatment experiences in New Zealand is not fully understood. 

It is predicted that only some of the cohort will have received access to speech 

language therapy services, due to differences in service provision over time 

and geographic location. This is predicted as it would follow a similar trend in 

other countries that have adopted multidisciplinary care for cleft in recent 

decades. Understanding this is significant in order to identify whether there are 

a group of adults, particularly older adults, who are still in need of treatment 

due to it not being offered to them earlier in life. 



 
28 

• That cleft-related speech differences will have an impact on people’s educational and 

vocational choices and opportunities in a wide variety of ways. 

o It is not understood how cleft-related speech differences impact on people’s 

educational and vocational choices and opportunities. It is anticipated that 

some participants will report having a sense that they have fulfilled their 

educational or vocational potential while others will report that they have not. 

This would be a finding similar to previous international studies that found 

while some people develop a sense of resilience to overcome challenges, this 

is not universal. This could be significant in helping identify early warning 

signs and potential interventions to address any barriers to accessing education 

and vocational opportunities earlier in life. 

• That participants will report having positive relationships with friends and family, 

although will find pursuing romantic relationships harder than their peers. 

o The impact of cleft-related speech differences on people’s interactions with 

others is not yet understood. This hypothesis is based on similar finding to 

international studies which have found most individuals with cleft develop 

strong friend and family support networks, but perceive their cleft-related 

differences to be a significant barrier to initiating a romantic relationship. The 

literature review found that social anxiety was particularly common, with 

evidence suggesting reduced self-esteem that is persistent well into adulthood. 

This often became most salient for people when interacting with others in 

higher pressure social areas of life, such as dating and romantic relationships.  

Determining satisfaction of relationships would be significant as it would 

enable us to provide more attention to the social concerns arising from cleft-

related speech differences and ensure we are providing people with the tools to 

overcome this from an early age rather than it being a persistent barrier 

throughout life. 

• That there will be significant unmet psychological need in this cohort, and that they 

will not have sought or been offered formal help in managing this. 

o We do not yet understand the emotional wellbeing impact of cleft-related 

speech differences on an adult cohort in New Zealand, however, the literature 

review highlighted the impact of cleft differences and challenges to emotional 

wellbeing from an early age. The prediction of significant unmet 
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psychological need is anticipated as international research has shown higher 

rates of psychological distress in the cleft-affected population, and to date 

New Zealand has not offered routine psychological care as part of the cleft 

pathway to mitigate against this. Addressing this aspect would be significant, 

as it would highlight the effects of the lack of psychological input in our cleft 

care teams. 
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Chapter Two: Method 

Study Design 

To address the gaps identified in the literature review, a mixed-methods interview 

questionnaire was designed, based on similar studies conducted in the United Kingdom 

(Ardouin et al., 2020; 2021a; 2021b; 2021c; 2021d; Costa et al., 2021). This interview 

contained 13 qualitative interview questions (plus additional follow-up questions to elicit 

further information from participants). In addition, at the start of the interview, each 

participant answered 7-9 demographic questions. At the conclusion of the interview, each 

participant completed a form containing five quantitative standardised measures which are 

described in more detail below. The study received ethics approval from the Human Ethics 

Committee at the University of Canterbury. 

Qualitative Interview Schedule 

The main research method employed in this study was a qualitative interview. An interview 

schedule was developed to provide open-ended questions to elicit narrative responses from 

participants. The interview was designed to be a conversation, and the interview questions 

provided starting points for the discussion, although the participant was free to take the 

conversation in whichever direction felt most comfortable and appropriate for them. The 

questions were derived from interview schedules from similar cohort studies overseas 

focussing on adults with cleft (Stock et al., 2015; 2016) and other medical conditions (Stock 

et al., 2021). All questions were written in a manner that was open-ended and neutral, so as 

not to unduly encourage answers in either a positive or negative manner. The questions were 

also designed to be broad to allow the participant scope in which to answer the question – for 

example “Tell me about your education experiences, including any situations where you feel 

your cleft/speech impacted your education?”. If the participant did not provide a detailed 

response, prompt questions were poised to follow up – for example, “Were there education 

opportunities that you chose to take or not take because of your speech/cleft or other people’s 

reactions to your speech/cleft?”. An overview of the questions used is provided in the table 

below. 
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Table 1: Overview of Qualitative Interview Questions 

Main Question Follow Up Questions (where applicable) 

How do you feel that having a cleft has 

directly impacted your speech? 

 

Do you perceive yourself to currently have a 

speech difference as a result of your cleft? 

(please describe) 

 

What (if any), speech language therapy have 

you received? 

 

• How satisfied are you with the speech 

therapy you received? 

Tell me about your education experiences, 

including any situations where you feel your 

cleft/speech impacted your education? 

 

• What were your experiences like at 

school/university?  

• Did you experience any 

teasing/bullying/discrimination?  

• Were there education opportunities that 

you chose to take or not take because of 

your speech/cleft or other people’s 

reactions to your speech/cleft? 

Tell me about your work experiences, 

including any situations where you feel your 

cleft/speech has impacted your career 

choices and opportunities? 

 

• Are you currently in paid/unpaid 

employment?  

• Why did you pick your career? 

• Are there certain workplace tasks you do 

differently or do not do because of your 

speech?  

• How have others in the workplace 

responded to you?  

• Do you feel there are opportunities that 

you chose to take or not take because of 

your speech/cleft?  

• Do you feel there are opportunities that 

you were offered or not offered because 

of your speech/cleft?  

• Do you feel that you have ever been 

teased/bullied/discriminated against in 

the workplace? 

Tell me about your social experiences, 

including any situations where you feel your 

cleft/speech has impacted on your 

relationships with others? 

 

• Do you feel you had more, less or the 

same number of friends as others 

growing up? 

• Do you think about your cleft/speech 

when meeting somebody for the first 

time/making a first impression? 
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Main Question Follow Up Questions (where applicable) 

• Do/did you discuss your cleft/speech 

with your parents?  

• Do you feel that you are treated the 

same as other family members by your 

extended family?  

• Do you feel that you are treated the 

same as other people by your friends?  

• Have you ever cancelled or not gone to 

something because of your cleft/speech? 

• At what point in life did you meet the 

people you consider to be your closest 

friends? 

• How did friends/family react to you 

having surgery/SLT 

treatment/psyc/orthodontics etc.? 

Tell me about your experiences with 

boyfriends/girlfriends/partners, including 

any situations where you feel your 

cleft/speech has impacted on romantic 

relationships or intimacy? 

 

• Do you have a current partner?  

• Did you find establishing a romantic 

relationship to be easy or difficult?  

• How do you find dating relative to your 

peers?  

• How did your current/previous 

relationship start?  

• How confident do you feel in a 

relationship relative to how your 

partner/others feel in a relationship?  

• Do you feel that your cleft or speech 

influenced how 

partners/girlfriends/boyfriends viewed 

you?  

• Have you had any experiences using 

online dating/dating apps?  

• At which point do/did you disclose to a 

partner/prospective partner that you 

were born with a cleft? 

Tell me about your experiences in wider 

New Zealand society, including any 

situations where you feel your cleft/speech 

has impacted on your life in the 

community? 

 

• How do you feel when in the 

community running errands – e.g. at the 

supermarket, interacting at the petrol 

station etc.?  

• How do you feel being in public spaces 

such as cafes and restaurants?  
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Main Question Follow Up Questions (where applicable) 

• How do you feel using public transport 

(buses, trains, planes etc.)? 

• How do you feel using the telephone to 

speak to an unfamiliar person – e.g. 

phoning IRD, your utility providers etc.? 

• How do you feel attending 

concerts/other public gatherings?  

• Do you feel that the police/justice 

system treat you fairly?  

• Do you feel that you’ve been 

discriminated against in New Zealand 

society as a result of your cleft/speech 

and/or the victim of a hate crime in NZ? 

Tell me about how your speech experiences 

overall have impacted your emotional 

wellbeing? 

 

• Do you experience anxiety (diagnosed 

or not) related to your health?  

• Do you experience anxiety related to 

social experiences?  

• How does your speech make you feel? 

Overall, how satisfied are you with your 

speech? 

 

• Would you consider having [further] 

speech therapy? Do others ever 

comment on your speech? 

Overall, how much of an impact do you feel 

speech differences have had on your life? 

 

 

Overall, how happy are you with the 

emotional support you’ve received to come 

to terms with being born with a cleft? 

 

• Did you/would you have liked to receive 

support from a Clinical Psychologist 

growing up?  

• Is this something you would like to 

receive now if it were available?  

• Do you think enough attention is given 

to the emotional/mental health aspects 

of cleft/speech differences? 

Would you consider cleft to be a lifelong 

condition? 

• Do you think Ministry of Health funded 

cleft treatment through a cleft team 

should be available throughout 

adulthood? 
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Quantitative Data 

Patient Reported Outcome Measures (PROMs) 

Five quantitative standardised measures were selected from a framework developed in the 

United Kingdom, designed to provide consensus and consistency when using self-reported 

outcome measures in research of cleft lip and/or palate (Stock et al., 2020). This allows for 

comparison with findings from previous recent international studies (Ardouin et al., 2020; 

2021a; 2021c), in addition to future studies which will likely use the same self-report 

outcome measures. A copy of the form containing the standardised measures is provided in 

Appendix Two. 

The first two standardised measures used were an adapted version of the Speech 

Intelligibility and Speech Acceptability questions from the Rhinocleft Perceptual Assessment 

of Velopharyngeal Function for Children (Fitzsimons, 2018). These measures ask participants 

to rate how intelligible they perceived their speech to be on a 5-point scale, where a score of 

one indicated ‘people rarely understand what I am saying’, and a score of five indicated 

‘people always/almost always understand what I am saying’. Participants were also asked to 

rate their perception of their speech acceptability on a 5-point scale, where a score of one 

indicated ‘my speech sounds very different and others have commented on this’, and a score 

of five indicated ‘my speech sounds fairly typical for someone who speaks my language and 

dialect’. 

The third measure was the friendship scale from the Norwegian Mother and Child Cohort 

Study (Magnus et al., 2016) which asked participants to describe how many close friends 

they had (0, 1, 2, 3, 4 or more) as well as to rate the quality of those friendships (poor, fair, 

good, excellent). 

Finally, participants completed the Sociability and Job Competence subscales from the Harter 

Adult Self-Perception profile (Harter SPP-Ad), (Messer & Harter, 2012). Each subscale 

required the participant to review four statements and determine whether they felt each 

statement ‘describes me very poorly’, ‘describes me quite poorly’, ‘describes me quite well’ 

or ‘describes me very well’. A higher score on these scales indicates a greater level of 

perceived competence, whereas a lower score on these scales is indicative of a lower level of 

perceived competence. 

The chosen measures provide a good overview of self-perception of speech differences, as 

well as perception of their own social and vocational competence, all of which are points of 
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interest for this study. These measures were chosen due to their applicability to this study, in 

addition to being able to be compared to international data of adults with cleft (all measures), 

as well as being comparable to general population data (Social and Job Competence 

subscales from the Harter Adult Self-Perception profile). A form containing each of the 

standardised measures was administered to each participant at the conclusion of the 

qualitative interview (Appendix Two).  

Demographic Data 

Demographic data was collected at the beginning of the interview. Each participant answered 

7-9 demographic questions; the number of questions they were asked was dependant on their 

answer to previous questions (for example ‘If you were not born in New Zealand, how old 

were you when you moved to New Zealand?’ was only asked if they provided an answer that 

wasn’t ‘New Zealand’ to the previous question ‘In which country were you born?’). ‘The 

information collected included information about their age, ethnicity, nationality, cleft type, 

cleft-related medical history and whether they had received a diagnosis of a mental health 

condition. This information was collected to ensure the inclusion and exclusion criteria of the 

study were satisfied, in addition to evaluate the reach of the study to ensure the study 

attracted a reasonably diverse cross-section of New Zealand society. The demographic 

questions asked of participants are provided in the interview schedule (Appendix One). 

 

Procedure 

Participant Recruitment 

Participants were all people aged 18 or over who were born with either a cleft lip and palate 

OR an isolated cleft palate. These are the cleft population groups which are most likely to 

experience speech difficulties. Individuals with an isolated cleft lip (CLO) were excluded 

from participating in the study, due to evidence indicating they do not experience a higher 

incidence of speech difficulties than the general population (Cleft Lip & Palate Association, 

2018). Additionally, participants had to satisfy the following inclusion and exclusion criteria: 

Inclusion Criteria: 

✓ Aged 18 or over and born with a cleft lip and palate; OR; aged 18 or over and 

born with a cleft palate; AND; 
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✓ Currently living in New Zealand; OR; is currently living overseas, but has spent at 

least half of their life in New Zealand and intends to return to New Zealand to live 

at some time in the future; AND; 

✓ Have accessed cleft-related treatment in New Zealand; AND; 

✓ Able to participate in an interview using the English language. 

 

Exclusion Criteria: 

 Individuals aged 17 or under; AND/OR; 

 Individuals born with an isolated cleft lip (CLO); AND/OR; 

 Individuals who do not reside in, or otherwise have connections to, New Zealand; 

AND/OR; 

 Individuals who have had all their cleft related treatment overseas 

Participants were a self-selecting sample who learned about the study via the following 

methods:  

• Cleft New Zealand. This was achieved through an email from Cleft New Zealand 

to all adults 18 and over on their database, as well as multiple postings on their 

website and social media pages. 

• New Zealand cleft teams. A representative of each cleft team was contacted by the 

lead researcher and invited to mention the study to people who they are aware of 

who would be suitable candidates for this study. They were also requested to place 

a poster/information sheet advertising the study in their waiting room. Auckland, 

Wellington and Christchurch cleft teams all chose to assist in this endeavour. 

• Social Media. The researcher used their own social media networks (Facebook, 

Instagram, Twitter and LinkedIn) to disseminate information about the study. 

Cleft New Zealand also posted about the study on their Facebook page. 

Copies of the study advertising are provided in Appendix Three. 

Once participants learned of the study, they were invited to contact the researcher via email. 

It was at this point that they were provided with the information sheet and consent form, as 

well as given the opportunity to discuss the study further. Once they had returned the consent 

form, they were eligible to participate in the study and an interview (either face to face or 
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using the Zoom platform) was then arranged. Participants were offered no tangible incentive 

for participating in the study. 

 

Data Collection  

Once a participant had been screened, agreed to participate in the study, and had returned a 

completed consent form, they either met with the researcher at a meeting room within the 

University of Canterbury, or participated in the meeting via a Zoom call. When participating 

in a face-to-face meeting, a dictaphone was used to record the audio from the meeting. When 

participants took part using Zoom, the software’s built-in meeting recorder was used to 

record the meeting to the researcher’s cloud account. Participants were advised via an audio 

and visual prompt on screen when the recording started and stopped. Zoom was configured to 

only record the audio stream, and not the video feed. 

The interview (lasting 30-60 minutes) was completed first and was then followed by the 

administration of the standardised measures. The first few minutes of the interview were to 

establish rapport, explain the background to the study and the process of the interview and 

subsequent standardised measures form, as well as to answer any questions that the 

participant had about the study at that point. Following this, the participants were asked the 

demographic questions. 

Once this was completed and their eligibility to participate in the study was confirmed, the 

main interview commenced with participants being asked questions about their speech 

perception, speech language therapy experiences, educational, vocational and social 

experiences. The complete interview schedule is presented in Appendix One. 

Following the qualitative interview (which lasted between 30-60 minutes), participants were 

provided with a form (Appendix Two) to complete that contained the standardised measures. 

This was then either provided directly to the researcher or sent electronically to the researcher 

on completion.  

At the end of the interview, each participant received an opportunity to debrief. The 

participant was informed that the interview had ended, and was offered the opportunity to add 

any further comments or ask any questions. The participant was asked how they found the 

interview process. The participant was directed to their GP or Ministry of Health cleft team 
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for any future need of extra support, and was encouraged to contact the researcher if they 

have any questions regarding the study in the future.  

Following the interview, the participant’s qualitative interview was manually transcribed 

verbatim, directly from the recording, by the researcher. No transcription software or services 

were used. This was due to the anticipation of participants having speech differences, which 

could make use of a transcription service difficult, and the likely use of advanced medical 

vocabulary by the participants, which would be better understood by the lead researcher than 

an assistant without expertise in cleft. Following the transcription of the recording, an 

electronic copy of the transcription was sent to the participant for their review. Participants 

had two weeks to provide any alterations, otherwise the transcription became a final version. 

The final transcriptions collectively became the qualitative dataset. The participant’s 

qualitative interview was then assigned a pseudonym to protect their privacy. The 

standardised measure data for each participant was given the same pseudonym and was then 

stored separately to the participant’s qualitative interview. Once all data were collected from 

all participants, the quantitative data were entered and summarised into a Microsoft Excel 

spreadsheet. 

Analysis 

Standardised Measures 

To report standardised measures of self-perceived speech differences, the mean scores for the 

Speech Intelligibility and Speech Acceptability self-report data were calculated by adding all 

the scores on each scale and dividing them by n (n = 17). To report number and quality of 

friendships, scores on the Cleft Collective friendship questions are presented using 

descriptive statistics. To report standardised measures of social and job competency, the 

mean scores for each question on the SPP-Ad Sociability and SPP-Ad Job Competence 

subscales were calculated using the instructions in the scoring manual, including reverse 

scoring where indicated (Messer & Harter, 2012). The means of each subscale were then 

calculated by adding the mean score for each question in the subscale, and dividing this 

figure by 4; the number of questions in each of the two subscales. These were presented 

alongside normative data from the scoring manual (Messer & Harter, 2012). 

The standardised measures that were used in this study were designed to give a summative 

overview of how the cohort in this study compare to a United Kingdom cohort of adults who 

were born with a cleft, and where available, to general population norms (between-group 
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differences). The purpose of inclusion of these measures was to identify any key variance 

between the groups that may be attributable to whether or not an individual has a history of 

cleft, in addition to any variance that may occur as a result of having grown up with cleft in 

New Zealand versus the United Kingdom.  

Qualitative Interview Data 

Data were analysed using inductive thematic analysis, following the processed outlined by 

Braun and Clarke (2006). An overview of the process is presented in Table Two below. 

Table 2: Phases of Thematic Analysis (Adapted from Braun and Clarke, 2006) 

Phase Description of the process 

1. Becoming familiar with the data Transcription of the audio recordings, reading and 

re-reading the data, highlighting any quotes that 

may be potentially of interest. 

2. Generating initial codes Clustering highlighted quotes across the entire 

data set, collating data relevant to each code. 

Lead researcher completed this for all 17 

transcripts, supervisors completed this for 5-6 

transcripts each. 

3. Searching for themes Collating codes into potential themes, gathering 

all data relevant to each potential theme. This 

generated 37 preliminary themes. 

4. Reviewing themes Following discussion between all of the research 

team, themes were combined to 4 main themes 

and a series of subthemes for each. The themes 

were checked to ensure they work in relation to 

the coded extracts (Phase 1) and the entire data 

set (Phase 2), generating a thematic ‘map’ of the 

analysis. 

5. Defining and naming themes Ongoing analysis to refine the specifics of each 

theme, and the overall story the analysis tells; 

generating clear definitions and names for each 

theme. 

6. Producing the report The final opportunity for analysis. Selection of 

vivid, compelling extract examples, final analysis 

of selected extracts, relating back of the analysis 

to the research question and literature, producing 

a scholarly report of the analysis. 
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Once all final transcriptions were received, the researcher re-read each transcription within 

the qualitative dataset to familiarise himself with the data. Following this, the researcher re-

read each transcription for a second time, and highlighted any participant quotes or comments 

which were of potential interest. Using the guidance from the thematic analysis guidelines 

(Braun & Clarke, 2006), ‘items of interest’ are not merely comments which directly answer 

the question. Rather, they quite deliberately include any comments which deviate from this. 

This approach is fundamental to the ‘bottom-up’ approach employed when performing 

inductive thematic analysis, allowing the data, rather than the initial interview questions, to 

drive the analysis. These highlights were then collected in a separate Microsoft Word 

document, organised by the question under which the participant had made each comment. 

Each comment that was copied to this document had the participant’s pseudonym appended 

to the end of it. This is known as the highlighted dataset. 

The research team then began to code the data. The lead researcher coded the entire 

highlighted dataset, whilst the three supervisors each coded five or six transcripts each. This 

resulted in the entire dataset being coded twice by different researchers to ensure interrater 

reliability. Once all researchers had coded their portion of the dataset, discussion was had to 

compare the coding between researchers. Initial agreement was high, minor discrepancies 

were discussed until full agreement on the coding was reached. Coding was done on pen and 

paper by writing down any phrases or comments or interest – each of these is known as a 

‘code’. A single comment or extract may either be un-coded, coded once, or coded multiple 

times, depending on its significance (Braun & Clarke, 2006). For example, the comment “It’s 

been difficult to be understood for most of my life, sometimes I’ve just haven’t even spoken,” 

could be coded both for ‘difficult to be understood’ and ‘chooses to avoid speaking’. 

Once the data was coded on pen and paper, this was transferred into a Microsoft Excel 

spreadsheet containing the codes. This then enabled Phase Three (searching for themes) of 

the inductive thematic analysis to start, as outlined by Braun and Clarke (2006). Each code 

was examined by the lead researcher and draft themes began to emerge to link the codes. 

Thirty-seven preliminary ‘themes’ were initially identified and these are outlined in the table 

below. 
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Table 3: Preliminary Themes 

Theme 

Ongoing physical health impact of cleft 

Burden of care / treatment fatigue 

Did not have emotional support needs met 

Strong family /friend / community emotional support networks 

Negative self-image/self-esteem 

History of mental ill health 

Social Anxiety 

Delayed treatment 

Did not have SLT needs met 

Satisfied with speech 

Speech Sound / Resonance / Voice Disorders 

Negative impact of hearing difficulties 

Speech impact on communication with others 

Compensatory Strategies 

Awareness of being different 

Avoidant Behaviours 

Cleft/speech had negative impact on educational / vocational opportunities / 

experiences 

Well-adjusted / Resilience 

Negative reaction / feedback from others 

Positive interactions with others 

Cleft/speech had positive impact on educational / vocational opportunities / 

experiences 

Other people don't understand cleft 

Fear of negative evaluation 

Emotional support needs were well supported 

Financial cost as a barrier to care 

I feel I need to do more than others to be treated equally 

Positive romantic relationship experience 

Feeling 'lucky' compared to others 

Feelings of isolation 

Cleft has helped me attract better friends / romantic partners 

Cleft hasn't impacted me in this area 

I am comfortable talking with others about cleft 

Feelings of sadness 

Ongoing emotional wellbeing impact of cleft 

SLT helped me 

This impacted me more when I was younger 

The impacts of cleft are more noticeable to me than to others 
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Some codes were assigned to a single theme, for example, the code ‘breathing difficulties’ 

was assigned to the theme ‘ongoing physical health impact of cleft’ while some codes fit 

multiple themes – for example, the code ‘felt embarrassed about speech’ fit under ‘awareness 

of being different’, ‘speech impact on communication with others’, and ‘did not have 

emotional support needs met’ (due to the ongoing feeling of embarrassment). 

These initial themes were then further amalgamated by the lead researcher to produce just 

four overarching themes, each containing a number of sub-themes and codes. These were 

further analysed by the remainder of the research team until agreement was reached. These 

final themes are presented in the results section. 
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Chapter Three: Results 

Participants 

A total of 17 participants took part in the study, ranging in age from 18-84. Sixteen 

participants completed their interview over the video conferencing platform Zoom, and one 

participant opted to participate in a face-to-face interview at the University of Canterbury. 

Sixteen participants were living in New Zealand at the time that they participated in the 

study, whilst one participant was living in Australia.  

Ten participants (58.8%) were female and seven were male (41.2%). The most common cleft 

type was bilateral cleft lip and palate (n = 7, 41.2%), followed by unilateral cleft lip and 

palate (n = 6, 35.3%) and finally by cleft palate only (n = 4, 23.5%). Two participants 

(11.8%) identified as Māori, one as Australian European (5.9%), two as both New Zealand 

European and Other European (11.8%), and the rest identified as New Zealand European (n = 

12, 70.6%). Other demographic information for the participants is presented in the table 

below. 

Table 4: Participant Demographic Information 

Pseudonym Age Cleft Type 

Tessa 39 BCLP 

Hannah 31 BCLP 

Jade 53 CPO 

Daniel 60 BCLP 

Sarah 26 CPO 

James 59 UCLP 

Michael 24 BCLP 

Charlotte 18 CPO 

Aidan 41 BCLP 

Anne 31 UCLP 

Nick 31 UCLP 

Sammy 18 CPO 

Morgan 30 UCLP 

Jennifer 21 BCLP 

Liam 21 BCLP 

Tim 21 UCLP 

Ruth 84 UCLP 



 
44 

Standardised Measures 

Speech Intelligibility & Acceptability 

Speech intelligibility and acceptability were rated on a 5-point scale, where a score of one 

indicated participants felt their speech was markedly different from that of the general 

population, and a score of five indicated there was little difference compared against their 

peers. The mean scores are presented in table five below, with scores from a recent United 

Kingdom cleft cohort study provided for comparison. 

Table 5: Speech Intelligibility and Acceptability Results 

Outcome Measure Sample Mean 

(Current Study) 

UK Cleft Cohort 

Mean (Ardouin et al., 

2021a) 

Speech Intelligibility n = 17 

4.53/5.00 

n = 207 

4.42/5.00 

Speech Acceptability n = 17 

3.82/5.00 

n = 207 

3.86/5.00 

 

Overall, participants rated their speech intelligibility to be good, indicating that other people 

usually can understand what they are saying. Speech acceptability was still reported to be 

quite good, although overall, the slightly lower score on this scale indicates that most people 

do notice one or two differences in how their speech sounds compared to a typical speaker of 

their language and dialect. The scores on both these scales are very similar to those of the 

United Kingdom cohort. 

 

Friendships, Sociability and Job Competence 

The results using the friendship scale from the Norwegian Mother and Child Cohort Study, 

are presented below alongside a comparison from a cohort of United Kingdom adults with 

cleft.  

Table 6: Friendship Results 

Outcome Measure Sample Result 

(Current Study) 

UK Cleft Cohort 

Result (Ardouin et 

al., 2021c) 

Reported having 4 or 

more close friends 

n = 14/17 

82.4% 

n = 106/176 

60.2% 
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Outcome Measure Sample Result 

(Current Study) 

UK Cleft Cohort 

Result (Ardouin et 

al., 2021c) 

Rated friendships as 

‘excellent’ 

n = 13/17 

76.5% 

n = 87/176 

49.9% 

Rated friendships as 

‘good’ 

n = 4/17 

23.5% 

n = 68/176 

38.6% 

 

These results show the majority of participants in our study had 4 or more close friends, and 

all participants rated their friendships as excellent or good. Satisfaction with friendships is 

apparently higher than a comparative group in the United Kingdom. 

Perceived sociability was measured using the Social Competence subscale of the Harter SPP-

Ad, and perceived job competence was measured using the Job Competence subscale of the 

Harter SPP-Ad. Results are summarised in the table below, showing that our cohort scored 

similarly to the normative data and apparently higher than the United Kingdom cleft cohort 

average for perceived social competence, and similarly to the normative data, and apparently 

higher than the United Kingdom cleft cohort for perceived job competence. 

Table 7: Sociability and Job Competence Results 

Outcome Measure Sample Mean 

(Current Study) 

General Population 

Normative Data 

(Messer & Harter, 

2012) 

UK Cleft Cohort 

Mean (Ardouin et 

al., 2021c) 

SPP-Ad Sociability n = 17 

3.02 

n = 141 

3.19 

n = 176 

2.73 

SPP-Ad Job 

Competence 

n = 17 

3.57 

n = 144 

3.47 

n = 155 

3.31 

 

Thematic Analysis 

Thematic analysis of the interview data identified four main themes from the dataset; 1) 

perceptions of speech differences and speech language therapy (SLT); 2) educational and 

vocational experiences; 3) social and interpersonal experiences; and 4) emotional wellbeing. 

Each theme also contains corresponding subthemes. A thematic map is presented in Figure 

One below. 
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Figure One: Thematic Map 
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Each theme is described below including exemplar quotes. The pseudonyms outlined in 

Table 4 above have been used to preserve participants’ anonymity.  

For transparency, guidelines around quantifying language have been adhered to (Hill et al., 

2005). “All” refers to all or all but one, “most” refers to more than half, and “some” refers to 

less than half but more than two. Shortened quotations are indicated by (…) and additions for 

the purpose of clarity are indicated by [xxxx].   

Theme 1: Perceptions of Speech Differences and Speech Language Therapy 

The first theme describes participants’ perception of their own speech differences and of their 

experiences (or lack thereof) of speech language therapy (SLT). 

Perceived Speech and Language Differences 

Participants were asked what (if any), speech and/or language differences they were aware of 

in adulthood. 

Some participants reported that they did not perceive themselves to have any speech or 

language difference currently. 

“I think it’s well and truly worked itself out” – Ruth, 84, UCLP 

Meanwhile some other participants reported that they felt their speech differences were minor 

and did not currently constitute an issue for them. 

“When I was a kid it was a lot worse, personally at the moment on the whole I don’t consider it, but I do know 

it’s not clear, and particularly with /s/, /c/ and /x/ - all those sounds I can’t do with 100% clarity all of the time, 

but I would say it’s very minor” – Tim, 21, UCLP 

“I wouldn’t say so, no, it’s more just me noticing when I get tired” – Sammy, 18, CPO 

 “Overall, I’m really happy. I feel like my speech could be a little bit clearer and louder, but I’m also grateful I 

don’t have a really loud annoying voice, so overall I can’t complain.” – Anne, 31, UCLP 

However, some participants reported concerns with their communication in adulthood which 

affected them to varying degrees. These commonly included issues such as a perception of 

hypernasality, lisping and slurring.  

“I still feel like I still have a bit of a lisp at times with my speech.” – Jennifer, 21, BCLP 

“Yes, I think I would [consider myself to have a speech difference] … I lisp a little bit sometimes, my /s/ sounds 

sound a little more slushy than other people’s.” – Tessa, 39, BCLP 
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Some participants perceived themselves to experience reduced volume or ‘mumbling’, and 

believed their speech would tend to be worse when they were tired. 

“It’s just when I get tired, I mumble and that’s when people notice that it’s not quite like everyone else.” – 

Sammy, 18, CPO 

 “I tend to mumble quite a lot and I think that’s related to the speech. I tend to not pronounce words as well as 

the average person. I talk quite fast and sort of monotone, sometimes talking out of my nose. It [cleft] definitely 

has impacted [my speech] and is probably the biggest ongoing thing I would say. Sometimes I have to repeat 

what I say because I mumble or have spoken too quickly and so they ask me to say things again.” – Nick, 31, 

UCLP 

Because of my cleft, my voice is really quiet, I have to make a real effort to talk really loud. I definitely got 

asked to repeat what I was saying all the time and definitely got told I was mumbling.” – Anne, 31, UCLP 

In addition to the reported speech concerns, two participants also described concerns with 

language. 

“I think I’m not articulate enough as I’m not well read and I think that’s been an impediment.” – James, 59, 

UCLP 

“I have dyslexia.” – Charlotte, 18, CPO 

A proportion of people also remarked on having difficulties with their hearing, including 

occasions where this had effects on their speech. 

“I have problems with eustachian tubes, I’m definitely a bit deaf.” – Hannah, 31, BCLP 

“There were times where I was almost clinically deaf. I’m significantly more deaf in one ear than the other, my 

hearing does let me down and I notice it more as I get older.” – Jade, 53, CPO 

“There were a vast number of sounds that I had no knowledge of and we think that's probably my hearing loss 

that was the cause.” – Charlotte, 18, CPO 

Although there were mixed responses regarding the impact of cleft on participants’ speech in 

adulthood, most participants commented that their speech had been significantly impacted 

when they were younger, and that they had developed an awareness that their speech was 

different to that of their peers from an early age. 

“I was very self-conscious, I was very shy, very placid, I was probably one of the most shy people in my friend 

group because I didn’t like to speak as I was very aware of how I sounded. Back then I was very self-conscious 

because having the lisp and the speech impediment was quite challenging at such a young age meeting friends. 

My lisp was very noticeable, I’m very conscious about the way I speak and the way I sound.” – Jade, 53, CPO 
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“I was aware that some people couldn’t seem to understand what I was saying. It seemed to be very hard to 

pronounce some letters [sounds] – /t/ and /s/ and things like that I found.” – Ruth, 84, UCLP 

“I think it was quite substantial, especially around the age of 4 to 8-9, because the /s/ sounds and those words 

where you had to extend the sound, they really impacted especially when I wasn’t talking face to face with 

people, because at least when you’re talking face to face you can see an expression of what someone else is 

talking to you about.” – Aidan, 41, BCLP 

Of particular note, was the regularity that participants stated that hearing themselves back on 

a video or audio recording was, and continues to be, a negative experience. 

“[Speech is] one of those things that I don’t really notice until someone videos me or something. In my head, 

that’s not how I sound at all.” – Tessa, 39, BCLP 

 “I don’t like listening to my voice on a recording or anything like that.” – Daniel, 60, BCLP 

“I would say I’m a little bit self-conscious about my speech, like the first time you hear your voice on video you 

think “Oh gosh”, so the first time I heard my voice on video I was like “Ah don’t talk, do not talk”.” – Liam, 21, 

BCLP 

Similarly, the experience of talking on the telephone, particularly to an unfamiliar person was 

reported to be especially challenging. 

“Phone meetings are really difficult. There are certain tones that I cannot hear and I have to say “sorry, can 

you email me because I just can’t hear you.” And I hate having to say that because it reminds me – it shouldn’t 

have to be like that.” – Jade, 53, CPO 

“I hated talking over the phone, that was something I’d really try and avoid, but when I had to, I’d be very 

conscious about how I was speaking and I’d want to plan out exactly what I was going to say before I said it, 

sometimes even go through a few practice runs before calling the number just to make sure I was articulate and 

making sense.” – Jennifer, 21, BCLP 

“Most of the time it’s okay, but if there’s ever a word that has x, c, f or s in it I really struggle. And if the 

connection is bad I will really struggle to hear properly. Most of the time, 80% of the time I’d say it’s okay, but 

20% of the time it can go really wrong and that’s not fun.” – Tim, 21, UCLP 

However, two participants conveyed the opposite, with talking on the phone being a relative 

strength for them. 

“Apparently I have quite a strong phone voice! I make my voice more deep which I guess is a subconscious way 

of trying to counteract the nasal tone.” – Michael, 24, BCLP 

“I have a great telephone voice. Using the phone doesn’t bother me.” – Hannah, 31, BCLP 

Some comments highlighted differences between participants’ own evaluation of their speech 

to the feedback they received from others. 
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“I wonder when people say “I didn’t notice” if they’re being courteous and polite or whether they actually 

didn’t notice.” – Morgan, 30, UCLP 

“People say “oh I would’ve had no idea,” but for me, I notice.” – Sammy, 18, CPO. 

One participant spoke of how they had come to terms with their cleft-related speech 

differences over time. 

“The older I’ve gotten, the more I’ve become happy with myself and the way that I am. When you’re younger I 

constantly thought after this surgery…after this orthodontic session I’m going to sound normal, be normal etc. 

where I eventually came to the realisation that I am my own normal and I’ve become happy with my speech, I’ve 

received great care for it, I feel it’s quite good all things considered, I’m happy with it now.” – Jennifer, 21, 

BCLP 

In summary, these findings demonstrate a range of speech experiences, with self-reported 

speech differences being prevalent in the cohort, particularly earlier in life. There was a 

varying degree of residual speech differences in adulthood, with a significant proportion of 

the cohort who perceived that their speech deviated from the norm. 

Access and Attitudes towards Speech Language Therapy Services 

When asked about their experiences with speech language therapy services, a number of 

participants commented that they had received SLT late in life or had only received limited 

SLT input growing up. 

“I had speech therapy in primary school, but as I reach adulthood, I notice these things that I should’ve had 

more support with.” – Tim, 21, UCLP 

“It probably would’ve been beneficial when I was younger to have seen them [the SLT] a bit more, I don’t know 

if that was maybe because my speech wasn’t that bad, but potentially more frequent visits would’ve been more 

beneficial.” – Liam, 21, BCLP 

 “I didn’t get a large bulk of my final speech therapy until I was about 20. Went through my entire teens with 

quite a severe speech impediment. I just felt 20 was quite late.” – Hannah, 31, BCLP 

A number of participants reported having never received SLT. For some people this was due 

to a lack of need for SLT services; 

“To be honest I’ve been pretty lucky with my speech, I had hypernasal speech as a child. Then no real 

intervention growing up, so I saw a Speech Therapist at one of the cleft clinics that you go to as part of the 

treatment and they sort of sent me on my way, they were happy with my intelligibility.” – Sarah, 26, CPO 

However, for others, SLT had not been made available to them. 
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“No speech therapy whatsoever. We would go to the library all the time and get several books out every week 

and I’d read them and every time I said something that wasn’t right, my mum would have me repeat it and that 

was so she could make sure I was conscious of how I sounded and emphasise enunciation.” – Jade, 53, CPO 

“I’ve never had speech therapy…I probably could’ve benefited from seeing a speech therapist, even just once” 

– Anne, 31, UCLP 

For those who did receive SLT services, they were asked about their satisfaction with the 

services. Most noted their satisfaction with the services;  

“I’m extremely satisfied, I don’t think it could’ve gone any better for me to be honest.” – Sammy, 18, CPO 

“Satisfied to my knowledge, not that I can remember an awful lot about it.” – Jennifer, 21, BCLP 

“Pretty good, considering I was pretty young when I had it. They were very thorough.” – Liam, 21, BCLP 

Yet, some others remarked that they had found SLT had required a lot of hard work to 

achieve the desired results.  

“The surgeon referred me to a speech therapist, I can remember quite clearly going to her for a long time and 

being quite bored probably, I found it quite hard work I think. The prosthodontist suggested he may refer me to 

a speech therapist for some brush up work so may it continue!” – Daniel, 60, BCLP 

“Speech therapy started when I was about 5 at school from what I can remember, that was about once a week, 

and I found it hard, very, very hard. Then I guess, I couldn’t say the words properly, my reading wasn’t always 

the best, and when I got to high school, I had to have a lot of extra remedial reading done which lasted for a 

couple of years. I couldn’t sound out words properly. I found it very hard, but when I look back on it, it’s helped 

me out quite a bit.” – Aidan, 41, BCLP 

One participant commented on finding their experience of accessing SLT to be quite 

intimidating. 

“So definitely when I was younger and having to go to all the sessions, that was more of a big deal for me 

because I’d have to leave primary school and go and be in a scary room with all these people who would just be 

listening to me talking.” – Sammy, 18, CPO 

Participants were also asked about their attitude towards receiving SLT services were it 

offered to them now. The responses were mixed, with some saying that they would engage in 

more SLT in adulthood if it were offered, despite in many cases having previously indicated 

they were satisfied with their speech. 

“Probably, if the opportunity was there and it would help get my /s/ sounds a bit better, then yeah I’d definitely 

take advantage of it.” – Tessa, 39, BCLP 
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“I think if I was given the option to have further speech therapy I’d definitely look at it – maybe this is as good 

as it gets considering everything, but maybe we could improve it.” – Hannah, 31, BCLP 

“Yes, I’d like to see the difference it would’ve made, and to validate a lot of things I’ve had to find my own 

strategies to cope with it.” – Jade, 53, CPO 

However, others felt content with their speech now and would therefore not take up further 

SLT. 

“I’m pretty content with how I sound, I can pronounce all the sciencey words, if it could help substantially, then 

I guess so, but from where I’m sitting, I don’t see any more progress being made.” – Michael, 24, BCLP 

“No, I wouldn’t worry about it.” – Aidan, 41, BCLP 

One participant pondered whether a surgical remedy to their speech difficulties would be a 

more suitable treatment option for them. 

“I do have a tiny hole in the roof of my mouth and I was wondering if that were repaired if that would help my 

speech at all.” – Anne, 31, UCLP 

Overall, the cohort reported varied access to SLT services. Those who had accessed SLT 

services generally reported this to have been a beneficial experience. 

 

Theme 2: Impact of Cleft-Related Speech Differences on Educational and Vocational 

Experiences 

The second theme highlights the impact that cleft and speech differences had on participants’ 

educational and vocational experiences and decision making.  

Cleft-related differences as a positive, neutral, or detrimental factor 

For some people, their cleft-related differences were stated to be something that had impacted 

on their educational and vocational choices and experiences in a positive way. 

“I quite like singing and performing, so if anything, it gave me more confidence.” – Sarah, 26, CPO 

“The job opportunity I have now, I chose because of my cleft experiences and wanting to be part of the 

healthcare system. It’s definitely helped me in terms of increasing my empathy towards people and towards 

patients, just being able to relate to them a lot better because I have been in that same situation before and I can 

offer that understanding that I don’t think everyone can” – Jennifer, 21, BCLP 

“I wouldn’t say it’s affected it negatively, it’s not something I actively bring up, but sometimes it can be 

beneficial as you can use certain experiences of surgery or going into hospital as a point to make in a story in a 

job interview which ironically is quite a positive as it makes me seem more relatable.” – Tim, 21, UCLP 



 
53 

“In terms of my own business, the cleft experience has given me the drive to want to uplift other people.” – 

Hannah, 31, BCLP 

For some, cleft was viewed more neutrally neither helping nor hindering their experiences, or 

at least feeling empowered to participate in the opportunities which they wanted to despite 

having been born with cleft. 

“I don’t think it’s impacted on my education at all. I don’t feel my cleft has impacted on my experiences at work. 

I don’t think my cleft would impact my choice on what I would do.” – Charlotte, 18, CPO 

“No, I can’t say that [cleft impacted on my education or vocational experiences] – if there was an opportunity 

there I would grab it!” – Ruth, 84, UCLP 

“I don’t believe my cleft has impacted my ability to perform my functions and my tasks in terms of work apart 

from the odd speech thing that comes back to just general life rather than working career.” – Nick, 31, UCLP 

However, for most they reported that their cleft-related speech differences had impacted on 

their educational or vocational experiences in a detrimental way. 

“I found it pretty hard working in a noisy atmosphere because obviously the speech is getting lost in among all 

the other noise going on because I couldn’t pronounce things properly…I just think it’s more the literacy side of 

things, the English etc. it impacted on that, it could have been better if I’d understood the language a bit better. 

I think maybe I didn’t progress as fast as I could have because of my speech.” – Aidan, 41, BCLP 

“I don’t think my speech impacted too much on my education. As I got a bit older I had some reading difficulties 

when I was in primary school. I did have to repeat year 6 because I had fallen quite a bit behind in my 

learning.” – Jennifer, 21, BCLP 

“I’m still not that comfortable with public speaking. I wanted to do debating, but at the same time I didn’t want 

to do debating.” – Michael, 24, BCLP 

The range of responses is indicative of the highly individualised nature of the cleft 

experience, and of having a variety of experiences at different moments in life. 

Opting out of opportunities 

Most participants reported how they had opted out of one or more educational and vocational 

opportunities, often arising from a lack of confidence due to their cleft-related speech 

differences.  

“Not wanting to do speeches. I didn’t want to get a bad grade on them, but I knew I was going to do badly on it, 

and that was more so my emotional side of it, staring at the paper and not looking out even though I knew it off 

by heart because I didn’t have that confidence with my speech.” – Tessa, 39, BCLP 
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“I was terrified of ever getting any attention at school, so things like the English speech were a big fear for me. 

I remember them recording our speech, I realised how crooked my face looks to everyone else and it looked 

really crooked to me as well and things like that made a huge impact on my self-esteem. I was insecure and 

afraid of being at school, I just didn’t participate to the level I could’ve. – Anne, 31, UCLP 

“Speeches. I enjoyed writing speeches and debates, but when it came to delivering them I never pursued it, so it 

kind of held me back a little bit. Aside from that, I wouldn’t really answer questions in class, I hated being put 

on the spot to answer a question, and I didn’t really participate in a lot of things just because I didn’t want to 

engage in the dialogue because I just didn’t want to talk.” – Liam, 21, BCLP 

“I never really put myself forward for a lot of things because it would mean I’d have to listen unless they were 

writing all the instructions on the board somewhere that I could read it, I wouldn’t put my hand up as it would 

highlight the fact I couldn’t hear which I would be self-conscious and embarrassed about.” – Jade, 53, CPO 

One participant explained his fear of failure and the role this had in his reluctance to take 

opportunities in the workplace: 

“I sell myself short but I want to do better stuff, I’m not going to sell myself up here in case I fail. The fear of 

failure has been quite strong in my life. The fear of public failure will mean people look at me and I’m suddenly 

exposed, hence I’ve never failed anything because I’m not reaching for the stars. You learn the most when you 

fail, but the public exposure, I just don’t want to be publicly exposed.” – James, 59, UCLP 

By contrast, some participants explained how they had tended to ‘just get on with things’ and 

not abstain from opportunities, even if it did not always feel comfortable. 

“I did do a lot of things but it was a real push to do, although I did end up enjoying them once I did them. I’d 

also be really paranoid after surgeries about mucking up what they’d done so would hesitate being involved 

with some things.” – Liam, 21, BCLP 

“I’ve always had the attitude this is me and this is how I am, take it or leave it. It feels as though I’ve done 

everything and taken lots of opportunities through work and have ended up in a really good space with a good 

career, I don’t think my cleft impacted me negatively there.” – Morgan, 30, UCLP. 

“There’s definitely been things that are out of my comfort zone that I’ve felt uncomfortable doing, but I’ve 

always done it.” – Tessa, 39, BCLP 

In summary, speech differences were perceived as a barrier by many participants, and in 

some cases, impacted on their ability to participate in some everyday activities. For others, 

they had felt able to participate in a full range of activities, despite their cleft-related 

differences. 
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Self-perception of difference as a barrier to participation 

A number of participants provided responses which indicated that it was their ongoing 

psychological concern about their cleft-related differences, rather than physical inability to 

participate which had a greater impact on their participation in education and vocational 

pursuits. 

“Since I left school, I took a gap year where I had my final surgery. It was probably more psychological things 

that come along with that such as social anxiety about going to university that impacted me.” – Jennifer, 21, 

BCLP 

“My speech has been the only downside – I think it’s more my own perception, it gets really frustrating having 

to repeat myself once or twice, or having to ask other people to repeat stuff if I can’t hear them.” – Tim, 21, 

UCLP 

“Looking back on it now, most of the opportunities that would apply were definitely in high school. I had a 

friend group but I never really did much co-curricular stuff. I think having a cleft made me a bit more self-

conscious of myself, particularly meeting new people in that age group.” – Michael, 24, BCLP 

“I was painfully shy [in the workplace], I’m still not great with that but I’m a lot better than I used to be.” – 

Daniel, 60, BCLP 

One participant reflected on his career and felt that concerns regarding his own self-worth 

were the likely reason he did not excel as much as he believes he could have done. 

“I probably never really reached my potential in a work environment...The reason I didn’t change companies 

was a lot to do with lack of confidence…The thinking was I wasn’t good enough, I had no skillset, I couldn’t 

articulate my value, even though I had 30-40 years corporate experience.” – James, 59, UCLP 

In summary, cleft-related speech differences, as well as psychological concern relating to 

these differences had varied impact on participants’ educational and workplace experiences. 

These were common in earlier life with many participants recalling cleft impacting on their 

education experiences, although it was also common for cleft-related differences to continue 

to have an impact well into adulthood, often impacting upon vocational experiences and 

opportunities. 

 

Theme 3: Social and Interpersonal Experiences 

The third identified theme demonstrated how participants’ cleft-related differences played a 

role in people’s social experiences and interactions with other people.  
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Interactions with Friends and Family 

Most participants reported that they were happy with their relationships with their family and 

friends, with many commenting that they felt ‘lucky’ to have their family and friends. 

“I’ve always had close, good friends which I’ve been really lucky.” – Hannah, 31, BCLP 

“I was very lucky; my friends back then are still my friends today.” – Jade, 53, CPO 

“My friends when I met them, how could I not be friends with them, they were good people, so it does happen.” 

– Liam, 21, BCLP 

Some participants mentioned the impact that cleft had on their selection of friends and that it 

had caused them to have a narrower, closer-knit friend group. 

“It made me have a narrower friend group, a smaller friend circle, even now I still have quite a small friend 

group I guess. I think cleft had a part to play in that self-image. In the teenage years you already have that, and 

then with a cleft palate on top of that, it compounds the issue.” – Michael, 24, BCLP 

One participant explained how, as a child, some people did not wish to be his friend due to 

cleft-related differences. 

“There were some kids who didn’t want to be a friend of mine because of my appearance and that I was going 

to the hospital so often. It wasn’t easy in those times, but now, more as an adult it’s like meh. I try and make it 

more of a positive point of difference rather than a negative thing.” – Tim, 21, UCLP 

Another participant described his reluctance to form deeper connections with friends. 

“I’d hop between different groups of people, it was like I was avoiding deep relationships with any one group. 

My social interactions were always driven by the need to have a topic to talk about to ease my social anxiety.” – 

James, 59, UCLP 

Some participants commented on how their friends had supported them following surgery. 

“I remember they were very supportive. I almost got weirdly excited, maybe that’s the wrong word, to get it 

done. It’s quite cool going back to school when you’ve got some battle scars, I’ve gone back to school with a 

cast on my nose and some bruises, it’s a conversation starter I guess!” – Morgan, 30, UCLP 

“The friends I made followed me through with my journey, they visited me in hospital all the time.” – Jennifer, 

21, BCLP. 

“It’s interesting that so many of them came to see me and I don’t think I ever appreciated that people do like me 

quite a lot, I just don’t feel like they should like me that much.” – James, 59, UCLP 

One participant noted how, although he felt lucky with his family and friends, he still felt that 

they did not truly understand the experiences he had gone through. 
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“Family were really good, I value them really highly, I feel really lucky to have them as my family. In school my 

friends were all good, but no-one really acknowledged it which again was all good, but sometimes you’d just 

have got out of hospital and be in mad pain, come back to school and someone’s like “eww you’ve got a 

nosebleed” and you’re like “oh shit” on top of everything, people just didn’t get it, but my family were always 

there and my friends now are all good. One thing I had to learn is that I can’t expect other people to fully grasp 

the intensity of some of this.” – Liam, 21, BCLP 

In summary, relationships with friends and family are strong for this cohort, and these people 

were often reported to be supportive to the individual with cleft as they navigate the cleft 

journey. However, some participants commented that cleft-related differences limited the 

people who chose to be their friend, and that despite a desire by friends and family to be 

supportive, there may be some elements of the cleft journey that were difficult for others to 

fully comprehend. 

Interactions with Members of the Public 

Some participants reported finding it difficult to interact with people or being hyperaware of 

their cleft-related speech differences when meeting somebody for the first time. 

 “I’m a little more conscious of it [cleft-related speech differences] when I meet someone for the first time – I try 

to tune in to their sound and tone and try and adjust my tone to match so there’s little difference for them to see 

and they’re less likely to think I have a speech impediment.” – Jade, 53, CPO 

“I’m very aware of my speech when mentioning I was born with a cleft palate, I want to prove that my speech is 

so good and not wanting anyone to find a fault in it. I much prefer to be on the other side of the camera which 

doesn’t really fit with my personality.” – Sarah, 26, CPO 

“Yes, definitely. I make sure that my voice is as clear as possible, I will also try just to think about the topic at 

hand, I watch my voice when meeting someone. If I’ve known them for a while I’ll get comfortable and then it’s 

all good.” – Liam, 21, BCLP 

One participant commented on how his speech would change depending on who he was 

speaking with. 

“I start slurring my words a bit because I get too comfortable with what I’m talking about. I don’t think too 

much about how I’m talking. When I’m talking to someone new, I’m always pretty clear and make sure I am 

clear, but when I have my friends around me, I sort of slip back into a slang conversation.” – Aidan, 41, BCLP 

Most participants reported that they felt they were treated fairly by the general public when 

conducting their lives in the community, however some participants did comment on their 

sense of anxiety when interacting with, or being observed by strangers, and their 

accompanying compensatory behaviours. 
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“There’s a part of me that feels you’re having to overcompensate for everyone, you’re having to accommodate 

for everyone, sometimes I wish people were more accommodating of myself.” – Jade, 53, CPO 

“I’m a shy person with no confidence. I remember being told to go and order my own ice cream and being 

afraid of doing that.” – Anne, 31, UCLP 

“it’s more if I have a one on one interaction for the first time or a really small group, but if I’m just running 

around doing my grocery shopping I don’t tend to think about it.” – Morgan, 30, UCLP 

Another participant commented on how her own attitude towards cleft had the potential to 

impact her to a bigger or lesser extent growing up. 

“I think for me I could have made it as big of a deal, or as little of a deal as I wanted. I think I’m very lucky the 

way my life has panned out in this situation as it hasn’t affected me, but I know it definitely could have. I do 

think it has ultimately shaped me into the person I am today, because I’ve got this but I’m not letting it define 

who I am and I’m proud of it. I’m not embarrassed that I have it.” – Sammy, 18, CPO 

One participant commented on the positive effect of seeing others with cleft in the 

community. 

“In a weird way, it’s kind of cool going around and seeing others with a cleft and normalising it. At the same 

time, walking around and kids, or sometimes adults, looking at you and going ‘what is going on here?’ is 

interesting but it doesn’t happen all that often and I’m not perturbed by it – it happens less and less often, or 

I’m noticing it less.” – Tim, 21, UCLP 

Overall, people reported that they generally had experienced neutral or positive interactions 

with members of the public. However, participants’ doubts regarding self-esteem and 

hyperawareness of their condition was profound when interacting with strangers, often 

leading people to be more reserved in these situations than they may otherwise have been. 

Romantic Relationships 

Most people reported establishing romantic relationships to be more challenging than to 

establish new friendships. Even people who otherwise had reported being well-adjusted 

discussed the difficulties with establishing a romantic relationship. 

“Potentially it [cleft] made it harder to interact with people of the opposite sex in terms of girlfriends and what 

not, I probably had issues around that in terms of not being able to find a girlfriend or thinking I couldn’t. So, 

nothing really to do with friendships, but I think it did impact in terms of what I thought of myself when it came 

to relationships.” – Nick, 31, UCLP 

“I think sometimes first impressions, girls used to shy away. It wasn’t really until I got into conversation that 

the charm comes out and they realise “ah yeah, he’s not a bad guy”.” – Aidan, 41, BCLP 
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“As a teenager when it came to dating it [cleft] would be on my mind. I guess with any dating, a first impression 

matters, what if I meet someone and that’s all they see, particularly if they’re someone I really like or whatever. 

I think I had a bit of a fear of rejection which I would put down to my cleft, it wasn’t completely debilitating but 

there was bit of insecurity there I think.” – Morgan, 30, UCLP 

Most participants spoke about a delayed engagement in dating as a result of their cleft, often 

feeling that they were not as attractive as their peers. 

“I definitely never dated anyone when I was in high school. I never thought of myself as someone that the boys 

in my year would be attracted to. Probably pretty crushing psychologically. As an adult, I don’t feel like I do 

any better or worse than my friends really.” – Hannah, 31, BCLP 

“As I was a teenager I just didn’t pursue that for the fear of bullying/rejection. I was known as that single friend 

for quite some time. My current boyfriend didn’t really know much about cleft palate.” – Sarah, 26, CPO 

“My own self-esteem was probably the biggest issue, but back then in my teenage years when I was interested in 

girls, I didn’t think I had the appearance to be able to meet girls or to date girls. Maybe they thought I didn’t 

have the appearance as well, possibly, but now I think about it, I think it was more an issue I had as a cleft lip 

and palate person.” – Nick, 31, UCLP 

“I definitely think that had a big impact; I didn’t ever have a boyfriend in high school, I think I thought it was 

down to the way I looked but looking back, definitely your confidence and social interactions has a lot more to 

do with it.” – Jennifer, 21, BCLP 

Most participants reported that they had few qualms about disclosing that they were born 

with a cleft, early on in a relationship.  

 “I don’t know if I’ve ever had that conversation with someone, it’s always come up organically.” – Hannah, 

31, BCLP 

“As soon as I meet them, it wouldn’t worry me, I’m not going to hide anything. There’s no point trying to hide 

something…if people are going to walk away from you because you’ve got a cleft palate, it’s their loss and 

they’re shallow.” – Aidan, 41, BCLP 

“I can’t really remember it being a big deal.” – Nick, 31, UCLP 

However, one participant commented that she was not prepared to disclose her history of 

cleft until significantly later in her relationship. 

“Not early at all, I wasn’t prepared to tell him until there was quite a commitment in our relationship – I didn’t 

tell him [about my history of cleft] until we got engaged.” – Jade, 53, CPO 

Two participants spoke of the fact that they were happy in a long-term relationship, despite 

having only had one relationship. 
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“I’m currently in a relationship, 5 years into it, and that’s my only relationship as well. She was part of my 

close friend group, but interestingly she asked me out. I don’t actually know why I didn’t ask her out, I guess 

there could be self-confidence issues there.” – Michael, 25, BCLP 

“I would say it attracts certain people; people who look at you for your personality and not just for physical 

attraction, it meant my first boyfriend I ever had has been my first long term relationship so it’s had a good 

impact I think.” – Jennifer, 21, BCLP 

One participant spoke of a sense of regret of having never felt confident to pursue a 

relationship. 

“I think that’s the area [romantic relationships] where it’s probably had the biggest impact, I don’t have a 

great story to tell in that area, I regret that part of it. I think that’s an area where I have always felt very shy 

and it’s difficult to engage in relationships. Again, I don’t think anyone’s made me feel that way, but it is the 

way I have felt.” – Daniel, 60, BCLP 

Two participants mentioned persistent physiological differences as a result of their cleft 

impacting on their confidence and behaviour within relationships. 

“I’ve been very reluctant to let anyone do anything to my teeth if they don’t have the cleft expertise as I don’t 

want anyone to do anything wrong to it, so I live with overcrowded teeth. So when you’re kissing someone I 

become quite self-conscious. I get quite conscious about that so I’m not really a kisser as such as I tend to be 

conscious about my mouth, and I worry about it hurting my cleft, the last thing I want is anyone jeopardising the 

condition of my palate.” – Jade, 53, CPO 

“When thinking about doing [sexual] things, I’ve got scars on both hips, and weird differences in my mouth and 

nose and they’re always things I think about when having a partner.” – Tim, 21, UCLP 

One participant described the detrimental impact that his previous relationship ending had on 

his confidence and self-esteem. 

“With my last and only girlfriend, she was really good looking and everything and I always would have 

insecurities about that like “oh shit, I’m real ugly.” I don’t approach women. I do not approach women. I have 

really good relationships with women, I have heaps of friends that are girls, all really good-looking chicks, but 

there’s never that vibe. I’ve got other focusses in life, like making money, I like good food, I do stuff by myself. 

Sometimes though I feel it’s a part of my life I need fulfilled, it’s incredibly, incredibly difficult.” – Liam, 21, 

BCLP 

Most participants acknowledged that it was their own perception of difference impacting on 

their self-confidence with regard to dating, rather than the behaviour of others. 

“It probably was my lack of confidence because of my cleft which in their perspective wasn’t to do with my 

cleft.” – Anne, 31, UCLP 
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“I don’t think it [cleft] did [influence my partner’s behaviour]. I think in my head I always thought that it 

would. I almost think it should have influenced them, but no-one’s done anything weird or different or 

questioned it.” – Morgan, 30, UCLP 

“A lot of it [my difficulties with dating] would be my perception, but I do think if I didn’t mention I was born 

with a cleft, someone would comment on it – it’s pretty difficult not to say anything.” – Tim, 21, UCLP 

By contrast, one participant commented that they had never found dating to be an issue as a 

result of their cleft. 

“I can’t say it [cleft] ever made a difference. I had boyfriends at high school and it never seemed to be a 

problem, they never mentioned it, and there was no shortage of boyfriends! It was reasonably noticeable when I 

was at high school, but never suffered any shortage of boyfriends for school dances or church socials or 

anything like that.” – Ruth, 84, UCLP 

Some participants reported that once they were in a relationship, they felt secure and that cleft 

did not play a major detrimental role in their relationship. 

“I was married for 13 years, and it [cleft] was never a thing with us.” – Tessa, 39, BCLP 

“My now ex-boyfriend, that [cleft] didn’t impact our relationship at all, it definitely didn’t. He knew, but it was 

not a big deal at all.” – Sammy, 18, CPO 

Generally, dating was something that either was currently, or had previously been a concern 

for this cohort. Although a number of people had reported experiencing rejection, their 

responses also suggest that a larger barrier to dating is one’s self-perception and tendency to 

not ask due to fear of rejection. Most in this cohort perceived themselves to have had a 

delayed start to dating. 

Bullying and Discrimination 

Experiences of bullying and/or discrimination were mixed in this cohort. Some people 

reported they had not experienced much or any discrimination, with one participant stating 

that their cleft-related experiences had not impacted on how others treated them at all: 

“I don’t think so – I played a lot of sport and it never seemed to make any difference there. I was captain of all 

sorts of things, secretary of the tennis club, never had any experiences that upset me at all.” – Ruth, 84, UCLP 

One participant commented on the fact that even though they had a positive relationship with 

their friends, they were still upset to learn that their friends had noticed their cleft-related 

differences, and that this event had impacted on their self-confidence. 

“Even people who were really nice, it was “what’s wrong with your face?” I remember being on a school camp 

and having my best friend explaining to our new friends we’d met what was wrong with me when she thought I 
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was asleep, she was explaining that there was nothing wrong with me, but even the fact she felt she needed to 

explain to them because they were wondering what was wrong with me. I was just really timid for a really long 

time, it took me until early twenties to get more confidence.” – Anne, 31, UCLP 

Some participants discussed having experienced negative interactions in childhood, with this 

impacting on their confidence in future interactions as an adult. 

“You look a bit different, you sound a bit different so you can often be the target of bullying which I did 

experience through my time at school, I think my social anxiety stemmed from my cleft, and not being very 

confident with how I spoke and looked, so that definitely held me back in social situations I’d say, being more 

reserved, not putting myself out there as much.” – Jennifer, 21, BCLP 

“[I experienced bullying] all the time to be honest, the only problem was that other people had a problem with 

me. It wasn’t me shying away, it was other people being the schoolyard bully. It was difficult going out then as 

there was always a target on my back. Then after school, heading into young adulthood, that’s when I started 

getting shy, having low self-esteem when I was going out and meeting people, especially in pubs and clubs, and 

with background noise and your speech, you can’t always say exactly what you want to say because your voice 

blends in with what’s happening around you. Every now and then, I still get a little bit shy about talking to 

people.” – Aidan, 41, BCLP 

Some participants reported having experienced discrimination in an educational setting, 

workplace setting, or both because of their cleft. 

 “I was really bullied as a child, I was really shy and didn’t really talk much or ask questions and so a lot of the 

time I didn’t really understand what was going on, and because of that, I was a bit slower intellectually than 

other children.  I just always was afraid of everybody at school except for my very small group of friends.” – 

Anne, 31, UCLP 

 “I’ve definitely been blatantly rejected for retail jobs just because I don’t look the part. All through school, in 

the workplace, getting jobs has been incredibly difficult. I couldn’t work at the sort of first jobs people have – 

like the local café, Dominos etc., as soon as they met me, they would pull back. I don’t dwell on it, but it is a 

real fact and is something that needs to change.” – Liam, 21, BCLP 

 

One participant discussed how the world still feels like a hostile place for people who were 

born with cleft. 

“I look at this social justice movement in the world which is all about inclusivity, but still if you don’t have a 

“trendy” disorder, people still treat you like shit. If I had something that would look good in an infographic, 

something that wouldn’t shock some people for whatever stupid reason, then maybe people would bend their 

back to make me feel welcome, but that still doesn’t happen.” – Liam, 21, BCLP 
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Overall, it is clear that most participants in this study had perceived and/or experienced 

bullying and/or discrimination that has had a profound impact on their self-confidence, and 

their confidence regarding future interactions with others. Participants were not necessarily 

able to attribute the bullying or discrimination to cleft-related speech differences, cleft-related 

appearance differences, or both. 

 

Theme 4: Emotional Wellbeing 

The fourth theme demonstrated the impact that participants’ experiences growing up with 

cleft, including cleft-related speech differences have had on their emotional wellbeing.  

Presence of Psychological Difficulties 

Although the cohort reported differences in the extent to which cleft had impacted upon their 

emotional wellbeing, all participants commented that they felt cleft had affected their 

emotional wellbeing at some point in time. Three participants reported during the interview 

that they had received a diagnosis of depression, one participant reported that while they had 

not received a diagnosis, they had been placed on medication for mental ill health, and a 

further participant commented that they had experienced anxiety and depression that they felt 

was severe enough to constitute a diagnosis. 

“Not officially [had a diagnosis], I reckon I’ve had really bad anxiety in the past. Really, really bad, and 

depression as well, but I’ve never had medication. I’ve had the symptoms.” – Liam, 21, BCLP 

In addition to these five participants who reported mental health disorders at a level which 

did or would likely warrant a diagnosis, most others reported experiencing anxiety. Although 

not formally recognised as a psychological disorder, issues of low self-esteem were also 

prevalent in the cohort. A number of participants commented on how their speech differences 

had contributed to this. 

“Emotionally it [cleft-related speech differences] did make me feel quite self-conscious, I wouldn’t speak as 

often. It would make me feel a bit withdrawn/isolated in social situations because I would try not to talk as 

much, so emotionally it did add some insecurity for sure.” – Jennifer, 21, BCLP 

“I know that I sometimes mumble, so I try to open up the jaw to speak a bit clearly, and it gets annoying to have 

to repeat things when I know what I’ve said and I have to say it again, it makes you a bit sad or disappointed.” 

– Nick, 31, UCLP 

Another participant discussed feeling traumatised as a result of her cleft experience. 
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“Up to 15 it [life] was really hard, that was some of the most traumatising time. To be honest, there are times 

where I think I was traumatised because no-one else really understands how you feel. You start to become quite 

conscious of how other people who meet you for the first time treat you and you realise this world is actually not 

a very nice place and the community is not as accepting of people with disabilities, and where I try sometimes to 

fit in and end up feeling quite isolated.” – Jade, 53, CPO 

One participant spoke of challenges that had arisen from his cleft experiences and how this 

had led to harmful behaviour. 

“I’m a very generous person, which loops back to overcompensating; for a few years I was obsessed with 

money in a really toxic way, I’d go to a club with my friends and like spend $2,000 on drinks and just sit there 

by myself at a table and look at all these people and be like “fuck you. Fuck you for having fun.” Because no-

one wants to sit here with me, and that’s a really toxic way to live, and people feel that energy and it really puts 

them off. I had to clean up my reputation as it was so dark. I just got really angry at the world, I’ve been 

knocked back a lot of times.” – Liam, 21, BCLP 

He then discussed his difficulties with emotional wellbeing and this being a motivator for 

change. 

“[I felt] very isolated for a long time. I’m ironically a very empathetic person, I just had no idea how to express 

that. I don’t want to be that guy with a cool car, but no wife, and not be emotionally fulfilled, and I feel like my 

life is heading that way which I’m quite scared of, but that’s why I’m making an effort now to address that.” – 

Liam, 21, BCLP 

Three participants commented on how they did not feel speech differences had a detrimental 

impact on their emotional wellbeing, but that appearance concerns did. 

“My voice is not that ‘clefty’ so I think it’s the visual that’s been my psychological issue.” – James, 59, UCLP 

“I don’t think it’s [cleft] affected it [my speech] too much at all. I think it’s more the visual impact of the cleft 

lip.” – Aidan, 41, BCLP 

“I never got teased for my speech, I got teased for how I looked.” – Anne, 31, UCLP 

Most participants in this cohort self-reported previous or ongoing concerns with their 

emotional wellbeing. Although a few had reported having received a diagnosis of a 

psychological condition, many more self-reported persistent concerns with their self-esteem 

and self-confidence arising from their cleft-related differences or their perception of such 

differences. 

Formal and Informal Support for Emotional Wellbeing 

Of the 17 participants in the cohort, only two participants (11.8%) had been able to access 

clinical psychology through the public health service. One other participant had sought out 
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private clinical psychology treatment, which they self-funded, and the remaining 14 

participants (82.4%) had never received any formal psychological support related to their 

cleft. 

Most participants however did not feel this was due to a lack of need, rather, it was simply 

never made available. Participants often felt let down by this lack of service provision. 

“I received approximately zero emotional support so definitely I think that needs to be changed. You go and see 

a lot of specialists who are prodding at your face but you never talk to anyone who asks you how you are, how’s 

school, do you have any friends, and no-one gives you any coping mechanisms.” – Hannah, 31, BCLP 

“It’s one thing to be born with a cleft palate, but to have no support except for your family is unfathomable. it 

seems like such a national neglect of New Zealanders born with cleft, so for me it’s an absolute shame on the 

system. It’s a really lonely road without the support networks. There’s a lot of issues attached to cleft, childhood 

trauma growing up, lack of dental support, speech therapy and psychological therapy.” – Jade, 53, CPO 

Of those who did receive clinical psychology support, their experiences were varied, with one 

participant seeing the value in the sessions but being unable to afford the continued cost of 

therapy. 

“I was lucky enough to see…, a psychologist, part of the cleft team. I found her support very helpful. Of course, 

she moved away and that was basically the end, she did give me names of a couple of other people I could see 

but I didn’t really follow that through.” – Jennifer, 21, BCLP 

“I did have a child psychologist come at one school, late primary school, intermediate I think, but I declined 

further use of them as I didn’t see any further value in them. At that point I felt it was a waste of time as I didn’t 

like what they were doing – it was a self-reflection thing literally where there was a mirror where you describe 

your feelings when you look at your face. To me, and this is very reflective of me, I find it more stigmatising to 

have that conversation with her than to be treated normally. To me at that time, them pointing all these things 

out was counterproductive and so I declined further visits because I didn’t find it helpful.” – Michael, 24, BCLP 

“I did for about 2-3 years which was hugely beneficial. I was seeing this dude but it was costing $200 a session, 

so I’ve found ways of dealing with things. I used substances to numb everything out, not hard things, but I used 

to smoke heaps of weed, and drink lots of liquor and live really recklessly to ignore all of that stuff but you can’t 

live like that.” – Liam, 21, BCLP 

In the absence of formal support from clinical psychology services, most participants 

reported that their support for emotional wellbeing came from friends and family instead, and 

that participants typically felt that this support had been very positive. 

“I don’t recall any at all through the hospital system. My family have been fantastic, and my friends again have 

been awesome.” – Tessa, 39, BCLP 
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“The only real emotional support I’ve had is my mum.” – Aidan, 41, BCLP 

“Outside of my family, there was no support whatsoever. In my family, it was very good, awesome, they’re the 

best, but outside of it, in terms of medically, there was nothing, no support.” – Sammy, 18, CPO 

“I don’t think I received anything from the cleft team. The only thing I had really was my parents.” – Tim, 21, 

UCLP 

One participant spoke about the way that their cleft experiences had impacted differently 

upon different members of their family. 

“I have the most supportive sister, she loves it and thinks it’s great and exciting. My mum and dad are quite 

emotional about it. Dad never came to my jaw reconstruction when I was 19, mum said he found it too much to 

see me like that. They always have a positive spin on things but I do think it made them a bit worried.” – Sarah, 

26, CPO 

Two participants spoke of their family history of cleft, and the informal support and ‘special 

bond’ they had with other family members who also had cleft. 

“Growing up with dad having a cleft as well, we had a really special bond. I can’t say it hasn’t affected me, it 

has and I have had moments of insecurity, but I’ve had this attitude that it is what it is and I’m going to do life 

as best I can, having dad who has a cleft, I knew right away I wasn’t the only one. If people with a cleft have 

familiarity and can talk to someone with a cleft makes it a lot less isolating, dad was an awesome support. I did 

grow up going to church, so I had a community support, second family situation, I had friends at school who 

supported me throughout.” – Morgan, 30, UCLP 

“I’ve had a very loving family, lots of very supportive friends, I’ve had a lot of support. I haven’t had any 

counselling for it though. I think my grandfather always felt responsible for me having cleft since he was the 

first one in the family to have it, so we had a really special bond. I didn’t realise how he felt until dad told me 

recently; he died 10 years ago.” – Anne, 31, UCLP 

Another two participants spoke of positive experiences of informal support they had received 

from other members of the cleft team. 

“Very good I would say. All the doctors and surgeons I had, nurses, friends and family were very supportive.” – 

Nick, 31, UCLP 

“I think the knowledge that I knew the doctors and nurses and everyone were supportive and doing their best 

for me was a big help.” – Ruth, 84, UCLP 

When asked if they would have liked to have received clinical psychology support growing 

up, 13 of the 14 (92.9%) participants who did not receive such support stated that they would 

have liked to have received this. One participant commented on how they would likely have 

needed it to have been very tactical at the time in order for them to engage. 
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“Lately I’ve been processing all the long-term effects it’s had on me that I haven’t realised until now... I think 

counselling would’ve been beneficial if I hadn’t been so scared to acknowledge my condition. But I think if I 

knew I was there to talk to someone about my face, it may have been really hard, I don’t know if I’d have been 

able to talk about it. I think if I’d been booked into counselling sessions and not really known what they were 

and they’d been really tactical, it would’ve been really good for me.” – Anne, 31, UCLP 

Around half of the participants stated that they would like to receive clinical psychology 

services now, if it were offered to them. Two additional participants recognised the 

psychological impact that cleft has had on them, however felt reserved about what therapy 

may reveal about themselves. 

“If I was given the opportunity, I’d be really reluctant, because this could open up a pandora’s box. Am I just a 

standard male who doesn’t cry etc., you hold your emotions pretty tight. If you start prodding and digging and 

get through to relive your childhood experiences, I don’t know if I want to go there, there probably are some 

issues there that I’ve just buried and buried and buried, I live a superficial life where I don’t open that 

pandora’s box!” – James, 59, UCLP 

“I think if I actually spoke to a psychologist they probably would uncover stuff, whether I would want to is an 

interesting question.” – Michael, 24, BCLP 

When asked if enough attention is being given to the emotional wellbeing aspects of cleft by 

the health service, 16 of 17 participants felt that it was not (94.1%). The other participant 

stated that they did not know enough about current practice to answer the question. 

“It definitely needs a lot more [support for emotional wellbeing], like I say, I didn’t receive any. I think to have 

been able to speak to others with cleft whether it had been in a group session or a private one on one would’ve 

been really helpful.” – Tessa, 39, BCLP 

“I feel my twenties were a delayed teenage phase as I was learning things that most other people had 

confidence for at a much younger age, I think it would’ve just been really helpful to have a heads up on the 

impacts of cleft specifically on a girl. It would be good if there was some sort of seminar you could go to/send 

parents to and just educate them on what to expect.” – Anne, 31, UCLP 

“I think my emotional issues got a bit out of hand by the time mum organised me seeing the psychologist, and 

even after things went downhill so I don’t think there is enough support to be honest, I don’t think many people 

have access to it do they?” – Jennifer, 21, BCLP 

“There is definitely attention given to it [emotional wellbeing], but there needs to be more focus getting younger 

people to admit/fully divulge the details of what they’re facing. At school I’d never actually repeat what sort of 

bullying was happening to me, so that would end up with the bullies not actually getting in trouble and teachers 

being “you’re lying” when I didn’t want to repeat what was said. So it’s easy to miss icebergs.” – Liam, 21, 

BCLP 
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Most in the cohort had received no formal psychological support. For the few participants 

who did, they reported that the support did not fully meet their needs. Most participants 

desired to have received this support growing up, and a significant proportion would have 

liked to access this now if it were offered to them. In the absence of this support, the cohort 

had sought emotional support predominantly from their family, as well as their friends and 

other members of the cleft team. The cohort felt that not enough attention is given to the 

emotional wellbeing aspects of cleft in New Zealand by the health service. 

Psychological Impact of Speech Differences and their treatment 

Most participants agreed that having a cleft-related speech difference had impacted on their 

wider life. For some, these impacts were relatively small, while others felt it had had a larger 

impact. 

“It’s [cleft-related speech differences] probably made me more conscious that I do speak clearly and make 

myself understood.” – Ruth, 84, UCLP 

 “I think they’ve [cleft-related speech differences] had a reasonable impact, it’s a big part of human 

communication and it impacts on so many things, how you put yourself out there socially, talking to people etc. 

it’s had a big impact.” – Jennifer, 21, BCLP 

“If people say “I can’t hear you” or something, I get so mad. My friends know even if they can’t hear a word 

I’m saying, don’t mention it and pretend like they can. It can be difficult as words and conversations can lose all 

meaning if someone’s just nodding their head like they can hear you, but they can’t.” – Liam, 21, BCLP 

Two participants spoke about the detrimental psychological impact of cleft care itself.  

“I think when I was younger, it did make me a bit anxious going to these [speech] therapy sessions. I was only 

little and I had to repeat what the lady was saying with all these surgeons watching me in this glass box, so back 

then it was a bit nervewracking. Inside, I was a bit like, “why do I have to do this, and all my other friends 

don’t?”” – Sammy, 18, CPO 

“As a child I hated thinking about the fact that I had a cleft lip, so whenever I went to the cleft clinic, it was 

really depressing for me.” – Anne, 31, UCLP 

One participant discussed his sense of sadness associated with his treatment coming to an end 

and no longer seeing the cleft team regularly. 

“Now I’m nearing the end of the treatment and it’s quite sad as it feels like the end of something you’ve lived 

with your entire life, and all the people you see, like my orthodontist who I’ve seen every month over the last 10 

years.” – Liam, 21, BCLP 



 
69 

The impact of cleft-related speech differences, and of their treatment were greater reaching 

than the management of the physiological condition itself. The treatment journey was 

reported to impact negatively on emotional wellbeing for some, meanwhile the idea of the 

treatment journey ending and being discharged from the cleft team invoked sadness for 

another participant. 

Resilience 

Although not true of everyone, some participants in the study provided responses which 

indicated that despite, or perhaps due to, their experiences, they had become well-adjusted 

and developed a sense of resilience. 

One participant reported a concept of ‘just getting on with it’ even if they may have had 

anxieties or apprehension about a particular activity. 

“I think I just kind of got on with it. There’s been distinct times where I’ve been like ‘shit this is really 

frustrating, I can’t communicate properly or people don’t understand me’. I don’t feel it’s had a big negative 

impact.” – Hannah, 31, BCLP 

Others spoke of strategies that they took during their education years which had enabled them 

to be resilient in an education settings. 

“The biggest impact the cleft had was my hearing loss, however that is mitigated by the fact that I’m a chronic 

overachiever.” – Hannah, 31, BCLP 

“In primary school at about 8 years old I had discussed with mum that I was going to get up in front of the class 

and explain to the students what cleft lip and palate was, as a way of front footing it so people understood 

rather than just looked at it weirdly. Throughout education I feel quite lucky that I haven’t been victim of any 

bullying and I recognise that is a thing and I got off very lightly.” – Morgan, 30, UCLP 

Some participants described their journey of personal growth to become well-adjusted and 

content with the person that they have become. 

“I think it’s made me really grateful for the support systems I do have. It’s made me quite proud of how I can 

overcome something like that, it’s taught me to be really grateful and try to find the positives in more 

challenging times and be a help to other people.” – Sarah, 26, CPO 

“In a weird sort of way I think it’s been really positive – I think that’s something my parents taught me when I 

was younger, it’s a point of difference, it makes you physically different to everyone else and gets you into a 

mental headspace of “it’s okay to be different”, so it’s had a positive emotional impact.” – Tim, 21, UCLP 

Another participant spoke about how cleft-related speech differences had a greater impact on 

their emotional wellbeing when they were younger, but they felt more adjusted now. 
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“I think it’s had more impact going through the early years in life, the school years, up to leaving school. After 

that it’s got easier, other than the early adulthood years, trying to socialise in loud congregation areas. And 

talking on the telephone.” – Aidan, 41, BCLP 

Some participants in this study appear to currently be well-adjusted following the challenges 

that cleft presented for them, although responses indicating resilience were considerably 

fewer than those indicating ongoing emotional distress. 

Viewing Cleft as a Lifelong Condition 

Despite the stance that cleft should be viewed as a lifelong condition being a relatively new 

concept, most of the cohort agreed when asked “Would you consider cleft to be a lifelong 

condition?” that cleft was indeed a lifelong condition, although their views differed on the 

extent to which it impacts across the lifespan, and the areas of life that it continued to impact 

in adulthood. 

“Physically, of course. On a day to day basis at the moment I don’t even think about it.” – James, 59, UCLP 

“Yes, in the sense that my speech patterns and intelligibility [difficulties] will stay with me for life.” – Michael, 

24, BCLP 

 “It’s hard to say because it definitely has psychological impacts that are hard to forget and I feel the delayed 

love life and delayed start in life all has long term impacts, I wonder if I would’ve chosen completely different 

life paths without a cleft, so from that perspective, I’d say it has lifelong impacts for sure.” – Anne, 31, UCLP 

“I would say yes for the reason that it depends on everyone’s journey, I know for myself outside of the surgical 

journey, there’s the emotional journey, it’s not something that ever goes away.” – Jennifer, 21, BCLP 

Three other participants commented that they felt the cleft journey was now behind them and 

therefore would not consider it to be a lifelong condition. 

“No, I would say you reach the point where you realise this [cleft] has happened to you and it doesn’t impact 

you as much as when you were younger.” – Charlotte, 18, CPO 

“No, I think once you leave your teen years, you know you’ve got it [cleft], you’ve understood it and you move 

forward. It’s like breaking your ankle, you know it’s there, but you keep going.” – Aidan, 41, BCLP 

“No, most of the time I forget it’s even there.” – Nick, 31, UCLP 

Despite mixed views on whether cleft was viewed as a lifelong condition at an individual 

level, when asked “Do you think Ministry of Health funded cleft treatment through a cleft 

team should be available throughout adulthood?” this cohort was almost unanimous in its 

agreement that Ministry of Health funded cleft treatment through a cleft team should be 

available to anyone with a history of cleft at any age throughout life (n = 16; 94.1%). The 
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other participant stated that they did not have an opinion on this. A number of participants 

spoke about how if this were to occur, it would help them to access treatment. 

“Absolutely. There’s a part of me that’s quite frightened about having to get treatment done at my own cost.” – 

Jade, 53, CPO 

“Yes, I do [believe cleft care should be available at all ages] because it would help me now!” – Daniel, 60, 

BCLP 

“Yes, I think it [cleft care] should be [available at all ages]. I think there needs to be more proactive screening 

for hearing – we kept falling out of the public health system.” – Charlotte, 18, CPO 

One participant commented on how he would be unlikely to access funded treatment 

nowadays, but supported the idea of it being available. 

“Would I draw down on it [lifelong cleft care]? Probably not, but it could be critical for others, such as the boy 

in school who had a much worse repair than I did. So if you need my vote to say yes, to help others, then you’ve 

got my vote.” – James, 59, UCLP 

Overall, the cohort supported the idea that cleft is a lifelong condition due to the varied and 

persistent impact cleft can have on various areas of life, although some participants 

acknowledged that cleft is not something that affects them acutely anymore. Participants in 

this study supported the idea that Ministry of Health funded treatment should be freely 

available at any age.  
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Chapter Four: Discussion, Recommendations and Conclusion 

The primary aim of this study was to answer the research question “How do speech 

differences in cleft lip and palate impact long-term educational, vocational and social life 

choices/opportunities?”. The secondary aim of this study was to use the data collected to 

identify any changes which could be made to service provision in New Zealand to lead to 

better holistic and life-long outcomes for individuals who were born with cleft. By 

conducting a substantial number of qualitative interviews with adults from across New 

Zealand, in addition to collecting quantitative standardised measure data to allow for 

comparison to other groups, this study offers insight into the long-term experiences of this 

group. Implications arising from this study are discussed in detail in this chapter. 

 

Self-Perception of Cleft-Related Speech Differences 

The cohort in this study all participated in a verbal interview and had speech which was 

considered to be intelligible by the researcher, a trained Speech Language Therapist. 

However, based on the responses to the questions regarding speech, it was clear that for many 

participants, speech differences remained a salient concern. 

It was common to hear the cohort express concerns regarding hypernasality, lisping and 

slurring. The desire to not have one’s speech be noticeably different was commented on 

regularly. Almost half of the cohort reported being content with their speech, even though 

many of them still considered themselves to have a noticeable speech difference. This study 

found that participants had been aware of their speech differences from an early age, a 

finding supported by a European study which showed awareness of speech differences in 

children with cleft (Feragen et al., 2017). In the current cohort, most participants felt that 

their speech had been significantly impacted when they were younger, and that this had 

created a lot of social anxiety for some. They often felt that the speech difference was minor 

enough to not be a major barrier, for example because the speech difference may only occur 

when they are tired, or on certain sounds. For others, their perception of their speech 

difference had changed over time, even though the speech differences themselves may not 

have changed. The remainder of the cohort reported ongoing concerns with their 

communication, often resulting in feeling self-conscious when they speak. This could also 

explain the reports of mumbling, or reduced volume by several participants; a finding that is 

not evident elsewhere in the literature. It is possible that this symptom has arisen due to 
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reduced confidence, however it is plausible that there could be a physiological explanation 

for the reduced volume. A recent study in the United Kingdom found a high proportion of 

adults who were born with a cleft reported having breathing difficulties (Ardouin et al., 

2021a). Despite this high prevalence, few adults had ever received a breathing assessment, as 

it does not form a routine part of cleft care. As increased respiratory flow contributes to 

increased volume, it is possible that reduced breath support is responsible for reduced 

volume. This would be an area worthy of future research to determine whether reduced 

volume is disproportionately affecting the cleft population, and if so, to establish the factors 

leading to this. 

It was noteworthy that so many people commented on their displeasure at hearing an audio 

recording of themselves, perhaps as it reminded them of how their speech sounded different. 

This response permeated across all participants and ages, and impacted people who otherwise 

gave responses which indicate a good degree of satisfaction in their speech. Similarly, talking 

on the telephone was an activity that many participants preferred to avoid, particularly if 

conversing with an unfamiliar listener, citing the anxiety that they may not be able to make 

themselves understood, or the sadness and frustration of having to repeat themselves multiple 

times. However, there were differing perspectives here, with some participants viewing their 

‘phone voice’ as a relative strength and feeling confident when using the telephone. Perhaps 

this indicated that, for these participants, they felt pleased with their speech, possibly also 

feeling confident knowing their appearance cannot be judged on the telephone. This variation 

indicates that the impact of cleft-related speech differences was varied, and where one person 

may have viewed their speech differences as having a detrimental impact, others may have 

felt that their speech differences did not impact so strongly on them. Despite the varied 

experience and perception of speech differences, there was a general trend that the passage of 

time led to greater acceptance of speech differences. This appears to be especially true as 

people become older and cleft became less of an influence in their life. This corroborates 

findings reported by Hamlet and Harcourt (2015), which also found greater acceptance of 

cleft-related differences as people became older and more accustomed to themselves. Similar 

findings have been made in the wider human population demonstrating that people’s 

adjustment to disability or adverse circumstances improves over time (Harari, 2015). 

The quantitative measure used in this study for speech intelligibility indicated that most 

people felt that others were usually able to understand what they were saying. Meanwhile, the 

average score on speech acceptability in this study was lower than that of intelligibility, 
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meaning that participants generally felt that there were one or more aspects of their speech 

which were different to that of their peers. These scales have also been used recently in a 

study of adults with cleft in the United Kingdom which found very similar mean scores 

(Ardouin et al., 2021a). This finding of reduced speech intelligibility and acceptability in the 

New Zealand cohort also demonstrates that to the cleft community, merely being understood 

is insufficient; rather it is important to have speech that also sounds as typical as possible. It 

further suggests that participants were well aware of their own speech deficits. Overseas 

studies have produced findings that indicated a negative correlation between being aware of 

speech differences and psychological wellbeing (Feragen et al., 2017; Havstam et al., 2011a; 

Kappen et al., 2019).  

It is also known from previous research that subjective satisfaction with speech is not 

associated with a Speech Language Therapist’s assessment of intelligibility or with objective 

evaluation of speech (Conrad et al., 2014; Feragen et al., 2017; Havstam et al., 2008). 

Therefore, this finding within the New Zealand cohort of reduced perceived speech 

acceptability reiterates the importance of clinicians going beyond objective assessment and 

administering Patient Reported Outcome Measures (PROMs) such as the Speech Distress and 

Speech Function subscales of the CLEFT-Q (Klassen, 2018) both pre and post speech 

intervention, to evaluate the efficacy of intervention and how well it has met the individual 

patient’s expectations. While speech function can be objectively assessed, speech distress 

cannot.  

Although speech concerns were the predominant communication concern, there were a 

significant number of participants who commented on the ongoing impact cleft had on their 

hearing. These ranged from mild transient hearing loss to considering themselves to be 

almost deaf. None of those who mentioned their ongoing hearing difficulties were currently 

being seen by an audiologist. Findings of increased prevalence of hearing loss in the adult 

cleft population has also been identified in another recent study (Ardouin et al., 2021a). This 

previous study indicated the importance for individuals with a history of cleft to continue to 

have access to audiological services across the lifespan. Additionally, a small number of 

participants reported minor language concerns, including dyslexia and a reduced vocabulary, 

which the participant attributed to not being well read. Given the high prevalence of dyslexia 

in the general population (Dyslexia Foundation of New Zealand, 2021), there was no 

evidence to suggest that these language concerns had arisen from cleft. 
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Impact of Speech Language Therapy 

The amount of speech language therapy (SLT) input that people had received varied across 

the cohort. Typically, the older someone was, the less likely they were to have received SLT 

services, or they received it later in life. Approximately half of the cohort had received SLT 

services at some point in their life. Whilst some people who did not receive SLT services did 

not have a need for such services, there were some people, including those who were 

younger, who needed the service yet were not offered it as part of their care. This finding 

suggests eligibility criteria are inconsistent, leading to some people receiving services where 

others have not. This is indicative of a need for a cleft service specification which outlines the 

criteria for accessing services, such as SLT, to ensure equity of treatment for all those 

impacted by cleft.  

Many people in this cohort stated that they would like to access SLT services if it were 

available to them now, suggesting the need for ongoing provision and access to SLT services 

in adulthood. For the participants who did access SLT, this was typically reported to be a 

positive experience, albeit often requiring hard work on the part of the patient to achieve SLT 

goals. This suggests the main issue regarding SLT services experienced by some participants 

in this study is related to accessing the service, rather than concerns regarding the quality of 

care once made available to them. It is noteworthy that one participant found the experience 

of SLT to be intimidating due to being observed by many others. This serves as a reminder to 

ensure comfort of patients is prioritised over observation and to consider carefully whether 

the entire team needs to be present at a particular appointment. It also is important to apply 

the same principle to clinical teaching opportunities. Whilst observation of a patient with cleft 

may provide a valuable teaching experience, consent must be obtained from the patient, and 

clinical educators should take care to ensure the same patient is not routinely subjected to 

continual observation. Clinicians should be mindful that the psychological impact of 

observation may extend beyond the point in time that the observation is occurring, and 

therefore the long-term effect of observation should always be considered. This fatigue of 

being seen too often by medical students has also been described by an older adult in a 

previous study (Hamlet & Harcourt, 2015).   
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Relationships with others across social, educational and vocational settings 

Overall, participants reported having positive relationships with their family members, who 

tended to be a strong part of their support network. Participants reported a strong sense of 

belonging and acceptance within their family. In some cases, the participant was not the only 

individual in the family affected by cleft, and they spoke of the benefit of having the lived 

experience of their relative to support them on their own cleft journey. Participants 

commented on the impact that undergoing treatment had on other family members. For 

example, one participant spoke of the toll her treatment took on her father who could not 

bring himself to see her in the initial days following surgery. Another participant spoke of 

how he was grateful for the support that his family offered, but that they were unable to grasp 

the intensity of the cleft journey. This indicates a need for families to be better supported to 

come to terms with a diagnosis of cleft themselves, as well as to better understand how to 

support their child/adolescent as they grow up. Currently, informal group support is available 

through Cleft New Zealand, although the nature and timing of these groups means that 

they’re generally only suitable for new parents who do not have work commitments, and are 

geared towards the needs of mothers. Additionally, they are currently only offered in major 

cities around New Zealand (Cleft New Zealand, 2021b). 

Participants also reported having a strong support network in their friends. Although 

participants reported feeling less confidence about initiating new friendships; once a 

friendship was established, people reported a high level of satisfaction with these 

relationships. A number of participants spoke about the positive influence cleft had when it 

came to attracting friends. Rather than viewing cleft as inherently negative with regard to 

social interaction, some participants were able to recognise that it helped them to refine their 

choice of friends, and that if someone was to reject them on account of their speech or 

appearance, that they were most likely better off without them. Participants spoke of their 

speech and appearance differences being akin to a filter which quickly eliminated those 

people who were not worth their time. This held true in the case of romantic relationships too. 

The quantitative data also supported the finding that participants had established strong 

friendships. Using the Cleft Collective friendship scale, most participants reported having at 

least four friends, and rated the quality of their friendships to be good or excellent. This is in 

line with the finding in a United Kingdom study which found the majority of their 

participants (60.2%) had four or more close friends (Ardouin et al., 2021c).  
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Reflecting on the difficulties in establishing new friendships, participants commented that it 

was often their lower sense of self-esteem or self-confidence which hindered them from 

making new friends. In many cases, people reported that they felt their own lack of self-

confidence and consequent introversion caused people to be reserved towards them, rather 

than other’s negative reactions based on their appearance or speech. Providing effective 

support and guidance around establishing friendships and managing fear of negative 

evaluation could greatly benefit this cohort, and ideally routine discussions regarding 

friendships and any social anxieties would occur from early in childhood. Furthermore, other 

studies have described the benefit of peer support through meeting somebody else who was 

born with a cleft (Ardouin et al., 2021c; Stock et al., 2015).  

Similarly to reports of friendships, participants generally reported a lot of apprehension with 

initiating romantic relationships. However, once involved in a romantic relationship, they 

tended to report being content. This is a contrast to the finding in the United Kingdom, which 

found people with cleft tended to be less happy in their romantic relationships than the 

general population (Ardouin et al., 2021c). Additionally, people in the current study did not 

report their partners having an issue with their cleft. Indeed, several participants 

acknowledged that the greatest barrier was their own lack of confidence to ask a potential 

partner on a date arising from their self-perception of cleft-related differences, rather than a 

potential partner’s perception of these. This typically encompassed a fear of rejection. 

Anxieties regarding physical ability to kiss, and insecurities around physical appearance 

and/or performance during sexual intimacy were also a concern for some. Despite reports of 

positive romantic experiences, the cohort had a significantly delayed start to dating, with 

people being more likely to be single than the general population. These are findings that 

have also been found in international cleft populations (Ardouin et al., 2021c; Hamlet & 

Harcourt, 2015; Yttri et al., 2011). Some participants in this study reported romantic 

relationships to be the most difficult and unfulfilled aspect of their life. 

Overall, the manner in which people’s work was impacted by cleft-related differences was 

varied. Some participants commented on the positive influence that their cleft experience had 

had on their employment opportunities. The adversity and unique experiences arising from 

cleft had encouraged some participants to seek particular areas of work, such as healthcare 

roles. Many participants in this study, including younger participants, appeared to have a 

strong sense of their career goals and purpose, often steered by their cleft experience. In 

addition to helping them find their area of work, participants commented on their experiences 
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having helped them offer a point of difference and make them more memorable than other 

candidates within a job interview setting. The associated challenges of cleft were reported by 

some participants to be a great example to use in a job interview when questioned about a 

time when they had overcome a challenge. There were also examples where people had 

experienced, or perceived that they would experience discrimination in the workplace. This 

predominantly seemed to result in people choosing careers where they felt they were less 

likely to experience prejudice. Some participants felt that the cumulative experiences of their 

cleft journey had increased their sense of empathy for others. This was evidenced both in 

participants’ direct comments on observing this change in themselves, and in the vocations 

that they had chosen. A significant proportion of this study cohort were working in healthcare 

or education settings, sometimes commenting that this felt like ‘giving back’ to the 

community. In addition, others had chosen their careers as a means to empower others – for 

example, one participant had opened their own pole dancing studio to empower others to feel 

body-confident. General satisfaction in the workplace is corroborated by our cohort’s results 

on the SPP-Ad Job Competency scale which were slightly higher than the norm results, 

indicating participants had a high degree of satisfaction in their work and felt that they 

performed well at their work. Generally, most people in this cohort had experienced success 

in the workplace, despite perhaps pursuing a role that they may not have done had they not 

been born with a cleft.  

Although many participants seemed to be happy with their decision to pursue a career where 

they anticipated less prejudice, it is possible that people are not realising their potential as a 

result. Typically, the sectors where people perceive they will face less prejudice (for example 

government, healthcare and education roles) are paid less than corporate sectors (Tertiary 

Education Commission, 2021). One participant spoke about the fact that he was not paid as 

much as he believed he deserved as he had not pursued roles within his capability due to 

concerns relating to his cleft. Other participants believed that they had missed out on retail 

jobs on account of their speech and/or appearance differences, as well as had clients or 

colleagues bully them because of these differences. It appears that despite legal protections 

designed to prevent this, there remains a lot of overt prejudice and unconscious bias in some 

employment settings. This finding comes in the context of general improvement and 

increased tolerance of some societal differences in recent years. For example, there is 

widespread recognition of the existence of a gender pay gap, racial inequalities, and the 

discrimination faced by the LGBTQ+ community and the general public is largely aware of 
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the need to continue to work to address these issues. The same awareness and willingness to 

begin to alter our views and behaviours with regard to people with speech differences, or 

even disability more broadly, appears to be lacking based on the discrimination faced by 

participants in our study.  

Like social and vocational experiences, education experiences of this cohort were also mixed. 

Some participants had embraced their cleft experience from an early age, with examples of 

participants using it as an opportunity to educate their peers by increasing their awareness and 

understanding of cleft, and in doing so reducing the likelihood of bullying from their 

classmates. Other participants spoke of how their parents and others expected them to be like 

any other child at school and therefore just ‘got on with it’, which they reported to be 

beneficial for fitting in with their peers. A couple of participants spoke to how their strong 

academic performance compensated for their perceived speech and appearance differences, 

creating success for them in education settings. This phenomenon has been reported 

elsewhere in studies indicating strong academic and workplace performance in those affected 

by cleft (Ardouin et al., 2021c). A few participants also detailed how they had provided 

broader education about their condition, giving presentations on cleft in school and in 

workplaces. Acknowledging cleft as part of their identity while also recognising where it fits 

within the broader context of their entire life indicates an acceptance of self. Some 

participants, however, did experience barriers to academic performance, including physical 

difficulties, such as not being able to hear instruction in class, or not being able to play sports, 

due to the fragility of the cleft site. In most cases however, negative education experiences 

were due to perceived reactions of others, which in turn created a psychological barrier to 

participation. These commonly included a reluctance to participate in activities which 

required a great use of speech, such as debating or public speaking. Many in the cohort spoke 

of a sense of regret at having not realised some opportunities in education, work and social 

contexts. Most of the cohort also reported that even now in adulthood, cleft-related speech 

and/or appearance differences concern them and are in the back of their mind whenever 

making a first impression with somebody. 

In addition to a fear of negative evaluation, this cohort also experienced true bullying and 

discrimination. Whilst this was reported to be most common and overt in earlier years in 

education settings, many had also experienced bullying and discrimination in adulthood. This 

included negative comments from colleagues, clients and managers, as well as a withholding 

of opportunities as a result of speech or appearance differences arising from cleft.  



 
80 

By adulthood, the majority of the participants in this study felt comfortable interacting with 

strangers in everyday life, and did not feel subject to much discrimination on a day-to-day 

basis while going about their business in the community. However, participants did comment 

that they would still occasionally notice behaviours from others, such as staring for slightly 

too long. One participant commented on their strong involvement in the sport community, 

and others commented on the strong sense of connection that they had received from their 

church community. Identifying with and feeling a part of a particular community appears to 

be a supportive factor for living a fulfilled social life. 

Although it is clear that cleft-related speech differences impact on participants’ relationships 

with others, it is important to note the impact of cleft-related appearance and hearing 

differences in this regard. A number of participants commented that it was their appearance 

and/or hearing as much as their speech that posed a real or perceived barrier to their 

participation in educational, vocational and social settings. 

There is need for early intervention to assist people to develop friends, and later, romantic 

relationships, and to not fear rejection or assume that one is being rejected as a result of cleft-

related differences, rather to acknowledge rejection as a normal and necessary part of human 

social development that is experienced by all people. Support with developing strategies to 

manage bullying and discrimination as it arises in education, the workplace, and wider 

society also would likely benefit this cohort. This support could be delivered by a Clinical 

Psychologist who understands the unique challenges cleft poses. Non-government 

organisations, such as Cleft New Zealand, could also have a valuable role in providing 

opportunities for individuals with cleft to meet, share experiences, develop confidence and 

friendships. These could include events such as coffee mornings, adventure days, youth 

camps and adult meet-ups/workshops. Similar events have been run by the Cleft Lip and 

Palate Association (CLAPA) in the United Kingdom as part of their Adult Services 

Programme, where their annual ‘Adults Conference’ provides an opportunity for adults to 

meet one another while also engaging with health professionals and workshops relating to 

some of the specific cleft-related challenges in adulthood (Ardouin et al., 2021d). Despite 

how common cleft is in New Zealand society, it is yet to become widely understood by the 

general population. Organisations such as Cleft New Zealand could be well-placed to offer a 

public awareness campaign to address this issue, which would also increase awareness of 

cleft among potential employers of individuals who were born with cleft. Finally, in 
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recognition of the impact of hearing differences in addition to speech differences, continued 

support from audiology and other disciplines within the cleft service would be warranted.  

 

Psychological Impact 

The data collected in this study show evidence of unmet psychological need for people 

affected by cleft growing up, and into adulthood. As identified in the results, one of the 

predominant themes from the data is that people’s emotional support needs were not 

adequately met. This is evident in the significant number of comments regarding social 

anxiety, relationships with others, performance and acceptance in the workplace to name a 

few examples. The majority of the cohort themselves also stated that they would have liked to 

have received support from a Clinical Psychologist growing up, and some of them stated that 

they would like to receive it now, if it were offered. 

Many people commented on the informal support that they’d received from friends and 

family. Participants had reported that although they’d appreciated the help that their friends 

and family had afforded to them, these people perhaps did not always understand the cleft 

experience, or recognise that they were affected by it quite strongly themselves. Although 

this was not examined in any great detail in this study, the presence of unmet emotional 

support needs of parents was evident. In international cleft teams, such as those in the United 

Kingdom, it is routine for clinical psychology to be provided not only to the individual 

directly impacted by cleft, but for this professional support also to be provided to their family 

(National Health Service, 2013). Only three participants reported receiving intervention from 

a Clinical Psychologist. Despite the intervention being reported to be of some benefit, in none 

of the three cases did the psychology services offered meet their needs. Service provision was 

light, and only one case saw a Clinical Psychologist with expertise in cleft. Another case 

found the psychology support offered to be stigmatising. The lack of appropriate formal 

assistance to manage psychosocial concerns was regularly commented on by participants, as 

was the requirement to come up with their own solutions to problems. These included 

negative behaviours, such as avoiding certain activities and interactions, consuming excess 

alcohol and recreational drugs, as well as other damaging behaviours such as becoming 

obsessed with money. 

Participants in this study often used descriptors which could be indicative of a mental health 

condition. The prevalence of diagnosed mental health disorders in this cohort is higher than 



 
82 

the New Zealand average (Statistics New Zealand, 2019). While this study did not explicitly 

measure rate of diagnosis of mental health disorders, the comments made by participants 

indicated that a significant proportion had experienced emotional distress, a finding supported 

by international studies of adults with cleft (Ardouin et al., 2020; Nicholls et al., 2018). Given 

many of the comments related to mental health within this cohort were from those who did 

not have a mental health diagnosis, it is suggested that the actual number of adults with a cleft 

experiencing a diagnosable mental health condition in this sample is higher than has been 

reported.  

It is suggested that the lack of access to clinical psychology services for people with a history 

of cleft in New Zealand, and therefore the lack of access to assessment for mental health 

conditions, may account for the number of people diagnosed with a mental health condition 

being lower than those reporting symptoms. Currently, cleft-specialist clinical psychology is 

not available on any New Zealand cleft team, and even the ability to access non-specialist 

clinical psychology support is limited; often necessitating people to self-fund private 

treatment, or to never receive such support. Additionally, the finding that two participants 

acknowledged their need for psychological support but said that they would be unlikely to 

engage with it at this point in life as it may uncover information about themselves that they 

do not wish to confront, is also indicative of unmet psychological need. A few participants in 

the cohort felt well-adjusted as an adult and that they would no longer benefit from 

psychological support.  

International data demonstrates that care from a specialist Clinical Psychologist who is part 

of a multidisciplinary cleft team forms an essential component of the cleft treatment pathway 

(Ardouin et al., 2020; National Health Service, 2013; Sandy et al., 1998) and the data from 

this cohort also demonstrates this applies to the New Zealand context. International data 

additionally shows that this need for psychological support is ongoing into adulthood 

(Ardouin et al., 2020; Nicholls et al., 2018; Sandy et al., 1998; Stock et al., 2015), with data 

from this study also supporting this for New Zealand adults. International literature has 

recognised that adults with cleft are a heterogenous group with a wide variety of different 

support needs. In the United Kingdom, Clinical Psychologists’ inclusion on cleft teams has 

been rolled out over the past two decades following the Clinical Standards Advisory Group 

report (Sandy et al., 1998). As a result, many young adults today in the United Kingdom have 

grown up with the benefit of routine and regular clinical psychology input for themselves and 

their family. This led to people who completed the 2018 Whole of Life Cleft Survey in the 
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United Kingdom to generally report a higher quality of life if they were younger than if they 

were older (Costa et al., 2021).  

In addition to support from friends and family, in the absence of formal support from clinical 

psychology, some participants in the cohort reported having received informal support from 

health professionals from other disciplines within the cleft team. While this was appreciated 

by those in the cohort, it is likely placing additional burden on the members of the cleft team, 

none of whom have clinical psychology training. The absence of clinical psychology was also 

evident in the finding that some participants were unsure what future treatment may be 

available to them or the risks and benefits of potential interventions. Clinical psychology is 

effectively used overseas as a conduit between the patient and the other members of the cleft 

team to ensure a patient’s goals for treatment are realistically aligned with what treatment 

could be expected to provide. For example, in the United Kingdom, the Clinical Psychologist 

is the coordinator of the cleft team (National Health Service, 2013). Their role is viewed as 

the lynchpin of the team, given their ability to evaluate the holistic needs of the patient and 

perform an advocacy role for the patient with the rest of the multidisciplinary team. Whether 

one is new to the cleft service, or is returning to the cleft service as an adult in the United 

Kingdom, they will first be seen by the Clinical Psychologist (National Health Service, 

2013). Provision of psychology treatment can also help to set realistic expectations as to what 

a proposed treatment is able to achieve and avoid the issue of patient dissatisfaction despite 

an objectively successful outcome as a result of an over ambitious expectation of what the 

treatment could achieve (Bemmels et al., 2013). By comparison, in New Zealand, the cleft 

team coordinator role is presently performed by either a Registered Nurse, or someone who is 

an administrative assistant. Their role focusses more specifically on the coordination of 

appointments, rather than the holistic patient-centred care goals.  

The notion of including psychological services as part of a multidisciplinary team is not novel 

for New Zealand. From 2010, the inclusion of clinical psychology care as part of the routine 

management of cancer care in New Zealand began (Ministry of Health, 2010). The report that 

was commissioned by the Ministry of Health to implement this, recognised that the level of 

psychological distress in cancer populations was under-detected and under-treated. The report 

also recognised that emotional distress was a common consequence of cancer, and may be 

present at any stage; not just limited to time of diagnosis. Stigma around psychological 

distress, lack of services and failure of clinicians to ask about psychological problems were 

all identified as factors which led to people not receiving the care they needed (Ministry of 
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Health, 2010). The best practice guidelines produced from the report required all larger 

cancer centres to incorporate psychological services as part of their service provision. Formal 

psychological assessment was recommended for cancer patients as part of the treatment 

decision making process (Reznik, 2006), a recommendation that has been adopted in the New 

Zealand guidelines (Ministry of Health, 2010). Most critically, the service provision was 

recommended to be delivered by specialist psychologists as part of the multidisciplinary 

cancer team, rather than as a standalone service. Similar to the guidance produced for cancer, 

in their Evidence Based Practice Guideline for treatment of Traumatic Brain Injury (TBI), 

Accident Compensation Corporation (ACC), also required that TBI services offer routine 

psychological support as part of the treatment pathway (New Zealand Guidelines Group, 

2006). If we compare the findings related to psychological wellbeing and need in individuals 

with cleft to the issues highlighted in cancer and TBI management, it stands to reason that a 

similar approach would be warranted.  

There has been previous recognition of the need for clinical psychology in New Zealand for 

patients affected by cleft. The Auckland regional cleft team, based at Middlemore Hospital, 

employed a part-time Clinical Psychologist (0.2 FTE) in the early 2010s, yet despite their 

service being well used, the funding for the position did not continue after this staff member 

left their post. In the absence of formal psychological treatment being provided by the 

Ministry of Health, the not-for-profit organisation Cleft New Zealand has made efforts to fill 

that void and raise awareness and provide support for psychosocial issues arising from cleft. 

While Cleft New Zealand’s work in this area is to be commended, it has significant 

limitations. As a volunteer run organisation, there is no guarantee of continuity of services, 

and in order to produce the best return for their investment, ‘coffee group’ sessions are 

offered. Naturally, these are not an appropriate forum for people to seek and receive 

individualised support, and furthermore, Cleft New Zealand’s peer support interventions are 

focussed primarily on the needs of new parents and young families, with support for adults 

being non-existent. Whilst peer support has been identified as a valuable support mechanism 

for people affected by cleft, these services should be an adjunct to, not a replacement for, 

professional psychological services (Ardouin et al., 2021c). 

A note on managing psychological need in the absence of Clinical Psychology on cleft teams 

In designing this study, it was predicted that unmet psychological need would be a significant 

factor relating to the impact that cleft-related speech differences have on people’s social and 

vocational experiences, and it was for this reason that questions about the level of 
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psychological support people had received were included in the interview questionnaire. 

International studies have found that a cleft care system cannot fully meet the needs of its 

patients until it routinely adopts cleft-specific clinical psychology services to the team 

(Ardouin, et al., 2020; 2021b; National Health Service, 2013; Sandy et al., 1998; Stock et al., 

2015). Our study demonstrates that New Zealand should not view itself as an exception to 

this, and therefore the Ministry of Health should adopt international cleft best practice 

guidelines to provide psychology services in a similar manner to which it already does for 

cancer treatment in this country (Ministry of Health, 2010). This will however take time to 

establish, and it is anticipated that the demand for the service would initially greatly exceed 

the supply. In the interim, all clinicians working with patients with cleft can take steps to 

address the psychosocial needs of their patients, including supporting them to develop 

strategies for treatment decision making, and managing issues with bullying or discrimination 

as it arises (Stock et al., 2020). Specific examples of steps clinicians can take to support 

patients in the absence of clinical psychology are provided in the clinical recommendations. 

Recognition of cleft as a lifelong condition 

The notion of cleft as a lifelong condition rather than a paediatric condition is relatively new, 

although is gaining traction across the world (Ardouin et al., 2021d; National Health Service, 

2013; Nicholls et al., 2019; Stock et al., 2015). Previous studies have recognised both the 

ongoing physical health needs of adults with cleft (Ardouin et al., 2021a; Hamlet & Harcourt, 

2015; Stock et al., 2015) as well as the ongoing psychosocial impacts of cleft (Ardouin et al., 

2020; 2021c; Nicholls et al., 2019). This study also found ongoing physical and psychosocial 

needs related to cleft across the cohort which covered the lifespan, supporting the idea that 

cleft is a lifelong condition with the potential to impact on various areas of life at continuing 

points throughout life in New Zealand. 

With increasing recognition of cleft as a lifelong condition comes increased necessity for the 

healthcare system to be provisioned to support adults returning to the cleft service later in 

life. A number of participants in our study reported that they were engaging in healthcare 

services related to their cleft, but were generally having to self-fund this treatment, 

particularly if they were older. Other participants not currently accessing treatment 

commented on a desire to access cleft-related services were it made available to them. Not 

only does the need to self-fund treatment impose a financial penalty on individuals with a 

history of cleft, their access to care may be suboptimal. The expertise for treating cleft in 

New Zealand sits within District Health Board funded cleft teams, which can only be 



 
86 

accessed by those who are eligible for taxpayer-funded cleft care; there is no option to 

privately see the cleft team. Therefore, enabling people of all ages to access the cleft teams 

would not only remove the financial barrier for adults accessing cleft care, but should also 

ensure everyone has access to appropriate expertise. 

This study also found significant variance in the treatment that participants had received. 

Typically, those who came through the healthcare system a long time ago had access to 

treatment that would be considered basic by today’s standards. Older participants in this 

cohort often reported only receiving primary surgical treatment and little follow up beyond 

this. Many participants had never been seen by a Speech Language Therapist or other 

members of the cleft team that are commonplace today. Consequently, older people in this 

cohort more commonly reported unaddressed physiological concerns compared with younger 

participants; findings that have been echoed in previous studies (Ardouin et al., 2020; Hamlet 

& Harcourt, 2015). Despite this, the public health system does not currently offer a formal 

pathway for these people to receive treatment from a cleft team, rather, any such treatment is 

at the discretion of the local cleft team, with decisions reportedly often being made for 

financial, rather than clinical reasons. Additionally, referrals may not even be reaching cleft 

teams at all. It is likely that many General Practitioners (GPs) and General Dental 

Practitioners (GDPs) are inexperienced with cleft, and may be unaware of the existence of the 

cleft team, or may only attempt to refer paediatric patients there. Consequently, generalists 

may be undertaking cleft-related assessment and treatment themselves without referring to 

someone with the necessary skills to treat cleft. This lack of GP and GDP awareness of cleft 

services, combined with attempted treatment by non-skilled health professionals has been 

documented overseas (Ardouin et al., 2021b). 

Improving access to cleft teams to permit people of all ages to access assessment and 

treatment would enable those who had their initial cleft treatment many years ago to benefit 

from modern technique and treatment options. Additionally, the ability to access cleft care at 

any age enables patients to change their mind and/or to make up their own mind regarding 

treatment, relaxing the pressure to make life-changing decisions at an early age. Parents are 

encouraged to support their children to wait until they were older and to make treatment 

decisions for themselves, rather than making treatment decisions on their behalf (Bemmels et 

al., 2013). However, this conflicts with pressures on parents to get treatments completed 

sooner rather than later in health systems that have an upper limit for treatment such as the 

22-28 upper age limit in Australia (Medicare Benefits Schedule Review Taskforce, 2019). 



 
87 

Recommendations for Clinical Practice 

The findings from this study have a number of implications for Clinical Practice. 

Routine Use of Patient Reported Outcome Measures (PROMs) 

Routine use of Cleft Patient Reported Outcome Measures (PROMs) when planning and 

evaluating surgical, speech, dental or orthodontic treatment are recommended, as they would 

provide valuable insight into the magnitude to which cleft is impacting on an individual’s 

holistic wellbeing, as well as the magnitude to which treatment has improved not only a 

patient’s physical presentation, but their emotional wellbeing too (Chang et al., 2017). 

PROMs are a validated measure that enable clinicians to see where a patient’s self-evaluation 

sits relative to other patients and normative data. In addition, repeated administrations of a 

PROM (for example both pre and post treatment) enable clinicians to see change over time 

within a patient. PROMs help identify the most salient concerns of the patient, even where 

this may be at odds with the view of the cleft team, as well as evaluate the efficacy of 

treatment from a patient’s perspective. The CLEFT-Q PROM (Klassen & Wong, 2018) is an 

example of a widely used cleft-specific measure of patient satisfaction containing 12 scales 

(for example satisfaction with facial appearance, speech function, speech distress, schooling 

etc.) which can be administered independently of each other in order for patients to only need 

to complete the scales which are relevant to them at their particular stage of treatment, with a 

large bank of normative data for people with cleft aged 8-29. The CLEFT-Q is free for 

clinicians to use and can be administered pre and post treatment to evaluate the impact of 

treatment. Use of the Speech Distress subscale is particularly encouraged since this scale 

evaluates the psychological impact and self-perception of speech differences. These concerns 

are less likely to be picked up using objective speech assessment measures. These scales are 

already in widespread use in cleft clinics overseas. The scales and user guide are easily 

interpreted by clinicians and will give an indication of a patient’s psychological concerns. 

Ideally, these concerns would then be addressed by a cleft team Clinical Psychologist, 

however in the absence of this, referral to a non-cleft-specialist Clinical Psychologist would 

be far better than offering no intervention. Additionally, Computerised Adapted Testing 

(CAT) is being explored with the CLEFT-Q, with a view to making it less cumbersome for 

patients to complete and clinicians to interpret, while still maintaining its validity as an 

outcome measure (Harrison et al., 2019). Therefore, the CLEFT-Q CAT could also prove to 

be a reliable, easy to implement PROM in New Zealand. Furthermore, in addition to cleft-

specific measures, there are generic quality of life measures which also could be valuable to 
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be used in a clinical setting, such as the standardised measures used in this study (Fitzsimons, 

2018; Magnus et al., 2016; Messer, 2012). In addition to offering a comparison within the 

cleft population, many of these measures also offer comparison to a normative sample of the 

general population. 

Signposting to Self-Help Resources 

Until such time as routine cleft-specialist clinical psychology is available in New Zealand, it 

would likely benefit some patients to use specialist cleft-specific and generic self-help 

psychology resources. This may include interventions such as ACT it Out; an evidence-based 

smartphone app being developed by the Centre for Appearance Research, which uses 

Acceptance and Commitment Therapy to support users to manage their emotional distress 

around having appearance differences (Zucchelli et al., 2021), or Speech at Home for self-

directed cleft-specific speech language therapy (Speech at Home, 2021). Additionally, adults 

with cleft may be directed to the Cleft Talk podcasts developed by the Cleft Lip and Palate 

Association (CLAPA) in the United Kingdom, which provide information specific to the 

ongoing needs of adults including emotional needs and healthcare needs (Cleft Lip & Palate 

Association, 2021). Locally, sign-posting individuals to the support and resources offered by 

the Mental Health Foundation, District Health Board Talking Therapies, and the telephone 

and SMS support offered by 1737 may be suitable for those for whom support from a 

generalist would be suitable. These self-help interventions may serve as a stop gap until 

clinical psychology can be implemented, and then as an adjunct once available (Ardouin et 

al., 2021d). In addition, Cleft New Zealand may be well placed to develop a programme to 

support the unmet needs of adults, similar to recent work undertaken by CLAPA in the 

United Kingdom. The CLAPA Adult Services Programme developed a significant number of 

resources tailored towards adults, including virtual and face-to-face workshops and seminars, 

panel discussions shared using podcast and video, as well as developing an information pack 

designed to be presented to all adults at the point where they leave routine cleft care (Ardouin 

et al., 2021d). Cleft New Zealand would be well-placed to create similar resources for the 

local cleft population. 

Establish a 20-year-old Clinic Appointment 

It is recommended that cleft clinics consider adding a routine 20-year-old follow up clinic 

appointment to their existing treatment schedule. Although many patients would still be 

receiving routine cleft care at that age, many others will have already been discharged. Given 

that it is around this age that most people are commencing further education, careers, and 
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romantic relationships, it would be an appropriate age to have a clinical review, as patients’ 

priorities may have changed since they were last assessed and new concerns may have arisen 

(for example, speech concerns, or genetic counselling). It would be suggested that this 

appointment be with the full cleft team. A 20-year review is already being used successfully 

in some parts of the United Kingdom (The Spires Cleft Centre, 2021). 

Taking a Holistic View of Cleft Care 

Implementing the health policy recommendations described in the next section will make 

cleft care more holistic in its setup, however it is still important for individual clinicians to 

view cleft care holistically. Given the multitude of roles within a cleft team, it is easy to 

become focussed solely on treating one’s own area of expertise (for example, speech or a 

surgical intervention), although it is important to view the patient holistically. Discussing the 

patient’s broader life context, including their goals and ambitions for treatment is essential. 

This includes supporting them to make informed decisions such as by helping them to weigh 

up the risks and benefits of treatment options against the risks and benefits of not pursuing 

further treatment. Given the high prevalence of cleft in the Māori population, incorporating 

holistic Māori models of health where appropriate would be advisable. Te Whare Tapa Whā 

(Ministry of Health, 2017) encourages not only fostering physical health (taha tinana), but 

also viewing health in the context of mental health (taha hinengaro), family health (taha 

whānau) and spiritual health (taha wairua). Given the complexities of cleft care, considering 

these four domains would likely be useful not only for Māori patients, but for all patients and 

their families affected by cleft. Despite having developed an excellent model of holistic 

healthcare in New Zealand, currently the cleft service is only responsive to physical health 

needs (taha tinana). 

Promoting the Cleft Service to Primary Care Providers 

It is recommended that the Ministry of Health cleft teams work alongside General 

Practitioners, General Dental Practitioners, Cleft New Zealand and other advocacy groups to 

foster awareness of cleft as a lifelong condition and to promote the wider availability of the 

cleft service. The adult cleft population is inherently hard to reach as they are often no longer 

engaged with cleft care services, may be unaware of the supports available to them, and may 

wish to not identify with the cleft community (Ardouin et al., 2021d). Therefore, increased 

knowledge of the cleft service by general physicians also improves the likelihood of 

individuals with a history of cleft developing an awareness of their entitlement to cleft care 

services and being referred to the most appropriate service for treatment. Wider publicity 
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campaigns, spearheaded by support groups specifically targeting adults using a variety of 

media, have also proved to be successful overseas, as has developing printed and electronic 

resources for generalist clinicians informing them of the care pathway and services available 

for patients affected by cleft (Ardouin et al., 2021d). 

 

Recommendations for Health Policy 

The findings from this study have a number of implications for Ministry of Health policy 

regarding cleft services (or Health New Zealand if the current powers of the Ministry of 

Health are devolved to them in 2022) (Department of Prime Minister and Cabinet, 2021). 

Development of a Cleft Service Specification 

New Zealand has demonstrably fallen behind a number of other Western countries by not 

having a detailed outline of what cleft care in New Zealand should look like. This has 

allowed considerable inconsistencies between geographic locations and age groups to occur. 

It is recommended that the Ministry of Health consider the United Kingdom National Health 

Service’s cleft service specification as a template for similar services in New Zealand 

(National Health Service, 2013).  

At a minimum, the specification should include: 

• clear definition as to what constitutes a diagnosis of cleft 

• the required disciplines that make up a cleft team 

• a requirement for cleft care to be provided under the supervision of a cleft team 

• the services that a cleft team will and will not perform for their patients 

• the services that can be performed by local practitioners on behalf of the cleft service 

• confirmation that treatment provided through the cleft service is fully funded through 

taxation and therefore is free at the point of access 

• how patients, GPs and GDPs refer patients to the service 

• any maximum age limit to accessing the cleft service 

This specification would provide greater equity of cleft care across New Zealand, and 

increase patient, GP and GDP knowledge of the service. It also is anticipated to reduce 

instances of patients needing to self-fund cleft-related care. 
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Provision of Lifelong Cleft Care 

This study demonstrates, and the cohort in this study also strongly believe, that cleft care in 

New Zealand needs to be available at any age. It is clear that there is no end-date to 

experiencing cleft-related concerns, with many in this cohort reporting ongoing, recurring, 

and new concerns at all ages. Therefore, to place an age restriction on accessing cleft care 

would conflict with the evidence base.  

Additionally, within the current cohort of adults who were born with cleft, are a group of 

older adults (some of whom participated in this study) who underwent cleft care long before 

the current service provision was in place. As a result, they may have even more unmet need 

than someone who is reaching early adulthood today. It is important that they are able to 

access the same calibre of cleft care as anyone else. The only fair way to achieve this is to 

make cleft treatment freely available at any age. Lifelong cleft care should include all 

services that are made available to paediatric patients also being available to adult patients 

where clinically indicated (including speech language therapy). Therefore, it is recommended 

that in developing a cleft service specification as described above, the Ministry of Health do 

not impose an upper age limit on their specification. 

Inclusion of Clinical Psychology on cleft teams 

The unmet emotional wellbeing needs of this cohort are evident. This cohort demonstrated a 

strong preference to have received input from a Clinical Psychologist as part of their cleft 

journey, and most felt that the health system had let them down by not providing it to them. 

Of the few people who had accessed clinical psychology, the service did not fully meet their 

needs. The participants in this study indicated that this needs to change. 

The routine inclusion of a Clinical Psychologist as part of a cleft team would enable patients 

and their families to be supported at all stages of the cleft journey. This would include having 

professional support to process the cleft diagnosis, as well as support to understand the 

implications of proposed treatment and to feel empowered to ask questions of the treatment 

team and to make informed decisions. In this regard, the Clinical Psychologist takes on an 

advocacy role, bridging any gap between patient and cleft team expectation. In addition to 

this, a Clinical Psychologist who is specialist in cleft would be well placed to support with 

the wider challenges posed by cleft as they arise, including developing strategies to manage 

bullying and discrimination, social anxiety, and concerns about engaging in romantic 

relationships or having children. 
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In the United Kingdom, cleft teams have included a Clinical Psychologist as the centre of the 

cleft team as the team coordinator. A similar approach could be considered for New Zealand 

cleft teams where a Clinical Psychologist may be well placed to be the coordinator of the 

cleft service, given their ability to help both the patient and cleft team to understand the 

thoughts and expectations of one another. However it is implemented, access to clinical 

psychology at all stages of cleft care should be considered essential according to the 

evidence, and should be included by the Ministry of Health in the previously recommended 

cleft service specification. Clinical psychology was added to cleft teams in the United 

Kingdom following the recommendations of the Clinical Studies Advisory Group (Sandy et 

al., 1998). Interviews with adults who had accessed the cleft service both before and after the 

transition and inclusion of clinical psychology demonstrated the value that the provision of 

clinical psychology services has added to cleft care services (Stock et al., 2018). 

Summary 

If the three recommendations outlined above are adopted, New Zealand’s cleft service 

specification will be comparable to that of the United Kingdom; the service which was 

identified as the most robust in the literature review, as well as being the service routinely 

used as a benchmark for comparison in Australia (Williams et al., 2001) and New Zealand 

(Ayrey, 2015). Adoption of these recommendations will go a long way to reducing the 

inherent inequities in cleft care, and the ‘postcode lottery’ that currently exists. This will 

create a cleft care system that is patient-centred and responsive to both physiological and 

psychological need. Paradoxically, by creating access to lifelong care, and having services 

such as speech language therapy and clinical psychology available from early in life, it is 

likely that these early interventions may reduce the need for people to return to care later in 

life. 

It is noted that in April 2021, the New Zealand government announced plans to abolish DHBs 

and replace them with a centralised healthcare authority ‘Health New Zealand’ from mid-

2022 (Department of Prime Minister and Cabinet, 2021). Although it remains unclear exactly 

what the new ‘Health New Zealand’ service will look like, it is likely that these 

recommendations would be able to be more effectively implemented through a nationwide 

approach, such as that being proposed by the creation of Health New Zealand. Therefore, it 

feels as opportune a time as any for the Ministry of Health to consider such reform of the 

cleft care system. 
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Methodological Considerations, Limitations and Future Research 

This study provides insight into the experiences of New Zealand adults with cleft, a group 

who have not previously been studied. Furthermore, the impact of cleft-related speech 

differences on educational, vocational and social opportunities and choices in this cohort has 

been explored in detail. This is research which has not been carried out to date in New 

Zealand, and is very rare in the international literature. This study attracted a well-sized 

cohort for a study predominantly undertaking in-depth qualitative research. The diversity of 

the cohort was also a strength, with the study recruiting a variety of cleft types, age ranges, 

gender and ethnicity. The administration of standardised measures in addition to the 

qualitative interview has enabled the responses of this cohort to be compared with 

international cleft population data and general population data where available. However, 

methodological considerations and limitations for the present study must be considered. 

Māori Representation 

As reported in the introduction, Māori have the highest rate of cleft in the world. Therefore, 

effective lifelong management of cleft-related concerns is of notable concern to this group. 

While Māori representation in this study was population proportionate (n = 2; 11.8%), this 

number of Māori participants is too small to make any inferences about Māori specific 

findings. It would be of value for future studies to specifically examine the experiences of 

Māori who are affected by cleft, and how they perceive their treatment experiences and 

whole of life experiences to have been, with a view to identifying any specific 

recommendations or accommodations that may support this group on their cleft journey. 

Impact of Cleft-Related Appearance versus Cleft-Related Speech Differences 

Throughout the study, participants commented on the effects that cleft has had on various 

aspects of their life. In most cases, participants had one or more speech difference(s) and one 

or more appearance difference(s). These can be collectively referred to as cleft-related 

differences. In some instances, when recalling the effect of cleft-related differences on the 

various areas of life, participants reported being unsure whether this had been caused by 

speech differences, appearance differences, or a combination of both. However, this sample 

did feature four participants who identified as having an isolated cleft palate (CPO), and, 

therefore, identified themselves as having speech differences, but not an accompanying 

appearance difference. The fact that this group detailed similar effects of cleft-related 

differences to the UCLP and BCLP groups provides an indication that the impact of speech 
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differences in cleft is marked, and that the absence of an appearance difference does not 

appear to have resulted in a more positive experience overall. The sample size in this study is 

not large enough to determine statistically significant differences between the UCLP, BCLP 

and CPO groups to ascertain the role that appearance differences and speech differences play 

respectively, as well as any predictor variables arising from each. However, the results from 

the cohort indicate that speech differences present ongoing concerns in adulthood for 

individuals born with all cleft types represented in this study. It could be valuable for a future 

study to collect and compare the experiences of a larger cohort of individuals with CPO to 

those with UCLP and BCLP to better understand the influence of cleft-related appearance 

versus cleft-related speech differences. Furthermore, although they were excluded in this 

study, those with isolated cleft lip (CLO) would make a valuable addition to such a study 

given that they would typically exhibit cleft-related appearance differences in the absence of 

cleft-related speech differences and could act as a control group within the cleft population. 

Use of Standardised Measures 

The standardised measures that were used in this study were designed to give a summative 

overview of how the cohort in this study compare to a United Kingdom cohort of adults who 

were born with a cleft, and where available, to general population norms (between-group 

differences). Given the small sample size, standardised measures were unable to be used to 

determine any within-group differences (for example, by ascertaining whether the response 

given to a standardised measure could be used as a predictor variable for how the same 

respondent may answer certain qualitative questions). Nonetheless, this study has contributed 

the valuable observation that adults with cleft in New Zealand present similar responses on 

standardised measures to adults with cleft in the United Kingdom, suggesting that the 

concerns of the two populations are comparable. 

Use of a verbal interview 

There does appear to be somewhat of a paradox asking people who perceive themselves to 

have a speech difference to participate in a verbal interview. To participate in this interview, 

participants did have to be intelligible enough to be understood by the interviewer. 

Consequently, people whose intelligibility is severely affected by cleft were less likely to 

participate in the study. Furthermore, some participants commented that they felt less 

confident when talking on the phone or audio recording. Although participants did not have 

to listen to their recording back, it’s possible the knowledge that an audio recording was 

being generated could have been off-putting for some. Nevertheless, this study showed a 
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range of perceived speech intelligibility and acceptability scores and identified some 

significant ongoing speech concerns. The proposed changes as a result of this study would 

likely benefit all those affected by cleft-related speech differences, including those who may 

have felt their speech to be too impaired to participate in this study.  

Impact of the COVID-19 Pandemic 

This study was designed prior to and during the early stages of the COVID-19 global 

pandemic. It was originally anticipated that most interviews would take place face to face, 

with the researcher planning to travel to Auckland, Wellington and Christchurch to complete 

interviews. The option to interview via a Zoom call was intended for those unable to meet 

face to face.  

However, due to COVID-19 restrictions imposed by the New Zealand government 

(Department of Prime Minister and Cabinet, 2020), for part of the data collection period, face 

to face interviews were prohibited (alert levels 4 and 3), and for the rest of the data collection 

period it was deemed risky to travel to other New Zealand centres for the purposes of data 

collection (alert levels 2 and 1). Therefore, all interviews, except for one, were conducted via 

Zoom. In the context of the pandemic, it was both safer and easier to conduct interviews via 

Zoom, especially since the population had become more accustomed to using video 

conferencing technology. However, the ability to build the same level of rapport, and to pick 

up on non-verbal cues, such as body language, is more limited when using a video call, and it 

is unknown whether this may have impacted on the information that participants chose to 

disclose. Nevertheless, the study’s reliance on Zoom coupled with the general population’s 

increased comfort in using video conferencing platforms likely increased the geographic 

reach of this study, enabling those living outside of New Zealand’s major centres to take part. 

Although geographic data was not formally collected and reported, information disclosed by 

participants prior to and during the interviews confirmed that people participated from many 

regions throughout New Zealand. 

It is of note that some participants commented on the economic strain on the healthcare 

system and other government funds as a result of the pandemic, and perhaps this thinking 

may have made them less likely to feel that they could express a desire for greater funding for 

adult cleft care at the current time. 

Additionally, all the comparison studies referenced in this study undertook their data 

collection prior to COVID-19. It is recognised that some healthcare systems, such as the 
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National Health Service (NHS) in the United Kingdom, have become overwhelmed as a 

result of the pandemic and have fewer resources than they did at the time that the comparison 

studies cited in this paper took place. The impact that this will have on cleft care in these 

countries is not yet understood, although is currently being studied (Bruce et al., 2021; 

Davies et al., 2021). Nevertheless, even in the event of reduced access to cleft care in the 

short to mid-term internationally as a result of COVID-19 effects, New Zealand is in a unique 

position of having a health system which, to date, has not become overwhelmed by the 

pandemic and is comparatively well-resourced. Therefore, New Zealand should continue to 

strive to meet the accepted international cleft care standards which were in place prior to 

COVID-19. 

Upcoming Systemic Changes in New Zealand Healthcare 

It is worth noting that the data for this study was collected in 2020, and everyone who 

participated in this study did so during a period of time where healthcare was being provided 

through the District Health Board (DHB) system. Whether people received care through their 

own DHB or a neighbouring DHB was dependant on whether their DHB had a cleft team, 

although in any case it would always be delivered at a DHB level and not through a 

nationwide cleft service. Therefore, some of the findings in this study will be reflective of 

this manner in which the healthcare system is currently structured. It is noted that in April 

2021, the New Zealand government announced plans to abolish DHBs and replace them with 

a centralised healthcare authority ‘Health New Zealand’ from mid-2022 (Department of 

Prime Minister and Cabinet, 2021). This will inevitably alter the way in which funding is 

provided for cleft care and will likely impact on the ways in which cleft care in New Zealand 

is delivered. A longitudinal study examining cleft care provision in New Zealand both pre 

and post transition would provide insight into the impact of this change on cleft care. 

 

Recommendations for Future Research 

Finally, this study provides areas for investigation through future research.  

Investigating the prevalence of mumbling 

It was a novel finding in this study to have a number of participants describe decreased 

volume or mumbling as a salient cleft-related speech difference. It would be of interest for a 

future study to investigate this further, to compare any general population data where 

available, and to establish the cause(s) of any variance. 
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Investigate the impact of Cleft-Related Speech Differences versus Appearance Differences 

It would be interesting to better understand the effect of cleft-related speech differences 

compared with cleft-related appearance differences, versus when they occur concurrently. 

There is much research into the impact of appearance differences, and some research into the 

impact of speech differences, but no known studies that directly compare the impact of the 

two to establish if one is a greater predictor of ongoing concerns than the other. Potentially a 

study that compares those with isolated cleft lip and isolated cleft palate may be able to offer 

such a comparison. 

Local follow up studies  

Internationally, research has found the provision of psychological care as part of the cleft 

service to result in better long-term emotional wellbeing outcomes (Ardouin et al., 2020; 

Costa et al., 2021; Stock et al., 2015; 2016; 2018). It is a policy recommendation of this study 

that clinical psychology services be established. If the Ministry of Health adopts this 

recommendation, it will be valuable to begin comparing the experiences of those who have 

had access to this service with those who have not to measure the effect of this service 

provision. Similarly, following any changes to the provision and delivery of cleft care arising 

either from the development of a cleft service specification, or through the formation of 

Health New Zealand, longitudinal studies offering comparison of cleft outcomes pre and post 

any changes would be beneficial. 

International Studies of Cleft-Related Speech Differences in Adulthood 

The fact that participants are taking it upon themselves to mention their concerns about 

speech repeatedly to researchers cannot be ignored, although there is need for a greater 

heterogeneity in the populations studied. While it is positive to see diversity of age range in 

these studies, it is noted that all the studies on this subject, aside from this one, were 

conducted in the United Kingdom and Northern Europe, all countries with free access to high 

quality healthcare, considered to have a high standard of living, and featuring predominantly 

white populations. It would be of benefit for similar studies to be done in locations featuring 

greater diversity of ethnic group, and differing healthcare systems, such as those found in 

Low and Middle-Income Countries. It would also be valuable for a study to examine any 

rural-urban disparities in self-perception of the impact of cleft-related speech differences to 

offer comparison between the acceptance of a small town with the supposed open-

mindedness and liberal viewpoints which are more typically associated with larger towns and 

cities.  
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Conclusion: How do Speech Differences in Cleft Lip and Palate Impact Long-

Term Educational, Vocational and Social Life Choices/Opportunities? 

This was a mixed-methods study of 17 adults who were born with cleft palate or cleft lip and 

palate and investigated the presence or absence of any cleft-related speech differences, in 

addition to the impact that these had on their life to date. The study found that most 

participants identified as currently having, or previously having had a cleft-related speech 

difference. The cohort as a whole rated their speech intelligibility to be good, however they 

rated the acceptability of their speech to be lower and often this was a cause for ongoing 

concern. 

Reported speech differences were varied across the group but commonly included 

hypernasality, imprecise articulation, and reduced volume. Ongoing hearing difficulties were 

also reported by a significant number of participants in the study. Approximately half of the 

participants in this study had previously accessed speech language therapy services, with the 

remainder either not being offered these services, or were deemed to not require them. No 

one in the study was currently accessing SLT services. Participants who had previously 

received SLT services generally reported being satisfied with this treatment, although many 

people in the cohort expressed a desire to receive further SLT services if it were made 

available to them in adulthood. 

The impact of cleft-related speech differences was very varied across the participant group. 

Whilst for some, cleft-related speech differences did not seem to have impacted particularly 

negatively on educational or vocational opportunities, for others the impact was marked. 

Participants discussed having not pursued opportunities as a result of their cleft-related 

differences, most often as a result of a fear of negative evaluation by others. Furthermore, 

most participants were able to describe a time when they had experienced bullying and/or 

discrimination by others in an educational or vocational setting arising from their cleft-related 

differences. A number of participants commented that they felt public understanding of cleft 

and the challenges it poses remains low.  

It would seem that cleft-related speech differences had the greatest impact on people’s social 

competence and self-esteem, and most notably on their confidence when dating. While most 

people reported having good friendships, they also tended to report a sense of feeling lucky 

with their friends and that establishing new friendships could be difficult. The participants in 

the study spoke about dating being particularly difficult and the cohort typically started 
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dating much later than their peers, and were likely to have been in fewer relationships. Some 

participants had never been in a relationship despite a desire to be. Participants’ perception of 

how others may respond to their cleft-related differences was a strong barrier, despite most 

participants acknowledging that it was their own perception as opposed to the actual view of 

others that caused them to hold this opinion. 

It also is important to acknowledge the role that accompanying appearance concerns had on 

some of this cohort. Some participants felt strongly that it was their ongoing speech concerns 

which had the greater impact on their social and vocational outcomes, others felt it was their 

appearance concerns, while others felt it was a combination of both. 

By contrast, a number of people were found to have developed perspective around their cleft 

and in some cases even felt that cleft had afforded them some opportunities that may not have 

arisen otherwise. Most participants had given responses indicating that over time they had 

accepted their cleft, although it is important to acknowledge that it was often only through 

significant challenges and personal growth that they had developed this sense of acceptance. 

Some participants felt that they had developed a global sense of resilience, and had arrived at 

a stage of their life where cleft no longer worried them to a great extent. This is not to suggest 

that they did not still have ongoing challenges from cleft, rather that they felt better equipped 

to deal with these as they arose. Examples included participants detailing a sentiment of ‘just 

getting on with it’ as well as not worrying about thoughts and behaviours of others which 

were outside of their control. Routine psychological care was not available to any of the 

participants in this cohort, and most participants self-identified ongoing emotional support 

needs in adulthood. Therefore, a sense of resilience was not experienced by everyone, 

highlighting the individualised nature of the cleft experience, and the need for patient-centred 

holistic cleft care.  

This study demonstrates that cleft-related speech concerns have the potential to impact in 

detrimental ways on people’s social and vocational choices and opportunities, and in turn, on 

their emotional wellbeing. The study highlighted that a patient’s subjective perception of 

themselves would not necessarily agree with an objective assessment by a health 

professional. Therefore, performance on objective assessment should not be the only criterion 

for determining who is at risk of having difficulties in an educational, workplace or social 

context. 
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This study provides a valuable addition to the literature, looking at the long-term impact of 

cleft-related speech differences in a New Zealand cohort. Based on the findings from this 

study showing that unmet treatment needs remain well into adulthood, this study proposes a 

number of clinical, policy and research recommendations. These recommendations offer a 

blueprint for how future cleft services in New Zealand could be delivered. These 

recommendations are designed to reduce both the persistence of cleft-related speech 

differences, as well as decrease the likelihood of these differences impacting negatively on 

educational, social and vocational opportunities, and decision making if they were to persist. 
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Appendices 

Appendix One – Interview Schedule 

How do Speech Differences in Cleft Impact Long-Term Vocational and Social Life 

Choices/Opportunities? 

Introduction:  

1) Thank participant for their time 

2) Explain purpose of the study (to understand more about their experiences of growing 

up with a cleft, and specifically their perception of the impact of any speech 

differences) 

3) Outline interview procedure and remind participant that any information they provide 

will be confidential 

4) Emphasise that the interview may touch upon emotive issues and reassure the 

participant that they can pause or end the interview at any point 

5) Ask participant if they have any questions, and remind participant that they can ask 

questions at any point during the interview 

6) Complete consent form 

Demographic information and treatment history: 

1) What is your current age (in years)? 

2) What is your ethnic group? 

3) In which country were you born? 

4) If you were not born in New Zealand, how old were you when you moved to New 

Zealand? 

5) What type of cleft were you born with (to the best of your knowledge)? Cleft Lip Only 

(exclude); Cleft Lip & Palate; Cleft Palate Only 

6) Was your cleft on one side or both sides of your mouth/lip? 

One Side; Both Sides; Don’t Know; N/A 
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7) Do you have any associated conditions with your cleft? – e.g. stickler’s syndrome, 

Pierre Robin Sequence, van der woud syndrome etc. 

8) Please give a brief overview of the treatment you’ve received related to your 

condition (surgical, orthodontic, SLT, psyc etc.) 

9) Have you ever received a diagnosis of a mental health condition? 

Questions about Experiences 

1) How do you feel that having a cleft has directly impacted your speech? 

2) Do you perceive yourself to currently have a speech difference as a result of your 

cleft? (please describe) 

3) What (if any), speech language therapy have you received? 

a. Prompt question: How satisfied are you with the speech therapy you received? 

4) Tell me about your education experiences, including any situations where you feel 

your cleft/speech impacted your education? 

a. Prompt questions – what were your experiences like at school/university? Did 

you experience any teasing/bullying/discrimination? Were there education 

opportunities that you chose to take or not take because of your speech/cleft or 

other people’s reactions to your speech/cleft? 

5) Tell me about your work experiences, including any situations where you feel your 

cleft/speech has impacted your career choices and opportunities? 

a. Prompt questions: Are you currently in paid/unpaid employment? Why did 

you pick your career? Are there certain workplace tasks you do differently or 

do not do because of your speech? How have others in the workplace 

responded to you? Do you feel there are opportunities that you chose to take or 

not take because of your speech/cleft? Do you feel there are opportunities that 

you were offered or not offered because of your speech/cleft? Do you feel that 

you have ever been teased/bullied/discriminated against in the workplace? 

6) Tell me about your social experiences, including any situations where you feel your 

cleft/speech has impacted on your relationships with others? 

a. Prompt questions: Do you feel you had more, less or the same number of 

friends as others growing up? Do you think about your cleft/speech when 

meeting somebody for the first time/making a first impression? Do/did you 

discuss your cleft/speech with your parents? Do you feel that you are treated 

the same as other family members by your extended family? Do you feel that 
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you are treated the same as other people by your friends? Have you ever 

cancelled or not gone to something because of your cleft/speech? At what 

point in life did you meet the people you consider to be your closest friends? 

How did friends/family react to you having surgery/SLT 

treatment/psyc/orthodontics etc.? 

7) Tell me about your experiences with boyfriends/girlfriends/partners, including any 

situations where you feel your cleft/speech has impacted on romantic relationships or 

intimacy? 

a. Prompt questions: Do you have a current partner? Did you find establishing a 

romantic relationship to be easy or difficult? How do you find dating relative 

to your peers? How did your current/previous relationship start? How 

confident do you feel in a relationship relative to how your partner/others feel 

in a relationship? Do you feel that your cleft or speech influenced how 

partners/girlfriends/boyfriends viewed you? Have you had any experiences 

using online dating/dating apps? At which point do/did you disclose to a 

partner/prospective partner that you were born with a cleft? 

8) Tell me about your experiences in wider New Zealand society, including any 

situations where you feel your cleft/speech has impacted on your life in the 

community? 

a. Prompt questions: How do you feel when in the community running errands – 

e.g. at the supermarket, interacting at the petrol station etc.? How do you feel 

being in public spaces such as cafes and restaurants? How do you feel using 

public transport (buses, trains, planes etc.)? How do you feel using the 

telephone to speak to an unfamiliar person – e.g. phoning IRD, your utility 

providers etc.? How do you feel attending concerts/other public gatherings? 

Do you feel that the police/justice system treat you fairly? Do you feel that 

you’ve been discriminated against in New Zealand society as a result of your 

cleft/speech and/or the victim of a hate crime in NZ? 

9) Tell me about how your speech experiences overall have impacted your emotional 

wellbeing? 

a. Prompt questions: Do you experience anxiety (diagnosed or not) related to 

your health? Do you experience anxiety related to social experiences? How 

does your speech make you feel?  

10) Overall, how satisfied are you with your speech? 
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a. Prompt question: Would you consider having [further] speech therapy? Do 

others ever comment on your speech? 

11) Overall, how much of an impact do you feel speech differences have had on your life? 

12) Overall, how happy are you with the emotional support you’ve received to come to 

terms with being born with a cleft? 

a. Prompt question: Did you/would you have liked to receive support from a 

Clinical Psychologist growing up? Is this something you would like to receive 

now if it were available? Do you think enough attention is given to the 

emotional/mental health aspects of cleft/speech differences? 

13) Would you consider cleft to be a lifelong condition? Do you think Ministry of Health 

funded cleft treatment through a cleft team should be available throughout adulthood? 

Debrief: 

1) Tell the participant the interview has now ended, and offer them the opportunity to 

add any further comments or ask any questions 

2) Ask the participant how they found the interview – what they liked and didn’t like 

3) Tell the participant what the next steps are (i.e. we are interviewing other participants 

and analysing this information; we will then share the findings with academics, cleft 

teams and relevant charities; participants will also receive a summary of the findings 

themselves) 

4) Direct participant to their GP should they ever need extra support, and encourage 

them to contact us if they have any questions in the future 

5) Thank participant for their time and conclude the interview 
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Appendix Two - Standardised Measures Form 

1) On a scale of 1-5, how would you rate your speech intelligibility in your first language? 

Speech intelligibility is the ability for other people to understand the words that you are 

saying. 

o 1 – People rarely understand what I am saying 

o 2 – People often cannot understand what I am saying 

o 3 – People understand what I am saying some of the time 

o 4 – People usually understand what I am saying 

o 5 – People always/almost always understand what I am saying 

 

2) On a scale of 1-5, how would you rate your speech acceptability in your first language? 

Speech acceptability is how typical your speech sounds when compared to other people’s 

speech. 

o 1 – My speech sounds very different and others have commented on this. 

o 2 – I feel that my speech sounds quite different compared to other people who 

speak my language and dialect. 

o 3 – There are some aspects of my speech which are different. 

o 4 – My speech sounds similar to others – I maybe have one or two aspects of 

my speech that are a little different. 

o 5 – My speech sounds fairly typical for someone who speaks my language and 

dialect. 

 

3) Friendship Scales 

a) How many close friends do you have? 0, 1, 2, 3, 4 or more;  

b) Overall, how would you rate your relationships with your close friends? Poor, fair, 

good, excellent. 

 

4) Please complete the table below 
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Describes me 

very poorly 

Describes me 

quite poorly 

Describes me 

quite well 

Describes me 

very well 

I feel I am 

enjoyable to be 

with 

    

I feel 

uncomfortable 

when I have to 

meet new 

people 

    

I feel at ease 

with other 

people 

    

I am not very 

sociable 
    

 

5) Please complete the table below 

 
Describes me 

very poorly 

Describes me 

quite poorly 

Describes me 

quite well 

Describes me 

very well 

I am not 

satisfied with 

the way I do 

my work 

    

I am very good 

at my work 
    

I am not very 

productive in 

my work 

    

I am proud of 

my work 
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Appendix Three - Study Advertising 

 

Twitter: 

Are you an adult who was born with Cleft Lip/Palate & is living/has lived in New Zealand? 

I’d love to hear from you for a study @UCNZ looking at the impact of cleft-related speech 

characteristics. Email kenny.ardouin@pg.canterbury.ac.nz for more info! 

 

Facebook/Linked In/Instagram: 

Are you an adult who was born with cleft lip and/or cleft palate and is living, or has lived in 

New Zealand? I would love to hear from you for a study with the University of Canterbury 

looking at how cleft-related speech characteristics have impacted on your life and the choices 

that you’ve made. To find out more, get an information sheet, and register your interest, 

please email kenny.ardouin@pg.canterbury.ac.nz. 

 

 

Image used on Facebook/Instagram/Twitter/LinkedIn 

mailto:kenny.ardouin@pg.canterbury.ac.nz
mailto:kenny.ardouin@pg.canterbury.ac.nz
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Email from Cleft NZ to their database (Cleft NZ have already agreed to assist with 

this): 

Kia ora, 

My name is Kenny Ardouin, and I am an adult who was born with a cleft, and have studied 

and worked as a Speech Language Therapist. I have spent my time living and working 

between the UK and New Zealand. For the last couple of years, I have been working for the 

Cleft Lip and Palate Association (CLAPA), based in London, looking at the long-term 

impacts of cleft on people in adulthood. Along with my research team in London and Bristol, 

we have produced four papers looking at Emotional Wellbeing, Physical Health, Treatment 

Experiences, and Relationships, and the role that cleft experiences play in all of these. We 

have then used the data to deliver new interventions including the monthly Cleft Talk 

podcast, as well as a collaboration project with the UK’s National Health Service (NHS) to 

develop a “Leaver’s Pack”. You can read more about what we’ve been up to in the UK to 

support adults here. 

Over the next couple of years, in addition to finishing off the work that I’ve been involved 

with in the UK, I’m starting an exciting new project at the University of Canterbury looking 

at the long-term impact of cleft-related speech differences in New Zealand. This will be a 

study that looks at the impact people feel that their speech has had on their life (e.g. work 

experiences, relationship experiences, general experiences in public, their mental health etc.) 

The findings from this study will hopefully be used to inform policy makers (e.g. the 

Ministry of Health) of any gaps in service provision for adults who are affected by cleft, as 

well as anything that could be focussed on at an earlier age to avoid difficulties in adulthood. 

If you’re aged 18 or over, were born with a cleft palate, or cleft lip and palate and have 

accessed cleft care in New Zealand you’re eligible to participate. To find out more, get an 

information sheet, or to register your interest, please email 

kenny.ardouin@pg.canterbury.ac.nz. 

 

  

http://www.clapa.com/clefttalk
http://www.clapa.com/adultservicesproject
mailto:kenny.ardouin@pg.canterbury.ac.nz
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Email to cleft teams: 

Kia ora, 

My name is Kenny Ardouin, and I am an adult who was born with a cleft, and have studied 

and worked as a Speech Language Therapist. For the last couple of years, I have been 

working for the Cleft Lip and Palate Association (CLAPA), based in London, looking at the 

long-term impacts of cleft on people in adulthood. Along with my research team in London 

and Bristol, we have produced four papers looking at Emotional Wellbeing, Physical Health, 

Treatment Experiences, and Relationships, and the role that cleft experiences play in all of 

these. We have then used the data to deliver new interventions including the monthly Cleft 

Talk podcast, as well as a collaboration project with the UK’s National Health Service (NHS) 

to develop a “Leaver’s Pack”. You can read more about what we’ve been up to in the UK to 

support adults here. 

Over the next couple of years, in addition to finishing off the work that I’ve been involved 

with in the UK, I’m starting an exciting new project at the University of Canterbury looking 

at the long-term impact of cleft-related speech differences in New Zealand. This will be a 

study that looks at the impact people feel that their speech has had on their life (e.g. work 

experiences, relationship experiences, general experiences in public, their mental health etc.) 

The findings from this study will hopefully be used to inform cleft teams of any gaps in 

service provision for adults who are affected by cleft, as well as anything that could be 

focussed on at an earlier age to avoid difficulties in adulthood. It is hoped that the study could 

create rationale for Ministry of Health to increase service provision for cleft, if obvious gaps 

in care are identified. 

I would really appreciate you mentioning the study and offering an information sheet to any 

patients you see who are aged 18 or over, and were born with a cleft palate, or cleft lip and 

palate. If you, your team, or patients have any questions, please feel free to contact me at 

kenny.ardouin@pg.canterbury.ac.nz.  

http://www.clapa.com/clefttalk
http://www.clapa.com/clefttalk
http://www.clapa.com/adultservicesproject
mailto:kenny.ardouin@pg.canterbury.ac.nz

