
Running Head: ACQUIRING LIFE SKILLS WITH CONGENITAL TOTAL BLINDNESS 

 

 

 

 

 

 

The Lived Experience of Acquiring Life Skills with Congenital Total Blindness:  

An Interpretative Phenomenological Analysis 

 

 

Errol William Ingram 

BEd, MEd(Hons) 

 

School of Human Services and Social Work 

Griffith University 

 

Submitted in fulfilment of the requirements of the degree of Doctor of Philosophy 

 

June 2019 



ACQUIRING LIFE SKILLS WITH CONGENITAL TOTAL BLINDNESS 

 

ii 

Keywords 

Blindness, congenital total blindness, disability-specific skills, expanded core 

curriculum, interpretative phenomenological analysis, life skills, visual impairment 

 

 

 

 

 

 

 

  



ACQUIRING LIFE SKILLS WITH CONGENITAL TOTAL BLINDNESS 

 

iii 

Statement of Original Work 

This work has not previously been submitted for a degree or diploma in any university.  

To the best of my knowledge and belief, the thesis contains no material previously 

published or written by another person except where due reference is made in the thesis 

itself. 

 

(Signed)_____________________________ 

Errol Ingram 

 

 

  



ACQUIRING LIFE SKILLS WITH CONGENITAL TOTAL BLINDNESS 

 

iv 

Acknowledgements 

First and foremost, my thanks and appreciation must go to my main supervisor 

throughout the course of this study Dr Pat Dorsett.  Your practical support, guidance, 

wisdom, feedback, encouragement, patience, and compassion throughout the course of 

this study made a big difference in so many ways.  Thanks also to Associate 

Professor Kym Macfarlane who provided such wonderful support and supervision 

especially in those important early days of working out the theoretical framework of the 

research.   

I would also like to thank my friends and family, particularly my partner 

Bronwyn who put up with my ups and downs, along the path to completing the thesis.  

Thank you for your practical help, putting up with me being locked in ‘the bunker’ 

instead of in the garden helping, and for your love always.  Thanks also to my daughters 

Emily and Tara who inspire me with their commitment to study, their zest for life, and 

the positive difference they make in the world.  I love you both.  Special thanks to my 

mother, brothers and sisters, some of whom are no longer with us, for always 

encouraging me in life.  To Greg, for your friendship over the past 50 years, and for 

being a patient sounding board for discussions about phenomenology and life in 

general.   

Finally, a special thanks must go to the four young adults and their parents who 

so generously gave their time to share their lived experience of acquiring life skills with 

congenital total blindness (CTB).  It was very humbling that you wanted to share your 

experiences in order to help other young people and their families.  I trust that my work 

will contribute to that aspiration.    



ACQUIRING LIFE SKILLS WITH CONGENITAL TOTAL BLINDNESS 

 

v 

List of Abbreviations 

ADL  Activities of daily living 

CTB  Congenital total blindness  

DeSeCo Definition and Selection of Key Competencies  

ECC  Expanded Core Curriculum   

EYLF  Early Years Learning Framework for Australia 

IADL  Instrumental activities of daily living 

IPA  Interpretative Phenomenological Analysis 

NDIS  National Disability Insurance Scheme 

NHC  National Advisory Committee on Health and Disability New Zealand 

O&M  Orientation and Mobility 

OECD  Organisation for Economic Co-operation and Development 

RIDBC    Royal Institute for Deaf and Blind Children  

SPEVI  South Pacific Educators in Vision Impairment 

TVI  Teacher of the Visually Impaired 

 

  



ACQUIRING LIFE SKILLS WITH CONGENITAL TOTAL BLINDNESS 

 

vi 

Definition of Terms 

Blindness and visual impairment. 

Normal vision is considered to be 6/6 (20/20) acuity and approximately 180° field of 

vision.  The measure of 6/6 acuity means that a person can see at six metres (20 feet), 

what a normally sighted person (with 180° field of vision), should be able to see at six 

metres.  According to the World Health Organisation ([WHO], 2012), blindness is 

associated with a visual acuity less than 3/60 and/or a field of vision less than 10°, with 

sight that has been corrected with spectacles; severe visual impairment is a visual acuity 

of less than 6/60 but equal to or better than 3/60; and moderate visual impairment is in 

the acuity range of 6/18-6/60.  A person with less than 3/60 acuity (blindness) would 

see at 3 metres what a normally sighted person would be able to see at 60 metres.  The 

term ‘blind or visually impaired’ covers the cohort of people with a loss of acuity from 

6/18 to less than 3/60.  The term ‘visual impairment’ is the most commonly used term 

internationally, in the literature of blindness and visual impairment, but it should be 

noted that the term ‘vision impairment’ is commonly used in the Australian context.  

Congenital total blindness.   

The WHO (2012) defines blindness as having a visual acuity of less than 3/60 (see 

blindness and visual impairment).  Congenital total blindness is defined by Vercillo, 

Burr, and Gori (2016), as having no experience of vision because of blindness at, or 

soon, after birth.  The terms ‘congenital total blindness’ and ‘congenitally totally blind’ 

will be abbreviated in the thesis to CTB.   

Disability-specific skill.  

The nine disability-specific skill subject areas are outlined in Expanded Core 

Curriculum (see Expanded Core Curriculum below).   
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Disability-specific skill specialist. 

Includes Teachers of the Visually Impaired (TVIs), Orientation and Mobility (O&M) 

Specialists (see orientation and mobility), and therapists, providing support and services 

to children and adolescents with visual impairments, in relation to the Expanded Core 

Curriculum (see Expanded Core Curriculum below).   

Expanded core curriculum.  

The abbreviation ECC is conventionally used for the term Expanded Core Curriculum.  

The ECC was introduced in the United States of America by the National Agenda 

Advisory Board in 1996 (Hatlen, 1996).  Since its introduction the ECC has been the 

most widely used and influential international curriculum for students who are blind and 

visually impaired.  The aim of the ECC is to equip students with visual impairments 

with the essential skills (see disability-specific skills), to be able to achieve similar 

academic and quality of life outcomes to their sighted peers (Hatlen, 1996; SPEVI, 

2016; Wolffe & Kelly, 2011). 

Life skills. 

WHO defined life skills as “…abilities for adaptive and positive behaviour that enable 

individuals to deal effectively with the demands and challenges of everyday life” 

(WHO, 2003, p. 3).  In addition to coping with daily life, the Organisation for Economic 

Co-operation and Development’s [OECD] Definition and Selection of Competencies 

[DeSeCo] Report (2003), concluded that life skill competencies make a significant 

contribution to “a successful life and well-functioning society” (Gilomen, 2003, p. 111).  

Thus, for this thesis life skills are conceptualised as the competencies an individual 

acquires in order to deal with everyday life and contribute to the well-being of society.  
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Orientation and mobility.  

O&M is the standard abbreviation for ‘orientation and mobility’.  O&M is a disability-

specific life skill that was developed during World War II as a systematic means of 

equipping soldiers who had been blinded in the war, with skills, strategies, and 

techniques.  The acquisition of O&M competencies would enable them to be able to 

travel through physical and social environments safely, effectively, efficiently, and 

independently.  O&M often involves the use of a white mobility cane to provide 

information, protection, and identification.  The official name for a white mobility cane 

is the long cane.  A guide dog, which is also referred to as a dog guide, is another 

primary mobility aid for people with visual impairments.  The O&M profession grew 

through the 1960s and 1970s to include other cohorts of people who were blind and 

visually impaired, such as children and adolescents, adults, and seniors.  Professional 

training to become an O&M Specialist in Australia and internationally, is usually 

offered as a post-graduate level course for graduates in education, health sciences, and 

human services.  The professional association for O&M Specialists in Australia is the 

Orientation and Mobility Association of Australasia (OMAA).  

Visual impairment (see blindness and visual impairment). 
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Abstract 

In 1996, Dr Phil Hatlen an internationally renowned educator of students with visual 

impairments, observed that young people with congenital total blindness (CTB) face 

poor quality of life outcomes in adulthood, when basic life skills have not been acquired 

by the completion of secondary education.  Similar concerns have been raised, that 

young people with visual impairments often reach adulthood with significant gaps in 

basic life skills, leading to poor quality of life outcomes in adult life (Douglas & 

Hewett, 2014; Ravenscroft, 2013; SPEVI, 2016).  To date, these claims have not been 

investigated in relation to the lived experiences of young people with CTB.   

The purpose of this current qualitative study was to investigate how young 

adults with CTB understand their lived experiences of life skills acquisition.  

Interpretative Phenomenological Analysis (IPA) was used as the theoretical framework 

and methodology to explore this question.  Four young people with CTB between the 

ages of 18-35 years were interviewed for this study.  In addition, each young adult 

nominated a parent to be interviewed, and accordingly, five parents also took part in the 

study.  The interviews were transcribed verbatim, analysed, and interpreted using 

hermeneutic phenomenology.  Four superordinate themes emerged from an IPA of the 

data: (1) understanding life skills, (2) acquiring disability-specific skills, (3) reaching 

adulthood with life skill gaps, and (4) making sense of independence.   

The findings of the study confirmed that the young adults had reached adulthood 

with gaps in their basic life skills despite having received extensive formal disability-

specific skill interventions in childhood and adolescence.  A central finding of the study 

was that the young adults were sanguine about their current lives and optimistic about 

their futures, because they had found pragmatic and meaningful ways to deal with 

shortfalls in their acquisition of life skills.  The findings also revealed that the 
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informants understood their lived experience of acquiring life skills with CTB, not as an 

abstract process, but as a quest for personal autonomy, which took place in the socio-

cultural context of family, community, and culture.  Accordingly, the study concluded 

that structured life skill acquisition interventions for young people living with CTB 

need to be meaningful, as well as more efficacious, in order to facilitate better life skills 

acquisition and quality of life outcomes.  The thesis discusses the implications of the 

research findings for young people with CTB and those working with them.  The thesis 

also presents specific ways of improving the efficacy and meaningfulness of structured 

life skill acquisition interventions for young people with CTB, including 

recommendations for further research.   
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Chapter 1: Introduction 

The Royal Institute for Deaf and Blind Children (RIDBC) estimates that there 

are approximately 1.5 million children in the world who are blind, and that one child in 

every 2,500 children in Australia will be affected by visual impairment (RIDBC, 2019).  

A 2003 study by the British Childhood Visual Impairment Study Group (BCVISG) 

concluded that approximately four children in every 10,000 children born each year in 

the UK, will be diagnosed with severe visual impairment or blindness by the age of one 

(Rahi, Cable, & BCVISG, 2003).  Furthermore, the BCVISG study indicated that the 

incidence of severe visual impairment and blindness increases to approximately six 

children per 10,000 by 16 years of age (Rahi, Cable, & BCVISG, 2003). This study 

represents the most up to date data available in childhood visual impairment. The study 

has recently been replicated, however results are not yet available.  Both the RIDBC 

estimates and the BCVISG study do not differentiate the small, albeit important, cohort 

of children with CTB, that is, children who are born without sight.   

Although childhood blindness is a relatively low incidence disability in 

Australia, a significant body of research internationally has confirmed the profound and 

potentially adverse impact visual impairment can have on a young person’s 

development, education, and quality of life outcomes (Jessup, Bundy, Hancock, & 

Broom, 2018; Sapp & Hatlen, 2010; de Verdier, 2016).  In response, structured 

interventions have been developed by the professional disciplines of special education, 

orientation and mobility, and occupational therapy to equip young people and their 

families to contend with the challenges posed by visual impairment (Antonelli, 

Steverson, & O’Mally, 2018; Coduti, Herbert, Chiu, & Döke, 2017; Papadopoulos, 

Metsiou, & Agaliotis, 2011).  A particular focus of such structured interventions is on 

the development of life skills, which are often referred to as ‘disability-specific skills’ in 
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the special education literature (Wolffe & Kelly, 2011), and ‘activities of daily living’ 

(ADL) and ‘instrumental activities of daily living’ (IADL) in the therapy literature 

(James, Ziviani, & Boyd, 2014).   

Life skills are the various practical skills, behaviours, attitudes, and 

understandings that enable a person to cope with the demands of everyday life (WHO, 

2003).  The acquisition of life skills also contributes to the achievement of quality of 

life goals such as employment, autonomy, personal relationships, good health, and so on 

(Wolfensberger, Thomas, & Caruso, 1996).  The typical way that life skills are acquired 

by a child is through visual observation and imitating what is observed through play 

(Australian Government Department of Education, Employment and Workplace 

Relations [AG], 2009; Papadodopoulou, 2012).  As such, young people with visual 

impairments are considered ‘at risk’ because they are not able to learn incidentally and 

informally, in the same way as their sighted peers, that is, by simply observing the 

world around them (Lohmeier, Blankenship, & Hatlen, 2009).  To address the impact 

of visual impairment on incidental and informal learning, formal disability-specific life 

skill interventions for young people with visual impairments are deemed critical, to 

support academic achievement and physical, emotional, psychological, and social 

development (SPEVI, 2016).   

Since 1996, a central feature of structured disability-specific life skill 

interventions internationally for young people with visual impairments has been the 

pivotal role played by the Expanded Core Curriculum (ECC).  The ECC was 

specifically designed for students with visual impairments and includes nine subject 

areas: compensatory or access skills, career education, independent living skills, 

orientation and mobility (O&M) skills and concepts, recreation and leisure skills, self-

determination skills, social interaction skills, use of assistive technology, and sensory 
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efficiency skills (Sapp & Hatlen, 2010).  The ECC was introduced to ensure young 

people with visual impairments were able to access the same academic curriculum as 

their sighted peers and also acquire disability-specific skills throughout the course of 

their school career (Hatlen, 1996; SPEVI, 2016; Wolffe & Kelly, 2011).  In keeping 

with the dominance of the ECC, the focus of much of the research over the past two 

decades (1996-2016) has been on investigating the efficacy of structured interventions.  

Such interventions aim to assist young people with visual impairments to acquire the 

disability-specific skills of the ECC, particularly O&M skills, independent living skills, 

assistive technology, and social skills (Arndt, Lieberman, & James, 2014; Coduti et al., 

2017; Pogrund, Darst, & Boland, 2013).  Quality of life outcomes identified in the 

special education literature included employment (Cavenaugh & Giesen, 2012), social 

inclusion (Jessup, Bundy, Broom, & Hancock, 2017), and successful post-school 

transitions (Connors, Curtis, Emerson, & Dormitorio, 2014; Crudden, 2012).   

Background to the Problem 

In 1996, Dr Phil Hatlen the architect of the ECC, described the potential, 

negative outcomes facing young people with visual impairments, if they do not acquire 

the disability-specific skills outlined in the ECC.  According to Hatlen, “what is known 

about congenitally blind and visually impaired students is that, unless skills such as 

orientation and mobility, social interaction, and independent living are learned, these 

students are at high risk for lonely, isolated, unproductive lives” (Hatlen, 1996, p. 3).  

The lack of evidence at the time to support Hatlen’s 1996 claims suggested that it was 

an observation based on accumulated practical wisdom and/or anecdotal evidence.  

Despite this lack of evidence, there has been no research to date to determine the 

validity of Hatlen’s claims.  Given the central role of the ECC in the education of young 

people in Australia and internationally over the past two decades, this represents a 
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serious gap in the current understanding of the ECC in relation to assessment, training, 

and outcomes for young people who are blind or visually impaired. 

Furthermore, the South Pacific Educators in Vision Impairment (SPEVI) in 

2016 voiced a similar concern about negative life outcomes for young people with 

visual impairments that echoed Hatlen’s 1996 observation.  According to SPEVI’s 

Statement of Principles and Practices, “far too many learners with vision impairment 

leave school without having acquired the tools for further learning, economic survival 

and independence.  Others lack the basic skills to successfully participate as equals in 

adult society” (SPEVI, 2016, p. 4).  SPEVI is the leading professional association for 

educators of children who are blind and visually impaired in Australia, New Zealand 

and the South Pacific Region, therefore such an observation is to be taken seriously.  

Moreover, SPEVI’s claim is of particular concern because it was made 20 years after 

the introduction of the ECC, which was designed to improve outcomes for young 

people with visual impairments via structured disability-specific life skill interventions.  

Whilst SPEVI’s observation also appears to be based on anecdotal evidence and/or 

practical wisdom, the professional standing of both Dr Hatlen and SPEVI is such, that 

their concerns about the lives of young adults with visual impairments warrant further 

investigation.   

In addition, it was noteworthy that Hatlen specifically identified young people 

who are congenitally blind and visually impaired as being ”…at high risk for lonely, 

isolated, unproductive lives” (Hatlen, 1996, p. 3).  Generally, people with CTB are 

routinely subsumed into the broader blind and visually impaired population simply 

because of the low incidence of CTB as a disability (Botsford, 2013; Kelly, Ajuwon, & 

Wolffe, 2015; McDonnall, O’Mally, & Crudden, 2014).  An unintended consequence is 

that the unique needs of young people living with CTB may be overlooked.  For 
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example, a young person with no visual experience will typically find it more 

challenging to acquire non-verbal social skills and O&M skills related to spatial 

concepts than a young person with a mild to moderate visual impairment (da Rocha Diz, 

Mauerberg-deCastro, & Romani, 2012; Hobson & Lee, 2010; Vercillo et al., 2016).  

Accordingly, the current study will focus on examining the lived experience of life 

skills acquisition for young people with CTB to illuminate the unique experiences and 

needs of young people living with CTB. 

Problem Statement 

As discussed above, concerns have been raised about young people with visual 

impairments leaving the school system, without having acquired the life skills needed, 

to effectively cope with daily life, and to achieve quality of life outcomes as an adult 

(Douglas & Hewett, 2014; Hatlen, 1996; Ravenscroft, 2013; SPEVI, 2016).  Studies 

have identified shortcomings in the ECC in relation to the lack of available time 

and expertise of many teachers of the visually impaired (TVIs) to comprehensively 

teach the nine disability-specific skills of the ECC (Corn & Lusk, 2018; Lohmeier 

et al., 2009; Opie, 2018; Sapp & Hatlen, 2010).   

Whilst the focus to date has been on the teaching of disability-specific skills, 

there has been no research that investigates how young people with CTB understand 

their lived experiences of acquiring the generic life skills and disability-specific skills, 

needed for adulthood.  Insights into how young people with CTB understand their lived 

experiences of life skills acquisition have the potential to improve both the efficacy and 

meaningfulness of structured interventions, and as a result achieve more positive 

outcomes for young people with CTB and visual impairments more generally.   
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Research Purpose, Questions, and Aims 

The purpose of this qualitative study was to explore how young adults with CTB 

understand their lived experiences of life skills acquisition, in order to learn more about 

what the phenomenon of life skills acquisition means for people with CTB, in their 

everyday lives.  In order to achieve the purpose of the study, the following 

phenomenological question was posed, ‘what is it like for a young adult to have the 

lived experience of acquiring life skills with CTB?’.  In addition, three main aims were 

established for the study:   

1. To better understand what it is like for a young adult to have the lived experience of 

acquiring life skills with CTB. 

2. To explore claims that young people with CTB face negative quality of life 

outcomes when basic life skills are not acquired in childhood and adolescence. 

3. To consider the phenomenon of life skills acquisition with CTB from a 

Heideggerian perspective (Heideggerian perspective is discussed in detail in Chapter 

3). 

Professional Reflection 

I have worked as an Orientation and Mobility [O&M] Specialist for over 30 

years with children, adolescents, and young adults with visual impairments.  Over the 

span of those three decades, I observed that many young people with CTB, often 

struggled to acquire fundamental life skills, including mobility skills and social skills, to 

be able to live their lives in ways that their sighted peers took for granted.  For example, 

finding employment, maintaining friendships, moving out of home, finding a partner, 

travelling overseas, and so on.  This observation is consistent with the special education 

literature related to perceived links between the acquisition of disability-specific skills 

and the achievement of quality of life outcomes (Hatlen, 1996; SPEVI, 2016).   
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As part of my work as an O&M Specialist, I was employed to provide structured 

remedial O&M interventions to young adults with CTB, however I found that such 

programs often appeared to hold little value for the students involved, and even less 

value for those who did not want to participate.  It seemed that despite having invested 

many hours in extensive, structured, disability-specific life skill interventions 

throughout childhood and adolescence, young people often found that such 

interventions were not effective as a means to acquire the life skills needed to achieve 

quality of life outcomes.  Accordingly, engaging in further structured life skill 

acquisition interventions, especially remedial interventions, was not valued by many 

young adults I encountered.  This suggested that the formal interventions I was 

providing as an O&M Specialist could, and should be, more effective and meaningful to 

students. 

A growing interest in phenomenology challenged me to think about my work in 

terms of how a person understands O&M, rather than a specialist’s preoccupation with 

what O&M was being taught.  For example, I became interested in how a person 

without sight understands what it is like to cross a busy road without sight, instead of an 

exclusive focus on teaching the correct sequence of approaching the crossing, and the 

skills of sweeping the white mobility cane on the ground, aligning accurately on the 

kerb, correctly positioning the cane in diagonal technique, and so on.  This 

phenomenological shift in stance as a specialist, was more than demonstrating empathy, 

or being more learner-focused.  It required a personal commitment and openness, to 

having my specialist understanding of O&M, illuminated, modified, and corrected, by 

the lived experiences of people with visual impairments (Gadamer, 2004; Richardson, 

2012).   
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Following van Manen (1997), a new question emerged, what is it like for a 

person to have the lived experience of acquiring life skills with CTB?  In order to 

answer that question, the starting point was to ask young adults that question with a 

sense of humility and a sincere willingness to learn.  This involved the need for me to 

fundamentally shift my stance, when transitioning from O&M Specialist to researcher, 

and throughout the duration of the study.  Thus, the simple albeit profound question, 

‘what is it like to have the lived experience of acquiring life skills with CTB?’ was the 

genesis of this study.   

Significance of the Study 

Research to date in the area of life skills acquisition and young people with 

visual impairments has primarily focused on empirical and theoretical studies to 

investigate the efficacy of specific structured interventions in relation to particular 

quality of life outcomes such as employment, and social inclusion (Antonelli et al., 

2018; Connors et al., 2014; Jessup et al., 2018).  There is however, an emerging body of 

literature that seeks to include and understand the lived experiences and voices of young 

people with visual impairments (de Verdier, 2016; Haegele, Sato, Zhu, & Avery, 2017; 

Thurston, 2014).  Following Heideggerian phenomenology, the current study seeks to 

make a significant and original contribution to the existing body of knowledge, by 

situating the lived experience of life skills acquisition with CTB, in the primordial 

context of what it means to be a human being in-the-World.   

The knowledge derived from the study will inform disability-skill specialists to 

develop and deliver structured interventions that are more meaningful to their students 

and better address the individual needs of students.  In addition, it is hoped that parents 

of young people with CTB and their families, will find the research useful in providing 

valuable insights and practical ideas about facilitating effective life skills acquisition in 
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the home and community settings.  Finally, whilst the focus of the study is on young 

people with CTB, it is envisaged that the findings of the study will extend the current 

understanding of disability-specific skills and life skills acquisition for young people 

living with blindness and visual impairment, and provide evidence to inform and 

enhance structured disability-specific and life skill interventions.   

Organisation of the Thesis  

This chapter has provided the research context; the background to the research 

problem; the problem statement; the research purpose, question and aims; a professional 

reflection, and the significance of the study.  Chapter Two presents a review of the 

literature related to life skills acquisition for young people in the general population, 

young people with disabilities, and specifically in relation to young people with visual 

impairments.  Chapter Three outlines the theoretical framework of the research which is 

based on Interpretative Phenomenological Analysis (IPA) and Heideggerian 

phenomenology.  Chapter Four outlines the methodology of the study based on IPA.  

Chapter Five presents the findings of the research.  Chapter Six provides a discussion of 

the findings in relation to the literature, which progresses to a discussion of the findings 

through a Heideggerian interpretative lens.  Chapter Seven is the conclusion of the 

study, and includes implications for professional practice, young people with CTB, and 

their families; a section on the limitations of the study; and recommendations for further 

research.   
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Chapter 2: Literature Review 

This chapter presents a review of the literature in relation to the central research 

question, ‘how do young adults with CTB understand their lived experiences of life 

skills acquisition?’.  In addition, a review of the literature will, in part, address the first 

aim of the current study, which is to better understand what it is like to have the lived 

experience of acquiring life skills with CTB, by investigating what is known about life 

skills and life skills acquisition in the extant literature.  In order to address the research 

question and first aim of the study, the chapter will consider how life skills and life 

skills acquisition are conceptualised and investigated in the literature.  The chapter will 

first approach the literature by considering life skills acquisition for young people in 

general and then progress to consider life skills acquisition for children and adolescents 

with disabilities.  Finally, the chapter will explore how life skills acquisition for 

children and adolescents with visual impairments are conceptualised and researched in 

the literature.   

Search Strategy  

A two-phase search strategy was implemented in order to determine whether the 

literature conceptualises life skills acquisition differently for children with or without 

disabilities and specifically young people with blindness or visual impairment.  The 

phase one search was conducted to identify the extant literature related to generic life 

skills acquisition for young people in general.  Two databases, ERIC (via ProQuest) and 

CINAHL (via EBSCOhost), were identified as being relevant to the professional fields 

of education, special education, and disability associated with this study.  The phase one 

search was conducted using the following subject terms: life skill* OR daily living skill* 

OR activities of daily living OR independent living skill* AND child* OR adolescen* 
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OR youth* or student*.  The subject terms ‘life skills’, ‘daily living skills’, ‘activities of 

daily living’, and ‘independent living skills’ are terms commonly used in the literature 

to mean a range of fundamental competencies, knowledge, behaviour, and attitudes, 

considered to be essential for a person to function safely, effectively, efficiently, and 

independently in daily life.  The initial search was limited by three criteria: peer 

reviewed; English language; and abstract, with publication dates after January 2010 to 

ensure that search results provided a contemporary understanding of life skills and life 

skills acquisition.  Any result that did not have life skills for young people included in 

the article title or abstract was excluded.  This resulted in 250 articles.  The abstracts of 

the first search were then screened to determine those articles that were concerned with 

life skills and young people without disabilities (129 results) and those articles that 

specifically focused on life skills for young people with disabilities (121 results).   

The phase two literature search was conducted also using ERIC (via ProQuest) 

and CINAHL (via EBSCOhost).  The first search was repeated with the added limiter, 

AND vis*impair* OR blind*.  The same limits as the first search were used, that is, 

peer reviewed; English language; abstract included, and publication date after January 

2010.  After removing any duplicate articles and articles that were not primarily 

concerned with life skills there were 324 results.  Articles identified in the first search 

and articles not specifically related to life skills acquisition in relation to visual 

impairment were also excluded.  This resulted in 23 relevant articles that were included 

in the review.  Additionally, several seminal pre-2010 studies were included in the 

review of the literature because of their relevance to the study.  

The two-phase search strategy revealed that the life skills literature is drawn 

from two main professional disciplines, that is, education and therapy.  The education 

life skills literature includes health education, special education and other disciplines 
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such as nursing, counselling, and so on that involve young people acquiring life skills 

through formal instruction.  The special education framework had particular relevance 

to the research question because of its focus on structured life skill acquisition for 

children and adolescents with disabilities including young people with visual 

impairments.  It was notable that the education literature draws from both empirical 

research (Corn & Lusk, 2018; McDonnall, 2011; Withagen, Vervloed, Janssen, Knoors, 

& Verhoeven, 2010) and practical wisdom (Hatlen, 1996; Hill & Ponder, 1976; 

Jacobson, 2013; LaGrow & Weessies, 1994).   

The therapy framework of life skills literature is dominated by qualitative 

research studies related to the efficacy of specific life skills acquisition interventions in 

relation to achieving quality of life outcomes (Gantschnig, Fisher, Page, Meichtry, & 

Nilsson, 2015; King et al., 2015).  There is also a small body of empirical research 

investigating possible causal links between particular interventions and specific 

outcomes (Gardner & Wolfe, 2015; Rayala, Chowdary, Uloopi, Vinay, & Rao, 2016; 

Zhou, Smith, Parker, & Griffin-Shirley, 2013).  In addition, there is an important body 

of disability literature, which offers a theoretical critique of the education, special 

education, and therapy approaches to life skills acquisition (Smith, 2001; Vorhaus, 

2007).  Overall, the literature on life skills acquisition is a small and emerging field of 

investigation.  The modest number of studies related to life skills acquisition for young 

people with visual impairments indicates a dearth of research related to this population.  

As such, this review, whilst constrained by the quality and quantity of the available 

research, identified a significant gap in our understandings in the literature.   

The findings from the literature review showed that 'life skills' are consistently 

defined as the key skills, understandings, attitudes, and strategies that equip a person (a) 

to cope effectively with daily life and (b) achieve quality of life outcomes.  As such, life 
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skills acquisition is conceptualised as ‘a means to an end’ in the literature.  Moreover, it 

was found that life skills are typically acquired as a natural part of child and 

adolescence development, via incidental, informal, and formal lived experiences.  

However, various personal, social, economic, and environmental factors can disrupt the 

typical trajectory of life skills acquisition.  In such cases, young people may be ‘at risk’ 

of not acquiring the life skills needed to cope effectively with everyday life and achieve 

quality of life outcomes.  Accordingly, the literature has a particular focus on children 

who are ‘at risk’ of not acquiring life skills (Bernhardt, Yorozu, & Medel-Añonuevo, 

2014; Nieri, Apkarian, Kulis, & Marsiglia, 2015; Weichoid & Blumenthal, 2016).  The 

most common response to risk found in the literature, is the provision of structured life 

skills acquisition programs, to facilitate the life skills acquisition of young people 

(Husted, Esbensen, Hommel, Thorsteinsson, & Zoffmann, 2014; Kröninger-Jungaberle, 

Nagy, von Heyden, & DuBois, 2015; Ratkos & Knollenberg, 2015).  These main 

findings from the literature will now be discussed in detail.   

How Life Skills are Conceptualised in the Literature 

Life skills defined.  One of the most cited definitions of life skills in the 

literature is provided by the World Health Organisation (WHO), which defined life 

skills as, “…abilities for adaptive and positive behaviour, that enable individuals to deal 

effectively with the demands and challenges of everyday life” (WHO, 2003).  The 

United Nations International Children’s Emergency Fund (UNICEF) describe life skills 

as, “…a large group of psycho-social and interpersonal skills which can help people 

make informed decisions, communicate effectively, and develop coping and self-

management skills that may help them lead a healthy and productive life” (UNICEF, 

2012, p. 6). 
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Both the WHO and UNICEF definitions situate life skills acquisition in relation 

to an individual’s ability to effectively deal with everyday life and his/her environment.  

By contrast, Rychen and Salagnik (2003) define life skills not only as the competencies 

that are needed by an individual to achieve “a successful life”, but also in the 

contribution that life skills acquisition makes to what they describe as “a well-

functioning society” (p. 109).  According to the Organisation for Economic Co-

operation and Development’s [OECD] Selection of Key Competencies Report 

[DeSeCo] (OECD, 2003), an individual’s acquisition of life skills in order to achieve 

success in life, is inextricably linked to the quality of society’s functioning.  It was 

noteworthy however that the discourse in the life skills literature is almost exclusively 

concerned with the individual achieving positive quality of life outcomes, in order to 

achieve personal success, whilst the contribution of an individual’s life skills acquisition 

to the well-being of society is generally presupposed.   

Life skills acquisition.  A child typically acquires life skills through their active 

engagement in the everyday life of their family, community, and culture (AG, 2009).  

According to the Early Years Learning Framework (EYLF; AG, 2009), the central way 

that a child acquires life skills is through observing life skills being performed in the 

context of daily life, and then refining and reinforcing his/her observations and 

understanding through play, experimentation, social interaction, and trial/error under the 

guidance of the child’s primary caregiver/s (AG, 2009).  As such, Singh (2003) 

conceptualised life skills acquisition as a constructive process involving a complex 

interplay between unstructured learning experiences; the intentional guidance, teaching 

and correction of a young person’s life skills by parents, family, educators and others; 

and an individual making sense of their own lived experiences of life skills acquisition.  

Thus, life skills are typically acquired as a result of informal, incidental, and formal 
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learning experiences, and as an ineluctable by-product of living life immersed in the 

socio-cultural context of a family and community.   

A defining feature of the life skills literature is that it is not concerned with 

informal or incidental life skill acquisition.  Instead, its primary focus is on the design, 

delivery, and evaluation of structured life skill interventions.  Accordingly, three main 

categories of structured interventions were identified: preparatory, preventative, and 

remedial interventions.  Preparatory interventions are for children and adolescents in the 

general population to provide them with structured experiences, which aim to 

supplement and/or extend generic life skills acquisition, for example the 4-H (Head, 

Heart, Hands and Health) Program (Meyer & Jones, 2015; Ratkos & Knollenberg, 

2015).  Preventative interventions, such as the Information and Psychosocial 

Competence = Protection (IPSY) and the REBOUND program for the prevention of 

substance abuse, aim to equip young people with life skills, to prevent them becoming 

‘at risk’ of not achieving quality of life outcomes (Kröninger-Jungaberle et al., 2015; 

Weichoid & Blumenthal, 2016).   

The third category of structured life skill interventions are remedial 

interventions for young people who are deemed to be ‘at risk’ because of some form of 

disruption to the typical trajectory of life skills acquisition.  For example, young people 

dealing with type one diabetes (Husted et al., 2014), young people with disabilities 

transitioning to independence (Smale, 2010), and young people with emotional and 

behavioural disabilities preparing for employment (Swank & Huber, 2013).  It is 

important to note that all three intervention categories share a common 

conceptualisation of life skills as ‘a means to an end’.   

Life skills acquisition as ‘a means to an end’.  Life skills acquisition is 

conceptualised in the literature as ‘a means to an end’, whereby an individual acquires 
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certain competencies, attitudes, values, understandings, and behaviours, as a means to 

achieve quality of life outcomes (OECD, 2003; Singh, 2003).  There are various life 

skills identified in the literature as being important to acquire in order to achieve quality 

of life outcomes.  For example, personal grooming, personal hygiene, dealing with 

money, paying bills, finding work, leadership skills, problem-solving, organisational 

skills, nutrition, sex education, communication and interpersonal skills, utilising 

community resources, and so on (Allen & Williams, 2012; Keenan, King, Curran, & 

McPherson, 2014; Yuen et al., 2010).  These types of life skills form a continuum of life 

skills acquisition (Figure 2.1):   

 

Figure 2.1 Life skills acquisition continuum 

At one end of the life skills continuum in Figure 2.1 are basic life skills of daily 

living such as personal hygiene, personal hygiene, time management, eating skills, 

drinking skills, tying shoelaces, and the ability to move around the home and 

community environments.  Life skills such as these are referred to in the literature by a 

variety of terms such as activities of daily living (Koenig & Rudney, 2010), personal 

activities of daily living (James et al., 2014), or adaptive functioning (Jacola, Hickey, 

Howe, Esbensen, & Shear, 2014).  At the other end of the continuum is what King, 

Curran, and McPherson (2013) refer to as ‘higher order life skills’ such as problem-

solving, decision-making, personal and social responsibility, functional communication,  
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self-control, self-efficacy, literacy about sex and sexual health, and so on (Cunningham 

& Smothers, 2010; Das, 2014; Hayden et al., 2011; Heron et al., 2015; Luczynski, 

Hanley, & Rodriguez, 2014).   

Figure 2.1 also illustrates how the primary aim of life skills of daily living, is to 

equip a young person to be able to cope effectively with the tasks, routines, and 

demands of everyday life.  At the other end of the continuum, higher order life skills 

build on life skills of daily living and contribute to the achievement of quality of life 

outcomes.  Quality of life goals were conceptualised by Wolfensberger et al. (1996) as 

the “good things of life” (1996, pp. 12-14), and include outcomes such as employment, 

education, positive relationships with others, good health, inclusion, a sense of safety 

and security, and the opportunity to fulfil one’s potential.  These quality of life 

outcomes were consistent across the life skills literature as desired outcomes of life 

skills acquisition, for example, employment (Akyeampong, 2014); positive social 

relationships with others (Montgomery & Hirth, 2011); and a healthy lifestyle (Anand, 

Ingle, Meena, Kishore, & Yadav, 2014; Minnis et al., 2014).   

James et al. (2014) posited that higher order life skills such as problem-solving, 

nutrition and social skills (instrumental activities of daily living), are more demanding 

to acquire than life skills for daily living.  Accordingly, the typical life skills acquisition 

trajectory for a young person is to acquire life skills for daily living during childhood, in 

order to successfully transition to the acquisition of higher order life skills in 

adolescence (James et al., 2014).  The transition from life skills for daily living to 

higher order life skills parallels the typical age/stage development of children and 

adolescents towards adulthood.  This conceptualisation of life skills as a means for 

effective transition is reflected in the literature, for example, successful transition to 

school (Hughes, Daly, Foley, White, & Devine, 2015; Luczynski & Hanley, 2013), and 
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transition to adulthood post-school (Flower, McKenna, Haring, & Pazey, 2015; 

Wurdinger & Qureshi, 2015). 

Structured Life Skill Acquisition Interventions  

The life skills literature is primarily concerned with structured interventions, to 

assist young people in their acquisition of life skills, in order to achieve quality of life 

outcomes.  In keeping with the literature’s conceptualisation of life skills acquisition as 

‘a means to an end’, structured life skill acquisition interventions are conceptualised as 

a means, by which a young person is able to formally acquire life skills (see Figure 2.2).  

 

Figure 2.2 Structured life skills acquisition interventions as ‘a means to an end’ 

Figure 2.2 illustrates how structured life skill acquisition interventions are an 

integral component of a network of means and ends related to the acquisition of life 

skills.  That is, structured interventions are a means for young people to achieve the 

outcome of acquiring life skills, which once acquired, become the means to achieve 

quality of life outcomes.  This conceptualisation of life skills acquisition as a series of 

means to ends, underpins the life skills literature.  As mentioned, there are three main 

types of structured life skill acquisition interventions: preparatory, preventative, and 

remedial.  Whilst there are key differences, there are several shared characteristics.  

First, structured interventions are not usually concerned with the informal, incidental, 

and accidental acquisition of life skills, only life skills that are acquired through 

structured means.  Second, structured interventions are most often in the form of a 
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program or some other formal approach to life skills acquisition, which involves 

specialised personnel, curricular, assessment, content, techniques, teaching resources, 

equipment, terminology, and so on (Black & Ziegler, 2011; Farmer, 2015; Goldman, 

2010).  Third, structured interventions typically target cohorts of young people and not 

individuals.  Finally, a common feature of structured interventions is that they anticipate 

the life skills that a young person will need to acquire, in order to effectively cope with 

everyday life; major life transitions such as starting school, approaching adolescence, 

starting college; and contending with common challenges such as coping with peer 

pressure and finding employment (Dreyfus & Wrathall, 2014). 

Preparatory structured life skill acquisition interventions.  Preparatory 

interventions are for young people in the general population.  The purpose of 

preparatory interventions is to complement and supplement typical life skills 

acquisition.  Preparatory interventions aim to build on a young person’s acquisition of 

life skills, by providing a range of experiences that will extend his/her life skills.  An 

example of a preparatory structured life skill intervention is the 4-H Youth 

Development Program (Fields & Rafferty, 2012; Haas, Mincemoyer, & Perkins, 2015; 

Meyer & Jones, 2015; Ratkos & Knollenberg, 2015), which has operated nationally in 

the United States of America since 1902.  The 4-H program (Head, Heart, Hands, and 

Health) was designed to provide structured experiences for young people, to facilitate 

their acquisition of life skills, and to prepare them to transition effectively through the 

adolescent years to early adulthood.   

Preventative life skill acquisition interventions.  Preventative interventions 

are similar to preparatory interventions in that they are generally designed for various 

age cohorts of young people, however, the defining characteristic of preventative 

programs is that a specific risk to quality of life outcomes and the well-being of young 
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people has been identified.  The risks that are identified in the literature may be 

personal, social, cultural, and/or environmental risks that may face any young person.  

Such risks include substance use/abuse of alcohol (Foxcroft & Tsertsvadze, 2012; 

Spaeth, Weichold, Silbereisen, & Wiesner, 2010), tobacco (Gorini et al., 2014), 

prescription drugs (Spoth et al. 2013), illicit substances (Guo, Lee, Liao, & Huang, 

2015), and sexually transmitted diseases including HIV (Inyang, 2013).  In response, 

preventative interventions aim to equip young people with specific life skills, such as 

problem-solving, critical thinking, decision-making, resilience, and so on that will help 

them eliminate, minimise, and/or manage these types of risks.  Examples of qualitative 

studies that have examined the effectiveness of specific preventative interventions for 

young people include, the REBOUND program (Kröninger-Jungaberle et al., 2015), 

HEART (Helping Everyone Aim for the Right Target) Program (Montgomery & Hirth, 

2011), and the IPSY (Information + psychosocial competence = protection) Program 

(Spaeth et al., 2010).   

Remedial structured life skill acquisition interventions.  In contrast to 

generic preparatory and prevention interventions, remedial interventions are designed 

for specific cohorts of young people, who are currently deemed to be ‘at risk’ of not 

acquiring life skills, because of some form of disruption to the typical trajectory of life 

skills acquisition.  The risk of not acquiring life skills may be due to a variety of factors 

including difficulties associated with a young person’s socio-economic situation, 

family, education, culture, literacy, environment, and/or disability (Bernhardt et al., 

2014).  According to the life skills literature, a young person who does not acquire 

essential life skills may face increased risk for negative quality of life outcomes such as 

unwanted and/or early pregnancy (Browes, 2015); HIV/AIDs (Thompson, Auslander, & 

Alonzo, 2012); unemployment (Kellems & Morningstar, 2010; Kivunja, 2014); social 
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isolation and/or marginalisation (Bernhardt et al., 2014; Thirumanickam, Raghavendra, 

& Olsson, 2011); and/or a potential trajectory towards criminal activity (Lancaster, 

Balkin, Garcia, & Valarezo, 2011; Nieri et al., 2015).   

Remedial structured life skill acquisition interventions are concerned with 

specific cohorts of young people.  For example, adolescents in foster care (Thompson et 

al., 2012), high school students in developing countries (Anand et al., 2014), young 

people leaving state care (Tanur, 2012), adolescents with gang affiliations (Buckle & 

Walsh, 2013), court referred youth (Lancaster et al., 2011), and young people with 

disabilities (Darrow, 2014; King et al., 2015; Lindsay, 2011; Rosenblum, Frisch, 

Deutsh-Castel, & Josman, 2015).  It is this last cohort of young people with disabilities, 

especially blindness and visual impairment, which is of most relevance to the current 

study.   

Remedial structured life skill acquisition interventions: Young people with 

disabilities.  The life skills literature that is concerned with young people with 

disabilities is largely drawn from two main professional disciplines: occupational 

therapy and special education.  The therapy literature research is predominantly 

empirical, with a particular focus on investigating the efficacy of specific structured life 

skill acquisition interventions, in relation to quality of life outcomes (Gardner & Wolfe, 

2013; Keenan et al., 2014; Rayner, 2011).  In contrast, the special education literature is 

comprised of both empirical research (Connors et al., 2014; Jessup et al., 2017; Wolffe 

& Kelly, 2011) as well as, accumulated practical wisdom (Hatlen, 1996; Hill & Ponder, 

1976; Jacobson, 2013; LaGrow & Weessies, 1994).   

There is a small albeit important body of mainly therapy literature that is 

concerned with life skills acquisition for young people with disabilities (Gantschnig, 

Page, Nilsson, & Fisher, 2013; Zionch, 2011).  The majority of therapy and special 
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education literature however, is focused on specific disabilities and the cohorts of young 

people with those disabilities.  The most common disabilities identified in the literature 

include autism (Al-Maawali, Blaser, Zhao, & Yoon, 2014; Bal, Kim, Cheong, & Lord, 

2015; Green & Carter, 2014; Ohtake, 2015), hearing impairment (Smale, 2010), 

cerebral palsy (Cho, Kim, & Yang, 2015; Kang et al., 2012), developmental 

coordination disorder (Linde et al., 2015; Zwicker, Harris, & Klassen, 2013), 

intellectual disabilities (Bouck, 2010), and blindness and visual impairment (Crudden, 

2012; Hatlen, 1996; Rayala et al., 2016).   

The major difference between the therapy and education literature is that the 

therapy literature is primarily concerned with a young person’s function, in relation to 

the cognitive processing and motor skills associated with everyday tasks and routines 

(Bal et al., 2015; Gantschnig et al., 2015; James et al., 2014).  The special education 

literature on the other hand, is mainly focused on the pedagogy of life skills in relation 

to a young person’s overall educational, vocational, and social outcomes (Bouck, 2010; 

Jessup et al., 2018; Levin & Rotheram-Fuller, 2011).  In 2012, a study by Shea and 

Giles highlighted the fundamental difference between the therapy and education 

frameworks, in relation to the beliefs held by occupational therapists and educators 

about post-school outcomes and life skills acquisition (Shea & Giles, 2012).  This study 

was conducted at a school for young people deemed ‘at risk’ because of disability 

and/or behaviour problems.  A key finding of the study was that educators were 

primarily concerned with the poor academic achievement of the students, whilst the 

occupational therapists were focused on functional deficits in life skills acquisition.  The 

dichotomy between academic achievement and functionality, which appears to be based 

largely on professional boundaries, has implications for how young people and their 

families understand life skills acquisition.  
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The ultimate goal of remedial interventions for young people with disabilities is 

the same as preparatory, and preventative interventions, that is to assist young people to 

acquire life skills to be able to cope effectively in everyday life and achieve quality of 

life goals.  Remedial interventions for young people with disabilities demand however, 

an understanding of how disability impacts on the typical trajectory of life skills 

acquisition through childhood and adolescence (Bal et al., 2015; Gantschnig et al., 

2013; Zwicker et al., 2013).  Singh (2003) posited that acquiring life skills is usually a 

constructive process based on a young person making sense of their lived experiences of 

informal, incidental, accidental, and formal life skill acquisition.   

Young people with disabilities are at risk of not acquiring life skills in the 

typical way because of a range of learning, information processing, and environmental 

issues, which puts them at further risk of not achieving quality of life outcomes such as 

meaningful employment, autonomy, and social inclusion (Arndt et al., 2014; de Verdier, 

2016; Smale, 2010; Swank & Huber, 2013).  Hence, the necessity for remedial 

interventions to take into account the impact of disability on the means and ends of life 

skills acquisition.  In keeping with the research question of the current study, the next 

section will examine remedial structured life skill acquisition interventions for young 

people with visual impairments.   

Remedial structured life skill acquisition interventions: Children with visual 

impairments.  Children and adolescents with visual impairments have to contend with 

the impact that blindness and visual impairment has on their ability to observe life skills 

being performed around them.  Papadodopoulou (2012) posited that children’s role 

play, which is a key means of acquiring life skills in childhood, is largely based on 

mimesis, a process that involves the child imitating in play, what they observe around 

them in their families and communities.  For young people who are blind or vision 
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impaired the ability to acquire life skills through observation and mimesis is either 

extremely limited or not available (Lohmeier et al., 2009).  As a result, the acquisition 

of life skills must be achieved through the use of the remaining senses of hearing, touch, 

smell, taste, and any residual vision (Hatlen, 1996; Withagen et al., 2010).   

 In response, a specific curriculum, the Expanded Core Curriculum (ECC) was 

developed in 1996 to help ensure that students with visual impairments acquired the 

same life skills and core academic competencies as their sighted peers (Wolffe et al., 

2002).  The ultimate aim of the ECC was to provide a standardised core academic and 

disability-specific curriculum for students who were blind or visually impaired (Hatlen, 

1996).  In the United States of America, the ECC informs federal educational standards 

through the Individuals with Disabilities Education Act [IDEA] (Sapp & Hatlen, 2010).  

Internationally, the ECC has been the dominant curriculum for young people with visual 

impairments since its inception in 1996.  Accordingly, the nine subject areas of the ECC 

have long been the basis for structured life skill acquisition interventions for children 

and adolescents with visual impairments in Australia and internationally.  The 

ascendency of ECC can also be seen in the special education literature over the past two 

decades, where there are few empirical studies or theoretical articles, which do not 

explicitly or tacitly reference the ECC (Crudden, 2012; Douglas & Hewett, 2014; Opie, 

2018). 

 Given the hegemony of ECC in the special education literature and in 

professional practice, it is notable that to date, the evidence base of ECC has not been 

researched or questioned.  The ECC was developed on the basis of accumulated 

practical wisdom about the education and quality of life outcomes of children with 

visual impairments, rather than evidence-based knowledge established through sound 

research.  The unintended result has been that much of the research over the past two 
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decades, in the area of life skills acquisition for young people with visual impairments, 

has presupposed the practical wisdom that underpins the ECC.  It is outside the scope of 

this study to investigate why the practical wisdom underpinning the ECC has not been 

the subject of empirical and qualitative research.  However, in keeping with the way life 

skills are conceptualised in the literature as ‘a means to an end’, the next section will 

consider how the ECC is reported to contribute to quality of life outcomes for young 

people with visual impairments.   

The ECC as ‘a Means to an End’ 

 The ECC is regarded in the special education literature as the formal means by 

which a young person can overcome the adverse impact that blindness and visual 

impairment usually has on the acquisition of life skills and academic achievement (Sapp 

& Hatlen, 2010).  Hatlen (1996) specified that the nine subject areas of the ECC were 

not to be thought of as disability-specific, or in any way unique, because the ECC was 

conceptualised as a single unified core curriculum comprised of traditional academic 

subjects, and the nine ECC disability-specific skills areas.  However, professional 

practice and subsequent studies have continued to reinforce the ECC as a highly 

specialised curriculum, and unique set of disability-specific skills to be acquired by 

young people with visual impairments (Levin & Rotheram-Fuller, 2011; Wolffe & 

Kelly, 2011).  Despite Hatlen’s (1996) call for a single unified curriculum for students 

with visual impairments, the subject areas of ECC to date have been consistently 

reinforced as a specialised curriculum in the special education literature.  One 

explanation for this is that the coordination, assessment, and teaching of the ECC 

disability-specific skills has been widely regarded in the literature as the sole province 

of disability-specific skill specialists (Sapp & Hatlen, 2010; Wolffe et al., 2002).  This 
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serves to reinforce ECC as a highly specialised albeit but not widely understood means 

to an end.   

 It is noteworthy that the intended outcomes of ECC are nebulous and at times 

ambiguous in Hatlen’s original paper (1996).  At the beginning of the paper for 

example, Hatlen provided the following anecdote as background for the ECC, “some 

years ago, a reporter asked a prominent blind woman, ‘What is it that blind people 

would want from society?’.  The woman replied, ‘The opportunity to be equal and the 

right to be different’” (Hatlen, 1996, p. 1).  In response, Hatlen (1996) noted how one of 

the main aims of the ECC was to support the notion of ‘the opportunity to be equal and 

the right to be different’ without explicating how this might be achieved (p. 2).  Later in 

the paper, Hatlen identified the potential adverse outcomes of not acquiring ECC related 

skills:  

  
What is known about congenitally blind and visually impaired students is that, 

unless skills such as orientation and mobility, social interaction, and independent 

living are learned, these students are at high risk for lonely, isolated, 

unproductive lives.  (Hatlen, 1996, p. 7) 

 
 Finally, Hatlen posited that the implementation of the ECC would help prepare 

students for “a rich and fulfilling adult life” (1996, p. 9) again without specifying the 

substantive details of such a life.  Subsequent research on the means and ends of the 

ECC has provided a degree of clarity as to what the intended outcomes of ECC are, for 

example securing meaningful employment (Cavenaugh & Giesen; 2012; Crudden, 

2012; McDonnall, 2011), social competence (Botsford, 2013; Jessup et al., 2017), and a 

successful transition to adult life (Wolffe & Kelly, 2011).  Further research is needed to 
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explicate the link between the acquisition of ECC competencies with quality of life 

outcomes for young people who are blind or visually impaired and their families.  

 In summary, the ECC has been the dominant curriculum internationally since 

1996, which has underpinned structured life skill acquisition interventions, for young 

people with visual impairments.  This represents a significant investment of time, 

energy, and resources for organisations, disability-skill specialists, families, and young 

people with visual impairments.  Most importantly, if Hatlen (1996) was correct, the 

ECC represents a critical means for young people with visual impairments to achieve 

quality of life outcomes associated with living a rewarding, productive, and socially 

connected life.   

What is Presupposed in the Life Skills Literature 

The literature conceptualises and presupposes life skills acquisition as ‘a means 

to an end’.  That is, structured life skill acquisition interventions are understood as the 

means to assist young people acquire life skills, which then becomes the means for a 

young person to achieve quality of life outcomes.  This conceptualisation of life skills 

acquisition is consistent for both the education and therapy frameworks in the literature 

and all three forms of structured life skill acquisition interventions: preparatory, 

preventative, and remedial interventions.  A close review of the literature revealed 

however, that the life skills literature is not simply concerned with the acquisition of life 

skills to achieve quality of life outcomes per se.  Instead, the literature conceptualises 

life skills acquisition, as the acquisition of acceptable life skills, to a satisfactory 

standard (the means), in order to achieve valued quality of life outcomes (the ends).  

However, what constitutes acceptable life skills, a satisfactory standard of life skills 

acquisition, and valued quality of life outcomes, has not been clearly articulated and 

remains largely presupposed.   
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In addition, the literature also revealed a tendency to presuppose the nexus that 

exists between independence, dependence and interdependence and the socio-cultural 

norms, values, and expectations that underpin this nexus.  In the following section, the 

presupposed assumptions regarding the ends and means of life skills acquisition and the 

nexus between independence, dependence, and interdependence will be explored.  

Acceptable life skills.  Life skills are conceptualised in the literature as the 

skills, knowledge, attitudes, and values that assist an individual to achieve quality of life 

outcomes.  Example of specific life skills include personal grooming and hygiene, using 

money, paying bills, finding work, problem-solving, organisational skills, nutrition, sex 

education, communication and interpersonal skills, utilising community resources, and 

so on (Allen & Williams, 2012; Keenan et al., 2014; Yuen et al., 2010).  These types of 

life skills are presupposed by the literature as acceptable life skills for young people to 

acquire.  It is notable however that there is little discourse in the life skill literature 

about how socio-cultural norms, values, and practices determine what constitutes an 

acceptable or unacceptable life skill.  The literature tends to assume that there are 

certain life skills that are important and acceptable and should be acquired by a young 

person, which suggests that there are other life skills that are unimportant and/or 

unacceptable, and should not be acquired.   

The tacit socio-cultural norms and values that determine the acceptability of life 

skills can be more clearly seen in the literature that deals with young people who have 

acquired what might be considered as ‘unacceptable’ life skills associated with, for 

example, substance use/abuse, criminality, gang affiliated behaviours, violence, and so 

on (Buckle & Walsh, 2013; Gorini et al., 2014; Lai et al., 2013; Lancaster et al., 2011).  

There is little discussion in the literature about the extensive life skills that a young 

person might have acquired as the means to join a gang, engage in criminal behaviour, 
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or use illicit substances, in order to survive and contend with the demands and 

challenges of everyday life in their socio-cultural environment, for example, in a 

location that is dominated by gang affiliations (Buckle & Walsh, 2013).  Moreover, 

there is also little discussion in the literature about how the acquisition of ‘unacceptable’ 

life skills might be acceptable within the context of the young person’s family, peers, 

and community.  Furthermore, how ‘unacceptable’ life skills might also be regarded as 

the means to what Wolfensberger et al. (1996) referred to as ‘the good life’, in the 

young person’s immediate socio-cultural environment.   

One explanation for the lack of acknowledgement of a young person’s 

acquisition of unacceptable life skills, is that recognising socially unacceptable life 

skills, which may include illegal activities such as illicit substance use, petty criminal 

behaviour, and so on might be interpreted as legitimising the acquisition of such life 

skills.  Furthermore, from a phenomenological perspective the meaning and value of life 

skills in relation to their acceptability or unacceptability is generally taken for granted in 

the literature.   

Satisfactory standards of life skills acquisition.  According to Allen and 

Williams (2012), the criteria for formally assessing the skills of young people are 

generally not accessible outside of professional disciplines, because assessments are 

embedded in the content of structured life skill acquisition programs.  In addition, Allen 

and Williams (2012) observed that it is the formal assessment that is typically used to 

determine eligibility for such programs.  As such, a young person’s life skills 

acquisition will generally be assessed in relation to the goals and content of a particular 

life skills acquisition program.  For example, the Mindfields program (Carroll, Ashman, 

Bower, & Hemingway, 2013) and the Comprehensive Sexuality Education program 

(Browes, 2015; Das, 2014).  These types of life skill acquisition programs usually have 
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their own assessment tools and criteria for determining satisfactory standards of life 

skills, embedded in the design of the program.  As a result, there is little explicit 

discourse about what constitutes a satisfactory standard of life skills acquisition in the 

literature.   

It is noteworthy that the literature concerned with the ECC advocates for 

‘mastery’ of the nine disability-specific skills of the ECC, without explicating the 

criteria to attain mastery of those skills (Hatlen, 1996; Levin & Rotheram-Fuller, 2011; 

Sapp & Hatlen, 2010; Wolffe & Kelly, 2011).  In an empirical study by Gardner and 

Wolfe (2015), students with developmental disabilities were assessed on their capacity 

to master the life skill of washing dishes.  According to the study, mastery of the life 

skill was achieved when a student was able to independently complete at least 15 of the 

16 sequential steps of washing dishes, within a set time limit for each step.  As such, the 

quantitative measures in the Gardner and Wolfe (2015) study were independent 

functioning, accuracy, and efficiency.  Interestingly, other performance criteria relevant 

to the life skill of washing dishes were not included, for example safety, hygiene, 

problem solving, understanding how to use various materials for washing different 

utensils, and so on.  Apart from reference to the ideal of mastering life skills, there was 

little explicit discussion in the literature about what constitutes a satisfactory standard 

for acquiring acceptable life skills.   

Quality of life indicators.  As previously discussed, achieving quality of life 

outcomes by acquiring acceptable life skills to a satisfactory standard is the ultimate 

goal of structured life skill acquisition interventions.  Accordingly, the life skills 

literature identifies a number of common quality of life outcomes including 

employment (Lindsay, McDougall, Menna-Dack, Sanford, & Adams, 2015; Lundetrae, 

Gabrielsen, & Mykletun, 2010), social inclusion and positive relationships (de Verdier, 
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2016; Gold, Shaw, & Wolffe, 2010), good health (Husted et al., 2014; Shahhosseini & 

Hamzehgardeshi, 2014), sexual literacy (Browes, 2015; Das, 2014; Goldman, 2010), 

and effective life transitions (Allen & Williams, 2012; Flower et al., 2015; Matthews et 

al., 2015).  Overall, the life skills literature is concerned with specific aspects of these 

quality of life outcomes rather than the outcome per se, for example approaches to life 

skills acquisition to facilitate a successful transition to post-school life (Allen & 

Williams, 2012), and strategies for a young person to manage his/her diabetic condition 

in order to maintain health (Husted et al., 2014).  For the most part however, there is 

little discourse in the life skills literature about how quality of life outcomes are 

understood or how the value of such outcomes are largely determined by socio-cultural 

norms, values, and practices.  As a result, the life skills literature has a tendency to 

presuppose both the value and meaning of quality of life outcomes.   

This tendency to presuppose the value and meaning of quality of life outcomes 

is illuminated by a small but important body of disability literature.  Smith (2001) and 

Vorhaus (2007) critiqued the life skills literature’s explicit and implicit tendencies to 

privilege individual independence as a quality of life outcome.  The basic argument of 

the disability literature is that all human beings are dependent and interdependent 

throughout their lives on other people, the community, the environment, and socio-

cultural practices and systems.  As such, individual independence as a quality of life 

outcome, without reference to dependence and interdependence, is according to Smith 

(2001) a myth that is neither “…attainable [nor]…morally desirable” (p. 579).  This is 

especially the case for people with disability, where the ideal of independence as an 

indicator of quality of life suggests that there are degrees of functional dependence and 

interdependence, which are unacceptable and need to be remediated.  As such, 

Longmore (2003) posited that people with disabilities have to contend with a dominant, 
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albeit latent pressure to “…perpetually labor to ‘overcome’ their disabilities”, in order 

to achieve the ideal of a successful and independent life (p. 221).   

The ideal of a successful, independent life as a quality of life outcome, has also 

been challenged by the National Advisory Committee on Health and Disability in New 

Zealand [NHC] (2003), which describes how people with an intellectual disability often 

struggle to lead what many people without a disability take for granted as, ‘an ordinary 

life’.  The term ‘ordinary life’ represents the fundamental, but often unattainable 

aspiration of people with a disability, to achieve the same fundamental rights and life 

chances as people without a disability (Aplin, 1991; NHC, 2003).  The choice of the 

term ‘ordinary life’ by the NHC is in many ways provocative because initially it 

suggests a life that is unremarkable, average, or perhaps mundane.  Apart from the NHC 

(2003) and Aplin (1991), it is noteworthy that there is little discourse in the literature 

about young people with disabilities attaining ‘an ordinary life’ as a valued quality of 

life outcome.   

One explanation for the ‘ordinary’ daily life not being promoted as a quality of 

life outcome by the life skills literature is that an ordinary life is comprised of numerous 

and interwoven sets of relatively mundane routines.  For example, preparing for study 

or work by showering, dressing, toileting; having breakfast; commuting to work or 

study; interacting with shop staff and people at work; purchasing goods; and operating a 

mobile phone and a computer for work and personal communication.  Moreover, 

individuals who have acquired the multitude of prerequisite life skill competencies to 

carry out the mundane tasks and routines of everyday life are typically able to 

accomplish these everyday routines automatically, or at least with minimal conscious 

effort.  These types of acceptable life skills performed to a satisfactory standard are 

largely presupposed by the literature, as the basic life skills that all children, with or 
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without disabilities need to acquire, in order to live a successful life (Drahota, Sterling, 

Hwang, & Wood, 2013; Kang et al., 2012; Lindsay, 2011).  Whilst the achievement of a 

successful, independent life is prized in the life skills literature, it could be argued that 

the concept of attaining an ordinary life (Aplin, 1991; NHC, 2003) perhaps offers a 

more modest quality of life aspiration in keeping with the fundamental purpose of life 

skills, which is to provide an effective means for a person to be able to survive and cope 

with the demands of everyday life (WHO, 2003).   

The International Classification of Functioning, Disability and Health (ICF) is a 

biopsychosocial tool developed by the World Health Organization (WHO) to assess the 

impact of personal and environmental factors on the function and quality of life of 

people living with disability (WHO, 2002).  Accordingly, a number of studies have used 

the ICF as a framework to investigate the nexus between the presence and degree of 

impairment; the person’s social and physical environment; and the person’s capacity to 

perform everyday tasks (Jaiswal, Aldersey, Wittich, Mirza, & Finlayson, 2019; Jindal, 

MacDermid, Rosenbaum, DiRezze, & Narayan, 2018; Leissner, Coenen, Froehlich, 

Loyola, & Cieza, 2014).  The study by Jaiswal et al, 2019 had particular relevance for 

my study because of its use of ICF as a tool, to comprehensively explore the impact and 

meaning of personal and environmental factors, on the mobility and participation of 

people living with deafblindness.   

There is a small but emerging body of phenomenological research that is 

concerned with investigating how life skills, the process of life skills acquisition, and 

quality of life outcomes, are understood by individuals in their lived experience of a 

disability (Finkelstein & Marcus, 2018; Haegele et al., 2017; Hallett & Armstrong, 

2013; Thurston, 2014).  Finkelstein and Marcus’ (2018) phenomenological study sought 

to investigate the nexus between independence, dependence, and interdependence in 
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relation to the lived experiences of an individual living with Duchenne muscular 

dystrophy.  Finkelstein and Marcus’ (2018) study revealed that the research 

participant’s autonomy and well-being were underpinned by his acquisition of life 

skills, which helped him effectively manage his disability in terms of the demands of 

everyday living.  For example, the research participant was able to train, organise and 

advise his support staff in order to ensure practical and effective assistance with his 

disability; he also used and was dependent on specialised technology for many daily 

tasks and routines; and he constantly invested in interdependent relationships with the 

people in his life.   

One of the key findings of Finkelstein and Marcus’ study (2018) was that the 

research participant’s lived experiences of life skills acquisition were at times 

paradoxical, because his dependence and interdependence on other people and 

technology was the gateway to greater personal autonomy.  A central aim of 

phenomenological studies such as Finkelstein and Marcus’ (2018) study is to examine 

not only what is manifest but also what is presupposed in the complex phenomenon of 

life skills acquisition.  Likewise, my current study aims to contribute to the extant 

literature by investigating the gap in our understanding of how young adults with CTB 

make sense of their lived experiences of life skills acquisition, specifically in relation to 

the dialectic that exists between independence and dependence; the nexus between 

independence, dependence, and interdependence; and the latent socio-cultural norms, 

values, and expectations that underpin life skills acquisition and shared social practices.   

Summary 

Life skills have been defined as the basic knowledge, skills, attitudes, 

behaviours, and values needed by a person to cope effectively with everyday life and 

achieve quality of life outcomes (WHO, 2003; UNICEF, 2012).  The typical trajectory 
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for life skills acquisition is for a child to acquire life skills through observation, 

imitation, play, and trial and error under the guidance and supervision of family, 

caregivers, teachers, and so on (AG, 2009).  As the child transitions into adolescence, 

there is also a parallel transition from acquiring basic life skills for everyday life, to 

more complex life skills related to quality of life outcomes such as employment, 

autonomy and good health (James et al., 2014).  The typical trajectory of life skills 

acquisition can however, be disrupted by various factors such as disability, family, 

substance abuse, community, culture, medical issues, economic problems, and 

environment (Foxcroft & Tsertsvadze, 2012; Inyang, 2013; Montgomery & Hirth, 2011; 

Spoth et al., 2013).  Any such disruptions can have an adverse impact on life skills 

acquisition, which in turn may affect a young person’s ability to cope with daily life, 

and/or achieve quality of life outcomes.   

In response to potential or existing disruptions to the acquisition of life skills, 

the literature conceptualises life skills acquisition as structured life skill acquisition 

interventions (the means), which aim to assist young people to acquire acceptable life 

skills to a satisfactory standard, in order to achieve valued quality of life outcomes (the 

ends).  Accordingly, there were three main categories of structured life skill acquisition 

interventions identified in the literature: preparatory, preventive, and remedial 

interventions.  Whilst there were similarities between the three types of interventions, 

each intervention was designed for a different cohort, with a different central purpose.   

Overall, the life skills literature presupposes what constitutes 

acceptable/unacceptable and satisfactory/unsatisfactory standards of life skills 

acquisition, and also valued/poor quality of life outcomes.  Whilst the life skills 

literature is unequivocal that young people need to acquire acceptable life skills to a 

satisfactory standard in order to achieve valued quality of life outcomes, there has been 
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little research to date, about the socio-cultural norms and values that determine what is 

acceptable, satisfactory, and valued.  As a result, what is acceptable, satisfactory, and 

valued in relation to life skills acquisition is largely presupposed in the literature.  This 

point was illuminated by Smith (2001) and Vorhaus (2007) in their critique of how 

structured interventions for people with disabilities, explicitly and implicitly, privilege 

independence as a presupposed means and outcome of structured interventions, without 

reference to the dependence and interdependence of human beings on each other and the 

world.  Likewise, the discourse related to ‘an ordinary life’ as a valued but often 

unattainable quality of life outcome aspiration for people with a disability (NHC, 2003; 

Aplin, 1991) reveals that quality of life outcomes in terms of “the good life” 

(Wolfensberger et al., 1996, p. 1) and “a successful life” (Rychen & Salagnik, 2003, p. 

109) cannot be taken for granted.  In the next chapter, the theoretical framework of the 

study will be presented.   
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Chapter 3: Theoretical Framework 

This is a qualitative study designed to investigate how young adults with CTB 

understand their lived experiences of life skills acquisition.  A qualitative research 

approach was selected for this study because it is ideally suited to exploring questions 

about how people make sense of, and find meaning in, particular events in their lives 

(Merriam, 2009).  In this chapter, the theoretical framework of the study will be 

outlined, commencing with an overview of the Interpretative Phenomenological 

Analysis (IPA) qualitative framework, and finishing with a description of key concepts 

from Heidegger’s Being and Time (1927/1962). 

Interpretative Phenomenological Analysis  

This study utilised IPA to explore how individuals made sense of their lived 

experience of acquiring life skills with CTB.  The central elements of IPA, that is 

interpretation, phenomenology, and analysis, are based on three theoretical foundations, 

phenomenology, hermeneutics, and idiography (Smith, Flowers, & Larkin, 2012).  

These three theoretical foundations will be discussed in the next section.   

Phenomenology.  Phenomenology is the systematic study of how phenomena 

manifests itself in the everyday lived experience of people (van Manen, 2017).  As such, 

phenomenology locates the study of phenomena in the context of the everyday practical 

activities, concerns, and understanding of human beings, which Heidegger 

conceptualised as “average everydayness” (Heidegger, 1927/1962, p. 69).  At its core, 

phenomenology is concerned with describing and interpreting how people understand 

their lived experience of a phenomenon, rather than seeking a theoretical, abstract, or 

detached account of the phenomena (Smith et al., 2012).  Accordingly, phenomenology 

offered a systematic way to explore the phenomenon of acquiring life skills with CTB.   
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Phenomenology, as a qualitative research method, is based on the philosophical 

tradition of phenomenology.  As a philosophical movement, phenomenology was 

founded at the beginning of the 20th century by the philosopher Edmund Husserl (1859-

1938) (Smith et al., 2012).  Apart from Husserl, three leading figures in the 

development of phenomenology as an established branch of philosophy were, Martin 

Heidegger (1889-1976), Jean-Paul Sartre (1905-1980), and Maurice Merleau-Ponty 

(1907-1960) (Smith et al., 2012).  Each of these philosophers developed their own 

particular account of phenomenology, thus creating a range of distinct 

phenomenologies.  Whilst there are variations and contradictions between the various 

phenomenologies, they share a central aim, which is to explore phenomena in order to, 

“…gain a deeper understanding of the nature or meaning of our everyday experience” 

(van Manen, 1997, p. 9).   

Phenomenological research requires a fundamental shift in attitude from the 

‘natural attitude’ to the ‘phenomenological attitude’ in order to investigate how people 

make sense of their lived experience (Finlay, 2011).  The ‘natural attitude’ is the basic 

attitude of ‘average everydayness’, where people take for granted the everyday events,  

Heidegger, 1927/1962).  For example, phenomena such as having breakfast, shopping, 

or pouring a drink are not abstracted or theorised in the ‘natural attitude’.  Instead, 

activities such as these are understood and presupposed in practical and commonsense 

ways as simply part of normal daily life.  So, in order to interpret a phenomenon as it 

appears in the ‘natural attitude’, the researcher must step outside of his/her own ‘natural 

attitude’, and adopt ‘a phenomenological attitude’.   

Husserl (1900/2008) posited that the way to adopt and maintain ‘a 

phenomenological attitude’ is to constantly, “…go back to the ‘things themselves’” (p. 

174).  In other words, the researcher must constantly return to how the research 
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participant understands the lived experience of the phenomenon in their everyday life.  

Van Manen (1997) observed that there is a tendency on the part of researchers to depart 

from the lived experience of the research participants into the construction of 

“…positivistic schemata, paradigms, models, or other categorical abstractions of 

knowledge” (p. 46).  Van Manen (1997) also posited that the phenomenological 

researcher needs to resist the temptation to construct abstracted theories of the 

participant’s lived experience, and instead consistently engage with the person’s 

average everyday lived experience of the phenomenon under investigation.  

Accordingly, the current study heeded Husserl’s (1900/2008) advice “…go back to the 

‘things themselves’” (p. 174).  In the next section, the second theoretical foundation of 

IPA, hermeneutics is discussed.   

Hermeneutics.  Hermeneutics is a formal method for interpreting the meaning 

of texts (Gadamer, 2004).  In the phenomenological tradition, the hermeneutic circle is a 

central process for interpreting texts, whereby an interpretation of a specific part of a 

text is informed by the whole text, whilst the whole text is informed by the specific part 

(Smith et al., 2012).  As Finlay (2011) posited:   

 
The hermeneutic circle thus moves between question and answer; between 

implicit pre-understandings and explicit understandings; between the reciprocal 

relationship between the interpreted and interpreter; between understanding 

parts and the whole.  Understanding deepens by going around the circle again 

and again.  (Finlay, 2011, p. 53) 

 
There were two main applications of the hermeneutic circle in the theoretical 

framework, first as a method for interpreting the interview transcripts, and second as a 

method for illuminating my pre-understandings, about life skills acquisition by young 
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adults with CTB.  Gadamer (2004) posited that an individual’s understanding of their 

prejudices is inevitably limited, which means that interpretation within the hermeneutic 

circle may therefore serve to reinforce false assumptions, and thus misunderstanding.  

Following Heidegger (1927/1962), this potential limitation can be overcome by entering 

the hermeneutic circle with the aim to illuminate and correct, any false assumptions and 

misunderstandings of the phenomenon being investigated.  Accordingly, the 

hermeneutic circle was utilised to interpret the parts of each transcript, that is words, 

sentences, and paragraphs, against the whole transcript and in turn, the whole transcript 

informed the interpretation of each part of the transcript.  In addition, each individual 

transcript was interpreted in the context of all the transcripts.  This provided a method 

for moving between interpreting themes that emerged within and across transcripts.   

The hermeneutic circle is a highly effective method for illuminating the 

researcher’s pre-understandings and prejudices related to the phenomena being 

examined (Gadamer, 2004).  Heidegger (1927/1962) explained the critical role of the 

hermeneutic circle in clarifying pre-understandings in the following manner: 

  
In the circle is hidden a positive possibility of the most primordial kind of 

knowing, and we genuinely grasp this possibility only when we have understood 

that our first, last, and constant task in interpreting is never to allow our fore-

having, fore-sight, and fore-conception to be presented to us by fancies and 

popular conceptions, but rather to make the scientific theme secure by working 

out these fore-structures in terms of the things themselves.  (Heidegger, 

1927/1962, p. 195) 

 
In Heidegger’s application of the hermeneutic circle, pre-understandings and 

prejudices are not resolved or set aside (bracketed) prior to the text being interpreted.  
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Instead, any pre-understandings of the phenomenon are meant to be disclosed by the 

interpretation of the text.  The central requirement of the hermeneutic circle process is 

for the researcher to remain open, to allowing the text to modify or correct his/her pre-

understandings, provisional understandings, and prejudices, as the text is interpreted 

(Gadamer, 2004).  Accordingly, the hermeneutic circle was a significant aspect of the 

theoretical framework as a practical method for establishing and maintaining a 

‘phenomenological attitude’, interpreting the interview transcripts, and illuminating my 

pre-understandings and prejudices associated with life skills acquisition for young 

adults with CTB.  Furthermore, the hermeneutic circle provided a systematic method for 

staying focused on the phenomenon under examination, that is, the research 

participants’ lived experience of life skills acquisition with CTB.   

Idiography.  Idiography is concerned with understanding how an individual 

makes sense of his/her experience in the context of daily living (Smith et al., 2012).  

Accordingly, IPA as a theoretical and methodological framework is interested in 

exploring the details of an individual’s lived experiences of a phenomenon, rather than 

conducting research into the phenomenon with cohorts of individuals or larger 

populations.  As such, the idiographic orientation is ideally suited to exploring how 

individuals understand their lived experience of acquiring life skills with CTB.   

There are two essential requirements of an idiographic approach in IPA.  The 

first is a commitment to detail in relation to how individuals make sense of their life 

experience and the second is the selection of “small, purposively-selected and carefully-

situated samples” (Smith et al., 2012, p. 29).  These two requirements ensure that IPA 

remains constantly focused on the details of the individual’s particular life experience.  

Accordingly, IPA’s requirement for attention to detail was reflected in the methodology, 
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data collection, and data analysis sections of the research study.  The process of 

selecting a purposive sample is explained in the next chapter on methodology.   

IPA is highly suited to the investigation of life skills acquisition for individual 

young adults with CTB, because it is a qualitative research framework committed to 

developing a deeper understanding of phenomena, through examining the lived 

experience of individual people.  Central to the IPA framework is an epistemological 

stance based on the individual’s lived experience of phenomena in their particular life-

world, “…where knowledge speaks through our lived experiences” (van Manen, 1997, 

p. 46).  This epistemological stance is consistent with the research question, ‘how do 

young adults with CTB understand their lived experiences of life skills acquisition?’, 

and the first aim of the research, which was to examine what it is like to have the lived 

experience of acquiring life skills with CTB.  In addition, IPA offered a systematic and 

coherent method for the collection, interpretation, and analysis of the research data.  

This will be discussed in more detail in the methodology chapter.   

Heideggerian Phenomenology 

Heidegger’s phenomenology was employed as the main philosophical 

underpinning of the IPA qualitative research framework for several reasons.  First, 

Heideggerian phenomenology is consistent with IPA’s fundamental commitment to 

phenomenology, hermeneutics, and idiography.  Second, it offers a conceptual 

framework for examining the epistemological issues surrounding the lived experience 

of life skills acquisition by individuals.  Third, it offers a philosophical basis for 

exploring the ontological question of what it means to be a human being in the world, 

with CTB.  Heideggian phenomenology has been employed by scholars to explore the 

lived experience of individuals across a diverse range of research topics.  Such topics 

include cancer survival (Pascal, Johnson, Dickson-Swift, McGrath, & Dangerfield, 
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2016), the impact of fall related injuries on the quality of life of seniors (Clancy, 

Balteskard, Perander, & Mahler, 2015), and the lived experience of undergoing 

rehabilitation with disability (Abrams & Setchell, 2018).  As Richardson (2012) posited, 

the phenomenology of Heidegger offers an approach that not only challenges taken for 

granted ways of understanding a phenomenon, but aims to provide a more nuanced 

understanding of the phenomenon in relation to a person’s Being-in-the-World.   

As a philosopher, Heidegger dedicated himself to a central ontological question, 

‘what is the meaning of being?’.  According to Heidegger this question had been largely 

ignored, trivialised, and taken-for-granted since the time of the Ancient Greek 

philosophers (Dreyfus, 1991; Heidegger, 1927/1962; Richardson, 2012).  Moreover, 

Heidegger claimed that explanations of ‘being’ based on the Cartesian concept of 

dualism between body/mind and subject/object had not offered an adequate explanation 

of the meaning of being, because dualism presupposes a more fundamental mode of 

being of human beings, which Heidegger described as ‘average everydayness’ (Dreyfus, 

1991; Heidegger, 1927/1962).  Thus, for Heidegger the ‘average everydayness’ of 

human beings in the world was the portal for his phenomenological investigation of the 

meaning of being.   

Specifically, ‘average everydayness’ represents the everyday practical ways that 

human beings care, communicate, feel, intend, and act through shared understandings 

and activities in daily life (Dreyfus & Wrathall, 2017; Richardson, 2012).  In contrast to 

theoretical and cognitive explanations of being, Heidegger (1927/1962) posited that 

human beings, “…already live in an understanding of Being…”, in their ‘average 

everydayness’ (p. 23).  In other words, human beings exhibit a tacit understanding of 

being that is ‘already and always’ embedded in their absorbed, practical engagement in 

the world (Heidegger, 1927/1962).  Dreyfus (1991) observed: 
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We should try to impress on ourselves what a huge amount of our lives – 

dressing, working, getting around, talking, eating, etc. – is spent in this state, and 

what a small part is spent in the deliberate, effortful, subject/object mode, which 

is, the mode we tend to notice, and which has therefore been studies in detail by 

philosophers.  (Dreyfus, 1991, p. 67) 

Moreover, Heidegger claimed that human beings fail to notice their ‘average 

everydayness’ because it is so close and familiar to our lived experience of Being-in-the 

World (Heidegger, 1927/1962).  ‘Being-in-the-World’ is a term used by Heidegger to 

describe how the meaning of human being and the being of the world are inextricable.    

Despite being the primordial way that human beings are in-the-World, the average 

everydayness of human beings is generally taken for granted, overlooked, and 

presupposed.  This is because human beings are, for the most part totally immersed, and 

therefore absorbed in the content of average everyday activities, relationships, and 

understandings in-the-World (Dreyfus, 1991).  As such, average everydayness is 

embedded in the presupposed background practices of daily life (Wrathall, 2017).  

Heidegger’s (1927/1962) hermeneutic phenomenological analysis of the meaning 

structure of the ‘average everyday’ Being-in-the-World is outlined in his magnum opus 

Being and Time.   

Whilst generally regarded as a masterpiece of philosophy, it should be noted that 

Being and Time is a notoriously challenging book for several reasons.  Heidegger uses 

and invents language to interpret and intentionally disrupt taken for granted 

understandings of everyday terms such as being, the world, time and so on (Sheehan, 

2015).  Moreover, Heidegger wrote Being and Time in German and whilst  the 

Macquarrie and Robinson English translation used in this study is for the most part 

accurate, there is a constant challenge to accurately translate Heidegger’s meaning in 
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the original German into English (Heidegger, 1927/1962).  In addition, a number of 

scholars have claimed that Heidegger neglects the role and importance of the body in 

Being and Time (Freeman, 2014; Merleau-Ponty, 1945/2005; Sartre, 1958/1989).  Other 

scholars have arguing that Heidegger’s investigation of the meaning of being in Being 

and Time is concerned, not with a dualistic mind/body account of being, but with more 

primordial structural aspects of Being-in-the-World such as attunement, temporality, 

and solicitude (Aho, 2009; Askay, 1999; Escudero, 2015).   

Despite these factors, Heidegger’s Being and Time has direct relevance for the 

research study for several main reasons.  First, the study is concerned with exploring the 

meaning of the lived experience of life skills acquisition by young people with CTB, 

rather than testing theoretical accounts of the process of life skills acquisition.  Second, 

the acquisition of life skills in order to cope with the demands of daily life is consistent 

with Heidegger’s concept of ‘average everydayness’.  Third, Heidegger provides an 

ontological context within which to explore the epistemological issues surrounding life 

skills acquisition needed for average, everyday Being-in-the-World.  Accordingly, a 

Heideggerian perspective offers a way to understand blindness in relation to average 

everyday Being-in-the-World, which is beyond the limited scope of disability and 

impaired function.  As such, a Heideggerian framework situates the phenomenon of life 

skills acquisition, and more specifically life skills acquisition with CTB, within the 

primordial context of what it means to be in-the-World as a human being.   

The Heideggerian Lens 

A Heideggian lens was developed on the basis of key concepts from 

Heidegger’s Being and Time (1927/1962) in order to investigate the research 

participants’ lived experience of life skills acquisition with CTB.  The Heideggerian 

lens was based on the following key interrelated concepts from Being and Time: 
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Dasein, the World, Dasein’s Being-in-the-World, average everydayness, das Man, care, 

temporality, and authenticity (Braver, 2014; Carman, 2003; Davis, 2010; Dreyfus, 

1991; Egan, 2012; Harman, 2007; Wisnewski, 2013).  These concepts were developed 

by Heidegger in the context of his phenomenological investigation into the question of 

being (Heidegger, 1927/1962).   

Table 3.1 summarises the key Heideggerian concepts from Being and Time 

(1927/1962) that are relevant to the current study.  Heidegger posited that as human 

beings, our being is of utmost importance to us, yet we generally take for granted, our 

being, the being of the world, and the being of all other entities in the world.  In 

response, Heidegger focussed his phenomenological examination on what is 

presupposed in our understanding of being, in order to outline the essential structure of 

the meaning of being.  Heidegger’s phenomenological approach to revealing what is 

concealed in our taken for granted stance on being, will be applied to how life skills 

acquisition with CTB is understood by the research participants (see Table 3.1). 

Dasein’s Being-in-the-World.  Heidegger employed the German word Dasein, 

which translates into English as ‘being there’, or ‘existence’, to investigate the being of 

a human being (Richardson, 2012).  Heidegger’s use of the term Dasein, instead of the 

more commonly used term human being, was a deliberate choice for two main reasons: 

first, to highlight the often overlooked notion of ‘being’, which is embedded in the term 

‘human being’ and second, to provide a space to investigate the being of human beings, 

free from preconceived notions associated with the concept of human being.  For 

Heidegger, being ‘there’ refers to Dasein being there in-the-World (Stapleton, 2010).  

Heidegger’s concept of ‘world’ is not the physical or spatial environment that Dasein is 

located in, instead ‘the world’ is the highly complex network of practices, relationships, 
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roles, language, equipment, responsibilities, activities, and concerns, which Dasein is 

immersed in from birth to death (Dreyfus, 1991; Richardson, 2012).   

Table 3.1  
The Heideggerian Lens: Summary of Key Concepts from ‘Being and Time’ 

Key Heideggerian 
Concepts 

Explanation of Concept 

Dasein “being there” means being ‘there’ in-the-World; the being of a human being.  

 
Dasein’s Being-in-the-

World  

the inextricable, interdependent relationship between Dasein’s being and the being-of- 

the-World; the superordinate world is populated with practices, customs, language, 

equipment, understandings, and so on; Dasein is thrown into this pre-existing world at 

birth and then socialised into being in the superordinate world and also subordinate 

worlds e.g. the world of blindness and visual impairment, the world of music, the 

world of education, the world of work. 

 
Temporality Structure temporality is primordial to Dasein’s being structure: Dasein is thrown in-the-World 

in a particular era; Dasein exists between the temporal limits of birth and inevitable 

death; Dasein is always projecting its being into the future, which is invariably 

impacted by past events and present circumstances.  

 
Care Structure care manifests within the temporality structure of Dasein’s being; care is not a 

sentimental/theoretical expression of concern but a practical solicitude for taking care 

of things in-the-World e.g. self, other Dasein, projects, equipment, and so on.  

 
Average Everydayness Dasein’s absorbed practical engagement in daily life in-the-World; Dasein is thrown 

into and immersed in average everyday Being-in-the-World at birth and then 

socialised into average everydayness by family, community, and culture; the world is 

constructed for Dasein’s average everydayness; average everydayness is generally 

performed on auto-pilot by Dasein and is thus taken for granted; involves acquiring 

the know-how i.e. understanding, speech, and attunement to cope with daily life as a 

human being. 

Average everydayness 

and Equipment 

equipment is a central means for Dasein to achieve ends in average everydayness e.g. 

vehicles, computers, televisions, washing machines, clothing, and so on; generally 
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taken for granted once know-how to use equipment has been acquired; equipment can 

be ‘ready-to-hand’ (useful for Dasein’s ends) or ‘present-at-hand’ (not useful to ends); 

breakdowns in equipment disrupt ends and means and result in a profound shift in the 

equipment’s being from ‘ready-to-hand’ to ‘present-at-hand’. 

 
Average everydayness 

and das Man 

das Man is the tacit proxy for the latent socio-cultural norms, practices, values, 

authority, and imperatives of a particular era; das Man dictates and polices Dasein’s 

average everydayness through family, community, and culture; human beings are 

socialised into das Man’s average everydayness from birth, through childhood and 

adolescence, in order to become Dasein; what it is to be a human being in a given era, 

society and culture is embedded in average everydayness according to das Man; das 

Man prescribes a generic mode of average everydayness for Being-in-the-World i.e. 

the way one should live a normal life; Dasein conforms to das Man’s edicts for what 

is normal average everydayness in order to fit into family, community, and culture; 

das Man helps Dasein to make sense of and function in-the-World, but only offers 

Dasein an inauthentic (generic) way of Being-in-the-World.  

 
Disturbances to average 

everydayness  

Dasein’s absorption in average everydayness can be disrupted by breakdowns in 

equipment; equipment breakdowns can illuminate the complex albeit presupposed 

network of means and ends associated with Dasein’s projects; angst in the form of 

anxiety is another disturbance to average everydayness where the meaning and 

significance of what is normally taken for granted in average everydayness is 

exposed; angst can illuminate das Man’s latent governance of socio-cultural norms, 

practices and norms when average everydayness loses meaning and significance; 

disturbances to absorbed average everydayness due to angst offers a way for Dasein to 

pursue an authentic mode of Being-in-the-World in the face of ineluctable albeit latent 

socio-cultural pressure to conform to das Man’s inauthentic way of being.  

   

This world is shared with other Dasein, beings, and equipment, and is thus 

permeated with a plethora of shared social meanings, significance, and understandings.  

In addition to this total world of significance and meaning, there are subordinate worlds 
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that Dasein inhabits (Dreyfus, 1991).  For example, the world of work, the world of 

music, the world of sport, and the world of blindness and visual impairment.  These 

worlds have their own particular jargon, practices, equipment, and understandings, 

which Dasein needs to acquire a practical everyday understanding of, in order to cope 

effectively with the practices and proprieties of that world.   

Heidegger’s (1927/1962) concept of Dasein’s Being-in-the-World brings 

together the previously discussed two concepts of Dasein and world/s.  The 

hyphenation of the phrase ‘Being-in-the-World’ illuminates the interdependent and 

inextricable nexus between Dasein’s being and the world’s being.  In other words, 

Dasein’s being depends on the world to have meaning, just as the world depends on 

Dasein’s being to have meaning.  Accordingly, Heidegger’s concept of Being-in-the-

World captures Dasein’s absorbed involvement in and concern for the shared 

understandings, practices, language, customs, and equipment of the world.  In response, 

the being of the world is structured to facilitate the absorbed engagement of Dasein 

through these practices, language, proprieties, and equipment.  At birth, human beings 

are ‘thrown’ into a pre-existing world of practices, customs, language, relationships, 

history, and so on (Heidegger, 1927/1962, p. 329).  It is through the process of 

socialisation in the context of family and community that a child will acquire an 

understanding of what it means to be Dasein in a given era, society, and culture.   

Temporality and Being-in-the-World.  For Heidegger, temporality delineates 

Dasein’s Being-in-the-World in several important ways.  First, Heidegger (1927/1962) 

posited that human beings are thrown into the world at birth at a particular point in 

history and become Dasein according to the socio-cultural norms of that era (p. 329).  

Accordingly, Dasein’s being will be significantly affected by the era it is thrown into, in 

terms of understandings, relationships, customs, equipment, and practices.  Another 
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concept of temporality used by Heidegger in Being and Time (1927/1962) relates to 

Dasein’s temporal context of past, present, and future (p. 39).  For example, Dasein’s 

intentionality is always projected from the present towards the future in relation to goals 

and aspirations, but that projection is inevitably influenced by past experience.   

Temporality also manifests itself in Dasein’s awareness that all practical 

engagement with the activities and understandings of the world are ultimately finite, 

because Dasein knows that his/her death is inevitable, even though the timing and 

circumstances of one’s death are generally not known (Heidegger, 1927/1962, pp. 306-

307).  Thus, Dasein understands at some level that its practical engagement in-the-

World will cease at death and that the being of the world will continue.  Accordingly, 

temporality provides the basic structure for Dasein’s Being-in-the-World in relation to 

the era Dasein exists in; its past, present, and future; and the significance and meaning 

of its existence between birth and inevitable death.   

Care and Being-in-the-World.  According to Heidegger (1927/1962), care is 

the essential structure of Dasein’s Being-in-the-World.  Heidegger’s concept of care 

manifests itself as solicitude or concern, which can be found first and foremost in 

Dasein’s solicitude for its average everyday activities, equipment, and projects; in its 

understanding and relationships with other Dasein and entities; and most importantly its 

own Being-in-the-World (Scott, 2010).  For Heidegger (1927/1962), Dasein’s concern 

is most clearly expressed in its practical and absorbed engagement and intention to take 

care of the practical tasks and routines of everyday life (p. 237).  For example, personal 

hygiene, grooming, cooking meals, looking after children and animals, earning a living, 

shopping, and so on.  This type of practical care for the everyday tasks and routines of 

life is primordial to Dasein’s Being-in-the-World.  According to Heidegger 
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(1927/1962), temporality underpins Dasein’s care structure, which underpins its average 

everyday Being-in-the-World (p. 375).   

Average everydayness.  Heidegger (1927/1962) identified that Dasein’s 

primordial way of Being-in-the-World is located in the absorbed way that Dasein is 

practically engaged in the mundane tasks, routines, roles, and responsibilities of daily 

life, in the socio-cultural context of family, community, and culture (pp. 37-38).  As 

discussed previously, the world is constructed for Dasein’s average everyday practical 

engagement in-the-World and as a result, Dasein and the world are inextricably 

interdependent in relation to average everydayness.  Furthermore, Heidegger 

(1927/1962) posited that average everydayness is the primordial way that Dasein’s care 

and temporal structures manifest itself in-the-World (p. 69).  That is, Dasein cares about 

its average everyday way of Being-in-the-World, within the temporal structure of its 

past, present, and future, and between the temporal confines of birth and death.  For 

Heidegger, average everydayness is the primordial way that Dasein’s being manifests 

itself in-the-World.   

Dasein’s absorption in average everydayness is generally taken for granted by 

Dasein because from birth Dasein is immersed in an understanding of average 

everydayness and Being-in-the-World (Heidegger, 1927/1962, p. 23).  Moreover, once 

Dasein has acquired the ability to perform the ordinary tasks and routines of daily life, 

these activities are typically performed with little conscious thought, for example, 

brushing teeth, making a cup of tea, buttoning a shirt and using a computer.  As a result, 

Dasein generally takes its average everydayness for granted until there is some 

disruption to Dasein’s normal tasks and daily routines (Heidegger, 1927/1962, p. 105).  

For example, when the toothpaste runs out, the car keys are lost, a disability is acquired, 

or a loved one dies.  At such times Dasein may suddenly and often painfully become 
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conscious of what is normally taken for granted in average everydayness, that is, the 

meaning and significance of average everydayness for Being-in-the-World.   

Heidegger claimed that disruptions to average everydayness illuminate the 

complex network of means and ends, which generally operate tacitly in the background 

of average everydayness, and at such moments of disruption, “…the world announces 

itself” (Heidegger, 1927/1962, p. 105).  For example, the missing car keys may result in 

lost time searching for the keys, the stress of not being able to find the keys, lateness in 

transporting children to school and getting to work, and so on.  All of these ends and the 

importance of those ends are illuminated by the breakdown in one of the presupposed 

means to Dasein’s ends, that is the car keys.  In order to find the keys, Dasein switches 

from what Dreyfus refers to as “mindless everyday coping skills” (1991, p. 3), where 

the car keys are taken for granted, to a more rational detached stance, in order to launch 

a deliberate search and resolve the presenting disruption to average everydayness.  

Thus, disturbances to average everydayness highlights what is normally concealed by 

average everydayness, that is the network of means and ends that make up average 

everydayness and what these means and ends mean to Dasein.   

Average everydayness and equipment.  Heidegger posited that Dasein’s 

average everydayness is largely dependent on having equipment to hand and acquiring 

the ‘know-how’ to use that equipment correctly (Heidegger, 1927/1962).  In other 

words, Dasein relies on using a wide range of equipment, including tools, clothing, 

computers, electricity, housing, cutlery, fuel, and so on, to perform the various tasks of 

everyday living.  As such, equipment has a significance and meaning that transcends 

our taken for granted reliance and understanding of equipment in everyday life.  This is 

best explained by Heidegger’s concepts of “ready-to-hand” and “present-at-hand” 

(Heidegger, 1927/1962, pp. 104-105).  Equipment that is ‘ready-to-hand’ is ready for 
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use by Dasein to achieve some purpose.  An important characteristic of ‘ready-to-hand’ 

equipment is that the equipment tends to retreat into the background of the activity 

when it is working well, and when it is being used for the purpose it was designed for 

(Heidegger, 1927/1962, p. 98).  This is because the focus of the user is on performing 

and completing the task, not the use or the being of the equipment per se.  For example, 

a student using a computer that is working well, to complete an assignment, will hardly 

be aware of his/ her computer skills, and the computer’s properties such as its size, 

monitor, keyboard, software, and so on.  The student’s focus is almost exclusively on 

the assignment and not the computer which is operating as ‘a means to an end’ in the 

‘ready-to-hand’ mode.   

In contrast, if the computer suddenly malfunctions, the student’s attention will 

typically shift from the assignment to the computer, in order to fix the problem with the 

computer.  At this point the computer is no longer ‘ready-to-hand’.  Instead, it is now in 

the ‘present-at-hand’ mode (Heidegger, 1927/1962, p. 105).  This means that the student 

will tend to regard the computer, at least temporarily, as a useless object with specific 

properties, which is currently not fulfilling its intended purpose.  Once the computer is 

fixed, the equipment will transition from ‘present-at-hand’ to ‘ready-to-hand’ as the 

student returns to the task of completing the assignment.  At that time, the computer and 

the skills used to operate the computer will recede into the background, whilst the 

assignment will return to the foreground.  For Heidegger, the two modes of equipmental 

being, that is, ‘ready-to-hand’ and ‘present at hand’, are central to Dasein’s average 

everydayness and Being-in-the-World.   

Average everydayness and das Man.  Dasein’s acquisition and practice of 

average everydayness in-the-World is governed by ‘das Man’.  The German term ‘das 
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Man’ means ‘one’ as in ‘one speaks German here’ however it is most often translated in 

Heideggerian literature as ‘the They’: 

 
We take pleasure and enjoy ourselves as they take pleasure; we read, see, and 

judge about literature and art as they see and judge; likewise we shrink back 

from the ‘great mass’ as they shrink back; we find ‘shocking’ what they find 

shocking.  (Heidegger, 1927/1962, p. 164) 

 
Das Man therefore is the proxy for the latent but dominant social, cultural, and 

historical norms, values, and imperatives, which dictate and govern all aspects of 

Dasein’s average everydayness.  As such, das Man prescribes and polices what is 

considered by the family, community, and culture to be average comportment and 

attunement, in relation to everyday commonsense understanding, speech, practices, 

customs, and the correct use of equipment (Dreyfus, 1991).  For example, das Man 

dictates how one ought to conduct or not conduct oneself at a shopping centre, what 

‘they’ think about global warming, how far to stand from other people in social settings, 

and how one uses a knife and fork correctly.  Thus, das Man’s tacit edicts for what one 

should think, do and say in average everydayness is based on but also reinforces the 

dominant albeit latent socio-cultural norms, values, and practices for Dasein’s Being-in-

the-World.   

Accordingly, a human being is required from the time they are thrown into the 

world, to conform to the tacit socio-cultural norms of das Man, through the family, 

community, and culture in order to fit into their family, community, and culture as one 

is expected to fit in.  Schools, religious institutions, political movements, mainstream 

media, history/tradition are key agents of das Man.  The socio-cultural power of das 

Man is largely inconspicuous because the norms of das Man are deeply embedded in 
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the average everyday practices and understandings associated with the quotidian tasks 

and routines of the family, community, and culture.   

Dasein acquires a practical understanding of what constitutes an acceptable 

standard of average everydayness through socialisation by parents, family and teachers 

during childhood and adolescence (Dreyfus, 1991; Dreyfus & Wrathall, 2014; 

Heidegger, 1927/1962).  In socialisation, a child’s behaviour, speech, manners, dress, 

and so on is constantly monitored, shaped and corrected by parents, teachers and others 

in positions of authority.  This takes place within the average everyday contexts of 

home, school, the community, and the culture.  Moreover, any non-compliance with the 

socio-cultural norms and imperatives of das Man, represents a challenge to the 

authority, norms and smooth functioning of the family, community, and culture.   

Accordingly, the child acquires the understanding that in order to fit into society, 

there is an appropriate and normal way to comport him/herself, within the context of 

their family, community, and culture (Dreyfus, 1991; Dreyfus & Wrathall, 2014) .  

Furthermore, over the course of childhood and adolescence, a child will typically 

internalise the capacity to monitor their own comportment in relation to das Man.  The 

internalisation of das Man makes it increasingly difficult to challenge the socio-cultural 

norms prescribed by das Man.  The result is that das Man’s prescription for average 

everydayness is acquired, understood, and accepted in a commonsense way as normal 

behaviour, speech, attunement, and thought or put more simply, the way of the world 

(Heidegger, 1927/1962, p. 33).   

In addition to dictating the types of socio-cultural norms, values, and practices 

that Dasein is required to understand and acquire, das Man also polices the performance 

standards of Dasein’s average everydayness.  Heidegger (1927/1962) posited, "the 

common sense of the ‘they’ [das Man] knows only the satisfying of manipulable rules 
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and public norms and the failure to satisfy them" (p. 334).  Typically, das Man’s 

policing of average everydayness is illuminated when Dasein fails to conform to the 

socio-cultural norms, values, and practices of das Man.  For example, when a person 

does not stand up for the national anthem at the football, when a person jumps the queue 

at a bus stop, or when a person forgets to say ‘please’ and ‘thank you’ in a shop, and so 

on.  At such times, the presupposed socio-cultural norms of family, community, and/or 

culture are contravened and subsequently subject to social censorship.  It is the latent 

threat of social admonishment that underpins much of das Man’s power (Haugeland, 

1982).  So, not only does das Man prescribe a commonsense understanding of socio-

cultural norms in the context of family, community, and culture, it also establishes and 

polices what constitutes an appropriate standard of average everydayness for Dasein to 

acquire and conform to (Dreyfus, 1991).   

Das Man plays a constructive and normative role in creating a shared social 

intelligibility in-the-World (Dreyfus, 1991).  That is, we are able to function and make 

sense of our being in-the-World because the world is ‘always and already’ structured by 

das Man for Dasein’s acquisition and performance of average everyday socio-cultural 

norms (Heidegger, 1927/1962).  As discussed previously, Heidegger posited that at 

birth we are thrown into a pre-existing world populated with family, community, and 

culture; practices, customs, and language; equipment such as computers, pens, clothes, 

tools, roads, and vehicles; socio-cultural rules, manners, and laws; social institutions 

such as schools, forms of government, a judicial system; and correct and incorrect ways 

to use equipment in everyday life.  Thus, whilst human beings face the daunting 

challenge of acquiring average everydayness in order to become Dasein, this quest is 

made less daunting because the world is already structured and constructed for Dasein’s 
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acquisition of average everydayness through the pre-existence of equipment, and the 

socio-cultural norms, values, and practices governed by das Man. 

The shared intelligibility of average everydayness and Being-in-the-World 

provided by das Man is an “average intelligibility” (Dreyfus, 1991, p. 157).  That is, das 

Man only prescribes an average way for Dasein to be-in-the-World, which is a mode of 

living prescribed for anyone and no one in particular.  For example, most clothes and 

shoes for sale in a shop are designed for various sizes of people, the rules of driving are 

for any and every driver, and mobile phones are designed for any person to use.  As 

such, Heidegger posited that whilst living life according to the dictates of das Man is 

primordial to the structure of Dasein’s Being-in-the-World, it is ultimately an 

inauthentic mode of living for ‘the They’, that is, everyone and anyone (Heidegger, 

1927/1962, p. 230).  In contrast, Heidegger claimed that Dasein can always choose to 

live an “authentic” life rather than an inauthentic existence lived according to the 

dictates of das Man (Heidegger, 1927/1962, p. 167).  An authentic life for Heidegger is 

where an individual Dasein makes sense of his/her own life and takes a stand on that 

understanding, in the face of ineluctable socio-cultural pressure to unquestioningly 

conform to the average everydayness of das Man.   

According to Heidegger (1927/1962), Dasein’s quest to live an authentic life is 

made difficult because of interconnected socio-cultural and structural factors associated 

with das Man and average everydayness (pp. 166-167).  First, the dictates of das Man 

are mostly concealed because they are deeply embedded in the practices of average 

everydayness.  As a result, the socio-cultural norms, values, and practices of das Man 

are taken for granted, as commonsense and ‘normal’ comportment for Being-in-the-

World.  For example, there is a proper way to use a knife and fork, there are good and 

bad manners, and there is appropriate clothing for various situations.  Second, 
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Heidegger (1927/1962) described how Dasein has a structural tendency to conform to 

das Man because it is the easiest course of action to take (p. 165).  That is, das Man 

prescribes and provides a ready-made response to the demands of daily life, so that 

individuals do not have to invent new ways to cope with the countless demands of daily 

life.  As a result, it is simply easier for people to follow das Man unquestioningly, in 

relation to normal and correct comportment within the family, community, and culture.  

Third, Heidegger (1927/1962) claimed that the dictates of das Man have a 

“tranquilizing” effect on Dasein, whereby it does not occur to Dasein to question its 

conformity to the average everydayness of das Man (p. 223).  For Heidegger, the central 

challenge and quest is for individual Dasein to acquire an understanding of its structural 

tendency to conform unquestioningly to the average albeit inauthentic everyday life 

offered and governed by das Man, and on the basis of that understanding choose to live 

an authentic life.   

Disturbances to average everydayness.  As discussed earlier, Heidegger 

posited that there are moments and situations when Dasein’s taken for granted 

compliance with das Man is disrupted because of a breakdown in average everydayness.  

For example, everyday equipment such as a car, computer, mobile phone, or television 

can malfunction, go missing, or not be suitable for the task at hand (Heidegger, 

1927/1962, pp. 101-104).  Such situations, where the equipment fails to act as the 

means to achieve Dasein’s purposes, are often experienced by Dasein as frustrating.  

Heidegger however posited that equipmental breakdowns serve to illuminate the aspects 

of Dasein’s Being-in-the-World that are normally concealed and thus presupposed, 

which include, the pivotal role that equipment plays as a means to Dasein’s ends in 

average everydayness, Dasein’s ‘ready-to-hand/present-at-hand’ relationship with 
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equipment, and the elaborate albeit latent network of means and ends that underpins 

average everydayness (Braver, 2014; Richardson, 2012).  

In addition to equipmental breakdown, Heidegger identified the experience of 

angst as another important type of disturbance to average everydayness (Braver, 2014; 

Heidegger 1927/1962, pp. 179-235).  In the same way that the breakdown of equipment 

disrupts and illuminates Dasein’s means and ends associated with everyday tasks and 

routines, angst may disturb and disclose what Dasein usually takes for granted in 

relation to average everyday Being-in-the-World.  Specifically, Heidegger described 

how angst may lead an individual Dasein to see little or no value and/or meaning in 

activities that are usually presupposed (Heidegger, 1927/1962, p. 232).  For example, 

getting ready for work, shopping, and eating meals.  For Heidegger, the breakdown in 

Dasein’s understanding of average everydayness caused by angst, illuminates Dasein’s 

taken for granted conformity to the socio-cultural norms, practices, and values of das 

Man.  At such moments, Heidegger claims that an individual Dasein is faced with the 

possibility of choosing a way of life that is in keeping with their authentic self rather 

than continued conformity to an inauthentic das Man self (Heidegger, 1927/1962, p. 

233).   

The key concepts from Heidegger’s Being and Time provided the basis for the 

development of a Heideggian lens, which was utilised to discuss the findings in Chapter 

Six – The Discussion.  The Heideggerian lens was employed because, as outlined in this 

chapter, key aspects of the meaning structure of a phenomenon are typically 

“undiscovered”, “buried over” and/or “disguised” in our average everyday 

understanding of a phenomenon (Heidegger, 1927/1962, p. 60).  As a phenomenological 

study, it was important to not only describe and interpret what was explicit in the 

narratives, but also to interpret what was presupposed and thus concealed in both the 
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informants’ understanding and the literature’s conceptualisation of life skills 

acquisition.   

In this chapter, the theoretical framework of the research study was presented.  

This included an overview of Interpretative Phenomenology Analysis (IPA) and an 

outline of key concepts from Heidegger’s Being and Time (1927/1962).  The 

Heideggerian concepts will form the basis of a Heideggerian lens, which will be 

employed in Chapter Six to discuss the findings of the study.  In the next chapter, the 

methodology for the study will be outlined including a detailed description of the 

methods of data collection and analysis.   
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Chapter 4: Methodology 

In the previous chapter, the theoretical framework of the thesis was discussed in 

relation to the central research question, ‘how do young adults with CTB understand 

their lived experiences of life skills acquisition?’.  As discussed, Interpretative 

Phenomenological Analysis (IPA) was outlined as the central theoretical framework of 

the study.  IPA has a threefold theoretical foundation consisting of hermeneutics, 

phenomenology, and idiography, which will be employed using a Heideggerian 

phenomenological lens.  In this chapter, the methodology of the study, based on IPA 

will be presented, with particular reference to research design elements such as the 

selection of a sample, the design and conduct of the interviews, the gathering of data, 

and the analysis of that data.   

IPA was employed as both a theoretical framework and a qualitative research 

approach to address the research question and aims of the research (Smith et al., 2012).  

IPA was selected because it lends itself to investigating questions about how people 

make sense of their experiences, events, and relationships in the world (Denzin & 

Lincoln, 2011; Merriam, 2009).  The choice of a qualitative research approach for the 

study was made in the context of a broader, long-standing discourse in the literature 

between the strengths and limitations of what Creswell (2011) refers to as the “binary 

distinction” between qualitative and quantitative research (Creswell, 2011, p. 272).  

Denzin and Lincoln (2011), posited that the main distinctions between qualitative and 

quantitative research approaches are as follows:  

 
The word qualitative implies an emphasis on the qualities of entities and on 

processes and meanings that are not experimentally examined or measured (if 

measured at all) in terms of quantity, amount, intensity, or frequency.  
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Qualitative researchers stress the socially constructed nature of reality, the 

intimate relationship between the researcher and what is studied, and the 

situational constraints that shape inquiry.  Such researchers emphasize the value-

laden nature of inquiry.  They seek answers to questions that stress how social 

experience is created, and given meaning.  In contrast, quantitative studies 

emphasize the measurement and analysis of causal relationships between 

variables, not processes.  Proponents claim that their work is done from within a 

value-free framework.  (Denzin & Lincoln, 2011, p. 8) 

 
The essential distinctions between qualitative and quantitative research 

identified by Denzin and Lincoln (2011), were expanded by Merriam (2009), in relation 

to the key characteristics of qualitative research.  Merriam (2009) identified four main 

characteristics of qualitative research: (i) the research participant’s perspective is 

central, (ii) the researcher is the primary research instrument, (iii) qualitative research is 

largely inductive in that theory emerges from the data, and (iv) the product of 

qualitative research is typically a rich description of the research participants’ 

understanding and situation (pp. 15-16).  These characteristics of qualitative research 

contrast with quantitative research, which privileges the objective role of the researcher, 

the design and conduct of experiments to collect empirical data in order to test a theory 

or hypothesis, and the use of deductive methods and statistical analysis of empirical 

data to prove or disprove theories or hypotheses (Merriam, 2009).  Thus, qualitative 

research was an appropriate research choice for the central purpose of the study, which 

was to better understand how individual young adults with CTB understood the 

phenomenon of life skills acquisition in the context of their family, community, and 

culture.   
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Research Design 

Research sample.  Purposive samples are often used in IPA because they are 

conducive to exploring the lived experience of individuals in great detail (Smith et al., 

2012).  Stake (2005) suggests that participants should be chosen for a purposive sample 

on the basis of offering the best opportunity to learn about the phenomenon under 

investigation.  As such, purposive sampling aims to identify and recruit information-

rich cases (Patton, 1990).  Smith et al., (2012) also suggest that a purposive sample 

should be as homogeneous as possible, in order to identify and analyse in detail, 

“patterns of convergence and divergence”, within the purposive sample for the 

phenomenon being investigated (pp. 49-50).  Thus, in the case of the young people 

chosen for the study, the two main factors for homogeneity were, that the research 

participants had CTB and were between the ages of 18-35 years.   

The incidence of CTB in Australia is relatively low and young people with CTB 

are routinely subsumed into the broader blind and visually impaired population.  

Accordingly, locating and recruiting a purposive sample of young adults with CTB 

between the ages of 18-35 years presented a significant challenge.  Also, it was 

anticipated that potential research participants might be geographically spread 

throughout Australia and thus potentially difficult to recruit for the study.  However, 

this was not the case, as the sample requirements were able to be met by participants 

who lived in or near urban centres in several states.   

In addition to the young adults with CTB, a purposive sample of 

parents/caregivers was also selected.  This was done so that the phenomenon of life 

skills acquisition by young people with CTB could be explored from the perspective of 

individuals, who had been directly involved in the young adults’ life skill acquisition, 

over a sustained period of time.  Accordingly, a parent or caregiver of each young 
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person interviewed in the study was also included in the purposive sample to explore 

their understanding of their child’s acquisition of life skills.  The young adults with 

CTB were categorised as young adult informants and the parents as parent informants.  

The term ‘informants’ was chosen in preference to ‘research participant’ because it was 

more in keeping with the aims of the study, which related to the researcher being 

informed by how the young adults and parents understood their lived experience of life 

skills acquisition with CTB.   

Selection criteria.  The following selection criteria for young adults was 

developed for the purposive sample:   

§ no vision from birth 

§ 18 – 35 years of age 

§ completed secondary education 

§ able to nominate a parent or care provider to participate in the study. 

 
It was decided to interview young people between the ages of 18-35 years, 

rather than children or adolescents for four main reasons.  First, it was important that the 

potential informant had turned 18 years so that as adults in Australia, they could provide 

their own informed consent to be involved in the research.  Second, as young adults 

they would be able to reflect on their lived experiences of life skills acquisition during 

childhood and adolescence, whereas children and adolescents would still be in the 

process of acquiring fundamental life skills.  Third, the young adults would be able to 

evaluate the value of life skills acquisition or non-acquisition in relation to their current 

lifestyle as a young adult.  Fourth, each young adult would be able to consider their past 

and current life skills in relation to their aspirations for the future.   

The final selection criterion was that each young adult was willing and able to 

nominate a parent or care provider, who had directly observed their acquisition of life 
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skills and was willing to be interviewed for the research.  There were three main reasons 

for recruiting parents or care providers.  First, parents/care providers generally have a 

pivotal role to play in overseeing their child’s acquisition of life skills during childhood 

and adolescence so there was much to learn about the phenomenon of life skills 

acquisition from parents.  Second, parents/care providers of young people with CTB 

have a unique perspective on their child’s lived experiences of acquiring life skills 

during childhood and adolescence.  Third, the parent’s perspective provided increased 

rigour in the interpretation and analysis of the data, by collecting data about the 

phenomenon of life skills acquisition from an additional source.   

Recruitment process.  Figure 4.1 displays the timeframe of recruitment, 

interviewing the informants, and transcribing the interviews.   

 

Figure 4.1 Timeline for data collection 

Ethical clearance to commence the research was granted by the Griffith 

University Human Research Ethics Committee (Appendix A).  Following ethical 

clearance, there were two main stages to the recruitment process.  The first stage was 

the recruitment of young adults and second stage was the recruitment of parents.  

Recruitment of young adults was via referral from an established professional network 

of blindness organisations in Australia, including Royal Guide Dogs Tasmania, Guide 

Dogs Queensland, Guide Dogs NSW, Vision Australia, and Blind Citizens Australia, 

which is the peak national consumer representative organisation.  Direct contact was 

made with the Client Services Manager or Chief Executive Officer of each organisation 
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by letter (Appendix B), to explain the purpose of the study, and request assistance with 

recruitment of research participants from the organisation’s client database.  The letter 

to the organisations included a suggested script for telephone contact with clients about 

the research, and an interim consent form to be completed by the organisation, if the 

client gave verbal consent to be contacted directly by the researcher about the study.  

Eight young adults were recruited via two of the organisations listed above.  These 

young adults were subsequently contacted by the researcher to discuss the research 

project.  

The recruitment of parents/care providers was through snowball or chain referral 

by young adults.  Snowball or chain referral is where research participants recruit other 

participants for the study sample (Merriam, 2009).  Each young adult was informed in 

the initial telephone discussion that they would have the responsibility for recruiting a 

parent/care provider and that their involvement in the research was contingent on the 

parent/care provider agreeing to take part in the research.  This directed form of 

snowball or chain recruitment had three main advantages.  First, it gave each young 

adult the option to decide whether they wanted their parent involved in the research.  

Second, it encouraged and empowered the young adults to discuss and promote the 

research with their parent, and third, it improved the chance of parental participation in 

the research because the request had come from their child and not the researcher.   

There were also potential limitations with this strategy, including the young 

adults feeling undue pressure to recruit their parent for the study, parents feeling 

pressured to participate in the research by their adult child, the young adults not 

explaining the purpose or outline of the research accurately to their parent, and young 

adults potentially being excluded from participating in the research if their parent 

decided not to participate.  Each of these potential problems were addressed in the 
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initial telephone discussion with each young adult, by explaining the rationale for 

request for parent involvement in the study and keeping the request to recruit a parent 

low-key.  For example, the young adults were asked questions such as, “how do you 

think your mother or father would feel about being involved in the research?” and “how 

do you feel about asking one of them or a close relative to be involved?”.  In the initial 

telephone conversation with the eight young adults, the issue of recruiting a parent to be 

involved in the research, did not appear to be a major problem.   

Screening process.  The researcher telephoned the eight young adults who had 

expressed interest in being involved in the research, to review the selection criteria with 

each young adult.  This was done to ensure that each young adult met the selection 

criteria.  As a result of this screening conversation, three of the eight young adults who 

originally volunteered for the research, reported that they had had some experience of 

being able to see, during their early years.  These young adults were excluded because 

of the selection criterion, ‘no vision from birth’.  An information sheet and consent form 

was emailed to the remaining five young adults (Appendix C).   

Consent process.  In order to ensure an informed decision about participating in 

the research, alternatives to print format were made available to the young adults, 

because CTB prevented them from being able to read the printed text, and subsequently 

sign a print copy of the consent form.  Accordingly, the information sheet and consent 

form were available in electronic and braille format.  It was notable that all of the young 

adults used computers with speech output and as such, the electronic version of the 

information sheet was their preferred format.  However, two young adults specifically 

requested a copy of the information sheet in braille format in addition to the electronic 

copy.  Each young adult was then contacted by the researcher either by email or 

telephone, to confirm that they understood the content of the information sheet, and to 
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provide consent for their involvement in the research project.  Consent was either by 

return email or verbal consent over the phone.  A record of the verbal and email consent 

was kept.   

On receipt of the consent from each young adult, the researcher discussed the 

recruitment of a parent or care provider, to be involved in the research.  One of the 

young adults reported that whilst she originally thought that her parents would be 

involved in the research, she later discovered that she was not able to recruit either of 

her parents, because of their demanding work schedule.  As a result, the young adult did 

not meet the selection criteria of being able to nominate a parent for the study, and was 

therefore excluded from the interview process.  However, despite being excluded from 

the study, this young person participated in a pilot interview, which assisted with 

refining the interview protocol.  The remaining four young adults were able to confirm 

that a parent would be able to participate in the research.  The mother and father of one 

of the young adults both expressed interest in participating in the research.  As such, this 

resulted in five parents being nominated for the research study.  An information sheet 

and consent form was emailed to the nominated parents (Appendix D).   

The recruitment, screening, and consent process produced a small, purposive 

sample of nine informants.  The sample consisted of four young adults referred by not-

for-profit organisations providing services to people with visual impairments, and five 

parents who had been referred by the young adults.  According to Smith et al. (2012) a 

small sample size is pivotal to IPA methodology, because it affords the researcher the 

opportunity to conduct a detailed exploration, of how individuals experience and 

understand a phenomenon.  Thus, the small purposive sample of nine informants, was 

appropriate for the purpose of investigating how the individual informants understood, 

their lived experiences of acquiring life skills with CTB.   



CHAPTER 4: METHODOLOGY 

 

69 

The four young adult informants and their parents were assigned pseudonyms in 

order to safeguard their identity, protect their privacy, and ensure confidentiality.  The 

demographics of the four young adults are displayed in Table 4.1.   

Table 4.1  
The Young Adult Demographics 

Name Age Gender Cause of 
Blindness 

Parent Accommodation 
Status 

Employment/Tertiary 
Study Status 

Molly 33 Female ROP* Geraldine Lives on own in a 
unit 

Unemployed; not 
seeking work; not 
studying 
 

Nicole 22 Female ROP* Mary & Matt Lives with two 
older brothers in 
a rented house  
 

Studying full-time at 
TAFE (Technical and 
Further Education) 

Jessica 21 Female ROP* Patricia Lives in self-
contained unit in 
parents’ house 
 

Studying full-time at 
university 
 

Dylan 
 

19 Male Anophthalmia Michelle Lives with 
parents 

Working part-time in 
telemarketing; studying 
part-time at university 

* ROP – Retinopathy of prematurity 

Meet the Young Adults 

Molly.  Molly is 33 years old.  Her mother Geraldine also took part in the 

interviews.  Molly has two younger siblings, a brother and a sister, who are both 

sighted.  She lives on her own, in a rented apartment, in a large regional centre.  Molly 

pays a sighted home help person to assist her with cooking and housework for several 

hours per week.  After leaving school, Molly attended TAFE to study business 

administration, and then university to study a foreign language, but she did not 

complete either course.  Molly reported that she has had work experience in a local 

restaurant/function centre, but has never worked in paid employment.  At the time of the 

interviews, Molly was a volunteer with the local library.   

Molly does not use a white mobility cane when moving about inside her 

apartment.  However, she uses a white cane in conjunction with a sighted guide, when 
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walking outside or in unfamiliar areas.  Molly uses a mobile phone and a computer with 

voice output.  She described how she learnt braille in school, but reported with some 

agitation during the interview, “I hate braille”.  This seemed to relate to Molly’s 

struggle in school to become proficient at reading and writing braille.  

Molly mentioned how her favourite things are talking to people, playing 

djembes (African drums), and creating art.  Molly only talked about one close friend, a 

male she had known for many years, who was also blind.  She travelled to djembes 

lessons regularly either via taxi or the drum teacher provided a lift in his car.  Molly 

referred to her approach to art as “go with” creativity.  She explained that “go with” was 

a term she had made up, to mean how the art she produced, needed to align with her 

creative expression as a person who was blind.  As a result, Molly was only concerned 

with how the creation of the art made her feel, not how the end product might look to a 

person with sight.  There were examples of Molly’s art on display around her 

apartment.   

Nicole.  Nicole is 22 years old.  Her parents Mary and Matt both participated in 

the interviews.  Nicole was completing a course in business administration at the local 

TAFE, and she planned to study music at university, in the following year.  Nicole was 

registered with an employment agency for people with disabilities but had not secured 

work experience or paid employment at the time of the interviews.  Nicole reported that 

she was currently sharing a rented house with her two older brothers.  Both her brothers 

are sighted.  Nicole’s plan was to move into her own student apartment when she started 

university.   

Nicole has used a white mobility cane since childhood to move around safely.  

She reported that she mainly catches a taxi to her various destinations.  Nicole explained 

how she uses her mobile phone and computer with speech output as her main 
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communication devices.  Although Nicole learnt braille as part of her school program, 

she does not use it in her current life, because she felt the mobile phone and computer 

are more convenient.   

Nicole described how she is a keen and accomplished musician.  She plays 

drums, guitar, and fiddle, and was about to begin learning the bagpipes.  Nicole reported 

that she has an active social life, which involved playing and listening to music at 

various clubs/pubs around the city.  She also plays swish (table tennis for people with 

visual impairments) every week with a group of friends that she has known since her 

school days.   

Jessica.  Jessica is 21 years old.  Her mother Patricia took part in the interviews.  

Jessica was halfway through a university course in music.  She has an older sister and a 

younger brother who are both sighted.  At the time of the interviews, Jessica was the 

only one of Patricia’s children living at home.  Jessica lives in the same house as her 

step-father and her mother, but in a self-contained apartment, on the ground floor of the 

family home.  As such, Jessica was responsible for her own cooking and housework.  

She talked about how she wanted to move out into her own place, closer to town, within 

the next 12 months.   

Jessica uses a white mobility cane when outside the home area but reported, “I 

have a love-hate relationship with the cane”.  Jessica explained how the cane allowed 

her to move around and not bump into or trip over, people and objects in her path.  

However, she did not like the way the cane slowed her down, and how the white colour 

of the cane identified her as a person with a visual impairment.  She mainly caught taxis 

or used “mum’s taxi” (care rides from her mother) to travel to various places.  Although 

Jessica was a proficient braille user, she preferred to use a mobile phone and computer, 

with speech output.  Jessica’s social life currently revolved around choir practice, music 
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performances, and attending church.  Jessica also talked about how her faith in 

Christianity was an important part of her life.   

Dylan.  Dylan is 19 years of age.  His mother Michelle participated in the 

interviews.  Dylan lives at home with his parents, and two younger sighted siblings, a 

sister and a brother.  At the time of the interviews, Dylan was completing a bridging 

course (two days per week) in order to gain entrance to university.  Dylan explained that 

he needed to do this course because he did not do well in his final examinations at 

school.  His goal is to study law at university in the future.  It was notable that Dylan 

was the only young adult who was employed.  He currently works in a part-time job (3 

days per week) as a telemarketer at a local employment agency for people with 

disabilities.  Dylan reported that he had secured the job through his own efforts.   

Dylan uses a mobile and computer with speech output and is keen on social 

networking.  He described how he is a volunteer at his local surf club on the weekends.  

Dylan has been a volunteer for many years at the surf club, and his duties include radio 

communications, coordination of rescues, and training new volunteers.  He explained 

how he likes to go for drinks with people at the surf club and at work.  However, Dylan 

mentioned that they were all older people who he was currently socialising with, and 

that he would prefer to mix with people his own age.  Dylan talked about how he has 

difficulties establishing friendships with his peers, because he lacks patience, and the 

skills needed to establish and maintain such friendships.   

The Interviews 

Data was collected for the study via the recording of 14 separate semi-

structured, in-depth interviews.  Three young adults (Molly, Jessica, and Nicole) and 

two parents (Geraldine and Patricia) were interviewed separately, on two different 

occasions.  Matt and Mary (Nicole’s parents) were interviewed together on two 
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occasions.  Dylan and his mother Michelle were interviewed separately but were only 

available for a single, extended interview.  Each interview lasted on average 90 minutes.   

Semi-structured, in-depth interviews are commonly employed in IPA 

methodology, because it is a data collection method that is consistent with the 

theoretical foundations of IPA, that is, hermeneutics, phenomenology, and idiography 

(Smith et al., 2012).  Thus, semi-structured in-depth interviews were used to collect data 

about each informant’s lived experience of the phenomenon of life skills acquisition, in 

order to produce a sufficiently detailed description of that lived experience, for the 

purpose of interpretation and analysis.  Accordingly, an interview schedule was 

developed to guide the semi-structured interviews and to produce the data to address the 

central research question of the current study.   

The interview schedule.  Following Smith et al. (2012), an interview schedule 

consistent with IPA methodology was designed to encourage the informant to describe 

and interpret their lived experience of acquiring life skills with CTB.  This was 

achieved, by developing an interview schedule that struck a balance between providing 

a structure for examining specific topics related to life skills acquisition, whilst 

maintaining flexibility to explore how individual informants wanted to express their 

understanding of their lived experience (Maxwell, 2013; Merriam, 2009).  Thus, to 

address the current study’s research question, a range of interview questions in the form 

of an interview schedule, was developed for the young adults (Appendix E) and the 

parents (Appendix F).   

Smith et al. (2012) suggest that it is best to approach a research question 

“sideways” because it is often difficult for research participants to answer abstract 

research questions directly (p. 58).  In other words, the interview questions need to 

invite conversation about the research question and be comfortably understood by the 
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informants in order to collect useful and detailed information.  The following sequence 

for developing an IPA interview schedule, based on Smith et al. (2012, pp. 59 – 61, was 

followed.  First, it was important to establish the area that needed to be covered in the 

interviews in order to provide data to answer the research question, ‘how do young 

adults with CTB understand their lived experiences of life skills acquisition?’.  This was 

done by developing a range of topic areas to be covered, in a logical sequence which 

included:  

Setting the scene, for example, getting to know the informants in relation to life skills 

acquisition; what is your current lifestyle e.g. work, study, living arrangements, social 

life? 

Life skills acquisition in childhood and adolescence, that is, what types of life skills 

were acquired/not acquired? what helped or hindered life skills acquisition?  what is the 

difference between acquiring life skills with and without sight?   

Life skills acquisition in adulthood, for instance, what life skills are important/not 

important to you as an adult? what gaps do you have in your acquisition of life skills as 

an adult?  How do you deal with any life skills acquisition gaps?  What advice would 

you give other people, for example, parents of children with CTB about life skills 

acquisition?   

Based on these three topic areas, interview questions were developed in line with 

Minichiello, Aroni, and Hays’ (2008) question types:  describing, telling a story, giving 

an opinion or value, contrasting, and imaging hypothetic, or ideal situations (see Table 

4.2).  It is noted that in the following table, Table 4.2, questions such as ‘what life skills 

do you use in your everyday life?’ were reframed for the parents, for example, ‘what 

life skills does [NAME] use in her everyday life?’.   
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Table 4.2 
 Interview Questions 

Question Type  Example from Interview Schedule 
Description 
Knowledge 

Can you describe your current lifestyle? 
What life skills do you use in your everyday 
life? 

Storytelling 
Structural 

Can you tell me something about how you 
acquired life skills in childhood? 
Can you tell me something about the life skills 
you feel you haven’t acquired? 

 
Opinion/Value 

 
What do you feel were the barriers to acquiring 
life skills in childhood and adolescence? 
What do you think was helpful in your 
acquisition of life skills? 
What life skills do you feel make the most 
contribution to your current life? 
Knowing what you know now, what would you 
do differently in relation to your son or 
daughter’s acquisition of life skills? 

 
Contrast 

 
How is the acquisition of life skills different 
for a person with CTB compared to a person 
who is sighted? 

 
Hypothetical 

 
If I was the parent of a child with CTB, what 
advice would you give me about my child’s 
acquisition of life skills during childhood and 
adolescence? 

 
Posing the Ideal 

 
If resources were no object, what do you think 
the best approach to life skills acquisition 
would look like? 

 

Pilot interviews.  The draft interview schedule was formally tested over two 

pilot interviews with the aforementioned young adult, who had not been selected for the 

purposive sample, because she was not able to recruit a parent.  The first pilot interview 

was conducted by telephone with the main aim of testing the wording, clarity, and 

sequence of the interview questions.  The telephone interview was useful for testing the 

wording, sequence and effectiveness of the questions, however, I had not tested the 

recording process and equipment in the informant’s home environment.  Therefore, I 

arranged to interview the same person that I had interviewed by telephone in the pilot 

interview to test the revised interview schedule and the recording equipment.  This 
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proved to be a valuable opportunity to check how the recording equipment was going to 

work and also to develop confidence in conducting an interview face to face, in an 

informant’s home environment.   

Overall the interview questions worked well, but I needed to make several 

changes to my interviewing style and to the wording and sequence of the questions, in 

order to improve the interviews.  For example, in relation to my interviewing technique 

and the order of questions, I asked the question ‘what life skills do you feel you haven’t 

acquired, which might be useful in your current life?’ and the informant answered by 

talking about the barriers that she had experienced in acquiring life skills.  Instead of 

encouraging her to continue to talk about the barriers, I redirected her back to the 

question about what life skills had not been acquired.  However, two questions later I 

asked the question about barriers to acquiring life skills.  This had the effect of 

disrupting the flow of the conversation and the informant’s train of thought.  In 

response, I needed to modify my interviewing technique, in order to achieve a better 

balance between maintaining the structure of the interview, whilst ensuring enough 

flexibility to respond appropriately, to what the informants wanted to say.   

Another issue related to the unanticipated difficulties associated with recording 

in the informant’s home, for example, finding a suitable position for the iPad recorder, 

in an unfamiliar lounge room.  As such, I discovered when listening back to the 

recording of the second pilot interview, that the iPad had been positioned too far away 

from the informant, to produce a high-quality recording of the interview.  As a result, I 

purchased a new cover for the iPad, which acted as a stand, for closer positioning of the 

iPad to the informant.  After the face-to-face interview, I transcribed the interview 

verbatim from the recording, in order to practise transcribing from the iPad.  The iPad 

proved to be an effective device for both recording the interview and in playback for 
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transcribing.  Details of the recording process will be discussed later in the chapter.  

Apart from those issues, the pilot interview confirmed that the interview questions 

would provide appropriate data to address the research question, ‘how do young adults 

with CTB understand their lived experiences of life skills acquisition?’ 

Role of the researcher.  The role of the researcher and the research relationship 

is central to all aspects of a qualitative research study (Maxwell, 2013; Merriam, 2009).  

As such, the researcher is responsible for the theoretical and practical elements of the 

research including developing the theoretical framework; selecting the sample; 

designing the interviewing schedule; conducting the interviews; as well as effectively 

managing relationships with referral sources, the informants, and others connected to 

the research.  Moreover, Maxwell (2013) noted that the researcher’s role in establishing 

relationships is not limited to building rapport at the start of the research, instead 

relationships are ongoing and need to be well-maintained and managed throughout the 

entire research process.   

A potential challenge in my role as researcher was that I had previously worked 

with each of the young adults as an O&M Specialist.  Whilst there had been a gap of 

several years since working with any of the informants, the fact remained that in the 

past, each young adult had been a client receiving O&M instruction from me.  In 

addition, each parent knew me first and foremost as their child’s O&M Specialist.  My 

primary strategy was to be clear with myself and the informants that my new role was 

as a researcher and that I was no longer an O&M Specialist providing services to them 

as a client.  To reinforce the change in my role, it was important to focus on the key 

responsibilities of the researcher, that is, to explain the study to the informants and 

others, to gather data, and to organise and conduct the interviews.   
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In addition to focusing on my responsibilities as a researcher, I believe the 

rapport and working relationship I had established with the informants in my role as an 

O&M Specialist made it easier to be clear with the informants that my role had 

changed.  A central feature of O&M programs is the critical role of honest dialogue 

between O&M Specialist and client, because ultimately the client’s personal safety is at 

stake.  Also because of the lack of non-verbal cues associated with blindness and visual 

impairment, clarity of communication means that the O&M Specialist and the client 

have to articulate their opinions, concerns, and feedback very clearly.  So, I was able to 

be frank with each informant and advise them that I was not interviewing them in my 

former role as an O&M Specialist, but in my new role as a researcher.  Each informant 

expressed to me in the recruitment and screening phases and during the interviews that 

this was not a problem for them.  However, the issue required careful and consistent 

monitoring throughout the interviewing process, particularly when the informant would 

raise issues relating to their acquisition or non-acquisition of O&M skills.  At those 

times I had to consciously refrain from responding as an O&M Specialist.   

The other relationship that had the potential to impact on my role as researcher 

was my previous professional relationship with the organisations that assisted with 

recruiting informants for the study.  I had been previously been employed by three of 

the four recruiting organisations as an O&M Specialist.  Moreover, I had a well-

established working relationship with the fifth referring organisation, Blind Citizens 

Australia.  The advantage in having this pre-existing relationship with the organisations 

was that it granted me a level of credibility in approaching management to gain 

assistance with the recruitment of informants.  The challenge was that the organisations 

might have viewed my request for assistance, as a request from an ex-employee or as an 

O&M Specialist, rather than as a researcher.  Furthermore, I anticipated varying degrees 
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of resistance, concern, and/or ambivalence from organisations about the referral of 

clients to a research project not under their organisational control.  This appeared to be 

the case with three of the five potential referral organisations that did not refer any 

informants for the research and/or support the study in any form.  One explanation for 

this lack of support is that visual impairment organisations operate in a highly 

competitive and fragmented business environment in Australia.  As a result of the high 

level of competition within and across state borders, there may be a tendency for 

organisations to resist supporting projects/activities outside of their core business and/or 

direct control.  Nevertheless, two organisations were supportive throughout the 

recruitment process, and between them, referred all eight young adults.   

During all stages of the research I had to be mindful of my professional role as 

an O&M Specialist.  Whilst there were many advantages of having three decades of 

experience working with people with visual impairments, there were also potential 

challenges and ethical considerations.  This included the possibility of increased access 

to potentially sensitive material because of the increased trust shown to an insider by the 

informants.  Another potential challenge was the possibility of heightened expectations 

by informants that there would be an ongoing working relationship with me post-

interview, and perhaps raised expectations that an insider might be more responsive to 

the concerns of the informants, than a researcher who did not understand the field.  In 

order to address these concerns, I had to be prepared to deal with any challenges as they 

arose through constant attention to ethics, confidentiality, boundaries, and expectations.  

Overall however, being an insider proved to be an advantage because it provided me 

with increased access to information-rich informants, who trusted me with personal and 

sensitive information, in order to make a difference to the lives of other families of 

young people with CTB.  This level of trust was a profound and constant reminder to 
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adhere to high ethical standards of personal, professional, academic conduct, and 

decision-making in all aspects of the research, for the entire duration of the study.   

Preparing for the interviews.  It was also essential to prepare thoroughly for 

the interviews in relation to travel plans, the logistics of recording the interviews, and 

the subsequent transcription of the recorded interviews.  Each informant was contacted 

by telephone to confirm interview dates and times.  Once the interview dates and venues 

had been confirmed, flights, accommodation, and a rental car were booked for each 

location.  The informant’s home environment was the preferred site to conduct the 

interviews, primarily because it offered an opportunity to informally observe the 

context, in which the informant’s life skills were used on an everyday basis.  Two of the 

young adults lived at home with their nominated parent, so in those cases the young 

adults were interviewed first, with a short break before interviewing the parent.  The 

other two young adults lived in their own home, so their nominated parents were seen 

either later in the day or the next day.  Privacy and confidentiality were ensured by 

making sure the interview took place in a private area of the house with closed doors.   

Whilst the home environment was my preferred interview location, each 

informant was offered the option of being interviewed at an alternative venue if they did 

not wish to be interviewed at home.  As a result, one informant chose to be interviewed 

at their place of study.  However, this proved to be difficult because other students at 

the informant’s place of study, constantly interrupted the interview, by coming into the 

interview room to check when the room would be available for their use.  Overall, the 

informants were flexible and accommodating with dates, times, and venues and 

therefore the travel itinerary for the interviews was developed with minimal problems.   

In all cases, the young adult interviews were conducted before the parent 

interviews to clearly establish that the young adult’s lived experience of life skills 
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acquisition was the primary focus of the study.  However, it was necessary to be 

mindful of confidentiality during the parent interviews, for example, not referring to the 

young adult’s interview or their responses to the interview questions.  It was notable 

that two of young adults advised me post-interview that they had discussed the 

interview with their nominated parent, and this had proven to be a fruitful discussion for 

them.  Several weeks after the interviews were completed, one of the parents 

unexpectedly contacted me by email to say how much they had gained from the 

interview process,   

 
While I was hesitant to give up the time and be “involved” in your project, it has 

actually made me take a better look at my perception of my child’s 

achievements.  I am actually very proud of the independence she has managed 

to achieve, her lovely nature and disposition, also the social situations she 

continues to be, and plans to be, involved with.  However, I still worry around 

safety issues and isolation from others at times.  

 
Each of the parents commented at the end of the interviews that the interview 

process had been a positive experience because it was one of the only times, if not the 

only time, they had had the opportunity to reflect on their lived experience of raising a 

child with CTB.  This was an unforeseen and somewhat surprising consequence of the 

data collection, because it appeared from comments made during the recruitment and 

screening phases of the process, that the parents mainly agreed to be interviewed to 

support the young adults.   

Recording the interviews.  In the initial research design, it was planned to use a 

small Sony handheld digital recorder as the principal recording device with an Apple 

iPad as the backup recorder.  However, in the pilot interview it was found that the 
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Apple iPad offered superior recording quality and ease of transferring audio files to a 

laptop.  As a result, the Sony digital recorder was taken to each interview as a backup 

recording device in case the iPad malfunctioned.  It was observed from the positive 

comments and interest of the informants that the iPad appeared to be non-threatening as 

a recording device perhaps because of the familiarity of all of the informants with tablet 

technology in their daily lives.   

A major limitation of the iPad was that it only had enough memory to record 

and store one ninety-minute file.  Therefore, the file from the iPad had to be transferred 

from the iPad to the laptop after each interview to create enough memory space on the 

iPad for the next interview.  This procedure became a challenge and a high priority 

when interviewing a young adult and a parent at the same address, on the same day, 

with only a short break between the two interviews.  During the short break, the 

recording had to be transferred from the iPad to the laptop.  Whilst this was a relatively 

straightforward process, it was critical to verify that the recording of the interview had 

been transferred successfully from the iPad to the laptop, prior to deleting the file from 

the iPad.  This was done by checking the file size of the transferred recording (45 

minutes of recording equated to a 3.5GB file on average).  In addition, the recording 

was checked by listening to random sections of the recording.  All recordings were 

transferred successfully from the iPad to the laptop.   

Transcribing the interviews.  Each interview was transcribed verbatim by the 

researcher so that a text version of the interview was available for analysis.  It was 

decided not to use an external transcription service because transcribing each interview 

offered a unique opportunity for total immersion in the data collected from informants.  

Thus, the process of transcribing the interviews was regarded in the research design of 

the study as an important interpretative opportunity rather than as an administrative task 
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(Maxwell, 2013; Minichiello et al., 2008; Smith et al., 2012).  IPA requires a semantic 

transcription of each interview that is an accurate record of all the conversation that 

took place between researcher and informant during an in-depth interview (Smith et al., 

2012).  However, IPA does not require a highly detailed record of what Minichiello et 

al., (2008) describe as “non-lexical utterances” such as ‘ums’, ‘ahs’; measurement of 

pauses; and “discourse markers” including ‘yeah’, ‘you know’, and so on (Minichiello 

et al., 2008, p. 119).  Accordingly, these types of non-important utterances were not 

included in the transcripts.   

Laughter was noted in the transcripts because of the regular and somewhat 

unexpected degree of humour expressed by the informants during the interviews.  The 

young adults, in particularly made wry and ironic remarks regularly, during the 

interviews.  Any significant silence in the conversation was also noted, because it 

typically indicated that the informant was reflecting on the question and gathering their 

thoughts to respond.  According to Smith et al. (2012), toleration and management of 

silence by the researcher is a characteristic of effective in-depth interviewing.  

However, silence in normal conversation can create discomfort and is often a signal for 

someone to fill the silence with their own response.  Following Smith et al. (2012), any 

prolonged silences during the interview were used to either prompt the informant to 

expand on an answer, or for the researcher to ask another question. 

A major challenge and opportunity in the transcription process was presented 

when two parents (Mary and Matt) were interviewed at the same time.  Whilst these 

interviews produced a rich amount of data, the two informants would often complete 

each other’s sentences, ask each other questions, and correct each other’s responses.  

This resulted in a complex audio recording, which took many hours of listening and re-

listening, to transcribe accurately.  However, the advantages of having a father involved 
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in the interviews and the dynamic between the mother and father reflecting on their 

individual and joint lived experience of the young adult’s acquisition of life skills, 

outweighed any difficulties associated with conducting and transcribing the interviews.   

The data collected from the interviews provided rich raw data to analyse and 

thus better understand the lived experience of life skills acquisition with CTB.  Each 

completed transcription was emailed to the relevant informant in electronic form as an 

attachment to the email, so that they could check that it was an accurate record of the 

interview.  The young adults were able to review the attachment using voice output on 

their computer.  The informants were asked to either identify any errors in the 

transcription or confirm that the transcript was an accurate record of the interview by 

return email.  There were only minor corrections of names of people and places, 

however this did not impact on the meaning of the data because any identifying names 

and places were changed in the final version of the transcript to preserve the informant’s 

confidentiality.   

Ethical Considerations 

Throughout the study, the researcher had to meet the requirements of the formal 

ethical standards of the university, to conduct the research, and to ensure academic and 

personal integrity throughout the study (National Health and Medical Research Council, 

2007).  As part of receiving ethical clearance from the Griffith University Human 

Research Ethics Committee (Appendix A), several potential ethical issues, associated 

with the research design of the study, were identified and addressed.  These were 

primarily in the areas of recruiting informants, data collection, and data analysis.  For 

example, the initial letter to each referral organisation seeking assistance with 

recruitment made it clear that the organisation would not be informed whether clients 

referred by the organisation, had decided to participate or not participate in the study.  
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This action was taken to preserve the privacy of the person, to safeguard the relationship 

between the person and the organisation, and to respect the person’s decision to 

ultimately participate or not participate in the study.  Whilst the organisations that 

referred informants abided by the conditions set out in the initial letter, an unanticipated 

ethical challenge arose, when individual O&M Specialists employed by the referral 

organisation, in other words former colleagues, asked informally if any of ‘their clients’ 

[emphasis added], had participated in the project.  These requests for information were 

declined, however it did highlight the need to be constantly vigilant of challenges to the 

ethical conduct of the research project and the need to safeguard the informants’ privacy 

and confidentiality.   

Another challenge to the informants’ confidentiality was the fact that there are 

relatively few people in the Australian population with CTB.  Therefore, it would be 

potentially quite easy to identify an informant, from events described in the transcripts, 

even when details such as names, places, and dates were changed.  Additional care was 

taken in the final draft of the transcript to be aware of any details of events or places, 

which could identify the informant.  Furthermore, it was important to be vigilant when 

visiting smaller towns not to discuss the purpose of my visit in detail with people in the 

community, because there was a high probability that a young adult might be the only 

person with CTB in that town.  Confidentiality was also tested on a few occasions when 

young adults would ask whether one of their friends with CTB was being interviewed in 

the research project.  The standard response to that type of request was “you might have 

to ask your friend”.   

Another confidentiality issue was ensuring that no content from an interview 

with a young adult was shared with their nominated parent and vice versa.  It was 

anticipated that an informant might want to ask what their relative had said during their 
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interview, but this was not the case.  In the initial discussion with each informant, it had 

been made clear that the interviews would be conducted in private and that the content 

of the interview would be confidential.  However, it was also explained that if the young 

adult and parent chose to discuss the interview after I had departed, that it was their 

decision.  On one occasion one of the young adults wanted to know, after they had 

answered a question, how other young adults had answered that same interview 

question.  I considered it reasonable to answer the young adult’s question with a general 

account of what other young adults had said, without mentioning names, places or 

specific events, which might have identified any young adult participating in the study.  

Overall, the informants were respectful of the confidentiality requirements of the study 

and the privacy of other informants.  As a result, no major ethical dilemmas were 

encountered however, it was necessary to be constantly mindful of potential ethical 

dilemmas throughout the data collection process.   

The University Ethics Committee identified five interview questions during the 

application for ethical clearance, as being ethically sensitive in that they could have 

resulted in potential distress on the part of the informant.  In the case of the young 

adults, there were four ethically sensitive questions: ‘what life skills do you feel you 

haven’t acquired, which might be useful in your current life?’, ‘what were the barriers 

to acquiring life skills in childhood and adolescence?’, ‘how is the acquisition of life 

skills different for a person with CTB compared to a person who is sighted?’ and ‘if I 

was the parent of a baby with CTB, what advice would you give me about my child’s 

acquisition of life skills during childhood and adolescence?’.   

The Ethics Committee identified the same four questions for the parents as being 

ethically sensitive as well as a fifth question, ‘knowing what you know now, what 

would you do differently in relation to your son or daughter’s acquisition of life skills?’.  
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Overall the young adults did not express any upset about the above-mentioned 

questions.  However, it was clear that all the parents expressed more emotion on the 

question related to barriers to life skill acquisition and particularly to the question about 

‘knowing what you know now, what would you do differently?’.  It was important to 

demonstrate sensitivity in the timing and delivery of these questions, and also to show 

respect and empathy, in listening to the informants’ responses to these questions.  Time 

was allocated at the end of each interview to debrief.  This was an opportunity for the 

informant to talk about any concerns and/or clarify any issue/s that arose in the 

interviews.  In addition, each informant was reminded about the point in the information 

sheet statement, that support services could be arranged post-interview if that was 

needed.  None of the informants required additional follow-up support and this was 

largely due to two reasons, the attitude and approach of the informants in being able to 

talk openly and with humour about their lived experiences, and my experience and skill 

in interviewing people with visual impairments with sensitivity and empathy for over 30 

years.   

Establishing and maintaining the ongoing security of the data collected was an 

ethical as well as a methodological issue.  As discussed, all 14 interviews were recorded 

on an iPad and the files transferred to a laptop.  At the end of each day of interviewing, 

the interview files were saved to a password protected folder with 256-bit encryption on 

the laptop, and also backed up to a password protected, external portable hard drive.  

Once transcribed, files were also saved in the password-protected folder on the laptop, 

with backup to the password protected external hard drive.  At the completion of the 

transcription process all identifying details not affecting the meaning of the informants’ 

responses were disguised to ensure privacy and confidentiality.  All print copies of text 

files were stored in a locked filing cabinet in a secure home office.   
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A commitment to ethics also applies to the analysis of the data.  As a practical 

strategy consistent with hermeneutic phenomenology, the research design employed the 

hermeneutic circle to subject my pre-understandings of how young people with CTB 

acquire life skills, to modification and correction in the light of the data that was 

collected and analysed.  Following Gadamer (2004), the main requirement of the 

hermeneutic circle process was to remain open to what the collected data had to say 

about the phenomenon of life skills acquisition and subsequently remain open to 

modifying or correcting the suspended theoretical or practical understandings.  The 

application of the hermeneutic circle will be discussed in more detail later in the data 

analysis section of this chapter.   

Trustworthiness, Credibility, Dependability, and Transferability 

A fundamental issue surrounding the importance of validity and reliability of all 

research, is whether the researcher, the methods of data collection, interpretation and 

analysis, and the findings of the research are credible and can be trusted (Maxwell, 

2013; Merriam, 2009).  This is particularly relevant where the reader relies on the 

research to inform practice or decisions, which impacts on the lives of others, as is the 

case with education, therapy, disability, and health studies (Merriam, 2009).  The 

researcher therefore has a primary responsibility to ensure that the research is valid and 

reliable in relation to the design and conduct of all aspects of the research.  As Patton 

(1990) stated, “the validity and reliability of qualitative data depend to a great extent on 

the methodological skills, sensitivity, and integrity of the researcher” (Patton, 1990, p. 

11).  Thus, the role of the researcher was pivotal to the validity and reliability of the 

research design particularly in relation to the data collection and data analysis.  Prior to 

outlining the specific steps taken in the research design to maximise validity and 
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reliability, it is necessary to discuss the long-standing controversy surrounding the use 

and relevance of the terms ‘validity’ and ‘reliability’ in qualitative research.   

An unresolved controversy is whether the terms validity and reliability, which 

originated in quantitative research, are appropriate for the aims and assumptions of 

qualitative research (Lincoln & Guba, 1985; Lincoln, Lynham, & Guba, 2011; 

Maxwell, 2013; Merriam, 2009).  Merriam (2009) defines external validity as being, 

“…concerned with the extent to which the findings of one study can be applied to other 

situations” (p. 223) and reliability as, “…the extent to which research findings can be 

replicated” (p. 220).  Opponents of the use of the terms validity and reliability in 

qualitative research, claim that the assumptions and aims of qualitative research are 

fundamentally different to quantitative research, therefore alternative terms are required 

(Lincoln & Guba, 1985; Lincoln et al., 2011).  In the case of this study, for example, the 

primary goal was to explore each individual informant’s unique lived experience of life 

skills acquisition, which limited the findings being able to be generalised to other 

situations or replicated.  In response to the debate about the appropriateness of the terms 

validity and reliability in qualitative research, Lincoln and Guba (1985) advocated for 

alternative terms such as trustworthiness, credibility, dependability, and transferability 

as being more appropriate to qualitative research approaches.  Following Lincoln and 

Guba (1985) therefore, the study employed the terms trustworthiness, credibility, 

dependability, and transferability as replacement terms for validity and reliability.   

The research design incorporated key strategies to address what Maxwell (2013) 

refers to as “validity threats” (p. 121), that is, serious threats to the credibility, 

dependability, and trustworthiness of the research, particularly in relation to data 

collection, data analysis, and the research findings.  Thus, to paraphrase Maxwell the 

fundamental question asked in relation to the research design was, ‘how might I be 
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wrong?’ in my choice of methods, analysis, interpretation, and findings (pp. 121-123).  

According to Maxwell (2013), the two most common validity threats in qualitative 

research are researcher bias and researcher reactivity (pp. 124-125).   

Researcher bias relates to the subjectivity of the researcher and researcher 

reactivity is the impact or influence that the researcher has on the research, the setting 

and the informants (Maxwell, 2013, pp. 124-125).  In the Ethical Considerations section 

in this chapter, my previous working relationship with each of the informants and the 

main referral organisations was discussed.  It was concluded that the potential validity 

threats raised by the previous working relationship was counterbalanced by increased 

assistance with recruitment of informants, rapport with informants, and trust shown by 

informants.  However, the potential for researcher bias and reactivity during the data 

collection phase needed to be constantly monitored, particularly in regard to issues 

surrounding O&M and the informants’ acquisition or non-acquisition of independent 

travel skills.  As a result, it was critical to be clear with the informants that my 

involvement in the research was as a researcher collecting data for the study, not as an 

O&M Specialist addressing orientation and mobility issues.  Another strategy for 

dealing with researcher bias and reactivity was the use of the hermeneutic circle in the 

data analysis phase of the research.  The hermeneutic circle provided a highly effective 

and transparent method of explicitly identifying and dealing with my preunderstandings, 

presuppositions, and expectations associated with the research.  Following Gadamer 

(2004), it was essential to be open to having my “prejudices” (p. 273) towards the 

phenomenon of life skills acquisition subject to formal examination, modification, and 

correction in the light of the informants’ understanding of the phenomenon.   

The interviews were conducted, from initial negotiations to final session, over a 

period of six months.  During that period, regular contact was made with the informants 
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to arrange the sending of information kits and collection of consent forms; to schedule 

the first and second interviews and travel plans; to organise the verification of draft 

transcripts; and to generally communicate with the informants.  My previous work with 

the informants coupled with my extensive experience in the field of blindness and 

vision impairment over the past 30 years appeared to provide a level of credibility with 

the informants.  However, this could not be taken for granted and as discussed in the 

methodology, the working relationship between the researcher and the informants 

required constant, careful, and sensitive monitoring over the course of the data 

collection.   

One of the biggest challenges in the initial stages of the research was engaging 

the parents in the purpose of the research.  Three of the five parents participated in the 

interviews, primarily because their adult child had specifically requested their 

involvement.  Even after providing consent to participate in the interviews, two of the 

parents were noticeably unenthusiastic about making themselves available for 

interviews.  The reticence of two of the parents to be interviewed represented a 

significant validity threat to the study, because of the potential impact on the purposive 

sample if they were to have withdrawn from the research.  That is, had any parent 

withdrawn from the interviewing process, it would have meant the loss of their valuable 

contribution to the data and furthermore, the potential loss of their child’s contribution 

to the research as well.  Given the difficulties in recruiting a purposive sample due to 

the low incidence of CTB in Australia, the potential loss of information rich informants 

was a major validity threat to the purposive sample in the initial phase of the data 

collection process.   

The strategies employed to encourage the parents’ involvement in the research 

included being extremely flexible regarding the timing and venue of the interviews.  
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Accordingly, this required a sensitivity to the fact that all of the parents had demanding 

jobs, so the interviews needed to fit in with their work and home schedules.  Whilst the 

parents initially chose to participate in the research in response to their adult child’s 

request, the parents also reported that they wanted to help other families by sharing their 

experience.  These specific strategies addressed the validity threat associated with 

parents potentially withdrawing from the study.   

As each transcribed interview was completed in draft form, it was sent to the 

respective informant to be checked for accuracy of content and meaning.  Informants 

were asked to check and confirm that the transcript of their interview was accurate.  In 

cases where the transcript was not accurate, the informants were asked to note any 

corrections by return email.  Any corrections were then made to the transcript.  It was 

pleasing to note that all of the transcripts checked by informants were accurate with 

only minor corrections required.  The final corrected transcript was then analysed.  The 

fundamental approach to the research was one of openness and willingness to learn in 

order to understand how the informants made sense of the phenomenon of life skills 

acquisition.  Following Smith et al. (2012), the homogeneous purposive sample 

provided an opportunity to examine patterns of divergence and convergence in relation 

to the variation of the young adult and parent accounts of the lived experience of life 

skills acquisition.   

An area where discrepant data posed a validity threat was where young adults 

and parents provided glowing feedback about the positive impact that certain service 

providers had made on their acquisition of life skills.  However, in my professional 

dealings with these particular service providers, I had experienced a number of 

difficulties over several years related to the quality of their service delivery and their 

lack of professionalism.  In this case, the advice of Minichiello et al. (2008) was 
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followed, “…the qualitative researcher is not primarily focused on finding out the truth 

per se but rather the truth as the informant sees it to be” [original emphasis] (p. 111), 

which is consistent with the interpretative approach.  Moreover, my professional 

presuppositions held towards these service providers were explored using the 

hermeneutic circle, in the analysis of the interview transcripts.   

The parent informants strengthened the credibility and trustworthiness of the 

research in two main ways.  First, the parent’s account of their adult child’s life skills 

acquisition added a layer of credibility to the young adult’s account particularly in 

relation to describing and understanding key events.  This was especially the case in 

understanding the early years of the young adult informants’ lives. that is, prior to the 

young adults’ first memories as a child.   Second, exploring the convergence and 

divergence between parent accounts contributed to the richness of the data collected, the 

findings, and the discussion.     

Data Analysis 

The interview transcripts were analysed using a systematic approach 

recommended by Smith et al. (2012, pp. 84-90) [see Figure 4.2] 

 

 

Figure 4.2 Analysis (IPA) of transcripts process  

Figure 4.2 provides an outline of the data analysis process using IPA (Smith et al., 

2012).  It is important to note that steps 1-4 were performed for an individual 
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informant’s transcript before moving to the next informant’s transcript (step 5).   Step 6 

involved identifying patters across all the informants’ transcripts.   

Step 1.  Initial reading and rereading of a hard copy of each informant’s 

transcript was commenced, in order to become immersed in an individual informant’s 

understanding of their lived experience of the phenomenon of life skills acquisition with 

CTB.  Step 1 also included relistening to specific sections of an informant’s recorded 

interview, to reacquaint myself with the voice of each informant.  Informal notes were 

made in my research diary to capture first impressions of each informant’s transcript.    

Step 2.  Formal and extensive notes were taken for each transcript.  The 

notetaking technique used involved making three categories of comments: (i) 

descriptive comments focused on the main points, events, and order of events, contained 

in the informant’s responses to the interview questions (typed in normal text); (ii) 

linguistic comments captured the informant’s use of language, their tone, and any 

insightful and/or noteworthy quotes (typed in italicised text); and (iii) conceptual 

comments involved interpreting the descriptive and linguistic comments, at a conceptual 

and more abstract level (typed in bold text).   The right margin space of the hard 

transcript was used to note descriptive, linguistic, and conceptual comments.  Initially, 

my approach was to write the three types of comments whilst reading through the 

transcript.  However, it was found that making descriptive, linguistic, and conceptual 

comments necessitated different approaches to interpreting the transcript.  Accordingly, 

a more effective approach was to concentrate on only one type of comment on each read 

through, for example descriptive comments, then to move on to linguistic comments, 

then to conceptual comments. 
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Step 3.  The hermeneutic circle of interpretation was used to identify emergent 

themes from the descriptive, linguistic, and conceptual comments made on each 

informant’s transcript (Gadamer, 2004).  The first aspect of following Gadamer’s 

approach to using the hermeneutic circle (2004) was to enter the hermeneutic circle as 

Heidegger posited “in the right way” (Heidegger, 1927/1962, p. 195).  This involved 

approaching the data analysis with a clear intention to subject my preunderstandings 

about life skills acquisition with CTB, to clarification, modification, and correction by 

reflecting on the informants’ accounts of their lived experience.  In addition, each 

transcript was analysed by considering the descriptive, linguistic, and conceptual 

comments (the parts) in relation to the entire transcript (the whole) and vice versa 

(Gadamer, 2004).  By utilising the hermeneutic circle, themes began to emerge from my 

engagement with the data.  Following Smith et al. (2012) succinct statements such as 

‘bridges and barriers to life skills acquisition’, ‘ends and means in relation to life skills 

acquisition’, and ‘defining life skills’ were created in order to capture and reflect the 

informant’s understanding of important aspects of life skills acquisition.  

Step 4.  Once steps 1-3 had been completed for an informant’s transcript, the 

emergent themes were mapped to determine the similarities and differences between 

themes, and also whether some themes appeared to be more important than others.  To 

map the themes, a master list of themes was created, printed, and then cut up into 

individual themes.  Each theme was then considered in terms of emergent patterns and 

connections.  Themes that appeared to be similar were then sorted into groups.  Themes 

that could not be grouped were designated as standalone themes.  A provisional table of 

emergent themes for each informant’s transcript was created.  

Step 5.  Steps 1-4 were repeated for each informant’s transcript.  Saturation was 

reached when no new themes emerged from the detailed analysis of the data.  
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Step 6.  Patterns were identified across all transcripts.  This involved comparing 

the provisional tables of themes for all transcripts to determine patterns and 

connections.  Superordinate and subordinate themes emerged from this process.  

Superordinate themes were those dominant themes that connected and made sense of 

the subordinate themes.  A master table of themes was created from this process (see 

Table 5.1 Summary of Superordinate and Subordinate Themes in the next chapter).  

In this chapter the methodology of the research study was presented.  This 

included an overview of the research design; an introduction to the young adult 

informants; the interview schedule and process; ethical considerations; the 

trustworthiness, credibility, dependability, and transferability of the research; and data 

analysis.  In the next chapter, the findings of the data analysis will be presented. 
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Chapter 5: Findings 

The purpose of this chapter is to present the findings in relation to the research 

question, ‘how do young adults with CTB understand their lived experiences of life 

skills acquisition?’.  As discussed in the previous chapter, an Interpretative 

Phenomenological Analysis (IPA) of the data from the young adult and the parent 

informants was conducted in order to describe and subsequently interpret, the 

informants’ understanding of the phenomenon of acquiring life skills with CTB.  In this 

chapter, the superordinate themes, subordinate themes, and key findings will be 

presented.   

 Four superordinate themes emerged from an IPA of the data: (1) understanding 

life skills, (2) acquiring disability-specific skills, (3) reaching adulthood with life skill 

gaps, and (4) making sense of independence.  The first theme ‘understanding life skills’ 

describes how the informants defined the term ‘life skills’ and understood the 

phenomenon of life skills acquisition.  The second theme ‘acquiring disability-specific 

skills’ examines how the informants understood socio-cultural requirements to acquire 

disability-specific skills, in addition to generic life skills, during childhood and 

adolescence.  Theme three ‘reaching adulthood with life skill gaps’ examines the 

informants’ unanimous conclusion that the young adults had not acquired certain life 

skills considered essential for living an independent life as an adult.  The fourth 

superordinate theme, ‘making sense of independence’ explores the informants’ 

understanding of ‘independence’ in relation to the means and ends of life skills 

acquisition.  Table 5.1 displays a summary of the superordinate and subordinate themes:   
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Table 5.1  
Summary of Superordinate and Subordinate Themes 

Superordinate Themes Subordinate Themes 

1. Understanding life skills 1.1 defining ‘life skills’  
1.2 life skills acquisition as ‘a means to an end’  
1.3 appraising life skill acquisition 

2. Acquiring disability-specific skills 2.1 acquiring generic life skills/disability-specific 
skills concurrently   
2.2 the intervention of disability-specific skill 
specialists  
2.3 bridges and barriers to generic life skill 
/disability-specific skills acquisition 

3. Reaching adulthood with life skill gaps 3.1 gaps in life skill acquisition  
3.2 addressing the gaps in life skills acquisition 
3.3 beliefs about acquiring life skills with sight 
and with blindness 
  

4. Making sense of independence 4.1 independence and life skills acquisition – the 
young adults  
4.2 independence and life skills acquisition – the 
parents 

  

Theme 1. Understanding Life Skills 

Superordinate theme 1 described how the informants understood the term ‘life 

skills’ and the notion of life skills acquisition.  At the beginning of the interviews, each 

informant was asked to define the term ‘life skills’.  This question was posed prior to a 

more detailed examination of the young adults’ lived experience of acquiring life skills 

in childhood and adolescence.  Accordingly, three interconnected subordinate themes 

emerged: (1.1) defining ‘life skills’, (1.2) life skills acquisition as ‘a means to an end’, 

and (1.3) appraising life skills acquisition.   

Sub-theme 1.1 Defining ‘life skills’.  The young adults readily understood and 

regularly used the term ‘life skills’, to describe a range of generic skills, which they 
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considered essential to be able to cope with everyday life and achieve quality of life 

goals in the future.  Nicole defined life skills as, “the skills you need for living…for 

everyday life…the skills that I need in order to be an independent person”.  Jessica 

spoke about life skills in terms of preparation, “preparing yourself either to live out of 

home away from your parents or to live independently amongst your parents, if that’s 

how you want to be”.  Molly described life skills as, “[the] things that you learn, to help 

you do, whatever you’re trying to do”.  Dylan stated that life skills were, “…something 

you learned that is critical for your advancement throughout life”.   

The young adults talked about life skills in the context of tasks and routines 

associated with their daily lives.  For example, Nicole described her morning routine in 

preparation for TAFE (Technical and Further Education), 

 
I make my own breakfast…by myself.  I dress myself and you know do hair, 

teeth, clothes, whatever else and then pack stuff I need for TAFE like lunch, 

laptop, and whatever else…if it’s a non-TAFE day then…I’ll do any washing 

that needs to be done, hang it out on the line, and when I get home from TAFE, I 

normally wash any dishes up if I need to, if there’s anything left over from the 

morning.  Normally my brothers and I don’t have time in the morning to do it so 

I just do it for them …[I] help out with the house, you know house duties.  

(Nicole) 

 
Nicole’s description of her morning routine highlighted how key life skills such 

as personal hygiene and grooming, preparing meals, washing and hanging out clothes, 

washing up dishes, and mobility, made sense in relation to the social context of sharing 

a house with others.  This understanding of life skills as making sense in terms of 

everyday tasks, routines, and social interaction, was shared by all the young adults.   
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The other specific life skills identified by all the young adults related to 

communication and interpersonal skills.  For example, Dylan explained how effective 

communication skills enabled him to request assistance at university, 

 
My communication skills are critical cause being blind I have to be able to ask 

for assistance where it’s needed.  For example, with university if I need 

something [and] I can’t get something…I have to be able to ask for something 

and that takes spot on communication with lecturers and tutors and what have 

you because they’re besieged with requests everyday…I guess it’s been instilled 

in me since I was a very young child that it’s so critical with my disability, to be 

able to voice what I need, when I need it and the way I need it.  (Dylan) 

 
  It was noteworthy that Dylan talked about using communication skills as a life 

skill, which enabled him to contend with blindness in his daily life, by effectively 

seeking assistance at university and in other areas of his life.   

Other specific life skills mentioned by the young adults included, time 

management, dealing with money, budgeting, using a mobile phone and computers, 

making and retaining friends, catching taxis, personal hygiene, using make up, 

shopping, and managing contraception.  Cooking and mobility were regarded by all the 

young adults as the most important life skills to acquire because they underpinned 

survival.   

Jessica explained how life skills related to grooming and personal appearance 

were important to her, “you’ve got to be able to look presentable as well and that’s not 

just making sure that the colours are in the right places.  Making sure that your hair’s 

brushed, that you present well” (Jessica).  Dylan stated that he was aware of the 

importance of choosing and wearing clothes that are age-appropriate, in order to fit in 
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with his peers, “I can, as you can see, pick clothing that is age-appropriate sort of 

thing.  If you’re not 100 years older than you are then obviously you have got that life 

skill to be able to pick the appropriate clothes” (Dylan).  It was interesting to reflect on 

Jessica and Dylan’s comments about personal grooming in terms of how a person who 

is totally blind understands the notion of appearance, particularly in relation to how they 

appear to others.  Blindness meant that the young adults had not had the opportunity to 

visually appraise their own appearance or the appearance of others in relation to styles 

of clothes, coordination of colours, hairstyle, make up, and so on.  For example, the 

young adults had not had the visual experience of checking their own appearance in a 

mirror, which is one of the main, albeit taken for granted ways, that a sighted person 

will use throughout the day, to check their appearance in relation to how they present to 

others.  Nevertheless, the life skills of personal grooming and appearance held meaning 

for Dylan, Jessica, and Nicole.  It should be noted however that personal appearance did 

not hold as much importance for Molly as the other young adults.  Molly reported, “I 

mostly don’t care what I wear as long as I look all right pretty much”.  Molly also 

explained how sighted people were overly preoccupied with the appearance of things, 

“I think in the sighted world there’s too much focus on the child has to look right…”.   

The parents’ understanding of the term ‘life skills’ was consistent with the 

young adults, in that they defined life skills as the practical ‘know how’ needed, to 

perform the tasks and routines of everyday life.  Patricia understood life skills as the 

practical skills needed to complete household tasks effectively and efficiently, 

“…learning how to use a vacuum cleaner, learning how to change a bed, learning how 

to do your washing up properly, learning how to cook yourself a meal…”.  Mary 

described life skills as,  
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…to cope with everyday life events, like going places, meeting people, being 

able to cook as well, being able to communicate with people…problem solving 

…being able to cook and feed and do all those other things.  Your grooming and 

your personal hygiene and all those types of things.  (Mary) 

 
All of the parents were able to readily identify the key life skills that a person 

needs in order to cope with the demands of everyday living.  The parents’ list of key life 

skills incorporated the key life skills reported by the young adults, that is cooking, 

mobility, personal hygiene, grooming, and communication, as well as an extensive 

range of specific life skills related to “looking after yourself” (Matt).  The parents’ list 

also included life skills such as understanding mobile phone and gym contracts, 

nutrition, problem solving, financial management, and personal safety.  The specific life 

skills identified by the parents were relatively homogeneous across all of the parent 

informants, suggesting a shared social understanding of the essential life skills a person 

needed to acquire, in order to cope effectively with the demands of daily life.   

The finding that the parents were able to identify a more detailed list of life 

skills compared to the young adults was perhaps not surprising given the central role 

and responsibility of a parent in a child’s acquisition of life skills.  That is, the parent 

informants had substantial experience in being actively involved in the life skills 

acquisition of the young adult informants, as well as other children in their families.  In 

addition, each parent had acquired their own comprehensive set of life skills over the 

course of their life.  Accordingly, each parent’s definition of the term life skills, was 

based, on his/her lived experience as an individual, and also as a parent.   

Sub-theme 1.2 Life skills as ‘a means to an end’.  All the informants 

understood life skills as a primary way to be able to achieve outcomes such as being 
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able to cope effectively with daily life and achieve quality of life outcomes.  This telic 

link between the means and ends of life skills acquisition was largely presupposed by 

all the informants.  For example, Nicole described the acquisition of life skills as, 

“learning how to develop the skills you need for living, for everyday life, so you can do 

what you want to do and do it safely”.  In Table 5.2, the young adults’ definitions of life 

skills acquisition have been split into means and ends: 

  
Table 5.2  
The Means and Ends of Life Skills Acquisition: Young Adults 

Informant Means End 
Molly  [The] things that you 

learn… 
…to help you do, whatever you’re trying to 
do. 
 

Jessica  Preparing yourself… …to live out of home away from your 
parents or to live independently amongst 
your parents…. 
 

Nicole  Learning how to develop 
the skills you need… 

…for living, for everyday life, so you can 
do what you want to do and do it safely. 
 

Dylan  A life skill is something 
you learned that is 
critical… 

…for your advancement throughout life. 

 
Table 5.2 depicts how the young adults understood that the acquisition of life 

skills was the means to achieve quality of life outcomes.  The parents’ understandings 

of life skills acquisition are separated into means and ends in Table 5.3.  It is 

noteworthy in Table 5.3, that Geraldine was the only informant to define life skills in 

relation to a broader social outcome, that is, “…to keep us socially acceptable”.  For the 

other informants, the ends of life skills acquisition were interpreted exclusively in 

relation to an individual’s self-reliance in being able to cope with daily life and achieve 

his/her aspirations in life.   
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Table 5.3  
The Means and Ends of Life Skills Acquisition: Parents 

Informant Means Outcome 
Geraldine  “the skills that you need…”  

“all of the things like shopping, paying 
bills, cleaning…” 
“all the things that we do…” 
“[the] skills of conversation, earning a 
living…” 
 

“to lead a good life…” 
“to keep us socially 
acceptable”   

Patricia  “learning how to use a vacuum cleaner, 
learning how to change a bed, learning 
how to do your washing up and do your 
washing up properly, learning how to 
cook yourself a meal…” 
 

“to live 
independently” 
 

Mary 
 
 
 
Matt 

‘like going places, meeting people, being 
able to cook as well, being able to 
communicate with people…problem 
solving” 
 
“being able to cook and feed and do all 
those other things.  Your grooming and 
your personal hygiene” 
 

“to cope with 
everyday life events” 
 
 
 
“looking after 
yourself”  

Michelle  “[Dylan] needs to learn to cook and 
survive, and, independently get about” 

No outcome identified 

 
In contrast to the other parents, Michelle did not identify a clear outcome in her 

understanding of Dylan’s life skill acquisition.  Instead, she described Dylan’s life skills 

acquisition in terms of what she regarded as the serious gaps in his current life skills.  

Michelle identified that Dylan had two main life skills acquisition gaps.  First, he had 

not acquired fundamental life skills in childhood and adolescence.  Second, he was now 

not motivated to use a number of life skills he had acquired in order to be more 

independent.  It was clear during the interviews that this issue was extremely frustrating 

for Michelle.   

 
He has this perception that he is going to get married and have children.  Well 

you know, you actually have to do some things…nobody wants a child on their 
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hands.  You need to be independent and be able to do all these things [life 

skills].  (Michelle) 

 
It was interpreted that the most pressing outcome for Michelle was that Dylan 

needed to acquire the motivation to acquire and perform life skills, in order to live a 

more independent and productive life as an adult.  The motivation to pursue certain 

means, in order to achieve desired/required outcomes, was largely presupposed by the 

other parents because they appeared to understand and accept that their adult children 

were motivated to acquire and perform life skills.  

Sub-theme 1.3 Appraising life skill acquisition.  In the interviews, each 

informant was asked to identify the life skills, which the young adults had acquired and 

not acquired to date.  The informants’ appraisal of the young adults’ acquisition of life 

skills was immediate, unequivocal, and dualistic.  That is, life skills were immediately 

assessed as either acquired or not acquired.  It seemed from the informants’ certainty 

about their appraisal of the young adults’ life skills that they instinctively ‘knew’ 

whether or not the young adults had acquired various life skills.  This made it difficult 

to determine the criteria being used by the informants to make such an assessment.   

The findings suggested that when a life skill had been acquired to a satisfactory 

standard, the acquisition of that life skill was taken for granted by the informants.  As a 

result, there was little discussion by the informants about life skills that had been 

acquired.  In contrast, there was notably more attention and discussion related to the life 

skills, which had not been acquired to a satisfactory standard.  The informants’ appraisal 

of the young adults’ gaps in life skills acquisition will be discussed in more detail in 

superordinate theme 3: reaching adulthood with life skill gaps.   
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Theme 2. Acquiring Disability-Specific Skills   

All the informants understood that disability-specific skills of the ECC, such as 

O&M, independent living skills, and social skills, needed to be acquired because of 

visual impairment.  It was noteworthy however, that the informants did not appear to 

see any connection between the acquisition of disability-specific skills and the 

acquisition of generic life skills.  This was despite the apparent and significant overlaps 

between disability-specific skill and generic life skill acquisition, particularly in relation 

to mobility, social skills, independent living skills, and technology.  Instead, the 

informants made a clear distinction between their lived experiences of acquiring 

disability-specific skills and acquiring generic skills.  Central to this distinction 

appeared to be an understanding that the acquisition of disability-specific skill was 

related to school-based, educational activities and outcomes, whilst generic life skills 

acquisition took place outside of the school environment.  Nevertheless, the young 

adults were expected to acquire disability-specific skills and generic life skills 

concurrently during childhood and adolescence.   

The informants’ distinction between generic life skills acquisition and disability-

specific skills acquisition, and the requirement to acquire both types of skills 

concurrently, will be represented in this chapter by use of the term, ‘generic life 

skills/disability-specific skills’.  As such, superordinate theme 2 consisted of three 

subordinate themes: (2.1) acquiring generic life skills/disability-specific skills 

concurrently, (2.2) the intervention of disability-specific skill specialists, and (2.3) 

bridges and barriers to generic life skills/disability-specific skills acquisition.   

Sub-theme 2.1 Acquiring generic life skills/disability-specific skills 

concurrently.  The young adults took for granted the requirement to acquire disability-

specific skills because of blindness.  As Nicole explained, “I think I just went about 
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it...don’t think it bothered me…didn’t really faze me at all”.  Jessica described how 

having a disability meant having to acquire additional skills in order to deal with the 

disability, 

 
I think [for] everyone with a disability…there is a certain skill set you have to 

learn…even though you’re learning these other things [generic life skills]…you 

have a certain set of circumstances with which you have to live and you have to 

learn to accommodate them because basically if you don’t, you won’t get 

anywhere.  (Jessica) 

 
All the young adults accepted the socio-cultural requirement for them to acquire 

generic life skills/disability-specific skills concurrently but as mentioned, they 

understood that disability-specific skill acquisition was related to their school-based 

education, and generic life skills acquisition took place at home and in the broader 

community.  The finding that the young adults made a clear distinction between school 

and home, in relation to life skills acquisition, suggests a potential lack of congruence 

and transferability of life skills acquired at home and at school.  This point will be 

discussed in more detail in Chapter 6.  

The parents understood the requirement for the young adults to acquire 

disability-specific skills, in relation to their overall responsibilities and care as parents, 

to ensure their child’s wellbeing and development.  Whilst the parents were aware that 

their child would need specific interventions because of blindness, they reported that 

there was a lack of specialised support, information, and services available to help them 

understand the purpose and value of disability-specific skills,  

 



CHAPTER 5: FINDINGS 

 

108 

It was hard because we were in [name of regional town] and there just didn't 

seem to be a whole lot of services around…there just wasn't the support services 

around particularly when Jessica was very young, to help us.  It was just 

parenting skills, advice from family and friends.  (Patricia) 

 
Geraldine and Matt both talked about how at the time, organisations meant to 

assist people who were blind or visually impaired did not provide services for the 

parents of babies that were born blind,   

 
So, [name of ex-husband] walked into the [name of local blindness organisation] 

and said, ‘we’ve just been told our child’s blind, what do we do?’  Basically, 

they couldn’t give him any information.  They just said we haven’t had a blind 

child in 20 years…so there weren’t any services really available.  (Geraldine) 

When [Nicole] came home I rang [name of local blindness agency].  I said to 

them you know I’ve just had this baby and it’s going to be totally blind and they 

said at the time that we don’t cater for babies.  We just cater for adults so we 

can’t help you.  (Matt) 

 
As a result, the parents did not receive information and/or advice about the 

purpose of disability-specific skills acquisition, or how they could effectively facilitate 

generic life skills acquisition at home.  Despite this, all the parents complied with the 

tacit requirement for the child to acquire disability-specific skills because of blindness.  

In addition, the parents reported how in the absence of specialist advice they did what 

they thought was best for their child’s development.  As Mary (Nicole’s mother) 

explained, “…at the hospital, they just said that she’ll be blind.  So, after five months in 

hospital we went home with the baby… and then just went with it”.  (Mary)  
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It should also be noted that at the time, Geraldine and Michelle were new 

parents and therefore had no prior parenting experience.  Michelle described her 

strategy for acquiring generic parenting life skills,  

 
It’s a big issue [knowing what to do as a new parent], especially with the first 

child.  You don’t really know what the next step is.  You’re just sort 

of…watching other people.  I used to sneakily watch other people’s kids about 

the same age.  (Michelle) 

 
It is also important to note that the internet was not available at the time, so the 

parents were not able to independently access information online.  All the parents 

reported how they had to rely on family, friends and their own judgement about how 

best to parent a child with CTB.  Most of the parents reported how isolating and 

difficult it was, to not have specialist support services, early in their parenting role.  

This situation only changed when intervention services from disability-specific skill 

specialists eventually became available after their child commenced school.   

Sub-theme 2.2 The intervention of disability-specific skill specialists.  All the 

informants with the exception of Geraldine complied with the requirement to 

accommodate the intervention of disability-specific life skill specialists, in order for 

their child to acquire disability-specific skills.  The intervention of disability-skill 

specialists typically began when the young adults started school and continued until 

they completed their final year of secondary school.  Overall, the informants accepted 

the professional intervention of specialists to teach the young adults disability-specific 

skills because of blindness.  For the young adults, the intervention of specialists was 

mostly regarded as useful,  
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I think they’re important people to have because they’re specialists at what they 

do and they know the best ways to teach us.  Sometimes people, whether it’s 

family members or whether it’s friends, try to show you these things [life skills] 

but because they haven’t had any previous experience on how to, or been 

trained in how to do those things, they don’t necessarily know the right ways I 

guess.  (Nicole) 

 
Nicole tempered her positive appraisal of specialist intervention with a comment 

about how her friends who were blind or visually impaired had a more negative view of 

the intervention of disability-specific skill specialists,  

 
I know some of my friends… don’t really like the thought of O&M instruction.  

Some of them are actually quite insulted by it [life skills instruction].  I just 

thought well it’s part of life you know you have to learn it…maybe they feel 

they’re being looked down upon…I don’t know.  (Nicole) 

 
The other young adult informants generally accepted that acquiring disability-

specific skills via the intervention of trained specialists was necessary because of their 

blindness.  The parent informants mostly shared this positive view, however Geraldine 

reported how she struggled with accepting the invention of specialists in the life of her 

family,  

 
… I saw all the agencies that I needed to be involved with, [they] were all 

people that we had to have a lot to do with and I didn’t make the most of that 

because it made me angry, because they’re not people I’d choose to know 

otherwise…we had a few lists of exercises and things to go through with her, 

which we did and I did so really begrudgingly to be very honest.  (Geraldine) 
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Geraldine explained that she had been thrust into the world of disability because 

of Molly’s blindness and this appeared to give rise to a level of resentment.  Moreover, 

Geraldine found that she did not understand the roles of the various specialists working 

with her daughter, “I had no understanding of what an Occupational Therapist did, or a 

Physiotherapist…nor was that explained”.  In addition, Geraldine described how 

because Molly only had one disability, that is blindness, it was difficult to make sense 

of the approach and aims of the therapists working with children who had multiple 

disabilities, 

 
I was told that most of the therapists were dealing with children with multiple 

disabilities so [Molly] was a bit of a newbie for everybody and I ended up 

feeling that she was a problem to be solved, rather than my child to be loved.  

(Geraldine) 

 
Geraldine’s understanding of the aims and approach of specialists, which was 

summarised in the poignant comment, “I ended up feeling that she was a problem to be 

solved, rather than my child to be loved”, appeared to have a major and long-term 

impact on her compliance with formal disability-specific skill specialist interventions,   

 
Everybody I was getting to know was telling me ok you only have to do this for 

ten minutes and here’s the program to do this and I just wanted a child to 

love…so I didn’t want to do that…the life skills I think would be about me 

having got some counselling …[what] having a child with a disability meant, so 

that I was more accepting of it…and then probably some knowledge around 

what these agencies actually did…what the benefit to my child was actually 
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going to be…rather than seeing people interfering…people [who were] giving 

her skills that she needed for life.  (Geraldine) 

 
The other parents accepted the intervention of specialists to assist their child to 

acquire disability-specific skills, however Geraldine’s narrative highlights how such 

compliance cannot be taken for granted.  Moreover, whilst the young adults and parents 

generally accepted the intervention of specialists, they described how the quality of the 

interventions varied considerably.  The variation in the quality of life skills acquisition 

interventions will be discussed in the next subordinate theme.   

Sub-theme 2.3 Bridges and barriers to life skill/disability-specific skill 

acquisition.  All the informants reported how the attitudes and approaches of family, 

friends, disability-skill specialists, could make a positive or negative impact on the 

acquisition of generic life skills/disability-specific skills.  As such, the informants were 

able to readily recall individuals and events that had contributed to or hindered the 

young adults’ acquisition of generic life skills/disability-specific skills during childhood 

and adolescence.  In each case, the informants described the people and events in the 

form of an anecdote about the person, location and circumstances.  Overall, it was also 

found that the informants relayed their anecdotes with a strong undercurrent of positive 

and negative emotion and not as a dry, detached, and chronological account of lived 

events.  Moreover, all of the informants were able to readily conclude in dualistic and 

unequivocal terms whether the person and/or event represented a positive influence on 

generic life skills/disability-specific skills acquisition (a bridge) or negative influence (a 

barrier).  It was found that the attitude and/or approach of certain individuals had the 

greatest bearing on whether the informants regarded the individual in question as a 

bridge or a barrier to generic life skills/disability-specific skills acquisition.   



CHAPTER 5: FINDINGS 

 

113 

Bridges to generic life skills/disability-specific skills acquisition.  All the young 

adults described how the positive and constructive approach and/or attitude of certain 

individual family members, teachers, and specialists assisted their acquisition of generic 

life skills/disability-specific skills.  For example, three of the young adults, Jessica, 

Nicole and Dylan, identified their parents as being an important bridge to life skills 

acquisition.  Nicole described how her mother facilitated her acquisition of life skills, 

“Mum showed me how to make my own lunch and all that sort of stuff.  I learned how to 

do that, which was good [be]cause I could pack what I wanted…she was awesome”.  

Dylan also spoke about his mother’s pivotal role as a bridge to acquiring life skills,  

 
Mum and Dad were told that because I couldn’t see, I’d never walk, I’d never 

talk and I’d never crawl.  Now Mum sat with me for hour, after hour, after hour, 

after hour, and she just kept talking to me and they had little rattily toys there so 

you know I could play with things, and use my hands to sort of you know bounce 

things up and down and what have you, and they used to be rough with me.  Oh, 

not rough but they’d play with me and throw me…you know up and down and 

catch me sort of thing.  I remember that and I used to love it!  (Dylan) 

 
For others, people who had experience working with people who were blind 

were instrumental in helping them gain valued life skills.  For example, Jessica 

mentioned that she had successfully completed a cooking course with a trained chef in 

2006.  The chef had previously taught cooking to another young person with CTB and 

therefore he was able to teach cooking in a manner that was meaningful to Jessica, 

“…that was good.  I’ll be forever grateful for that otherwise I wouldn’t be able to cook 

even”.   
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Molly described how a particular O&M specialist had a positive influence on 

her being able to move into her own apartment in the community.  According to Molly, 

the O&M specialist provided orientation to the new apartment and local area, as well as 

mobility training for her to be able to travel more safely and efficiently to her various 

destinations.  What was particularly meaningful for Molly, was how the O&M 

Specialist assisted her through regular discussion, to reflect on and better understand the 

impact that total blindness had on her ability to acquire life skills and disability-specific 

skills.  From these discussions, Molly stated that she was able to come to a deeper and 

more idiographic understanding of acquiring life skills as a person who is totally blind.  

“[Name of O&M Specialist] has been the main one as far as life skills, because when 

I’ve had talks with her, she’s basically told me why I’m having trouble and stuff, 

whereas before no one ever did”.   

Other bridges to life skill and disability-specific skill acquisition identified by 

the young adults included being involved in the daily routines of the family from an 

early age; the influence of peers as role models; and useful feedback from sighted 

people.  For example, Nicole described how she was able to use feedback to stop the 

socially unacceptable childhood habit of eye poking, which is a mannerism sometimes 

associated with congenital blindness, 

 
You know how some people put their hand in their eye?  [eye poking to simulate 

the eye].  I used to do that really badly when I was younger…I kind of got out of 

that quick smart cause it didn’t look very good.  I got feedback from everyone.  I 

used to do it pretty badly but I don’t do it now.  (Nicole) 

 
Similarly, Dylan explained how throughout childhood he received feedback 

from family and specialists about turning to look at people when conversing with them, 
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That is a really interesting facet of my communication skills that when you are 

talking I can hear where you are, look at you, not necessarily straight in the 

eyes but look at you in your general direction and pay you the respect that a 

normal sighted person would be able to pay you just automatically.  When I was 

taught to look at people it took me years to catch on because I was thinking well 

why?  What’s the point?  There’s no physical point to it, to look at them, 

because I’d never been able to experience that facet of communication because I 

had never seen, to know that people did that.  (Dylan) 

 
Dylan’s awareness of facing the person he was speaking to, was a life skill that 

had been also acquired by Jessica and Nicole, because they both turned to face the 

interviewer during the interviews, when either answering or listening to the questions.  

In contrast, Molly would occasionally look towards the interviewer however the 

majority of the time she would speak and listen with her head down.   

Dylan also explained how he taught himself to get around his grandparents’ 

property, “I taught myself, by myself…I haven’t done it for three years but I could do it 

perfectly now…”.  Nicole described how a friend who was blind, was a motivation and 

yardstick for her, in being able to live independently with blindness, “my friend lives off 

the blind pension, rental assistance, mobility allowance…he gets by and he smokes and 

drinks [and] if he can still afford to pay rent, food, I can’t see why I can’t”.   

Consistent with the young adults, all of the parents could identify particular 

individuals who had made a positive contribution to their child’s acquisition of generic 

life skills/disability-specific skills.  The parents also mentioned several organisations, 

both government and non-government, which had provided useful services and support 

to the young adults and to their role as parents.  Most of the parents also identified 
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supportive family and friends as a bridge to generic life skills acquisition.  For example, 

Patricia (Jessica’s mother) talked about how her youngest son provided both support for 

Jessica, and also sibling rivalry, which challenged and motivated Jessica to acquire life 

skills, 

He [name of Patricia’s youngest son] just had an understanding that there were 

things that he could do that Jessica couldn't do, that needed help, and he was 

quite happy to step in and help where he could.  I think that sibling rivalry 

helped Jessica a lot too and help shape who she is today.  (Patricia) 

 
In addition, the parents identified individual specialists and teachers as bridges 

to their child’s generic life skill/disability-specific skill acquisition.  Michelle, 

Geraldine, and Patricia explained how the attitude and actions of specific specialists 

made a positive contribution to their role as parent during childhood and adolescence, 

 
She [a special education specialist] treated him [Dylan] just like any other child 

and sort of pulled us up if there was anything we needed to do I suppose… she 

was a fun, loving lady you know and she treated all the kids the same…when 

Dylan had something on, the others [siblings] could all go too.  So, he was part 

of the family.  He wasn’t isolated out sort of thing… she was our best 

advice…that’s for sure.  (Michelle) 

 
The parents particularly valued professionals who were genuine, committed, and 

compassionate in their approach, 

 
So those two people [an O&M specialist and a TVI] I think are angels.  Cause I 

just saw their total attitude…there was nothing patronising.  You never got that 

feeling they’re paid to do this job.  You got the feeling that they were doing 
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something they actually loved to do and I just wished there were more people 

like that.  (Geraldine) 

 
Another bridge identified by Matt and Michelle was receiving helpful words of 

advice in relation to raising a child who had a disability,  

 
I often remember when Nicole was born, she was baptised straight away 

because of the risks there.  This nun actually, her words to me were, ‘these 

children are given to special parents’…I’ve always remembered that.  So that’s 

always been in the back of my mind.  It’s been challenging but you learn from it.  

(Matt)   

We met an amazing person [the hospital matron] that said to us once, ‘don’t give 

Dylan any more disability other than the blindness he’s got’.  He’s only blind 

and as much as that’s massive, we didn’t need to give him any hang-ups about 

it.  (Michelle) 

 
Those two pieces of advice were particularly meaningful to Michelle and Matt 

as maxims to parent by, and as such represented an indirect, albeit important, bridge to 

Dylan and Nicole’s acquisition of generic life skills/disability-specific skills.   

Matt and Patricia explained how their own mortality was a motivating factor and 

thus a bridge to generic life skills/disability-specific skills acquisition,   

 
Well at the end of the day, Mary and I aren't going to be here forever.  You know 

your number’s up one day and you want to be making sure you left your 

children, be they sighted or non-sighted, that they’re capable of carrying on and 

they’re set up as best as you can.  (Matt) 
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Patricia expressed a similar concern, “I’m not going to be around forever, and I 

suppose the older I get the more I am aware of that”.  Matt and Patricia’s understanding 

of their mortality introduced a sense of temporality and urgency to their parenting, in 

terms of their adult children needing to become self-reliant in adulthood, and not remain 

functionally dependent on them as parents, or on other people.  It was notable that 

Geraldine and Michelle did not mention their own mortality in the context of their adult 

children becoming more self-reliant.   

Patricia identified how having access to high quality resources was a bridge to 

Jessica’s acquisition of generic life skills/disability-specific skills related to sex 

education,  

They [the TVI] actually had physical objects in the suitcase that could help 

explain things to Jessica like a flaccid penis, an erect penis, like a vagina, and 

how do you put a condom on and books that were age-appropriate in braille 

that Jessica could actually read and then ask questions.  Like using tampons, to 

pads, or pads to tampons.  It was just a wonderful, wonderful thing.  (Patricia) 

 
In summary, the main characteristic of bridges to generic life skills/disability-

specific skills acquisition for the young adults and the parents, seemed to be related to 

the attitude and approach of a person and/or organisation.  For the informants, the most 

important attributes of any person working with the young adults were, an accepting, 

positive, and inclusive attitude towards CTB; a practical approach to providing their 

support and services; a dedication and passion for the work; and for the parents a 

recognition and respect for the values of the family, and the challenges facing the 

parent/s raising a child with CTB.   
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Barriers to generic life skills/disability-specific skills acquisition.  The young 

adults were unanimous that the lack of services and support for their parents in early 

childhood, was a perceived barrier to their acquisition of generic life skills and 

disability-specific skills.  As Nicole explained, “I know Mum and Dad mentioned to me 

[that] in the rural areas there wasn’t a lot of help, only in the big cities”.  It was notable 

that all the young adults had been made aware by their parents, that the lack of services 

and support for their parents, represented a barrier to their acquisition of generic life 

skills/disability-specific skills.   

Apart from a lack of support and information for their parents, Dylan and Nicole 

did not identify any direct barriers to their acquisition of generic life skills/disability-

specific skills.  Jessica described how she was “smothered” with assistance at school, 

which made it difficult for her to function independently at school,   

 
…I think for a lot of congenitally blind people…a lot of the time during school 

you’re smothered…you’re probably smothered for a very good reason…because 

you are blind and because you need help…but then that smothering can often be 

a bad thing because…what’s going to happen to you when you get out in the 

real world?  (Jessica) 

 
It was not being “smothered” per se that seemed to be a barrier for Jessica, it 

was that she had not been taught the skills and strategies, to be able to effectively 

manage the smothering in relation to her blindness and emerging independence.  In 

addition, Jessica spoke at length about the ambiguous messages she received in 

childhood and adolescence about needing to be independent, but also having to 

constantly contend with sighted people assuming she needed help because she was 
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blind.  In reflection, Jessica understood that being “smothered” as a child was a barrier 

in her quest for independence as an adult.   

  The parents identified how systemic problems represented a barrier to disability-

specific skills acquisition.  For example, Geraldine and Michelle talked about how the 

system of contracting, allocating, and training teacher aides to support children with 

disabilities in school, was a barrier to life skills acquisition.  For Geraldine, a barrier to 

disability-specific skills acquisition was caused by problems with teacher aide training 

and turnover of staff,  

 
[Molly] had a succession of aides, which were usually university students 

looking for part-time work.  So, by the time they assimilated to the role, found 

out about Molly’s needs, got the training they needed, it was halfway through 

term two and then their contract finished at the end of term two, and then you 

got a new one for term three who was treading water until the end of term three, 

cause they weren’t coming back.  (Geraldine) 

 
For Michelle, a barrier was a lack of appropriate training for and monitoring of 

teacher aides, which resulted in Dylan’s teacher aides adopting a maternalistic approach 

to their support,   

 
They all want to become his mother, and they don’t want to just step back.  So 

therefore, we had to always say he’s got parents…you have to let him be part of 

the class because he’s been part of the family.  He has chores and everything 

from day dot, like the others [her other children].  But we always had trouble 

with that with teacher aides.  When he was young, they just want to cocoon 

them, so that’s hard.  (Michelle)   
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It seemed from Michelle’s comment that the maternalistic approach of the 

teacher aides was a barrier to disability-specific skills acquisition at school because it 

served to alienate Dylan from his classmates.  Such an approach also had the potential 

to undermine her role as Dylan’s mother.  Michelle was unequivocal in her view that 

the teacher aide’s role was to facilitate her son’s inclusion in the classroom in a way that 

was consistent with how Dylan was included in the family at home.  It was also notable 

that Michelle’s report of Dylan being cocooned at school resonated with the way 

Jessica’s described her lived experience of being constantly “smothered” at school.  In 

both cases, Dylan and Jessica were denied opportunities to become more self-reliant at 

school because of the unwillingness of teacher aides and others, as Michelle said, “to 

just step back”.   

Matt and Geraldine described how they had experienced discriminatory attitudes 

when trying to enrol their child in local schools,   

 
I actually went to enrol her in the local kindergarten, which was [name of 

school] and there was a principal there at the time [who] took me aside into her 

office and she said ‘I think it’s time for you to realise that your child can’t come 

to our school’…. I said could you explain to me why she can’t come?  ‘Well 

there’s a school for children like her and it’s time for you to realise [that]’ and I 

said… what school’s that?...and she said [name of institution for children with 

multiple disabilities].  But I said but Molly’s visually impaired...that’s her only 

disability.  She said ‘no we don’t take children like her’.  (Geraldine) 

 
Likewise, Matt experienced similar discrimination when he tried to enrol his child 

in a mainstream school, 
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We approached a school close to us, it was a Catholic school and we were 

trying to get her set up to go there.  It would have been a lot easier in terms of 

transportation etc. and they just kyboshed it.  It was all too hard…although they 

were saying and preaching “we’ll take kids [with disabilities]”…it just got too 

hard for them didn't it?  (Matt) 

 
In Geraldine’s case, she took her complaint about the principal of the local 

school to the educational authority in her state.  After a review process, the educational 

authority approved Molly’s enrolment at the school, “I was told Molly was the first 

child with a disability to be funded into the normal school in [name of state]”.  Matt 

reported that he wrote a letter of complaint to the principal but did not receive a reply.  

Instead, Matt and Mary enrolled Nicole in another school that welcomed her and 

provided the necessary supports for her inclusion in the school.   

The attitude and approach of some family members also impacted on the 

acquisition of generic life skills.  Michelle described how the attitude of her extended 

family was a barrier for Dylan, “… you’ve got people [extended family members] who 

will completely indulge Dylan and ignore the others [siblings] or completely ignore 

Dylan and indulge the others…and it’s very difficult”.  Michelle’s comment about the 

attitude and approach of family members was said with a high degree of frustration and 

emotion.  This suggested that her extended family’s tendency to indulge or ignore 

Dylan, had been a long-term and serious issue, in relation to being able to establish clear 

and consistent expectations about life skills acquisition for Dylan, within her family.  

Likewise, Geraldine talked about how her extended family and friends showed great 

interest in Molly when she was small child.  However, that attention dissipated as Molly 

grew, “when you’ve got a child with a disability, they’re very easy to love, but people 
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become a bit awkward around people with disabilities as they get a bit older” 

(Geraldine).  

Geraldine and Patricia also identified how their own attitude and approach may 

have represented a barrier to generic life skill acquisition.  Geraldine reported, “there’s 

lots of things I would do for Molly differently now…I think our [Geraldine and her 

husband’s] lack of knowledge and skill at the time may have assisted her not reaching 

the potential that I believe she had”.  Geraldine explained that she and her husband did 

not have the support or information to acquire the knowledge and skills, to effectively 

parent a child with CTB and this may have resulted in a barrier to Molly’s life skill and 

disability-specific skill acquisition.  As discussed, Geraldine concluded that she would 

have benefited from counselling to better accept and support Molly’s blindness.   

Patricia explained how her concern about “holding Jessica back” was based on 

her fears for Jessica, “I suppose the mum in me is terrified of her failing because I know 

it’s such a big wide world out there…”.  Other barriers to generic life skill/disability-

specific skill acquisition identified by the parents included being caught in the middle of 

disputes between service providers in relation to ‘ownership’ of clients and regional 

areas, the ongoing shortage of specialised services in regional Australia, and poor 

access to counselling services.  These were barriers that persisted throughout childhood 

and adolescence and continued to be perceived as ongoing issues at the time of the 

interviews.   

“Messed up”: Molly’s account of acquiring disability-specific skills.  Molly 

provided an extensive and insightful account of the barriers she faced in acquiring 

generic life skills/disability-specific skills in childhood and adolescence.  She described 

her lived experiences of acquiring generic life skills/disability-specific skills with CTB 

as “messed up”.  For example, Molly recalled how she struggled with acquiring braille 
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skills but the sighted people around her were not cognisant of her struggle but instead, 

showed a tendency to patronise her efforts,  

 
But the “sighties” [sighted people] didn’t see that [the difficulties learning 

braille], they thought I was really good at it, they didn’t see me having trouble 

with it… anything I do that I’ve been taught to do by sighted people they look at 

me like oh wow you’re good at doing that, but they don’t see that I’m frustrated 

or that I’m actually having trouble doing something.  (Molly) 

 
Molly also described the ambiguous messages she received from specialists and 

her parents in relation to generic life skills acquisition, “basically my Dad or my Mum 

were teaching me one thing, then I’d go off to [name of a blindness organisation] and 

I’d learn a different way to do it”.  Molly also talked about how as a child, sighted 

people encouraged her to run her hands over their faces, in order to recognise them,  

 
They used to grab my hand and run it over their faces and I actually didn’t like 

it…because they were also trying to teach me about personal space and all the 

rest of that…[they would say] ‘I don’t mind you doing that’ [running her hands 

over their face].  And I was like but I don’t feel right…and really touching 

somebody’s face…it didn’t tell me much…it’s the whole difference between 

sight and touch coming back I suppose.  (Molly) 

 
Molly reported how she had been bullied in high school because she had been 

allocated assistive technologies,  

 
[The teachers] didn’t teach me how to handle when sighted kids would do stuff 

to my computer either because that’s something I ran into when I was in high 

school…sighted kids would come up, because I had the only talking computer in 
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the class, and they would type all over my work…or they would actually throw 

horrible stuff at my computer so I didn’t know it was there till I was about to 

type.  (Molly) 

 
According to Molly, the main barrier to generic life skills/disability-specific 

skills acquisition was not the bullying per se but that her teachers had not equipped her 

with the skills, to effectively deal with the bullying she received as a result of using 

technology that was different to her sighted peers.  In reflection, Molly concluded that 

the generic life skills/disability-specific skills she was expected to acquire in childhood 

and adolescence lacked meaning for her as a person without sight,  

 
[Life skills] were being taught the sighted way and it was visual stuff anyway.  

No wonder I was having trouble learning it.  It wasn’t really life skills that were 

for blind people…I was basically being taught to be like a sighted person.  They 

thought of me as a sighted person who can’t see…and some of the ways I’ve 

been taught to do things I found in the end not right for me so I’ve had to change 

them into ways that work for me, rather than what I’ve been taught to do.  

(Molly) 

 
Molly’s comment that “they thought of me as a sighted person who can’t see” 

referred to what she regarded as sightcentric understanding and approach by the sighted 

people around her in childhood and adolescence, which did not take into account or 

value “blind ways” to acquire life skills relevant to a person who is blind.  In response, 

Molly reported how she questioned, and ultimately rejected, a number of sighted 

imperatives associated with what she regarded as “the sighted way” of acquiring life 

skills,  
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I think in the sighted world there’s too much focus on the child has to look right, 

has to act right, has to not look like they’re blind… a lot of what I was learning 

at school through all levels up to College basically was focused mostly on how I 

can do things quickly rather than just how I can do them…I’ve learned my own 

timing and I don’t feel very comfortable moving between a sighted person’s 

timing and my timing.  It doesn’t feel right any more…well it never did.  (Molly) 

 

Theme 3. Reaching Adulthood with Life Skill Gaps 

The informants were unanimous in their understanding that the young adults had 

reached adulthood with gaps in their acquisition of generic life skills.  As discussed in 

subordinate theme 1.3: appraising life skill acquisition, the young adults and parents 

immediately and unequivocally knew that the young adults had reached adulthood with 

life skills acquisition gaps.  However, the criteria used by the informants to make that 

assessment was largely presupposed and thus unclear.  Superordinate theme 3 consists 

of three subordinate themes: (3.1) gaps in life skills acquisition, (3.2) addressing the 

gaps in life skills acquisition, and (3.3) beliefs about acquiring life skills with sight and 

with blindness.  These three subordinate themes map how the informants understood the 

gaps in the young adults’ acquisition of life skills.   

Sub-theme 3.1 Gaps in life skill acquisition.  The young adults identified a 

relatively concise list of specific life skills, including cooking, housekeeping, time 

management, and mobility skills, which they understood as gaps in their life skills 

acquisition.  For example, cooking was a life skills acquisition gap for both Dylan and 

Nicole,  

 
Cooking will make a contribution but it hasn’t at the moment because I’m still 

under mum and dad’s roof and I don’t need to worry about going into the big 
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wide world as yet but it’s [cooking] still something that needs significant 

development.  (Dylan) 

Well I think knowing how to cook that’s probably one of them…I do it now 

[cooking] but it’s only every now and then.  If I do get a place of my own I’d like 

to [learn to use the stove]…I just don’t see the point in learning two stoves [the 

current stove and her parents’ stove] when I can learn just one at my own house 

and then I’d just do it there.  (Nicole) 

 
Jessica identified her inability to use a white mobility cane effectively and 

efficiently as a life skill gap,  

 
I’m still learning [the long cane] and I hate that fact in myself.  It’s kind of like, I 

should have learnt this by now {said with strong emotion accompanied by a wry 

laugh}…I shouldn’t have to have people [O&M Specialists] telling me, ‘swing it 

that way’.  (Jessica) 

 
In contrast to the young adults’ limited list of life skills acquisition gaps, the 

parents reported an extensive list of gaps in the young adults’ acquisition of life skills.  

Matt and Mary (Nicole’s parents) identified time management, job seeking skills, an 

understanding of financial contracts for mobile phone and gym memberships, managing 

money, and using a white mobility cane correctly, as some of the life skills that Nicole 

had not acquired.  Michelle identified the following gaps in Dylan’s life skills 

acquisition,   

 
He [Dylan] needs to learn to cook and survive, and, independently get about…so 

many things really.  Just general everyday things he does not know but needs to 

learn…cleaning and doing washing, all those sort of things…then there’s his 
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own independent mobility to get out and about…the cooking’s a huge thing.  He 

could never leave home until he learns to sort of feed himself you know…there’s 

also the eating skills and learning to eat properly and all that sort of stuff as 

well, which he’s still not brilliant with.  He won’t use a knife and fork [he uses] 

a fork and fingers.  (Michelle) 

 
Consistent with the other parents, Geraldine reported how her daughter Molly 

had serious gaps in her life skills acquisition, even though Molly was living in the 

community on her own, at the time of the interviews.  According to Geraldine, Molly’s 

life skills gaps were time management, cooking, shopping, forming friendships, 

understanding nutrition, personal safety, housekeeping, and independent mobility.   

In addition to gaps in life skills acquisition, both Michelle and Geraldine 

mentioned that some life skills had been acquired by their offspring but lost over time.  

According to Michelle, Dylan had acquired the life skill of eating with a knife and fork 

in childhood and adolescence, but he no longer used that life skill.  Likewise, Geraldine 

reported how when Molly lived at home, she had acquired mobility and banking skills, 

but now she could no longer perform those life skills at an independent standard 

because she used sighted help,  

 
Some of the skills that Molly had as a 20-year-old … she doesn’t have now.  I 

know that using things like the ATM that she was really skilled in.  All of the 

mobility that she was quite good at…the learned routes she knew [but] … now 

she isn’t a mobile person really…she goes for a walk occasionally but she goes 

with a sighted guide…she needs to have somebody else with her.  (Geraldine) 

 
Patricia described how even though Jessica had good communication and 

interpersonal skills, she had not yet acquired the social life skills to manage, what 
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Patricia described as, “the intensity” of her friendships with other people, especially 

with males,  

 
Jessica’s a 21-year-old and her hormones are hopping…[She] just develops 

such a strong attachment to whomever it may be…there’s one particular person 

who’s actually involved in the [name of community group], well she’s formed 

such an attachment to him [an older man in a leadership role who is married 

with children]…and sometimes you’ve just got to say Jessica, back off a 

bit…you know the position that he’s in…the way you’re almost throwing 

yourself at him is inappropriate for his standing…but all she is clutching onto is 

the friendship…there’s nothing else there…just the friendship that she’s trying 

to clutch on to.  (Patricia) 

 
Geraldine reported how Molly’s functional and social dependence on a regular 

taxi driver had been financially exploited by the driver,  

 
When she was living at the university…she had a taxi driver who used to pick 

her up …she ended up losing $18,000 out of her bank account through that taxi 

driver because he would say ‘I haven’t got time Molly [to take you to the bank], 

give me your card [bank card]’.  He befriended her as well [he was] an older 

gentleman, my age… he then said to her…’ok you need groceries…give me your 

card and I’ll go and do that’.  He ended up the holder of Molly’s card but I 

hadn’t realised that…he would ring up and he could do a phone transfer out of 

her investment account into her normal trading account then he could access 

that money.  There’d also been a credit card set up with a $2,500 limit that was 

now maxed out.  (Geraldine) 
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For both Patricia and Geraldine, fundamental gaps in life skills for dealing with 

the demands and challenges of everyday life, had contributed to their daughters both 

being and remaining ‘at risk’ of exploitation, by unscrupulous people.  

Sub-theme 3.2 Addressing the gaps in life skills acquisition.  The young 

adults had developed a pragmatic way to address the gaps in their life skills acquisition, 

which involved utilising sighted assistance to supplement whatever standard of life 

skills they had acquired, in order to complete everyday tasks such as cooking and 

mobility.  The tactic of using sighted help to cope in everyday life, represented a move 

away from complying with the presupposed socio-cultural expectation in childhood and 

adolescence, which young people with visual impairments needed to master disability-

specific skills, in order to function independently.  As such, the young adults had begun 

to question and challenge the effectiveness and meaningfulness of disability-specific 

skill interventions such as O&M, as ‘a means to an end’.  For example, Jessica 

described her ambivalence towards using the white mobility cane, 

 
I actually use my cane now as a singing prop to keep myself straight and 

orientated [whilst singing in the choir].  That happened about two years ago.  

Before that I hated the thing [the white mobility cane].  I mean I still do hate the 

thing [because] it hinders progress [and] the fact that it’s a piece of metal that, 

in my opinion, ultimately doesn’t really have much use except to wrap you 

around poles and sandwich boards {laughed when saying this}.  Also, the fact 

that it’s white…I mean look, it may seem very funny that I can’t see colour and 

yet I hate the thought of it being white…I would much prefer it to be any 

different colour … purple, green, black even.  (Jessica) 
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On one hand, Jessica understood the rational rationale for mastering the white 

mobility cane, that is, the cane offered protection, information, and identification.  On 

the other hand, Jessica had reached an idiographic understanding that using the white 

cane was also embedded with negative meanings for her.  As such, Jessica reported that 

she was now not motivated to undergo further training in order to improve her skills 

using the white cane.  Instead Jessica explained how she preferred to travel to 

destinations with a sighted guide, “If I had my way I’d much prefer to be led 

everywhere… I would much prefer to do what Stevie [Wonder] does, forget the cane”.   

All of the young adult informants understood that the disability-specific skills 

(the means) they had complied with in childhood and adolescence, could be varied in 

adulthood, if/when those means were found not to be personally meaningful and/or 

effective.  For example, Molly had acquired O&M skills to be able to independently and 

effectively catch public buses to various destinations.  The issue for Molly was not the 

acquisition or performance of O&M skills.  It was that she had to contend with the 

unsolicited, patronising comments of the sighted people around her, whenever she 

caught the bus, 

 
I used to go on buses to places and people would be like ‘oh you’re so brave, 

you’re so incredible’, ….  And I really felt like I was on stage in the 

spotlight…but [when] I would come to the same place a different way [such as], 

a taxi or someone would drop me off … the exact same people would be just like 

‘oh hi, how are going?’…so I just got sick of using buses because of this whole 

being looked at and being in the spotlight.  (Molly) 

 
Molly’s pragmatic response to avoid “being looked at and being in the 

spotlight” was to use a different mode of transport.  So instead of catching the bus, 
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Molly now used taxis.  By choosing a different means of transport, Molly found that she 

could effectively avoid the unwanted attention, patronising comments, and general fuss 

shown by others.   

The parents regarded the young adults’ reliance on sighted assistance to perform 

basic life skills such as cooking and mobility, not as pragmatism, but as a choice to 

remain dependent.  Moreover, the parents understood the young adults’ gaps in life 

skills acquisition as evidence that the young adults were not yet equipped to live an 

independent and productive life as an adult.  Patricia described how Jessica was not 

ready to leave home, “she lives semi-independently [in a self-contained flat downstairs] 

but she’s certainly not independent enough to move out away from home”.  Geraldine 

felt that Molly continued to be ‘at risk’ living on her own, because of serious gaps in her 

life skills acquisition related to dealing with her own banking, personal safety, and 

social skills.  As Geraldine explained, “I’d rather Molly wasn’t living independently.  

No that’s not right, I’d rather her living in a more supportive environment.  I always 

have worried about her safety.  I know she’s been in unsafe situations”.  (Geraldine) 

It was noteworthy that the parents were not particularly concerned about the 

factors that had contributed to the young adults reaching adulthood with gaps in their 

basic life skills.  Instead, the parents’ frustration, was primarily directed towards the 

young adults’ current lack of motivation, to acquire a more independent standard of life 

skills.  When asked why Dylan might not want to be more independent, Michelle 

explained that he had “plateaued” in his life skills acquisition,  

 
We’re secure and we’re safe where we are, and the next step is a bit spooky, and 

he’s like this every time, and we’re there now at the moment…It’s actually got 

worse since he’s got older because when he was younger he wasn’t too bad.  He 
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did learn to use those things [a knife and fork] but he found them hard.  So now 

he’s got lazy and stubborn and won’t… If Dylan feels he can get out of it… he 

will get out of it and not even try and learn it.  (Michelle) 

 
Michelle mentioned that she regularly compared Dylan’s attitude and current 

standard of life skills acquisition, to his two younger, sighted siblings.  It was clear from 

Michelle’s frustrated tone that Dylan was not meeting Michelle’s expectations of how a 

19-year-old person should be functioning.  Michelle was asked how Dylan could 

address his current lack of motivation to be more independent and she replied,  

 
Interest in a girl or us probably being cruel to be kind and leaving him a bit 

more.  It will be a hard, little stepping platform {said with a sigh}.  If he went 

into a flat, even though he wouldn’t survive, it would probably be the making of 

him.  (Michelle) 

 
The ‘sink or swim’ solution, that is move out of home and be forced to cope, 

was also suggested by Mary (Nicole’s mother) and Patricia (Jessica’s mother).  Molly’s 

mother Geraldine suggested a more structured approach, “if you’re talking about life 

skills…it needs to be a couple of years of really highly resourced support, for people to 

be able to succeed living independently”.   

Despite their parents’ frustration, the young adults reported that they were 

currently living lives that were personally satisfying, productive, and rewarding despite 

the gaps in acquisition of life skills.  The young adults appeared content to continue 

using sighted assistance to supplement their life skills and accordingly did not appear to 

see any pressing need to address the gaps in their acquisition of life skills.   
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Sub-theme 3.3 Beliefs about acquiring life skills with sight and with 

blindness.  Underpinning the young adults’ strategy of using sighted assistance to 

address the gaps in their life skills, were several core beliefs about how life skills are 

acquired, and performed by people with sight and people who are blind.  The first belief 

was that people with sight are able to acquire and perform life skills more efficiently, 

effectively, and judiciously than people who were blind.  Second, sighted assistance had 

surrounded the young adults since they were born and this led to a belief that sighted 

help was usually available and, in many ways, ineluctable.  Third, sighted help was a 

viable means to an end.  These three beliefs appeared to underpin the young adults’ 

choice and preference for using sighted help in everyday life.   

Sighted people are more effective and efficient at acquiring life skills.  All the 

young adults had formed an understanding that sighted people were more effective, 

efficient, and accurate in acquiring generic life skills when compared to a person who is 

blind.  As Dylan explained,  

 
A sighted person can see to pick up what other sighted people are doing during 

the early childhood years and as such they can pick up on life skills, without 

having to do like four times the amount of effort a blind person would have to 

do.  (Dylan) 

 
Dylan’s insightful comment that “a sighted person can see to pick up what other 

sighted people are doing”, captured how the ability to see is embedded and 

presupposed in how life skills are typically acquired by a sighted person.  That is, 

sighted people are able to simply observe other sighted people performing life skills.  

Jessica also spoke about how sight allowed a person to acquire life skills through 

observation and imitation,  
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Because someone who is congenitally blind has no sight to begin with, they 

cannot see to mimic how others do things.  So, as a child, you might have sat 

there and watched your dad cook a barbeque and then you would have gone, oh 

yeah, I can do that because I’ve seen him do it, I’ve watched him do it hundreds 

of times.  (Jessica) 

 
Molly was also aware that people with sight have an advantage of acquiring life 

skills by passively observing without the need to be formally taught all the steps of the 

life skill,  

 
Sighted kids watch what other people do.  I obviously haven’t ever seen them do 

that but I’ve been told they do that.  I couldn’t watch, I couldn’t just sit back in 

my chair in the kitchen…and watch Mum do the washing or the cooking or the 

whatever she was doing.  I had to be taught all that stuff without picking up any 

of it visually….They [sighted people] don’t have to look at all the steps.  The 

stuff I need to look for, they don’t even have to think about.  (Molly) 

 
The young adults all understood that there was more effort, time, concentration, 

and deliberate teaching involved in acquiring life skills with CTB.  As Jessica 

explained, “… for me to be able to replicate that [cooking sausages on a barbeque], I’d 

actually have to be shown the hand movements”.  Nicole felt that sighted people were 

faster at acquiring life skills than people who were blind.  Likewise, Dylan agreed that 

sighted people were not only faster at acquiring life skills but more judicious in how 

they acquired and performed life skills, “sight allows a person to be more apt with what 

they were doing”.   
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In addition to being shown all the steps of a life skill, the young adults had to 

rely on their hearing and touch, in order to acquire life skills.  Molly described some of 

the limitations of acquiring life skills via hearing and touch, “I have found that listening 

to stuff doesn’t tell you much.  I could have my helper here right now and she could be 

vacuuming and I’d know she was vacuuming …but just listening doesn’t tell me much”.  

Molly’s description of listening to someone vacuuming the floor highlighted the marked 

difference between acquiring a life skill by observing the activity being performed and 

attempting to acquire the life skill through listening.  Molly also talked about how her 

use of touch to explore an object was often misinterpreted by sighted people,  

 
they would be making me look at stuff…they were going like that {demonstrated 

the action by grabbing her own right wrist with her left hand and forcing it 

around the table in front of her}…’this is what this is’.  I have to touch it 

anyway to look at it [so] I’m going to look at it on my own.  I’ve noticed my 

parents…tried to make me feel things the way they would feel it [as sighted 

people].  (Molly) 

 
Sighted assistance is available and ineluctable.  In subordinate theme 2.3: 

bridges and barriers to generic life skill/disability-specific skill acquisition, Jessica 

described how she had been “smothered” in school by well-intentioned sighted people 

always wanting to assist her.  Jessica described the adverse impact this had had on her 

independence as an adult, “I now don’t have the confidence to tell people not to smother 

me, because it’s basically like, oh well someone’s always there…that means I can go 

and get help”.  Jessica’s experience that “someone’s always there” was shared by all the 

young adults.  As Dylan explained,  
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people always want to help you … people are so forthcoming to be able to give 

it [help] and [I’ve] got to try to accept it, rather than set up brick walls to 

oppose it.  It’s a process [accepting and using help] that can be managed but 

you’ve got to have the right tools to be able to manage it.  (Dylan) 

 
Sighted assistance as a viable means to an end.  The young adults’ understood 

sighted help as a viable means, for supplementing the life skills they had acquired, in 

order to perform various tasks and routines of everyday life.  As discussed, this 

understanding by the young adults appeared to be based on the belief that (a) people 

who have sight have an advantage over people with CTB, in being able to acquire and 

perform life skills effectively, efficiently, and accurately and (b) sighted help, as ‘a 

means to an end’, was available and ineluctable.  Accordingly, the young adults 

appeared to regard sighted assistance as a safer, more effective, and more efficient 

means of performing a life skill such as cooking and mobility, when compared to 

performing life skills with CTB independently.  Moreover, utilising sighted help 

alleviated the need to commit further time and effort to acquire life skills to an 

independent standard of performance.   

Jessica explained how she relied on sighted help to cross roads, “there might be 

a big semi-trailer [approaching] while I’m crossing the road.  I’m not going to see it but 

you, my sighted pair of eyes for 30 seconds, will be able to get me out of that danger”.  

It was noteworthy that Jessica’s expression “you, my sighted pair of eyes for 30 

seconds” captured how it was the person’s ability to see oncoming traffic that was 

critical, that is their eyesight, not the person’s help per se.  Jessica added that relying on 

sighted assistance involved trust, “trust is a big one, you have to trust people…there’s 

no other way around it, well for us blind people”.  For example, Nicole reported that 

she can immediately assess a person’s intentions and truthfulness, “I can just tell by the 
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tone in their voice.  I can always pick it up”.  Jessica and Nicole’s observations about 

knowing whether to trust a person, particularly a stranger, to provide sighted help, 

appeared to be an important, albeit taken for granted life skill, which all the young 

adults had acquired.   

Theme 4. Making Sense of Independence 

All the informants identified ‘independence’ as an important outcome and 

measure of life skills acquisition.  The informants’ narratives suggested however that 

their understanding of independence was often ambiguous, ambivalent, and 

presupposed.  Superordinate theme 4: making sense of independence, explores how the 

informants understood ‘independence’ in relation to life skills acquisition and consists 

of two subordinate themes: (4.1) independence and life skills acquisition: the young 

adults, and (4.2) independence and life skills acquisition: the parents.   

Sub-theme 4.1 Independence and life skills acquisition: the young adults.  

The young adults reported how being able to move out of home and live independently 

in the community was an important goal.  Nicole stated that she was looking forward to 

living independently in her own place,  

 
I think why I’m excited about getting my own independence, space, or unit one 

day is that I can just go.  I’ll probably see Mum and Dad every now and then, 

my brothers as well.  Cause my friend [male friend with a visual 

impairment]…lives not far from where I’m hoping to live in the same block of 

units.  So, if I want to see him, well I can go there and there’ll be no worries.  I 

won’t have to say Mum and Dad I’m going here.  Not that I don’t appreciate 

that [her parents’ concern] of course I do.  I just wish…the rope was a bit 

looser…I know I’m their little girl or whatever but I need to start being treated 
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and respected as an adult and be able to create my own world, not live out of 

other people’s worlds.  (Nicole) 

 
Nicole’s understanding of “my own world” appeared to relate to her aspiration 

to live a more autonomous lifestyle, where she will not have to explain her decisions 

and actions to her parents.  When asked how she will achieve her goal for greater 

autonomy, Nicole answered,  

 
I’ve had half a mind to create an Excel spreadsheet {laughs} of all the figures, 

cause Mum and Dad don’t reckon I can afford it…I’m trying to be as 

independent as I can but they’re hovering over me like ‘helicopter parents’.  I 

can understand to a certain degree, I know they want me to be safe, but there’s 

being safe, being protective, and there’s being downright silly about it.  I want 

to have the ability or the freedom to be able to choose things…to create my own 

world and not live out of their’s [her parents’ world].  (Nicole) 

 
It was noteworthy that apart from creating a spreadsheet, Nicole did not identify 

any strategies for addressing her parents’ (Mary and Matt) main concern about Nicole 

living independently, that is the significant gaps in her current life skills.  Jessica was 

also keen to move out of home.  However, she felt that she had to address a number of 

gaps in her life skills before she was ready to live on her own in the community,   

 
…realistically your independence should be complete…but if you’re like 

me…whose independence is up to a certain level…then the only choice you 

really have is to live amongst your parents… Basically if I moved out of 

home…say today…I would be able to do certain things but there are certain 

things that I wouldn’t be able to manage.  Things like filling up a pill 
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box…particularly the contraceptive [pill]…because you have to get the days 

correct.  So, it’s things like that I wouldn’t be able to manage.  (Jessica) 

 
Dylan also felt that he was not ready to live away from home, 

 
I don’t like being on my own so I’m not going to move into somewhere by myself 

and it’s going to be as lonely as all hell.  I want to be with people, so I need to 

improve my skills, you know the various skills that I don’t have, to be able to 

say, hey can I come live with you for a bit?  I don’t feel I’m up to that stage at 

the moment. 

 
Molly was the only young adult living on her own at the time of the interviews, 

yet she was unequivocal that she preferred to perform life skills such as cooking, 

mobility, and housework with other people, “I need to do things with people…it’s ok to 

do something with somebody.  Not that this is going to stop you using your skills, it’s 

more like using a skill as a team effort kind of thing”.  Molly’s expression “a team 

effort”, suggested that she regarded her use of sighted assistance, as interdependence, 

rather than dependence.  Molly added that she rejected approaches, expectations, or 

imperatives for her to acquire life skills to an independent standard of functioning,  

 
I find the whole way we’re taught, the whole standing back, doesn’t work for 

me.  They’re [disability-specific skill specialists] basically taught to watch but 

not to help…they see me doing something with someone and they’re like…’no 

you shouldn’t be doing that [helping Molly]…that’s stopping her from problem-

solving…that’s stopping her from doing this, doing that’.  When they don’t 

really see that I need to do things with people.  (Molly) 
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Paradoxically, Molly’s dependence on sighted help to cope with the demands of 

everyday life, underpinned her ability to live independently in the community.  Molly 

accepted this paradox and unequivocally stated her preference for performing life skills 

“with” other people.  Jessica however expressed a concern that relying on sighted 

assistance to deal with gaps in her life skills, had the potential to undermine her 

aspiration to live independently,  

 
…you basically go, well ok the help’s there, I’ll think I’ll use it and you use it 

because, well the struggle will take you too long {laughs}.  So, you use it to get 

over that small struggle and you’ve gotten over that with the assistance of 

someone…but the other side of that is, well it’s not really helping me in the long 

run is it?  (Jessica) 

 
Jessica’s observation highlighted how life skills acquisition inevitably takes 

place within a fundamental dialectic between independence and dependence.  That 

dialectic was also evident in how the parents understood the young adults’ current 

reliance on sighted help, the gaps in their life skills, and the young adults’ quest for 

independence.   

Sub-theme 4.2 Independence and life skills acquisition: the parents.  As 

discussed in subordinate theme 3.2: addressing the gaps in life skills acquisition, the 

parents regarded the young adults’ life skill gaps with concern and frustration.  For the 

parents, the gaps in the acquisition of life skills had meaning beyond the young adults 

not being able to complete a task or routine.  The level of concern and frustration 

expressed by all the parents suggested that life skill gaps were an emotional issue for the 

parents because of their concern for the current and future welfare of their child.  For 
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example, Geraldine expressed anger that Molly had left home to live in her own 

apartment without having acquired the prerequisite life skills,   

 
I think it’s wonderful to look at people living independently but make sure that 

everything is in place before you do that…do I think she lives a good life?…I’m 

sure Molly believes she’s living a good life but...it’s very limited.  So, for 

someone that had and has so much potential, to end up where Molly is…it’s a 

bit heartbreaking for me…  (Geraldine) 

 
Geraldine explained how Molly was currently living an isolated rather than an 

independent lifestyle because of the gaps in her life skills acquisition,  

 
I don’t know, independent skills?  Are they independent skills?  Or working 

towards [being] independent of everybody?  Nobody’s independent of 

everybody.  You know without love and nurture and all those things, you don’t 

survive well.  You can move someone towards independence and what you’re 

actually doing is isolating them.  I feel fairly strongly about it cause I’ve 

watched it happen…and Molly did and does have great potential….You become 

independent by relying on other people for certain things, rather than being 

independent and isolated… and isolation is the thing…It’s great they live on 

their own.  You know people often say to me ‘what’s Molly doing now?’, ‘where 

does she live?’.  Well she lives independently…isolated independently I see it.  

(Geraldine) 

  
It was noteworthy that, in many ways, Molly was doing what Geraldine was 

suggesting in relation to her statement, “you become independent by relying on other 

people for certain things”.  That is, Molly was reliant on others, both paid and 
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voluntary, to supplement her life skills acquisition, in order to perform tasks of 

everyday living.   

Michelle also expressed her concern, frustration, and anger, about Dylan’s life 

skills acquisition gaps.  For Michelle, it was Dylan’s attitude, behaviour, and lack of 

motivation to be more independent, which appeared to be the issue, 

 
Dylan gets frustrated and causes problems here and so then the youngest ones 

[the other children] will say…’chuck him out, chuck him out’.  To be honest, any 

other person behaving like that you would.  Because you’re just not going to 

have that kind of element all the time, in the house.  In all honesty, if he could go 

somewhere and I knew he was going to be safe and [I] knew he could survive, it 

would be the making of him.  But it’s not going to happen for a long time.  

(Michelle) 

 
It was noted that both Michelle and Geraldine became quite emotional during 

the interviews when they talked about the life skill gaps of their children.  In the case of 

both mothers, it appeared that the lack of motivation of Molly and Dylan to address 

what the parents’ understood as significant life skill gaps, had had a negative effect on 

their relationship with the young adults in question.  For example, Molly’s decision to 

leave home had led to an estrangement between Molly and Geraldine, which had lasted 

several years.  According to Geraldine, it was only recently that Geraldine and Molly 

had reconciled their differences over Molly’s decision to leave home,   

 
She shut me out for a few years... she made a decision that she wouldn’t answer 

the phone to me, wouldn’t answer the door to me and that was very difficult…I 

knew the choices she was making, I didn’t think were good and I did want to 
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have some influence on it and she was making sure that I had none [but] it’s 

wonderful now.  She loves me or tells me she does [to] keep me happy…She’s a 

grown woman now and the thing is it doesn’t matter if your child’s 50, you still 

have a mother’s heart.  (Geraldine) 

 
Patricia described how Jessica’s goal to leave home was a highly emotional one 

for her, which she was still struggling to come to terms with, at the time of the 

interviews,   

 
It’s taken me a long time to actually get to a stage where I acknowledge that I 

am a very protective and I suppose at times overbearing mum.  It’s taken me a 

long time because at times there, I couldn’t even talk about [Jessica] moving out 

or wanting to do all these things without bursting into tears and also too I 

suppose as far as I’m concerned, if [Jessica’s name] leaves, who’s going to want 

me?  Who’s going to need me anymore?…I’ve sort of really got to look at 

addressing my feelings about being over-protective and holding [Jessica’s 

name] back. ... I’ve been wanted with a disabled child for nearly all my life, … 

and if she suddenly gets up and is totally independent, which’d be wonderful, 

which she will achieve, it will be absolutely wonderful for her…but then…  

(Patricia) 

 
Patricia’s description of her difficulties with “letting go” illuminated the 

ambivalence of wanting and encouraging her daughter to be independent on one hand, 

but fearing what her independence would mean for her and her role as Jessica’s mother 

on the other hand.  This could be one explanation for why Patricia felt compelled to 

regularly complete basic life skills for Jessica,  
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Mum is too close and sometimes mums just don’t want to let go…and I'm very 

aware of that…like talking to you now, but then I’ll still go down and do things 

for Jessica, when I know that I damn well shouldn't …because I'm not helping 

her…but I’m going to do it anyway.  I sort of get my back up and think…I know 

I’m not helping but I’m going to do it anyway but I really do struggle with the 

whole letting go… and then I sort of sit down and think about it, and I think well 

I really haven’t helped her [to be independent], … and I just think, well I’m not, 

but I’m mum.  (Patricia) 

 
Patricia’s struggle with wanting to continue to care and protect Jessica, whilst 

supporting her daughter’s quest for independence, is a universal challenge faced by 

parents.  In the case of the young adults however, the challenge appeared to be 

exacerbated by the fact that the young adults had CTB.  As Patricia said, “…because 

Jessica can’t see…you do want to protect her that much more”.  This was an issue for 

all the parent informants and highlighted the dialectic between independence and 

dependence, and the nexus between interdependence, independence, and dependence 

that operates within and across families, communities, and cultures.  Patricia’s way of 

resolving the ambivalence and tension associated with the dialectic between dependence 

and independence was captured in an expression , which she used throughout the 

interviews, “but I’m mum”.   

Summary   

Four interconnected, superordinate themes emerged from an IPA of the data: (1) 

understanding life skills, (2) acquiring disability-specific skills, (3) reaching adulthood 

with life skill gaps, and (4) making sense of independence.  The first superordinate 

theme ‘understanding life skills’, revealed that the informants were familiar with and 
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regularly used the term ‘life skills’.  Accordingly, life skills acquisition was understood 

as ‘a means to an end’ whereby the acquisition of specific skills, knowledge and 

attitudes would equip a person to deal with the demands of everyday living and achieve 

quality of life outcomes.  All of the informants were able to immediately and 

unequivocally appraise whether or not a life skill had been acquired by the young adults 

to a satisfactory standard.  The criteria for making that appraisal however was largely 

presupposed by the informants.   

The second superordinate theme, ‘acquiring disability-specific skills ’ explored 

the informants’ lived experience of concurrently acquiring generic life skills and 

disability-specific skills.  All the informants complied with the socio-cultural 

requirement that the young adult informants needed to acquire disability-specific skills 

because of blindness.  This requirement necessitated the ongoing intervention of 

disability-specific skill specialists to deliver structured programs in disability-specific 

skills acquisition.  All the informants except Geraldine complied with the intervention 

of disability-specific skills and accepted it as part of living with CTB.  In contrast, 

Geraldine reported that she resented having to deal with disability-specific skill 

specialists because of her daughter’s blindness.  It was found that it was the attitude and 

approach of family, disability-skill specialists, teachers, teacher aides, friends, and the 

general public, which largely determined whether their actions and attitudes, constituted 

a bridge or a barrier to life skills acquisition.  Disability-specific skills acquisition was 

regarded by the informants as a school-based program with no connection to generic life 

skills acquisition and/or relevance to life as an adult.   

Superordinate theme 3 ‘reaching adulthood with life skill gaps’ revealed that the 

informants were unanimous that the young adults had reached adulthood with gaps in 

acquisition of life skills.  It was found that the life skill acquisition gaps were 
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understood differently by the young adults and the parents.  The young adults utilised 

sighted help to address any perceived shortfalls in their acquisition of life skills.  This 

strategy was based on three main beliefs, (i) sighted people were more effective, 

efficient, and judicious in their acquisition and performance of life skills than people 

with CTB, (ii) sighted assistance had surrounded the young adults since they were born 

and was therefore ineluctable and readily available, and (iii) because of (i) and (ii) 

sighted help was thus a viable means to an end.  Accordingly, the young adults reported 

how they were able to cope with the demands of everyday life, by using the assistance 

of sighted people.  For the parents, the young adults’ reliance on sighted help and their 

lack of motivation to become more independent, was evidence that they were not ready, 

to live independent lives as adults.   

Superordinate theme four ‘making sense of independence’ suggested that the 

informants’ understanding of ‘independence’ as a means and as an end of life skills 

acquisition, was largely ambiguous, ambivalent, and presupposed.  The young adults 

appeared to accept the paradox, that their autonomy in everyday life, was underpinned 

by their dependence on sighted assistance.  In contrast, the parents expressed their 

concern, frustration, and at times anger, about the young adults’ choice and preference 

for relying on the assistance of sighted people.  In the case of two families, the 

divergence in how the young adults and the parents understood the young adults’ use of 

sighted assistance, had had an adverse effect on the relationship between the parents and 

the young adults.  This finding suggested that more clarity is needed in terms of the 

dialectic between independence and dependence, and the nexus between 

interdependence, dependence, and independence, in relation to how life skills 

acquisition is understood by families of young people with CTB.  In the next chapter, 

the findings of the study will be discussed. 
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Chapter 6: Discussion 

In this chapter, the key findings from Chapter Five will be discussed in relation 

to the central research question, ‘how do young adults with CTB understand their lived 

experiences of life skills acquisition?’, and the three main aims of the study: 

1. To better understand what it is like to have the lived experience of acquiring life 

skills with CTB. 

2. To explore claims that young people with CTB face negative quality of life 

outcomes when basic life skills are not acquired in childhood and adolescence. 

3. To consider the phenomenon of life skills acquisition with CTB from a 

Heideggerian perspective. 

The first aim of the research is addressed through a discussion of the key 

findings of the study in the light of the literature, in order to better understand the lived 

experience of life skills acquisition with CTB.  The second aim explores the findings in 

relation to the claim made by Hatlen (1996) and SPEVI (2016), that young people with 

visual impairments are at increased risk of not achieving quality of life outcomes, when 

fundamental life skills are not acquired by the time adulthood is reached.  The third aim 

will discuss the findings from a phenomenological perspective, using a Heideggerian 

lens developed from key concepts in Heidegger’s Being and Time (1927/1962).   

Aim 1: To Better Understand the Lived Experience of Acquiring Life Skills with 

CTB 

The findings indicated that the informants’ understanding of life skills 

acquisition was fundamentally consistent with how life skills acquisition is 

conceptualised in the literature.  That is, life skills were understood by the informants 

and conceptualised in the literature as the means by which a person acquired the 
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practical ‘know-how’ needed to deal with the demands of everyday living (WHO, 

2003).  Moreover, life skills were also understood and presupposed as an important 

means to achieve quality of life goals such as meaningful employment, good health, 

positive relationships, and so on (Gilomen, 2003; Wolfensberger et al., 1996).  In 

addition, the informants and the literature shared an understanding that CTB represents 

a serious disruption to the typical trajectory life skills acquisition via informal and 

incidental life skills acquisition (Botsford, 2013; Hatlen, 1996).   

Overall, the life skills literature is primarily concerned with potential and 

existing disruptions to the typical trajectory of life skills acquisition caused by a range 

of personal, familial, social, cultural, financial, and developmental factors.  In response, 

three types of structured life skill acquisition interventions were found in the literature: 

(1) preparatory interventions to prepare young people generally to effectively deal with 

upcoming life transitions (Meyer & Jones, 2015; Ratkos & Knollenberg, 2015), (2) 

preventative interventions to prevent young people from specific and anticipated risks to 

life skills acquisition and achievement of quality of life outcomes (Kröninger-

Jungaberle et al., 2015; Weichoid & Blumenthal, 2016), and (3) remedial structured life 

skill acquisition interventions for specific cohorts of young people currently ‘at risk’ 

(Husted et al., 2014; Smale, 2010; Swank & Huber, 2013).  All three types of structured 

life skill acquisition interventions aim to address potential and existing disruptions to 

the trajectory of life skills, which may lead to negative quality of life outcomes for 

young people such as unemployment, poor health and social isolation.  Other common 

serious negative outcomes for young people include criminality, unwanted/early 

pregnancy, and sexually transmitted diseases (Browes, 2015; Inyang, 2013; Lancaster et 

al., 2011; Thompson et al., 2012).   
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CTB is regarded in the literature as a factor that poses a significant risk to the 

typical ways that life skills are acquired by children and adolescence, that is, via 

informal and incidental means coupled with guidance from parents, caregivers and 

educators (Hatlen, 1996; SPEVI, 2016).  The findings indicate that the young adults 

were not able to acquire life skills by simply observing life skills being performed 

around them because they had no visual experience from birth.  As such, the majority of 

the informants understood that structured interventions were an essential requirement in 

childhood and adolescence, in order to formally acquire the skills needed to cope with 

being blind.  The findings suggest that all the informants, with the exception of one 

parent, complied with this requirement.   

It was notable that the informants were able to immediately and unequivocally 

assess whether or not the young adults had not acquired fundamental life skills needed 

for life as an adult.  The criteria used by the informants to appraise life skills acquisition 

however appeared to be latent and thus presupposed.  One explanation was that as a 

person acquires life skills, they also acquire a tacit understanding, of what constitutes a 

satisfactory or ‘good enough’ standard of life skills acquisition.  In childhood, this 

typically means reaching a standard that is satisfactory to the parent/s, caregiver/s, 

educators, and others in relation to the child’s development (AG, 2009).  Accordingly, 

the parents knew immediately whether the young adults had acquired a life skill or not.  

However, the parents’ appraisal was so immediate and unequivocal that it was difficult 

to determine what criteria was being used by the parents to make their assessment.  

Moreover, the parents’ appraisal was dualistic, that is the young adults’ life skills were 

assessed as either acquired or not acquired.  This aspect of life skills acquisition was 

consistent with life skills literature in that it was not always obvious what constituted 

the criteria for a satisfactory/unsatisfactory standard of life skills acquisition.  It could 
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be, as Allen and Williams (2012) posited, that the criteria of standard for life skills 

acquisition is generally embedded in the eligibility, content, and formal assessments 

associated with specific programs (Ajuwon, Meeks, Griffin-Shirley, & Okungu, 2016; 

Levin & Rotheram-Fuller, 2011; Lieberman, Haegele, Columna, & Conroy, 2014; 

Shuck, Emerson, Kim, & Nelson, 2018).  Nevertheless, given the importance of not just 

acquiring life skills but acquiring a satisfactory standard of life skills acquisition, it is 

surprising that there is not more attention given to explicating what constitutes a ‘good 

enough’ standard of life skills acquisition.   

The informants provided detailed anecdotes about individual teachers, school 

principals, specialists, family, and the general public, whose attitude and/or approach 

was either a bridge or a barrier to the young adults’ acquisition of generic life 

skills/disability-specific skills.  For the most part, it was the positive, accepting and 

constructive attitude and approach by others, which was most often considered a bridge 

to life skills acquisition.  On the other hand, the approach and attitude of others could 

also represent a barrier to life skills acquisition.  For example, one parent made a 

poignant observation about how therapists treated her daughter, as though they were 

solving a problem.  The parent reported how this initial, unfavourable view of the 

attitude and approach of therapists, had persisted throughout her daughter’s childhood, 

adolescence, and into adulthood.  The findings suggest that for all the parents, barriers 

to life skills acquisition had an adverse impact on their understanding of, and 

commitment, to life skills acquisition interventions.  Despite the profound effect of 

barriers to life skills acquisition on parenting, the literature appeared to exclusively 

focus on identifying those factors that act as bridges to life skills acquisition (Antonelli 

et al., 2018; Arndt et al., 2014; Crudden, 2012; Jessup et al., 2017).  This suggests that 

the literature of life skills acquisition either explicitly or implicitly promotes positive 
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approaches and attitudes without a commensurate focus on important factors that might 

have adverse and long-term consequences for the acquisition of life skills.   

After the young adults reached adulthood they adopted a less compliant and 

more pragmatic approach to life skills acquisition.  Despite reaching adulthood with 

gaps in basic life skill acquisition, the young adults were sanguine about their current 

lives and optimistic about their futures.  It was found that the young adults were able to 

cope with the demands of daily life, by using sighted assistance and in the case of Molly 

paid help, to supplement the life skills they had acquired.  The young adults reported 

how addressing their life skill gaps via relying on sighted help was their preferred 

means of performing the tasks and routines of everyday life such as cooking and 

mobility.  The young adults’ preference for, and pragmatic use of sighted assistance, 

stemmed from being surrounded by sighted help since birth.  As such, sighted help was 

generally available, forthcoming, and ineluctable.  Moreover, the young adults were 

aware that being able to see, provided people with the advantage of acquiring life skills, 

by simply observing other sighted people around them performing life skills.  The 

findings indicate that the young adults had concluded that sighted people were able to 

acquire and perform life skills more easily, faster, and more accurately, than they could 

as a person with CTB.   

The findings also confirm the literature’s view on the impact of blindness and 

vision impairment on informal and incidental life skills acquisition, that sighted young 

people are at an advantage in being able to simply observe and replicate life skills being 

performed (Hatlen, 1996; Withagen et al., 2010).  In contrast with the young adults, the 

use of sighted assistance by a person who is blind or visually impaired is typically 

regarded in the literature as a temporary and/or transitional measure.  For example, 

when being guided for short distances through crowded, unfamiliar and/or potentially 
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dangerous physical and social environments, or in the context of a structured O&M 

intervention when acquiring the skills to be more independently mobile (Hill & Ponder, 

1976; Jacobson, 2013; LaGrow & Weessies, 1994).  Although the young adults 

complied with this belief in childhood and adolescence, in adulthood they challenged 

the established beliefs, customs, and practices as reported in the literature, as well as 

their parents’ understanding of sighted assistance.  The young adults reported that using 

sighted help was more effective, efficient, and safer than performing life skills such as 

cooking and mobility independently.  Moreover, the young adults found that using the 

assistance of sighted people circumvented the need for further participation in structured 

disability-specific skills programs.  As such, the young adults had acquired a rationale 

for using sighted help that was more meaningful to them than alternatives such as 

formally acquiring the life skills needed to be more self-reliant.   

The parent informants expressed their concern about the young adults not having 

achieved a satisfactory standard of life skills acquisition in basic life skills such as 

mobility, cooking, time management, financial literacy, and so on.  For the parents, the 

young adults’ dependence on sighted assistance was understood as a deficit, and 

evidence that life skills had not been acquired by the young adults to a satisfactory 

standard.  Moreover, the parents reported how the young adults’ life skills acquisition 

gaps placed the young adults’ current and future ability to cope with daily life and their 

quality of life ‘at risk’.  The parents’ understanding of the young adults’ life skills 

acquisition gaps was consistent with the literature, which regards the non-acquisition of 

life skills to a satisfactory standard and/or the acquisition of socially unacceptable life 

skills, as primary factors that place young people ‘at risk’ (Rychen & Salganik, 2003; 

UNICEF, 2012; WHO, 2003).   
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It was notable that the parents did not identify participating in further structured 

life skill acquisition interventions as an option to address the gaps in life skills.  It 

appeared from their narratives that the parents did not value structured life skills 

acquisition programs as an effective means to an end.  One explanation is that the 

parents and the young adults had complied with structured disability-specific skills 

interventions by specialists throughout childhood and adolescents but despite that 

compliance, the young adults had reached adulthood with gaps in their basic life skills.  

It was noteworthy however that the parents did not overtly question the efficacy of 

structured disability-specific life skill programs to deliver outcomes.  Instead, the 

parents focused their frustration on the young adults’ current lack of motivation to 

address the gaps in their life skills, in order to be more independent.   

The young adults were required to formally acquire ECC disability-specific 

skills, as an integral part of their education in childhood and adolescence, because of 

blindness (Australian Government Department of Education and Training, 2005; 

SPEVI, 2016; Wolffe & Kelly, 2011).  Accordingly, the informants reported how the 

young adults had received extensive instruction in O&M, braille, social skills, 

independent living skills, sensory efficiency skills, and assistive technology, over the 

course of their school careers.  The informants also mentioned how the young adults 

had received O&M services, in and outside the school environment, from not-for-profit 

organisations providing services to people with visual impairments.   

Given that the young adults had received extensive structured life skill 

acquisition interventions throughout childhood and adolescence, it was surprising that 

the informants did not find the acquisition of disability-specific skills more valuable, 

meaningful, or relevant in terms of life skills acquisition.  For example, it was notable 

that all the informants needed to be prompted during the interviews to discuss the 
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acquisition of disability-specific skills in childhood and adolescence, in relation to the 

young adults’ lived experiences of life skills acquisition.  Moreover, apart from using 

the term ‘braille’, the informants did not refer to any disability-specific skills terms or 

concepts, such as O&M, assistive technology, independent living skills, and sensory 

efficiency when discussing their lived experiences of disability-specific skills 

acquisition.  Instead, the informants referred to disability-specific type skills in 

everyday language, in a way that was meaningful to them, for example, “moving 

around” instead of ‘O&M’, and “looking after yourself” rather than ‘independent living 

skills’ or ‘activities of daily living’.   

In Chapter Two: Literature Review, it was found that the literature of blindness 

and visual impairment does not refer to the term ‘life skills’, preferring instead to use 

the term ‘disability-specific skills’ to cover ECC type skills such as O&M, independent 

living skills, sensory efficiency skills, and assistive technology (Hatlen, 1996; Sapp & 

Hatlen, 2010; Wolffe & Kelly, 2011).  Other terms commonly found in the therapy and 

special education literature are, ‘activities of daily living’ and ‘instrumental activities of 

daily living’ (James et al., 2014).  As discussed, none of these terms were used by the 

informants at any stage of the interviews.  It could be argued that terms such as these 

are generally considered to be professional jargon used by disability-specific skills 

specialists.  However, it was surprising given the extensive disability-specific skills 

interventions throughout childhood and adolescence, that these terms did not appear to 

hold any meaning or value for the informants.   

The findings revealed that the informants did not see any telic connection 

between the acquisition of disability-specific skills and the acquisition of generic life 

skills.  As such, the acquisition of ECC disability-specific skills such as braille, O&M, 
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assistive technology, and sensory efficiency skills, was considered by the informants as 

unrelated to generic life skills acquisition (see Figure 6.1).   

 

Figure 6.1 The informants’ understandings of disability-specific skills as ‘a means to an 

end’ 

As shown in Figure 6.1, the acquisition of ECC disability-specific skills was 

regarded by the informants as a school-based, educational curriculum for students with 

visual impairments.  Accordingly, disability-specific skills acquisition appeared to be 

understood by the informants as having no telic connection to the acquisition of generic 

life skills.  This could, at least in part, be explained by the parents’ understanding, that 

the acquisition of disability-specific skills, was the exclusive responsibility and role of 

the disability-specific skill specialist.  This understanding is consistent with the 

literature, which is unequivocal that the assessment, teaching, and coordination of ECC 

disability-specific skills, is the sole responsibility of the disability-skill specialist 

(Hatlen, 1996; Sapp & Hatlen, 2010; Wolffe & Kelly, 2011).   

Accordingly, the parents appeared to have little to no active involvement in, or 

little understanding of, the young adults’ structured disability-specific skills program, 
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throughout childhood and adolescence.  A possible explanation for this is that the 

outcomes of structured life skill acquisition interventions are designed to be not 

contingent on the parent/caregiver’s involvement in the program.  That is, whilst 

parental compliance with structured life skill acquisition interventions is encouraged, 

disability-specific skills interventions are designed and developed so that all the key 

aspects of the intervention are the responsibility of the disability-skill specialist (Hatlen, 

1996; Sapp & Hatlen, 2010; Wolffe & Kelly, 2011).  Such programs are therefore not 

dependent on parental participation and/or engagement in the program to operate.  Thus, 

the informants did not appear to understand (a) the fundamental purpose of disability-

specific skills acquisition, or (b) the value and meaning of the telic link between 

disability-specific skills acquisition and generic life skills acquisition.  This issue will 

be discussed further in Aim Three: To consider life skills acquisition from a 

Heideggerian perspective.   

Aim 2: To Explore the Claim that Young People with Visual Impairments are 

Reaching Adulthood with Serious Gaps in their Life Skills Acquisition 

The current study sought to explore the claim that young people with visual 

impairments continued to reach adulthood with serious gaps in their acquisition of life 

skills (Douglas & Hewett, 2014; Hatlen, 1996; Ravenscroft, 2013; SPEVI, 2016).  At 

first glance, the informants appeared to unanimously confirm this claim.  That is, all the 

informants in the study agreed that the young adults had reached adulthood without 

basic skills in mobility, cooking, housework, social skills, time management, and so on.  

A close analysis of the narratives however revealed that the young adults had acquired 

both generic and disability-specific skills during childhood and adolescence.  The 

specific issue was not that the young adults had not achieved life skills, it was that the 

young adults had not reached a standard of life skills acquisition, which would enable 
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them to be self-sufficient with the tasks and routines of daily life.  As discussed, in 

subordinate theme 1.3: appraising life skill acquisition, the measures for what 

constituted a satisfactory standard of life skills acquisition were largely presupposed in 

both the informants’ understanding and the literature’s conceptualisation of life skills 

acquisition.   

It was found that the parents were deeply concerned and frustrated about the 

gaps in the young adults’ life skills.  Moreover, the parents believed that the young 

adults were facing negative quality of life outcomes because of the life skill gaps, in 

relation to unemployment, finding and maintaining friendships, mobility, finding a 

partner, and achieving an independent life as an adult.  This finding was consistent with 

the concerns expressed by Douglas and Hewett (2014), Hatlen (1996), Ravenscroft 

(2013), and SPEVI (2016).  In contrast to their parents and the literature, each young 

adult reported that despite the self-acknowledged gaps in their life skills acquisition, 

they were currently living lives that they themselves, perceived as rewarding, 

productive, and meaningful.   

The findings revealed that the young adults were sanguine about their current 

lives and optimistic about their futures.  The explanation given for the young adults’ 

ability to cope with the demands of daily life was that they had found ways to 

supplement the generic and disability-specific skills they had acquired, by using 

assistance from sighted people to perform various tasks and routines of daily life.  The 

point was made in the previous chapter, that it was not sighted assistance per se that 

they had come to rely on, it was the assisting person’s ability to see.  According to the 

young adults using the eyesight of another person meant that tasks and routines such as 

crossing roads, cooking, choosing clothes, and using public transport could be 

performed more safely, effectively, and efficiently.  The findings suggest that each 
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young adult had adopted a pragmatic response to the challenge presented by (a) CTB to 

life skills acquisition, and (b) the young adults’ predicament of not having reached a 

satisfactory standard of life skills acquisition by adulthood.   

The parents understood the young adults’ reliance on sighted assistance not as 

pragmatism but as evidence that the young adults were not equipped for the roles, 

responsibilities, and demands of adulthood.  This understanding was consistent with 

Hatlen and SPEVI’s claim.  Throughout the narratives, all the parents expressed their 

frustration with the young adult’s preference to be dependent on sighted help instead of 

striving to be more independent.  In addition, the parents were particularly frustrated 

with the young adults’ current lack of motivation to acquire the life skills to be more 

self-reliant in the future.  Moreover, the parents’ focus on the deficits in the young 

adults’ life skills acquisition, overshadowed the accomplishments of the young adults 

and also the parents in relation to the life skills that had been acquired.  For two parents 

in particular, the tension that surrounded the issue of their children reaching adulthood 

with life skill gaps, and then not demonstrating motivation to address those gaps, had 

had an adverse and detrimental effect on their overall relationship with their adult 

children.  Despite their parents’ frustration, the young adults at the time of the 

interviews did not appear to regard further remedial structured life skill acquisition 

interventions as a viable or preferred option.   

One explanation for the informants’ rejection of remedial, structured life skills 

acquisition interventions was that in childhood and adolescence, the young adults and 

their parents were required to comply with structured interventions.  In adulthood 

however, there was no compulsion to participate in structured life skill acquisition 

interventions.  As a result, the young adults chose not to enrol in remedial programs 

offered by organisations for people with visual impairments.  It was also notable that the 
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parents, although extremely frustrated with the young adults’ motivation to address the 

life skill deficits, did not identify or propose structured interventions as a solution to 

address the gaps in life skills.  A possible explanation for this was that structured life 

skill acquisition interventions lacked meaning and value for the informants, because the 

extensive structured interventions received by the young adults in childhood and 

adolescence, had failed to equip them with the essential life skills needed for adulthood.  

There is a dearth of studies that investigate how young people understand the value of 

structured interventions but one recent phenomenological study by Haegele et al. (2017) 

with five young adults who were blind, was able to identify a number of improvements 

that could be made to the quality of physical education programs for young people who 

were blind, by learning from people with a lived experience of that program.  This 

suggests a way to improve not only the efficacy of structured life skill acquisition 

interventions, but also to improve what value, significance, and personal meaning those 

programs hold, for young people with CTB and their families.  In the following section, 

the findings will be considered from a Heideggerian perspective.   

Aim 3: To Consider Life Skills Acquisition from a Heideggerian Perspective 

The third aim of the research was to consider the phenomenon of life skills 

acquisition with CTB, using the Heideggerian lens explicated in Chapter Three: The 

Theoretical Framework.  The Heideggerian Lens was developed from the following key 

concepts from Heidegger’s Being and Time (1927/1962): Dasein; Dasein’s Being-in-

the-World; temporality structure; care structure; average everydayness; average 

everydayness and equipment; average everydayness and das Man; and disturbances to 

average everydayness.  In the following section, these concepts will be used to discuss 

the findings, first, to address the research question, ‘how do young adults with CTB 
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understand their lived experiences of life skills acquisition?’ and second, to theorise and 

further understand the lived experience of life skills acquisition with CTB. 

The young adults as Dasein in-the-World.  The young adults are first and 

foremost Dasein (Heidegger, 1927/1962, pp. 235-236).  That is, they are human beings 

whose being manifests itself in-the-World primordially in average everyday 

understanding, speech, and attunement.  The findings reveal that the young adults share 

the same care and temporality structures as all Dasein, whereby between the temporal 

limits of birth and death, their comportment in-the-World reflects a fundamental and 

practical concern for their own being, the being of other beings, their projects, and the 

means to achieve their goals (Heidegger, 1927/1962).  That solicitude is expressed, not 

as detached and/or theoretical subject-object stance on the world, but as a practical and 

engaged absorption in-the-World, within the temporal and dynamic nexus of the past, 

present, and future (Heidegger, 1927/1962, p. 39).  Accordingly, this section will 

discuss life skills acquisition and the young adults’ CTB, in relation to the 

phenomenological question of what it means to be-in-the-World as a human being, that 

is Dasein living with CTB.   

As with all human beings, the young adults were thrown into-the-World at birth 

(Heidegger, 1927/1962, p. 329).  Specifically, the young adults were thrown into a 

particular family, community, and culture in a certain era.  Moreover, they were thrown 

into a pre-existing world already populated by language, relationships, practices, 

customs, equipment, social structures, laws, means/ends, and so on.  It is these pre-

existing socio-cultural structural features of the world’s being that give meaning and 

significance to Dasein’s being and are made meaningful by Dasein’s being.  Despite 

having no say in being thrown into-the-World, the young adults were expected by their 

family, community, and culture to acquire the know-how for average everyday Being-
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in-the-World, over the course of childhood and adolescence.  This is a fundamental 

albeit latent socio-cultural requirement and expectation of all human beings thrown 

into-the-World.   

Despite being thrown into the world of blindness and visual impairment, the 

majority of the informants complied with the socio-cultural requirement to engage with 

this world so that the young adults could acquire the skills needed to cope in the wider 

world.  In contrast to the other informants, Geraldine reported her resentment at having 

to be associated with the world of blindness and visual impairment, because of her 

daughter’s (Molly) blindness.  Geraldine’s comment about needing to be involved with 

agencies and specialist because of Molly’s blindness, highlighted how parental 

compliance with the world of blindness and visual impairment, or more broadly with 

the world of disability, cannot be taken for granted.  Thus, people who voluntarily enter 

subordinate worlds such as the world of blindness and visual impairment and the 

broader world of disability because of work, interest, or research need to remain 

sensitive and mindful about how others are compelled to be in these worlds by 

circumstances outside of their control, which they may resent and resist.   

Temporality and Being-in-the-World.  As the Heidegger lens posits, 

temporality establishes parameters for Dasein’s Being-in-the-World.  The temporality 

structure specifically relates to the era that Dasein is thrown into at birth; Dasein’s 

existence between the limits of birth and death; and Dasein’s past, present, and future.  

These three aspects of the temporal structure underpin Dasein’s Being-in-the-World.  

For the informants however, the temporality structure of their being was largely taken 

for granted.  The informants did not mention the era that the young adults were thrown 

into as being significant, yet had they been born centuries or even decades before, their 

lived experience of CTB would have been vastly different.  In relation to mortality, 
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Patricia and Matt reported how they “weren’t going to be around forever” and that this 

awareness of their own mortality was a key driver in encouraging their children to be 

self-reliant.  It was notable that this was the only time the informants talked about the 

inevitability of death, and the finite span of time between birth and death, which defines 

Dasein’s Being-in-the-World.  The temporality of Dasein’s past, present, and future 

was referred to regularly throughout the narratives but again this was largely taken for 

granted.  For example, all of the informants described their lived experience of life 

skills acquisition by relating past events, future goals, and their present circumstances.  

Overall, the primordial temporality structure of Dasein’s Being-in-the-World was 

presupposed by the informants.  This was also the case with Dasein’s care structure.   

Care and Being-in-the-World.  The Heideggerian concept of Dasein’s care 

structure is not a sentimental form of care or concern.  It is related to basic solicitude for 

one’s own being, the being of other Dasein, and being of other entities in-the-World.  

As such, the care structure was evident throughout the narratives as a practical concern 

and involvement, in relation to the informants looking after themselves, other people, 

equipment, their goals, and the means to achieve those goals.  The young adults 

expressed solicitude for their own being in relation to their ability to cope with daily life 

safely and effectively, for example in terms of personal hygiene, grooming, and 

mobility.  In addition, they cared about achieving quality of life outcomes such as 

finding meaningful employment, further study, having good friends, a social life, and 

travel.  The parents’ solicitude was inextricably linked to their role and responsibility as 

parents in relation to taking care of their child’s safety, development and well-being 

during childhood and adolescence.  As with temporality, the informants took for granted 

the care structure that underpinned life skills acquisition and their Being-in-the-World.   
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In addition to the informants, the narratives revealed that other Dasein, such as 

specialists, teachers, teacher aides, family, and the general public also demonstrated 

their solicitude as Dasein for the young adults.  It was the way that others expressed 

their concern, which resulted in bridges and barriers to life skills acquisition being 

established for the young adults, in childhood and adolescence.  Some people were able 

to demonstrate an attitude and approach of concern that fostered the acquisition of life 

skills (bridges) whilst the concern of others was expressed in ways that hindered or 

prevented life skills acquisition (barriers).  This finding suggests that although care is 

primordial to the structure of Dasein’s Being-in-the-World it can manifest as a positive 

or negative influence on a person’s life skills acquisition.  Central to this finding is how 

the lived experience of CTB was interpreted and understood by individuals.  More 

research is indicated to examine the way that people express their care in relation to 

their understanding of the nexus between life skills acquisition and CTB.   

Dasein’s temporality and care structures provide an explanation for the complex, 

albeit presupposed, nexus between independence, dependence, and interdependence 

associated with life skills acquisition.  At birth, every human being is completely 

dependent on their family, community, and the pre-existing structures of the world for 

his/her survival.  Over the temporal course of childhood and adolescence, the typical 

socio-cultural expectation is for each child to acquire age/stage relevant life skills, in 

order to become Dasein and to function in-the-World with increased independence and 

less dependence on others.  According to the Heideggerian lens however, this socio-

cultural expectation related to independent functioning in-the-World, always takes place 

against the backdrop of Dasein’s fundamental dependency on, the pre-existing socio-

cultural structures of the world; the interdependence between Dasein and other entities 

in-the-World, especially other Dasein; and a primordial interdependence between 
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Dasein and the world.  Thus, the young adults’ quest for independence through the 

acquisition of life skills can be understood not as independence per se, but rather as a 

central component of the dynamic nexus that exists between independence, dependence, 

and interdependence within Dasein’s care and temporality structures.   

  Patricia provided an example of the complex, albeit tacit, nexus between 

independence, dependence, and interdependence when she voiced concerns about her 

struggle as a parent, in coping with the transition from protecting Jessica in childhood 

and adolescence, to letting go in adulthood, in order to support Jessica’s goal to live 

independently.  Moreover, Patricia described how she had become dependent on Jessica 

as the parent of a child with a disability for over two decades.  In both cases, Patricia 

seemed to understand Jessica’s quest for independence in terms that were strictly 

dualistic, that is, either independence or dependence.  A detailed analysis of Patricia and 

Jessica’s narratives revealed however a high degree of latent interdependence between 

mother and daughter, which formed a solid foundation for their relationship.  As such, 

the balance and tension between independence and dependence for Jessica and Patricia 

seemed to constantly play out against a latent backdrop of interdependence.  Thus, an 

understanding of the nexus between independence, dependence, and interdependence 

based on the Heideggerian lens, offers a more nuanced understanding of the young 

adults’ quest for independence than dualistic explanations, which privilege 

independence over dependence and interdependence.   

Average everydayness.  According to a Heideggerian perspective, the 

primordial way that Dasein is in-the-World is located in average everydayness 

(Dreyfus, 1991).  Dasein’s average everydayness involves the acquisition of certain 

understandings, speech and attunement in order to perform the myriad of everyday tasks 

and routines that constitute Dasein’s way of Being-in-the-World.  The Heidegger lens 
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posited that in order to become Dasein, a child is socialised into average everydayness 

through childhood and adolescence by family, community, and culture.  This study 

argues that life skills acquisition is a primary means of socialisation, by which Dasein 

attains average everydayness and thus, Being-in-the-World.  The telic relationship 

between life skills acquisition, average everydayness, and Being-in-the-World is 

depicted in Figure 6.2:  

 

Figure 6.2 Life skills acquisition, average everydayness, and Being-in-the-World  

Figure 6.2 highlights how the nexus between life skills acquisition, average 

everydayness, and Being-in-the-World is not linear but organic.  That is, whilst life 

skills are acquired in order to achieve average everydayness and Being-in-the-World, 

life skills are also acquired as a direct result of Dasein’s engagement in the practical 

tasks and routines associated with average everyday Being-in-the-World.  For example, 

the young adults all mentioned cooking as a key life skill that needed to be acquired.  In 

the first instance cooking skills are acquired in order to eat and thus survive.  However, 

through the experience of cooking meals in-the-World, the young adults have the 

opportunity to hone their cooking skills through successes, mistakes, reflection, and 

feedback.  In addition, further life skills are acquired as the young adults apply their 

cooking life skills for example, social skills, an understanding of nutrition, shopping 

skills, budgeting, and time management.  Other examples of life skills acquisition as an 

organic lived experience rather than a straightforward, linear process include orientation 

and mobility, housework, and personal grooming.   
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Figure 6.2 also depicts life skills acquisition as a primary means to achieve the 

outcome of average everydayness, which in turn is the means for Being-in-the-World.  

This understanding situates and elevates the conceptualisation of life skills acquisition 

from a presupposed means to cope with the demands of daily life (WHO, 2003), to a 

primordial component of Dasein’s structure for Being-in-the-World.  As such, the telic 

connection between life skills acquisition, average everydayness, and Being-in-the-

World offers a way to understand life skills acquisition in relation to what it means to be 

a human being, in-the-World.   

Average everydayness and equipment.  According to the Heideggerian lens, 

the world is populated with a vast array of equipment and ways to correctly use that 

equipment, which Dasein is expected to learn in order to achieve average everydayness.  

Central to the correct use of equipment is the Heideggerian concept of equipment being 

‘ready-to-hand’ or ‘present-at-hand’.  That is, when Dasein is using equipment correctly 

for the task it was designed for, the equipment’s mode of being is ‘ready-to-hand’.  At 

such times, Dasein is generally not aware of the equipment or its properties (the means) 

instead Dasein is focused on the task (the end).  In contrast, when the equipment is not 

being used correctly, is the wrong equipment for the job, breaks down or goes missing 

then the equipment’s mode of being shifts from ‘ready-to-hand’ to ‘present-at-hand’.  

For example, a computer that has broken down sits idle on the desk as an inanimate 

object, which has lost its usefulness as a means to achieve Dasein’s ends.  Another way 

that equipment loses its ‘ready-to-hand’ mode of being is when Dasein does not acquire 

the know-how to use the equipment correctly.   

  A central challenge for the young adults was acquiring the life skills to use 

everyday equipment correctly in the ‘ready-to-hand’ mode.  An explanation for this is 

that average everyday equipment is generally designed and manufactured by people 
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with sight, for people with sight.  Accordingly, the safe and effective use of equipment 

presupposes that the user of the equipment will have reasonable eyesight.  For example, 

equipment often has dials with print, and the instructions/diagrams for using the 

equipment are most often in print.  Moreover, the visual appearance of various 

equipment is usually enhanced for sighted people through the use of colour, visual 

contrast, graphics, and so on.  Examples of common equipment include toys, books, 

writing equipment, televisions, computers, kitchen utensils, toasters, jugs, measuring 

equipment, vehicles, and tools.   

The young adults identified how sighted people had the advantage of being able 

to acquire the ability to use equipment though visual observation.  In contrast to their 

sighted peers, the young adults reported how they had to identify and learn to use 

equipment via their residual senses, in particular the senses of touch and hearing.  The 

young adults described how using touch and hearing took additional time and detailed 

explanation because they were not in a position to simply look at the equipment being 

used and imitate that process.  For example, Jessica talked about how she could hear 

sausages being cooked on a barbeque but that did not mean she could operate a 

barbeque effectively.  Molly also reported how she could hear the home help worker 

using a vacuum cleaner to clean the carpets but that did not result in Molly knowing 

how to use the vacuum cleaner properly.  As a result, much of the generic equipment 

surrounding the young adults in their family, community, and culture, such as cars, 

washing machines, and televisions remained ‘present-at-hand’ to the young adults.  That 

is, such equipment were inanimate objects with certain properties, which were ‘ready-

to-hand’ for sighted people in the family and community, but not for the young adults.  

The young adults reported that there were two exceptions to this situation: computers 

and mobile phones, which had adaptive software that provided speech output.  The 
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specialised software enabled the young adults to use these two types of generic 

equipment in a ‘ready-to-hand’ mode.   

It was notable however that the young adults regarded braille and a white 

mobility cane as ‘present-at-hand’.  Braille and the white mobility cane are two pieces 

of equipment that had been designed and produced specifically for people who are blind 

or vision impaired, yet neither were used by the young adults in a ‘ready-to-hand’ mode 

of being.  All the young adults had learned braille at school yet none of them used 

braille in their daily lives at the time of the interviews.  The young adults talked about 

the limitations of braille as a communication system for people who are blind or 

visually impaired, for example only being able to write to other blind people, problems 

accessing braille material, and the time and effort involved in maintaining finger 

sensitivity for reading braille.  Instead of braille, the young adults described how they 

preferred to use generic computers and mobile phones with specialised software for 

speech input/output.  The main reason given by the young adults for using generic 

equipment instead of braille was that computers and mobile phones with speech 

software offered a more effective, efficient, and socially accepted means of reading, 

writing, and communicating.  This was particularly the case with utilising social media.  

This finding indicates, from a Heideggerian perspective, the importance, usefulness, and 

meaning of equipment to the young adults, when it is in the ‘ready-to-hand’ mode, as 

opposed to the objective ‘present-at-hand’ mode.  

All the young adults had acquired O&M skills in using a white cane during 

childhood and adolescence.  Despite many hours of formal instruction in the use of a 

white cane, the cane remained ‘present-at-hand’ to the young adults, that is as an object 

that did not fade into the background when being used for the purpose it was designed 

for.  Jessica for example described her “love-hate relationship” with the white mobility 
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cane.  She described the white cane as “a piece of metal” that provided a person who 

was blind or visually impaired with the following benefits: protection from falling over 

objects in the line of travel, information about the ground surface in front, and 

identification so that sighted people can see that the person using the white cane has a 

visual impairment.  From a Heideggerian perspective, Jessica understood the white 

mobility cane as a ‘present-at-hand’ object.  That is, despite using the white cane every 

day, Jessica remained highly aware of and sensitive to the cane’s properties as a white 

piece of metal, and its purpose for use by a person who was blind or visually impaired.  

So, for Jessica and the other young adults, the white mobility cane did not fade into the 

background when it was used.  Instead, the white mobility cane remained ‘present-at-

hand’, as an inanimate, albeit explicit, object with certain objective properties.   

Average everydayness and das Man.  Following the Heideggerian lens, das 

Man is conceptualised as the proxy for the dominant albeit latent socio-cultural norms, 

values, and practices, which determine Dasein’s life skills acquisition and average 

everydayness for Being-in-the-World.  Das Man dictates and governs all aspects of 

Dasein’s life skills acquisition and average everydayness in relation to how ‘one’ 

should understand, speak, think, dress, use equipment, and behave in daily life.  As 

such, das Man represents a socio-cultural construct for what is considered average, or in 

other words normal, for Dasein in a given era.  As with all human beings, the young 

adults were socialised into the socio-cultural norms, values, and practices of das Man, 

by family, community, and culture, in order to achieve average everyday Being-in-the-

World.  That is, to become Dasein.  

Das Man not only dictates the type of understanding, speech, and attunement 

that constitutes average everydayness, it determines the standard for Dasein’s 

acquisition and performance of average everydayness.  Accordingly, das Man 
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prescribes and polices through the family, community, culture, organisations, and 

systems, the appropriate and acceptable standard for Dasein’s understanding, speech, 

and attunement in a given era.  For example, the young adults acquired an 

understanding that they needed to face a person speaking to them, that there are good 

and bad manners, that there is a correct and an incorrect way to use a white mobility 

cane, and so on.  Accordingly, the young adults understood that it was not enough to 

simply acquire life skills, life skills had to be acquired to a standard that was socially 

and culturally acceptable and appropriate.  This meant satisfying das Man’s prescription 

for Dasein’s average everyday Being-in-the-World.  Thus, the informants had 

internalised not only the types of life skills acceptable to das Man, but also das Man’s 

relentless policing of satisfactory/unsatisfactory standards, of life skills acquisition and 

performance.  This interpretation provides one explanation for how the informants were 

able to immediately and unequivocally appraise life skills acquisition.   

As a result of being thrown into-the-World with CTB, the young adults and their 

parents found themselves governed by das Man’s dictates for what one does, when one 

has CTB.  For the informants, that meant first and foremost engaging with the 

subordinate world of blindness and visual impairment.  As discussed previously, the 

subordinate world of blindness and visual impairment is a socio-cultural construct with 

its own specialised jargon, practitioners, understandings, practices, professional 

standards, and expectations, which determine what is average or normal in that world.  

The findings revealed that how one understands, speaks, and attunes in the subordinate 

world of blindness and visual impairment, was not always consistent with how one 

comports oneself in the superordinate world, which Jessica referred to as “the real 

world”.  This was most evident when the young adults spoke about their experiences in 

dealing with the incongruity between the expectations of specialists on one hand and 
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their families and communities on the other hand, in relation to life skills acquisition 

and independent functioning.   

Molly for example described her lived experience of life skills acquisition in 

childhood and adolescence as “messed up” because in the world of blindness, the focus 

of disability-specific life skill acquisition was on her mastery of skills and specialised 

equipment in order to function independently, effectively, efficiently, and safely.  In 

contrast, Molly and the other young adults had to contend with an average and often 

uninformed understanding of living with CTB in the superordinate world dominated by 

family and community.  Unresolved incongruities between disability-specific skills 

acquisition in the world of blindness on one hand, and visual impairment and generic 

life skills acquisition in the superordinate world on the other hand, may have significant 

implications for teaching life skills to children with visual impairments.   

CTB as a disturbance to das Man’s average everydayness.  The Heideggerian 

lens identified that equipment breakdowns and anxiety are particular circumstances that 

have the potential to disrupt Dasein’s taken for granted average everydayness 

(Heidegger, 1927/1962, p. 105).  When equipment fails to work, goes missing or is not 

suitable for Dasein’s project, the means to achieve his/her ends break down, and 

Dasein’s intended outcome is thwarted.  In times of existential anxiety or angst, an 

individual Dasein may find that the normal presupposed meaning and significance of 

everyday task and routines may seem pointless to him/her (Heidegger, 1927/1962, p. 

233).  Thus, as a result of equipment breakdown and/or angst, Dasein may feel 

frustrated or unsettled, because the usual “mindless coping” of Dasein in average 

everydayness has been disrupted (Dreyfus, 1991, p. 3).   

Heidegger posited that disruptions to average everydayness are valuable because 

they can serve to illuminate what is usually concealed in average everyday ends and 



CHAPTER 6: DISCUSSION 

 

173 

means and Dasein’s unquestioning conformity to the dictates of das Man (Heidegger, 

1927/1962, p. 105).  For example, a malfunctioning computer can halt progress on 

average everyday activities such as preparing a report, checking emails, and connecting 

with others on social media.  Anxiety on the other hand can illuminate how much of 

daily life is devoted to taken for granted, mundane tasks and routines such as personal 

hygiene, eating, drinking, engaging in small talk, and commuting to work.  Moreover, 

anxiety can illuminate the generally concealed, and thus presupposed, socio-cultural 

norms, values, practices that constitute average everyday Being-in-the-World 

(Heidegger, 1927/1962, p. 233).   

Like anxiety, CTB can be considered as a disruption to das Man’s dictates for 

Dasein’s average everyday Being-in-the-World, because such prescriptions are based 

on the presumption that Dasein has sight.  Accordingly, CTB serves to illuminate what 

is presumed by das Man’s dictates for sighted Dasein.  As discussed, the world is 

constructed for Dasein’s average everyday Being-in-the-World and das Man dictates 

and governs the socio-cultural norms, values, and understanding of the world.  Given 

that the vast majority of the Dasein in-the-World are sighted, it could be argued that 

average everydayness is a sighted average everydayness for Being-in-the-World, and 

that das Man is sighted das Man.  This was evident in the young adults’ reports of how 

their lived experience of acquiring generic skills with CTB, was vastly different to their 

sighted peers, who could informally and incidentally acquire generic life skills, by 

simply observing other sighted people performing life skills.  Sighted average 

everydayness is also evident in the array of ubiquitous, visual artefacts in-the-World.  

For example, signage, colours, text, graphics, contrast, lighting, aesthetics, painting, and 

non-verbal communication.  These artefacts have dominated the everyday life of Dasein 

through all eras.  Moreover, equipment, which is critical as a means to Dasein’s average 
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everyday Being-in-the-World, is generally designed and produced on the assumption 

that the user of the equipment will be able to see dials, printed instructions, diagrams, 

and so on, which are necessary for the safe and effective use of the equipment.  Thus, 

CTB can be regarded as a major disruption but also illumination of das Man’s latent 

dictates, for sighted, average everyday Being-in-the-World by sighted people.  

Das Man’s dictate for ‘what one does when one has CTB’, is to enter and 

engage with the subordinate world of blindness and visual impairment, in order to 

acquire the means for being-in-the-superordinate world.  In contrast to the superordinate 

world, the subordinate world of blindness and visual impairment is governed by the 

dictates of professionals and specialist organisations.  The result is a highly structured, 

formal, and theoretical approach to disability-specific life skill acquisition for children 

with visual impairments.  As such, ideal notions of disability-specific life skill 

acquisition as ‘a means to an end’ dominate.  For example, the disability-specific skills 

literature promotes the ‘mastery’ of functional independence in all nine areas of the 

ECC disability-specific skills (Gardner & Wolfe, 2015; Gantschnig et al., 2015; Hatlen, 

1996; Meyer & Jones, 2015).  In contrast, sighted children in the superordinate world 

are generally only expected to acquire ‘a good enough’ standard of generic life skills 

acquisition and performance, for example, brushing teeth, using a knife and fork, and 

moving around in the environment.  The findings revealed that the young adults 

challenged and ultimately rejected, the ideal notions of disability-specific skills 

‘mastery’, which were promoted in the subordinate world of blindness and visual 

impairment.  This has implications for further research into what constitutes ‘a good 

enough’ standard of O&M, braille, social skills, and so on for children with visual 

impairments.   
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A Heideggerian conceptualisation of life skills acquisition with CTB 

A Heidegger perspective offers a new conceptualisation of acquiring life skills 

with CTB because it situates the means and ends of structured life skill acquisition 

interventions for young people with CTB, in the phenomenological context of what it 

means to be a human Being-in-the-World.  As such, the intention of life skills 

acquisition is to acquire the understanding, skills, and language, needed for average 

everydayness, which is the primordial mode of Dasein’s Being-in-the-World.  

Moreover, a Heideggerian viewpoint identifies that Dasein’s Being-in-the-World is 

underpinned by the dual structures of care and temporality (Heidegger, 1927/1962) [see 

Figure 6.3].   

 

Figure 6.3 Life skills acquisition and the structures of care and temporality  

As shown in Figure 6.3, the young adults’ life skills acquisition was based on a 

structure of care.  That is, solicitude for his/her own being and projects, as well as 
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concern for the being of other people, and other entities in-the-World.  In addition, the 

care structure provides an account of how the nexus of independence, dependence, and 

interdependence is central, as a profound expression of solicitude, to all structured life 

skill acquisition interventions.  Furthermore, the care structure is based on a structure of 

temporality, because it manifests between thrownness at birth and the certainty of death; 

the dynamic nexus between the future, present and past; and how Dasein’s way of 

living is influenced by history.  Whilst the care and temporality structures of Dasein’s 

Being-in-the-World are typically concealed in the phenomenon of average 

everydayness, both structures underpin every aspect of Dasein’s average everydayness.  

For example, the socio-cultural norms and values of das Man are concerned with how 

Dasein shows concern for its own being and the being of others (care structure) in the 

context of its past, present, and future life, and the era it exists in (temporality structure).  

Accordingly, a Heideggerian conceptualisation for life skills acquisition makes explicit 

how life skills acquisition reflects the care and temporality structures of Dasein’s 

Being-in-the-World.   

According to a Heideggerian perspective, the central challenge of structured life 

skill acquisition interventions for young people with CTB, is that such programs are 

based on the dictates and norms of das Man for average everyday ‘sighted’ Being-in-

the-World (Heidegger, 1927/1962).  However, Dreyfus (2017) posited that although das 

Man offers an inauthentic mode of being, without the generic intelligibility of das 

Man’s average everydayness, the world would lack shared meaning and significance for 

average everyday functioning.  Whilst the Heideggerian lens does not make a moral 

judgement of inauthentic Being-in-the-World, it does advocate for a more authentic 

mode of being.  For young adults with CTB, authentic Being-in-the-World must take 
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into account their blindness, in the face of ineluctable pressure to conform to das Man’s 

generic and inauthentic stance on CTB.   

When the young adults were first thrown into-the-World with CTB, das Man 

dictated ‘what one does when one has CTB’ for the young adults and their families.  In 

the young adults’ case, this meant entering and complying with the subordinate world of 

blindness and visual impairment over the course of childhood and adolescence in order 

to learn disability-specific life skills.  This was das Man’s prescription for how a young 

person with CTB can acquire the life skills needed to be able to functionally effectively 

in the superordinate world.  Concealed within das Man’s commonsense prescription 

was a vast array of presupposed and thus concealed socio-cultural norms, values, and 

practices for Dasein’s Being-in-the-World with CTB.  Central to das Man’s prescription 

for ‘what one does when one has CTB’, was the tacit requirement for the young adults 

and their families, to enter the subordinate world of blindness and visual impairment, in 

order to acquire disability-specific skills.  

As might be expected, the world of blindness and visual impairment has a 

specialised understanding of the impact of CTB on life skills acquisition, which 

underpins and informs structured disability-specific skill programs, the intervention of 

disability-specific skill specialists, research, literature, and so on.  The danger in having 

such specialised understanding sequestered within the subordinate world of blindness 

and visual impairment, is that das Man’s dictates for what one does when one has CTB, 

is largely quarantined in that subordinate world.  As such, das Man’s average 

understanding of what one does when one is living with CTB remains unchallenged and 

unchanged.  A Heideggerian conceptualisation for life skills acquisition offers a way to 

bridge the gulf between the superordinate world and the subordinate world of blindness 

and visual impairment.  One example of how this gulf can be bridged is using a 
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Heideggerian perspective to clarify the fundamental purpose of disability-specific skill 

interventions.  Figure 6.4 depicts how disability-specific skills acquisition is a means (a) 

to acquire generic life skills and (b) to acquire disability-specific life skills as an 

alternative to generic life skills.  Figure 6.4 explicates the acquisition of disability-

specific skills as the means to acquire both generic life skills and disability-specific life 

skills, in order to perform the tasks, routines, roles, and responsibilities of daily life, for 

average everyday Being-in-the-World.   

 

Figure 6.4 A Heideggerian view of disability-specific skills as ‘a means to an end’  

The alternative account of the purpose of disability-specific skills depicted in 

Figure 6.4, situates the acquisition of life skills (generic and disability-specific), in the 

context of the primordial care and temporality structures, which underpin Dasein’s 

Being-in-the-World.  Accordingly, an individual’s personal quest for independence 

takes place within the dynamic nexus of dependence, independence, and 

interdependence of family, community, and culture.   
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In summary, the Heideggerian lens was used to illuminate the telic link between 

life skills acquisition, average everydayness, and Dasein’s Being-in-the-World.  As 

such, the Heideggerian lens revealed what is typically presupposed and thus concealed 

in how the phenomenon of life skills acquisition manifests itself.  For example, the 

being of human beings, the pivotal role that sight plays in Dasein’s Being-in-the-World, 

the socio-cultural constructs of the world that give meaning and significance to 

Dasein’s Being-in-the-World, and the care and temporality structures that underpin 

Dasein’s being structure.  Also, taken for granted are the socio-cultural norms and 

values embedded in the practices, traditions, understandings, speech, and equipment of 

Dasein’s average everydayness.  Accordingly, the Heideggerian lens offers a way to 

understand life skills acquisition in the phenomenological context of what it means to 

be a human being in-the-World, in a given era, society and culture.   

This chapter discussed the research findings in relation to the research question, 

‘how do young adults with CTB understand their lived experiences of life skills 

acquisition?’, and three main aims of the current study:  

1. To better understand what it is like to have the lived experience of acquiring life 

skills with CTB. 

2. To explore the claim that young people with visual impairments are reaching 

adulthood with serious gaps in their life skills acquisition. 

3. To consider the phenomenon of life skills acquisition with CTB from a 

Heideggerian perspective. 

  In the next chapter, a conclusion to the current study will be provided, which 

includes a summary of the research; implications for professional practice and for 

young people with CTB and their families; limitations of the study; and 

recommendations for further research.   
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Chapter 7: Conclusion 

In this chapter the conclusions of the study are presented in relation to the 

research question, ‘how do young adults with CTB understand their lived experiences of 

life skills acquisition?’.  The chapter also reviews the research problem, research 

purpose, and aims of the research, in the light of the research conclusions.  In addition, 

the chapter will present the implications for professional practice and parenting that 

emerged from the conclusions.  Chapter Seven concludes with a section on the 

limitations of the study as well as recommendations for further research.   

Review of the Thesis Structure  

Chapter One introduced the context of the research, the background to the 

research problem, the problem statement, the purpose of the research, the research 

question, and the aims of the research.  The chapter concluded with a professional 

reflection, the significance of the study, a definition of terms, and an overview of the 

organisation of the thesis.  Chapter Two reviewed the extant literature related to life 

skills acquisition for young people generally, children and adolescents with disabilities, 

and the specific cohort of young people with visual impairments.  In Chapter Three the 

theoretical framework of the study, Interpretative Phenomenological Analysis (IPA) and 

its three main elements, phenomenology, hermeneutics, and idiography were outlined.  

In addition, the Heideggerian lens was presented.  Chapter Four of the study discussed 

in detail the methodology of the current study, whilst Chapter Five presented the 

findings and the four superordinate themes that emerged from an IPA of the research 

data: (1) understanding life skills, (2) acquiring disability-specific skills, (3) reaching 

adulthood with life skill gaps, and (4) making sense of independence.  Chapter Six 

provided a discussion of findings in relation to the main aims of the study, with 
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reference to the extant literature, and an interpretation of the findings using the 

Heideggian lens.   

Research Purpose, Questions, and Aims 

As outlined in Chapter One, the purpose of this qualitative study was to explore how 

young adults with CTB understood their lived experiences of life skills acquisition.  

Accordingly, four young adults with CTB, and five of the parents of those four young 

adults, took part in the study as informants.  In order to explore the informants’ lived 

experience, the following research question was posed, ‘how do young adults with CTB 

understand their lived experiences of life skills acquisition?’.  The three main aims that 

operationalised the research question were addressed in the previous chapter, Chapter 

Six:  

1. To better understand what it is like to have the lived experience of acquiring life 

skills with CTB. 

2. To explore the claim that young people with visual impairments are reaching 

adulthood with serious gaps in their life skills acquisition. 

3. To consider the phenomenon of life skills acquisition with CTB from a 

Heideggerian perspective. 

Review of the Problem Statement 

Dr Phil Hatlen (1996) observed that young people with CTB and visual 

impairments, who do not acquire fundamental life skills, were “at high risk for lonely, 

isolated, unproductive lives” (Hatlen, 1996, p. 3).  In 1996, the Expanded Core 

Curriculum (ECC) for students who are blind or visually impaired, was introduced in 

the United States of America with the aim of ensuring young people would acquire the 

necessary academic and life skills, to avoid such unacceptable outcomes (Hatlen, 1996).  

The ECC was subsequently adopted internationally as the foremost curriculum for 
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young people with visual impairments (SPEVI, 2016; Wolffe & Kelly, 2011).  In 2016, 

SPEVI reiterated a similar concern to the one expressed by Hatlen 20 years earlier, “far 

too many learners with vision impairment leave school without having acquired the 

tools for further learning, economic survival and independence.  Others lack the basic 

skills to successfully participate as equals in adult society” (SPEVI, 2016, p. 4).  The 

claims made by Hatlen and SPEVI raised serious concerns about quality of life 

outcomes for young people with visual impairments due to gaps in life skills 

acquisition, which have not been investigated to date.   

Chapter One outlined how the claims of Hatlen and SPEVI resonated with my 

own professional experience over three decades, in providing remedial O&M programs 

to various young adults with CTB, who had reached adulthood with serious gaps in 

their basic life skills.  I observed when working with these particular young people that 

their gaps in life skills were not limited to O&M but often included deficits in social 

skills, independent living skills, sensory efficiency skills, problem-solving, recreation 

and leisure skills, and time management.  As Hatlen (1996) and SPEVI (2016) 

observed, these types of gaps in life skills have an adverse impact on a young person’s 

capacity, to be able to cope with the demands of everyday life in adulthood, for 

example, participating and moving around in the community, shopping, managing their 

finances, and basic housekeeping.  Moreover, gaps in life skills acquisition appeared to 

adversely affect the young people I was working with in terms of their capacity to 

achieve the similar quality of life outcomes as their sighted peers, for example, further 

study, finding employment, socialising, travelling, finding a partner, and moving out of 

home.  Accordingly, I found that many young people with CTB, who had not acquired 

basic life skills in childhood and adolescence were faced with having to engage in 

further and often extensive, remedial structured life skill acquisition interventions to 
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address their life skill gaps, whilst their sighted peers were moving on with their lives as 

young adults.  Thus, Hatlen (1996) and SPEVI’s (2016) claims about the negative 

quality of life outcomes facing young people who do not acquire fundamental life skills, 

coupled with my own professional experience of the situation became the catalyst for 

the current research.   

Review of Key Findings 

As discussed, the problem the current study sought to explore was the claim 

made by Hatlen (1996) and endorsed by SPEVI (2016), that young people with CTB 

faced the risk of achieving poor quality of life outcomes in adulthood if disability-

specific skills are not acquired during childhood and adolescence.  It was found that the 

parents’ understanding of the young adults’ life skills acquisition was consistent with 

Hatlen and SPEVI’s claim.  That is, the parents shared an understanding that the young 

adults had not acquired basic life skills in childhood and adolescence, and were 

therefore not equipped to cope with the demands of daily life, and achieve quality of life 

goals as adults.  The young adults also confirmed that they reached adulthood with 

significant gaps in their life skills.  However, in contrast to the parents’ understanding 

and the claims of Hatlen and SPEVI, each young adult reported that despite the gaps in 

their life skills acquisition, they were currently living lives that were rewarding, 

productive, and meaningful.  Moreover, the young adults were sanguine about their 

current lives and optimistic about the future.  So what conclusions can be drawn from 

the divergence in understanding about the means and ends of life skills acquisition with 

CTB, between the young adults on one hand and the parents, Hatlen and SPEVI on the 

other hand.   

Despite reaching adulthood with gaps in their life skills, the young adults had 

found ways of supplementing the life skills they had acquired, by using assistance from 
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sighted people to perform various tasks and routines of daily life.  The narratives 

revealed that it was the use of a person’s eyesight, not sighted help per se, which the 

young adults had come to rely on to help them contend with the challenges posed by 

CTB in everyday life, for example, crossing roads, cooking, choosing clothes, and using 

public transport.  According to the young adults, using sighted assistance meant that 

these, and other tasks and routines, could be performed more safely, effectively, and 

efficiently.  Utilising the sight of other people also offered the young adults a way of 

performing everyday tasks and routines, without having to engage in further structured 

life skill acquisition interventions, in order to address their life skill gaps.  As a result, 

the young adults had discovered an alternative means of acquiring life skills with CTB 

that, in their understanding, was meaningful, effective, safe, and efficient.   

A number of firm conclusions can be drawn from the findings of the study.  

First, the appraisal of the young adults’ life skills acquisition by all the informants, and 

the literature, was in binary terms, where the young adults simply had, or had not 

acquired critical life skills, by the time they had completed secondary education.  The 

narratives revealed however that the lived experience of life skills acquisition with CTB 

was more complex.  That is, the young adults had reached adulthood with a range of 

generic life skills/disability-specific skills, but their acquisition of certain life skills, 

such as mobility and cooking, was not to a standard of self-reliance, which would allow 

them to function safely, efficiently, and effectively.  Accordingly, it was not life skills 

acquisition per se that was the concern, it was the standard of life skills acquisition that 

had not been reached, which was the main issue.  As discussed in Chapter Two: 

Literature Review and Chapter Six: Discussion, the criteria for appraising life skills 

acquisition is largely tacit and thus, presupposed.  Second, the focus on deficits in life 

skills acquisition by the parents, young adults, and others for example, disability-
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specific skill specialists, had the unintended effect of overlooking the multitude of life 

skills, that had been acquired by the young adults over the course of childhood and 

adolescence.  Third, the alternate life skills that had been acquired by the young adults 

to address their life skill gaps,  particularly the ‘blind’ life skills developed by the young 

adults, were mostly not acknowledged by their parents and the young adults themselves.  

For example, the life skill of knowing how to quickly determine whether to trust a 

sighted person to help based on non-visual clues and also the life skill of improvising by 

pragmatically synthesising generic life skills with disability-specific skills.  It was also 

concluded that the young adults did not appear to have found a great deal of meaning in 

the extensive structured disability-specific skills interventions that had been received 

throughout childhood and adolescence.  Instead, the young adults had found significant 

personal meaning in their pragmatic acquisition of life skills with CTB.  

A conclusion drawn from the findings is that structured life skill acquisition 

interventions for young people with CTB need to be improved in order to deliver not 

only more efficacious, but more meaningful interventions, for young people and their 

families.  Interventions can be made more meaningful by recognising that it is the 

standard of life skills acquisition reached by adulthood that is the main issue, not life 

skills acquisition per se.  Moreover, what constitutes a “good enough” standard of life 

skill acquisition by young people with CTB needs to be explicated, so that a young 

person with CTB, his/her family, and those working with the young person, have a 

shared understanding of the intended life skill acquisition outcomes.  There also needs 

to be acknowledgment of life skills that have been acquired by the young person in 

order to counterbalance a tendency to focus on deficits in life skills acquisition.  This 

includes acknowledging the life skills acquired by the young person as a result of 

improving the acquisition and performance of generic life skills and disability-specific 
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life skills, in ways that are meaningful for a person with CTB.  As such, the following 

implications for professionals; parents and young people; and theory are offered. 

Implications for Professional Practice 

The findings of the study have important implications for professional practice.   

One of the key findings was that the informants did not have a clear understanding 

about the central purpose of disability-specific skills acquisition.  Instead of clarity, the 

findings indicated a great deal of ambiguity, ambivalence, incongruity, and assumptions 

surrounding the purpose of disability-specific skills acquisition for the young adults and 

their parents.  In addition, the findings suggest that the lack of clarity regarding the 

central purpose of disability-specific skills acquisition, was a key factor in the young 

adults reaching adulthood with gaps in their life skills acquisition.  This study argued 

that the central purpose of acquiring disability-specific skills was as a means (a) to 

acquire generic life skills or (b) acquire disability-specific life skills (as an alternative to 

generic life skills).  Accordingly, those working with young people living with 

blindness or severe visual impairments should not assume that the purpose for acquiring 

disability-specific skills is understood by the young people and their families.  

Specifically, the rationale for acquiring disability-specific skills should be explicated to 

ensure that the young people and their families understand the role and importance of 

disability-specific skills acquisition. 

One of the ways that those working with young people and their families might 

help to clarify the purpose of acquiring disability-specific skills, is to use the term ‘life 

skills’ in relation to disability-specific skill interventions.  The findings revealed that all 

the informants were comfortable using the term ‘life skills’ to mean those skills needed 

for everyday tasks, routines, and responsibilities.  By using the term ‘life skills’, young 

people and their families can be assisted to understand the rationale for acquiring 
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disability-specific skills and also the telic link that exists between disability-specific 

skills acquisition and the acquisition of generic or disability-specific life skills. 

The findings of the study suggested that the informants regarded the assessment 

of disability-specific skills acquisition as the exclusive responsibility of disability-

specific skills specialists.  This had the effect of creating a dichotomy for the informants 

between generic life skills, which were to be acquired within the family context, and 

disability-specific skills, which were to be acquired at school, in specialist settings, and 

in the community, under the supervision of disability-specific skill specialists.  A way 

to deal with this artificial and unhelpful dichotomy is for those working with young 

people with CTB and their families to be aware of, explain, and reinforce the telic link 

that connects and makes sense of  the acquisition of disability-specific skills and generic 

or disability-specific life skills.  Another way is for disability-specific skills specialists 

to explicate what constitutes a ‘good enough’ standard of disability-specific skills 

acquisition, as opposed to ideal, unrealistic and unattainable standards of mastering 

disability-specific skills.  In this way, the assessment of disability-specific skills might 

become more aligned with how generic life skills were appraised by the informants, that 

is, to a ‘good enough’ standard of acquisition and performance.  This may also lead to 

more meaningful and effective disability-specific skill and generic life skill 

interventions and outcomes for all stakeholders.  

The young adults’ choice and preference for relying on sighted assistance as a 

means to deal with the life skills acquisition gaps and achieve more autonomy in daily 

life also has important implications for professionals and service providers.  In the 

Australian context, the introduction of the National Disability Insurance Scheme 

(NDIS) in 2013, has seen a significant shift towards personalised funding for services 

and support based on the choices and preferences of people with disabilities (Carey, 
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Malbon, Olney, & Reeders, 2018; Collings, Dew, & Dowse, 2019).  As such, 

professionals and service providers will need to ensure that programs and supports for 

people living with CTB reflect a nuanced response to how people with disabilities 

understand and manage the dialectic between independence and dependence in their 

everyday lives, so that their service delivery and support of people with disability, is 

relevant, effective, and meaningful.  This may represent a challenge and ultimately a 

modification, correction, and/or rejection of traditional and presupposed ways, that 

professionals and service providers have thought about the nexus between 

independence, dependence, and interdependence, in relation to their service delivery, 

and the preferences and choices of people with disabilities.   

Implications for Young People with CTB and their Families 

Young people and their families may find the implications for professionals 

useful especially in understanding what constitutes an effective structured life skill 

acquisition intervention and/or professional working with their child.  In addition, there 

are several other implications for those living with CTB.  Structured life skill 

acquisition interventions represent one formal way that a child with CTB may acquire 

life skills.  There are many informal and incidental opportunities, for a child to acquire 

life skills at home and in the community, and parents are well positioned to facilitate 

this.   

Parents may benefit from considering ways that structured life skills acquisition 

programs overlap and/or link with the life skills that their child is acquiring in the home 

environment.  Moreover, parents need to be aware that structured life skill acquisition 

interventions typically involve means and ends that aim to build independent 

functioning and increased autonomy, which might challenge family expectations about 

independence, dependence, and interdependence.  Parents may want to seek 
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information, support and/or counselling to ensure they are supporting their child’s life 

skills acquisition for increased self-reliance, whilst taking care of their own wellbeing.  

Finally, the narratives of the four young people who took part in this study confirmed 

that young people with CTB are able to live rewarding, meaningful, productive, and 

socially connected lives.   

Theoretical Implications  

Heideggerian phenomenology provided a theoretical framework to interpret the 

informants’ lived experience of the phenomenon of life skills acquisition with CTB.  

Accordingly, key concepts from Heidegger’s Being and Time in conjunction with the 

hermeneutic circle of interpretation, offered a way to illuminate, analyse, and challenge 

assumptions held by the informants, the literature and the researcher about life skill and 

disability-specific skill acquisition.  The findings of this phenomenological study 

highlight the importance of investigating not only the taken for granted, outward 

appearance of a phenomenon but also what is hidden in our assumptions about the 

phenomenon.  For example, the findings suggested that the informants understood 

notions of independence and dependence, however the dynamic nexus between 

independence, dependence, and interdependence, appeared to be latent and thus largely 

unexamined by the informants.  The current study argued that this nexus is central to 

both life skill and disability-specific skill acquisition, yet again the nexus is largely 

presupposed in the literature.   

In addition to examining assumptions about life skill and disability-specific skill 

acquisition, Heideggerian phenomenology offered a way to think about the nexus 

between independence, dependence, and interdependence, in relation to our Being-in-

the-World.  That is, life skill and disability-specific skill acquisition and interventions 

for Dasein’s average everyday Being-in-the-World are a primordial expression of the 
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care and temporality structures.  As such, Heideggerian phenomenology offers a way to 

explore and understand the meaning of the informants’ lived experience of acquiring 

life skills with CTB in relation to Being-in-the-World.  It is recommended therefore that 

Heideggerian phenomenology has application to the investigation of the lived 

experience of a diverse range of phenomena.   

Limitations of the Study  

As with all research, the current study had limitations.  A small purposive 

sample of young adults with CTB was used, therefore care must be taken, in 

generalising the research findings.  In Australia, CTB is a relatively low incidence 

disability so this created challenges in finding research participants for the study.  

Moreover, young people with CTB are routinely included in the broader blind and 

visually impaired population.  In addition, data collected on young people who are blind 

and visually impaired is limited.  As a result, it was difficult to identify young people 

who were born with blindness and had no visual experience.  The pool of research 

participants was also limited by the distances and cost involved in reaching potential 

participants in various parts of Australia.  The methodological decision to have the 

young adults nominate a parent as a condition of participating in the study was 

effective, but the limitation was that it excluded one participant in the study, and 

potentially others.  Finally, this hermeneutic phenomenological study sought to explore 

how young adults with CTB understood their lived experience of life skills acquisition 

and as such, it represents only one researcher’s interpretation of the young adult 

informants’ lived experiences.   

Recommendations for Further Research 

It is recommended that further research is needed, into the claims that school 

leavers with visual impairments are reaching adulthood, without adequate life skills 
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(Douglas & Hewett, 2014; Hatlen, 1996; Ravenscroft, 2013; SPEVI, 2016).  In addition, 

further research is required to clarify the criteria for what constitutes a ‘satisfactory’ 

standard of life skills acquisition.  It was concluded in this study that it was not life 

skills acquisition per se, it was attaining a satisfactory or ‘good enough’ standard of life 

skills acquisition.  The criteria for determining such a standard requires further research.  

Given the significant investment of time, money, and resources, associated with 

providing structured, disability-specific interventions internationally, more research is 

needed into the meaningfulness and efficacy of structured life skill acquisition 

interventions.  It is critical that we ensure not only the efficacy of various aspects of 

structured interventions, but we need to explore the meaningfulness of structured life 

skill acquisition interventions, for the young people, families, educators, disability-skill 

specialists, and others who participate in such interventions.   

Whilst the current study was concerned with the lived experience of life skills 

acquisition for young adults with CTB, further research might explore the lived 

experience of life skills acquisition for broader populations such as young people with 

moderate to severe visual impairments; young people with other disabilities; and/or 

young people who have been deemed to be ‘at risk’, because of concerns about life 

skills acquisition.  It is also recommended that longitudinal research is conducted into 

the effectiveness and meaningfulness of interventions related to disability-specific skill 

and generic life skill acquisition.   

Researcher Reflection 

In Chapter One, I acknowledged how a phenomenological question inspired by 

van Manen (1997) was the genesis of the study, ‘what is it like to have the lived 

experience of acquiring life skills with CTB?’.  As well as being the genesis of the 

research, that question has permeated every aspect of the study, including this 
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reflection.  After a number of years of thinking about this question, I wonder whether a 

sighted person can ever really know what it is like to have no visual experience of 

Being-in-the-World.  It is a cliché to say we take our sight for granted but we live in a 

world where sight is presupposed in every aspect of our Being-in-the-World.  For 

example, the built environment, transportation, equipment, signs, graphics, colour, 

language, text, visual displays, lighting, the way we communicate, fashion, media, 

sport, and so on has been designed and developed by sighted people, for sighted people.  

Sight is also presupposed in the life skills that are acquired in order to participate in our 

social practices and the socio-cultural norms and values that underpin those social 

practices and life skills.  So, in order to recognise the challenge that the informants had 

to contend with, I added a tacit postscript to the original question, ‘what is it like to 

have the lived experience of acquiring life skills with CTB?’.  That is, ‘what is it like to 

be born without any visual experience, in a world designed and developed by sighted 

people for sighted people?’.   

Despite my professional experience working with people with visual 

impairments over 30 years, there were specific moments during the interviews when a 

young adult would say something that made me stop and reflect on how I took my 

ability to see for granted.  One time was when the young adults were talking about their 

personal appearance and how it was important to wear clothes that were matching, 

fashionable, and age-appropriate.  I reflected afterwards that none of the young adults 

had ever been able to check their appearance in a mirror or in a photo, two common 

activities that sighted people take for granted.  Another time was when one of the young 

adults talked about her experience of being taught life skills in school and she observed 

that she was “…being taught to be like a sighted person…they thought of me as a 

sighted person who can’t see…”.  Again, this comment caused me to reflect on my role 
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as an O&M specialist working with people with visual impairments.  Was I teaching 

people who were blind ‘to be like a sighted person’ and was I thinking of my students 

as ‘a sighted person who can’t see’?  After reflecting on those questions, I concluded 

that the pursuit of a question such as ‘what is it like to have the lived experience of 

acquiring life skills with CTB?’, was evidence that my intention as an O&M specialist 

is to always respect, and better understand, the lived experiences of people who are 

blind and visually impaired.   

Hermeneutic phenomenology provided a systematic way to remain open to 

having my preunderstandings of the phenomenon of life skills acquisition subject to 

modification and correction.  Likewise, Heideggian phenomenology offered a 

philosophical framework to better understand not only the informants’ lived experience 

of life skills acquisition with CTB but my work as an O&M specialist.  So instead of 

situating structured O&M interventions exclusively in the context of outcomes such as 

finding a job, participating in the community, going to social events, shopping, and so 

on, I now understand these types of outcomes in the primordial context of a human 

being’s average everyday Being-in-the-World.  Moreover, my professional and personal 

life has been influenced by Heidegger’s Being and Time (1927/1962) in relation to the 

fundamental stance on whether to live an inauthentic life that conforms unquestioningly 

to the latent socio-cultural norms and values of das Man, or an authentic life that seeks 

to illuminate and understand what is presupposed in das Man’s dictates for average 

everydayness.  It is this authentic stance that I trust I have brought to the exploration of 

the research question, ‘how do young adults with CTB understand their lived 

experiences of life skills acquisition?’. 
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Appendix A: Ethics Approval 

GRIFFITH UNIVERSITY HUMAN RESEARCH ETHICS COMMITTEE 

 

                                                              14-Jul-2012 

 

 

Dear Mr Ingram 

 

I write further to the additional information provided in relation to the 

provisional approval granted to your application for ethical clearance for 

your project "Life Skills and Life Chances: The Experience of Acquiring Life 

Skills in Childhood and Adolescence for Young Adults who are Congenitally, 

Totally Blind." (GU Ref No: HSV/12/12/HREC). 

 

The additional information was considered by Office for Research. 

 

This is to confirm that this response has largely addressed the comments and 

concerns of the HREC. 

 

This decision is subject to: 

 

The contact officer signing sF1 of the hard copy of the Expedited Ethical 

Review Checklist.  If you did not generate a hard copy when you first 

submitted your application we can email a PDF copy to you. 

 

 

However, you are authorised to immediately commence this research on the 

strict understanding that these matters are addressed and that you provide 

details of how they were addressed. 
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for your protocol promptly. 

 

Regards 

 

Dr Gary Allen 
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ph: 3735 5585 

fax: 07 373 57994 

email: g.allen@griffith.edu.au 

 

	  



ACQUIRING LIFE SKILLS WITH CONGENITAL TOTAL BLINDNESS  

 

219 

Appendix B: Recruitment Letter for Organisations 

 

 

 

 
[Date] 
 
[Name of Manager] 
[Position] 
[Organisation] 
[Street Address/Post Box] 
[Suburb, State, Postcode]  
 
Dear [Name], 
 
I am seeking your support for a research project being conducted as part of my PhD studies at 
Griffith University.  There is substantial research to suggest that the acquisition of life skills 
contributes to a person’s quality of life and life chances.  However, to date, there is no 
research that explores the life stories of young adults who are congenitally, totally blind in 
relation to their experience of acquiring life skills in childhood and adolescence.  
 
My research aims to better understand the role that life skills acquisition plays in the lives of 
people who are congenitally, totally blind.  To that end, young adults who are congenitally, 
totally blind will be interviewed to explore what value and meaning life skills acquisition 
through childhood and adolescence holds for them and how these life skills have contributed 
to their quality of life.  The findings of this research will help to develop better services and 
policy for people who are congenitally, totally blind and their families as well as the wider 
population of people who are blind or vision impaired.   
 
I am seeking your assistance with the recruitment of potential research participants.  The 
criteria for participants are, 
 

• no vision from birth 
• 18 – 35 years of age 
• completed secondary education  

 
The sample will be purposely selected to ensure ‘information rich cases’.  It is not meant to be 
a representative sample because the research is focussed specifically on the value and 
meaning of life skills acquisition to the individual participant.  I will only require two or three 
participants in [name of state].  
 
Recruitment of potential participants will involve your organisation contacting young adults 
who meet the above criteria by telephone and inviting them to participate in the research.  I 

School of Human Services 

 
Telephone +61 (7) 3382 1201  
Facsimile +61 (7) 3382 1210  
 
www.griffith.edu.au 
 
Logan Campus, Griffith University 
University Drive, Meadowbrook 
Queensland 4131, Australia 
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have attached a template to introduce the research project.  The purpose of the telephone call 
is to introduce the project to potential participants and seek their consent for me to contact 
them with more information about the study.  Once I have the participant’s details I will make 
contact them by telephone to discuss the project further.  
 
At the conclusion of the project, I will provide you with a summary of the research findings, in 
recognition of your support of the project.   
 
This research will be conducted in accordance with the National Statement on Ethical 
Conduct in Human Research (2007).  This statement has been developed to protect the 
interests of people who agree to participate in human research studies.  If you have any 
concerns or complaints about the ethical conduct of the research project you should contact 
the Manager, Research Ethics, Office of Research, Bray Centre, Nathan Campus, Griffith 
University on (07) 3735 5585 or research-ethics@griffith.edu.au 
 
Participation in this research project is completely voluntary.  If a potential participant does not 
want to take part they are not obliged to.  Their decision to participate or not participate in the 
project will remain confidential, and in respect of their confidentiality, your organisation will 
not be advised of their decision.  If a person decides to take part and later change their mind, 
they are free to withdraw from the project at any stage.  Their decision to participate or 
otherwise in this project should in no way impact on their entitlement to any services, the quality 
of the service they receive or the relationship with the staff who work with them. 
 
Your support of this research is appreciated.  Please contact me on 0429 621 446 or 
errol.ingram@griffithuni.edu.au if you have any questions. 
 
Yours faithfully 
 
 
Errol Ingram 
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Text to be used by third party to introduce the project. 
 
Section A: Introducing the Study 
 
Hello [insert name of potential participant], 
 
My name is ____________________and I am from [name of organisation].  I am contacting 
you to let you know about a research project that a researcher from Griffith University is 
conducting.  They are interested in talking to people who are congenitally, totally blind about 
their experience of acquiring life skills in childhood and adolescence.  The researcher is 
particularly interested in the value and meaning of acquiring life skills in childhood and 
adolescence for young adults who are congenitally, totally blind.  That means the researcher 
would like to talk to people to ask about their experiences or thoughts.   
 
The researcher is from Griffith University and would like to make contact with young adults 
who are congenitally, totally blind who live in [name of state].  If you are interested in finding 
out about the research project, and talking with the researcher more about this, the researcher 
can contact you, with your permission.  Do you think you might be interested in having the 
researcher contact you about this research study?  [wait for answer]  
 
[If no], Thank you for your time.  We respect your decision to not participate.  No information 
will be provided to any outside organisation about you.   
 
If yes, proceed to next section. 
 
Section B: Providing Consent to Contact 
 
Thank you for your interest in the study.  In order for the researcher to contact you, I would 
like to ask your permission to provide the Griffith University researcher with your contact 
details so that he can send you some information about the study.  By agreeing to receive 
information about the project you are not necessarily agreeing to participate, all responses will 
be kept confidential.  Also, the services you receive from [name of organisation] will not be 
affected by your decision to participate.  
 
If they agree, confirm: 
 
Name:  _______________________________________________________ 
 
Address:  ________________________________________________________ 
 
__________________________________________________________________ 
 
Phone Number:  __________________________________________________ 
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Appendix C: Young Adult Information Sheet 

 

 
                 YOUNG ADULT INFORMANT – INFORMATION SHEET     

 
ACQUIRING LIFE SKILLS IN CHILDHOOD & ADOLESCENCE FOR YOUNG 

ADULTS WHO ARE CONGENITALLY, TOTALLY BLIND. 
 
Who is conducting the research? 
 
The Research is being conducted by a researcher at Griffith University. 
 
Chief Investigator: 
 
Name:  Dr Pat Dorsett 
Location: School of Human Services, Logan Campus 
Phone:  (07) 3382 1483 
Email:  p.dorsett@griffith.edu.au 
 
Researcher: 
 
Name:  Errol Ingram 
Location: School of Human Services, Logan Campus 
Phone:  0429 621 446 
Email:  errol.ingram@griffithuni.edu.au 
 
This Information Sheet has been produced in your preferred format.  Please advise the 
research team if you experience any difficulty with the format.  
 
Your Consent 
We wish to invite you to take part in this research project about acquiring life skills in 
childhood and adolescence for young adults who are congenitally, totally blind.  This 
Information Sheet contains detailed information about the research project.  Its purpose is to 
explain to you as openly as possible all the procedures involved in this project before you 
decide whether or not to take part in it. 
 
Please read this information sheet carefully.  Feel free to ask questions about any information 
in the document.  You may also want to discuss the project with a relative or friend before 
making a decision.  Please feel free to do this. 
 
Once you are comfortable that you fully understand what this project is about and if you agree 
to participate you will be asked to give your Verbal Consent.  This will be done by telephone 
by the researcher.  Your verbal consent indicates that you understand the information and give 
your consent to participate in the research project. 

School of Human Services 

 
Telephone +61 (7) 3382 1201  
Facsimile +61 (7) 3382 1210  
 
www.griffith.edu.au 
 
Logan Campus, Griffith University 
University Drive, Meadowbrook 
Queensland 4131, Australia 
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Why is the research being conducted?  
There is substantial research to suggest that the acquisition of life skills contributes to a 
person’s quality of life and life chances.  However, to date, there is no research that explores 
the life stories of young adults who are congenitally, totally blind in relation to their 
experience of acquiring life skills in childhood and adolescence.  This study will investigate 
the value and meaning of acquiring life skills in childhood and adolescence for young adults 
who are congenitally, totally blind in relation to their quality of life and life chances.      
 
The findings of this research will help us develop better services for people who are 
congenitally, totally blind and their families.  Additionally, the findings may assist in the 
development of better services for other people who are blind or visually impaired and people 
with other disabilities.    
 
What you will be asked to do  
If you agree to be involved in this research, you will be asked to participate in 2 face-to-face 
interviews, in your home area that will take about 60 – 90 minutes.  There will also be one 60-
minute telephone interview to be held a month after the second face-to-face interview.  The 
interviewer will ask you a series of questions about the experience of acquiring life skills in 
childhood and adolescence.   
You will also be asked to nominate a significant caregiver (such as a parent or guardian) who 
directly observed and supported your acquisition of life skills in childhood and adolescence.  
The reason for this interview is to gather another perspective on how you acquired life skills 
during that time.  Your nominated significant caregiver will also be involved in 2 face-to-face 
interviews of 60 – 90 minutes and a 60 minute follow up telephone interview. 
 
Possible Benefits 
Participation in the research may not have any direct benefit to you personally.  However, the 
benefit of taking part in this study is the capacity to have a voice in the ongoing development 
of services for people who are congenitally, totally blind and their families. 
 
Possible Risks to you  
We do not anticipate any risks to you by participating in the research.  However, sometimes 
talking about childhood events can bring up issues or emotions that you had not anticipated.  
While not common, some people do experience some emotional upset when talking about 
their childhood.  Should this occur we will be able to refer you to services in your local area 
to offer support.  There will also be the opportunity to participate in a debriefing process 
immediately following the interviews.   
 
Confidentiality and Privacy  
The conduct of this research involves the collection, access and/or use of your identified 
personal information.  The information collected is confidential and will not be 
disclosed to third parties without your consent, except to meet government, legal or 
other regulatory authority requirements.  A de-identified copy of data may be used for 
other research purposes.  However, your anonymity will at all times be safeguarded.  
For further information consult the University’s Privacy Plan at 
http://www.griffith.edu.au/privacy-plan or telephone (07) 3735 5585.  
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Your participation is voluntary  
Your participation in this research project is completely voluntary.  If you do not want to take 
part you are not obliged to.  If you decide to take part and later change your mind, you are 
free to withdraw from the project at any stage.  You decision to participate or otherwise in this 
project will in no way impact on your entitlement to any services provided by organisations 
providing services to people who are blind or visually impaired, the quality of the service you 
receive or your relationship with the staff who work with you.  Organisations that assisted 
with the recruitment of participants in the research will not be advised of your decision to 
participate or not participate in the research. 
 
Questions / further information  
Before you make your decision about participation in this research a member of the research 
team will be available to answer any questions you may have.  You may ask for information 
you want.  At any stage you may contact one of the members of the research team listed on 
the front page of this information sheet if you require additional information.  
 
The ethical conduct of this research  
This research will be conducted in accordance with the National Statement on Ethical 
Conduct in Human Research (2007).  This statement has been developed to protect the 
interests of people who agree to participate in human research studies.  If you have any 
concerns or complaints about the ethical conduct of the research project you should contact 
the Manager, Research Ethics, Office of Research, Bray Centre, Nathan Campus, Griffith 
University on (07) 3735 5585 or research-ethics@griffith.edu.au  
 
Feedback to you  
A summary of the research findings will be available to participants at the conclusion of the 
project in your preferred format. 
 

Thank you for your assistance with this research project. 
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TEMPLATE FOR VERBAL CONSENT 
 

To be used where the participant is unable to provide written consent due to blindness.   
The interviewer will confirm that the Information Sheet has been received and read.  The 
interviewer will explain the project and offer to answer any questions. 

 
By agreeing to participate, you will be confirming that:  
 

• you understand that your involvement in this research will include two face-to-
face interviews and one telephone interview in which you will be asked about 
your experiences related to acquiring life skills in childhood and adolescence; 

• you understand that the face-to-face interviews will be video and audio taped 
and that these recordings will be erased following coding and analysis; 

• you have had any questions answered to your satisfaction;  
• you understand the risks involved;  
• you understand that there will be no direct benefit from your participation in this 

research;  
• you understand that you participation in this research is voluntary;  
• you understand that information you provide will be treated as confidential and 

will not be used in way that will disclose your identity.  
• you understand that if you have any additional questions you can contact the 

research team;  
• you understand that you are free to withdraw at any time, without comment or 

penalty;  
• you understand that you can contact the Manager, Research Ethics, at Griffith 

University Human Research Ethics Committee on (07) 3735 5585 (or research-
ethics@griffith.edu.au) if you have any concerns about the ethical conduct of the 
project;  

• you agree to participate in the project. 
 
I _________________________________________________ have confirmed that  
   (Print name of interviewer) 
 
____________________________________________ has received and read the 
   (Print name of participant) 
 
Information Sheet regarding participation in the research project entitled “Acquiring Life 
Skills in Childhood & Adolescence for Young Adults who are Congenitally, Totally Blind”.  I 
have read the above statements and confirm that  
 
___________________________________________ has provided/ not provided verbal  
(Print name of participant)                        (cross out the response that does not apply) 
to consent to participate in the project. 
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Appendix D: Parent Information Sheet 

 

 

 

 

PARENT INFORMANT - INFORMATION SHEET 

 

ACQUIRING LIFE SKILLS IN CHILDHOOD & ADOLESCENCE FOR YOUNG 
ADULTS WHO ARE CONGENITALLY, TOTALLY BLIND. 

 
Who is conducting the research? 
 
The Research is being conducted by a researcher at Griffith University. 
 
Chief Investigator: 
Name:  Dr Pat Dorsett 
Location: School of Human Services, Logan Campus 
Phone:  (07) 3382 1483 
Email:  p.dorsett@griffith.edu.au 
 
Researcher: 
Name:  Errol Ingram 
Location: School of Human Services, Logan Campus 
Phone:  0429 621 446 
Email:  errol.ingram@griffithuni.edu.au 
 
This Information Sheet consists of four pages, followed by a one-page Consent Form.  Please 
make sure you have all five pages. 
 
Your Consent 
We wish to invite you to take part in this research project about acquiring life skills in 
childhood and adolescence for young adults who are congenitally, totally blind.  This 
Information Sheet contains detailed information about the research project.  Its purpose is to 
explain to you as openly as possible all the procedures involved in this project before you 
decide whether or not to take part in it. 
 
Please read this Information Sheet carefully.  Feel free to ask questions about any information 
in the document.  You may also want to discuss the project with a relative or friend before 
making a decision.  Please feel free to do this. 
 

School of Human Services 

 
Telephone +61 (7) 3382 1201  
Facsimile +61 (7) 3382 1210  
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Once you are comfortable that you fully understand what this project is about and if you agree 
to participate you will be asked to sign the attached Consent Form.  By signing you indicate 
that you understand the information and give your consent to participate in the research 
project. 
 
Why is the research being conducted?  
There is substantial research to suggest that the acquisition of life skills contributes to a 
person’s quality of life and life chances.  However, to date, there is no research that explores 
the life stories of young adults who are congenitally, totally blind in relation to their 
experience of acquiring life skills in childhood and adolescence.  This study will investigate 
the value and meaning of acquiring life skills in childhood and adolescence for young adults 
who are congenitally, totally blind in relation to their quality of life and life chances.  The 
findings of this research will help us develop better services for people who are congenitally, 
totally blind and their families.  Additionally, the findings may assist in the development of 
better services for other people who are blind or visually, and people with other disabilities.    
 
What you will be asked to do  
You have been nominated by a person who is congenitally totally blind as a significant 
caregiver during their childhood and adolescence.  If you agree to be involved in this 
research, you will be asked to participate in a face-to-face interview in your home area.  The 
interview will take about 60 – 90 minutes.  There will also be a 60-minute telephone or Skype 
interview to be held a month after the face-to-face interview.  The interviewer will ask you a 
series of questions about your experience of supporting the acquisition of life skills in 
childhood and adolescence for a person who is congenitally, totally blind.   
The reason for these interviews is to gather another perspective on the value and meaning of 
acquiring life skills in childhood and adolescence for a person who is congenitally, totally 
blind.    
 
Possible Benefits 
Participation in the research may not have any direct benefit to you personally.  However, the 
benefit of taking part in this study is the capacity to have a voice in the ongoing development 
of services for people who are congenitally, totally blind and their families.  
 
Possible Risks to you  
We do not anticipate any risks to you by participating in the research.  However, sometimes 
talking about disability and childhood events can bring up issues or emotions that you had not 
anticipated.  While not common, some people do experience some emotional upset when 
talking about these issues.  Should this occur we will be able to refer you to services in your 
local area to offer support.  There will also be the opportunity to participate in a debriefing 
process immediately following the interviews.   
 
Confidentiality and Privacy  
The conduct of this research involves the collection, access and / or use of your 
identified personal information.  The information collected is confidential and will not 
be disclosed to third parties without your consent, except to meet government, legal or 
other regulatory authority requirements.  A de-identified copy of data may be used for 
other research purposes.  However, your anonymity will at all times be safeguarded.  
For further information consult the University’s Privacy Plan at 
http://www.griffith.edu.au/privacy-plan or telephone (07) 3735 5585.  
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Your participation is voluntary  
Your participation in this research project is completely voluntary.  If you do not want to take 
part you are not obliged to.  If you decide to take part and later change your mind, you are 
free to withdraw from the project at any stage.  Your decision to participate or otherwise in 
this project will in no way impact on your family’s entitlement to any services provided by 
organisations providing services to people who are blind or visually impaired, the quality of 
the service your family receives or your relationship with the staff who work with you.  
Organisations that assisted with the recruitment of participants in the research will not be 
advised of your decision to participate or not participate in the research. 
 
Questions / further information   
Before you make your decision about participation in this research a member of the research 
team will be available to answer any questions you may have.  You may ask for information 
you want.  At any stage you may contact one of the members of the research team listed on 
the front page of this Information Sheet if you require additional information.  
  
The ethical conduct of this research  
This research will be conducted in accordance with the National Statement on Ethical 
Conduct in Human Research (2007).  This statement has been developed to protect the 
interests of people who agree to participate in human research studies.  If you have any 
concerns or complaints about the ethical conduct of the research project you should contact 
the Manager, Research Ethics, Office of Research, Bray Centre, Nathan Campus, Griffith 
University on (07) 3735 5585 or research-ethics@griffith.edu.au  
 
Feedback to you  
A summary of the research findings will be available to participants at the conclusion of the 
project.  
 

Thank you for your assistance with this research project
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CONSENT FORM 
 

ACQUIRING LIFE SKILLS IN CHILDHOOD & ADOLESCENCE FOR 
YOUNG ADULTS WHO ARE CONGENITALLY, TOTALLY BLIND. 

 
By signing below, I confirm that I have read and understood the information package and in 
particular that:  
 

• I understand that my involvement in this research will include two face-to-face 
interviews and one telephone interview in which I will be asked about my experiences 
related to supporting the acquisition of life skills in childhood and adolescence; 

• I understand that the face-to-face interviews will be audio taped and that these 
recordings will be erased following coding and analysis; 

• I have had any questions answered to my satisfaction;  
• I understand the risks involved;  
• I understand that there will be no direct benefit to me from my participation in this 

research;  
• I understand that my participation in this research is voluntary;  
• I understand that information about me will be treated as confidential and will not be 

used in any way that will disclose my identity.  
• I understand that if I have any additional questions I can contact the research team;  
• I understand that I am free to withdraw at any time, without comment or penalty;  
• I understand that I can contact the Manager, Research Ethics, at Griffith University Human 

Research Ethics Committee on (07) 3735 5585 (or research-ethics@griffith.edu.au) if I 
have any concerns about the ethical conduct of the project;  

• I agree to participate in the project;  
 
 
Name ______________________________________________________ 
(please print) 
 

Signature ____________________________________________________ 
 

Name of Witness ______________________________________________ 
(please print)   
   
Signature ____________________________________________________   
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Appendix E: Interview Schedule Young Adults 

 

 

 

 
Interview Schedule – Young Adult Informants 

Interview 1: 
Life Skills Acquisition 
 

• Please describe your current lifestyle?  [prompts…what you do? where you go? your 
family/friends? employment? study? recreation/leisure activities?] 

• What is your understanding of the term ‘life skills’? [to learn what term for ‘life skills’ is 
used by the young adult] 

• What life skills do you use in your daily life?  
• What contribution do those life skills make to your current lifestyle? 
• What life skills do you feel make the most significant contribution to your current life? 
• What life skills do you feel you haven’t acquired, which might be useful in your current 

life? 
 
Life Story – Acquiring Life Skills in Childhood and Adolescence 
 
Could you tell me something about how you acquired life skills in childhood and adolescence? 
 
Probe questions: 
 

• What were the barriers to acquiring life skills in childhood and adolescence? 
• What was helpful in your acquisition of life skills during childhood and adolescence? 
• How is the acquisition of life skills different for a person who is congenitally, totally blind 

and a person with sight during childhood and adolescence? 
 
Interview 2: Review summary of Interview 1 
 
Hypothetical Question: What if I was the parent of a baby who is congenitally, totally blind.  What 
advice would you give me about my child’s acquisition of life skills during childhood and 
adolescence? 
 
Ideal Position Question:  What do you think the ideal approach to life skills acquisition would look 
like? 
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Appendix F: Interview Schedule Parents 

 

 

 

 

 
Interview Schedule – Parent Informants 

 
Interview 1: 
 
Life Skills Acquisition 
 

• Please describe [name of young adult]’s current life style?  [prompts…what he/she does? 
where he/she goes? his/her family/friends? employment? study? recreation/leisure 
activities?…] 

• What is your understanding of the term ‘life skills’? [to clarify what term for ‘life skills’ is 
used by the parent) 

• What life skills does [name of young adult] use in his/her daily life? 
• What contribution do those life skills make to [name of young adult]’s  current lifestyle? 
• What life skills do you feel make the most significant contribution to [name of young 

adult]’s current life? 
• What life skills do you feel [name of young adult] hasn’t acquired, which might be useful 

in his/her current life? 
 
Life Story – Acquiring Life Skills in Childhood and Adolescence 
 
Could you tell me something about how [name of young adult]’s acquired life skills in childhood 
and adolescence? 
 
Probe questions: 
 

• What were the barriers to [name of young adult] acquiring life skills in childhood and 
adolescence? 

• What was helpful in [name of young adult] acquiring life skills during childhood and 
adolescence? 

• How is the acquisition of life skills different for a person who is congenitally, totally blind 
and a person with sight during childhood and adolescence? 

• Knowing what you know now, what would you do differently in relation to [name of young 
adult]’s acquisition of life skills? 

School of Human Services 

 
Telephone +61 (7) 3382 1201  
Facsimile +61 (7) 3382 1210  
 
www.griffith.edu.au 
 
Logan Campus, Griffith University 
University Drive, Meadowbrook 
Queensland 4131, Australia 



ACQUIRING LIFE SKILLS WITH CONGENITAL TOTAL BLINDNESS  

 

232 

 
Interview 2:       Review summary of Interview 1 
 
Hypothetical Question: What if I was the parent of a baby who is congenitally, totally blind.  What 
advice would you give me about my child’s acquisition of life skills during childhood and 
adolescence? 
 
Ideal Position Question:  What do you think the ideal approach to life skills acquisition would look 
like? 
 
 

  
 


