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Abstract 

Cleft palate with or without cleft lip (CP±L) is one of the most common 

congenital conditions affecting children across the world. Although high quality 

surgical and specialist interdisciplinary intervention for children with CP±L is 

available in many countries, this condition continues to impact children’s speech, 

early expressive language, feeding, middle ear function, appearance, and daily life. 

This thesis considered the views of international specialist speech-language 

pathologists (SLPs) working with toddlers with CP±L primarily in medical settings, 

as well as educators, families and toddlers with CP±L using a holistic child- and 

family-centred model. Demands resulting from diagnosis and intervention often have 

a significant impact, so families were given control and agency over their stories with 

the goal of informing and ultimately transforming SLPs’ practice. The thesis is 

innovative, theoretically driven, purposeful and sequential in its approach to 

recommending a shift in the way SLPs approach practice with children with CP±L.  

The research presented in this thesis, known as the Toddlers with Cleft Palate 

Study, consisted of two parts presented as a series of seven publications: two 

encyclopaedia entries, one book chapter and four journal articles. Three theoretical 

frameworks underpinned the thesis: International Classification of Functioning, 

Disability and Health (ICF-CY; WHO, 2007), Convention on the Rights of the Child 

(United Nations, 1989), and family-centred practice (Espe-Sherwindt, 2008; Shelton, 

Jeppson, & Johnson, 1987). Combining these lenses provided unique insights and 

enabled holistic consideration of toddlers with CP±L, their rights, and their families’ 

experiences. Part One of the thesis provided definitions and outlined current practices 

with toddlers with CP±L. Drawing on the literature, the encyclopaedia entries 

outlined common craniofacial conditions and the impact of CP±L on speech. In the 

Toddlers with Cleft Palate Study 1: Specialist SLPs’ Perspectives, semi-structured 

interview data from the author’s Churchill Fellowship visits with six international 

specialist SLPs were analysed using directed content analysis framed by the ICF-CY. 

The findings indicated the ICF-CY had utility in describing specialist SLPs’ practice 

and that specialist SLPs do consider all components and contextual factors of the 

ICF-CY. However, there was less focus on Activities and Participation than on Body 

Structures and Functions and Environmental Factors (e.g., health services and 

geographic location).  
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Part Two of the thesis examined toddlers with CP±L and their families’ lived 

experiences, and how SLPs could best support them in the early years of life. A 

literature review outlined recommendations for supporting young children’s speech, 

language and communication to uphold their human rights in transnational early 

childhood education and care contexts. An innovative, ethnographic methodology 

was taken in the Toddlers with Cleft Palate Study 2: Toddlers’ and Families’ 

Experiences. This study involved observation, collection of speech and language 

data, interviews, photos, video data, and researcher reflection with seven toddlers 

with CP±L, 13 parents, and 12 significant others (e.g., educators and grandparents) 

around Australia. Speech and language data were evaluated to present a tutorial 

outlining a holistic communication protocol for SLPs to use with toddlers with CP±L. 

Interview data and 84 artefacts from the study (18 interviews, 29 videos, one 

extended audio recording of a mealtime, seven photos contributed by families, seven 

case history questionnaires, 18 field notes, four research reflections) were analysed 

inductively and revealed three themes in families’ experiences of raising toddlers 

with CP±L: the impact on the whole child, family strength and support, and family 

isolation and trauma.  

The findings of the two parts of the study were synthesised to present how 

generalist SLPs working with toddlers with CP±L could learn from clients and their 

families and best support them in their early years, representing a shift away from the 

traditional professional-centred medical model of treatment. Overall, there were three 

main findings from the thesis: (1) having CP±L affects many aspects of toddlers’ 

lives and development, not just their speech, (2) children and families’ voices should 

be privileged in co-creating the intervention journey in collaboration with 

professionals, and (3) non-specialist medical, allied health, and education 

professionals need to understand that the impact of CP±L extends beyond speech, and 

know how to support toddlers and families holistically. The thesis contributes to the 

literature on the impact of CP±L on toddlers and their families and is significant in 

terms of its ethnographic methodology and shift towards a collaborative, family-

centred approach to speech-language pathology practice. 
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Note on Style 

This thesis is presented in a logical, although not chronological, sequence and 

was undertaken as a series of publications. Relevant tables, figures, and appendices 

are numbered and contained in each chapter. Past tense was generally used 

throughout the thesis for consistency, except for Chapters 1 and 10 which at times use 

present tense. The papers were submitted to a range of speech-language pathology 

journals and an interdisciplinary cleft palate journal so there were some differences in 

language and style to reflect the publishers’ requirements. Further, the formatting of 

tables and figures is not always consistent with APA guidelines because of the 

guidelines of the journal they are in. The reference lists outside of the published 

articles were single-spaced, as per Charles Sturt University’s guidelines for doctoral 

research submission. Note there were typesetting errors in capitalisation, and 

additional commas added to the reference lists in the encyclopaedia entries that 

appear in the thesis (and online version of the encyclopaedia entries). These do not 

occur in the published hard copy version of the encyclopaedia. 

Note on Terminology 

Within this thesis there are some deliberate differences in terminology and 

spelling to accommodate target journal styles. In Australia, speech pathology is the 

preferred term, whereas in the United States speech-language pathology is used. 

Speech-language pathology and speech-language pathologist (SLP) were the terms 

used in the thesis, unless reporting quoting a participant. In the encyclopaedia entries 

the abbreviation CP/L was used; however, CP±L was used in thesis for completeness 

and correctness. 

Note on Spelling and Language Conventions 

The thesis adhered to the Publication Manual of the American Psychological 

Association (6th edition), using Australian/British spelling. However, as Papers 2, 3, 

5, and 7 were published in American publications, American spelling was used in 

these instances.   
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Chapter 1: Introduction 

Background  

Children with cleft palate with or without cleft lip (CP±L) have a congenital 

condition that occurs when the segments of the face and mouth do not fuse correctly 

in embryological development. While some causes of CP±L have been identified, its 

aetiology is generally unknown, but considered multifactorial, including genetic and 

environmental influences (Mossey, Little, Munger, Dixon, & Shaw, 2009). The way 

children speak, hear, and eat can be impacted if they have CP±L. Children with CP±L 

require multiple surgeries and interventions in the early years of life to close the cleft 

and ensure a working velopharyngeal mechanism and optimal occlusion (i.e., if there 

is a cleft of the lip as well). Management for children with CP±L happens through a 

specialist interdisciplinary medical team typically involving plastic and reconstructive 

surgeons, speech-language pathologists (SLPs), and orthodontists at a minimum, as 

well as nurses, ear, nose and throat (ENT) surgeons, audiologists, paediatricians, 

geneticists, dentists, psychologists, social workers, and others (American Cleft 

Palate-Craniofacial Association, 2018). Traditionally, given prioritisation of medical 

management by disciplines working with individuals with CP±L, research and 

intervention for children with CP±L has occurred within a medical model. However, 

there has been, and continues to be, a shift towards a more holistic, person-centred 

approach to treatment for individuals with CP±L, which includes listening to 

individuals and their families. The purpose of this thesis is to investigate how a 

holistic, family-centred approach to working with toddlers (aged 2 – 4 years) with 

CP±L can be achieved in the field of speech-language pathology. 

Speech and language of toddlers with cleft palate. 

There is a significant body of research focused on the speech and language of 

infants and toddlers with cleft palate, from the influential early work of researchers 

from Denmark (e.g., Fogh-Anderson, 1942), to important work from the United 

States in the mid-eighties  (e.g., Dorf & Curtin, 1990; Kritzinger, Louw, & Hugo, 

1996; Long & Dalston, 1982; O’Gara & Logemann, 1988) through to researchers 

publishing in the twenty-first century (e.g., Hardin-Jones & Chapman, 2018; Louw, 

Shibambu, & Roemer, 2006; Scherer, Baker, Kaiser, & Frey, 2018; Willadsen et al., 

2018). Early research into early speech of infants and toddlers with cleft palate (e.g., 

Dorf & Curtin, 1990) provided information about speech as a primary outcome for 

cleft palate repair. The majority of this research has been underpinned by the medical 
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model and taken a quantitative approach. From this important work, much has been 

identified about the speech and language characteristics of infants and toddlers with 

cleft palate. For example, early vocalisations and speech of infants with CP±L may 

have fewer alveolar and/or oral stops in than that of their peers without clefts, and the 

infants may have a preference for nasals and low-pressure sounds (Peterson-Falzone, 

Hardin-Jones, & Karnell, 2010). The researchers suggested that early vocalisations of 

infants and toddlers provided indicators of later speech proficiency and the possible 

presence of velopharyngeal insufficiency (e.g., Chapman, 2004). Children with CP±L 

typically have receptive language that is within normal limits (Hardin-Jones & 

Chapman, 2011). The children’s early expressive language may be mildly delayed 

compared to their peers (Hardin-Jones & Chapman, 2011). They may need early 

speech therapy to address these differences and/or delays in their speech and 

language development (Jørgensen & Willadsen, 2017). The speech and language of 

toddlers with CP±L has differences and delays compared to their peers without CP±L, 

necessitating research into suitable, effective early speech-language pathology 

intervention (e.g., Jørgensen, 2018). From the research, it is known that parents can 

be trained as agents of therapy to increase the children’s sound repertoires and 

expand their lexicons (Kaiser, Scherer, Frey, & Roberts, 2017; Scherer & Kaiser, 

2007). It has also been shown that taking a language-based approach to intervention 

can improve both language and speech (Scherer & Kaiser, 2007). It has been 

recommended that routine screening occurs into the early vocalisations and language 

of infants and toddlers with cleft palate, and children access speech therapy 

addressing speech and language delays and differences as needed, by the SLPs in 

their interdisciplinary cleft teams, or locally (Hardin-Jones, Jones, & Dolezal, 2020).  

Speech-language pathology management varies but there are 

recommendations for involvement in the treatment of toddlers with CP±L. SLPs may 

meet with families antenatally in some teams, to have a discussion with families 

about feeding and provide an overview of treatment. If a cleft is identified prior to 

birth, SLPs will often be involved at birth to provide support for feeding using 

specialist equipment (Peterson-Falzone et al., 2010). Then, reviews of children’s 

speech and language may occur from 12 months until school entry as part of annual 

multidisciplinary team review appointments. If needed, intervention may be provided 

within the interdisciplinary team by the specialist SLP, or the child may be referred to 

a local SLP (Table 1 of Paper 6, p. 212). 
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Table 1. Timeline of recommended treatment for children with cleft lip and palate in 

Australia 

Age Treatment Team members 

involved 

20-week ultrasound cleft lip may be diagnosed at 

this time 

Families may meet with a 

member of a cleft palate 

team 

Sonographers 

Maternal fetal medicine 

specialists 

Cleft palate team nurse 

or SLP 

Birth- Initial cleft palate team 

appointment meeting  

Plastic and 

reconstructive surgeon 

and team including SLP 

18 months-2 years Speech assessment SLP 

Ongoing Annual or regular reviews 

with the interdisciplinary 

cleft team to consider 

eating, speech, appearance, 

hearing, growth 

 

Plastic and 

reconstructive surgeon  

SLP 

Orthodontist 

Otolaryngologist/ENT  

4-5 years - onwards Possible surgery for speech 

(pharyngoplasty) for VPI 

Plastic and 

reconstructive surgeon 

SLP – for assessment 

and speech therapy 
Adapted from Fitzsimons & Thompson (2011) 

 

To summarise, the focus of research with children with CP±L historically has 

been to improve children’s speech with a view to assessing velopharyngeal function, 

and to aim for age appropriate speech sound development by the time the children 

start school (Kuehn & Moller, 2000).  

The potential impacts of cleft palate with or without cleft lip on a child 

and their family. 

There are far-reaching potential impacts of CP±L for a child and their family. 

In recognition of the way CP±L can impact individuals and their families, 

psychologists have become core cleft team members in some countries, such as the 

UK (Stock, Zucchelli, Hudson, Kiff, & Hammond, 2020). Parents may experience a 

range of responses to the diagnosis of their child’s cleft, including shock, sadness, 

worry for their child’s future, and guilt (Nelson et al., 2012; Stock et al., 2020). 

Children with CP±L may experience challenges related to their speech, hearing and 

appearance which can affect their well-being, interactions with others, and 

experiences of school (e.g., Havstam et al., 2011; Lee, Gibbon, & Spivey, 2017; 

Stock & Ridley, 2018; Tierney, O’Brien, Harman, Sharma, Madden, & Callery, 

2015). Long term outcomes for individuals with CP±L and their families are harder to 
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measure. This is reflected in the heterogeneity of results of studies in this area, 

highlighting the “complexity of adjustment to conditions such as CL/P” (Stock et al., 

2020, p. 187). Some identified potential long-term outcomes for adults with CP±L 

include poorer social engagement compared with the general population (e.g., 

Marcusson, Akerlind, & Paulin, 2001), lower educational and vocational achievement 

(e.g., Knight, Cassell, Meyer, & Strauss, 2015) and poorer health, both physical and 

mental (e.g., Demir, Karacetin, Baghaki, & Aydin, 2011). However, other studies 

have described little to no difference between adults with and without CP±L (e.g., 

Berger & Dalton, 2009).  

The psychosocial consequences of having a facial difference underlined the 

importance of health and education professionals knowing how best to support 

children with CP±L beyond the initial repair of the cleft (e.g., Bettens, Alighieri, 

Bruneel, De Meulemeester, & Van Lierde, 2020; Havstam et al., 2011; Kappen et al., 

2019; Stock et al; 2020). Adolescents and adults also talked about the importance of 

being included in the treatment journey, and that cleft teams needed to be mindful of 

how treatment information was presented as at times; for example, “the treatment 

process could exacerbate their sense of defectiveness” (Alansari et al., 2014, p. 225). 

Participants in the study by Alansari et al. also described the challenges in doctors 

addressing only their parents, and not them directly leaving them feeling they “lacked 

importance and control in the treatment process” (Alansari, 2014, p. 225). Some 

described their experiences as giving them a sense of “toughness” and felt that as a 

result of their interventions, they knew their own strengths (Havstam et al., 2011, p. 

26). Others reported negative feelings associated with their CP±L and the treatment 

they underwent, and a sense of being different from their peers growing up (e.g., 

Sharif et al., 2013; Stock et al., 2016; Tiemens et al., 2013). These insights provide 

opportunities for health professionals to be aware of ways they can include their 

clients with CP±L in the treatment journey to improve their experiences and 

outcomes and empower them. 

Shifting from a medical model to a child- and family-centred approach. 

A common perspective in interdisciplinary health teams supporting children 

with CP±L is seeing what Clark (2005) would describe as the children as “passive 

and in need” (p. 31), although this perspective may be implicit and unchallenged. 

Given that multiple interventions (e.g., surgery, orthodontics, speech-language 

pathology intervention) are required over the course of treatment, many health 
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professionals subscribe to the understanding of children as “in need” (Clark, 2005, p. 

31). Perceiving children as such perpetuates power imbalances between those 

providing and those receiving intervention. Seeing the “rich, active child” requires 

adults to reconsider the view of children as only passive and in need (Clark, 2005, p. 

31). The aim of this thesis is to shift speech-language pathology practice from a 

medical, unidirectional model of health care with toddlers with CP±L to one that 

draws upon the lived experiences of children and their families from their 

perspectives, to capture the joys, triumphs, skills, and insights of these children and 

families as assets for the design and implementation of intervention approaches that 

lead to optimal lifelong outcomes.  

Over the years there has been an increased focus on learning about the 

experiences of children and young people with CP±L to gain insights to improve 

interdisciplinary team intervention (e.g., Vallino & Louw, 2017). However, there has 

been less research from a speech-language pathology perspective about the 

experiences of toddlers with cleft palate and their families and the pressures on 

families who are in active intervention or referred to multiple services. Taking a 

qualitative, family-centred approach facilitates holistic speech-language pathology 

practice with these clients to ensure the focus does not narrow and remain only on the 

cleft. Further, with toddlers, given their age, it is essential to include the family and 

embed therapy strategies and approaches in family communication and routines. For 

older children, adolescents and adults with CP±L, there was a published review of the 

qualitative literature from 2013 (Sharif, Callery, & Tierney, 2013), which, using strict 

search criteria, found only four articles investigating the lived experiences of this 

population (Brunner, Georgopoulou, Verres, Komposh, & Müssig, 2004; Chapados, 

2000; Chetpakdeechit, Hallberg, Hagberg, & Mohlin, 2009; Havstam, Laakso, & 

Ringsberg, 2011). The authors of the review highlighted the importance of listening 

to the child’s perspective, to ensure truly child-centred intervention. Since this review 

was published in 2013, additional qualitative research has been published about 

children, adolescents, and adults with CP±L (e.g., Hall, Gibson, James, & Rodd, 

2012; 2013; Stock, Feragen, & Rumsey, 2015; 2016; Stock & Costa, 2020; Stock, 

Marik et al., 2020; Stock, Zucchelli et al., 2020; Tiemens, Nicholas, & Forrest, 2013; 

Tierney et al., 2015). Recurring themes across this review of the literature highlighted 

the need for the research to investigate the far-reaching impact of CP±L upon the 

chosen population. Themes of teasing and bullying highlighted the widespread 
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impact of the CP±L in the children’s lives (e.g., Bettens et al, 2020). The importance 

of talking openly about the cleft and the benefit of public understanding of facial 

difference, was supported by the literature (e.g., Havstam et al., 2011).  Listening to 

the children’s and families’ concerns, recognising children’s strengths, and providing 

strategies to build resilience in children and adolescent with CP±L were also shown 

to be important (e.g., Kappen et al., 2019).  

Overall Purpose 

The overall purpose of this thesis was to investigate the impact of CP±L upon 

the daily lives of toddlers’ and their families, and how SLPs can best support toddlers 

with CP±L and their families through speech-language pathology practice. 

Aims and Research Questions 

The chapters in the thesis aim to address the following research questions in 

the context of the study’s broader aims (see Appendix): 

1. Does international specialist practice consider toddlers holistically (i.e., from 

an ICF-CY perspective)?  

a. How does the ICF-CY map onto the practice of specialist SLPs 

working with toddlers with CP±L around the world?  

b. What aspects of specialist speech-language pathology practice cannot 

be mapped onto the ICF-CY?  

2. What are the experiences of toddlers with CP±L and their families?  

a. How does having a CP±L impact the lives of toddlers?  

b. How does CP±L impact upon toddlers’ communication and feeding? 

c. How does having a child with CP±L impact the lives of families? 

3. How can SLPs engage in child-centred practices for toddlers with CP±L?  

4. How can SLPs engage in holistic, family-centred practices for toddlers with 

CP±L?  

a. What measures can be drawn upon in a holistic communication 

assessment protocol for toddlers with CP±L? 

b. How can speech analyses be broadened from traditional articulation 

approaches to include phonological analyses to consider the 

communicative strengths and weaknesses of toddlers with CP±L?  

c. How can the experiences of toddlers with CP±L and their families be 

used to facilitate a shift from the professional-centred medical model 
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to enhance child- and family-centred speech-language pathology 

practices?  

Synopsis  

The thesis does not adhere to the traditional doctoral thesis format. Instead, it 

presents one study in two parts:  Toddlers with Cleft Palate Study 1: Specialist SLPs’ 

Perspectives and Toddlers with Cleft Palate Study 2: Toddlers’ and Families’ 

Experiences. It is composed of a total of 10 chapters, seven of which are publications 

(two encyclopaedia entries, one book chapter and four journal articles), and three of 

which are exegesis chapters. Each of the publications are presented in full as 

individual chapters, containing the relevant background, method, discussion and 

references. 

Part One: Specialist SLPs’ perspectives.  

Part One contains a general introduction and an overview of current practices 

with toddlers with CP±L from the perspectives of international specialist SLPs who 

work with them (Chapters 1-5). Chapter 1 (the current chapter) comprises the 

background to the thesis, situating the researcher, research questions, methodology, 

the aims and methods of the two studies, and the overall purpose of the thesis. All 

these topics are expanded upon in greater detail in individual chapters. Chapters 2 and 

3 are the encyclopaedia entries, “Craniofacial Anomalies” (Cronin & McLeod, 

2019b) and “Cleft Lip and Palate: Speech Effects” (Cronin & McLeod, 2019a) from 

the SAGE Encyclopedia of Human Communication Sciences and Disorders. These 

papers present an overview of the more commonly occurring craniofacial conditions, 

and effects of cleft lip and palate on speech, for a generalist audience, who are a key 

target audience of this encyclopaedia. These chapters represent a review of the 

current literature and distillation of information into a concise accessible format.  

Chapter 4 describes the theoretical frameworks chosen for this thesis. The 

theoretical underpinnings of the thesis distinguish it from other research with and 

about toddlers with CP±L. The International Classification of Function, Disability, 

and Health-Child and Youth Version (ICF-CY; World Health Organization, 2007) 

and family-centred practice (e.g., Espe-Sherwindt, 2008; Shelton, Jeppson, & 

Johnson, 1987) were the driving frameworks which informed the thesis in its goal of 

investigating a shift from the traditional medical model in speech-language pathology 

practice for children with CP±L. The Convention on the Rights of the Child (United 

Nations, 1989) also contributed to the way the research was conducted by grounding 

the research in a child rights perspective. Together these frameworks enabled a 
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holistic, and strengths-based consideration of toddlers with CP±L, and foregrounded 

the important perspectives of their families, while examining their experiences.  

Chapter 5 is part of the Toddlers with Cleft Palate Study 1: Specialist SLPs’ 

Perspectives. It is the journal article entitled “Applying the ICF-CY to Specialist 

Speech-Language Pathologists’ Practice with Toddlers with Cleft Palate Speech” 

(Cronin, McLeod, & Verdon, 2020a) published in The Cleft Palate-Craniofacial 

Journal. Chapter 5 examines international speech-language pathology practice with 

toddlers with CP±L by analysing data on international specialist speech-language 

pathologist practice from the researcher’s Churchill Fellowship1. A qualitative, 

directed content analysis approach employing the ICF-CY as a coding schema 

describes the practices of specialist SLPs with toddlers with CP±L. Findings from this 

paper include the breadth of ICF-CY categories that apply to toddlers with CP±L, the 

strengths and challenges of applying the ICF-CY as a directed content frame, and the 

importance of, and emerging interest in, holistic intervention for toddlers with CP±L. 

The findings of the study indicate that the medical model is frequently used by 

specialist SLPs with toddlers with CP±L and their families.  

Part Two: Toddlers’ and families’ experiences. 

Once the status quo of speech-language pathology practice with CP±L is 

established in Part One, there is then a shift in Part Two towards holistic, family-

centred approaches. Part Two of this thesis presents literature and findings from the 

Toddlers with Cleft Palate Study 2: Toddlers’ and Families’ Experiences, an 

ethnographic study grounded in holistic data collection based on the ICF-CY, using 

family-centred approaches and a child rights perspective. It examines how SLPs can 

holistically assess and understand the children’s and families’ experiences taking a 

strengths-based approach, and then translates these findings to generalist speech-

language pathology practice (Chapters 6-10). Chapter 6, the book chapter “The 

Rights of Toddlers With Speech, Language and Communication Needs in Early 

Childhood Education and Care” (Cronin, McLeod, & Wren, in press), applies a child-

rights lens to children with CP±L for the peer-reviewed book (Re)conceptualising 

Children’s Rights in Infant-Toddler Early Childhood Care and Education: 

Transnational conversations. Note, Dr Yvonne Wren did write a section of this 

chapter; however, this was an invited chapter and the commentary was added to the 

original contribution of Chapter 6. It is a discussion piece written for early childhood 

educators which applies a child-rights lens to toddlers with speech, language and 
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communication needs, describing the impact of communication difficulties on 

toddlers, and basic strategies for supporting these children in early childhood 

education and care (ECEC). The particular challenges toddlers with CP±L face in 

early life, and how this could impact them at their ECEC setting is described, with 

commentary from Dr Yvonne Wren, who supported the need to “…protect and 

promote their rights to survive and thrive, to learn and grow, to make their voices 

heard and to reach their full potential” (p. 3) and she similarly advocates for system-

wide change within the ECEC sector to make this happen.  

Chapter 7 is the journal article “Holistic Communication Assessment for 

Young Children with Cleft Palate Using the ICF-CY” (Cronin, McLeod, & Verdon, 

2020b), accepted for publication in Language, Speech, and Hearing Services in 

Schools. Chapter 7 presents the first publication of data from the Toddlers with Cleft 

Palate Study 2: Toddlers’ and Families’ Experiences. Chapter 7 is a tutorial that 

describes the ways SLPs can apply a holistic lens (i.e., the ICF-CY; WHO, 2007; 

Convention on the Rights of the Child; United Nations, 1989) to the assessment of 

children with CP±L. A family-centred methodology was employed that shifted power 

dynamics away from the researcher to explore children’s strengths and needs, and 

families’ experiences of their child’s communication development through 

ethnographic collection of speech and language data from seven Australian toddlers 

with CP±L and their families. Findings from the paper include the benefits of 

prioritising a case history interview to build relationships and gain insights from 

families’ perspectives (i.e., letting them control their child and family narratives), 

gathering information about children’s communication across contexts, and 

evaluating assessment data in the context of observation.  

Chapter 8 is the journal article “Persistence, strength, isolation and trauma: 

An ethnographic exploration of raising a child with cleft palate” (Cronin, Verdon, & 

McLeod, 2020b), currently under revision in an international journal and is the 

second publication of data from the Toddlers with Cleft Palate Study 2: Toddlers’ 

and Families’ Experiences. The study draws deeper into the privileging of families’ 

voices through an ethnographic methodology that revealed the strengths and depth of 

the focus on the children by using child-led interactions and gathering information 

from the perspectives of their significant others including immediate and extended 

family members and educators. Different artefacts (18 interviews, 29 videos, one 

extended audio recording of a mealtime, seven photos contributed by families, seven 

case history questionnaires, 18 field notes, four research reflections) were analysed 
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inductively and generated three themes: (1) the whole child (persistence, 

communication, activities, mealtimes), (2) family strength and support (strong 

families, external support, attitudes, advocacy, positive medical experiences) and (3) 

family isolation and trauma (negative medical experiences, traumatic and challenging 

experiences). The supports available to, and struggles experienced by, the families of 

children with CP±L have relevance to planning and implementing effective, holistic 

and family-centred speech-language pathology practice. Taking an ethnographic 

approach elucidated these insights, that might not otherwise have been captured 

without participant-observation. 

Chapter 9 is a journal article “Working with Toddlers with Cleft Palate: 

Learning from Clients and Families” (Cronin, Verdon, & McLeod, in press), 

currently under revision in an Australian practitioner journal. In Chapter 9 the 

collective findings from this thesis are translated to the target audience (i.e., 

generalist SLPs), to facilitate the translation this research into meaningful change to 

the status quo. To do this, the paper empowers generalist SLPs with knowledge to 

facilitate holistic practice with toddlers with CP±L and their families by describing 

strategies and considerations informed by the ICF-CY, Convention on the Rights of 

the Child, family-centred practice, and evidence to support implementation. Chapter 

9 also collates the data relating the family experiences to provide a fact sheet for 

families whose child is diagnosed with CP±L to provide information that families in 

the study indicated that they would have liked to have known, as well as a paired 

handout translating the findings of this thesis for SLPs in the appendix of the paper. 

Chapter 10 is the conclusion of the thesis. It includes a summary of the studies 

in the thesis, the key findings that permeate throughout the thesis, the contribution of 

the research to the field, the implications for policy and practice, the limitations of the 

research, future directions for research, researcher reflections and final conclusions. 

Situating the Researcher 

It is important to situate the researcher to consider their impact on the design 

and interpretation of data, particularly given the inclusion of qualitative methodology 

in this thesis (Patnaik, 2013). There have been several opportunities and experiences 

that have shaped my career and this thesis. These include: my strong interest in working 

with toddlers with CP±L, a supportive workplace and mentors, my desire to contribute 

to the field of speech-language pathology and early childhood education through 

research and receiving a Churchill Fellowship. Each of these experiences have shaped 
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the lens that I have brought to the conceptualisation of the research presented in thesis 

and the interpretation of its findings.  

I first knew I wanted to work with children with CP±L when I was 15. It was 

during high school work experience that I had the opportunity to observe some speech-

language pathology sessions with toddlers with CP±L and also craniofacial conditions. 

My work experience in the cleft and craniofacial clinics made a profound impression 

on me, and it became my goal to work with these children and their families from that 

point onward. After graduating as a speech-language pathologist and working in early 

intervention, I was fortunate enough to join the Cleft Palate Clinic at The Children’s 

Hospital at Westmead in Sydney Australia in 2012 when a new position was created 

with a focus on early intervention for infants and toddlers with CP±L.  

Joining the team at Westmead was a privilege. I had many wonderful 

opportunities in my time there, including meeting world experts in the field of cleft 

care from the US such as Dr Mary Hardin-Jones, Dr Kathy Chapman, Dr Nancy 

Scherer and Dr David Jones at the Velopharyngeal Insufficiency (VPI) Update Seminar 

the team hosted in 2014. The team focused on research and quality improvement and 

encouraged me to examine my own assumptions and understanding of the best way to 

support toddlers with CP±L.  

It was during my time working with children with CP±L and their families that 

I became aware of areas requiring further consideration when delivering speech 

intervention for these children. That is, there was a need for intervention to be holistic 

and family centred. However, current practice made this challenging because of the 

medical setting and medical model inherent in hospital-based intervention. It was from 

working with families and seeing the functional impact of their children having a CP±L 

and realising the limitations in how these barriers could be addressed with the services 

I could provide, that I decided to embark on a PhD.  

I applied for a Churchill Fellowship to meet with world expert researchers and 

clinicians in cleft care. I was fortunate to be successful in my application and visited 

New Zealand, Brazil, US and Denmark. The report from my Churchill Fellowship was 

published in 2016 (Cronin, 2016). After completing my Churchill Fellowship, I started 

my PhD full-time in September 2016 to maintain the momentum generated by my 

visits. The Churchill Trust and world expert researchers had given permission for 

information collected during my visits to be included in future research. I started my 

PhD with the hope that I could contribute to the evidence base for the speech-language 
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pathology discipline and make a difference to the lives of children with CP±L and their 

families.  

Over the past few years, I have enjoyed learning from many children CP±L and 

their families as part of the data collection for my PhD. Recently (2019), I re-

commenced clinical work part time, providing an opportunity to apply findings from 

my thesis and to reconsider the tensions SLPs face when working clinically. That is, I 

have been able to consider how SLPs marry demands and requirements from their 

places of employment and obligations to their clients and families. This has added a 

different perspective as I have been analysing data, interpreting the results from this 

thesis, and conceptualising how best they can be translated to practice as I work part-

time within a hospital.  

Each of these experiences have influenced my choice of theoretical 

frameworks and methodology. The lens through which I conceptualised and carried 

out this doctoral research was shaped by experiences working as a speech-language 

pathologist with children with CP±L and also strongly influenced by years working 

within a medical model. Taking a child- and family-centred approach to research 

required destabilising of beliefs I had long held to best consider the rights of the child 

in planning and conducting research. Experiences with international cleft palate 

teams also shaped my lens through exposure to clinics and research centres with 

varying philosophies and resourcing. My previous experience working as part of a 

multi-disciplinary team with a family-centred approach to early intervention 

facilitated holistic thinking while practising in a medical model. Understanding the 

view of the “rich, active child” (Clark, 2005, p. 31), as described in early childhood 

education literature, has helped challenge my previously held viewpoint that children 

are passive and in need of intervention to “fix” them. Shifting my thinking was and is 

an ongoing process. It represents consideration of the rights of the child, and family-

centred practice, within the medical model, towards a child-centred approach. 

Methodology  

The thesis draws upon data collected during two studies: (1) Toddlers with 

Cleft Palate Study 1: Specialist SLPs’ Perspectives and (2) Toddlers with Cleft Palate 

Study 2: Toddlers’ and Families’ Experiences.  

Approaches. 

Study 1 used a qualitative approach, and Study 2 used a mixed methods 

approach. The qualitative research in Studies 1 and 2 focused on investigating the 

quality and complexity of human behaviour and adhered to the principles of 
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phenomenology and ethnography (McMillan & Wergin, 2010; O’Toole & Beckett, 

2013). Qualitative researchers take the view that knowledge is gained by 

“understanding the direct experience of others” (McMillan & Wergin, 2010, p. 7). A 

wide-angle lens view of the phenomenon is taken, examining its breadth and depth. 

Results do not need to be generalisable to other populations, but do need to be 

trustworthy, credible and logical (McMillan & Wergin, 2010). 

In Study 1, a qualitative approach was selected to explore the current practices 

of international specialist SLPs and allowed for the collection of detailed description 

and expert opinion. In Study 2 a qualitative approach was selected to facilitate the 

shift away from the medical model towards holistic, family-centred practice by 

capturing and observing the experiences of toddlers with CP±L and their families. To 

a lesser extent, a quantitative methodology was used in Study 2 to summarise and 

describe the speech and language of toddlers with CP±L (Chapter 7) (cf. McMillan & 

Wergin, 2010).  

Quantitative research focuses on control (e.g., of variables) and prediction 

(McMillan & Wergin, 2010). It adheres to a number of assumptions including 

objectivity, reliability, and generality, or external validity (Harrison, 2018). However, 

quantitative research can represent the opposite of qualitative research, whereby only 

what is measured is considered, rather than taking into account context and the 

participants’ previous experiences. Direct speech assessment, standardised language 

assessments, and speech and language samples in play were used to do gather 

quantitative information about the child participants’ communicative functioning. 

Percentages and averages were used to describe the speech and language data 

collected (cf. McMillan & Wergin, 2010). Descriptive statistics were reported on the 

speech and language data. Taking a mixed methods approach to Study 2 provided the 

advantage of collecting both objective data and being able to contextualise or 

compare it to the subjective data, combining existing speech-language pathology 

practices with model approaches for engaging in holistic, family-centred practice.    

Ethics.  

The Toddlers with Cleft Palate Study had ethical approval from the Charles 

Sturt University Human Research Ethics Committee (protocol number H18092).  

Method. 

Toddlers with Cleft Palate Study 1: Specialist SLPs’ Perspectives.  

The Toddlers with Cleft Palate Study 1: Specialist SLPs’ Perspectives is 

presented in full in Chapter 5. It was a phenomenological examination of 
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international specialist SLPs’ practices and ideas regarding the optimal management 

of speech problems in toddlers with cleft palate. Data collection occurred during 7½ 

weeks of site visits to international specialist SLPs with experience working with 

toddlers with CP±L. The researcher spent time interviewing the specialist SLPs, 

observing clinics and sessions with toddlers and families, and talking with the 

specialist SLPs’ colleagues. The ICF-CY was used as a theoretical framework for this 

study, as although the initial aim of the Churchill Fellowship was to understand how 

to best manage speech problems of toddlers with CP±L, the research quickly pivoted 

to be focused on the whole child. The specialist SLPs worked in different 

interdisciplinary cleft teams, speech-language pathology clinics, hospitals and 

universities in New Zealand, Brazil, USA and Denmark.  

Data collection. 

The researcher spent four days at each site with each specialist in an effort to 

observe and participate in the specialists’ contexts/clinics. These sites included 

interdisciplinary cleft palate clinics and universities in New Zealand, Brazil, US and 

Denmark. Semi-structured interviews with the specialist SLPs were conducted, 

recorded and professionally transcribed. Consent was obtained from participants at 

the time of each visit to use the interview data for the Churchill Fellowship report, 

and for future use in subsequent research. The data collection was not part of this 

PhD research. The data analysis was part of the PhD. 

Data analysis. 

Data analysis took place across several stages. The transcripts were uploaded 

into NVivo12 (QSR International Pty Ltd, 2018), a software package designed for use 

with qualitative and mixed-methods data that facilitates the organisation, storage and 

retrieval of large data sets to ensure rigour in research, and facilitate data analysis 

(QSR International Pty Ltd, n.d.). Directed content analysis (Hsieh & Shannon, 2005) 

involved coding qualitative data using the ICF-CY (WHO, 2007), the predefined 

framework to extract meaning from the data (Hsieh & Shannon, 2005). The 

transcripts were analysed sentence by sentence using a predetermined subset of 

categories from the ICF-CY identified from the literature (e.g., Neumann & 

Romonath, 2012; McCormack, McLeod, Harrison, & McAllister, 2010). Sentences 

could be, and often were, coded to multiple categories. The results of Study 1 present 

current specialist practice through the lens of the ICF-CY to highlight if and how 

holistic practice is being utilised in this field of practice. More detail is included in 

Chapter 5. See Appendix B for how trustworthiness was addressed. 
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Toddlers with Cleft Palate Study 2: Toddlers’ and Families’ Experiences. 

The Toddlers with Cleft Palate Study 2: Toddlers’ and Families’ Experiences 

is presented in Chapters 7, 8 and 9. It used ethnography as its methodology with 

mixed methods of data collection and analysis to examine the communication of 

seven toddlers with CP±L and their families.  

Children as active participants in research. 

In Study 2, guided by the Convention on the Rights of the Child as a 

theoretical lens, toddlers’ rights and assent were considered in all aspects of study 

design and data collection. The child participants were treated as competent 

communicators and given agency to participate in research. Shier (2001) described 

the Pathways to Participation model with five stages of increasing participation for 

children which was incorporated into the study methodology. These five stages 

proceed from the least involved to the most involvement of the children; however, 

they are not a hierarchy but instead demonstrate how organisations and 

researchers/individuals may engage children (Shier, 2001).  

These stages are: 

1. Children are listened to 

2. Children are supported in expressing their views 

3. Children’s views are taken into account 

4. Children are involved in decision-making processes 

5. Children share power and responsibility for decision-making 

That is, the way children may participate in research, is dependent on the 

context, the child and the researcher or individual’s capacity. Involving the children 

more in the research involved a redistribution of power between the researcher and 

the children in the study and required a degree of “role reversal” (Clark, 2005, p. 45). 

Acknowledging the power of the toddlers lead the research in unexpected directions 

and discharged adults from the responsibility of being all-knowing (Clark, 2005). In 

the case of working with toddlers with CP±L, there was a need to be vigilant about 

monitoring their capacity to participate on a moment by moment basis. For example, 

“baby cam”, or a small camera worn on a headband to capture the child’s perspective, 

as used in the Infants Lives in Childcare study (Sumsion et al., 2011) was chosen as a 

method of data collection for Study 2. However, it was not possible to use baby cam 

with the participants given they had sensory issues and did not like their heads or hair 

or ears being touched and did not consent to its use. Therefore, in keeping with Stage 

4 of Shier’s model, this method of data collection was removed from the study 
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design. Adopting Shier’s model demanded the researcher acknowledge the children’s 

capacity in any given moment to participate by considering the children’s health, and 

the stressors in the family in that moment. Child assent was sought from the young 

participants by monitoring their non-verbal assent and willingness to engage with the 

researcher, and their verbal responses (e.g., telling the researcher “no” or “yes”) 

where possible. It was an ongoing process (Dockett & Perry, 2011), and is described 

further in Chapter 9.  

Methodology.  

Family-centred practice informed every aspect of the research design in Study 

2, that is, conceptualisation, recruitment, data collection methods, and data analysis. 

Ethnography was chosen as the methodology for the Toddlers with Cleft Palate 

Study. Ethnography was selected because it privileged the voices of the toddlers and 

their significant others, shifted power away from the researcher, and provided 

multiple perspectives to inform holistic, family-centred practice (Chapters 7-9). 

Ethnography is a methodology with a rich history that originated in the disciplines of 

anthropology and sociology, but has been adopted in many fields (e.g., architecture, 

forestry, radiography, speech-language pathology) (Harrison, 2018; Hayre & 

Blackman, 2020; Howe et al., 2019; Verdon, McLeod, & Wong, 2015). It is a 

qualitative methodology that involves studying and “describing a particular culture” 

(Spradley & McCurdy, 1972, p. 3). Embedded ethnography contains two key 

elements: (1) the researcher acts “as some kind of team member” (Reiter-Theil, 2004, 

p. 23) who is independent from the project, but familiar with it, and (2) the researcher 

is expected to give the participants meaningful recommendations about the data, 

“interpreted within a theoretical frame” (Lewis & Russell, 2011, p. 401). Embedded 

ethnography, as was conducted in this study, has been proposed as an alternative to 

traditional ethnography, with a recognition that shorter ethnographies still provide an 

understanding of a culture, as long as the researcher adopts “an attitude towards 

‘being there’ sufficient to experience the mundane and the sacred” (Lewis & Russell, 

2011, p. 400). In light of the time restrictions associated with this research, and the 

insights ethnography could provide about the lives and experiences of families of 

toddlers with CP±L, embedded ethnography was chosen as the methodology for 

Study 2.  

Data collection.  

Researchers collect many different types of data in the course of an 

ethnographic study; however, one of the fundamental elements of ethnography is 
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participant-observation, whereby the researcher moves between participating in the 

culture they are researching as “a member of a community” and simply observing 

(Harrison, 2018, p. 20). Key to this is the researcher being present physically in the 

culture or community they are learning about. In the Toddlers with Cleft Palate 

Study, the researcher travelled to visit each of the seven families over four months, 

visiting individual families from two to five times. That is, the researcher was 

embedded with the families, albeit briefly, spending time with the families as they 

carried out their days and observing and participating in their routines and building 

trusting relationships, as is a central tenet of family-centred practice (Espe-Sherwindt, 

2008). The data collected with each family varied, with respect to the family’s wishes 

in keeping with a child rights perspective and the principles of family-centred 

practice. For example, with one child’s family, [Jett]2, the researcher met multiple 

members of the family and interviewed them, as facilitated by the family. However, 

for another child’s family [Peyton], only the mother in the family was interviewed, 

with no other members of the child’s life identified to the researcher. For some 

families, the researcher only visited them in the home, whereas for other families 

[Flynn], the researcher became a participant observer in other areas of the child’s life, 

being included in mealtimes and trips to school and throughout the community (e.g., 

swimming lessons, going to school drop off). Speech and language data were also 

collected during the time spent with the families. An ethnographic, or sociocultural 

approach was also taken to collecting speech and language data with parent 

questionnaires, direct observations, criterion-referenced and standardised assessments 

being used. Ethnographic assessment has previously been used in speech-language 

pathology with multilingual children and involved SLPs using a “RIOT” framework 

(i.e., review, interview, observe, test) (De Lamo White & Jin, 2011). In the current 

study this involved: reviewing information available about the child participants that 

the families provided, interviewing the parents and families about the toddlers, 

observing the toddlers across multiple settings (where possible), and then assessing 

the toddlers’ communication (De Lamo White & Jin, 2011). Taking a flexible 

approach to data collection was important for ensuring the research was family-

centred and allowed for the building of trust and rapport with participants, this 

approach differs from a quantitative paradigm which emphasises replicability and 

consistency.    

Multiple types of data were collected in this ethnographic study to inform a 

deep and rich understanding of the experiences of families of toddlers with CP±L, 
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more than could have been obtained by “less intensive approaches” (Howe et al., 

2019, p. 94). Types of data collected included observations, field notes, semi-

structured interviews, personal reflections from the researcher, photographs, videos, 

an extended audio recording of a mealtime, case history interviews, and data about 

the toddlers’ speech and language (see Chapter 7 for a full list of measures used). The 

need and benefits of collecting multiple forms of data became clear given the 

variation in the toddlers’ communicative function. For example, completing 

standardised assessments would not be ethical, child friendly or provide insights into 

functioning for one participant, Sophia, who had a global development delay. 

Observation was a better way of assessing Sophia. Collecting multiple types of data 

meant that this child was not excluded from the study and allowed the researcher to 

be mindful of the toddlers’ capacity when deciding which types of speech and 

language data to collect (Howe et al., 2019; Verdon, 2014).  

Data Analysis. 

The standardised and criterion-referenced measures used to evaluate the 

toddlers’ speech, language and communication were analysed by scoring according to 

the manuals, documenting raw scores, and applying descriptive statistics (in light of 

the small sample size). The qualitative data collected in the Toddlers with Cleft 

Palate Study were analysed inductively in NVivo12 (QSR International Pty Ltd, 

2018). The 84 artefacts were entered into NVivo: 18 interviews, 29 videos, one 

extended audio recording of a mealtime, seven photos contributed by families, seven 

case history questionnaires, 18 field notes, and four research reflections  

Data analysis took place in seven steps, adapted from the method proposed by 

Howe et al. (2019). See Appendix B for how trustworthiness was addressed: 

1. Data cleaning. The data collected in the study were organized and sorted by 

site and type. All photos and videos were considered for analysis.  

2. Labelling. Each piece of data was given a label that contained the child 

participant reference and the type of data collected. For example, an interview 

transcript labelled “S1-Father-SPAAC-complete” would be interpreted as 

child participant (“S”) 1 interview with father using questions from the 

SPAA-C (McLeod, 2004) (“Father-SPAAC-complete”). 

3. Deidentifying the data. To maintain confidentiality and protect the identities 

of the participants, data were de-identified. Pseudonyms were chosen for all 

participants and replaces throughout the interview transcripts. Each child 

participant was assigned a reference number, according to the order in which 



42 

 

the researcher completed the home visits (e.g., “S1” for the first child 

participant seen) and city names were replaced with “the city” or “the town”. 

Only the researcher and her supervisors viewed the raw data, all of whom had 

ethical approval to do so.  

4. Digital uploading. Child by child, all data were uploaded into NVivo12 for 

analysis. Forms and hard copies were scanned and uploaded, electronic 

artefacts such as interview transcripts, photos and videos were digitally 

uploaded. 

5. Phase one member checking: Participants were sent the transcripts for 

member checking prior to analysis. In keeping with a family-centred approach 

that shifted power away from there researcher, participants were able to 

provide clarification on aspects of the data or request the removal of data they 

did not wish to be included.  

6. Phase one analysis. Each artefact was analysed inductively and assigned open 

codes by the researcher (Braun & Clarke, 2006). Data were organized and 

coded according the child participant they related to. Written data, such as 

interview transcripts, field notes and written case history forms were coded at 

the sentence level to preserve meaning and context. For example, this extract 

from an interview transcript from S1 “She does have a little group of friends 

at day care” was coded as “friends” and “ECEC”. Speech and language data 

were scored, analysed and transcribed as described in the manuals and agreed 

upon analytical frames (Chapter 7).  

7. External validation. One artefact from each type of data was given to one of 

the supervisors to code for investigator triangulation, and to develop the initial 

coding schema (Johnson, 1997). Although it is recognised that qualitative data 

analysis is subjective, the supervisor’s coding added insights into possible 

interpretations of the data. Coding was similar; however, the supervisor added 

new codes according to her own insights/different lens. Discussions assisted 

thinking about how the data could be coded from multiple perspectives. 

8. Phase two analysis. Once all the data had been coded, the researcher and one 

of her supervisors examined the list of open codes. There were 355 open 

codes. Similar or conceptually related codes were grouped into 10 subthemes 

and from these subthemes, patterns and three overarching themes identified. 

9. Phase two member checking. A summary of the key themes (as represented in 

Paper 6, Figure 1) and translated findings (taken from Paper 7) were sent to 
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families to receive their feedback prior to finalisation and publication of the 

findings. Five out of the 7 families responded. Their feedback was 

incorporated into the final version of Papers 6 & 7. 

Conclusion 

The thesis used mixed methods guided by the ICF-CY (WHO, 2007), family-

centred practice (Espe-Sherwindt, 2008; Shelton, Jeppson, & Johnson, 1987), and 

Convention on the Rights of the Child (United Nations, 1989) to examine the 

experiences of toddlers with CP±L from the perspectives of international specialist 

SLPs, and the families and toddlers themselves. The thesis advocates for a paradigm 

shift in approaches to practice with toddlers with CP±L and their families by 

demonstrating the power of holistic assessment and family-centred practice.  
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Appendix A 

Summary of Parts and Chapters Aligned with the Aims in this Thesis 

Thesis 

part 

Chapter Chapter title Aims and research 

question(s)  

Participants Method 

One 1 Introduction Overview  - Literature review 

2 Craniofacial Anomalies Definition  - Literature review 

3 Cleft Lip and Palate: Speech Effects Definitions  - Literature review 

4 Methodological Frameworks Frameworks  - Literature review 

5 Applying the ICF-CY to Specialist 

Speech-Language Pathologists’ Practice 

with Toddlers with Cleft Palate Speech 

1. a, b 

2. a, b 

Study 1: Six international 

specialist SLPs  

Qualitative directed content analysis of 

six semi-structured interviews using the 

ICF-CY in NVivo (QSR International, 

2018) 

Two 6 The rights of toddlers with speech, 

language and communication needs in 

early childhood education and care 

3. - Literature review 

7 Holistic communication assessment for 

young children with cleft palate using the 

ICF-CY 

2. b 

3.  

4. a, b 

Study 2: Seven toddlers 

with CP±L, 13 parents, and 

12 significant others 

Description of holistic ethnographic 

speech and language data guided by the 

ICF-CY 

8 Persistence, strength, isolation, and 

trauma: An ethnographic exploration of 

raising a child with cleft palate 

2. a, c 

4. c 

Study 2: Seven toddlers 

with CP±L, 13 parents, and 

12 significant others 

Qualitative inductive thematic analysis of 

ethnographic interviews and artefacts 

using NVivo (QSR International, 2018) 

9 Family-centred practice for toddlers with 

cleft palate: Translating research to 

practice 

3. 

4. a, b, c  

Study 2: Seven toddlers 

with CP±L, 13 parents, and 

12 significant others 

Literature review of Chapters 1-9 above 

10 Conclusion Summary of the 

contribution of the 

research 

-  Discussion of findings 
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Appendix B 

Techniques to achieve trustworthiness across the two studies 

Element of trustworthiness Techniques to achieve this 

Credibility: “the extent to which any 

research claim has been shown to be 

based on evidence” (Silverman, 2013, 

p. 433) 

• Researcher immersed in the 

culture and the data 

• Open coding 

Dependability: the equivalent of 

reliability in quantitative research – that 

results would be consistent if the study 

were replicated (McAllister & Lyons, 

2019) 

• Tools used for data collection 

were the same with all 

participants 

• Data recorded and analysed 

carefully 

• NVivo software used 

• Member checking 

• Peer review 

• Debriefing  

Transferability: “…how findings can be 

transferred to other situations than the 

one of the original research” (Howitt, 

2016, p. 539) 

• Open coding  

Confirmability: “findings should 

represent, as far as is (humanly) 

possible, the situation being researched 

rather than the beliefs, pet theories, or 

biases of the researcher” (Gasson, 2004, 

p. 93) 

• Triangulation of multiple sources 

of data 

• Aimed to gather a variety of rich 

accounts of diverse perspectives 

• Peer review 

• Two phase member checking 

• Prolonged engagement with 

participants 
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Chapter 4: Theoretical Frameworks 

Theoretical frameworks are used to guide research design, data collection and 

analysis through a particular viewpoint. There were three theoretical frameworks 

applied to this thesis as described in Chapter 1. All three frameworks were in 

alignment with the purpose of the research. That is, they ensured a focus on 

understanding whole child in context from a family-centred, child rights perspective. 

The International Classification of Functioning, Disability and Health (ICF-CY; 

World Health Organization, 2007) and family-centred practice were the two main 

theoretical frameworks, with the Convention on the Rights of the Child (United 

Nations, 1989) as a third theoretical lens. The ICF-CY informed the Toddlers with 

Cleft Palate Study 1: Specialist SLPs’ Perspectives, while all three frameworks 

underpinned the Toddlers with Cleft Palate Study 2: Toddlers’ and Families’ 

Experiences. The Convention on the Rights of the Child also influenced the 

discussion piece about the rights of children with communication delays (Chapter 6). 

To the author’s knowledge, the ICF-CY, family-centred practice and the Conventions 

on the Rights of the Child have not previously been applied together to consider 

practice for toddlers with CP±L. Using mixed methods, this thesis elucidated the 

early communication and community engagement of toddlers with CP±L, the 

experiences of their families and educators, and aspirations for speech-language 

pathologists (SLPs) working with toddlers with CP±L and their families. Thus, 

guided by these three frameworks this thesis aimed to look holistically at toddlers 

with CP±L.  

The ICF-CY 

The ICF-CY (WHO, 2007) is a biopsychosocial model used by professionals 

to holistically describe the functioning of children and young people with health 

conditions. It serves many purposes, one of which is classification. The ICF-CY can 

be used to classify, or outline, the impact of a health condition on the way children or 

young people participate in their environments (WHO, 2007). Professionals classify 

children in many ways to determine if they require services and what type of services 

they need. The importance of appropriate classification is highlighted in the following 

quote:  

Classification can profoundly affect what happens to a child. It can open doors to services and 

experiences the child needs to grow in competence, to become a person sure of his [or her] 

worth, and appreciative of the worth of others, to live with zest and to know joy.  

(Hobbs, 1975, p. 3)  
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This biopsychosocial model was selected as a theoretical framework for this thesis as 

a deliberate shift to broaden the traditional, more narrow scope of assessment that is 

prevalent in the care of children with CP±L (Havstam, Sandberg, & Lohmander, 

2011). The medical model tends to focus primarily on children’s impairments in 

Body Functions and Body Structures and views children and their families as passive 

recipients of care. In contrast, the ICF-CY enables holistic classification of children, 

their health condition and their environment, while acknowledging their role as active 

contributors to matters pertinent in their lives.   

The ICF-CY is divided into two parts, each of which contains components 

(Figure 1). Part I, Functioning and Disability, is comprised of: Body Structures1 and 

Functions, Activities and Participation. These components describe capacity and 

performance. Part II, Contextual Factors, is comprised of Environmental Factors and 

Personal Factors, which are considered barriers and facilitators, depending on their 

impact on children. The components of Part I of the ICF-CY, and the Environmental 

Factors of Part II, have many corresponding codes which may be used to classify 

conditions which impact on a child’s functions, as well as the severity of said 

condition (e.g., b16710.2 refers to a moderate impairment of Expression of spoken 

language).  

 

Figure 1. The International Classification of Functioning, Disability and Health: 

Children and Youth Version (WHO, 2007, p. 17) 
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Table 1.  

Relevant components, contextual factors and domains from the ICF-CY (WHO, 2007) 

that may be used to describe the impact of CP±L on a child or young person. 

ICF-

CY 

chap

ter  

Body Functions 
Body 

Structures 

Activities and 

Participation 

Environmental 

Factors 

Personal Factors 

1 Mental functions Structures of the 

nervous system 

Learning and 

applying 

knowledge 

Products and 

technology 

Personal Factors are 

not currently 

categorised in the 

ICF-CY. However, 

they may have an 

impact on outcomes 

of an intervention, 

and contribute to 

how a child’s 

medical condition 

affects them  

2 Sensory 

functions and 

pain 

The eye, ear and 

related structures 

General tasks 

and demands 

National 

environment and 

human-made 

changes to 

environment 

3 Voice and 

speech functions 

Structures 

involved in voice 

and speech 

Communication Support and 

relationships 

4 Functions of the 

cardiovascular, 

haematological, 

immunological 

and respiratory 

systems 

Structures of the 

cardiovascular, 

immunological 

and respiratory 

systems 

Mobility Attitudes 

5 Functions of the 

digestive, 

metabolic and 

endocrine 

systems 

Structures 

related to the 

digestive, 

metabolic and 

endocrine 

systems 

Self-care Services, 

systems and 

policies 

6 Genitourinary 

and reproductive 

functions 

Structures 

related to the 

genitourinary 

and reproductive 

systems 

Domestic life 
 

7 Neuromusculo 

skeletal and 

movement-

related functions  

Structures 

related to 

movement 

Interpersonal 

interactions and 

relationships 

 

8 Functions of the 

skin and related 

structures 

Skin and related 

structures 

Major life areas 
 

9 
  

Community, 

social and civic 

life 

 

Note. Darker shading indicates core components and lighter shading indicates additional 

components relevant to children with CP±L. 
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Applying the ICF-CY to speech-language pathology with children. 

 The ICF-CY has been used as a model for conceptualising the impact of a 

range of communication disorders for children and young people in speech-language 

pathology assessment and intervention (e.g., McLeod & McCormack, 2007; McLeod 

& Threats, 2008; Westby & Washington, 2017). When applying the ICF-CY to 

speech-language pathology with children, Body Structures represent the anatomical 

components of the body (e.g., structures related to the voice, speech, ear, and 

respiration). Body Functions are described as the physiological functions the body 

performs (e.g., articulation of speech sounds, hearing functions). The Activities 

component encompasses the tasks a person can carry out such as learning, playing 

and communicating. Participation refers to the way people are involved in a situation 

in their lives, for example, participating in a sporting club. A recent review 

highlighted that SLPs’ assessments do consider the components and contextual 

factors of the ICF-CY; however, there is less of a focus on participation (Karem et al., 

2019). Environmental Factors “make up the physical, social and attitudinal 

environment in which people live and conduct their lives” (WHO, 2007, p. 9) 

including products and technology and attitudes, service, systems and policies. 

Environmental Factors are considered external, while Personal Factors are internal, 

and are not presently classified in the ICF-CY (Simeonsson et al., 2014). Personal 

Factors refer to the attributes of a person, and include gender, race, age, other health 

conditions, coping styles, social background, education, and past and current 

experiences and may impact on the outcomes of interventions (WHO, 2007).  

Applying the ICF-CY to children with CP±L. 

The past decade has seen a number of SLP researchers investigating and 

describing the impact of CP±L on children and young people using the ICF-CY (e.g., 

Dzioba, Skarakis-Doyle, Doyle, Campbell, & Dykstra, 2013; Havstam et al., 2011; 

Scherer & Louw, 2011). Table 1 provides a list of domains relevant to individuals 

with CP±L. When applying the ICF-CY to children with CP±L, Body Structures 

represent the anatomical components of the body (e.g., lips, nose, and hard and soft 

palate). Body Functions are described as the physiological functions the body 

performs (e.g., articulation of speech sounds). There is an increasing focus on patient-

reported outcome measures (e.g., Tzelepis, Sanson-Fisher, Zucca, & Fradgley, 2015), 

and to also consider how having a CP±L impacts a child’s Activities and 

Participation, Environmental Factors and Personal Factors (i.e., through the ICF-CY 
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model) in research and clinical practice (e.g., Scherer & Louw, 2011). Previously 

researchers have considered how the ICF-CY could be applied clinically to 

conceptualise the impact on a child or young person of having cleft palate or 

velopharyngeal insufficiency (e.g., Dzioba et al., 2013; Neumann & Romonath, 

2012). The utility of applying the ICF-CY with children with CP±L was identified as 

it was suggested it could help clinicians identify the “influencing conditions of 

activities, children’s Activities and Participation, and barriers and/or facilitators in 

their environments” (Neumann & Romonath, 2012, p. 325). A study by Nyberg and 

Havstam (2016) revealed impacts of CP±L beyond Body Structures and Body 

Functions by investigating the potential impact on children’s “social capital” (p. 516) 

with peers when they had cleft speech characteristics, with peers readily identifying 

articulatory disorders and the potential these could have on children being bullied. To 

operationalise the ICF-CY for use with children with cleft palate, Neumann and 

Romonath (2012) started the process of creating a Core Set for use with this 

population. Core Sets are “purpose tailored-shortlists of ICF categories from the 

whole ICF classication for describing functioning and disability” (Selb et al., 2015, p. 

105), each of which covers a specific condition. These Core Sets represent the most 

salient codes of the ICF or ICF-CY for a particular condition and may be used as a 

standard for asessment and reporting in clinical practice as well as research (Selb et 

al., 2015). The findings of the Neumann and Romonath (2012) study focused on 

developing a Core Set for CP±L and indicated that intervention for individuals with 

CP±L focused on Body Structures (e.g., palate repair). Taken together, the results of 

these studies highlight the need for (1) a definitive Core Set of codes to use with 

children with CP±L and (2) a focus on intervention that  addresses the impact of 

CP±L for children more broadly (including their feeding, and sensory processing, for 

example).  

The majority of speech assessments (and research) for children with cleft 

palate has focussed on Body Functions, and the outcomes of surgeries with regards to 

Body Structures (Nyberg & Havstam, 2016). Many articles describe the importance 

of large scale, longitudinal (or randomised control trial) studies to investigate Body 

Functions (e.g., Bessell et al., 2013; Meinusch & Romonath, 2011; Stock & Feragen, 

2016). Research which considers the child holistically, and the impact of having a 

CP±L beyond the Body Structures, may provide information from the perspectives of 

consumers and inspire cleft teams to find the best ways to translate research into 
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practice and improve intervention (Nelson, 2009; Nyberg & Havstam, 2016; Sharif, 

Callery, & Tierney, 2013).  

The ICF-CY (WHO, 2007) was chosen as an analytical framework for this 

thesis to provide a transition from a medical model to a more holistic model 

(expanded in Chapter 5). The ICF-CY serves as an overarching framework for 

considering the child holistically in context by examining not only their Body 

Structures and Body Functions, as is typically the focus of the medical model of 

health care, but also focusing on Activities and Participation, Environmental Factors 

and Personal Factors. The ICF-CY was chosen as the coding schema for the directed 

content analysis in the Toddlers with Cleft Palate Study 1: Specialist SLPs’ 

Perspectives (Chapter 5). Further, to enact this model in Study 2 (Chapters 7-9), 

measures were deliberately included that considered the impact of CP±L on the 

children holistically such as the Speech Participation and Activity Assessment of 

Children (SPAA-C; McLeod, 2004), Intelligibility in Context Scale (ICS; McLeod, 

Harrison, & McCormack, 2012), and FOCUS: Focus on the Outcomes of 

Communication Under Six (Thomas-Stonell et al., 2012).  The components and 

contextual factors of the ICF-CY guided the selection of assessment measures used 

with the children and their families.  

Convention on the Rights of the Child 

The second framework used in this thesis was the Convention on the Rights of 

the Child (United Nations, 1989) and was applied to the conceptualisation of the 

rights of children with speech, language and communication needs in early childhood 

education and care settings (Chapter 6). The current research was grounded in the 

foundations of this convention and represent an attempt to realise and enact this in 

speech-language pathology practice. There were specific concepts covered by three 

sets of Articles that were given consideration in planning this research. Specifically, 

Articles 12, 13 and 23 were central in the conceptualisation and design of this 

research (see Table 2).  

The Convention on the Rights of the Child has been applied to support and 

provide intervention for children and young people with communication disorders. 

For example, a special issue of the International Journal of Speech-Language 

Pathology, focused exclusively on communication rights from the Universal 

Declaration of Human Rights (e.g., McLeod, 2018) including the rights of children 

with communication disorders in education settings (e.g., Doell & Clendon, 2018; 

Gallagher, Tancredi, & Graham, 2018; Gillett-Swan & Sargeant, 2018). Other studies 
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have considered the voices of children with speech sound disorders (e.g., 

McCormack, McLeod, McAllister, & Harrison, 2010) and other communication 

disorders (McCormack, Baker & Crowe, 2018). One study, to the author’s 

knowledge, has considered the Convention on the Rights of the Child in research with 

children with CP±L in the context of school (Stock & Ridley, 2018); suggesting a 

revised definition of success and achievement which considers all of a child’s 

strengths and talents. The findings of this and other research encourage SLPs to think 

creatively and holistic about their practice and remember communication as a 

fundamental right for the children they work with.  

 

Table 2.  

Articles from the Convention on the Rights of the Child (United Nations, 1989) 

informing this thesis 

Central articles 

Article 12 “… the child who is capable of forming his or her own views the 

right to express those views freely in all matters affecting the 

child, the views of the child being given due weight in accordance 

with the age and maturity of the child…” 

Article 13 “…the child shall have the right to freedom of expression; this 

right shall include freedom to seek, receive and impart 

information and ideas of all kinds, regardless of frontiers, either 

orally, in writing or in print, in the form of art, or through any other 

media of the child’s choice…” 

Article 23 “… mentally or physically disabled child should enjoy a full and 

decent life, in conditions which ensure dignity, promote self-reliance 

and facilitate the child’s active participation in the community…” 

“… recognize the right of the disabled child to special care and shall 

encourage and ensure the extension, subject to available 

resources, to the eligible child and those responsible for his or 

her care, of assistance for which application is made and which is 

appropriate to the child's condition and to the circumstances of 

the parents or others caring for the child…” 

“… the disabled child has effective access to and receives 

education, training, health care services, rehabilitation services, 

preparation for employment and recreation opportunities in a 

manner conducive to the child’s achieving the fullest possible social 

integration and individual development, including his or her cultural 

and spiritual development…” 

Other relevant articles  

2 “… respect and ensure the rights set forth in the present Convention 

to each child within their jurisdiction without discrimination of any 

kind, irrespective of the child’s or his or her parent's or legal 

guardian’s race, colour, sex, language, religion, political or other 

opinion, national, ethnic or social origin, property, disability, birth or 

other status…” 
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29 “…States Parties agree that the education of the child shall be 

directed to…the development of the child's personality, talents 

and mental and physical abilities to their fullest potential;…the 

development of respect for the child’s parents, his or her own 

cultural identity, language and values, for the national values of the 

country in which the child is living, the country from which he or she 

may originate, and for civilizations different from his or her 

own;…the preparation of the child for responsible life in a free 

society, in the spirit of understanding, peace, tolerance, equality of 

sexes, and friendship among all peoples, ethnic, national and 

religious groups and persons of indigenous origin;…” 

30 “… child belonging to such a minority or who is indigenous shall not 

be denied the right, in community with other members of his or her 

group, to enjoy his or her own culture, to profess and practise his or 

her own religion, or to use his or her own language.” 

40 “… To have the free assistance of an interpreter if the child cannot 

understand or speak the language used;…” 
Note. The sections in bold refer to the relevant sections of the Articles for the thesis 

The articles outlined in Table 2 influenced the thesis in different ways. Article 

12 informed the approach to assent and data collection in the Toddlers with Cleft 

Palate Study 2: Toddlers’ and Families’ Experiences, as described in Chapters 7-9. 

That is, describing children’s right to freedom of expression and access to 

information were considered by taking particular care to listen to the children and 

respond to their questions as honestly and fully as possible throughout the research. 

Article 13, the right to communicate, informed one of the aims of the study (i.e., the 

need to address communication difficulties to support toddlers with CP±L to 

communicate and participate in society). Article 23, the right to access suitable health 

and education services, was important in understanding children’s and families’ 

experiences of accessing services in Australian context. Article 23 also tied in the 

importance of involving families and considering their circumstances and what they 

needed from their service providers. Article 23 was also enacted by considering how 

children with disabilities were supported to live their lives as fully and independently 

as possible and included in the research with appropriate supports as needed. Articles 

2, 29, 30 and 40 describe the rights of children as related to their context and culture 

(McLeod, 2018) whereby children’s and families’ contexts were considered and 

respected. The recruitment and inclusion criteria were designed to be inclusive, and 

data collection respectful of families’ cultural backgrounds. However, there were 

limitations to this as there was not access to interpreters for the research. Families 

who needed an interpreter were not specifically excluded, there were just no 

participants who needed an interpreter. Given the participant recruitment flyer and 
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information were in English, this may have precluded non-English speaking 

participants from participating in the research. Otherwise, the Articles of the 

Convention on the Rights of the Child described above were incorporated into the 

design of the thesis by listening to the children, monitoring their cues, and respecting 

their autonomy in data collection, and considering their access to specialised 

education and intervention, as required. 

To summarise, understanding toddlers’ lives was informed by the ICF-CY 

(WHO, 2007) and Convention on the Rights of the Child (United Nations, 1989) in 

this thesis. Children have the right to be active participants in those issues impacting 

their lives and engaging with children through these frameworks facilitates them 

taking on a more active role in matters relating to them. The enactment of the 

Convention on the Rights of the Child, specifically the need to recognise the role of 

children’s family and carers, tied into the need for the third theoretical framework of 

family-centred practice. 

Family-Centred Practice 

The principles of family-centred practice drove all aspects of the design for 

the Toddlers with Cleft Palate Study 2: Child and Family Experiences, as described 

in Chapters 7-9. As the ICF-CY (WHO, 2007) and Convention on the Rights of the 

Child (United Nations, 1989), are person-centred approaches, family-centred practice 

provided a lens through which to consider the family element; essential when 

working with toddlers and young children. These three frameworks aligned with the 

belief that young children and their families need to be respected as partners in 

intervention and the research was designed with these in mind. Family-centred 

practice describes a way that professionals can work and engage with families that 

promotes partnership and a families’ right to choose and be active participants in 

deciding on their children’s access to services. Family-centred practice, as described 

by Espe-Sherwindt (2008), is composed of three fundamental principles:  

1. taking a strengths-based approach with children with delays or disabilities  

2. privileging families’ voices and supporting them to be active in decision-making 

about intervention for their children  

3. working in partnership with families.  

The key components of family-centred practice have been described at length 

(e.g., Dunst & Trivette, 1996, 2005; Dunst, Trivette, & Hamby 2007; Espe-

Sherwindt, 2008) and vary slightly according to author. That is, it is recognised that 

family-centred practice involves a commitment to treating families with dignity and 
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respect, offering individualised and flexible services that support families to produce 

optimal outcomes, sharing all information with families, and working collaboratively 

and in partnership with families using a strengths-based approach (Dunst, 2002). 

These fundamentals are borne out by the key elements described by Shelton, Jeppson, 

and Johnson (1987): 

• Families will be the constant in a child’s life 

• Collaboration between families and professionals must occur at all levels of 

healthcare 

• Professionals must share all information with families 

• Provision of policies and programs which provide support to meet families’ needs 

• Professionals must recognise families’ strengths and individuality while 

respecting how they choose to cope 

• Knowledge of children’s developmental needs in provision of services 

• Professionals need to encourage families to support each other 

• Flexible, accessible and responsive intervention 

The origins, key components, benefits and the challenges associated with the 

implementation of family-centred practice are described below.  

Family-centred practice has a long history in the health and education fields 

and is a well-researched and described framework with strong evidence of its benefits 

for child and family outcomes. Family-centred practice is a philosophical framework 

that was first proposed in the 1960s in the nursing and obstetrics field and was then 

introduced to early intervention in the mid-1970s (e.g., Bronfenbrenner, 1974). Its 

adoption by early intervention programs (i.e., programs for children aged 0 to 3 years 

with diagnosed developmental delays or who are at risk of delays; Dunst & Espe-

Sherwindt, 2017) emerged in the early 1990s, driven by the Association for the Care 

of Children’s Health’s publication of the core elements of family-centred practice by 

Shelton et al. (1987). Its application and use across fields continue to be the focus of 

research and professional development across the world, including in Australia (e.g., 

Committee on Hospital Care & Institute for Patient-Family-Centered Care, 2012; 

Dunst, Espe-Sherwindt, & Hamby, 2019; Pfieifauf et al., 2020; Sukkar, 2013).  

Family-centred practice has been described as lying at one end of a continuum of 

family-oriented practices and being comprised of two key components: relational and 

participatory behaviours (e.g., Dunst, 2002; Dunst, Johanson, Trivette, & Hamby, 

1991; Dunst & Trivette, 1996; Espe-Sherwindt, 2008). Relational behaviours refer to 
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a professional’s interpersonal and clinical skills (e.g., empathy, warmth, active 

listening) and their attitudes towards families and beliefs about their capabilities 

(Dunst, 2002). Participatory behaviours are practices that are tailored and responsive 

to families’ needs and priorities, and which promote families’ active participation in 

decision and choice-making (Dunst, 2002). The degree to which relational and 

participatory practices are employed distinguishes between different family-oriented 

practices (Table 3). The use of both relational and participatory practices underpins 

true family-centred practice, as defined by family-friendliness, professionals’ beliefs 

about families’ capabilities, family choice and action, and responsive, flexible actions 

from the professionals (Dunst, 2002; Dunst & Trivette, 1996). A key shift in thinking 

when engaging in family-centred practice for professionals, is to that of a consultant 

rather than a “decision-maker, agenda-setter, advice-prescriber and expert” (Espe-

Sherwindt, 2008, p. 140). 

 

Table 3.  

Relational and Participatory Practices Across the Continuum of Family-Orient 

Approaches (adapted from Dunst, 2002)  

 Continuum of family-oriented models 

Practices Professional-

centred 

Family-

allied 

Family-

focused 

Family-

centred 

Relational  

Interpersonal skills ± + + + 

Practitioner attitudes 

and behaviour regarding 

family capabilities 

- + + + 

Participatory  

Family choice and 

action 
- - + + 

Practitioner 

responsiveness and 

flexibility 

- - - + 

Note. + present;- absent, , ± present and/or absent 

Continuum of family-oriented practices. 

Family-centred practice exists along a continuum of models of family-

oriented practice all of which take the standpoint that the family is the unit of 

intervention. The continuum ranges from professional-centred to family-allied, 

family-focused, then family-centred (see Figure 2 and described below) (Dunst, 

Boyd, Trivette, & Hamby, 2002; Dunst et al., 1991). The delineation of the four 

approaches to family-oriented practice requires consideration of professionals’ 
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relational and participatory practices (Espe-Sherwindt, 2008). These four approaches 

have been selected as they have been used to examine the degree of family-

centredness in programs by researchers and professionals (e.g., Dunst, Trivette, & 

Hamby,1996; McBride, Brotherson, Joanning, Whiddon, & Demitte, 1993).  

 

 

Figure 2. Continuum of family-oriented practices 

 

In professional-centred practice, professionals view themselves as the experts 

and families “mostly as deficient and incapable of health functioning without 

professional interventions” and this approach is grounded in the medical model 

(Dunst et al., 2002, p. 223). Family-allied practice views families as agents of 

intervention, who require professionals to provide guidance and provide appropriate 

recommendations (Dunst et al., 1991). Family-focused practice recognises families as 

consumers who have choice over the options they are provided with, if given 

assistance by professionals (Dunst et al., 1991). Family-centred practice views 

families as equal partners, intervention is individualised, tailored, responsive and has 

an emphasis on strengthening and supporting the way a family function with families 

are the decision makers (Dunst et al., 2002). The degree to which their practitioners 

employ relational and participatory practices determines where they fall on this 

continuum (e.g., Dunst et al., 1996) and scales have been used to measure the degree 

to which early intervention programs may be family-centred (e.g., Dunst et al., 1996).  

Generally, given its efficacy and benefits, family-centred practice is touted as being 

used routinely; however, researchers show that professionals and the programs they 

operate in often do not use it to the degree they say that they do (e.g., Watts Pappas, 

McLeod, McAllister, & McKinnon, 2008). The continuum in Figure 2 aids in 

elucidating where practice truly lies relative to true family-centred practice (Dunst, 

2002; Dunst & Espe-Sherwindt, 2016). 

Other critical elements regarding adoption of family-centred practice include 

context, the balance of power between families and professionals, choice, and 

control. For example, in a review of qualitative literature around family-centred 

practice, Shields, Pratt, and Hunter (2006), identified that for children who were 
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inpatients in a hospital setting, there was a cost to engaging in family-centred care for 

families and professionals; that is, for professionals, more time was needed to involve 

parents, which was not recognised in their roles. Greater recognition of the need to 

support parents, and not just children in hospital, was suggested as a way this cost 

could be diminished, as it would then be considered part of the professionals’ role 

(Shields et al., 2006). Further, the context of the hospital ward could make families 

feel as though there were expectations from, and judgements by, staff about how they 

were parenting their children and being involved in their care which added pressure 

for families (Shields et al., 2006).  

As evident above, true family-centred practice requires a commitment to 

relational and participatory behaviours. Consideration of the type of approach taken 

to intervention has been shown as important, as it has been found that “The program 

models either implicitly or explicitly adopted by helpgiving organizations and 

agencies mattered a great deal in terms of how professionals were judged by people 

they were attempting to help” (Dunst et al., 2002, p. 227). Professionals and programs 

have been found to be less family-centred than they think that they are (e.g., Dunst, 

2002), so an ongoing commitment to, and discussion of, family-centred practice 

principles is important. Widespread adoption of family-centred practice continues to 

be a “…a goal and not the status quo in the field of early childhood intervention” 

(Dunst et al., 2019). Indeed, the challenges of adopting family-centred practice have 

been identified for over 30 years (e.g., Healy, Keesee, & Smith, 1989), and working 

with families in this approach can be considered “a very inconvenient” way to 

approach intervention (Espe-Sherwindt, 2008, p. 139). There are several barriers to 

the adoption of family-centred practice that have been identified as contributing to the 

lack of systematic uptake of family-centred practice: 

• The gap between research and practice 

• The lack of training around implementation of family-centred practice 

• State and federal regulations 

• A lack of understanding from colleagues and administrators 

• Professional attitudes 

(Bailey, Aytch, Odom, Symons, & Wolery, 1999; Bruder, 2000; Espe-Sherwindt, 

2008; Murray & Mandell, 2006; O’Neil, Palisano, & Westcott, 2001; Trivette, Dunst, 

Boyd, & Hamby, 1995).  

Despite these challenges, there are many benefits to family-centred practice, 

and it can have a positive impact on outcomes and family engagement (e.g., Dunst & 
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Trivette, 2005; Ekberg, Scarinci, Hickson, & Meyer, 2018; Espe-Sherwindt, 2008).  

For example, researchers suggest there are better outcomes when parents are involved 

in their children’s early intervention (Dunst, 2002). Family-centred practice has been 

linked to greater family satisfaction, stronger family beliefs of self-efficacy, an 

increased sense of parental control, improved perceptions of services by families and 

demonstrated efficacy across multiple helpgiving settings including hospital and early 

intervention programs, where SLPs operate and provide services (Dunst, Trivette, & 

Hamby, 2007). Outcomes for children and families have also been demonstrated to be 

broader, and more positive, when family-centred practice is employed (e.g., Dunst & 

Trivette, 2005; Trivette et al., 1995). Further, family-centred practice has been 

demonstrated to be an effective model of practice with a diverse range of children and 

families (e.g., with parents with intellectual impairments, with parents of different 

socioeconomic status, and with families from diverse cultural backgrounds) (e.g., 

Dempsey & Dunst, 2004; Trivette et al., 1995; Wade, Mildon, & Matthews, 2007). 

Therefore, family-centred practice is demonstrably an inclusive approach to engaging 

families that works for families of different backgrounds.  

Family-centred practice in speech-language pathology. 

Family-centred practice has been applied to children with communication 

difficulties, supporting its utility as a model of practice within speech-language 

pathology practice (e.g., Crais, Roy, & Free, 2006; Watts Pappas & McLeod, 2009). 

There are many benefits of family-centred practice; however, it is important to note 

that the enactment of family-centred practice will vary depending on the family and 

thus it is important to recognise families’ preferences based on their children’s needs, 

and cultural expectations. For some children with speech sound disorders (Watts 

Pappas, McLeod, & McAllister, 2009), family-centred practice, may in fact involve 

families wishing the SLP to take on the primary role. For SLPs working with these 

children and their families, family-friendly practice is instead proposed, whereby 

parents are supported to be involved, but primary decision-making rests with the 

SLPs (Watts Pappas et al., 2009).  

Researchers have shown that collaboration between SLPs and families is essential 

when working with children from culturally and linguistically diverse backgrounds to 

understand the children’s context and elucidate the families’ expectations of working 

with SLPs (e.g., Verdon, Wong, & McLeod, 2016). That is, culture influences the 

role families want to take in care and the communication and relationship style with 

parents (e.g., Louw & Avenant, 2002; Verdon, McLeod, & Wong, 2015; Verdon et 
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al., 2016). Family- or person-centred care has been shown to be a crucial 

consideration when working with culturally and linguistically diverse families (e.g., 

Epner & Baile, 2012; Kummerer, 2010). 

Research into family-centred practice, or person-centred care, has revealed 

how these approaches have far-reaching benefits for children, individuals, and their 

families. Specifically, family-centred practice has been applied to children with 

communication and swallowing disorders including those using alternative and 

augmentative communication and babies in neonatal intensive care. Hidecker, Jones, 

Imig, and Villaruel (2009) illustrated the utility of incorporating client and family 

values to improve evidence-based practice for children using alternative and 

augmentative communication and their families. Mathisen et al. (2015) considered 

the importance of SLPs including spiritual screenings and assessments with clients to 

understand their explanatory models for certain conditions given the diverse needs of 

clients from different cultures with differing religious and spiritual beliefs, as part of 

holistic, person-centred care. The authors investigated the role religious and 

spirituality across a range of clinical speech-language pathology practice areas in a 

systematic review of the literature. However, there is a continued focus on more 

clinician directed activities in speech-language pathology (DiLollo & Favreau, 2010, 

p. 90). Further, SLPs’ documentation of client reports tends to focus more on deficit-

based language as opposed to strengths-based practices, as indicated in family-

centred practice (Braun, Dunn, & Tomchek, 2017). Some research in speech-

language pathology has demonstrated the ways family-centred care can be applied 

clinically. 

Applying family-centred practice to children with CP±L. 

Family-centred practice was chosen as a theoretical framework in the 

Toddlers with Cleft Palate Study 2: Toddlers’ and Families’ Perspectives to be able 

to understand the lives of young children, families’ experiences, perceptions, and 

priorities. Although it is not stated explicitly, intervention for children with CP±L is 

typically professional-centred, as defined by Dunst (2002). That is, intervention is 

diagnosis focused, rather than person- or family-centred, which can result in a heavy 

burden for families (e.g., Abbott & Meara, 2010; Pfeifauf et al., 2020). Recent 

research highlights the need for a “patient-centred” approach (e.g., Feragen & Stock, 

2017; Stock et al., 2020) to help children and young people with CP±L (and 

craniofacial conditions) best manage their condition, and ensure professionals are 
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responsive to the children and young people’s needs.  Applied to children with CP±L 

and their families, family-centred practice also acknowledges that “emotional, social, 

and developmental support are integral components of health care” (Committee on 

Hospital Care & Institute for Patient- and Family-Centered Care, 2012, p. 395). Some 

researchers have applied family-centred practice with young children with CP±L and 

their families in the cleft team services they reported on (e.g., Louw, Shibambu, & 

Roemer, 2006). Other research also describes the need for family-centred practice 

with children with CP±L and their families, and although it is referred to as a 

“patient-centered multidisciplinary approach”, principles of empowerment of 

families, collaboration between families and professionals, and responsive, open 

communication all apply as per family-centred practice (Stock et al., 2020, p. 342).  

This thesis was designed to privilege the voices of families and understand 

children in context. An emphasis on families’ perspective and a deliberate 

redistribution of power from the researcher to the participants was employed. To 

enact this choice, the researcher visited the families on their own terms, in their 

homes, or elsewhere if they chose, by being respectful and listening to families’ 

thoughts and opinions as the experts on their children, and spending time with them 

and their children to build rapport. Listening to families and seeing the children in 

context provided unique insights about the experiences of the families. Gathering 

information from the families’ perspectives about their experiences of having 

children with CP±L (as is necessary for toddlers and young children as it was the 

families who were intimately involved in the provision of the children’s medical 

treatment) aligned with the call from Stock, Feragen, Moss, and Rumsey (2018) to 

focus on the child or young person’s perspective and shift the way craniofacial 

conditions are conceptualised and researched. In this way, the research design 

mirrored aspirations for the professional-client relationship in term of shifting power 

and control of intervention away from the professional and towards children and their 

families. It was hoped that by understanding families’ perspectives, important 

questions about their experiences could be answered and information provided to 

relevant stakeholders (Stock et al., 2018).  

Conclusion  

The three theoretical frameworks, the ICF-CY, Convention on the Rights of 

the Child, and family-centred practice provide the lens needed to fulfil the purpose of 

the thesis. The ICF-CY facilitates a holistic approach to viewing the toddler with 
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CP±L. The Convention on the Rights of the Child underpins the viewpoint of the 

toddler with CP±L as an active participant in their environment, with the right to be 

heard and the right to access education and healthcare in a supported and culturally 

appropriate way. Family-centred practice provides a way of engaging with families 

that honours their strengths and priorities and promotes collaboration and information 

sharing. Taken together, these frameworks enable a holistic, child-rights and family-

centred approach to understanding the communication needs of toddlers with CP±L, 

and the experiences these children and their families have had related to the 

intervention they have received, and more broadly in their lives.  
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Supplemental Appendix A  

ICF-CY (WHO, 2007) Categories Identified in Interviews with Specialist 

Speech-Language Pathologists about Toddlers with Cleft Palate Speech with 

Bold Indicating the Then Most Frequently Used Codes. 

 

ICF-CY (WHO, 2007) codes Reason 

for 

inclusion 

Number 

of 

interviews 

Number 

of 

Extracts 

% of 

total 

Example 

TOTAL CODES   4077 100.0

% 

 

S BODY STRUCTURES 1  684 16.8

% 

 

s1 STRUCTURES OF THE 

NERVOUS SYSTEM 

1 0 0 0.0%  

s110 Structure of the 

brain 

1 1 3 0.1% “developing 

brain” 

s2 THE EYE, EAR AND 

RELATED STRUCTURES 

1 2 9 0.2% “ear” 

s250 Structure of 

middle ear 

1 1 6 0.1% “chronic 

effusions” 

s260 Structure of 

inner ear 

1 1 1 0.0% “fail their 

newborn 

hearing 

screening” 

s3 STRUCTURES 

INVOLVED IN VOICE 

AND SPEECH 

1 2 10 0.2% “pharyngeal 

flap” 

s310 Structure of nose 1 4 31 0.8% “nose” 

s320 Structure of 

mouth 

1 4 16 0.4% “mouth” 

s3200 Teeth 1 3 6 0.1% “teeth” 

s3201 Gums 1 2 5 0.1% “NAM” [naso-

alveolar 

moulding] 

s3202 Structure 

of palate 

1 5 25 0.6% “palate” 

s32020 

Hard 

palate 

1 5 98 2.4% “hard palate” 

s32021 

Soft palate 

1 6 143 3.5% “soft palate” 

s3203 Tongue 2 3 29 0.7% “tongue” 

s3204 Structure 

of lips 

1 6 34 0.8% “lips” 

s330 Structure of 

pharynx 

1 3 24 0.6% “pharyngeal” 

s3300 Nasal 

pharynx 

1 5 26 0.6% “velopharynx” 

s340 Structure of 

larynx 

1 2 34 0.8% “laryngeal” 

s4 STRUCTURES OF THE 

CARDIOVASCULAR, 

IMMUNOLOGICAL AND 

RESPIRATORY 

SYSTEMS 

2 1 2 0.0% “breathing” 

s5 STRUCTURES OF THE 

DIGESTIVE, 

2 0 0 0.0%  
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METABOLIC AND 

ENDOCRINE SYSTEMS 

s7 STRUCTURES 

RELATED TO 

MOVEMENT 

1 0 0 0.0%  

s710 Structure of head 

and neck region 

1 0 0 0.0%  

s7100 Bones of 

cranium 

1 0 0 0.0%  

s71008 

Bones of 

cranium, 

other 

specified 

1 0 0 0.0%  

s7101 Bones of 

face 

1 0 0 0.0%  

s7104 Muscles 

of head and 

neck region 

1 6 181 4.4% “pharyngo 

plasties” 

 

s7105 

Ligaments and 

fasciae of head 

and neck region 

1 0 0 0.0%  

s8 SKIN AND RELATED 

STRUCTURES 

1 0 0 0.0%  

s810 Structure of 

areas of skin 

1 0 0 0.0%  

s8100 Skin of 

head and neck 

region 

1 1 1 0.0% “scars” 

B BODY FUNCTIONS 1  906 22.2

% 

  

b1 MENTAL FUNCTIONS 1 2 5 0.1% “they’re very 

delayed” 

b110-b139 GLOBAL 

MENTAL FUNCTIONS 

   0.0%  

b117 Intellectual 

functions 

2 2 4 0.1% “this baby, 

who 

understood 

nothing, now is 

demonstrating 

an 

understanding 

of a pretty 

large 

vocabulary” 

b126 Temperament 

and personality 

functions 

1 1 1 0.0% “affecting 

them 

psychologicall

y” 

b1260 

Extraversion 

1 0 0 0.0%  

b1264 Openness 

to experience 

1 0 0 0.0%  

b1265 Optimism 1 0 0 0.0%  

b1266 

Confidence 

1 1 2 0.0% “gives them a 

huge [feeling 

of] success” 

b156 Perceptual 

functions 

2 0 0 0.0%  
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b167 Mental functions 

of language 

2 3 6 0.1% “language” 

b1670 Reception 

of language 

2 4 9 0.2% “I want them 

to know the 

words” 

b1671 

Expression of 

language 

2 5 82 2.0% “expressive 

language” 

b2 SENSORY 

FUNCTIONS AND PAIN 

1 1 2 0.0% “pain” 

b230 Hearing 

functions 

1 4 9 0.2% “hearing” 

b265 Other touch 

functions 

1 0 0 0.0%  

b270 Sensory 

functions related to 

temperature and other 

stimuli 

1 0 0 0.0%  

b3 VOICE AND SPEECH 

FUNCTIONS 

1 2 7 0.2% “speech” 

b310 Voice functions 1 0 0 0.0%  

b3101 Quality of 

voice 

2 5 48 1.2% “hypernasality” 

b320 Articulation 

functions 

1 6 620 15.2

% 

“articulation” 

“phonology” 

b340 Alternative 

vocalization functions 

2 0 0 0.0%  

b3401 Making a 

range of sounds 

2 3 86 2.1% “babbling” 

b4 FUNCTIONS OF THE 

CARDIOVASCULAR 

HAEMATOLOGICAL, 

IMMUNOLOGICAL AND 

RESPIRATORY 

SYSTEMS 

1 1 2 0.0% “breathing” 

b440 Respiration 

functions 

1 2 6 0.1% “respiratory 

problems” 

b450 Additional 

respiratory functions 

1 0 0 0.0%  

b5 FUNCTIONS OF THE 

DIGESTIVE, 

METABOLIC AND 

ENDOCRINE SYSTEMS 

1 1 2 0.0% “growth” 

b510 Ingestion 

functions 

1 0 0 0.0%  

b5100 Sucking 1 1 1 0.0% “cleft feeding” 

b5101 Biting 1 0 0 0.0%  

b5102 Chewing 1 0 0 0.0%  

b5103 

Manipulation of 

food in the 

mouth 

1 0 0 0.0%  

b5104 

Salivations 

1 0 0 0.0%  

b5105 

Swallowing 

1 0 0 0.0%  

b530 Weight 

maintenance functions 

2 1 2 0.0% “weight 

checks” 

b7 

NEUROMUSCULOSKEL

1 0 0 0.0%  
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ETAL AND MOVEMENT-

RELATED FUNCTIONS 

b730-b749 MUSCLE 

FUNCTIONS 

   0.0%  

b730 Muscle power 

functions 

1 1 4 0.1% “weak” 

b7300 Power of 

isolated muscles 

or muscle 

groups 

1 0 0 0.0%  

b735 Muscle tone 

functions 

1 1 2 0.0% “palate just 

doesn’t have 

the capacity to 

move that fast” 

b7350 Tone of 

isolated muscles 

or muscle 

groups 

1 0 0 0.0%  

b740 Muscle 

endurance functions 

1 1 2 0.0% “they could 

only make it 

sound like the 

sound at 

consonant-

vowel level” 

b7401 

Endurance of 

muscle groups 

1 0 0 0.0%  

b750-b789 

MOVEMENT 

FUNCTIONS 

1   0.0%  

b760 Control of 

voluntary movement 

functions 

1 0 0 0.0%  

b7600 Control 

of simple 

voluntary 

movements 

1 0 0 0.0%  

b7601 Control 

of complex 

voluntary 

movements 

1 1 3 0.1% “learning to 

use their 

palate” 

b7602 

Coordination of 

voluntary 

movements 

1 0 0 0.0%  

b765 Involuntary 

movement functions 

1 0 0 0.0%  

b7659 

Involuntary 

movement 

functions, 

unspecified 

1 0 0 0.0%  

b8 FUNCTIONS OF THE 

SKIN AND RELATED 

STRUCTURES 

1 0 0 0.0%  

b820 Repair functions 

of the skin 

1 1 1 0.0% “the more scars 

the worse the 

function” 

b840 Sensation 

related to the skin 

1 0 0 0.0%  
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d ACTIVITIES AND 

PARTICIPATION 

1 2 5 

Total for 

compone

nt: 560 

0.1% 

13.7

% 

“participate” 

AP1 LEARNING AND 

APPLYING 

KNOWLEDGE 

1 3 50 1.2% “they need to 

be affected 

cognitively” 

d115 Listening 1 2 32 0.8% “auditory 

input” 

d120 Other purposeful 

sensing 

1 0 0 0.0%  

d1200 Mouthing 1 0 0 0.0%  

d1202 Smelling 1 0 0 0.0%  

d1203 Tasting 1 0 0 0.0%  

d130 Copying 1 5 47 1.2% “copying you” 

d133 Acquiring 

language 

1 4 16 0.4% “language 

learning” 

d1330 Acquiring 

single words or 

meaningful 

symbols 

1 2 92 2.3% “early words 

emerge” 

d1331 

Combining 

words into 

phrases 

2 3 32 0.8% “beginning to 

combine 

words” 

d134 Acquiring 

additional language 

2 1 3 0.1% “learning a 

new language” 

d160 Focusing 

attention 

1 3 7 0.2% “we start 

calling 

attention [to] 

the blows and 

pops” 

d1600 Focusing 

attention on the 

human touch, 

face and voice 

1 2 5 0.1% “plug your 

own nose and 

just let the 

baby see that” 

d166 Reading 2 2 8 0.2% “reading” 

d176 Mental functions 

of sequencing 

complex movements 

1 4 39 1.0% “change in 

motor 

movement” 

d2 GENERAL TASKS 

AND DEMANDS 

1 1 1 0.0% “greater 

awareness” 

d240 Handling stress 

and other 

psychological 

demands 

1 2 2 0.0% “affecting 

them 

psychologicall

y” 

d2401 Handling 

stress 

1 0 0 0.0%  

d2402 Handling 

crisis 

1 0 0 0.0%  

d250 Managing one's 

own behaviour 

1 0 0 0.0%  

d2502 

Approaching 

persons or 

situations 

1 0 0 0.0%  

d3 COMMUNICATION 1 5 20 0.5% “communi 

cation” 

d330 Speaking 1 5 69 1.7% “talking” 

d331 Pre-talking 1 4 45 1.1% “I might be 

doing the … 
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bababa but 

when they join 

in it’s good” 

d335 Producing 

nonverbal messages 

1 2 5 0.1% “pointing and 

grunting” 

d3350 

Producing body 

language 

1 0 0 0.0%  

d350 Conversation 1 3 7 0.2% “conversation” 

d3500 Starting a 

conversation 

1 0 0 0.0%  

d3503 

Conversing with 

one person 

1 0 0 0.0%  

d3504 

Conversing with 

many people 

1 0 0 0.0%  

d355 Discussion 1 0 0 0.0%  

d3550 

Discussion with 

one person 

1 0 0 0.0%  

d3551 

Discussion with 

many people 

1 0 0 0.0%  

d360 Using 

communication 

devices and 

techniques 

1 0 0 0.0%  

d3600 Using 

telecommunicati

on devices 

1 0 0 0.0%  

d5 SELF-CARE 1 0 0 0.0%  

d550 Eating 1 2 5 0.1% “feeding” 

d5501 Carrying 

out eating 

appropriately 

1 0 0 0.0%  

d560 Drinking 1 0 0 0.0%  

d5601 Carrying 

out breast-

feeding 

1 0 0 0.0%  

d5602 Carrying 

out feeding from 

a bottle 

1 2 5 0.1% “specialist 

bottles” 

d5608 Drinking, 

other specified - 

sd550 

1 0 0 0.0%  

d6 DOMESTIC LIFE 1 0 0 0.0%  

d660 Assisting others 1 0 0 0.0%  

d6602 Assisting 

others in 

communication 

1 0 0 0.0%  

d7 INTERPERSONAL 

INTERACTIONS AND 

RELATIONSHIPS 

1 3 3 0.1% “you build 

your social 

skills” 

 

d710 Basic 

interpersonal 

interactions 

1 2 5 0.1% “opportunities 

to 

communicate” 

d71040 

Initiating social 

interactions 

1 0 0 0.0%  
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d7105 Physical 

contact in 

relationships 

1 0 0 0.0%  

d720 Complex 

interpersonal 

interactions 

1 0 0 0.0%  

d7200 Forming 

relationships 

1 0 0 0.0%  

d730 Relating with 

strangers 

1 1 1 0.0% “affects them 

socially” 

d740 Formal 

relationships 

1 0 0 0.0%  

d760 Family 

relationships 

1 0 0 0.0%  

d7600 Parent-

child 

relationships 

1 1 10 0.2% “they [parents] 

are the ones 

that are 

working with 

the child” 

d7601 Child-

parent 

relationships 

1 0 0 0.0%  

d8 MAJOR LIFE AREAS 1 0 0 0.0%  

d810 Informal 

education 

1 0 0 0.0%  

d815 Preschool 

education 

1 3 8 0.2% “preschool” 

d820 School 

education 

1 3 11 0.3% “school” 

d830 Higher 

education 

1 0 0 0.0%  

d880 Engagement in 

play 

1 2 2 0.0% “it’s 

just…play” 

d8800 Solitary 

play 

1 0 0 0.0%  

d8803 Shared 

cooperative play 

1 3 24 0.6% “play a game” 

d9 COMMUNITY, 

SOCIAL AND CIVIC 

LIFE 

1 1 1 0.0% “there is a life 

before five” 

d910 Community life 1 0 0 0.0%  

d9100 Informal 

associations 

1 0 0 0.0%  

d9102 

Ceremonies 

1 0 0 0.0%  

d9103 Informal 

community life 

1 0 0 0.0%  

d920 Recreation and 

leisure 

1 0 0 0.0%  

d9200 Play 1 0 0 0.0%  

d9201 Sports 1 0 0 0.0%  

d9202 Arts and 

culture 

1 0 0 0.0%  

d9205 

Socializing 

1 0 0 0.0%  

E ENVIRONMENTAL 

FACTORS 

1 0 1626 39.9

% 

 

e1 PRODUCTS AND 

TECHNOLOGY 

1 2 4 0.1% “pharyngeal 

implant” 

e115 Products and 

technology for 

1 0 0 0.0%  
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personal use in daily 

living 

e1152 Products 

and technology 

used for play 

1 0 0 0.0%  

e125 Products and 

technology for 

communication 

1 5 32 0.8% “nasendoscopy” 

e1251 Assistive 

products and 

technology for 

communication 

1 1 4 0.1% “augmentative 

communication” 

e130 Products and 

technology for 

education 

1 0 0 0.0%  

e2 NATURAL 

ENVIRONMENT AND 

HUMAN-MADE 

CHANGES TO 

ENVIRONMENT 

2 0 0 0.0%  

e210 Physical 

geography 

2 3 97 2.4% “in the UK” 

e2151 Population 

density 

2 6 42 1.0% “geographicall

y if it’s 

possible” 

e3 SUPPORT AND 

RELATIONSHIPS 

1 1 2 0.0% “need a whole 

lot more 

support” 

e310 Immediate 

family 

1 6 101 2.5% “parents” 

e315 Extended family 1 0 0 0.0%  

e320 Friends 1 0 0 0.0%  

e325 Acquaintances, 

peers, colleagues, 

neighbors and 

community members 

1 0 0 0.0%  

e345 Strangers 1 0 0 0.0%  

e355 Health 

professionals 

1 6 212 5.2% “surgeons” 

e360 Other 

professionals 

1 2 2 0.0% “education 

support 

worker” 

e4 ATTITUDES 1 2 2 0.0% “worry” 

e410 Individual 

attitudes of immediate 

family members 

1 5 49 1.2% “parents are 

jumping up 

and down” 

e415 Individual 

attitudes of extended 

family members 

1 0 0 0.0%  

e420 Individual 

attitudes of friends 

1 0 0 0.0%  

e425 Individual 

attitudes of 

acquaintances, peers, 

colleagues, neighbors, 

and community 

members 

1 1 1 0.0% “listener” 

e450 Individual 

attitudes of health 

professionals 

1 6 284 7.0% “we have been 

emphasising 

rehabilitation” 
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“they are 

afraid” 

e460 Societal attitudes 1 1 1 0.0% “look nice” 

e465 Social norms, 

practices and 

ideologies 

1 0 0 0.0%  

e5 SERVICES, SYSTEMS 

AND POLICIES 

1 1 1 0.0% “main 

emphasis on 

services” 

e555 Associations and 

organizational 

services, systems, and 

policies 

1 0 0 0.0%  

e560 Media services 1 0 0 0.0%  

e565 Economic 

services, systems and 

policies 

2 3 11 0.3% “really good 

service” 

e570 Social security 

services, systems, and 

policies 

1 2 10 0.2% “insurance” 

e575 General social 

support services, 

systems, and policies 

1 1 8 0.2% “denied 

services” 

e5750 General 

social support 

services 

1 0 0 0.0%  

e57500 

Informal 

care of 

child or 

adult by 

family and 

friends 

1 0 0 0.0%  

e580 Health services, 

systems and policies 

1 5 79 1.9% “surgeon-led 

clinic” 

e5800 Health 

services  

2 6 632 15.5

% 

“advise 

parents” “1-2 

year olds”; 

“surgery”; 

“speech 

therapy” 

e585 Education and 

training services, 

systems and policies 

1 1 3 0.1% “IEP” 

[individual 

education plan] 

e5850 Education 

and training 

services 

1 3 9 0.2% “Education 

speech 

language 

therapist” 

e5851 Education 

and training 

systems 

1 0 0 0.0%  

e5852 Education 

and training 

policies 

1 1 2 0.0% “funding is 

into education” 

e5853 Special 

education and 

training services 

1 3 25 0.6% “early 

intervention 

team” 

e5854 Special 

education and 

training systems 

1 0 0 0.0%  
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e5855 Special 

education and 

training policies 

1 2 13 0.3% “the Tennessee 

model” 

“responsible” 

PF PERSONAL FACTORS 1 0 301 7.4%  

PF01 Gender 1 1 2 0.0% “depending on 

gender” 

PF02 Race 2 1 1 0.0% “big 

population of 

[other 

nationalities]” 

PF03 Age 1 6 242 5.9% “age” 

PF04 Other health 

conditions 

2 4 31 0.8% “22q11.2 

deletion 

syndrome” 

PF05 Fitness 1 0 0 0.0%  

PF06 Lifestyle 1 1 2 0.0% “social 

background 

issues” 

PF07 Habits 1 1 1 0.0% “tend not to 

use” 

PF08 Upbringing 2 1 1 0.0% “one thing you 

find in mothers 

or parents” 

PF09 Coping styles 1 2 5 0.1% “very shy” 

PF10 Social background 1 2 4 0.1% “things aren’t 

going well in 

that family” 

PF11 Education 1 0 0 0.0%  

PF12 Profession 1 0 0 0.0%  

PF13 Past and current 

experience 

2 2 2 0.0% “you learn to 

neglect…” 

PF14 Overall behaviour and 

pattern and character style 

1 3 5 0.1% “they’re 

bright” 

PF15 Individual 

psychological assets and 

other characteristics 

1 4 5 0.1% “it might be 

just that 

they’re getting 

clever” 

Total codes   4077 100.0

% 

 

Code: Reason for inclusion: 1 = Neumann and Romonath (2012); 2 = emerged from current dataset 

and discussion between authors; bold = ten most frequently used codes. 
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Supplemental Appendix B 

Interview Schedule Used with Specialist  

Speech-Language Pathologist Participants 

Opening question: Can you tell me about your assessment and intervention for 

children with cleft palate? 

Specific topics 

1. Assessment tools used 

2. Age when children are assessed  

3. Audit protocols 

4. Outcome measures 

a. What bodes well for speech and language development? 

5. Intervention 

a. Is intervention offered? 

b. If yes, what are the eligibility criteria 

c. How many sessions? 

d. For young children, do you recommend a language-based intervention, a 

phonological approach, or other? 

6. Intervention tools 

7. Goal setting in intervention 

8. Hearing status  

a. Do all children with cleft palate get grommets/ventilation tubes  

b. If yes, at what age? 

9. Working with local therapists 

a. How do children with cleft palate access speech therapy? 

b. What about children with cleft palate from regional/rural settings? 

c. How do you work with local speech-language pathologists interested in 

cleft palate speech or velopharyngeal insufficiency? 

10. Instrumental assessment 

a. At what age do you start using instrumental assessment? 

b. What tips or tricks do you have for preparing children with cleft palate? 

11. Surgical protocols 

a. Timing of palatal surgery 

b. Use of speech surgery (pharyngoplasty) 

c. Use of obturators 

12. Early speech profile (children 0 – 3 years of age) 

a. Red flags 

b. Differences between children with cleft palate and their peers without a 

cleft palate 

Are there any other comments you would like to make? Do you have any questions?  
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Part Two:  

Adopting a Holistic Approach to Speech-Language 

Pathology Practice with Children with CP±L 

 

  

  In the version of the thesis 

provided for examination, a 

photo of a baby with cleft 

palate surrounded by their 

siblings was included here to 

represent the child in context. 
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Chapter 6: Rights of Children with Speech, Language, and Communication 

Needs 

Paper 4 

Cronin, A., McLeod, S., & Wren, Y. (in press). The rights of children with speech, 

language and communication needs in early childhood education and care. In 

F. Press & S. Cheeseman (Eds.), (Re)conceptualising children’s rights in 

infant-toddler early childhood care and education: Transnational 

conversations. New York, NY: Springer Publishing Company. 

 

This book section is accepted and soon to be published; The rights of children with 

speech, language and communication needs in early childhood education and care, 

(Re) conceptualising children’s rights in infant-toddler early childhood care and 

education: Transnational conversations, Springer Publishing Company. Springer has 

granted permission for this book section to appear in this PhD thesis. 
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Communication Rights of Young Children in Early 

Childhood Education and Care 

Anna Cronin1 and Sharynne McLeod2 

1 Charles Sturt University, Australia, acronin@csu.edu.au 

2 Charles Sturt University, Australia, smcleod@csu.edu.au 

Abstract   This chapter reviews international literature on communication rights and applies it to young 

children particularly in early childhood education and care (ECEC) settings. Communication rights 

within the United Nations Convention on the Rights of the Child encompass: freedom of expression and 

opinion (Articles 12 and 13) and the language(s) in which children communicate (Articles 2, 29, 30 and 

40). Accommodating and upholding communicative rights for children may require flexibility and 

creativity, depending on the modality of the children’s communication, and the language that they use. 

Thought and consideration to children’s right to communicate is imperative given communication is 

necessary for protection of many other rights. The second part of the chapter expands the discussion to 

specific considerations relating to communication rights for young children with speech, language and 

communication needs (SLCN), in particular, those with cleft lip and palate. A commentary is presented 

by Dr Yvonne Wren focusing on the rights of children with SLCN (including those with cleft lip and 

palate) in the United Kingdom (UK). Dr Wren draws on information from the Cleft Collective Cohort 

Studies, a large-scale national cohort study of over 2,000 children born with cleft lip and/or palate in the 

UK, with a particular focus on the early childhood experiences of education and care for children in the 

cohort. 

Keywords: young children, cleft palate, speech language and communication needs, early childhood 

education and care, children’s rights 

Children’s Rights 

Since the United Nations General Assembly put into place the Convention on the Rights of the Child 

(CRC; United Nations 1989), it has had a profound impact on the way children’s rights are legislated 

and upheld. It has also become the most comprehensively ratified accord for human rights in the world 

(Australian Human Rights Commission n.d.). The CRC contains 42 articles addressing a full range of 

human rights including civil, cultural, economic, political and social rights for children (Australian 

Human Rights Commission n.d.). It was developed with the promise to children that the world would 

“…protect and promote their rights to survive and thrive, to learn and grow, to make their voices heard 

and to reach their full potential” (UNICEF 2014, n.p.). There is equal emphasis placed on all rights for 

children in the CRC (UNICEF 2005). That is, there is a recognition of the child as a whole, and the 

“…indivisible and interrelated” nature of a child’s rights (UNICEF 2005, n.p.). Promotion and protection 

of children’s rights is imperative, given that “children are not just citizens of the future, but are people 

of today” (McLeod 2018, p. 8). 

The Right to Communicate 

Communication is a fundamental human right (McEwin and Santow 2018; McLeod 2018). It 

encapsulates receiving and sending a signal, as well as the interim steps of processing and storing the 

signal. The primary forms of communication privileged in mainstream society are the understanding and 

use of oral and written communication (speaking, listening, reading and writing), and to a lesser extent, 

multimodal communication (McCormack et al. 2018; Verdon et al., 2017). Communication typically 

includes both speech (sounds, fluency and voice) and language (words, sentences and concepts a person 

understands and uses). Multimodal communication may include looking, gesture, sign language, use of 
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pictorial representations of concepts, voice output devices, and other forms of augmentative and 

alternative communication (McCormack et al. 2018; McLeod 2018; Verdon et al. 2017). People 

communicate through written stories, poetry, mathematics, art, dance and many other creative ways 

(McLeod 2018). Communication enables connection, with family and friends, as well as in community, 

educational and professional contexts. An integral part of childhood is learning to communicate with 

those around you. Effective communication underpins a person’s autonomy and capacity to engage with 

society in a meaningful way (Johnson et al. 2010). Communication rights for all people is addressed in 

Article 19 of the Universal Declaration of Human Rights (United Nations 1948), which describes the 

right to freedom of opinion and expression, as well as the right to use the language of choice within 

communication (McLeod 2018). 

Children’s Right to Communicate 

Supporting children’s right to communicate, including listening to young children, respects their right 

to “having a good childhood in itself” (Kragh-Müller and Isbell 2011, p. 27). Accommodating and 

upholding communicative rights for children may require flexibility and creativity, depending on the 

modality of the children’s communication, and the language that they use (Roulstone and McLeod 

2011). Articles 2, 12, 13, 29, 30 and 40 of the CRC (United Nations 1989) focus on two areas of 

communication: freedom of expression and opinion (Articles 12 and 13), and the language(s) in which 

children communicate (Articles 2, 29, 30 and 40) (McLeod 2018). In addition, children’s right to 

communicate is necessary for protection of many other rights. Therefore, championing children’s right 

to communication has implications across multiple disciplines, including the law (e.g. Jones 2015), 

healthcare (e.g. Kilkelly and Donnelly 2011; McCormack et al. 2018), education (e.g. Doell and Clendon 

2018; Gallagher et al. 2018; Gillett-Swan and Sargeant 2018) and disability services, such as in the 

Convention on the Rights of Persons with Disabilities (CRPD; United Nations 2006). 

Privileging Children’s Voices 

Listening to young children and championing their expression of their opinions can present challenges, 

given they are in the process of acquiring their communication skills. For infants and toddlers, adults 

may need to facilitate communication (and by extension human rights) by interpreting gestures, body 

language and facial expressions as well as key word signs and spoken words. However, it is important 

to acknowledge the child as “rich in potential, strong, powerful, competent, and most of all, connected 

to adults and other children” in daily life as well as in research (Malaguzzi 1993, p. 10). By doing so, 

children’s right to communicate can be achieved when adults view and treat children as competent 

communicators. To promote communication rights, young children’s agency and participation across 

contexts must be supported. Shier’s (2001) five stages model of increasing participation for children 

proceeds from the least involvement of children to the most involvement. These stages are: 

1. Children are listened to 

2. Children are supported in expressing their views 

3. Children’s views are taken into account 

4. Children are involved in decision-making processes 

5. Children share power and responsibility for decision making. 

The Pathways to Participation model (Shier 2001) moves through levels of child involvement to 

facilitate children’s participation and empower children in the decisions affecting them (Shier 2001). 

Children’s level of participation may vary depending on the setting, the individual child, and the adult(s) 

or individual’s capacity. The first stage of commitment represents an opening, where someone is “ready 

to operate at that level” (Shier 2001, p. 110). Next comes an opportunity. To operate at this level, 

resources, skills, knowledge or new approaches are developed to support the individual or organisation 

at this level of empowerment. Lastly is an obligation, where it becomes a requirement (e.g. through 

agreed policy) that the individual or organisation operates at this level (Shier 2001). Several researchers 

have demonstrated how children can be “active and effective participants” (Dockett and Perry 2007, p. 

47) in matters concerning them, such as the Starting School Research Project (e.g. Dockett and Perry 

2005) and Risky Spaces Project (Farrell and Danby 2004-2006). This model of child-led research and 
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discussion upholds children’s right to be involved in decisions affecting them; however, it requires adults 

involved to commit to and facilitate listening to children (Dockett and Perry 2007). 

Young Children in Early Childhood Education and Care 

The early years of children’s lives are foundational for their lifelong health and well-being (Eadie et al. 

2017). Thus, early childhood educators are uniquely positioned to have a positive influence on the 

development of young children and, in particular, their communication development. Law et al. (2009) 

analysed the outcomes of 17,196 5-year-old children from the United Kingdom (UK) when they reached 

34 years of age. This analysis showed the growth of children’s early language skills was of particular 

importance, acting as a predictor of later social, emotional, academic and vocational achievement. Given 

the positive influence of attending early childhood education and care (ECEC), and the benefits of 

attendance for children, ECEC is an important space for upholding, championing and improving 

children’s communication. For example, in Australia the articles of the CRC, including those relating to 

freedom of opinion and expression, are embedded in a range of laws and acts governing care and 

education for young children, such as the Education and Care Services National Law 2010 and 

Regulations 2011 (Early Childhood Australia & Australian Human Rights Commission 2015). Further, 

communication is one of the five key learning outcomes for children as described by the Australian Early 

Years Learning Framework (EYLF; DEEWR 2009). The same is true in the curriculum documents of 

other countries such as Te Whāriki (Ministry of Education 2017), the early childhood curriculum for 

New Zealand, and in the Early Years Foundation Stage (EYFS; Department for Education 2017) 

framework in the UK. 

Supporting the Communication of Young Children with and without Speech, 

Language and Communication Needs 

In this discussion we focus on the communication needs of young children in ECEC and the 

communication of young children with speech, language and communication needs (SLCN). There are 

two important points to consider when discussing the communication of young children. Firstly, it is 

important to recognise that children may be less able to communicate their needs and/or feelings because 

of their age. So, there is a need to recognise and meet children at their stage of communication 

development. Secondly, there are some children who have specific communication disorders, which is 

why they cannot communicate. 

Strong communication skills are crucial for all young children and can be supported in ECEC settings. 

Promoting very young children’s expressive communication (and by extension, their rights) may require 

support or guidance from adults around them. Children’s ability to express themselves has protective 

features for their safety, independence and autonomy. Very young children may not be able to follow 

verbal instructions, so accompanying these with gestures, or pictures, may also be beneficial. Facilitating 

children’s understanding of the cultural expectations of an early childhood setting also supports their 

sense of belonging and safety. 

SLCN is an umbrella term and includes “difficulties with fluency, forming sounds and words, 

formulating sentences, understanding what others say, and using language socially” (Bercow 2008, p. 

13). Children with SLCN may have difficulty understanding what is said to them, trouble expressing 

themselves or both, and they may require additional specialist support by speech-language pathologists 

(SLPs), educators and others to promote their speech and language development. Although specific 

terms vary according to organisations and/or nations, for example, SLCN (Royal College of Speech & 

Language Therapists n.d.), “communication impairment”, “developmental language disorder”, “speech 

sound disorder” (Speech Pathology Australia n.d.) and “speech, language and hearing disorders” (ASHA 

n.d.), they collectively represent one of the highest prevalence conditions seen in childhood (Law et al. 

2000; McLeod et al. 2014). For example, in a literature review of screening for speech and language 

disorders in children aged 7 years and under in the UK, Law et al. (2000) found expressive language 

delay to have a prevalence ranging from 2.81–16% and speech delay of 2.3–24.6%. 

Listening to children with SLCN has been approached in a variety of ways, requiring creativity and 

lateral thinking to privilege the voices of the children themselves. For example, drawing and arts-based 

approaches (e.g. McCormack et al. 2010; McLeod et al. 2013), narrative inquiry (e.g. Lyons and 

Roulstone 2018), videography – such as baby cam (e.g. Sumsion et al. 2011) and focus groups (e.g. 
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Nyberg and Havstam 2016). Insights gleaned from child participants in research have included the risk 

and protective factors regarding the impact of SLCN on children’s well-being and resilience – with 

relationship challenges and academic achievement as risk factors and hope, agency and positive 

relationships representing protective factors (Lyons and Roulstone 2018). Further, the responsibility of 

listeners in supporting children with speech sound disorders was highlighted by child participants in a 

study by McCormack et al. (2010), describing both a speech problem and a listening problem and the 

associated frustrations. A study by McLeod et al. (2013) with children with speech sound disorders 

described how the children felt safe in their home environments with familiar people (e.g. their siblings), 

but frustrated, embarrassed or withdrawn in public contexts when they could not express themselves. 

There are some studies investigating the voice of children with SLCN (Lyons and Roulstone 2018; 

McCormack et al. 2019; Roulstone and McLeod 2011); however, there is greater scope for inclusion of 

children as agents of power and decision making, as per the Pathway outlined by Shier (2001) to uphold 

the rights of children with SLCN. 

Although SLCN is highly prevalent in early childhood (Law et al. 2009; McLeod and Harrison 2009), 

children with communication disorders have been shown to respond to intervention (Baker and McLeod 

2011; Law et al. 2003; McLeod et al. 2020). Early detection and intervention may mitigate the effects 

of communication difficulties on children’s socialisation and education (Schwarz and Nippold 2002). 

Early childhood professionals are key identifiers of communication difficulties (Harrison et al. 2017; 

McAllister et al. 2011; Verdon et al. 2017). If children with SLCN have limited vocabularies, they may 

become frustrated, leading to perceived behavioural difficulties. Repetition and expansion of children’s 

utterances may help build their vocabularies. Paying close attention to what children are doing, and 

following their lead, may be of particular importance, so that the adult communication partners can 

understand what the children are interested in and potentially wanting to communicate about. To 

encourage communication in more reticent children, it may be beneficial to tap into their interests and 

show the power and joy of communication. Similarly, children with SLCN may seem to have 

challenging behaviour if they are not understanding the expectations and/or they cannot express 

themselves verbally. Using simple language, with pauses, emphasis on key words and repetition may 

help children with SLCN understand their environment and what is asked of them. Collaboration 

between families, early childhood educators and SLPs will strengthen the support for young children 

with SLCN. 

Indeed, children with SLCN may not be able to successfully advocate for themselves given their 

communication difficulties. “Communication is critical to reporting human rights abuses, seeking help, 

and receiving support” (Marshall and Barrett 2018, p. 45). Difficulties in interpreting children’s 

priorities may be compounded when children with SLCN are very young. Therefore, facilitating and 

strengthening reliable means of communication for children with SLCN is crucial. There are many ways 

ECEC educators can support children with SLCN to exercise their right to communicate. In the inclusive 

ECEC space, there are strategies and tools to hand for facilitating listening to children. Given the unique 

nature of children’s SLCN, the best strategies to enhance and improve their communication require 

careful consideration rather than a one-size-fits-all approach. For this reason, a multidisciplinary 

approach may be most appropriate, involving ECEC educators, SLPs (speech, language and literacy), 

audiologists (hearing), occupational therapists (play and fine motor skills), psychologists and others 

(Verdon et al. 2017). Ideally, in an ECEC setting, to best support children with SLCN’s right to 

communicate, educators’ understanding of child rights and child development, and SLPs’ understanding 

of speech and language development and intervention, must be combined. High quality early language 

learning environments in ECEC settings support and improve children’s developing communication 

skills and, by extension, their right to communicate (Tayler 2017). The use of visuals to support verbal 

instructions, and access to toys and resources in languages other than English that reflect the cultural 

communities of the children attending, all support children’s communication rights. Given the known 

benefits of access to early childhood education, and the particular influence of early identification and 

treatment of communication difficulties, ECEC educators, SLPs and families are uniquely positioned to 

support children with SLCN, and to facilitate and uphold their right to communicate. However, there are 

barriers to children engaging in ECEC, including poor quality ECEC in some circumstances, community 

attitudes towards children with SLCN and a lack of access to health and allied health services. 
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Example: Supporting Young Children with SLCN with Cleft Palate 

Children with cleft palate are at increased risk of speech and language delay, and they also require 

specialist medical intervention, particularly in the first year of life. Cleft palate is a congenital condition 

where the segments of the face do not fuse as anticipated in utero, resulting in the nose and mouth not 

being properly separated (Cronin and McLeod 2019b). When learning to talk, children with cleft palate 

may rely on gesture to communicate and be slow to acquire words. They may be slow to add words to 

their expressive vocabularies. Children with cleft palate may be difficult to understand when they start 

to talk, imitating and producing words that do not sound like the target (e.g., “gaggy” for daddy). 

Children with cleft palate may be more passive communicators than their peers, responding to, but 

infrequently initiating conversation with communication partners (Chapman et al. 1998; Frederickson et 

al. 2006). Particular care may be needed to encourage more assertive communication from children with 

cleft palate. For this group of children, participating fully in ECEC may be compromised due to the need 

for multiple surgeries and healthcare appointments, increased rates of illness (particularly ear infections), 

specialised feeding support and difficulties communicating (e.g. Cronin, Verdon et al. 2020). When 

children have a cleft palate, surgeries and orthodontic interventions are required (Cronin and McLeod 

2019a; Cronin, McLeod et al. 2020a). Parents may choose not to send children to ECEC settings to 

reduce their risk of infections as a result of the complexity of care they are receiving, and in some cases, 

because of their child’s appearance (Cronin, McLeod et al. 2020b). To support infants and toddlers with 

cleft palate, certain considerations may be needed in approaching their ECEC to help them achieve their 

rights. For example, given the high rates of ear infections in infants and toddlers with cleft palate, having 

them close to their ECEC educator, where they can see them talking, and minimising background noise 

(where possible), may help these children best hear what is said to them. As the children may have 

delayed expressive language, providing simple language models and labelling their actions and interests 

could give them additional opportunities to learn and attempt new words. Trying to follow their 

nonverbal communication (i.e. eye gaze and gesture) to best interpret their spoken communication may 

help adult communication partners understand what they have said if the children’s speech is unclear 

(which is common for infants and toddlers with cleft palate, more so than their peers). Building 

relationships with young children, where they feel that they are understood, and can be supported to 

understand what is going on around them, offers the greatest opportunity to help them achieve their 

rights. These ideas connect with Shier’s (2001) framework. That is, Shier’s Pathways to Participation 

can be used to support the communication rights of infants and toddlers with cleft palate. For example, 

given current practice, professionals and organisations may be at the opening level of commitment, and 

therefore ready to engage infants and toddlers with cleft palate to participate. More resources would 

need to be specifically devoted to move this commitment to becoming an opportunity, whereby 

organisations could devote specific resources to support the infants’ and toddlers’ participation. 

Conclusion 

In the early years of life, a time of enormous growth and development, young children have a right to be 

heard, and a right to express themselves. Although this may present challenges, there are ways to 

creatively listen to young children including children with SLCN. Particular care may be needed to see 

and champion the opinions and priorities of the rich and active child. However, collaboration, and careful 

and respectful listening, can ensure all children are listened to and their human rights respected, even 

for those children whose voices might be hard to hear. 
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The rights of children with speech, language and communication needs (SLCN) in early childhood 

education and care (ECEC) in the United Kingdom (UK) are driven by the international legislation and 

guidance described so clearly by Cronin and McLeod in the first part of this chapter. The challenges 

posed in ensuring that the rights of children with SLCN, and the accompanying difficulties that their 

communication difficulties create, are recognised and upheld and also shared between Australia and the 

UK. There are nevertheless some differences in the context in which these rights and challenges are 

being promoted and addressed. 

Through a series of government reports in the UK, the importance of strong communication skills in 

ensuring children are not held back in education or social development has been widely recognised. The 

Rose Report on the teaching of early reading (Rose 2006) commented that “far more attention needs to 

be given, right from the start, to promoting speaking and listening skills to make sure that children build 

a good stock of words, learn to listen attentively and speak clearly and confidently” (p. 3) as a precursor 

to the development of literacy skills when children start school. The Tickell Report (Tickell 2011) 

identified communication and language as prime areas of learning in the Early Years Foundation Stage 

Curriculum for children aged 2 to 4 and vital to the development of personal, social and emotional 

development. The report also highlighted the importance of valuing a child’s home language. The Allen 

Report (Allen 2011) made a convincing case for early intervention for all children presenting with needs 

or neglect, referring to the evidence that children’s brains are 80% developed by age 3 and, therefore, 

“we need to intervene early to make sure that our children get the best possible start in life” (p. xiii). 

The Bercow Report, published in 2008, presented a review focused specifically on the services for 

children and young people with SLCN in the UK. While the core messages were consistent with other 

reports regarding communication as a crucial life skill and the importance of early intervention, a number 

of specific recommendations were made regarding SLCN. These included a request that the government 

establish a Communication Council and appoint someone to the post of Communication Champion, to 

ensure that the recommendations of the report were implemented and to raise awareness of SLCN among 

key stakeholders and the general public. This led to the National Year of Speech, Language and 

Communication, a campaign of activities and awareness-raising around the countries of the UK. 

The Bercow Report and the Allen Report led to some other changes with regard to the development 

of the evidence base to support work with children with SLCN: specifically, the development of two 

What Works centres, one run by the Early Intervention Foundation focusing on the early years and the 

other run by The Communication Trust and focused on interventions for children with SLCN. Together, 

they provide easy access to practitioners and clinicians working with children with SLCN and 

information on evidence-based interventions to use with this population. 

A decade on, a second Bercow review has taken place to evaluate progress since the first report, 

resulting in Bercow: Ten Years On (Bercow 2018). While the report recognises that some changes have 

been achieved, it concludes that SLCN has not been a priority for national and local strategies and that, 

as a consequence, children’s needs in this area are often unidentified and unsupported. 

The capacity for system-wide change is possible, however, and this is demonstrated effectively 

through changes in care for children born with cleft palate in the UK. In the late 1990s, a review of 

services and outcomes for children born with cleft lip and palate in the UK was carried out. The 

subsequent report showed that outcomes for speech in this population were poor relative to other centres 

in Europe (Sandy et al. 1998; Sell et al. 2001). The decision was made to centralise National Health 

Service provision in cleft palate from a total of 57 different centres providing care to just 11 across the 

whole of the UK. 

While this radical change in the delivery of care had some negative impacts, such as increased 

distance to travel for surgery, the change to outcomes in speech was remarkable. Before centralisation, 

just 19.6% of children were rated as being normal with regard to the intelligibility and distinctiveness 

of their speech; following centralisation, that figure had increased to 56.3% (Sell et al. 2015). The value 



 

127 

 

of specialist clinicians from across the multidisciplinary team in providing care to children born with 

cleft palate from birth to age 5 had been clearly demonstrated, with many more children achieving a 

positive outcome and being able to exercise their right to communicate. 

Within this population, however, the study following centralisation showed that the picture was not 

so rosy for children at the other end of the outcome spectrum. Both datasets (Sell et al. 2001; Sell et al. 

2015) showed that 20% of children in the cohorts were unintelligible or barely intelligible. Centralisation 

appeared to have little impact on this group and additional work is needed to identify risk factors for 

poor outcomes in this population. The Cleft Collective Cohort Studies was set up to provide a dataset 

for researchers across the globe to address a wide range of research questions of importance to the cleft 

clinical and patient communities. A nested study within the birth cohort, the Cleft Collective Speech and 

Language Study, is recruiting a subsample to focus specifically on the speech development of this 

population with the aim of identifying why 20% of children born with cleft palate continue to have such 

marked difficulties with making themselves understood (Wren et al. 2017). The intention is to identify 

information which can help clinicians and parents and carers to reduce the number of children in this 

situation and, through doing so, increase the opportunity for more children born with cleft palate to 

access their right to communicate and be heard. 
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Abstract 

Background: The lives of families of young children with cleft palate (±lip) are complex. 

Multiple interventions are required as part of the long-term multidisciplinary treatment for 

children with CP±L, with an impairment-focused approach prevailing. Research with young 

children with CP±L has focused on treatment and intervention, and previous qualitative 

research has been collected predominantly via interviews, so little is understood about the 

day-to-day lives of families of young children with CP±L. 

Aims: (1) To increase understanding of the lives of children with CP±L and their families by 

applying an ethnographic lens to improve clinical practice (2) to identify key experiences that 

shape the experiences of children with CP±L and their families (3) to examine how family-

centered practice can enhance practitioner-family relationships in providing effective and 

evidence-based care for children with CP±L. 

Method: Ethnographic observations of seven families of children with CP±L and their 

families and educators including parents, siblings, aunts, grandparents, and teachers involved 

multiple site visits. Rich data were collected to gather information about different aspects of 

their lives (such as their strengths, routines, preferences, challenges and experiences). There 

were 84 artefacts collected: 18 interviews, 29 videos, one extended audio recording of a 

mealtime, seven photos contributed by families, seven case history questionnaires, and 22 

field notes. These data were analyzed inductively using thematic analysis.  

Results: Three overarching themes and 11 subthemes were identified: (1) the whole child 

(persistence, communication, activities, mealtimes), (2) family strength and support (strong 

families, external support, attitudes, advocacy, positive medical experiences) and (3) family 

isolation and trauma (negative medical experiences, traumatic and challenging experiences).  

Conclusion: This is the first study to use ethnographic methodology to facilitate the 

collection of unique insights into the lives of young children with CP±L and their families to 

improve clinical practice for SLPs. The unique application of family-centered practice with 

these families promoted trust and highlighted their challenges and strengths which could be 

considered by SLPs to provide holistic intervention. 

Keywords: Family-centered practice; cleft palate; child; ethnography; qualitative  
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1. Introduction 

Cleft palate with or without cleft lip (CP±L) occurs in around one in 700 infants born 

(or 1.7 per 1000 live births) worldwide, although prevalence rates vary depending on factors 

like geography, gender, socioeconomic status, and ethnicity (Cronin & McLeod, 2019; 

Mossey, Little, Munger, Dixon, & Shaw, 2009; Peterson-Falzone, Hardin-Jones, & Karnell, 

2010). CP±L is a congenital condition where segments of the face do not fully fuse in utero 

(Burg, Chai, Yao, Magee, & Figueiredo, 2016; Peterson-Falzone et al., 2010). In most 

instances, the cause of the cleft is multifactorial, and unknown (Marazita, 2012); however, 

there are some known environmental factors (e.g., maternal smoking, poor maternal nutrition, 

exposure to teratogens early in pregnancy), and some known genetic factors (i.e., some 

families may have a known genetic risk) (Mossey et al., 2009). Children with CP±L may 

experience differences or difficulties with feeding (Reid, Kilpatrick, & Reilly, 2006), speech, 

hearing, and psychosocial outcomes as a result of the cleft (e.g., Perry, 2011; Peterson-

Falzone et al., 2010). They may also have differences in the growth of the midface, their 

dentition, and occlusal relationship. When children have a cleft lip, this also results in a facial 

difference. Children with CP±L are at increased risk of speech sound difficulties; so, they 

may be engaged in speech-language pathology intervention from very early childhood. For 

example, infants with CP±L demonstrate a more restricted consonant inventory (e.g., 

Chapman, Hardin-Jones, Schulte, & Halter, 2001), have lower average levels of babbling and 

babbling frequency (Scherer, Williams, & Proctor-Williams, 2008), and produce fewer total 

consonants than their peers without clefts (Chapman & Hardin, 1992; Chapman et al., 2001) . 

Toddlers with CP±L use more glottal stops and fewer oral plosives (e.g., /p/ and /b/) and 

alveolar plosives (e.g., /t/ and /d/) than children without CP±L (O’Gara & Logemann, 1988; 

Willadsen & Albrechtsen, 2006). The presence of a speech sound disorder can impact young 

children’s interactions with their communication partners, resulting in fewer opportunities to 

hear and use speech (McCormack, McLeod, McAllister, & Harrison, 2010). The differences 

in the speech of young children with CP±L described above represent group data, and it is 

important to note the individual skills and capabilities of each individual child with CP±L. 

That is, some children with CP±L will present with cleft speech characteristics like those 

described above, while others may have no difficulties with their speech or language 

acquisition (e.g., Boyce, Kilpatrick, Reilly, Da Costa, & Morgan, 2018; Hardin-Jones & 

Chapman, 2011). Children’s temperament (e.g., persistence) has been associated with speech 

and language difficulties (Conture, Kelly, & Walden, 2013; Harrison & McLeod, 2010) and 

can provide insights into individual differences, especially given the findings that children 
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with CP±L can be passive communicators (Frederickson, Chapman, & Hardin-Jones, 2006). 

Some children with CP±L may experience other difficulties like their peers without CP±L, 

such as being fussy eaters (Taylor & Emmett, 2019).  

Studies about the long-term impact of having a CP±L, and how children with CP±L 

experiences education settings, vary in their findings. School-aged children with CP±L may 

be at increased risk of bullying and experiencing challenges at school (e.g., Lovegrove & 

Rumsey, 2005; Stock & Ridley, 2018). These social challenges include negative social 

interactions, challenges related to ongoing treatment for the cleft, and a lack of sufficient 

understanding and support from teachers (Stock & Ridley, 2018). There has been limited 

research considering toddlers’ experiences of early childhood education and care (ECEC) 

(Cronin, McLeod, & Wren, in press). The remit of ECEC is to be inclusive and recognize 

children’s rights to education, play and agency in their lives (DEEWR, 2009, United Nations, 

2006). High-quality ECEC has been shown to be beneficial to children’s development overall 

(Gialamas et al., 2014), and it is important to understand experiences of attending childcare 

from the perspective of children with CP±L.  

Adults with CP±L largely are reported to be well-adjusted to challenges that they may 

experience in regard to their diagnosis, but a minority continue to experience difficulties 

(e.g., Stock, Feragen, & Rumsey, 2015; Stock, Costa, White, & Rumsey, 2020). For example, 

hospital cleft teams generally work with individuals until age 18 years; however, as stated by 

a participant, “it doesn’t all just stop at 18” (Stock et al., 2015, p. 543). Adults with CP±L 

may also have difficulties with romantic relationships and starting a family, higher education, 

success in the workplace, and accessing ongoing psychological support (Stock et al., 2015).  

Treatment for CP±L in Australia typically involves a interdisciplinary team consisting 

of, at a minimum, a plastic and reconstructive surgeon, orthodontist and speech-language 

pathologist (SLP) and multiple surgeries and interventions including speech therapy and 

orthodontic treatments (Table 2). Other health professionals are often involved as well (e.g., 

pediatricians, otolaryngologists, audiologists, nurses, psychologists, social workers, 

geneticists). Children with CP±L are typically seen in a medical setting by necessity, 

although the impact of having a cleft may affect their lives more broadly than can be captured 

in a clinical context. In the last decade, more researchers have explored the experiences of 

individuals with CP±L utilizing different qualitative methodologies to examine the 

multifaceted impacts of having a cleft and/or speech difficulties upon children’s and young 

people’s lives (e.g., Alansari, Bedos, & Allison, 2014; Nelson, 2009; Stock & Ridley, 2018). 

For example, their experiences with education (Stock & Ridley, 2018), the individuals’ and 
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families’ experiences of the treatment journey (Locker et al, 2002; Nelson, Kirk, Caress, & 

Glenny, 2012; Zeytinoglu, Davey, Creran, Fisher, & Avkil, 2017), families’ experiences of 

receiving the diagnosis, sometimes postnatally (e.g., Costa, Williams, Martindale, & Stock, 

2019; Johansson & Ringsberg, 2004; Tierney, Blackhurst, Scahill, & Callery, 2015), fathers’ 

experiences (Stock & Rumsey, 2015), the experiences of unaffected siblings (Stock, 

Stoneman, Cuniffe, & Rumsey, 2016), and the experiences of children of having cleft palate 

speech characteristics (Havstam, Laakso, & Ringsberg, 2011). Explorations of the 

experiences of families of children with speech sound disorders, and the siblings of children 

with speech sound disorders have also been undertaken (Barr & McLeod, 2010; McLeod, 

Daniel, & Barr, 2013). 

When children with CP±L are 2- to 3-years of age, they are referred to, and beginning 

to access, speech-language pathology intervention for the first time (Hardin-Jones & 

Chapman, 2008) as delays in their expressive language and/or differences in their speech 

sound production may be emerging or more apparent. Therefore, the current study focused on 

this age group in order to gain insights from families that could be considered in planning 

holistic SLP assessment and intervention. Other studies have described professionals’ 

perspectives (e.g., the practices of specialist SLPs working with young children with CP±L, 

Cronin, McLeod, & Verdon, 2020a), and it was anticipated that the current study would 

contribute the families’ perspective. 

1.1 Family-Centered Practice 

A family-centered framework was used to explore experiences of children with CP±L 

and their families. Family-centered practice contains several key principles, and no one 

definition exists (Braun, Dunn, & Tomchek, 2017). However, one description which captures 

the core elements of this approach is outlined by Espe-Sherwindt (2008) who describes 

family-centered practice as: (1) taking a strengths-based approach; (2) privileging families’ 

voices and ensuring they have power in determining intervention; and (3) establishing 

collaborative partnerships between parents and professionals. The purpose of these practices 

is to increase parents’ self-determination and self-efficacy, and to ensure collaborative 

decision-making between parents and providers (Tomasello, Manning & Dulmus, 2010). 

Family-centered practice is described as best practice when working with children in early 

intervention and their families (e.g., Ekberg, Scarinci, Hickson, & Meyer, 2018) where the 

professional acts not as an expert, but rather to facilitate and collaborate with the parents 

(Tomasello et al., 2010). Family-centered practice has been linked to greater family 
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satisfaction, stronger family beliefs of self-efficacy, an increased sense of parental control, 

improved perceptions of services by families, and demonstrated efficacy across multiple 

help-giving settings including hospitals and early intervention programs, where SLPs operate 

and provide services (Dunst, Trivette, & Hamby, 2007). Outcomes for children and families 

have also been demonstrated to be broader, and more positive, when family-centered practice 

is employed (e.g., Dunst & Trivette, 2005; Trivette, Dunst, Boyd, & Hamby, 1995). Family-

centered practice was chosen as the theoretical framework in line with the aims of the 

research, to respect families, to give them the opportunity to collaborate with the researcher, 

to consider their strengths, to shift power away from the researchers and into the hands of the 

participants, and to give them the control to share what they wanted to share. Family-centered 

practice underpinned the research design, methods of data collection and analysis through 

taking a strengths-based approach in talking about the children in interviews, letting families 

guide discussion, and working with families in their chosen context to ensure their voices and 

experiences were represented. 

1.2 Understanding the Impact of Having a Child with CP±L on a Family 

A number of studies have investigated parents’ reactions to, and experiences of, 

receiving the diagnosis that their children have a CP±L, and their experiences in caring for 

children with CP±L. Soon after receiving the diagnosis, parents may experience shock, grief, 

stress, and feelings of loss (e.g., Costa et al., 2019). However, this changes over time, with 

parents adjusting to the diagnosis (Stock et al., 2020), and their emotions being “more 

nuanced, involving joy and delight in their child” (Nelson et al., 2012, p. 346). Health 

professionals working with families of young children with CP±L must be mindful of 

parents’ changing emotional states, and what parents are grappling with when offering 

intervention. Although it may be routine for professionals working in a cleft team to see, talk 

to, and work with, children with repaired and unrepaired clefts, learning of their own child’s 

diagnosis may be families’ first experience with orofacial clefts. Providing support to 

families in a sensitive and respectful manner, and giving them the tools they need to best 

navigate social reactions, the medical system, and daily life as parents of a child with CP±L, 

requires holistic consideration of their lives. Family-centered practice has not typically been 

the model of care provided for families accessing specialist cleft care, despite its known 

benefits. For example, a recent report by Pfeifauf et al. (2020) described the complex, long-

term process of shifting one organization’s cleft and craniofacial team from a “disease-

centered to [a] family centered model” (Pfeifauf et al., 2020, p. 1). More information is 

needed about the home and family lives of young children with CP±L, and the joys and 
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challenges they face, in order to provide more holistic, family-centered support and so that 

assessment, goals and intervention are relevant to children and their families and thus will be 

effective. Therefore, this research aligns with the aims of organizations such as the American 

Academy of Pediatrics to promote patient- and family-centered care for children and their 

families (Committee on Hospital Care, 2012). 

1.3 Aims 

The aim of this paper was to apply an ethnographic lens that privileges the voices and 

perspectives of participants to: 

1. Increase understanding of the lives of children with CP±L and their families by 

applying an ethnographic lens to improve clinical practice  

2. Identify key experiences that shape the experiences of children with CP±L and 

their families  

3. Examine how family-centered practice can enhance practitioner-family 

relationships in providing effective and evidence-based care for children with 

CP±L 

1.4 Methodology 

Ethnography aligned with the tenets of family-centered practice by placing the researcher in 

the position of discomfort, or the unfamiliar, and allowed families to control what and whom 

the researcher observed during data collection. Ethnography is a method of qualitative data 

collection characterized by the researcher situating themselves in the community or space 

they are observing and assuming the role of a participant-observer (Verdon, 2014). 

Embedded ethnography may be used to understand the experiences of a group of people 

within the same specific ‘culture’, or who have the same shared experience, such as a 

particular disorder (Howe, Verdon, Easton, & Geiger, 2019). The families decided what the 

researcher saw, experienced, and had access to. This was a shift in power from the usual 

experiences of families with CP±L engaging with cleft palate teams. That is, typically they 

enter a ‘foreign’ environment (e.g., medical settings) and are told what will happen, such as 

when attending an all-day interdisciplinary cleft clinic review (Cooper et al., 2019). Given 

that the purpose of ethnography is to develop an understanding of a culture, this required 

multiple visits and visiting for extended time periods (Howe et al., 2019). These features of 

the methodology cultivated a trusting relationship between the researcher and the 

participants, which ultimately allowed families’ narratives to be candid and powerful. 

Ethnography also ensured more could be learnt about the children’s contexts outside of the 

hospital or clinical setting. The opportunity for the researcher (first author) to immerse herself 
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in the context of the families’ lives provided a greater understanding of the families’ 

perspectives. Ethnography uncovers the “extraordinary-in-the-ordinary” (Ybema, Yanow, 

Wels, & Kamsteeg, 2009, p. 2). By experiencing the ‘mundane’ routine of everyday life, the 

research uncovered the experiences of these families to inform holistic practice that is 

essential for adequately supporting families of children with CP±L in their daily lives. 

2 Methods 

Ethical approval was obtained from the [UNIVERSITY] Human Research Ethics 

Committee (approval number H18092). Consent was obtained from the adult participants and 

assent was obtained from child participants. 

2.1 Participants 

2.1.1 Participant Recruitment 

A non-clinical sample was chosen with the aim of capturing responses from a broad 

range of children with CP±L and their families, rather than only those children seen for 

regular speech-language pathology intervention (cf. Tomblin, 2010), in line with recent 

commentary on health research (e.g., Harris, Barton, & McClain, 2020; Rios, Magasi, Novak, 

& Harniss, 2016). Participants were recruited by inviting organizations and healthcare 

providers to promote the study (e.g., support groups for parents of children with CP±L, and 

cleft palate clinics at major hospitals, and via media releases and social media posts). A 

deliberate decision was made to take an inclusive approach to participant recruitment, with 

the only exclusion criteria relating to the children’s age, the children having had their 

surgeries in Australia, and the family’s capacity to participate in the research within 

Australia,  as minorities may too often be excluded, limiting the evidence base for these 

populations. Although four of the seven children did access regular speech-language 

pathology intervention, this was not one of the selection criteria.  

2.1.2 Child and family participants 

Participants in this study were the parents, siblings, extended family, and educators of 

seven 2- to 3-year-old children with CP±L (Table 1). All names have been changed to 

preserve participant confidentiality. There were four boys and three girls, living in 

metropolitan, regional, and rural Australia. One child had a bilateral complete cleft lip and 

palate, four children had unilateral complete cleft lip and palate, and two children had cleft 

palate only. One child had an additional diagnosis of a rare chromosomal condition and a 

global developmental delay. Another child participant had confirmed bilateral moderate 

conductive hearing loss and wore in-ear hearing aids. The families lived in moderate to high 

socio-economic status areas, according to measures of socio-economic advantage and 
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disadvantage (Australian Bureau of Statistics, 2016). Most of the children in the study 

attended ECEC centers where all of the educators held a certificate in ECEC as a minimum, 

and some held university qualifications as teachers. The children either attended center-based 

childcare (Peyton, Flynn, Meadow, and Elijah), or family day care (George and Jett). 

There were seven mothers, six fathers, four grandmothers, two grandfathers, one 

sibling, one aunt and three educators who participated in interviews (see Table 1). Six of the 

mothers had university degrees, while the seventh had a certificate. One of the fathers 

completed high school to year 10, another to year 12, and four had completed university 

degrees. Additional information about the communication of these children is found in 

Cronin, McLeod, and Verdon (2020b).  

2.2 Procedure 

Data in this ethnographic study were collected as part of the larger Toddlers with Cleft 

Palate Study (see Cronin, 2020) and is described in Cronin, McLeod et al. (2020b). The first 

author conducted the visits, interviewed the families, spent time talking and playing with the 

children, assessed the children and made video recordings and notes of the visits. Children 

and their families were visited at least twice, and up to five times, for between 45 minutes 

and five hours per visit. Children were visited in their homes, childcare, and family day care 

settings. The researcher also accompanied them to sites visited in their routines, including a 

swimming lesson, trip to the playground, and school drop off. The sites visited varied 

according to the children and family preferences to share places they encountered in line with 

family-centered practice. Visits were arranged to suit families’ preferences for days and 

times.  

2.2.1 Artefacts 

In line with this ethnographic approach, several types of artefact were collected. 

These included interviews with parents, extended family and educators, videos, recordings of 

mealtimes, photos, case history forms, and field notes that included brief jottings and 

personal notes from the researcher about their impressions and feelings, as well as speech and 

language assessment results (Lyons & McAllister, 2019). A semi-structured interview 

schedule was used to guide interviews with participants based on the Speech Participation 

and Activity Assessment of Children (SPAA-C; McLeod, 2004). A case history interview 

was also undertaken with families which generated discussion and prompted stories from 

families about their experiences. As the aim of the research was to be family-centered, the 

type of data collected, and collection methods used varied between families depending on 

preference and the experiences the family chose to share with the researcher. For example, 
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some families chose to invite multiple extended family members to participate in interviews, 

others chose none. Some families chose that the data collection occur at home, others 

included the children’s childcare centers and in the community. In total, 84 artefacts were 

analyzed comprising 18 interviews, 29 videos, one extended audio recording of a mealtime, 

seven photos contributed by families, seven case history questionnaires, and 22 field notes 

including four research reflections. 

2.3 Situating the Researcher 

The first author is a monolingual, English-speaking, Australian, certified practicing 

SLP, who completed an accredited speech-language pathology degree, with both clinical and 

research experience with children with CP±L. The first author has worked as an SLP in cleft 

teams and an early intervention team, working with children with CP±L and their families, 

and young children with communication disorders and developmental disabilities. She visited 

cleft teams around the world as part of a Churchill Fellowship (Cronin, 2016). It is important 

to note that qualitative analysis is inherently subjective, and so it was through this lens that 

the data were interpreted. The other authors are also monolingual, English-speaking, 

Australian certified practicing SLPs who work in universities. They have diverse experiences 

working with children and families from culturally and linguistically diverse backgrounds, 

and in conducting qualitative and quantitative research with children with communication 

disorders. 

2.4 Data Analysis  

Data were deidentified before starting analysis with participants given pseudonyms 

and identifying information removed from the data (e.g., specific references to places 

replaced with ‘the town’). Interviews were professionally transcribed. Raw data were 

examined by the first and second author as the first phase in data familiarization. Text based 

data were read by both authors and visual data (such as videos) were watched together to 

discuss initial impressions of the data. All data were then entered into NVivo 12 software 

(QSR International, 2018). The data were analyzed inductively. That is, open codes were 

applied to the data “without trying to fit it into a pre-existing coding frame” (Braun & Clarke, 

2006, p. 83). Approaches to data coding were considered and discussed by the authors. An 

inductive approach was selected to allow the voices of the participants to drive the findings as 

opposed to applying a predetermined schema to the data. Analysis commenced with the first 

and second author jointly analyzing one piece of data from each category of data (i.e., one 

interview, one video, etc.) to conceptualize the initial open coding schema. Each artefact was 
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then systematically analyzed by the first author with all data for a child analyzed together. 

Data were assigned to codes using constant comparison with existing codes and new open 

codes were added as required (McAllister & Lyons, 2019). The first author completed all of 

the open coding as she was present during data collection, and therefore, understood the 

context in which the data were situated. As described by Verdon, McLeod, and Wong, 

(2015), this afforded her insights into the “understanding and interpretation of the data” (p. 

80) through her experiencing the sites and culture. In total, 355 open codes were identified. 

Open codes were then discussed between the first and second author and like codes were 

synthesized into 11 subthemes. Related subthemes were then grouped together into three 

larger themes.  

2.4.1 Member checking. 

Two-phase member checking was completed in keeping with the family-centered 

approach to the research, to give participants a right of reply in the data analysis process. 

Member checking provides research participants the chance to “review and correct data in 

interview transcripts or researcher interpretations of data collected from participants” 

(McAllister & Lyons, 2019, p. 273). In the first phase, the interview transcripts were returned 

to participants for member checking. Participants had the option to clarify or remove content 

they did not want included in the research and two participants requested the removal of 

sections of the transcripts that they reported they felt uncomfortable including. Then, after 

data analysis was completed, the preliminary findings of this study, and a parent handout 

developed from data (see Cronin, Verdon, & McLeod, in press) were sent to the families for 

feedback and comments. Five out of seven families responded, with three families providing 

suggestions which were subsequently incorporated into the parent handout and the key 

findings of this paper. These comments were in reference to highlighting the importance of 

hearing in the speech sound development of children with CP±L, the occurrence of nasal 

regurgitation that is common among newborn infants with CP±L, the importance of viewing 

the child as a whole, the need for support of parents’ mental health, the importance of 

maintaining a positive attitude, and overall positive feedback about the findings. Another two 

families provided updates on their children but did not comment on the findings. 

3. Results 

The results are presented with supporting literature to allow elaboration and 

consideration of the themes and subthemes identified in the data. Three themes were 

identified in the data relating to the families’ experiences of raising a child with CP±L (1) the 

whole child (persistence, communication, activities, mealtimes), (2) family strength and 
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support (strong families, external support, attitudes, advocacy, positive medical experiences) 

and (3) family isolation and trauma (negative medical experiences, traumatic and challenging 

experiences) (see Figure 1). Illustrative examples from the data will be used to describe each 

theme and discussed in relation to the existing literature.  

[Insert Figure 1 about here] 

3.1 The Whole Child in Context  

This theme considered children with CP±L in context, reflecting the aim of a holistic 

examination of their lives to identify their strengths, development, participation in society and 

personality. There were four subthemes pertaining to the theme of the whole child in context: 

persistence, communication, activities, and mealtimes.  

3.1.1 Persistence. 

Persistence was a recurring characteristic in the many open codes that described the 

children’s temperament, character, and behavior. The children were described as persistent, 

or determined, and this was both a positive and a negative for families. This persistence was 

also observed by the researcher. For example, one video showed Meadow’s persistence in 

carefully stacking her toys in a baby doll stroller to take them to her room; she tried over and 

over to rearrange them to be able to carry all that she needed. She persevered for several 

minutes with this activity. One child’s persistence was described as a strategy for 

communicating when he could not be understood:  

Even if we’ve got friends come over they’re like, “oh, did you want this?”, they can 

understand. Because he’ll keep repeating, that was the good thing. Before, he would say it 

once and if he didn’t get it he would just get frustrated. But now he’ll say it over and over 

and over until you got it… (Jett’s mother, Joanna) 

 This example demonstrates the benefit of a persistent temperament in children with 

communication difficulties to ensure they are heard and have their needs met. This finding is 

in keeping with Harrison and McLeod (2010), who identified persistence as protective 

against speech and language impairment in 4- to 5-year-old children in the large scale (n = 

4,983) Longitudinal Study of Australian Children. On the other hand, persistence could be 

challenging for some caregivers. One grandparent discussed her grandson in the following 

way:  

When he was younger…he was determined and he was very demanding. Like when I’d go 

to his place…if I was ever in the kitchen he would think it was time for a biscuit. So 

“bikkie”. And he would stand there and say, “I want a bikkie” (Flynn’s grandmother, 

Frances) 
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 Regardless of the grandmother’s frustration at the child’s persistence, this example 

demonstrates the child’s use of persistence as a strategy to communicate and have his voice 

heard. Persistence in communication is a strength given that children with CP±L have been 

characterized with low assertiveness in their communication (Frederickson et al., 2006). In 

contrast, other children in the study were described by their parents as having difficulty or 

being reluctant to persevere or complete activities. One mother described her son’s reticence:  

He can be a bit shy meeting new people or even people that he sees all the time, he’s still a 

bit shy (Jett’s mother, Joanna).  

These different observations about the children’s persistence reflect the heterogeneity of the 

children in the study, and even within the same child, across contexts. 

3.1.2 Communication. 

Children’s communication was frequently discussed; whether the families were 

pleased with their children’s development or had significant concerns about it. For example, 

one father described his concerns about his son’s speech as:  

…I admit to being probably a bit frustrated with it but I’m not showing that frustration 

towards him; it’s more that sort of longing, “Oh, I wish he could say this” or “How much 

would you be able to talk to me?” (Elijah’s father, Luke) 

These data support previous findings in the literature related to parents’ challenges and 

experiences in managing their own emotions in caring for children with CP±L through 

treatment (Nelson et al., 2012). For example, one parent in the Nelson et al. (2012) study also 

described the deliberate managing of his own emotions to “present a strong outward 

demeanor” (p. 351). This was reinforced by Stock and Rumsey (2015)’s work where fathers 

described the need to “remain strong and positive in order to support their wife and child 

effectively” (p. 35). 

The children in this study had strengths in terms of their understanding of language, 

and pragmatics, but parents, grandparents, and educators expressed concerns about the 

children’s reduced speech intelligibility. During member checking participants also 

highlighted the importance of hearing screening, and the impact of hearing loss, on the 

children’s speech. Most of the children were reported to have difficulties communicating 

(some of which may have been related to their young age), but this did lead to missed 

opportunities. Breakdowns in communication arose from the children’s reduced speech 

intelligibility:  

I might ask him a couple of times and then, if I don’t understand, I end up having to bail 

on it but I sort of shrug it off like “Oh, okay”. Occasionally, I’ll say to him, “I don’t 
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understand” and he’ll repeat it again but I don’t keep wanting to say to him, “I don’t 

understand, I don’t understand” so I tend to just maybe do that once (Elijah’s father, Luke) 

 This father’s description of his interactions with his son supports previous findings about 

adult communication partners’ strategies for supporting the communication of children with 

speech sound disorders (McCormack et al., 2010). That is, specifically, the adult’s response 

to their “listening problem” is to end the conversation to avoid a potential “frustration 

problem” (McCormack et al., 2010, p. 384). For this child, this had meant missed 

opportunities, with his mother expressing:  

I think probably for a while we probably weren’t having as much conversation with him as 

we probably could have…we had, I think, just assumed that he was only really capable of 

one-word answers…so I think, it was only then, I was like, “Oh, he actually can carry on a 

conversation” more so than I was giving him credit for… now we kind of do try to sort of 

have whole conversations with him and things (Elijah’s mother, Miranda) 

Conversely, another parent spoke positively about her daughter’s communication:  

Yeah, she’s doing really well. She’ll speak in pretty complex sentences, pretty amazing. 

(Meadow’s mother, Rebecca) 

These descriptions of the child’s age appropriate language is in line with other findings 

reported in the literature regarding the robust, intact language skills of children with CP±L 

(e.g., Boyce et al., 2018; Hardin Jones & Chapman, 2011). The relative strength of language 

ability for these children appears to be a protective factor in their communication with their 

families. However, these skills could be context dependent, and perspectives did differ on the 

children’s communication, based on communication partners. Interestingly, Meadow’s 

educator described her conversation skills the following way:  

She will listen when spoken to and respond nonverbally to teachers … [we, the educators] 

don’t hear her say much now (Meadow’s educator) 

Identifying the communicative strengths of children with CP±L is essential to supporting 

their overall communication development using a family-centered approach. Further, 

gathering information from multiple perspectives about the children’s communication 

provided important insights about how they were participating and functioning across 

contexts. 

3.1.3 Activities. 

The children engaged in, and valued, many activities. ECEC was an important part of 

the routine for six of the children and their families. There were positives and challenges 

associated with the children’s access of ECEC. For example, one child attended family day 

care at his grandmother’s house. He had a close relationship with his grandmother and his 
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family described he was happy and confident in his grandmother’s care. Accessing quality 

ECEC services, and making strong relationships, has been shown to have a positive effect on 

typically developing children’s attentional and emotional regulation, with these beneficial 

effects remaining stable over time (Gialamas et al., 2014). Miranda described how her son, 

Elijah, had friends at childcare: “He was so excited to see [friend’s name]”. While Meadow’s 

father, Peter, described some challenges she had in making connections with her peers:  

She moved up in class in her day care and none of her friends were brought with her. So 

she moved up by herself, so she was really upset about that. That’s probably the only thing 

she’s ever said that she was upset with, because we said to her – oh, you’re going to day 

care today, and she was like – I don’t want to go to day care. And we were just like – 

that’s strange; usually she loves going to day care. We asked her what’s wrong and said 

she had no friends 

 In contrast, some ECEC centers were reluctant to have children who had additional 

needs, particularly with regards to feeding and mealtimes. One family reported in their case 

history questionnaire,  

Finding care has been difficult due to special needs. We could not pick a centre we 

initially wanted…Lack of understanding with hearing, anxiety, breathing etc. (inclusion1) 

That is, in talking to Emily (Peyton’s mother), an ECEC center she wanted to send her 

daughter to would not accept her based on her conductive hearing loss, anxiety, and 

difficulties around her breathing when she became anxious. This differs from the remit of 

ECEC to be inclusive (DEEWR, 2009).  

3.1.4 Mealtimes. 

The children’s eating, drinking, and behavior at mealtimes was discussed by all of the 

participants, often during observations of snack or mealtimes, or during interviews. These 

observations and interview data were triangulated with several video recordings, and one 

long audio recording of mealtimes. Several families faced early challenges with establishing 

the children’s feeding when they were born, while others reported no concerns. One parent 

wrote in their case history questionnaire, “unable to [breastfeed] due to palate” (Gina, 

George’s mother), while another explained, “tube fed for 5 [days] while establishing bottle” 

(Miranda). During member checking one participant described the shock she felt when her 

son vomited out his nose (nasal regurgitation) as a newborn. Several children had difficulties 

using specific cleft bottles, and two children had problems with feeding resulting in failure to 

thrive. Some parents had sought speech-language pathology intervention to support 

mealtimes. For example, in the audio recording of a mealtime, Peyton’s mother is 

encouraging her to try avocado from her “tasting plate”, and encouraging her, “I can tell 
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you’ve been trying really hard, eating healthy foods”, demonstrating strategies from speech-

language pathology feeding intervention. This aligns with previous findings in the literature, 

that is, the feeding problems infants with CP±L commonly have, more so if they have an 

underlying genetic condition (Reid et al., 2006). At the time of the research, feeding 

represented an ongoing challenge for several children, with one father reporting: “he doesn’t 

love having dinner, that’s the only time we get close to a tantrum. He’s a bit stubborn around 

dinner.” (Philip, Flynn’s father). However, for some children food was enjoyable: “he loves 

food” (Elijah); “food is the biggest motivator” (Jett). Meadow was described by her educator 

as, 

…okay with her eating and drinking but she “takes her time” and she [is] always the last 

one at the table  

Most of the children in the study were very selective about the foods that they would try and 

eat; suggesting they were perhaps “picky eaters” that involved “rejection or restriction of 

familiar foods and unfamiliar foods…” which can peak in the toddler years for all children 

(Taylor & Emmett, 2019, p. 161). To these authors’ knowledge, there have not been studies 

published on picky eating in children with CP±L, rather, the literature focuses on early 

feeding (e.g., Reid et al., 2006), despite this being a common theme in this study. Although 

picky eating does generally resolve without intervention, it can cause families stress, and 

negatively impact family relationships while it is happening (Taylor & Emmett, 2019). The 

children in this study are considered at an increased risk for picky eating, given their early 

feeding difficulties (Taylor & Emmett, 2019). That is, difficulties with the early feeding 

phase (as several of the children had, with some requiring nasogastric feeding, or having 

difficulties with bottle feeding), are a known cause of picky eating (Taylor & Emmett, 2019). 

The consistent reporting of eating and drinking difficulties by families in this study highlights 

the importance of considering children’s feeding in addition to their communication 

competence in holistic support of children with CP±L.  

3.2 Family Strength and Support  

There were five subthemes that comprised the theme of family strength and support: 

strong families, external support, attitudes, advocacy, and positive medical experiences. 

3.2.1 Strong families.  

 Strong families was a subtheme that emerged as a facilitator for children with CP±L 

within this study. This subtheme captured the strong bonds between the children and their 

parents, between the parents themselves and the family units as a whole, and the important 
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role families played as advocates for their child with CP±L. One father described his close 

relationship with his daughter the following way:  

… I absolutely love my daughter. I sleep with her…I’m usually the one that, when she’s 

whinging at night, I’ll run in [laughs] and give her a cuddle. I want to spend every minute 

with her. She loves sleeping on my arm (Meadow’s father, Peter)  

This close bond between father and child, and his importance in his child’s life, highlights the 

key role fathers can play in a child’s attachment and security, and thus illuminates the need 

for the inclusion of fathers’ perspectives throughout the treatment journey for children with 

CP±L and “the necessity of addressing fathers’ information and support needs” (Stock & 

Rumsey, 2015, p. 38). Parents were respectful and supportive of one another. For example, 

one mother described how her husband comforted her when their son slipped and hurt 

himself:  

And Philip is like, ‘You can’t do anything about it. Couldn’t have stopped it. You were 

right there. These things happen. He’s fine, look at him.’ (Flynn’s mother, Fiona).  

The data also contained other instances of parents presenting a united front and supporting 

each other, for example one father described how he followed what his wife told him in 

relation to supporting his child’s communication:  

…Joanna and I usually talk a lot about where he’s at and what she may have picked [up], 

because I’m not going to speech therapy, what she’s picking up from speech therapy, 

things like this is good. And then I’m basically going off the back of what Joanna 

[says]…yeah, I’m just following directions, really. But I’m 100% on board with it…but, 

yeah, I’m really going with what we’ve been told…or what Joanna tells me (Jett’s father, 

Sam) 

These findings align with results described by Zeytinoglu et al. (2017), who interviewed 17 

couples about their experiences caring for children with CP±L. Zeytinoglu et al. (2017) 

described “relationship growth” (p. 89) as a dominant theme in their study, with couples 

reporting they could face adversity by leaning on each other. These data highlight the close-

knit family units and ties between parents, and how the challenges they faced related to their 

children’s diagnoses and interventions brought them together.  

Not all children in the study had siblings; however, for those who did, parents 

described close bonds between the children with CP±L and their siblings. For example, one 

mother recounted how they had not told their daughter that her brother would be born with 

CP±L, and her reaction to him the first time she saw him:  

Then when he was born and mum brought Phoebe in for the first time to see him that day, 

she lifted Phoebe up to see him in his little bassinet thing, and I think I was probably lying 

there so stressed on the bed, and then Phoebe just looked at him and her eyes lit up and she 
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just said, ‘he’s beautiful’. And like everybody in the room just burst into tears, it was 

amazing (Flynn’s mother, Fiona) 

Another mother described the friendship between her sons:  

He’s very much just quite happy to trail along after his big brother most of the time, so 

whatever Ezekiel is playing with, he’ll, so if it’s Lego or pushing the garbage trucks 

around, or just racing around the kitchen, just chasing after each other, they’re sort of just 

quite happy to do the same thing (Elijah’s mother, Miranda) 

This unconditional acceptance by a sibling aligns with findings reported by Stock and 

Rumsey (2015), who similarly found siblings to be a “positive influence on the affected child, 

both socially and in terms of development” (p. 35). These data from interviews were 

triangulated with observations of the children playing with their siblings, or in one instance 

reading a book together while their mother was getting them ready to go to school, and 

talking informally to the siblings during visits to the families’ homes. However, other 

literature indicated both the positives and negatives of being a sibling of a child with speech 

difficulties (e.g., Barr & McLeod, 2010; McLeod et al., 2013). Despite this, siblings were 

important figures in the children’s lives, teaching and playing with them and being important 

supports. Knowing about these close ties could be beneficial in planning speech-language 

pathology intervention, and be incorporated into goal setting (e.g., focusing on how to say a 

sibling’s name), and intervention activities. 

3.2.2 External support.  

Key relationships and external support from extended family members and health 

professionals were recurring themes in the data. These key relationships were often with 

grandparents, and sometimes aunts and uncles. Grandparents were often involved and 

providing childcare for the children; some were interviewed directly, and at times parents 

talked about them in their own interviews, as having close and loving relationships with the 

children. For example, one grandmother described her grandson as,  

well, he’s a delightful kid…he’s got a really sweet nature …he’s a delight. We love him 

(Elijah’s grandmother, Ruth).  

This closeness was previously highlighted in the literature about individuals with CP±L 

finding resilience and close bonds with their families through experiencing “recurrent pain” 

(Alansari et al., 2014, p. 225). That is, Alansari et al. (2014), described how individuals with 

CP±L viewed the repeated surgeries and the pain they endured as an opportunity for personal 

strength, but also as a way of bringing them closer to their parents and grandparents, who 

were there with them throughout the procedures and recovery. In the study by Alansari et al. 

(2014), individuals with CP±L talked about the closeness they then had with their parents 
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from attending appointments together, and having their parents’ and grandparents’ support in 

their daily lives and when they were undergoing procedures.  

SLPs were also part of the children and families’ support networks. One mother 

described how they benefitted from her family and her husband’s family also doing speech-

language pathology intervention with her child as it could be demanding,  

All that support. It can be exhausting if you’re just doing it on your own. It can be pretty 

full on because it’s quite draining. (Jett’s mother, Joanna). 

This description of the increased demands associated with having a child with CP±L aligns 

with literature which describes additional stressors and complexities that can be a part of 

having a child with a cleft (Locker et al., 2002; Stock & Rumsey, 2015). In the example 

described above, these additional demands have been mediated by family support. In 

consideration of planning speech-pathology intervention with young children with CP±L, 

close family bonds could act as a potential facilitator, with multiple active communication 

partners, to provide support and act as intervention agents with the children. 

3.2.3 Attitudes.  

Families’ attitudes about their child having a CP±L changed over time. Several 

families reported feeling shock and worry when their children were first diagnosed with a 

cleft (i.e., at their 20-week scan, or at birth, or later). One mother described her early attitude 

to her son’s cleft:  

…I didn’t bond with him the same way I bonded with Phoebe [sibling]. I felt really guilty 

about that for a long time…I think, I can’t remember exactly, but perhaps the reason is, I 

mean babies are designed to be cute so that you look after them cause they’re helpless, and 

a cleft is not cute. I’m sorry, I just don’t think it’s cute (Fiona, Flynn’s mother)  

However, parents also felt fortunate when talking about their children, and the 

positive experiences of having a child with CP±L, as this same mother explained,  

…and I think he’s amazing and he’s perfect. Do I wish he didn’t have a cleft? Of course I 

do. But that cleft has given me more than I could ever ask for and I just want to make sure 

that it gives him something too because I know it’s going to be hard for him and I … my 

main thing with him is that I never ever want him to have a chip on his shoulder. I don’t 

want him to think, poor me (Fiona, Flynn’s mother) 

Families who had experiences with visible differences or a family history of hearing loss 

described how this normalized the experience; for example, there was a strong family history 

of hearing impairment in three generations of Jett’s family, so the family was “used to” 

working on speech therapy, and having appointments and surgeries with their child. Joanna, 

Jett’s mother described  
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When we found out with Jett we had a lot of people, health professionals as well as friends 

and family say ‘it can be fixed’ ‘he won’t remember it thankfully as he is so young’. This 

did help us stay positive and get through the challenges of surgeries (Joanna, Jett’s mother) 

 This photo of Peyton with her baby doll (Figure 2), which she had given a feed via a 

gastrostomy tube in play with the researcher, highlights the family’s acknowledgement and 

normalizing of Peyton’s needs by making them visible and included in her play environment. 

These families’ attitudes could be considered as strengths, that they were able to “turn the 

challenges of living with a medical condition into a strengthening experience” (Stock & 

Rumsey, 2015, p. 40). The power of the families’ attitudes in shaping their experiences of 

their children’s treatment aligns with findings by Gerstein, Crnic, Blacher, and Baker (2009) 

who examined resilience in daily parenting stress of children with intellectual disabilities. 

The participants in this study were found to function well across domains, in spite of the 

stress they were under which the authors interpreted as being due to resilience processes 

(Gerstein et al., 2009). Resilience may well have acted as a protective factor for the families 

in the current study. 

[Insert Figure 2 about here] 

3.2.4 Advocacy.  

Parents acted as advocates for their children, navigating medical and educational 

systems. For example, one mother (Emily) described the difficulties in finding an ECEC 

placement for her daughter (Peyton), captured in researcher reflections after the visit to the 

family’s home. She recounted how they were rejected from the first ECEC center they went 

to because of her daughter’s medical conditions, and how she deliberately did not disclose 

these conditions in preliminary discussions with the next center, until her daughter’s place 

was confirmed. This is at odds with the goals of the Early Years Learning Framework for 

early childhood educators and Convention on the Rights of Persons with Disabilities (Cronin 

et al., in press; DEEWR, 2009; United Nations, 2006), which recognizes all children’s rights 

to education, to play, and to be active participants in their lives. Further, the Early Childhood 

Australia and Early Childhood Intervention Australia position statement on the inclusion of 

children with a disability in ECEC (2012) states that:  

Every child is entitled to access and participate in ECEC programs which recognise them as active 

agents in their own lives and learning, respond to them as individuals, respect their families as partners 

and engage with their diverse backgrounds and cultures.  This means that ECEC services and support 

professionals must be resourced and supported to the level required to full include children with a 

disability and to achieve high quality outcomes for all children (p. 2)  
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Emily’s description of her experience represents an example of the challenges faced by 

children with CP±L and their families. That is, families advocated for their children to access 

quality ECEC settings; they faced barriers such as a lack of understanding of their children’s 

additional needs, and limitations in policy and procedure preventing individualized support 

and care (Cronin, McLeod et al., 2020b).  

In accessing medical care, this same mother described the challenges in dealing with 

non-specialist health professionals. She described herself as a “rule follower”, quote captured 

in field notes, but that she pushed herself to put in a formal complaint with the hospital 

outlining her concerns, sought private healthcare and specialists, and travelled to a hospital in 

a major center (more than 45 minutes away, and past the local hospital), to ensure her 

daughter received the best possible care. Another mother, Gina, described advocating for 

bottle feeding for her son, George, when he was born, and before his cleft palate had been 

diagnosed: 

And so, he wasn’t latching on so what I said was, he’s not latching on, he’s not taking it, 

he’s hungry, because by the second day he had no food, no breastmilk, he had nothing, and 

I said, he’s crying because he’s hungry, I would be hungry too, I don’t care how much 

food or whatever, nutrients he had in the womb, he’s hungry! And so then I said, give me a 

spoon, and I was trying to squeeze out the colostrum on a spoon, and that was working, 

but there wasn’t enough, so then I said to the midwife, he’s not able to suck, I don’t really 

care, I need a bottle, get me a bottle. They got me a pump and a bottle, and I tried to give it 

to him but obviously the bottle wasn’t working (George’s mother, Gina) 

Related to this was the need for parents to advocate against the attitudes of the health 

professionals in the maternity ward to ensure their children’s needs were met: 

yeah and that’s the thing when I asked for the bottle it was like something blasphemous 

and I asked for some formula but it didn’t happen so I asked Jay [husband] to go buy some 

formula like the different sachets so we could see what he likes but he’s not drinking and 

as we were getting discharged the paeds said nothing (George’s mother, Gina)  

The close bonds described by the families led to them being strong advocates for their 

children, and being their biggest allies, an important strength to consider when working with 

young children with CP±L and their families (e.g., Paradice & Adewusi, 2002; Stock & 

Rumsey, 2015). 

3.2.5 Positive medical experiences. 

Some families reported the relief and gratitude they felt about the surgeries and 

interventions the children had received. Participants also described the impact the surgeries 

(i.e., palate repair, insertion of grommets/ventilation tubes) had had in terms of improving 
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both children’s and parents’ quality of life. Parents described positive changes in their 

children’s development after their surgeries. For example, one mother said, about her son’s 

speech: 

[it was] so hard, and I feel like we weren’t making progress for ages. He was wearing the 

BAHA [bone anchored hearing aid]. Once he has the grommets the fluid actually drained 

and he got the in-ear heading aids and his speech from that point, that was January or 

February this year, just took off. It was so good to see the difference (Jett’s mother, 

Joanna) 

Similarly, in relation to her child’s speech another mother stated,  

Yeah, I think it’s going brilliantly. Before surgery it was terrible. She had ‘mama’ and 

‘gaga’, and that was it. And you could definitely notice the difference between Meadow 

and other kids her age that didn’t have a cleft palate or their hearing was fine. Considering 

that surgery was maybe 12 months ago she’s just come so far (Meadow’s mother, 

Rebecca)  

Other parents described the positive social impact that surgery had: 

…when he had his cleft lip repaired it was unbelievable. The feeling of relief of being able 

to go out and having nobody look at me or notice me or give me some pitiful, oh I feel so 

sorry for you look. Or like a look of, oh my god, what is wrong with your child. People 

just didn’t look at me and I just got ignored and I was like, this is amazing. A lot of people 

want to be looked at and stand out. I just want to be invisible. It was just nice to be another 

mum with another baby because my experience before that was very much not that 

(Flynn’s mother, Fiona) 

The positive sentiments described by the participants in the current study differed from those 

of parents interviewed in the papers by Stock and Rumsey (2015), and Nelson et al. (2012) in 

which parents’ descriptions of surgery related more to the “daunting” nature of them (Stock 

& Rumsey, 2015, p. 36), and the distress parents would feel at seeing their children under 

general anesthetic, or in pain. Parents did make some mention of the difficulties in seeing 

their children in pain, with Flynn’s mother saying about her son’s recovery from his palate 

repair: “…it was just a vicious cycle of he’s hungry but it hurts, and keeping up the pain 

relief and he’s hungry, he’s cranky…”. Joanna, Jett’s mother also reported during the 

member checking “Other considerations include trauma around clinical visits/ surgeries 

which can take time to overcome and can impact the child not wanting to meet new people or 

be hesitant in new settings”. Despite the challenge of seeing their children in pain, families’ 

experiences about surgery were positive, highlighting the impact the surgeries can have in 

improving the children’s lives, despite the challenges inherent to the procedures. 

3.3 Family Isolation and Trauma 
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There were two subthemes that formed the theme of family isolation and trauma: 

negative medical experiences, and traumatic and challenging experiences. Parents’ sense of 

isolation was characterized by stories of doctors not understanding CP±L, people in the 

community not understanding cleft lip and facial difference, and early childhood educators 

not understanding or making space to accommodate some children’s additional needs.  

3.3.1 Negative medical experiences. 

Medical experiences featured prominently in discussions and stories with most 

parents, and to a lesser extent with extended family members and educators. Negative 

medical experiences described by parents related to either receiving the diagnosis of a cleft 

for their child or dealing with non-specialist health professionals. For example, one mother 

described her experience of undergoing an ultrasound scan during pregnancy:  

To just have a scan and then have someone, some doctor in a radiologist’s… room, who 

you’ve never met before telling you, explaining to you what a cleft is and what’s going to 

happen and it was terrible, it was a terrible experience (Flynn’s mother, Fiona) 

Other parents in the study learned about their child’s clefts after birth. These experiences of 

late diagnosis mirror those described in a study by Tierney et al. (2015). Tierney et al. (2015) 

explored parents’ experiences of late diagnosis of cleft palate through semi-structured 

interviews with parents of 17 children and three specialist nurses. A late diagnosis is defined 

as coming 24 hours or more after the baby had been delivered (Williams, 2012). The late 

diagnosis of the cleft was described as a “bombshell” (Tierney et al., 2015, p. 283), and could 

have consequences for children’s feeding, and parents’ “faith in medical professionals” 

(Tierney et al., 2015, p. 286). Two of the children in the current study received late diagnoses 

of their cleft palate (Sophia and George). The late diagnosis had serious consequences for 

both children. Sophia had difficulties with her feeding because there was a 

miscommunication at the local hospital where she was born and the family weren’t given a 

cleft bottle for several days, while still being encouraged to breastfeed Sophia, without 

success. Gina described how the late diagnosis of her son George’s cleft resulted in 

complications for herself (with regards to her gestational diabetes), and for her son, who 

spent time in intensive care:  

…he wasn’t suckling, because he had the cleft and they didn’t realise that, and because 

you need basically the breast milk to get the blood glucose up to like a normal...and he 

couldn’t do that, so then every time I tried he wasn’t latching on, and they were like, “do 

you even know how to breastfeed?” (George’s mother, Gina) 

In the example above, Gina went on to describe her anger and frustration at this question, as 

George was her second child, and she was confident knowing how to breastfeed, and knew 
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something was not right with George’s feeding. Parents described challenges in dealing with 

health professionals outside of the specialist pediatric hospitals of their cleft teams. This was 

a particular issue as most of the families lived more than an hour away from their cleft teams, 

and one family lived more than three hours’ drive away from their cleft team. One child 

(Sophia) had feeding difficulties, and was admitted to hospital with dehydration after getting 

sick, while on a holiday visiting family. Her mother, Kylie, described her anger at the 

attending doctor’s lack of understanding of Sophia’s significant oral aversion, and how she 

had told the doctor (who was not in a specialist cleft team), “you don’t know what we’ve 

gone through, nor do you care” after the doctor wrote, “goal for today: drink more” above her 

daughter’s hospital bed. Kylie described that this experience, “…stuck for a long time”. 

Conversely, families described the expertise within the interdisciplinary cleft teams they 

visited. In field notes taken during a home visit with a family, a mother described to the 

researcher how she felt “staff at [the cleft team at the specialist children’s hospital] don’t 

realise how much they know/how much other hospitals don’t know”. This mirrors what other 

studies have identified; that families have encountered difficulties dealing with non-specialist 

health professionals (e.g., Stock & Rumsey, 2015). For example, parents perceived a lack of 

specialist knowledge, experience, and sensitivity from hospital staff in an online survey with 

470 British parents about their experiences of diagnosis of CP±L (Costa et al., 2019). In 

another study, 20 Swedish families of children with CP±L were interviewed about their 

experiences of giving birth and early care, and some of the key findings were the positive 

interactions families had with the cleft team, and the negative reactions other health 

professionals had to their infants, which was thought to be a result of a lack of knowledge 

(Johansson & Ringsberg, 2004). The findings of this study of Swedish families’ experiences 

suggest the challenges faced by the families in the current study are similar to experiences 

other families of children with CP±L have encountered in other parts of the world (e.g., 

Knapke, Bender, Prows, Schultz, & Saal, 2010). That is, that there is a large amount of 

specialist knowledge and expertise within cleft teams, but less understanding from health 

professionals outside of cleft teams. Families in the current study expressed their desire for 

there to be more understanding and empathy from non-specialist health professionals and 

increased communication between their cleft teams and their local health professionals and 

doctors.  

3.3.2 Traumatic and challenging experiences. 

The parents described challenging experiences they encountered in caring for their 

children that related to the children’s CP±L. These difficulties took different forms and 
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ranged from the parents being told their children might need further surgery, to difficulties 

leaving the house with the children as infants, to changes in their relationships with their 

children following cleft repair. One father expressed his concern about his son needing 

surgery to improve his speech:  

I was probably a little bit disheartened when our speechie [SLP] … said that [speech-

language pathology intervention] may or may not improve his speech and might be a 

surgery thing (Elijah’s father, Luke) 

Many examples of traumatic experiences have been provided already in this paper, and 

further to that are more stories from parents. For example, Peyton’s cleft lip was diagnosed at 

birth (rather than on ultrasound), her cleft palate was not detected for another day, and her 

aspiration and feeding difficulties for several more days after that. Peyton continues to have 

oral aversion. Emily (Peyton’s mother) described how non-specialist health professionals 

“didn’t believe her that something wasn’t right” when Peyton was a newborn, and told her to 

re-present to the emergency department, “when she’s grey and floppy – that’s when you’ll 

know she’s dehydrated”. This led to more traumatic experiences, with the local hospital not 

having the correct equipment, resulting in Peyton being hospitalized because staff did not 

know how to insert a nasogastric tube, or staff “holding down” Peyton as a baby to reinsert 

the tube, making her so distressed she was “soiling herself”.  

Early feeding requirements were described as “traumatic” for families when the 

children were bottle-fed too. For example, Meadow’s mother Rebecca recounted an 

experience when her daughter was a newborn, where she was still expressing breast milk, and 

needed to feed her daughter with a special teat. The family were at a large and busy shopping 

center on a very hot day and did not have a teat with them. Given the specialist nature of the 

feeding equipment her daughter needed, they could not find or buy one anywhere and her 

daughter because increasingly hungry and distressed, and they could not do anything about it. 

This mother described this experience was very “traumatic” for her.  

Another mother described how her relationship with her son changed after he had his surgery:  

We had it at the [children’s hospital] and so when he was put under with the anaesthetic, I 

was holding him and so when he woke up I was also the first one to him. So, I think he 

associated that pain to me… And so, for the next two months he refused to come near 

me… (George’s mother, Gina) 

These examples describe some of the challenges that parents of children with CP±L may 

face. They support the need for specialist counselling support for families of children with 

CP±L through cleft clinic to provide holistic care for the significant stress and trauma that 

can be associated with having a child with CP±L (e.g., Nelson et al., 2012; Stock & Ridley, 
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2018; Stock & Rumsey, 2015). As one mother said, “…there is a lot of emotional healing that 

goes beyond the physical aspects [of the cleft]”. She also described during member checking: 

I think in regards for new parents of cleft children I would have liked more support around 

our mental health/ the importance of self care. With all the extra appointments, surgeries, 

and extra care they need it can lead to burnout. I’m the type of person that takes everything 

on and generally pretty positive but I hold myself at high standards so I think having those 

regular check in’s would help and reassure us that our experiences are normal in terms of 

cleft children and how speech challenges especially can affect the child’s behaviour and 

frustrations as well as affect the mental load of parents (Jett’s mother, Joanna) 

4. Discussion 

This study provides several new contributions to the literature about the experiences of 

families of children with CP±L. The current study revealed a number of findings that are 

consistent with previous studies that have described families’ trauma around a postnatal 

diagnosis of a cleft for their child, the mixed emotions and resilience that came out of the 

families’ experiences of their children’s interventions, the impact of a speech sound disorder 

on children’s interactions, and the importance of siblings and other family members for 

support and connection for the children with CP±L themselves. However, there were several 

new findings in the data. For example, the impact of the fussy eating habits of some of the 

children and the families’ experiences of difficulty accessing early childhood education and 

care. The ethnographic methodology also provided opportunities for triangulation of data via 

different perspectives, and the collection of rich and varied data.  

By employing ethnography, the study was able to examine several aspects of the lives 

of children with CP±L and their families and answer the research aims. By taking the role of 

a participant-observer, in the children’s homes and lives, insights were gathered that would 

not have been possible in phone interviews only (e.g., the children’s play, and artefacts from 

around the home). Families volunteered stories during interviews that were not specifically 

part of the interview schedule and provided nuance, and different information that the 

researchers had not anticipated collecting (e.g., these stories were often around diagnosis, but 

other topics arose too like early feeding challenges).  In this way, the participants self-

identified key experiences that shaped their perceptions of parenting young children with 

CP±L. By being family-centered, and researching collaboratively with parents, interviews 

were family-led. Family-centered practice enhanced practitioner-family relationships, by 

facilitating trust and rapport, which contributed to the powerful findings of the study. Further, 

family-centered practice highlighted children’s strengths and needs (including in their 

development, communication, and around eating and drinking), revealed the range of family 
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supports in place (or not), provided insights into the children’s communication across 

contexts (i.e., ECEC), showed  the impact of surgery and interventions on the quality of the 

children’s lives, and emphasized their relationships with family and their participation in 

society. 

4.1 Limitations and Future Directions 

This study highlighted the diversity of experiences of families caring for young 

children with CP±L. However, given that these insights only were explored over a few visits 

with each family, the research is unable to represent every experience of every child with 

CP±L and their families. That is, it was not possible to capture everything about the culture, 

as could be considered true of all ethnographies. In the short time frame, and given 

participants’ control over what the researcher saw, not every element and nuance of their 

lives could be captured.  The study represents a starting point for further discussions with 

families, to gather their perspectives about the support they receive from healthcare 

professionals. Another limitation of the study is that the participants in the study were highly 

educated, of medium-high socioeconomic status, and largely monolingual English-speakers. 

They are not representative of the entire Australian population; consequently, voices are 

missing in the study. Further limitations are that the time spent collecting and analyzing data 

was considerable, and not feasible for clinical SLPs. Additionally, there is always the risk of 

researcher bias and supposition in qualitative research, which means reflexivity and self-

reflection are critical (Finlay, 2002; Jootun, McGhee, & Marland, 2009). 

4.2 Clinical Implications 

The findings of this ethnographic study have several clinical implications for SLPs 

working with young children with CP±L and their families. A key implication is the impact 

of using a family-centered practice approach, rather than a biomedical approach to support 

families of children with CP±L. Components of engaging in family-centered practice with 

young children and their families could include visits to family homes and ECEC centers, 

letting families guide discussion, spending time building rapport and trust with families, and 

an understanding of the contexts in which the children participate (more information in 

Cronin, McLeod et al., 2020b; Cronin, Verdon et al., in press).  

The current study provides important implications for enhancing practice with 

children with CP±L and their families. This study highlights the importance of drawing upon 

multiple sources of information (including both people and data types) to identify possible 

differences in children’s communication across settings. For example, the findings support 

the need for contextualizing the children’s standardized scores with their functional use of 
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their skills. Findings suggest education for non-specialist health professionals to support 

families in the early years of the children’s lives could also improve families’ early 

interactions with non-specialist health professionals. That is, the findings of this study 

reinforce the need for enhanced inter-professional practice to disseminate knowledge held in 

cleft teams to non-specialist professionals. Specialist clinicians continue to have an important 

role disseminating information about CP±L to generalist health professionals and educators. 

SLPs may also have a role providing information about counselling services to families early 

in the children’s lives. Given the traumatic experiences and grief families described, it would 

be important to have clear pathways to refer families to counselling or psychological services, 

particularly when they first receive the diagnosis of a cleft. It may also be beneficial for 

clinicians to read further on how they can provide counselling should issues arise (see Stock 

et al., 2020). Telehealth could potentially address geographical barriers, reducing the need for 

travel while also allowing for observation of daily activities, and connection between 

specialist and primary SLPs. 

4.3 Conclusion 

This study highlights the benefits of using a family-centered approach to effectively 

engage, understand, and support the families of children with CP±L. Children were found to 

be persistent and resilient in the face of their communication challenges, bolstered by the 

support of strong family networks who acted as advocates to ensure that the children received 

access to the services and supports they needed to thrive. While it is common to take a 

deficit-based or medical approach to working with children with CP±L, the findings of the 

current study highlight the benefits of recognizing the strengths of these children, and the 

importance of drawing upon these strengths for holistic intervention. Families described 

challenges during some experiences that they had had with non-specialist health 

professionals, receiving the diagnosis about the cleft, and at other times when their children 

were hospitalized, where they reported feeling unsupported and isolated. Privileging their 

voices in this research highlights many opportunities for enhanced practice and the benefits 

of building strong, respectful, and reciprocal relationships with families and others in the 

lives of children with CP±L. Such relationships, which acknowledge parents as experts about 

their own child, can facilitate effective goal setting and intervention outcomes that enhance 

the everyday experiences of children with CP±L and their families.  
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Footnotes 

 
1 “(inclusion)” is how the participant wrote about her daughter’s experience in the 

case history questionnaire she completed; this is a direct quote 
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Table 1  

Participant Characteristics 

Child 

participant 
Gender Age 

Languages 

spoken 
Cleft type 

Mother 

interviewed 

Father 

interviewed 

Educator 

interviewed 

Significant 

others 

interviewed 

Sibling 

interviewed 

Peyton Female 3;11 English 

Unilateral 

cleft lip and 

palate 

Emily - Yes Rob - No No No 
n/a - only 

child 

George Male 3;4 
English and 

Bangla 

Cleft palate 

only 
Gina - Yes Jay - Yes Joan - Yes 

Joan - 

Maternal 

grandmother 

Justine, 

Jessica - No 

Flynn Male 2;6 English 

Unilateral 

cleft lip and 

palate 

Fiona - Yes Philip - Yes Flora - Yes 

Frances - 

Maternal 

grandmother 

Phoebe - No 

Meadow Female 2;8 English 

Unilateral 

cleft lip and 

palate 

Rebecca - 

Yes 
Peter - Yes 

Eleanor - 

Yes 

Robyn and 

Alan - 

Maternal 

grandparents 

n/a - only 

child 

Jett Male 2;5 English 

Bilateral 

cleft lip and 

palate 

Joanna - 

Yes 
Sam - Yes 

Amanda - 

Yes 

Kathryn - 

Maternal 

aunt 

n/a - sibling 

(Cameron) 

was 6 

months old 

Elijah Male 2;3 English 

Unilateral 

cleft lip and 

palate 

Miranda -

Yes 
Luke - Yes No 

Ruth and 

Richard - 

Maternal 

grandparents 

Ezekiel - 

Yes 

Sophia Female 3;5 English 
Cleft palate 

only 
Kylie - Yes 

Michael -

Yes 
No No No 
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Table 2 

Timeline of recommended treatment for children with cleft lip and palate in Australia 

Age Treatment Team members 

involved 

20-week ultrasound cleft lip may be diagnosed at 

this time 

Families may meet with a 

member of a cleft palate 

team 

Sonographers 

Maternal fetal medicine 

specialists 

Cleft palate team nurse 

or SLP 

Birth- Initial cleft palate team 

appointment meeting  

Plastic and 

reconstructive surgeon 

and team 

3-6 months Repair of cleft lip Plastic and 

reconstructive surgeon 

9-12 months Repaired of cleft palate 

Possible insertion of 

ventilation tubes/PE tubes 

Plastic and 

reconstructive surgeon 

otolaryngologist/ENT 

18 months-2 years Speech assessment SLP 

Ongoing Annual or regular reviews 

with the interdisciplinary 

cleft team to consider 

eating, speech, appearance, 

hearing, growth 

 

Plastic and 

reconstructive surgeon  

SLP 

Orthodontist 

Otolaryngologist/ENT  

4-5 years - onwards Possible surgery for speech 

(pharyngoplasty) for VPI 

Plastic and 

reconstructive surgeon 

SLP – for assessment 

and speech therapy 

5-6 years Lip and/or nose revision Plastic and 

reconstructive surgeon 

8-11 years  Braces, expansion – 

orthodontic treatment 

Possible alveolar bone graft 

Orthodontist 

Plastic and 

reconstructive surgeon 

12 years on Monitor midface growth  Orthodontist 

Plastic and 

reconstructive surgeon 
Adapted from Fitzsimons & Thompson (2011) 
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Figure 1. Barriers and facilitators to child and family centered practice in speech-

language pathology for toddlers with cleft palate with or without cleft lip (CP±L).  
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Figure 2. A photo of a participant playing with her baby doll, which she had just 

given a feed via a gastrostomy tube. (reproduced with permission from Anna Cronin, 

Sharynne McLeod and Sarah Verdon, 2020) 
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Chapter 9: Translating Findings to Practice for SLPs 

Paper 7 

 

Cronin, A., Verdon, S., & McLeod, S. (in press). Working with toddlers with cleft 

palate: Learning from clients and families. Journal of Clinical Practice in 

Speech-Language Pathology.  

 

Speech Pathology Australia has granted permission for this published journal article 
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Abstract 

Toddlers with cleft palate often receive speech-language pathology intervention as 

part of a larger intervention program through a medical model since specialist 

interdisciplinary cleft team care is provided through hospital settings. However, there 

are many benefits of family-centred practice for speech-language pathology 

intervention for these children and their families. This Clinical Insights paper is 

intended for SLPs new to working with young children with cleft palate and aims to 

translate findings into practice from the international multiphase Toddlers with Cleft 

Palate Study that involved (1) interviews with international specialists, (2) speech and 

language data from toddlers with cleft palate, and (3) an ethnographic study to outline 

principles of family- and child-centred practice for toddlers with cleft palate and their 

families, so that speech-language pathologists (SLPs) may learn from and better 

understand the needs of these clients. Clinical insights from this study support SLPs 

using family-centred practice incorporating an ethnographic approach to assessment 

and relationship building and considering the contexts young children with CP±L 

participate in, to best learn from the clients and their families.  

 

Keywords: cleft palate, young children, speech, family-centred practice 
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Cleft palate with or without cleft lip (CP±L) occurs when the development of 

the palate is interrupted and the segments of the face do not fuse correctly (Cronin & 

McLeod, 2019; Peterson-Falzone, Hardin-Jones, & Karnell, 2010). The presence of a 

cleft palate may mean the oral and nasal cavities are not properly separated, which 

has consequences for children’s speech, hearing and feeding. Velopharyngeal 

inadequacy (VPI) is an umbrella term for velopharyngeal disorders. VPI refers to 

oronasal coupling, or inadequate velopharyngeal closure (Peterson-Falzone et al., 

2010). VPI is characterised by nasal emission and/or nasal turbulence accompanying 

oral pressure sounds, hypernasal resonance, and/or weak or nasalised oral pressure 

sounds. If there is VPI, children may also have nasal regurgitation. Children’s middle 

ear function may also be impacted if they have CP±L, as the muscles responsible for 

opening the Eustachian tube are affected by the cleft, meaning it does not drain 

properly (Peterson-Falzone et al., 2010). For early feeding for children with CP±L 

(i.e., prior to palate repair), specialised equipment is required.  

Toddlers (i.e., 2- to 4-year-olds) with CP±L are at risk of delays or disorders 

in their speech and language development (Scherer, D’Antonio, & McGahey, 2008). 

Children with CP±L may also have VPI. Children with CP±L may have complex 

speech characteristics secondary to their condition. However, some children with 

CP±L only require minimal intervention (Hardin-Jones & Jones, 2005). Children with 

CP±L can require multiple surgeries, depending on their cleft type, and ear health. 

The intervention course will vary depending on the type of cleft a child has (Table 1). 

[Table 1 about here]. 

As toddlers with CP±L are at increased risk of speech and language delay (e.g., 

Chapman, 2004; Scherer et al., 2013), both language and speech assessment is 

recommended (Scherer, 2017). Assessment with young children with CP±L has been 

described as needing several components: a speech sample, standardised language 

assessment and/or parent questionnaire, stimulability/speech sound inventory, and 

potentially a measure of general development (e.g., Bayley-III screener) (e.g. Scherer, 

2017). Specific assessments such as the Profiles of Early Expressive Phonology 

(PEEPS) have been developed for collecting speech samples with young children 

(Stoel-Gammon & Williams, 2013). Other papers have supported the need for the 

children’s speech to be evaluated in the context of the whole child, and taking a 

transdisciplinary approach to assessment (e.g., Scherer & Louw, 2011).  



  

199 

 

The aim of the Toddlers with Cleft Palate Study (Cronin, 2020) was to firstly 

describe current SLP practice with young children with CP±L and then investigate 

families’ experiences of these services and their experiences of raising and supporting 

a child with CP±L. This paper aims to translate these findings to clinical practice. To 

transition from focusing on the medical model, the Toddlers with Cleft Palate Study 

used a holistic, family-centred approach to research with a desire to listen to and learn 

from toddlers with CP±L and those around them (i.e., immediate families, extended 

families, significant others, and educators). Three theoretical approaches were 

applied: the International Classification of Functioning, Disability, and Health: 

Children and Youth version (ICF-CY; World Health Organization, 2007), family-

centred practice (e.g., Shelton et al., 1987) and the Convention on the Rights of the 

Child (CRC; United Nations, 1989). The frameworks were chosen to underpin the 

Toddlers with Cleft Palate Study to learn about children’s communication, feeding, 

and sensory needs, the contexts they operated in, and facilitators and barriers they 

experienced.  

The Toddlers with Cleft Palate Study  consisted of three components: (1) 

directed content analysis of interviews with speech-language pathology professionals 

specialising in CP±L from four countries applying the ICF-CY to specialist SLP 

practice (n = 6) (Cronin, McLeod, & Verdon, 2020a) (2) a tutorial evaluating of 

holistic assessment of children with CP±L’s communication (n = 7) (Cronin, 

McLeod, & Verdon, 2020b), and (3) an ethnographic exploration of the experiences 

of families of young children with CP±L (n = 24) (Cronin, Verdon, & McLeod, 

2020). When examined together they provided valuable insights to support SLPs to 

engage in holistic, evidence-based, family-centred intervention for toddlers with 

CP±L. The Toddlers with Cleft Palate Study had ethical approval from the Human 

Research Ethics Committee at the researchers’ university (protocol number H18092). 

The first phase of the Toddlers with Cleft Palate Study mapped the ICF-CY 

onto specialist SLP practice with toddlers with CP±L. Findings suggested a focus by 

specialist SLPs on the children’s Body Structures and Functions (e.g., speech and 

structures for speech) and certain medical related Environmental Factors (i.e., health 

services). There was less of a focus on the children’s supports and families, and 

Activities and Participation. There was some acknowledgement by the participants 

themselves of this, supporting the need for more holistic assessment and intervention 

with young children with CP±L (Cronin, McLeod et al., 2020a). Phases 2 and 3 of the 
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Toddlers with Cleft Palate Study addressed how this holistic approach to assessment 

and intervention could be achieved.  

An Ethnographic Approach to Assessment and Intervention  

The key components of the Toddlers with Cleft Palate Study assessment 

protocol involved an ethnographic approach to speech and language data collection:  

1. Case history interview. 

Case history information was collected through conversations with key people 

in the children’s lives and immersion in the naturalistic settings of the children to 

learn about their experiences, strengths and needs. Starting with a thorough case 

history discussion with families establishes rapport, acknowledges the parents’ 

expertise on their children, provides insights into children’s experiences, and 

highlights families’ concerns and where their energies may be focused (Cronin, 

McLeod et al., 2020b). For example, a case history interview for Sophia (Box 1), 

revealed there had been challenges in coordinating the release of her tight lingual 

frenum with insertion of grommets, and tonsillectomy and partial adenoidectomy 

across hospital departments. While waiting for these surgeries, Sophia was 

experiencing difficulties tolerating a soft band hearing aid (she had conductive 

hearing loss) and recurrent tonsillitis, so she and the family had less capacity for 

active speech-language pathology intervention at that time.  

[BOX 1 HERE]   

Case history interviews may be supplemented with parent questionnaires or 

interviews, depending on time constraints and the reasons the children have been 

referred for speech-language pathology intervention. For example, the Intelligibility 

in Context Scale (ICS; McLeod, Harrison, & McCormack, 2012), the FOCUS: Focus 

on the Outcomes of Communication Under Six (Thomas-Stonell et al., 2012), and the 

Speech Participation and Activity Assessment of Children (SPAA-C; McLeod, 2004) 

provide more information about the children’s Activities and Participation, can guide 

choice of subsequent assessments, and assist SLPs to triangulate observations and 

assessment results to gather a fuller picture of the child’s functioning (Cronin, 

McLeod et al., 2020b).  

2. Observations from a participant-observer. 

A key component of ethnography is to act as a participant-observer, to 

understand a culture or context from the perspective of people within that culture 

(Howe et al., 2019). It involves immersing oneself in the culture and collecting 

observations and artefacts to understand the everyday life in that culture (Howe et al., 
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2019). Being an effective participant-observer requires “capturing ordinary activities 

and their social meanings” (Verdon, 2014, p. 110). Taking an ethnographic approach 

is not reserved for research, but rather a highly effective clinical tool for SLPs (De 

Lamo, White & Jin, 2011). An ethnographic approach to assessment might involve 

keeping notes about how parents and children “felt and what their intentions and 

motivations were” during interviews or observations, rather than just recording what 

they have said (Verdon, 2014, p. 110). Spending time with a family in context can 

help form a more comprehensive picture of how the child is functioning within the 

family and with others. 

Observations of children at mealtimes, interacting with their parents and 

siblings at home, at early childhood education, and during day-to-day activities (e.g., 

swimming lessons) provide unique insights not available in the clinical setting 

(Cronin, Verdon et al., 2020). Observations can be undertaken in person, via 

telehealth, or if families provide a video recording. One of the findings of the 

Toddlers with Cleft Palate Study was the variability in the children’s communication 

between settings and the different perceptions of their communicative competence 

between reporters (Cronin, McLeod et al., 2020b) (Table 2). Observations are needed 

to identify the (sometimes subtle) differences in the speech, language, velopharyngeal 

function and feeding skills of toddlers with CP±L (Cronin, McLeod et al., 2020b). 

Ideally, recording the children’s speech over time will provide insights about their 

speech development, whether it is an audio only recording, or video with lapel 

microphone used. Gauging assent to observe and make recordings with these young 

toddlers promoted their rights and required monitoring of their nonverbal 

communication and willingness to participate (Dockett & Perry, 2011). The child in 

Figure 1 provided her assent to be videoed by using the researcher’s camera tripod in 

her play and by inviting the researcher to help her organise her toys to be videoed. 

[FIGURE 1 HERE] 

3. Oromotor assessment.  

An oromotor assessment is also important to note the structures involved in 

speech to observe occlusion, dentition, palatal integrity and movement. However, this 

may not always be possible with very young, or shy children. To take account of 

children’s rights, give the children choices (e.g., shall we look in mummy’s/dolly’s 

mouth first? Or, would you like a turn with the torch?), or a way to be involved in the 

assessment. From a child rights perspective this involved respecting their refusal and 
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looking for other ways to gather information, either via parent report, referral 

information, or observation. 

4. Speech and language assessment and analysis. 

Children’s speech and language can be assessed during by collecting a 

conversational during child-directed play, and supplemented by formal assessments 

and provide valuable information and reveal concerns (Table 2) (e.g., Macarthur 

Bates Communicative Development Inventories; Fenson et al., 2007; Toddler 

Phonology Test; McIntosh & Dodd, 2012). Speech is a common of area of need due 

to the impact of CP±L upon body structures and functions involved in speech 

production. All oral pressure sounds (/p, b, t, d, k, ɡ, f, v, s, ʃ, ʒ, ʧ, ʤ, θ, ð/) are 

probed where possible, which can reveal sounds in the children’s inventories that 

might not be expected. These oral pressure sounds have significance in the 

assessment on children with CP±L in terms of their manner and place of production 

for evaluating velopharyngeal function, e.g., if a child produces /m/ instead of /b/ 

then it could be an indication of difficulty achieving a seal between the velum and 

pharyngeal wall, and the possible presence of VPI, although this would need to 

probed further and monitored to determine whether it was nasalisation or nasal 

substitution. Typically there has been a focus on the articulation of children with 

CP±L (e.g., Scherer, 2017); however, a phonological analysis provides a useful 

framework for identifying areas of difficulty, but also strengths in moving forward 

with intervention (e.g., the Children’s Independent and Relational Phonological 

Analysis, CHIRPA, Baker, 2017). The sounds and word contexts that are strengths 

may be incorporated into intervention or provide alternative targets to provide the 

children with success. Tailoring the measures used is important as toddlers with 

CP±L vary, with some children being intelligible (or unintelligible), with or without 

mild to profound VPI. Young children with CP±L are also at risk of early language 

delays which may be associated with the children’s reduced speech sound inventories 

(e.g., Hardin-Jones & Chapman, 2014; Lancaster et al., 2020), or, they may be at risk 

for more persistent developmental language disorder (e.g., Morris & Ozanne, 2003). 

[TABLE 2 HERE]  

5. Goal setting and intervention   

The importance of choosing functional goals, family-centred practice, and 

listening to children and families were key findings from the Toddlers with Cleft 

Palate Study (Cronin, McLeod et al., 2020b). Given the complexities of the speech of 
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young children with CP±L and the potential for there to be many possible targets for 

therapy (such as participation in the community, speech production, intelligibility, 

language, feeding, surgery), listening to families’ priorities can provide a helpful 

starting point for therapy, and increase families’ engagement. A recent survey of 

SLPs working in cleft teams regarding speech management for young children with 

CP±L found no agreement amongst experts for targets for intervention (Hardin-Jones, 

Jones, & Dolezal, 2020), indicating that a range of potential goals is possible. Further 

resources on assessment and intervention can be found on the ASHA Practice Portal 

on Cleft Lip and Palate (https://www.asha.org/Practice-Portal/Clinical-Topics/Cleft-

Lip-and-Palate/) and the ASHA site on Person-Centered Focus on Function: Cleft Lip 

and Cleft Palate (https://www.asha.org/uploadedFiles/ICF-Cleft-Palate.pdf). 

Partnerships with Families and Educators 

The Toddlers with Cleft Palate Study provides support for SLPs working with 

young children with CP±L by synthesizing understandings from several perspectives: 

specialist SLPs, families, and educators. 

Families  

There is an emerging recognition of the need to focus on patient-centred 

outcomes in healthcare, and more recently, family-centred care, to privilege and 

consider the voices of individuals with CP±L themselves and their families (e.g., 

Pfeifauf et al., 2020). There has also been recognition by professionals in this 

specialised field that families have not always been listened to in decision-making 

and although this has been unintentional, or is perhaps inherent in the medical model, 

it has occurred for some time (Cronin, McLeod et al., 2020a).  

Families of children with CP±L have indicated that in the early years of their 

children’s lives, it can busy and/or stressful as they are grappling with the initial 

diagnosis, then managing multiple surgeries and appointments, and advocating for 

their children to ensure they receive the best possible coordinated care (e.g., Cronin, 

Verdon et al., 2020) (Box 1). One family asked SLPs to “be mindful of other 

challenges the child and family may be facing, in our instance hearing loss and 

behavioural challenges. These have an impact with progress, willingness to cooperate 

and mental load for parent”. Some of the families in the Toddlers with Cleft Palate 

Study found the circumstances around their children’s births, receiving the diagnosis 

of CP±L and early interventions traumatic (Cronin, Verdon et al., 2020). The 

challenges they described support the need for SLPs to have the ability to link 

https://www.asha.org/Practice-Portal/Clinical-Topics/Cleft-Lip-and-Palate/
https://www.asha.org/Practice-Portal/Clinical-Topics/Cleft-Lip-and-Palate/
https://www.asha.org/uploadedFiles/ICF-Cleft-Palate.pdf
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families in with psychology services if warranted (e.g., Stock et al., 2020a). This 

history of early challenges also highlights the importance of family-centred practice 

to be respectful of families’ wishes. Families also highlighted the high level of 

knowledge within specialist teams, and the paucity of knowledge amongst non-

specialist health professionals, such as generalist SLPs. Talking with families also 

highlighted the range of extended family members wanting to learn more about the 

children’s condition and be involved in their care. For these reasons, a different 

approach to the medical model that prioritises families’ perspectives is key to 

effective engagement of children with CP±L and their families in speech-language 

pathology.  

Listening to families about their day-to-day lives and routines provides 

important insights about challenges and successes. Mealtimes can be stressful for 

families of toddlers with CP±L if they are fussy eaters or grazing, avoiding sitting for 

meals, or have limited repertoires) (Cronin, Verdon et al., 2020). Fussy eating or 

problem feeding may need to be a focus of intervention or a reason to refer on.  

Extended Family 

Many extended family members are involved in the lives of children with 

CP±L (Cronin, Verdon et al., 2020). Aunts and grandparents often were involved in 

the children's lives (e.g., providing childcare particularly since centre-based care was 

harder to obtain for families), had close relationships with them, and wanted to know 

more about the children’s speech and the impact of the cleft long term (Cronin, 

Verdon et al., 2020). Extended family members can act as more agents of therapy to 

practise strategies that are decided upon in intervention. The need to engage families 

in intervention for toddlers with CP±L was also highlighted by DeLuca (2020).  

Educators 

Generalist SLPs may have the opportunity to work with educators in early 

childhood education and care centres supporting communication, facilitating 

generalisation and increasing understanding about children’s communication 

strengths and difficulties. Some authors have shown that providing education to 

others can facilitate understanding and acceptance of children’s facial and speech 

differences (Havstam, Laakso, & Ringsberg, 2011). However, it is important to be 

mindful of families’ preferences as some families of children with cleft palate only 

may choose not to disclose to family members and friends that their children have 

CP±L. 
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SLP Considerations 

A Strengths-Based Approach 

Drawing on children’s strengths is essential when planning intervention. Their 

strengths may include enjoying movement and going outside, having supportive 

extended families, or using particular consonants in their inventories. For example, to 

capitalise on children’s strengths, sounds may be chosen as targets that are outside of 

the typical developmental sequence but are stimulable even in only one context. One 

mother reported the importance of a strengths-based approach in intervention and the 

success they had had with their OT and SLP working together: “Play based activities 

definitely are the most successful in our circumstances”.  

Listening to Clients and Thinking Holistically 

Moving beyond the children’s Body Structures and Functions (e.g., surgical 

repair of the cleft, production of oral pressure sounds) requires consideration of the 

children’s Activities, Participation, and Environmental Factors (see Box 1). This has 

not necessarily been routinely adhered to in the specialised field of CP±L, where 

SLPs’ focus tends to be on children’s speech sounds and velopharyngeal function 

(e.g., Cronin, McLeod et al., 2020a). Using measures such as the SPAA-C or FOCUS 

can provide insights into children’s Activities and Participation, and support 

discussion around goal setting with families. Thinking holistically requires other 

considerations like geography, given the centralised nature of interdisciplinary cleft 

team care (Cronin, Verdon et al., 2020). Telehealth could be an option for sharing 

knowledge and information between SLPs in the cleft team and local SLPs, or there 

may need to be consideration of children’s upcoming surgeries (e.g., insertion of 

grommets, primary repair, revisions).  

Evaluation of a Family-Centred Approach for Children with CP±L 

The Toddlers with Cleft Palate Study has several clinical implications (Box 2). 

Families provided many insights about their children's strengths and difficulties that 

emerged after spending time with them and talking with them that went beyond the 

information that could be collected from standardised measures. Building a strong 

relationship to foster trust and gather information was vital in informing practice and 

enhanced by taking an ethnographic approach. Taking the role of a participant-

observer is a fundamental component of ethnography and is familiar for many SLPs 

(Verdon, 2014). Being a participant-observer is particularly important when working 

with toddlers, in clinical practice and not just research. There is power and value in 

observation with toddlers who may feel reluctant to interact directly with new adults. 
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SLPs have a lot of knowledge about child development, and speech and language 

development specifically, and reflecting on those observations and findings and 

identifying concerns is important (i.e., don't focus just on the cleft). Although this is a 

specialised area of practice, skills generalist SLPs already possess from working with 

young children with communication disorders are transferrable (Appendix A). 

Specific knowledge about cleft speech characteristics and velopharyngeal function 

can be gathered from the children’s cleft teams. For those SLPs working regularly 

with toddlers with CP±L, much can be learnt from their clients. Considering children 

and families’ priorities holistically, means intervention will be meaningful and 

functional. Integral to this is working in an interdisciplinary model, and collaborating 

with clinical nurse consultants, psychologists, and other team members as needed for 

each child and family to support children across the lifespan (e.g., Stock et al., 

2020b). Part of that intervention may be to act as a client’s advocate (e.g., if they are 

being excluded at their ECEC centre, or explaining communication strategies to 

extended family members) (Appendix B). Appendix B contains information that 

families in the study said they would have liked to have known when their babies 

were born. A draft of this handout was shared with families from the study during its 

development to enable member checking of the study’s findings, and families 

provided feedback to ensure that it reflected their voices and wisdom. The capacity 

for reflective practice, an interest in and a desire to uphold the rights of children, and 

being respectful of families including their Activities and Participation, 

Environmental Factors and Personal Factors, rather than focusing exclusively on 

Body Structures and Body Functions, provides the basis of a long-lasting and 

trustworthy relationship between clinicians, children and families so that SLPs may 

better learn from their clients [BOX 2 HERE]. 

Limitations 

There are several limitations to the application of this research protocol in 

clinical speech-language pathology settings with young children with CP±L and their 

families. Firstly, in the Toddlers with Cleft Palate Study, time spent with families, as 

well as completing and scoring the range of assessments, was considerable. The study 

presented a comprehensive model for gathering information; however, elements 

could be incorporated into regular clinical practice, rather than the entire approach 

being used. Time spent with families also represented a possible burden for them, and 

not all families may want or need that level of involvement. Being family-centred 
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also means matching the approach to a family’s desires, and this may mean for some 

families, the SLP making the choices and decisions for them.  

Conclusion 

This paper provides speech-pathologists with clinical insights from the 

Toddlers with Cleft Palate Study, and some suggestions for working with young 

children with CP±L and their families if they are new to working with these clients. 

For example, findings from the Toddlers with Cleft Palate Study included the benefits 

to using an ethnographic approach and pairing assessment results with observations 

during assessment, applying a strengths-based approach to goal setting and 

intervention, and forming partnerships with families, extended families and 

educators.     
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Figure 1. An example of a young child providing assent by requesting to use the 

researcher’s tripod to “video” her toys (reproduced with permission from Anna 

Cronin, Sharynne McLeod and Sarah Verdon, 2020) 
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Table 1. Stages of CP±L intervention in many Australian hospitals* 

Age Intervention Specialist team members involved 

20-week 

scan 

Cleft lip may be diagnosed 

antenatally (though frequently 

not) 

Ultrasound technicians 

Clinical nurse specialists 

Birth Diagnosis may occur at birth 

(though not always)  

Families meet with cleft teams 

in the first 3 months of life 

Paediatricians/obstetricians 

Lactation consultants 

Midwives 

Interdisciplinary cleft teams 

3 – 6 

months 

Primary lip repair Plastic and reconstructive surgeons 

6 – 18 

months 

Primary palate repair  

Hearing test(s) 

Insertion of grommets (at time 

of palate repair and then as 

needed) 

Plastic and reconstructive surgeons 

Ear, nose and throat surgeons 

Audiologists 

18 

months + 

Speech-language pathology 

assessment intervention 

Dentistry 

Speech-language pathologists 

Referral to local, generalist speech-

language pathologists 

Paediatric dentists 

Oral hygienists 

5 years + Possible orthodontic 

intervention 

Lip and/or nose revision as 

need 

Possible pharyngoplasty for 

VPI 

Orthodontists 

Plastic and reconstructive surgeons 

Speech-language pathologists 

8 – 11 

years 

Expansion 

Alveolar bone graft 

Braces  

Orthodontists 

Plastic and reconstructive surgeons 

15-18 

years 

Nose surgery – revision (if 

needed) 

Plastic and reconstructive surgeons 

18 years Jaw surgery (if needed) Plastic and reconstructive surgeons 

*Adapted from Fitzsimons and Thompson (2011) 
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Table 2. Causes for concern in the early speech of toddlers with CP±L 

Area of development Causes for concern 

Speech* Backing to velar (e.g., /t/ → [k]) 

Double articulation (e.g., /t/ → [͡tk]) 

Glottal stop substitution (e.g., /t/ → [ʔ]) 

Pharyngeal fricatives (e.g., /s/ → [ħ]) 

Active nasal fricatives (e.g., /s/ → [m̥͌ n ̥͌ ŋ̥͌]) 

Non-pulmonic sound substitution (e.g., clicks) 

Reduced phonemic inventory (i.e., only /m, n, ŋ, h, w, j, 

l, ɹ /) 

Nasal substitutions (e.g., /b/ → [m]) 

Other: gliding of fricatives (e.g., /s/ → [j]) 

Vowel errors 

Errors on nasals (e.g., /n/ → [m])  

Velopharyngeal 

function 

Increased nasal resonance on vowels and voiced 

consonants (hypernasality) (e.g., /b/ → [b̃]) 

Weak or reduced pressure consonants (e.g., /d/ → [dV]) 

Nasal realisation (e.g., /b/ → [m]) 

Passive nasal fricatives (e.g., /s/ → [(s)͡n̥]) 
Nasal emission or nasal turbulence on oral pressure 

sounds (e.g., /t/ → [t͋]) 

Language Delayed receptive or expressive language 

Overall development Regression/loss of skills 

Delays in fine motor, gross motor or play development 

Feeding Oral aversion  

Picky eating  

Nasal regurgitation 

Adapted from *Harding and Grunwell (1998), Hardin-Jones, Chapman, and Scherer 

(2015) 
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Box 1. Sophia 

 

 

  

Sophia is a 3-year-old girl with repaired cleft palate and a global developmental 

delay associated with a rare genetic condition who participated in the Toddlers with 

Cleft Palate Study. She loves music and Elmo from Sesame St. Sophia’s family 

made the choice to move to a rural town a long way from their family and friends, 

to live on one income, so that one parent could look after her. Sophia was not able 

to attend childcare as she needed support to participate and could not access 

additional funding. Access to allied health therapies was inconsistent, as clinicians 

were often sole clinicians and there was high staff turnover. Her family travelled 

many hours each way to reach the specialist children’s hospital for Sophia’s care 

where she saw multiple specialists. Sophia is loved and well-supported by her 

family, but her condition and additional needs have had a significant impact on her 

family. Sophia’s story highlights some key issues: 

• Strong support from family  

• Desire for more intervention/professional support 

• Limited specialised knowledge of cleft palate in rural areas 

• Long distances to travel for specialist services 

• Barriers to accessing childcare 

• One family member may be unable to work due to additional care 

requirements  
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Box 2. Take home messages 

 

 

  

1. SLPs can learn a lot from families by taking time to interview and by 

using family-centred practice 

2. Taking an ethnographic approach to assessment allows for building trust 

and rapport with families; consider where the children spend their time 

(e.g., day care vs. home) – also shifts power to families as experts on 

their own children and enables them a “home ground advantage” to 

share their home setting and showcases strengths and perspectives  

3. SLPs can draw on their training when working with young children with 

CP±L such as using phonological analysis, and looking beyond the cleft 

diagnosis 

4. SLPs can work collaboratively with their client’s cleft team SLP to learn 

about specific cleft speech characteristics as well as other professionals 

(e.g., OT to work on sensory needs) 

5. SLPs can design goals with families’ priorities in mind to recognise their 

experiences, strengths and challenges 

6. SLPs can be innovative – use technology to connect with families and 

specialist SLPs and to observe daily life (e.g., mealtimes) 

7. SLPs can be mindful of the other challenges the child and family may be 

facing (e.g., hearing loss or behavioural challenges 
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Chapter 10: Conclusion 

The thesis describes how to transform speech-language pathology practice 

with toddlers with CP±L to enhance the children’s communication through child- and 

family-centred, strengths-based approaches. It is informed by the real experiences and 

stories of specialist SLPs and families of toddlers with CP±L. It purposefully threads 

these key concepts via a strong narrative incrementally leading the reader from the 

traditional professional-centred medical model of practice to child- and family-

centred practice. It innovates and contributes to the literature in the speech-language 

pathology field by describing current specialist speech-language pathology practice 

with toddlers with CP±L using the ICF-CY (WHO, 2007). The thesis examines child 

rights and considers how educators can support infants and toddlers with CP±L in 

educational settings. It also contributes a family-centred, ethnographic examination of 

the undertaking of holistic assessment and impact of CP±L on toddlers, their mothers, 

fathers, siblings, aunts, grandparents, extended family, and educators. While other 

studies have examined some these perspectives, typically they have had a narrower 

focus on one stakeholder group at a time.  

Innovation 

This research is innovative in its conceptualisation, theoretical orientation, 

methodology, data collection, analysis, and translational dissemination of its findings. 

The thesis represents several new contributions to the field of speech-language 

pathology: 

• It extends the application of the ICF-CY with children with CP±L by examining 

the range of relevant categories used by specialist SLPs.  

• It is the first application of the Convention on the Rights of the Child to toddlers 

with CP±L. 

• It applies family-centred practice to toddlers with CP±L in speech-language 

pathology. 

• It considers the impact of CP±L on toddlers and their families in-depth, and from 

a range of perspectives. 

• It represents the first application of ethnography with toddlers with CP±L and 

their families. 

• It showcases a diversity of voices – mothers, fathers, siblings, aunts, 

grandparents, educators, and SLPs. 
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Undertaking the research using mixed methods, and gaining multiple perspectives in 

a holistic way, provided key insights and traversed barriers that may not otherwise 

have been recognised or considered in speech-language pathology practice with 

toddlers with CP±L and their families. It revealed the sometimes subtle, but far-

reaching consequences of the cleft diagnosis on the children and their families, which 

would not necessarily be readily apparent in an interdisciplinary cleft team setting in 

a medical context (i.e., where the children’s communication and feeding are assessed 

and managed by specialist SLPs). Time constraints, professional-centred practice and 

the hospital (medical) context may impact on how children’s communication and 

feeding are evaluated and prioritised or alternatively dismissed as not being a cause 

for concern. That is, this research represented a unique opportunity for a specialist 

CP±L SLP researcher to understand the day-to-day lives of young children with 

CP±L and their families, to then translate these findings to specialist speech-language 

pathology practice, generalist speech-language pathology practice and 

interdisciplinary team intervention. The empowerment of the families and children 

through the use of the ICF-CY (World Health Organization, 2007), the Convention 

on the Rights of the Child (United Nations, 1989), and family-centred practice 

(Shelton, Jeppson, & Johnson, 1987), driven by ethnography, created a trusting 

relationship that resulted in families sharing insights and powerful, important stories 

about their experiences with CP±L. It facilitated families’ bravery in being vulnerable 

and honest about what they had gone through when their children were diagnosed 

with clefts, or in the early weeks of their children’s lives; for example, sharing the 

traumatic experiences of receiving the diagnosis (sometimes, late, days after the 

children were born), or the perception of insensitive or patronising attitudes of non-

specialist health professionals. The traumatic medical experiences families went 

through that were described in the thesis informed the need for training for health 

professionals working with these families, and the need for ready access to additional 

supports early on in their treatment journeys. This chapter summarises and 

synthesises Chapters 1 to 9 and describes the contribution of the research and the 

implications for theory and practice with toddlers with CP±L and their families, 

SLPs, and specialist and non-specialist health professionals.  

Synopsis Revisited 

The thesis contained 10 chapters, in two parts, comprising seven publications 

(two encyclopaedia entries, one book chapter, and four journal articles) focusing on 

several connected topics: the communication development of toddlers with CP±L, the 
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experiences of toddlers with CP±L and their families, and support for toddlers with 

CP±L and their families. It started with the views of specialist SLPs, traditionally 

entrenched in the professional-centred, medical model, before shifting towards child- 

and family-centred practice with toddlers with CP±L and their families. 

Part One: Specialist SLPs’ perspectives. 

The five chapters in Part One provided a general introduction to the thesis, an 

overview of the literature, introduced the theoretical frameworks, and described the 

current practices of specialist SLPs’ practice with toddlers with CP±L, defining the 

status quo of speech-language pathology intervention for toddlers with CP±L. 

Chapter 1 described the background, purpose, research questions, the methodology of 

the thesis, and situated the researcher. It also outlined the methods employed in the 

two studies. Chapter 2 (Paper 1; Cronin & McLeod, 2019b) presented an 

encyclopaedia entry describing craniofacial anomalies. It described several of the 

more common craniofacial conditions (although still relatively rare in the general 

population), including the range of orofacial clefts, for a non-specialist speech-

language pathology audience. Chapter 3 (Paper 2; Cronin & McLeod, 2019a) 

presented a second encyclopaedia entry outlining the speech effects of CP±L. It 

described active and passive cleft speech characteristics, and intervention for children 

with CP±L. Chapter 4 introduced the ICF-CY (WHO, 2007), Convention on the 

Rights of the Child (United Nations, 1989), and family-centred practice (e.g., Espe-

Sherwindt, 2008; Shelton et al., 1987) as the theoretical frameworks for the thesis. 

The frameworks were described, as was their application in speech-language 

pathology and with people with communication disorders, and specifically with 

children with CP±L. These descriptions highlighted how the frameworks could be 

applied to ensure holistic, child- and family-centred research and practice, guiding the 

investigation of toddlers’ and families’ experiences in the subsequent papers. The 

Toddlers with Cleft Palate Study 1: Specialist SLP Perspectives (Chapter 5, Paper 3; 

Cronin, McLeod, & Verdon, 2020a) presented a directed content analysis of semi-

structured interview data from the researcher’s Churchill Fellowship, employing the 

ICF-CY as a coding schema, that focused on specialist SLPs’ practice with toddlers 

with CP±L. The paper captured the status quo current practice with toddlers with 

CP±L which was found to mostly operate in the professional-centred, medical model. 

Paper 3 revealed the breadth and depth of considerations SLPs make when working 

with toddlers with CP±L and supported the need to examine more a child- and 

family-centred approach. The analysis demonstrated the utility of applying the ICF-
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CY to intervention for children with CP±L, as the model had capacity to describe the 

far-reaching consequences of the condition on children, and could potentially 

facilitate a shift away from the medical model commonly used in specialist speech-

language pathology intervention.  

Part Two: Toddlers’ and families’ experiences.  

Part Two presented the findings from the Toddlers with Cleft Palate Study 2: 

Toddlers’ and Families’ Experiences, and represented a move towards enacting 

holistic, child- and family-centred practice. Chapter 6 (Paper 4; Cronin, McLeod, & 

Wren, in press) reported on the impact of communication difficulties on young 

children, with reference to toddlers with CP±L in early childhood education and care 

settings, and took a transnational perspective with insights from a leading UK SLP 

researcher, Dr Yvonne Wren. A child-rights lens, informed by the Articles of the 

Convention on the Rights of the Child, informed the chapter. The chapter advocated 

for system-wide change in the early childhood education and care sector to uphold 

the rights of toddlers with communication difficulties, including toddlers with CP±L, 

to communicate, and reach their full potential. Chapter 7 (Paper 5; Cronin, McLeod, 

& Verdon, 2020b) presented a tutorial on holistic assessment for toddlers with CP±L 

by SLPs, drawing on data from the Toddlers with Cleft Palate Study 2: Toddlers’ and 

Families’ Experiences study. Suggestions for measures and tools for analysis framed 

by the ICF-CY to extend assessment beyond the traditional articulation approach 

were described, along with the benefits of holistic assessment with toddlers with 

CP±L. Chapter 8 (Paper 6; Cronin, Verdon, & McLeod, 2020) was a thematic 

analysis of observations, speech and language data, interviews, photos, video data, 

and researcher reflections (84 artefacts) with seven toddlers with CP±L, 13 parents, 

and 12 significant others (e.g., educators and grandparents) collected via 

ethnographic methodology. The emphasis on families’ perspectives enabled families 

to share their experiences in depth, and an inductive analysis revealed three key 

themes in the data: (1) the whole child (persistence, communication, activities, 

mealtimes), (2) family strength and support (strong families, external support, 

attitudes, advocacy, positive medical experiences), and (3) family isolation and 

trauma (negative medical experiences, traumatic and challenging experiences). 

Chapter 9 (Paper 7; Cronin, Verdon, & McLeod, in press) integrated the findings of 

Chapters 5-8 to outline ways generalist SLPs can work holistically with toddlers with 

CP±L. Recommendations and information for SLPs and families were provided as 

appendices to translate these findings to their intended audiences. This final chapter 
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(Chapter 10) summarises the findings from the previous chapters and outlines the 

findings of the thesis in relation to the research questions. The thesis described the 

current practice of specialist SLPs working with toddlers with CP±L and their 

families, investigated the impact of having a CP±L on toddlers and their families 

through an innovative, ethnographic study, and considered the clinical implications of 

the findings of these studies for generalist SLPs. The current chapter describes the 

contributions of the research and the implications for professionals, families, and the 

selected theoretical frameworks. Limitations of the research, future directions, and 

researcher reflections are also explained.  

Summary of Key Findings with Reference to the Research Questions 

The thesis addressed five research questions focusing on speech-language 

pathology practice with toddlers with CP±L, and the experiences of toddlers with 

CP±L and their families of navigating the diagnosis, health services, and everyday 

life. The contributions and insights gained from this thesis are summarised below. 

1. Does international specialist practice consider toddlers holistically (i.e., from 

an ICF-CY perspective)?  

Study 1 suggested that current international specialist speech-language 

pathology practice was not as holistic as it could be, taken from an ICF-CY 

perspective (Chapter 5). The data suggested the specialist SLPs focused more on 

Body Structures, Body Functions, and Environmental Factors, with less emphasis on 

Activities and Participation for the toddlers with CP±L with whom they worked 

(Chapter 5). The specialist SLPs in the study were found to generally practice within 

a professional-centred, medical model.  

a. How does the ICF-CY map onto the practice of specialist SLPs 

working with toddlers with CP±L around the world?  

The ICF-CY successfully mapped onto the practice of international specialists 

SLPs working with toddlers with CP±L (Chapter 5). Data were coded to 109 ICF-CY 

categories in the analysis, highlighting the broad scope of specialist speech-language 

pathology practice, and the thoughtful consideration of the impact of CP±L on 

toddlers and their families. The analysis of the interviews with the specialist SLPs 

suggested their practice was professional-centred and within the medical model, 

which provided the impetus for the child- and family-centred focus of Part 2 of the 

thesis. Practice was coded using Body Structures (684, 16.8%), Body Functions (906, 

22.2%), Activities and Participation (560, 13.7%), Environmental Factors (1626, 

39.9%), and Personal Factors (301, 7.4%). Codes that were frequently used were 
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s32020 Hard palate, s32021 Soft palate, s7104 Muscles of head and neck region, 

b320 Articulation functions, e310 Immediate family [support and relationships], e355 

Health professionals [support and relationships],  e5800 Health services, e210 

Physical geography and e2151 Population density, e450 Individual attitudes of health 

professionals, and PF Age. Mostly the data aligned with the Neumann and 

Romonath’s (2012) analysis with older children; however, there were some codes 

which were surprising in their frequency and/or that were added to the coding schema 

such as e210 Physical geography and e450 Individual attitudes of health 

professionals. That is, these categories were not contained in Neumann and 

Romonath’s (2012) paper, and also became some of the most frequently coded 

categories. 

b. What aspects of specialist speech-language pathology practice with 

toddlers with CP±L cannot be mapped onto the ICF-CY?  

There were aspects of specialist speech-language pathology practice that 

could not readily be mapped onto the ICF-CY relating to velopharyngeal 

insufficiency and speech (Chapter 5). Velopharyngeal insufficiency is a cornerstone 

of specialist speech-language pathology practice with toddlers and children with 

CP±L. Neumann and Romonath (2012) recommended that velopharyngeal 

insufficiency was coded to the category s7104 Muscles of the head and neck region. 

However, specialist SLPs often described children and adults’ velopharyngeal 

function rather than just structure; because of compensatory mislearning by children, 

where the velopharyngeal insufficiency could be controlled and was not attributable 

to a difference in Body Structures. This presented challenges in coding the data using 

the ICF-CY as a schema. It is recommended that new categories be added to the ICF-

CY to describe specific types of velopharyngeal dysfunction that may occur 

according to underlying aetiology. That is, a category under Structures involved in 

voice and speech in Body Structures for the velopharyngeal port, a category under 

Control of voluntary movement functions in Body Functions for velopharyngeal 

competence involving motor planning and control, and a category under Voice and 

articulation functions in Body Functions for velopharyngeal learning (these 

definitions of velopharyngeal dysfunction are taken from Peterson-Falzone, Hardin-

Jones, & Karnell, 2010).  

There was extensive discussion by the specialist SLPs about the children’s 

speech; however, the topics and nuance in the data were not able to be captured by 

the single ICF-CY category b320 Articulation functions (Chapter 5). For example, it 
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was not possible to distinguish between types of speech sound disorders (e.g., cleft 

speech characteristics versus. developmental speech sound disorders), or describe 

specialist SLPs’ discussion of age appropriate compared with delayed versus 

disordered speech development in the toddlers with CP±L. Given the intricacies of 

cleft palate speech, it was challenging to delineate the parameters (e.g., active versus 

passive cleft speech characteristics) or report on more global measures like 

intelligibility or acceptability of speech with a single code, b320 Articulation 

functions.  

2. What are the experiences of toddlers with CP±L and their families?  

Insights into experiences of CP±L were provided by gathering information 

from SLPs (Chapter 5), and the children, families, and educators (Chapters 7 and 8) 

about the children’s communication and feeding, access to intervention, and 

participation across contexts. A key finding from the interviews and artefacts was the 

way each individual child’s inherent traits, and their family’s capacity, influenced 

their experience of CP±L. For example, persistence was a strength for several 

children, as identified a measure examining temperament, and triangulated with 

interview data from families. For other children, anxiety could make it harder for 

them to engage in new or different settings, or with new people.   

a. How does having a CP±L impact the lives of toddlers?  

Having a CP±L can have a significant impact on toddler’s lives, as 

demonstrated across Chapters 5 to 8; however, this was variable depending on the 

child’s individual strengths and challenges, and family capacity and support. Overall, 

all the child participants in Study 2 (Chapters 7-9) were reported and observed to 

experience joy and love and closeness in their lives; however, what brought them joy 

and who they were close to, varied. For example, some children were very close to 

their parents, others to their siblings, and one child had a very close bond with his 

grandmother. Having a CP±L impacted the children in Study 2 in different ways, with 

some children participating in a range of activities and programs, and others spending 

a lot of time at home, or unable to attend early childhood education and care 

(Chapters 7 and 8). It could impact their ability to talk to extended family members 

(Chapters 7 and 8); whereas some children were still able to have a close bond with 

their families, even when they could not be understood (Chapter 8).  

Geography and distance impacted the children with CP±L and was identified 

by expert SLPs across the world (Chapter 5) and the families in Study 2 (Chapter 8), 

largely due to the centralisation of specialist CP±L services. All the children in Study 
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2 had regular medical appointments, sometimes travelling over an hour each way to 

visit specialists. Some of the challenging and traumatic experiences parents described 

in Chapter 8 were related to geography and distance. One particularly poignant 

example about the impact of distance came from the raw data in Chapter 5 (which 

was unable to be included in the directed content analysis as it did not relate to the 

ICF-CY coding schema). One specialist SLP described how a family and an older 

child she had worked with lived in a rural town sought her service for a second 

opinion, travelling a great distance, because their concerns were dismissed by their 

previous cleft team. The specialist SLP described how this family attempted to cut 

down their child’s pharyngoplasty with a knife before ultimately seeking a second 

opinion, because they were so concerned about the child’s breathing and airway, and 

were reported to not feel like they were listened to, or taken seriously by their 

previous team. Having a CP±L can impact a toddler’s life in many ways, as described 

by specialist SLPs, and the families of toddlers with CP±L themselves, although this 

is highly variable and depends on each individual child, his or her family, and the 

experiences they have with medical and education professionals. 

b. How does CP±L impact upon toddlers’ communication and feeding? 

The children’s communication and feeding strengths and difficulties varied 

considerably, highlighting the way having a CP±L affected each child differently. 

The impact of CP±L on the communication and feeding of the seven children who 

participated in Study 2 was considered through an ICF-CY lens (Chapter 7) and a 

child- and family-centred lens (Chapter 8 and 9). In Study 1, specialist SLPs provided 

insights about the communication (and to a lesser extent, feeding) of toddlers with 

CP±L with whom they worked (Chapter 5). Specialist SLPs were frequently 

providing or researching intervention for toddlers with CP±L given the common and 

persistent speech sound difficulties they could have. Specialist SLPs described the 

variety in the way toddlers with CP±L could present (i.e., with age appropriate 

velopharyngeal function and speech sound placement, through to having severe 

velopharyngeal insufficiency and severe, active cleft speech characteristics requiring 

extensive services from SLPs).  

The toddlers in Study 2 had a range of different strengths; however, all had at 

least mild speech sound difficulties and/or language delays (Chapter 7). Only two of 

the children had persistent, pervasive active cleft speech characteristics (glottal stop 

substitution, backing to velar). Four of the children had developmental speech sound 
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simplification patterns. While the seventh child was non-verbal. One child had 

velopharyngeal insufficiency; the others did not. Despite the range of communicative 

skills, only four of the seven children attended speech-language pathology 

intervention, and according to analysis of the speech data, the other three children 

could have also benefitted from speech therapy but did not attend. The relative impact 

of the children’s communication difficulties varied considerably between children, 

and was mitigated by the children’s Personal Factors, and/or Environmental Factors 

from an ICF-CY perspective; perhaps representing one reason not all of the children 

were accessing speech therapy. For example, in terms of Personal Factors, some of 

the children were very persistent, and would repeat words and sounds over and over 

until they were understood, or they could change their production (Chapter 7). In 

terms of facilitative Environmental Factors, the children had supportive families, 

immediate and extended, who were understanding about their communication and 

feeding differences (Chapter 8). 

Some children loved food and had varied diets and big appetites, while some 

were problem feeders, or picky eaters (Chapter 8). Several children had sensory 

issues, often around their ears, mouths, or heads in general being touched, while 

others did not (Chapter 8). These diverse findings supported the need for holistic 

assessment of the children’s communication and feeding, to fully elucidate their 

experiences, and identify the need (if any) for additional interdisciplinary support and 

intervention (Chapter 7, 8). That is, children with CP±L may have difficulties with 

their speech, language, feeding and/or sensory processing; but each child is affected 

differently.  

c. How does having a child with CP±L impact the lives of families? 

Parents shared many joyful and sad experiences from raising their toddlers 

with CP±L (Chapter 8). There were big implications for some families as a result of 

their children’s CP±L. For example, one family chose to move to a rural town since 

one parent could not work and was caring for their child, resulting in a loss of 

income; other families delayed or stopped having more children because of concerns 

about siblings also having CP±L. The parents described strong feelings of love and 

affection for their children, describing how clever or funny or cheeky they could be. 

The parents also described their need to advocate for their children, both in health and 

education services. Some parents had had negative experiences or faced challenges 

when they originally received the diagnosis of their children having CP±L, and the 

subsequent demands required of them with specialist feeding equipment, and 
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intervention (Chapter 8). These negative experiences occurred within a professional-

centred medical model of practice where the impact of CP±L on children and their 

families could have profound, traumatic, and long-lasting impacts. Grief was still 

fresh at times for families, years after incidents had occurred (Chapter 8).  

Families also described facilitators and barriers to services provided by SLPs 

and other professionals. Overall, families described positive interactions with and 

support from the interdisciplinary cleft teams and specialist health professionals they 

were working with (e.g., SLPs with a strong background in cleft palate speech, or 

hearing loss). They also described challenges with health professionals and educators 

less experienced with working with children with CP±L (e.g., exclusion from 

childcare, feeling dismissed by doctors at times) (Chapter 8). Trauma and negative 

medical experiences also influenced how children and families experienced the 

children’s CP±L diagnosis, with some families describing frustration or a loss of faith 

in medical professionals. 

3. How can SLPs engage in child-centred practices for toddlers with CP±L?  

Children’s rights and autonomy need to be respected in all facets of 

assessment and intervention when viewing them as “the rich, active child” (Clark, 

2005, p. 31). Communication is a human right and depending on children’s 

communication skills, may need particular consideration for this right to be upheld 

(Chapter 6). All children have the right to access and engage in early childhood 

education and care (ECEC), regardless of their needs (Chapter 6). Results from Study 

2 suggest this right is not always enacted for children with CP±L and additional 

resources may be needed to support toddlers with CP±L to achieve their rights, and 

further education for educators regarding CP±L may be required to support and 

uphold the children’s right to communicate in ECEC settings (Chapters 6-8). This 

finding supports Dr Yvonne Wren’s call for change within the ECEC sector to 

support infants and toddlers with CP±L to access quality ECEC in Chapter 6. The 

impact of CP±L was far-reaching and stretched across multiple facets of the toddlers’ 

lives, as described above and in Chapters 5-9. Toddlers with CP±L may need support 

to communicate and thrive across contexts, including ECEC, with friends and 

extended family, and/or their immediate family. However, children with CP±L are 

not always supported to participate and thrive across contexts; and barriers may exist 

to their participation (e.g., in ECEC settings) due to a lack of understanding and/or 

resourcing (Chapter 8). 
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4. How can SLPs engage in holistic, family-centred practices for toddlers with 

CP±L?  

a. What measures can be drawn upon in a holistic communication 

assessment protocol for toddlers with CP±L? 

A tutorial providing recommendations for holistic, family-centred assessments 

for toddlers with CP±L was presented in Chapter 7. The tutorial was informed by the 

ICF-CY, the Convention on the Rights of the Child, and family-centred practice 

(Chapter 4) demonstrating the insights that can be gained from this broader approach 

(Table 2, Chapter 7). Formal measures were used in combination with observation for 

holistic communication assessment. Different perspectives on the children’s 

communication was also sought (e.g., educators as well as parents and family 

members the children spent a lot of time with). Taking a thorough case history and 

using strong relational practices with families also highlighted concerns beyond the 

children’s speech. The children’s feeding and sensory needs also came out of the 

holistic assessment, although this information had not been explicitly sought in the 

beginning. These findings supported the need to not focus exclusively on speech 

measures when assessing toddlers with CP±L. 

The findings of Chapter 5 also highlighted the ways specialist SLPs assessed 

toddlers with CP±L. The specialist SLPs’ clinical experience and attitudes had a 

considerable impact on their clinical decision-making, and the age and timing of 

intervention for the children (Chapter 5). That is, these highly experienced SLPs 

demonstrated high level knowledge of cleft palate speech and intervention; however, 

these were skills developed over their careers and through practical application. 

These deep funds of knowledge informed their practice at times, rather than specific 

literature around intervention for children with cleft palate speech, of which there is a 

paucity (Chapter 5). Current specialist speech-language pathology and 

interdisciplinary cleft team management, as per Chapter 5, seemed to generally used 

the professional-centred medical model for assessment, with a focus on e5800 Health 

services and e450 Individual attitudes of health professionals, in discussion about 

management, although there was some emerging consideration of family-centred 

practices, with discussion of Support and relationships from e310 Immediate family 

and e410 Individual attitudes of immediate family members, although not from e315 

Extended family. 
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b. How can speech analyses be broadened from traditional articulation 

approaches to include phonological analyses to consider the 

communicative strengths and weaknesses of toddlers with CP±L?  

Analysis of assessment results for toddlers with CP±L needs to consider 

phonology and the impact of any communication difficulties on the children’s 

activities and participation (Chapter 7). Phonological analysis using the CHIRPA 

(Baker, 2017) enabled the identification of the children’s strengths as well as 

difficulties. For example, most children could retain the syllable structure of words, 

even for long words such as “excavator”, even though their production of some 

consonants may have been difficult. Traditional articulation approaches largely use 

words with simple phonotactic structures. Therefore, while they reveal useful 

information about the children’s speech sound production, they do not always 

elucidate more subtle difficulties (or strengths) such as with multisyllabic words. 

Another potential difficulty with traditional single word articulation assessments is 

that they may not provide different contexts for sounds. This is important in analysis 

of when or if children can make the sounds if they have phonological speech sound 

difficulties. Further, results from questionnaires and standardised assessments need to 

be analysed in combination with observations made in context to make sense of the 

data and assist in planning goals and intervention. Goals and speech-language 

pathology intervention need to be functional, relevant to the child’s life and contexts, 

and family-centred. It is not possible to do this without knowing the child’s contexts, 

strengths, personality and the family’s perspective and priorities. The perspectives on 

children’s communication varied across contexts and communication partners. 

Therefore, it is worthwhile gaining multiple perspectives. 

c. How can the experiences of toddlers with CP±L and their families be 

used to facilitate a shift from the professional-centred medical model 

to enhance child- and family-centred speech-language pathology 

practices?  

There are several concrete ways SLPs can use holistic, child- and family-

centred practice with toddlers with CP±L (Chapter 9). These methods described in 

Chapter 8 were informed by listening to children and families (Chapters 5, 7, and 8). 

Firstly, children with CP±L need to be viewed holistically, and from a strengths-

based perspective, to make use of all their capabilities (Chapter 6 and 7). That is, it is 

essential to look beyond the cleft diagnosis to see the whole child. Having a broad 

range of assessments (Chapter 7) to pick and choose from as needed using a child-
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centred approach, helped in gathering a holistic understanding of the children’s 

communicative functioning. Interviews with families revealed that immediate and 

extended family members were vital sources of support for children with CP±L 

(Chapter 8); so SLPs are encouraged to consider them and include them (where 

possible) in assessment, goal setting and intervention (Chapters 7 and 9). Asking 

families about their concerns, and what they think is a priority, working in 

collaboration with them, and sharing all information to act in a consultative capacity, 

adheres to principles of family-centred practice, and privilege families’ voices 

(Chapter 4 and 9). These considerations may be even more relevant to build trust and 

a partnership when families have experienced trauma during their interactions with 

other health professionals, as described by some of the families in Studies 1 and 2 

(Chapters 5 and 8). 

The findings of Studies 1 and 2 revealed possible ways toddlers with CP±L 

could be supported by SLPs and educators to thrive across contexts. The potential and 

actual experiences of toddlers with CP±L in early childhood education and care were 

considered (Chapters 6 and 7), as well as the impact of having a CP±L on the 

children’s communication and participation (Chapters 5 and 8). The impact of CP±L 

is far-reaching and stretches across multiple facets of a toddler’s life. The experiences 

described in the thesis suggest toddlers with CP±L are not always supported to 

participate and thrive across contexts; barriers may exist to their participation (e.g., in 

medical contexts and early childhood education and care) due to a lack of 

understanding and/or resourcing. That is, children with CP±L may need support to 

communicate and thrive across contexts including when receiving speech-language 

pathology and other health services, in early childhood education and care, and with 

friends and extended family and their immediate family.  

Theoretical Implications 

This thesis makes several unique theoretical contributions to the literature, 

specifically relating to the approach and the findings. The thesis has theoretical 

implications for advancing thinking around speech-language pathology practice in 

this specialist field. Three theoretical frameworks were applied and critiqued with 

respect to their relevance to the communication and experiences of toddlers with 

CP±L.  

Firstly, the ICF-CY was evaluated with specialist speech-language pathology 

practice with toddlers with CP±L. The research mapped the ICF-CY onto real-life 

accounts of specialist speech-language pathology practice, applying the theoretical 
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framework to specialist SLP descriptions of team management for toddlers with 

CP±L. New insights were provided into this framework. That is, that the ICF-CY 

provides a suitable framework for children with CP±L but it is not complete since 

there need to be additional categories for distinguishing between velopharyngeal 

insufficiency, velopharyngeal mislearning, and velopharyngeal incompetence. New 

codes are currently being drafted by the researcher, her supervisors, and the 

International Association of Logopedics and Phoniatrics to send to the World Health 

Organization to address this gap. The current research builds on a number of papers 

in the literature, and also presented at conferences, that advance the application of the 

ICF and family-centred care to intervention for children with CP±L, (e.g., Ewing et 

al., 2014; Ewing et al., 2016; Meredith et al., 2013; Vallino & Louw, 2017). 

Next, the thesis outlined the Convention on the Rights of the Child in relation 

to children with CP±L for an early childhood education audience, and then applied 

this framework as a research approach to ensure the rights of children participating in 

the study were upheld. The consideration of toddlers with CP±L in ECEC has not 

been explored previously in the literature (to the author’s knowledge). The 

participation and experiences of toddlers with CP±L in ECEC represents an important 

potential avenue for further research and advocacy to ensure the rights of toddlers 

with CP±L to access quality education that meets their needs, is met. The suggestions 

from Chapter 6 were triangulated by data from Study 2, where families described 

challenges in accessing ECEC due to a lack of understanding or adequate funding for 

the children’s additional needs. Although no families required interpreters in this 

study, from a child rights perspective it would be important to consider the children’s 

communication in their first language (if it is not English), and to uphold families’ 

right to communicate freely and to respect cultural contexts as well as per Article 40 

of the Convention on the Rights of the Child (United Nations, 1989). The thesis 

contributes by describing ways the Convention on the Rights of the Child needs 

particular consideration with toddlers with CP±L, given the impact the CP±L can 

have on their communication and access to early childhood education.  

Another contribution to the literature from this thesis was the consideration of 

family-centred practice with toddlers with CP±L. There has been one recent 

publication (Pfeifauf et al., 2020), a clinical report, on enacting family-centred 

practice in an interdisciplinary cleft team. Otherwise, the author could not find 

specific enactment of family-centred practice by specialist SLPs or other specialist 
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health professionals with children with CP±L. The use of family-centred practice in 

this thesis provided insights into families’ experiences and priorities and supported 

the benefits of this approach with toddlers with CP±L and their families with other 

SLPs. That is, the need for liaison and across services, and acting as a consultant or 

conduit for families in navigating services for their children. Engaging the families 

actively about their concerns revealed their keen insights into their children’s 

strengths and difficulties, which might not otherwise be captured in a professional-

centred medical model of practice, or research. That is, the thesis highlights families’ 

insights into their children and their children’s care and the need to work 

collaboratively in clinical practice and research. These findings are supported by the 

findings of Stock, Feragen, Moss, and Rumsey (2018) who advocate for the need to 

shift the conceptualisation of craniofacial research to better address stakeholders’ 

concerns.  

Another major contribution of the thesis, apart from the findings, was the 

philosophy and approach taken to the research. Ethnography, guided by child rights 

and family centred practice perspectives was used to describe the communication 

profiles of, and impact of CP±L on, seven toddlers with this condition, and the 

experiences of their families. Although previous research has described ethnographic 

factors for families of children with CP±L in a South African context (Louw, 

Shibambu, & Roemer, 2006), to the author’s knowledge, ethnography has not been 

used as a methodology with young children with CP±L. This represents an expansion 

on previous recommendations of researchers regarding empowering families of 

children with CP±L and using family-centred practice (e.g., Louw et al., 2006; 

Scherer & Louw, 2011). Ethnography was used to take on a different role with the 

SLP as a participant-observer, and families leading and determining what they 

wanted to share with the researcher. Further, the context of the research (i.e., the 

author was not affiliated with a specialist cleft team at the time, and had a PhD 

scholarship to be able to visit families in their homes and the children at the ECEC 

centres) provided an opportunity to relate to the participants in a way that had not 

been feasible in a clinical setting. This differed from the traditional, professional-

centred practice or at times, family-allied practice, the researcher had previously 

participated in with families in her clinical work.  
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Clinical Implications  

The findings of the thesis produced specific clinical implications for specialist 

and generalist SLPs, health services, and speech-language pathology education and 

training. An overarching clinical implication was that more time is needed to work 

with toddlers with CP±L and their families for both generalist and specialist SLPs. 

Specialist SLPs may want to consider child- and family-centred practice combined 

with their understanding of cleft palate speech when working with toddlers with 

CP±L. The priorities for generalist SLPs may be different, in that they are already 

using child- and family-centred practice but may need support around specific 

practices with children with cleft palate speech. Study 2 was conducted and 

contextualised in Australia; however, findings are applicable to other countries, 

particularly those with similar healthcare services.   

Implications for specialist SLPs and professionals working in 

interdisciplinary cleft teams.  

There were several implications of the thesis that apply to specialist SLPs and 

members of interdisciplinary cleft teams. This is important as team-oriented care 

promotes better outcomes; however, there is variability in its realisation so ongoing 

research is needed to evaluate the impact of team care on outcomes for individuals 

with CP±L (McGrattan & Ellis, 2013). To summarise what has been learned from the 

thesis, while specialist SLPs included all aspects of the ICF-CY framework, they 

largely focused on Body Structures and Body Functions (Study 1, Chapter 5). 

Specialist SLPs demonstrated knowledge across multiple aspects of cleft palate 

including, to an extent, its impact on children’s speech and participation, but had a 

greater emphasis on its impact on a person’s anatomy and physiology. Given that 

children with CP±L, especially children with cleft palate only, are at an increased risk 

of psychiatric disorder, intellectual impairment, language disorder and autism 

spectrum disorder, comprehensive assessment, including a measure for screening for 

autism spectrum disorder like the Modified Checklist for Autism in Toddlers, revised 

with follow-up (M-CHAT-R/F; Robins, Fein, & Barton, 2009), is recommended 

(Tillman et al., 2018; Timonen-Soivio et al., 2015). Triangulating the data from Study 

1 with data from Study 2 also suggested that specialist SLPs perhaps are not aware of 

how much they know about cleft palate that other SLPs and health professionals do 

not know.  
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The first implication for specialist SLPs is the recommendation that the tenets 

of family-centred practice be implemented with children with CP±L and their 

families. In the thesis, trauma featured in families’ stories (Chapter 8), and families 

described instances of other professionals not listening to them, or being 

“condescending”, suggesting that the professional-centred medical model was 

challenging for these families. Specialist SLPs themselves expressed recognition that 

the current model of practice was perhaps not ideal for families, “worldwide we are 

becoming better at recognizing that historically the model that we’ve used for team 

management may not be the best because at a very basic level it disrespects parents 

even though that was never our intent, but we have not really recognized their values 

and weighed them at all in our decision making” (Cronin, McLeod, & Verdon, 2020a 

pp. 9-10). Instead, family-centred practice could address some of these difficulties 

described by the families. That is, specialist SLPs could ensure that they are enacting 

family-centred practice by acting in a consultative role with local services to pass on 

their specialist understanding of CP±L, listening to families’ concerns about their 

children’s communication rather than focusing only on the speech sound 

development and presence or absence of velopharyngeal insufficiency, and providing 

families with all the information so that they can make their own choices about their 

children’s treatment. The principle of sharing all information with families, and 

parent-professional collaboration, resulted in the creation of a parent handout 

(Appendix B, Chapter 9). The handout contained information families in the study 

indicated they would have liked to have known when their babies were born. Families 

suggested adding that babies with CP±L vomit through their nose before their 

primary palate repair, as they described shock when their babies first did this. Family 

experiences were considered in creating this handout for future families receiving a 

cleft diagnosis, with direct consultation back to the parent participants of the study. 

Specialist SLPs could share this with families of babies with CP±L. 

Related to the principles of family-centred practice is the need for SLPs 

working with children with CP±L to recognise the families’ priorities, and current 

concerns, over a narrower speech focus. For some families, this might be the need for 

counselling or support to promote psychosocial wellbeing (e.g., Stock et al., 2020; 

Stock, Zucchelli, Hudson, Kiff, & Hammond, 2020). Employing strong participatory 

and relational practices in specialist speech-language pathology practice with toddlers 

with CP±L and their families may assist in setting up and “creating a safe and 
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supportive environment in which children feel genuinely informed and involved in 

key aspects of their care” (Feragen, Myhre, & Stock, 2019, p. 1230). The findings of 

this thesis described how for many families, the impact of the child’s cleft palate 

extended beyond the cleft itself and was not resolved with primary repair alone 

(Chapter 8). The understanding of the consequences of the diagnosis is an important 

consideration or reminder for specialist SLPs working in cleft teams, who may run 

the risk of minimising this condition through everyday conditioning to it. There has 

been recent literature published on how medical providers and cleft teams can support 

and promote psychosocial wellbeing and resilience for individuals with CP±L (e.g., 

Stock et al., 2020; Stock, Zucchelli et al., 2020). SLPs may need to have a particular 

awareness of how to link families with appropriate services, as (1) SLPs are 

important members of the team, and (2) not all teams may have psychologists or 

social workers to support families. Thus, some of this counselling or identification of 

additional supports, may fall to SLPs. So, in line with family-centred practice, the 

findings of this thesis support a shift towards a consultative model (e.g., Espe-

Sherwindt, 2008) for specialist SLPs, where they act as facilitators to link families 

into appropriate services, guided by the families’ concerns and priorities.  

Another clinical implication for specialist SLPs is the potential adoption of 

telehealth for some aspects of assessment and possibly intervention with toddlers 

with CP±L to overcome the challenges of distance cause by the centralisation of 

specialist cleft services. Telehealth has the benefit for SLPs of showing the children 

in context, for families, would eliminate travel time and possible costs associated 

with travel (a major consideration for many families) (e.g., the high incidence of the 

ICF-CY coding to e210 Physical geography in Chapter 5, and parent reports of long 

travel times in Chapter 8). Telehealth has proven to have applicability with other 

populations requiring specialist speech-language pathology practice (e.g., children 

with hearing impairment; Behl et al., 2017) and has been adopted worldwide as a 

result of the COVID-19 pandemic, which could lead to far greater utilisation of 

telehealth in the future. Research that is currently being undertaken with toddlers with 

CP±L supports that parents may effectively be taught intervention strategies via 

telehealth, although to evaluate the children’s speech and velopharyngeal function, it 

is important to record a speech sample from the children using an additional audio 

recorder such as a lapel microphone or the LENA system (N. Scherer, 2020, personal 

communication, March 30, 2020). There are limitations to telehealth, such as 

conducting an oromotor exam, and detecting the presence of nasal turbulence or nasal 
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emission, are not possible via telehealth without additional equipment. Further, it may 

be difficult to keep a young child engaged via telehealth; in early intervention 

telehealth the focus is on providing coaching to the parents, with often only a quick 

screen possible of the children themselves (e.g., Behl et al., 2017).  

Implications for health services. 

There are implications for health services (i.e., e5800 Health services), 

“services…for preventing and treating health problems, providing medical 

rehabilitation and promoting a healthy lifestyle”; WHO, 2007, p. 219) in the findings 

of this thesis. Health services need to recognise multiple factors that can influence 

children’s experience of CP±L (e.g., e210 Physical geography, e450 Individual 

attitudes of health professionals), and make specific concessions or accommodations 

acknowledgement of these in funding and planning services (Study 1). Families were 

positive about the specialist, interdisciplinary cleft services they visited; however, 

many had experienced difficulties navigating health services when multiple 

specialties were involved, or when they encountered non-specialist health 

professionals who were not familiar with CP±L (Study 2). To facilitate family-

centred practice with families and have time to determine families’ priorities during 

team management, SLPs require more time and flexibility in service delivery. That is, 

based on the findings of this research, health services have an opportunity to support 

young children with CP±L through affording SLPs more time with families for 

thorough case history taking, and to enact tenets of family-centred practice.  

Implications for generalist SLPs. 

The findings of both studies had implications for generalist SLPs; that is SLPs 

proficient across several areas of paediatric speech-language pathology, working with 

children with a variety of communication disorders. Generalist SLPs may collaborate 

with, and make use of the expertise of, specialist SLPs in cleft teams (Study 1). The 

diverse communication and feeding strengths and weaknesses of the toddlers with 

CP±L highlight the ongoing need for family-centred practice by generalist SLPs with 

this population to ensure holistic speech-language pathology management (Study 2)  

One of the aims of the thesis was to demystify cleft palate speech and what it means 

for children with this condition, and to empower generalist SLPs to work with 

children with CP±L and their families so that SLPs are prepared and equipped with 

tools and knowledge to practice effectively. The findings of the thesis support the 

need for generalist SLPs to collaborate with families and educators to support the 
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children’s communication and participation across contexts (Chapter 9). The thesis 

also highlights the need for generalist SLPs to collaborate with specialists, to ensure 

the team around the child knows the plan for management and for specific 

information related to cleft palate speech (Chapter 9). The findings also support the 

need for holistic assessment and looking beyond the cleft diagnosis to see the whole 

child (Chapter 7-9). Generalist SLPs adept at family-centred practice should continue 

to privilege families’ voices in planning and implementing speech language 

pathology management. Family-centred practice may be even more important with 

these children and their families, given the frequent discussion of early traumatic 

experiences engaging with health professionals (Chapter 8). The negative experiences 

had led to some frustration and disengagement of families when there was a lack of 

respect from other, non-specialist health professionals.  

Implications for education and training. 

The thesis has implications for the education and professional development of 

SLPs. That is, at the university level, there is a need for student SLPs to receive an 

overview of the fundamentals of CP±L and its impact on children’s speech, 

communication and feeding, as well as clear information about where to seek more 

information if they have questions or concerns as practising SLPs. In Study 1, the 

depth and breadth of the specialist SLPs’ expertise was apparent; however, their 

expertise was obtained through practical experience and mentoring, rather than 

additional qualifications (with the exception of one SLP, who completed a masters-

level post-graduate program in Cleft Palate Studies). Study 2 highlighted the need for 

an ongoing commitment to education about family-centred practice and the ICF-CY, 

in university settings, given the proven benefits of providing family-centred 

intervention and working with children and young people holistically (e.g., Espe-

Sherwindt, 2008). The families’ accounts of non-specialist health professionals (e.g., 

paediatricians and ultrasound technicians) not understanding the impact of CP±L on 

children, or what it is, supported the need for training for health professionals 

working with these families, and the need for ready access to additional supports 

early on in the children’s treatment journeys. Continuing professional development is 

needed for generalist SLPs and other non-specialist health professionals, as there are 

at present limited opportunities available for this in Australia. Continuing education, 

such as through professional bodies such as Speech Pathology Australia, or a Massive 

Open Online Course (MOOC, a free, online course available to anyone), could fill 

this gap.  
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As suggested by the families, specialist health professionals often know more than 

they think they do about cleft palate (Chapter 8). An important part of advocacy for 

children with CP±L and their families, by specialist cleft team professionals, is to 

provide education to non-specialist health professionals. This is important, as 

receiving the diagnosis of a cleft can evoke a range of reactions for parents (e.g., 

Nelson, Glenny, Kirk, & Caress, 2012), including grief and shock. The way the 

information is shared with parents is also important, as non-specialist health 

professionals, “play a crucial role in facilitating parental adjustment to the diagnosis” 

(Stock & Costa, 2020, p. 471). Therefore, it is important that non-specialist health 

professionals have a strong understanding of the condition and the impact it may have 

on children and their families. Accessing professional development is an integral part 

of practising as an SLP, as lifelong learning is a key requirement for many 

professional organisations (e.g., Speech Pathology Australia). 

Limitations 

There were several limitations which may have affected the findings of the 

thesis. Limitations for each paper are outlined in the specific chapters and papers and 

six limitations are highlighted below. Limitations of the thesis included potentially 

not reaching saturation of data in Studies 1 and 2, although recent research suggests 

saturation may not always be necessary (e.g., Braun & Clarke, 2019). That is, there is 

the potential that by interviewing more specialist SLPs in Study 1, with different 

perspectives, more categories of the ICF-CY could have been coded and changed the 

distribution of data across components and contextual factors (Chapter 5). There is 

the question of how representative these data are, given the wide variation in practice 

between teams and countries. Although, as outlined in Chapter 5, a large quantity of 

high-quality data were collected, and the idea of thick and rich data may be 

considered a reasonable alternative to data saturation in evaluating sample size 

(Fusch & Ness, 2006). Further, in an examination of data saturation, at least basic 

elements could be identified from six interviews (in a study containing 60 interviews) 

(Guest, Bunce, & Johnson, 2006). In Study 2 (Chapters 7-9), the small sample size 

(of child participants) could be considered a limitation. Although, given the 

qualitative methodology, and the depth of the data collected, and diversity of 

participants, the small sample size could be considered somewhat mitigated.  

Further, there were limitations related to the collection of speech samples as 

outlined in Chapter 7. That is as the speech sample collection was child-led, there was 

variability in the length and content of the recordings. This made it at times difficult 
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to rate the children’s speech according to the Universal Parameters of Cleft Palate 

Speech (Henningsson et al., 2008). All of the children were rated as “worse” by the 

specialist SLP raters compared to the researcher, who had met and spoken with the 

children in person. Given the young age of the child participants, it was difficult to 

capture long utterances or narratives as would typically be used in conversational 

speech analysis for older children, and by removing adults’ utterances from the 

samples (and thus context) it was even harder to rate the children’s speech. The time 

spent with each individual family varied, and for some, was quite limited in 

comparison to more protracted ethnographies. Further insights could have been 

gained if more time were spent as a participant-observer, embedded with the children 

and families. However, in comparison to the amount of time typically spend with 

children with CP±L during assessment, the time that was spent was highly effective 

in building relationships and gaining insights that would not have been gathered in a 

clinical context.  

The method of recruitment, and burden on the families for the data collection, 

potentially impacted the families able to participate in the study. That is, the time 

spent with the families, and the high level of literacy needed for understanding the 

flyer, contacting the researcher, and the information and consent forms, could have 

precluded families with lower literacy levels, limited time, or lower levels of written 

English proficiency from participating in the research. As the families who responded 

were highly motivated, and educated (Chapters 7 and 8), this might not be 

representative of all families of children with CP±L. The child participants’ specialist 

and (where applicable, local or generalist) SLPs were not interviewed. It would have 

been useful to have insights from the treating SLPs; however, at the time, the focus of 

the research was the children and the family.  

With regards to data analysis, as in all qualitative research, there was an 

inability to remove the researcher from the research. Therefore, while multiple 

measures including data triangulation, application of multiple lenses and two-phase 

member checking were taken to ensure rigour in data analysis, the researcher’s own 

lens and biases have influenced the interpretation of the data (discussed below). It 

would also have been beneficial to include further interdisciplinary perspectives 

including psychologists or nurse specialists in the design and interpretation of the 

data.  
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Future Directions 

The thesis produced several key findings and highlighted several future 

directions to build on the work already completed. For Study 1, the application of the 

ICF-CY to specialist speech-language pathology practice with toddlers with CP±L 

(Chapter 5) could be extended in several ways. For example, submitting new 

categories to the World Health Organization and testing their applicability to children 

with CP±L. Further, more SLPs could be interviewed using the same interview 

schedule, to reach data saturation. Conducting the research with several 

representatives from a larger number of countries would provide more robust findings 

regarding the diversity of practice in CP±L internationally and offer an opportunity to 

compare data across countries and healthcare systems. For Study 2, future research 

could be warranted via several avenues regarding: co-creation of research with 

families, education for professionals, and trialling holistic assessment strategies in 

practice.  

Co-creation of research with families, to ensure research is meaningful for 

families and directed towards topics that matter to them, is one future direction. 

Important work is being done in this field (e.g., the Cleft Collective in the UK); 

however, more could be done to include families and increase their participation in 

research in an Australian context. The potential for spending longer time embedded 

with more families to conduct ethnography would provide richer insights. The 

researcher’s capacity to conduct qualitative research increased over the course of the 

study; further opportunities to become a participant-observer could provide additional 

insights about children’s, families’ or even professionals’ experiences of CP±L. There 

would also be value in replicating the study in other countries with different cultural 

and healthcare contexts. 

Trialling the holistic assessment strategies with children with CP±L, with 

generalist SLPs and with specialist speech-language pathology teams, could provide 

information and evaluate its utility clinically. Considering adding a control group 

(i.e., of children who receive an assessment typical of a standard cleft clinic 

appointment) in evaluating the assessment protocol may also provide information 

about the similarities between groups, as well as differences. That is, it would allow 

for a comparison of typical assessment practices with this new assessment practice. A 

future study could also involve the use of holistic assessments including both 

quantitative and qualitative tools on a wider scale, so that longitudinal qualitative 
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research and/or statistical analyses would be possible. Trialling family-centred 

practice in specialist speech-language pathology practice, or interdisciplinary cleft 

team intervention, would be a long-term future direction, as this could require 

significant changes in practices to implement (see Pfeifauf et al., 2020). As described 

by Pfeifauf et al. (2020), their team’s reorientation towards family-centred practice 

took 3 years and involved seven steps. However, given the demonstrated benefits of 

family-centred practice (Pfeifauf et al., 2020), it is nonetheless recommended as a 

future direction for research and clinical practice.  

The need to increase awareness of CP±L, was a key finding of the research; 

this presents the natural next step in the translation of research to practice. Creating 

education packages for generalist SLPs, non-specialist health professionals and 

educators (e.g., GPs, paediatricians, obstetricians, sonographers, early childhood 

educators) could be another future direction of the work.  

Reflections from the Researcher 

At the start of this thesis I intended to evaluate the efficacy and impact of 

intervention for toddlers with CP±L to demonstrate the need for a specific speech 

focus on speech-language pathology management for these children. However, in the 

process of working towards this goal I shifted my research focus and own values and 

perspective in light of the complex and individual impact of CP±L on children and 

their families, as I saw how far the impact of the diagnosis extended beyond only 

speech sounds. Reflecting on my professional and research experiences as an SLP 

(since 2010) I can see my own journey towards more child- and family-centred 

practice with toddlers with CP±L and their families. My early experiences working in 

an early intervention setting gave me the tools and knowledge of how to provide 

family-centred practice. However, given my discomfort and limited competence with 

it as a new graduate, I initially dismissed this model of practice. Over time I 

persevered with family-centred practice, and became more comfortable with this 

approach, and ultimately saw how important strong relational and participatory 

practices were for families’ engagement and participation in intervention within early 

intervention settings.   

When I moved to work in a hospital setting within a professional-centred team 

I initially found it was challenging to adapt from a family-centred approach to a 

professional-centred approach. At the time I could not articulate the differences 

between my preferred model of practice and some of my colleagues’ professional-
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centred practice. It was during my time in the team, that I became more confident 

clinically in the field of CP±L and adapted to working with families using a 

professional-centred approach.  

Once I started my PhD research, the context (i.e., the School of Teacher 

Education), the invaluable expertise and lens provided by my supervisors, and my 

own reading, shifted my perspective and focus back to family-centred practice. 

Throughout my PhD my deeper understanding of the chosen theoretical frameworks 

has shifted my current practice further along the family-centred practice continuum. 

That is, it has made me aware of my own inherent beliefs that the professional knows 

best and resulted in deliberate efforts to work more collaboratively and consultatively 

with families. I now work part time in a different specialist cleft palate team in a 

hospital setting. Working clinically again (after my time as a PhD student) has given 

me a new perspective on how to move along the family-oriented practice continuum 

in a hospital context which although challenging, has been possible.  

The photos chosen for the title pages of Parts One and Two reflect my 

journey. That is, my initial focus exclusively on the cleft that has moved towards a 

more holistic view of the toddler with CP±L, in context – seeing not just their 

challenges but their joys, strengths, and unique capabilities.   

 

 

 

Figure 1. My PhD journey 

 

Final Summary and Concluding Remarks 

The purpose of this thesis was to explore child- and family-centred practice 

with toddlers with CP±L and their families through ethnographic study of their 

experiences and consideration of specialist SLPs practice. The aim of the research 

was to recommend practices that would enable a shift in specialist speech-language 

In the version of the thesis 

provided for examination, a 

photo of a baby with cleft palate 

surrounded by their siblings was 

included here to represent the 

child in context. 
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pathology practice with children with CP±L from a medical model, or professional-

centred model, to one of holistic, child- and family-centred practice. Further, 

practices were recommended that would support a shift the balance of power from 

specialist professionals to those affected daily by the cleft diagnosis (i.e., the children 

and their families). Using ethnography, and the ICF-CY, Convention on the Rights of 

the Child, and family-centred practice as theoretical frameworks amplified and 

privileged the voices of those with lived experience – the children and their families – 

which was a key reason for this work. The thesis (including publications, theoretical 

contributions and methodological innovations) has produced concrete, functional 

examples of how to implement collaborative, holistic, child- and family-centred 

speech-language pathology practice for toddlers with CP±L incorporating the 

valuable experiences and observations of their families.  
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