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Abstract

People with Complex Communication Needs (CCN) require improved methods of accessing
telecommunications, given the communication barriers they face, to participate fully in
society. This research explores the types of telecommunications access methods adults with
CCN use and report to be useful, as well as their perspectives of the usefulness of a Video-
Assisted Speech-to-Speech Relay (VAS) service. The research used a mixed methods design
employing both quantitative and qualitative approaches. An online survey was undertaken,
which attracted 13 respondents with varying disabilities, including Cerebral Palsy, Dystonia
and Traumatic Brain Injury. The respondents reside in Australia, Ireland, the United Kingdom
and the United States. Over half of the respondents have a tertiary or post-graduate education.
Survey respondents were also invited to participate in an online focus group, which was
undertaken to provide further insight into the experiences of survey participants. Six of the
survey respondents participated in the online focus group. A comparative analysis was
conducted on the data collected to gain a greater understanding of user perspectives on the
usefulness of these telecommunications access methods. The analysis of the research draws
on Bourdieu’s theory of society, and more specifically, his concepts of habitus, field and
capital. This thesis then applies Bourdieu’s theory of society to post-modern perspectives on
disability to examine the importance of social participation based on the experiences of
people with CCN who use telecommunications in an effort to increase their social and cultural
power, and gain greater control over their lives. People choose the communication strategy
that will attract the most capital (Bourdieu, 1986) and this is apparent from the findings with
the respondents reporting they use a range of telecommunications access methods in their
communication. The respondents indicated they use a number of communication strategies in
different interactions; aided Augmentative and Alternative Communication (AAC) is not

always their primary communication method.



There are three main findings from this study. First, all respondents use text-based
telecommunications, for example email, SMS, instant messaging and social networking
websites. Second, all respondents use video-based telecommunications, such as Skype,
predominantly to communicate with family and friends, adding weight to the position that
people with CCN use the appropriate communication strategies for participating in their
various social fields, depending on which their habitus suggests will yield the highest return
of capital. Third, the respondents express a perception that VAS could potentially enhance
their access to telecommunications, especially to communicate with unfamiliar

communication partners.

This research suggests that people with CCN are using a variety of telecommunications
access methods to participate in society and to accumulate social capital. Without these
technologies, their ability to accumulate social capital is limited. By understanding their
struggle in their social fields, research can start to answer the question of what support can be
provided to help them in this struggle to maintain and accumulate power, and so gain greater
control in their own lives. The research also reveals several areas for further research into the
enhancement of communication strategies using telecommunications to increase the return of

social capital available to people with CCN.
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1 Introduction

An essential part of participating in and belonging to a community is the ability to
communicate (Collier, Mcghie-Richmond, & Selfa, 2010); this is an integral aspect of the
human rights charter in The United Nations Convention on the Rights of Persons with
Disabilities (United Nations, 2010). The Augmentative and Alternative Communication
(AAC) field emerged in response to the needs of people with Complex Communication Needs
(CCN) who are unable to use speech for everyday communication and may not be able to
benefit from traditional speech therapy given their limited lack of functional speech (Alant,
Bornman, & Lloyd, 2006). The term AAC means “a compilation of methods and technology
designed to supplement spoken communication for people with limited speech or language
skills” (Wilkinson & Hennig, 2007, p. 58). Originally, the AAC field was concerned with the
physical use of the AAC technology, but in recent years, has expanded into the cognitive and

social sciences (Alant, et al., 2006).

People with CCN are increasingly participating in society (Blackstone, Williams, & Wilkins,
2007; Collier, et al., 2010; McNaughton & Bryen, 2007) through taking up socially-valued
roles such as parents, lovers and productive workers (Bryen, 2008). The literature discusses
the barriers arising from communication difficulties that reduce the power of individuals with
CCN to participate fully in society (Bryen, 2008; DeRuyter, McNaughton, Caves, Bryen, &
Williams, 2007; Eardley, Bruce, & Goggin, 2009; McNaughton & Bryen, 2007). DeRuyter et
al. (2007) suggest people with CCN require improved access to telecommunications to

enhance their communication and therefore their participation in society.

Social relationships are increasingly being maintained through the use of telecommunications
(Notley & Foth, 2007). Eardley, Bruce and Goggin (2009) summarise research suggesting
there are economic and social benefits that flow to the community when individuals have

access to telecommunications. These include improved personal safety, enhanced social



networks, increased access to local and international communities, greater participation in
self-directed learning and more efficient government service delivery. However, access to
telecommunications has become essential for participation (Owens, 2006; Sengara, 2009) and
new telecommunications technology is often not as accessible to people with disabilities as it
is to the general community (Eardley, et al., 2009; Goggin & Newell, 2007). In an attempt to
overcome these barriers, Speech-to-Speech Relay was introduced in Australia under the

Universal Service Obligation (USO) and has been operating since 2000 (ACMA, 2010b).

Speech-to-Speech Relay (SSR) is a service that assists with telephone conversations between
two parties, one of whom has CCN. The person with CCN can choose to communicate using
their natural speech or using an AAC speech-generating device. A trained Relay Officer (RO)
remains on the line to assist when communication difficulties occur. The introduction of
Video-Assisted Speech-to-Speech Relay (VAS) is seen as a move to modernise SSR (COAT,
2011). This technology also involves making a phone call over a standard telephone line and
has a Relay Officer to assist with the communication breakdowns. However, in addition, VAS
allows people with CCN to employ multiple communication modes during telephone calls by
using internet instant messaging and video service, such as Skype. All three parties can hear
and speak to each other, but the person with CCN and the Relay Officer can use the video and

text facilities to help overcome communication breakdowns.

This research explores the telecommunications access methods that assist to empower
individuals with CCN to participate fully in society. The thesis draws on Bourdieu’s theory of
society and post-modern perspectives on disability. As Bourdieu (1986) suggests, social
capital is accumulated through a variety of communication strategies. Accordingly, Notley
and Foth (2007) argue the ways social capital is accumulated are changing as increasingly
people use telecommunications technology to maintain their social relationships. Similarly,

people with disabilities are benefiting from having access to telecommunications, reducing



isolation and improving social development and obtaining a sense of control over one’s own
life (Tilley, Hills, Bruce, & Meyers, 2002). In doing so, people with CCN are increasingly

participating in their communities in socially valued roles (Bryen, 2008).

The design of the project methodology involved three iterations before reaching the current
one. The first, influenced by the researcher’s Computer and Information Science background,
began with research into developing an alternative vocabulary access system for people with
CCN. The second took on a social science research approach with the aim of investigating
user perspectives on introducing VAS to support people with CCN in using the telephone.
However, the number of participants recruited was low making this line of enquiry difficult to
pursue. One possible explanation for the low response to recruitment might have been that
potential participants perceived the project as too demanding. In an effort to inform the
development of an appropriate methodology suitable for the target audience, the researcher
sought feedback on the proposed methodology from attendees at the 2010 international bi-
annual conference of the International Society for Augmentative and Alternative
Communication (ISAAC) in Barcelona. On the basis of this feedback, a decision was made to
modify the methodology to reduce the physical demands on participants. The final iteration of
the design reflects this decision and thus focuses on an investigation of the
telecommunications access methods people with CCN use, their perspectives on those

methods and their perspectives of the utility of VAS.

This thesis draws on Bourdieu’s theory of society, his concepts of habitus, field and capital,
and post-modern perspectives on disability to examine the importance of social participation
based on the experiences of people with CCN who use telecommunications in an effort to
increase their social and cultural power, and thus gain greater control over their lives. This
research aims to explore the current telecommunications access methods people with CCN

use, their perspectives on those methods and the utility of VAS, and include a comparative



analysis examining these perspectives. In addition, the project aims to build a framework for
future developments of telecommunications for people with CCN and highlight areas
requiring future research. The research used a mixed methods design employing both
quantitative and qualitative approaches by utilizing an online survey and an online focus
group. The online survey provided the researcher with the main research data, whilst the
online focus group provided the opportunity for the researcher to explore issues from the

survey should they arise.

The chapters of the thesis are organised as follows. The Literature Review (Chapter 2)
provides a brief overview of theories of disability and an extended theoretical model drawing
on the work of Pierre Bourdieu, a French sociologist. Furthermore, the literature review
explores telecommunications for people with CCN and presents evidence to support the
argument that participation in 21* century society requires access to telecommunications.
Video-Assisted Speech-to-Speech Relay (VAS), an alternative access method of
telecommunications is also discussed, drawing on the literature surrounding relay services

globally and research on communication assistants for people with CCN.

The first section of the Methodology (Chapter 3) presents the research questions and
discusses the methodological issues of the research based on the literature. The four phases of

the project are also presented.

A summary of the findings of the online survey and focus group is presented in the Results
section (Chapter 4). This chapter begins with an overview of the survey responses, followed
by the demographic information about the survey respondents and the online focus group

participants. The findings from descriptive analysis of responses to the survey follow.

The Discussion section (Chapter 5) provides a detailed discussion and interpretation of the
results of the research, viewing them through a Bourdieuian lens, and comparing and

contrasting the results with the literature.



The concluding chapter (Chapter 6) explores the implications of the findings, discusses the

limitations of the research and makes recommendations for further research.



2 Literature Review

2.1 Introduction

This chapter begins with a brief overview of theories of disability that feature in the literature,
with a particular focus on postmodern accounts of disability. This overview also provides an
extended theoretical model that has been developed drawing on the work of Pierre Bourdieu,

a French sociologist, in acknowledging that the body and society are interwoven.

The second part of this chapter reviews the literature focusing on telecommunications for
people with CCN and presents evidence to support the argument that participation in 21°
century society requires access to telecommunications. It argues that while technology has
helped remove some barriers to access it has also introduced new ones. The literature review
discusses the “digital divide”, which is brought about by some of these barriers. Initiatives to
address some of these barriers are discussed, including web accessibility, Speech-to-Speech

Relay (SSR) Services and the concept of a Universal Service Obligation.

The third section discusses Video-Assisted Speech-to-Speech Relay (VAS) as an alternative
access method of telecommunications for people with CCN drawing inspiration from the
concept of the Video Relay Service for the Deaf community. As VAS is only in the early
stages of implementation, there is little research on the efficacy of such a service.
Additionally, research suggests people with CCN use multiple modes of communications
(Alant, et al., 2006; Blackstone, et al., 2007). The literature addresses the efficacy of
communication assistants who work with people with CCN, assisting them to participate in
their communities (Collier, et al., 2010). This section discusses the role of communication
assistants, and argues they serve a similar function to that of VAS Relay Officers. This

discussion provides some insight into the role and importance of Relay Officers.



This research adopts a postmodern theorisation of disability to examine the impact that access
to telecommunications for people with CCN has upon their participation in society. The
analysis of the research draws on Bourdieu’s theory of society, and more specifically, his
concepts of habitus, field and capital. There are differing views regarding whether Bourdieu’s
concepts are based on a post-structuralist or postmodernist approach (e.g., Harrison, 1993),
but such analysis is beyond the scope of this study. It is argued that Bourdieu’s theories are
particularly relevant to this study, since many researchers use his work in their exploration of
postmodern understandings of disability (Bjornsdottir & Jéhannesson, 2009; Edwards &
Imrie, 2003; Simmons, Blackmore, & Bayliss, 2008). This thesis therefore draws on these
theories to examine the importance of social participation based on the experiences of people
with CCN. The focus is on individuals with CCN who use telecommunications in an effort to

increase their social and cultural power, and gain greater control over their lives.

2.2 Models of Disability

Disability related research undertaken by sociologists and social researchers since the early
twentieth century have predominantly focused on either the disadvantages resulting from
biological impairments or socially-constructed discrimination (Barnes, 2003; Oliver, 1990;
Shakespeare, 2006). The medical model of disability was one of the first models to emerge in
the early part of the twentieth century. This model focuses on a person’s impairment with the
aim being to minimise the impairment so the individual can live a “near normal” life
(Thomas, 2002, p. 41). Within this model, an individual’s impairment, be it physical, sensory
or mental, is regarded as the cause of the disability (Barnes, 2003). People with a disability
are often referred to as “victims” or “invalids”, or people in need of care, and this has led to
the view that people with disabilities need to be “cured” and rehabilitated; the assumption
being that medical intervention is required (Barnes, Mercer, & Shakespeare, 2010, p. 161). In
the late twentieth century, the social model of disability became more widely adopted. The

social model aims to move the focus away from the impairment of people with disabilities to
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instead focus on the barriers—physical, cultural and social—which exclude or disadvantage

them (Barnes, 2003).

Oliver (1996, p. 17) claims “...we must not assume that models in general and the social
model of disability in particular can do everything; that it can explain disability in totality”.
Raghavendra, Bornman, Granlund and Bjérck-Akesson (2007, p. 349) appear to support this
notion stating disability, “is a multi-dimensional phenomenon that arises out of the interaction
between features of an individual’s health status and his or her physical, social, and attitudinal
environments”. Departing from the biological and cultural models, postmodern
understandings of disability have emerged in more recent times, recognising the body and
society are entwined (Edwards & Imrie, 2003; Hughes, 2002). Simmons, Blackmore and
Bayliss (2008) illustrate how these postmodern theories can reveal new ways of
understanding of the lives of people with disabilities providing a richer insight. They do this
through presenting two case studies employing a different postmodern approach for each. The
first case draws on a Deleuzo-Guattarain perspective and the second using a Bourdieuian
approach. Simmons et al. (2008) suggest these approaches highlight the dynamic notions of

disability and social inequality that are experienced in the lives of people with disabilities.

2.3 Habitus, Field and Capital

Pierre Bourdieu created a sociological theory of practice utilising the concepts of habitus
(predisposition), field (interrelationships among players) and capital (social, cultural and
economic) (Webb, Schirato, & Danaher, 2002). The theory is useful for exploring the social
and cultural factors contributing to inequalities in society (Edwards & Imrie, 2003). Bourdieu
argues that people compete for social capital in various areas of their lives and these areas he

refers to as social fields, which are said to be hierarchical in nature (Wehbb, et al., 2002).

Bourdieu and Wacquant (1992) argue people use their habitus and various communication

strategies to improve their social position. Habitus is described as people having



dispositions—perceptions, thoughts and behaviours—that are continuously being shaped in
response to structures around them (e.g. society, family and education) and their interactions
with other individuals within social fields (Webb, et al., 2002). In the same way, learning a
skill involves internalising information to the point where the activity becomes automatic and
unconscious, a person’s habitus causes them to act unconsciously in a way that has a higher
probability of yielding a favourable result (Webb, et al., 2002). Consequently, it is argued that
by exploring the habitus of people with CCN and the habitus of the various social fields in
which they participate, it is possible to gain greater insight to the communication barriers they

face.

Bourdieu (1986) in “The Forms of Capital” describes three types of capital: economic,
cultural and social. Economic capital refers to any resource that can be converted into
financial capital. Cultural capital is the tangible and intangible benefit people accumulate in
their lifetime giving them greater status in society, such as knowledge, skills, education,
advantages and material wealth. Bourdieu (1986) describes social capital as “... the aggregate
of the actual or potential resources which are linked to possession of a durable network of
more or less institutionalized relationships of mutual acquaintance and recognition”
(Bourdieu, 1986, p. 51). In other words, social capital primarily relates to personal
relationships and social networks. Bourdieu (1986, p. 249) claims people need to continually
work at socialising to accumulate social capital, while also acknowledging the
interdependence of the other forms of capital. Bourdieu (1986) further notes the total of a
person’s social capital can be determined by the number of relationships within their social

network and the amount of reliable acquaintances they have.

Social fields are socially constructed domains that are hierarchical and dynamic by nature,
within which individuals pursue their desires through continual positioning and striving for

power (Bourdieu & Wacquant, 1992; Webb, et al., 2002). Each field has its own mechanism



for governing the distribution of capital and it contains continuous conflict and competition,
which Bourdieu labels “struggle” (Bourdieu & Wacquant, 1992, p. 17). He goes on to suggest
people gain capital chiefly through communication and self-presentation, and their degree of
success will directly affect the continuing struggle they face in positioning themselves in the
field. Abilities are valued highly in social fields and therefore the habitus of many social
fields devalues the abilities of people with a disability and erects additional barriers to gaining

various forms of capital, and ultimately power (Edwards & Imrie, 2003).

Edwards and Imrie (2003) suggest Bourdieu’s concept of habitus assists in the understanding
of the social inequalities experienced by people with disabilities. Their research has explored
the structured social inequalities from a cultural capital perspective and drawing on the
experiences expressed by people with various mobility and vision disabilities. Applying a
Bourdieuian lens to their analysis, Edwards and Imrie (2003) argue that the body, through
bodily functions, both interrelates with and is influenced by the social and physical
environment. They suggest people with disabilities have to struggle in the physical
environment (e.g. access to facilities) as well as with the reactions of people whose behaviour

is influenced by their individual and collective habitus.

In particular, Edwards and Imrie (2003) assert that one of the barriers people with
communication disabilities face is the response they receive from other people; their abilities
are less valued as their communication modes are different and therefore not as socially
acceptable. Responses by these individuals to people with CCN is automatically evoked
through their habitus, and can leave the person with CCN feeling as though they are being
ignored or devalued. In situations where discussions and negotiations are taking place, the
person possessing the most fluent, coherent and well-structured communication will tend to
attract more capital than someone who has communication difficulties. As Edwards and Imrie

explain, a person with a communication impairment in a meeting setting is likely to be at a
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disadvantage, possessing less cultural and social capital compared to their counterparts, to

influence the outcomes of the meeting.

While researchers such as Edwards and Imrie (2003) focus on Bourdieu’s concept of cultural
capital in their data analysis, others have focussed on the need for increasing social capital,
thus increasing social networks. Potts (2005) suggests people use their social networks as a
source of job opportunities and acknowledges people with disabilities generally have less
capability to accumulate social capital, and thus have smaller social networks. Potts goes on
to argue more support should be provided to jobseekers with disabilities to increase their
social capital to enhance employment opportunities. To enable people with CCN to increase
their social networks, Blackstone et al. (2007) assert that they require access to the
appropriate communication technology and strategies. Likewise, Balandin, Berg and Waller
(2006) reporting on the loneliness of older people with cerebral palsy, also highlight the need
for increased support for these people to improve their social networks and thus their quality

of life.

Scholars have applied a Bourdieuian understanding to investigate the dynamic notions of
disability and social inequality people with disabilities experience in their lives (Bjornsdottir
& Johannesson, 2009; Edwards & Imrie, 2003; Simmons, et al., 2008). This thesis further
explores the experience of people with CCN using telecommunications using the theoretical
lens of Bourdieu’s concepts of habitus, field and capital, with a particular focus on social

capital.

2.4 Life challenges for people with CCN

Alant et al. (2006) state the Augmentative and Alternative Communication (AAC) field has
emerged in response to the need of people with CCN to be able to participate in their
community. They explain that people with CCN may not be able to benefit from traditional

speech therapy due to having little or no functional speech. The field was originally
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concerned with the physical use of AAC, but has expanded in recent years into the field of
cognitive and social sciences with growing interest in research exploring social interaction
and communication strategies, which include social networks (Alant, et al., 2006). The AAC

field has thus evolved to address the:

... complicated interrelationship between the features of the AAC technology, the
individual’s physical (motor, sensory, perceptual) ability, cognitive/linguistic skills,
and device users and their communication partners’ abilities to interact and
communicate (Higginbotham, Shane, Russell, & Caves, 2007, p. 243)

Collier et al. (2010) assert that the ability to communicate is an essential part of belonging to
and participating in a community; the ability to foster relationships and to share with others.
They further state the AAC literature has well documented the importance of community
participation and developing social networks. The United Nations Convention on the Rights
of Persons with Disabilities similarly acknowledges that community inclusion and
participation are fundamental human rights (United Nations, 2010). Likewise, Bourdieu
(1990) suggests communication is a necessary ability to participate in the community—what
he refers to as the social field—asserting the act of developing social networks is the act of

accumulating social capital.

The communication challenges faced by people with CCN and the significant barriers they
experience when communicating with people within their communities are well documented
(Collier, et al., 2010; DeRuyter, et al., 2007; McNaughton, Symons, Light, & Parsons, 2006;
Rackensperger, Krezman, Mcnaughton, Williams, & D'Silva, 2005). Collier et al. (2010)
summarise research where people with CCN report they have experienced many challenges in
communicating with others who are unfamiliar with their communication methods. These
challenges include the communication partner dismissing them, using closed questions to
dominate the conversation, directing the conversation past them to their companion/s and
often not using language that respects the person’s intellectual capabilities. As a result, Collier

et al. (2010) suggest these communication experiences can cause negative feelings from

12



loneliness to discrimination and can impact on the mental health of the person with CCN.
Such barriers to communication have been found to also impact on the employment

opportunities for people with CCN.

Most adults with CCN want to be empowered in their daily lives, in managing their support
services and participating in society through education, employment and social networks
(Bryen, 2008). Research undertaken by McNaughton, Light and Arnold (2002), involving
eight full time employed individuals who have cerebral palsy and who use AAC, found that
people with CCN who gain employment find empowerment to make decisions about their
lives and gain self esteem and confidence, through having extra financial capital and “ ...
identified social networks ... as critical resources when seeking employment” (p. 72).
Similarly, Potts (2005) asserts a social network is an important resource for job seekers in
finding employment. These social networks are what Bourdieu (1986) refers to as social
capital. However, people with severe and multiple disabilities are the least likely to undertake
tertiary education (Wagner, Newman, Cameto, Garza, & Levine, 2005) and thus the
employment rate for those with CCN is lower than other major disability groups

(McNaughton & Bryen, 2007).

Research has identified that meaningful participation requires ... gaining and maintaining
access to the Information Society” (DeRuyter, et al., 2007, p. 268), and researchers have
called for AAC designs to incorporate facilities for telecommunications (McNaughton &
Bryen, 2007; Nguyen, Garrett, Downing, Walker, & Hobbs, 2008), to reduce barriers to
participation in the information society (DeRuyter, et al., 2007). New technology strategies
are required to ensure AAC devices gain and maintain interoperability with
telecommunications with the rapid developments in mainstream technology (Blackstone, et

al., 2007; DeRuyter, et al., 2007). People with CCN therefore require access to appropriate
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technologies to be able to participate in society; without these technologies, their ability to

accumulate social capital is limited.

Adequate language and digital literacy are required to participate in the information society
(Migliorino, 2011). Digital literacy has evolved from traditional literacy—reading and writing
skills—to encompass the skills required to access and manage online information (Bulfin &
North, 2007; Poore, 2011). Research has reported traditional literacy can be challenging for
people with CCN (Erickson & Sachse, 2010; Van Balkom & Verhoeven, 2010). Furthermore,
the estimated speed of generating messages using a speech generating device is between 10
and 20 words per minute, depending on the person, type of the device and the situation
(Nguyen, et al., 2008; Ratcliff, Sutton, & Lehman, 2009). Given the difficulties people with
CCN experience with regards to literacy and the speed of generating a message,
communicating with an AAC device via telephone can be tremendously slow and tiresome for

both partners of the call (Nguyen, et al., 2008).

Bryen (2008) highlights the need to develop methods for improved access to vocabulary,
which is specific to the social fields in which people with CCN participate. Bourdieu (1990)
suggests using the right vocabulary in the context of a particular social field attracts greater
capital. This highlights the need for effective methods for people with CCN to generate

messages for communication in a wide variety of social settings.

The literature discussed above supports the view that the purpose of the AAC field is to
enhance the communication strategies of people with CCN so they can participate in their
communities through communication. The AAC field has recognised the importance of
literacy and the ability to generate textual communication for participation in the community,
for both face to face and telecommunication interactions. As DeRuyter et al. (2007) argue,
people with CCN require more than face to face communication, they also require access to

telecommunications in order to fully participate in their communities. In Bourdieuian terms,
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this is the need for communication to participate and position oneself in the social field

(Bourdieu, 1986).

2.5 Telecommunications access methods

Telecommunications services such as Internet access and mobile phones have become
essential for participation in society (Owens, 2006; Sengara, 2009). According to the
International Telecommunications Union (ITU) (2010), in the past five years, the number of
people who access the Internet has doubled and in the three years since 2007, the usage of
SMS (Short Message Service) globally has tripled, with an estimated 6.1 trillion messages
being sent in 2010. For the year 2010, ITU (2011) reports that in the developed world, mobile

phone subscriptions reached 114 subscriptions per 100 inhabitants.

Furthermore, telecommunications are used to accumulate social capital through maintaining
social networks. As Bourdieu (1986) suggests, social capital is accumulated through a variety
of communication strategies. Accordingly, Notley and Foth (2007) argue that the ways social
capital is accumulated are changing as more people use telecommunications technology to
maintain their social relationships. Eardley et al. (2009) explain how the mobile phone has
become a tool for generating social capital through ownership, usage and extending social

networks.

Similarly, people with disabilities are benefiting from having access to telecommunications,
reducing isolation and improving social development and gaining a sense of control over
one’s own life (Tilley, et al., 2002). Research by Balandin et al. (2006) reveals people with
cerebral palsy are likely to experience more loneliness than people without disabilities and
recommends an increase in support in relationship building to enable them to minimise
loneliness. Expanding on this, Cooper, Balandin and Trembath (2009) in their small scale
research study exploring the loneliness experience of young adults with cerebral palsy who

use AAC, highlight the importance of young people having adequate access to
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communication and the importance of individual access to a range of telecommunication
options. They also note the importance of having adequate literacy to be able to communicate

with their peers throughout their lives.

New developments in technology are often seen as reducing barriers to participation.
However, this is often not the case (Eardley, et al., 2009; Goggin & Newell, 2007). Although
there are some people with disabilities who are technology “savvy” and make effective use of
the latest technology, the usage of broadband Internet is higher in the general population than
amongst the population with disabilities (Morsillo, 2011). Affordability, accessibility and
availability of telecommunications have also become factors impacting on social participation
(Goggin & Newell, 2003; Nguyen, et al., 2008; Notley & Foth, 2007; Owens, 2006; Sengara,
2009). Nguyen et al. (2004) argue that such factors have been longstanding issues for people

with disabilities.

In relation to accessibility, Eardley et al. (2009) state that new technologies can sometimes
create barriers to telecommunications for people with disabilities. For example, Simpson
(2009) points out the ability to use a phone is an ingrained part of participating in our culture,
yet ““ ... those with disabilities involving hearing, speech and vision may encounter numerous
barriers if phone systems are not set up to accommodate to the needs of people with
disabilities”. Similarly, Owens (2006) identifies several barriers including economic and
affordability issues, poor design for access by people with physical or cognitive impairment

and insufficient support for end users.

Morsillo and Ciavarra (2010) point out that by signing the United Nations Convention on the
Rights of Persons with Disabilities (UNCRPD), Australia has committed to ensuring people
with disabilities have access to telecommunications services such as phone, Internet and
emergency services. Although some of the barriers to access to telecommunications can be

addressed through adaptive technology, Eardley et al. (2009) suggest these technologies are
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often too expensive or potential users might be unaware of their existence or availability.
Further, the authors note that people with disabilities are more likely to be financially
disadvantaged than the average population in developed countries due to lower employment
opportunities and extra costs associated with their disabilities. Such economic barriers have
an impact on the affordability of the adaptive technology required by people with disabilities.
Thus, Eardley et al. (2009, p. 10) suggest the “digital divide” continues to grow with the
growth of Internet access and the increasing number of disadvantaged, including those with
disabilities. EIman (2001) appears to agree, suggesting that as many public services are
increasingly being delivered online, people with limited or no access are marginalised even
further. ElIman argues more attention must therefore be paid to the design of websites to

prevent some of the barriers caused by website inaccessibility.

With increased services becoming available online (EIman, 2001) and people with CCN
increasingly participating in socially-valued roles (Bryen, 2008), website accessibility has
become increasingly important for web designers and developers to incorporate into their
practice. The Web Accessibility Initiative (WAI)! has increased the awareness of the needs
and issues surrounding web accessibility to web designers and developers through the
publication of guidelines and recommendations focussing on web content, authoring tools and
user agent accessibility. However, the consortium does not have the power to force people to
adhere to these guidelines, hence inaccessible websites continue to be a major problem

experienced by people with disabilities (Goggin & Newell, 2003).

In a similar vein, DeRuyter (2007) calls for developers and manufacturers of assistive
technology, including AAC, to ensure their products are inter-connectable with
telecommunications technology. Nguyen, et al. (2008) point out disability lobby groups and

organisations have pushed for mobile phone technology developers and manufacturers to

An international consortium of organizations (including commercial, educational and governmental entities)
and individuals with an interest in web accessibility
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adopt “Design for All” principles. The industry has been pressured by the regulatory
environment to adopt these principles to ensure everyone can use their products, including the
elderly and users with disabilities. These principles state where manufacturers cannot ensure a
Design for All solution, they should enable interfaces that can connect to assistive technology.
Similarly Wood (2010) explains that developers of online social network applications and 3D
virtual worlds, which are of a dynamic nature and incorporate rich media, face the challenge
of making participation accessible to all. Wood argues such accessibility is achievable by

following universal design principles.

Another initiative aimed at assisting to make telecommunications accessible for all is the
Universal Service Obligation (USO). Alleman, Rappoport and Banerjee (2010) discuss the
concept of a USO, which was first a part of a marketing campaign of Bell Systems in the
1970s to offer subsidies on fix-line telephones in the USA. The concept was adopted
throughout the world with the precise definition varying between countries. They go on to
argue that the definition of USO should move from being narrowly defined and technology-
based, that is subsidy for telephone, to one that encompasses all and newly developed
communication technologies and services. According to the Australian Communications and
Media Authority (ACMA) (2010c), there is only one nominated USO provider in Australia
(Telstra) at this point in time. Under USO, the provider has the responsibility “... to ensure
that standard telephone services, payphones and prescribed carriage services are reasonably
accessible to all people in Australia on an equitable basis”. The Australian Government
acknowledges that accessing telecommunications has become more than just access to the
standard fixed line telephone and, in May 2010 Senator Conroy, Minister for Broadband,
Communications and the Digital Economy, announced that the Australian Government would
conduct a major review of telecommunications services. This review includes an investigation

of the need for potential improvements and future developments for the National Relay
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Service and also includes an enquiry into the technical feasibility of providing an SMS

emergency service (Conroy, 2010).

2.6 The Australian National Relay Service

The Australian National Relay Service (NRS) is a service provided twenty-four hours a day,
seven days per week, which enables people who are Deaf or have a hearing and/or speech
impairment to have access to the telephone comparable to the standard telephone system for
all Australians (ACMA, 2010b, p. 1). The legislative obligations are outlined under Part 3 of
the Telecommunications (Consumer Protection and Service Standards) Act (1999). The NRS
is funded through a levy imposed on telecommunications carriers with a gross
(telecommunications) revenue of $10 million or more (ACMA, 2010a). This is collected by
ACMA on behalf of the Federal Government and then passed on to the provider (2010a).
Since 1% July 2006, Australian Communication Exchange Ltd has been responsible for the
service delivery, and WestWood Spice Pty Ltd has provided the outreach component, which
consists of promotion for the service and help desk facilities (ACMA, 2010b). The annual
NRS Users Satisfaction Survey, which was last conducted in March 2011, revealed the
service overall received a satisfaction level of 92 percent and a dissatisfaction level of just 3
percent (ACE, 2011). These user satisfaction levels are not categorised according to type of
relay service, and ACMA (2011) reports that only 2.7 percent of the total outbound calls?
were SSR for the year 200910, so it is not possible to obtain user satisfaction levels for SSR

specifically.

The NRS works by providing a relayed call between two parties, one or both of whom may
have a communication impairment. A Relay Officer facilitates communication between the
other two parties. Depending on the type of service, the facilitation can involve converting

voice communication to text or vice versa, or re-voicing (ACMA, 2010b). In 2000, the NRS

2 A call placed by a Relay Officer on behalf of a caller is referred as an outbound call.
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service expanded to include the Speech-to-Speech Relay® (SSR) component to serve the
speech impaired community (Power & Power, 2004; Power, Power, & Horstmanshof, 2007).
In “History of Speech-to-Speech”, Dr Bob Segalman (2006), an academic who uses AAC,
recounts the genesis of the idea of SSR and the commencement of the first SSR service in
1996 in California. He further describes the national adoption across the United States of

America in 2000, the same year it was introduced in Australia.

As a result of the recent NRS Review, the Australian Communications Consumer Action
Network (ACCAN) (2011) put forward recommendations to improve SSR suggesting
“Consideration should be given to accrediting Speak and Listen Relay Officers as ‘speech
interpreters’” (p. 23). This would enhance the role of the SSR Relay Officers by broadening
their role to include interpretation as well as revoicing. This would be similar to the service
provided in Sweden by the Swedish Postal and Telecom (2011) service called Teletal, which
involves an enhanced relay service delivered to people with speech impairments in Sweden.
The difference between this service and SSR is that Teletal provides additional services such
as memory support, note taking during the call and offers interpretation as opposed to re-

voicing.

To understand the relay service from a Bourdieuian perspective is to see the service as a
communication strategy people with CCN can choose to employ to communicate in their
social fields. The service is one of many ways people with CCN can compete more fairly for
social capital using telecommunications. One such example is the use of the relay service to
overcome the experience by people with CCN of being devalued due to their inability to
articulate in a socially acceptable manner, as highlighted by Edwards and Imrie (2003). In

such a case, where the habitus of the communication partner devalues the caller’s abilities,

¥ The service is known internationally as Speech-to-Speech Relay however the Australian Government renamed
each type of relay service provided in Australia. Speech-to-Speech relay was renamed to Speak and Listen. The
international term is used in this thesis.
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they could either dominate the conversation or not engage fully in the conversation. In using
the relay service, the Relay Officer intercedes by communicating with the partner in an
attempt to provide a degree of equality in the call, thus providing control to the caller with

CCN.

The caller with CCN and the Relay Officer would have a habitus associated with the field of
the relay service, based on their dispositions and past experiences. In other words, they both
know how the call works and how to conduct such a call. On the other hand, someone without
experience of the relay service receiving a call for the first time is required to learn the
habitus. It can be a foreign experience receiving a relayed call for the first time. The skills and
experience required to use the relay service would be considered cultural capital, whereas the

relationships enhanced by the communication are social capital.

2.7 Emergency Call service

Australia has a nation-wide emergency call service to assist people who are in emergency
crisis, such as life-threatening or time-critical events. There are three primary emergency
numbers. Two of these are operated through Telstra, the Triple-Zero (000) used by fixed-line
and mobile phones, and 112 accessible on the GSM network. The text-based (106) emergency
phone number is operated through the NRS (ACMA, 2010a). However, ACCAN (2011)
suggests SSR “ ... has proven to be unreliable, and there are particular concerns regarding
making 000 calls, because in times of stress, a user’s speech may become less easily
understood” (p. 19). This highlights the inequalities faced by people with CCN in

emergencies and in society in general.

An SMS emergency service made available to people who are Deaf*, or who have a hearing

or speech impairment, has been trialled in the United Kingdom since 2009 (emergencySMS,

* The usual convention of using “Capital D: Deaf” when referring to members of the signing Deaf community
have been adopted.
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2009). ACMA and the Department of Broadband, Communications and the Digital Economy
(DBCDE) have investigated issues surrounding introducing such a service in Australia
(ACMA, 2010a). The Minister for DBCDE announced on 20 April 2010 the government will
be introducing SMS access to the emergency services for people who are deaf and

hearing/speech impaired (Conroy, 2010).

In addition, the Australian Communication Exchange (2011) has announced that a newly
developed emergency call service smart phone application, called the Emergency Internet
Protocol Relay (EIPR), will soon be available to trial. The application has been designed to
enable users who are Deaf, or have a hearing or speech impairment, to make calls to
emergency services through the NRS efficiently and potentially faster than a standard Triple-

Zero emergency phone call.

2.8 Video-Assisted Speech-to-Speech Relay

Video-Assisted Speech-to-Speech Relay (VAS) assists people with CCN to make telephone
calls. The service is a modernisation of SSR, a convergence of traditional SSR and Video
Relay Service (COAT, 2011). Video Relay Service is enabling people who are Deaf to make
telephone calls via relay service utilising sign language (Brunson, 2009). A VAS call is
similar to a traditional SSR, yet Voice over Internet Protocol (VolP) technology is used for

the communication between the person with CCN and the Relay Officer® (Simpson, 2011).

Generally, people with CCN use multiple modes of communication simultaneously during
conversation, including “ ... speech, gestures, manual signs, facial expressions, electronic and
nonelectronic [sic] technologies” (Blackstone, et al., 2007, p. 192). Alant et al. (2006)
elaborate on this explaining face-to-face communication is naturally multimodal, people
communicate using a variety of modes, speech and non-speech, to relay a message. They

highlight these communication modes can be strongly affected by context and can be

> In the US, Relay Officers are known as Communication Assistants (CA) or Operators.
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extremely elaborate and have the potential to enhance the message. Therefore, Relay Officers
in VAS calls are able to enhance communication not just by listening to the caller’s voice or
AAC device, but also by making use of visual cues (Simpson, 2011). The use of this
technology therefore enables the person with CCN to employ multiple modes of

communication during telephone calls.

VAS services are in various stages of implementation in the USA, Finland, New Zealand and
Australia. The United States FCC National Broadband Plan recommends improved
accessibility to online technologies and specifically recommends investigating the potential
benefits of a VAS service (Federal Communication Commission, 2010). The Honkalampi
Foundation has already introduced a VAS successfully in Finland. This implementation of
VAS provides users with the option to use video alone or a combination of video and
onscreen symbol based communication (M. Heiskala, personal communications, 4 October,
2010). VAS was introduced in New Zealand in October 2011 (P. Buckrell, personal

communications, August 18, 2011).

In addition to enhancing communication for people with CCN making and receiving
telephone calls, the modernisation of traditional SSR would result in other benefits. Firstly,
VAS would increase the choices of communication strategy available to people with CCN to
use in their employment (Simpson, 2011). Secondly, with the close relationship between
manufacturers and users of AAC devices, Simpson (2011) suggests an introduction of VAS
could have other benefits to users as it could drive manufacturers to include Internet
capabilities to devices. However, the author argues the potential users of VAS would not all
be users of AAC, therefore the development of VAS should not be solely for AAC devices,

but also include mainstream devices such as mobile phones.

Although not explored by this thesis, Buckrell (personal communications, August 18, 2011)

makes an interesting point that in New Zealand it was proposed by the service provider to
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consult users as to whether or not the image of the “relay assistant” should be blocked in calls.
This raises the issue of the usefulness of the caller with CCN being able to see the visual cues
of the Relay Officer, in other words, whether communication can be enhanced by the use of
visual cues by both communication parties. However, blocking the Relay Officer’s image
would be contrary to the position advocated by Blackstone et al. (2007) who argue that visual

cues are significant to both communication parties in constructing meaning.

Collier et al. (2010) suggest although AAC devices can assist in certain situations, many
people who use AAC find they also rely on having someone else to assist them to
communicate, especially with unfamiliar people. In their research, they found trained
communication assistants can assist people with CCN to participate in their communities.
However, they remark that there is little literature on the type of obstacles that can be
overcome with the help of a communication assistant. Therefore, their research also provides
insight into the usefulness of Relay Officers, as they provide similar services to a

communication assistant, except the service provided by the Relay Officer is remote.

2.9 Conclusion

In the 21 century telecommunications has become an important method of accumulating
social and cultural capital in western society. The literature discusses the types of barriers
inhibiting people with CCN from full participation in society, including barriers to
telecommunications. Research has also highlighted the need for increased support for people
with CCN to improve and maintain their social capital through building their social networks.
There have been calls for SSR to be modernised for people with communication disabilities,
by introducing Video Assisted Speech-to-Speech Relay, yet there is no in-depth empirical

research relating to the usefulness of the service.

In addition, there is very little literature on what kinds of telecommunications are actually

used by people with CCN. It is valuable to use a postmodern approach to gain an
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understanding of the situation through the experience of people with CCN who are
participating in society through telecommunications. In turn, by understanding their struggle
in their social fields, research can start to answer what support can be provided to help them

in this struggle to maintain and accumulate power and control in their own lives.

In reviewing the literature, there have been Speech-to-Speech Relay services operating in
numerous countries for the past decade. Surprisingly, given this period of operation, there
appears to be no systemic evaluation of the usefulness of SSR for people with CCN. Despite
the fact the Australian government requires that the NRS surveys its users annually on their
overall satisfaction with the service (ACMA, 2010a), data is not collected on the perceived

usefulness of the service and is not broken down to individual relay service types.

Based on the gaps in the existing literature, this research investigates the perspectives of
people with CCN on the usefulness of their current methods of accessing telecommunications
and on the usefulness of VAS. Both perspectives are compared in an attempt to understand
the barriers people with CCN face in accessing telecommunications to accumulate social

capital.
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3 Methodology

3.1 Introduction

This research project explored the current methods that people with CCN utilise to access
telecommunications and their perspective of the usefulness of Video-Assisted Speech-to-
Speech Relay (VAS). All of the participants in this research project have both physical
disabilities and communication difficulties. The researcher also has a physical disability and
Complex Communication Needs (CCN). Therefore, the project design took into account the
ability of both the participants and the researcher. The research tools used were online surveys
and an online focus group. Human Research Ethics approval was obtained from the
University of South Australia’s Human Research Ethics Committee prior to the

commencement of the research.
3.1.1 Research Questions

e What are the perspectives of people with CCN on the usefulness of their current methods
of accessing telecommunications?

e What are the perspectives of people with CCN on the usefulness of a VAS?

e How do the perspectives of people with CCN on the usefulness of their current methods
of accessing telecommunications compare to their perspectives on the usefulness of a
VAS?

3.2 Methodological issues

The understanding of disability has evolved over many decades; however, it changed
dramatically from the 1960s to 1970s when the focus shifted away from the medical model to
place greater importance on how society disables people, rather than on the impairment itself

(Mercer, 2002).

During the early 1990s a new approach to disability research emerged. Oliver used the word

“emancipatory” to describe this at-the-time radical approach to disability research. The
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emancipatory research paradigm was a response to criticism of existing disability research

from both people with disability and researchers (with and without disability) (Zarb, 1992).

There have been debates in the disability studies literature for the past two decades centred on
disability research ideology, ethics and methodology. Kitchin (2002) notes the debate has
been mostly one-sided and led by British sociologists who argue that there needed to be a
shift from disability research predominantly undertaken by researchers who have no personal
experience of disability. These sociologists argue that this approach has inherent problems
because the focus is on research benefitting researchers, rather than the researched. They
argue that researchers without a disability are not always the best people to interpret the data;
only people with disabilities “ ... can truly interpret and present data from other disabled
people” (Kitchin, 2002, p. 2). For instance, in the past, research has often focused on the
efficacy of a particular intervention and has failed to take into account the knowledge and

experiences of the people being researched (Kitchin, 2002).

The debate centres on whether non-disabled researchers can legitimately research disability
and manage to demolish the unequal power relations highlighted by the social model. In this
vein, disability scholars have argued that research must always address the power imbalance
and oppressive situations faced by people with disabilities (Barnes, 1992; Stone & Priestley,
1996; Zarb, 1992). The literature suggests an emancipatory research model, which is about
describing the oppression elements surrounding the experience and narratives of people with
disabilities, is appropriate as it improves the understanding of disability within the social

model (Barnes, 2003).

Kitchin argues that all research in this field must be “both emancipatory (seeking ‘positive’
societal change) and empowering (seeking ‘positive’ individual change through
participation)” (Kitchin, 2002, p. 2). However, some scholars are critical of the way that the

emancipatory research framework is being prescribed as the only acceptable way of doing
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disability research (Danieli & Woodham, 2005; Mercieca & Mercieca, 2010; Walmsley,
2001). In particular Mercieca and Mercieca (2010) argue that this framework gives
researchers a false sense of security that their research will not be oppressive if they adhere to
all the principles. This current research recognises that the principles in themselves do not
prevent a project from being oppressive and the researcher has thus endeavoured to respect

the participants as peers.

Danieli and Woodham (2005) warn that there is a risk that only the voices that align with the
researcher’s political persuasion will be heard in an emancipatory research framework. This is
a legitimate concern and therefore this research project has been consciously designed to

listen to those who have “little or no speech”.

While this research is designed, conducted and the data interpreted by the researcher, both the
researcher and the people being researched have disabilities. The researcher is a member of
the community being researched, which may enrich the understanding of the data. A focus
group was conducted after the survey phase, which provided the researcher with an
opportunity to seek feedback from the participants and enabled them to “ ... check facts, offer

alternative explanations or verify researcher interpretations” (Kitchin, 2002, p. 4).

This research was developed in keeping with the emancipatory framework. It is hoped that
people with disabilities and their organisations will use the research to contribute to the
growing body of evidence aimed at facilitating a process, leading to the removal of barriers to

participation in telecommunications.

3.2.1 Current Project

Nocera, Dunckley, and Sharp (2007) discuss the notion of usefulness of software applications
and recognise that developers and users often have widely different perspectives. This concept
could be extended to the field of telecommunication services for people with CCN. Users may
have widely different perspectives about the usefulness of these services than professionals,
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service providers and policy makers. This research is based on “ ... the assumption that
usefulness is not inherent in a [service] but is socially constructed in situ, once users begin to
interact with it” (Nocera, et al., 2007, p. 153). Understanding users’ perspectives is vital when
developing services in this field. If people do not believe a service is useful, they will not use
it, no matter how effective the professionals perceive it to be. However, because people with

CCN have speech, voice and/or language impairments, their voices often remain unheard.

The literature recognises individuals with CCN, their supporters and their families, face many
struggles and find themselves problem solving on a day-to-day basis. Hence, as they are
knowledgeable in the field, it is good practice to involve them throughout the research
process. Alm and McGregor (2006) suggest this educates other members of research and
development teams about issues surrounding individuals with CCN, as well as improving
project outcomes. Bjorck-Akesson, Granlund, Light and McNaughton (2000) argue
individuals with CCN and their families must be involved in the defining of the problem and
finding solutions. The research into an interface system linking mobile phones via an interface
speech generating devices by Nguyen et al. (2008) confirms positive outcomes are achieved
by having users contributing into the developmental process. Therefore, this research focuses

on the perceptions of people who use AAC and telecommunication.

The aim of the focus group was to give the participants an opportunity to co-construct a
collective perception of their current methods they employ to access telecommunications and
their perspective of the usefulness of VAS. The process enabled the researcher to gain an
insight into the participants’ Technological Frame (Nocera, et al., 2007) to understand their
current methods of accessing telecommunications and perspectives on the usefulness of

different methods, in order to answer the research questions.
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3.2.2 Recruitment Issues

The original proposed research design was modified to address the difficulties experienced in
recruiting participants to the study. Despite these modifications, the recruiting difficulties
remained. The researcher contacted Jan Ashford, Chief Executive Officer of one of the major
advocate agencies for people with CCN in Victoria, Australia, to discuss the recruitment
issues preventing the project from progressing. The three main issues Ashford (Personal
Communications, January 19, 2011) highlighted were the need for personal contact with
potential participants, distributing information through support workers and the low usage of
telecommunication by people with CCN. She expressed the need for what she called “bridge
building” to this particular cohort of people with CCN by highlighting the importance of
personal contact with the potential participants. People with CCN are less likely to respond to
unfamiliar people than people without CCN. Ashford goes on to explain from their experience
to disseminate information the agency finds “[s]taff or workers become unofficial gate-
keepers.” These are, in most cases, the key people within the life of the person with CCN and
for successful participation these people need to be consulted with first. Lastly, she suggests
many people with CCN are not frequent users of telecommunications. Although Barnes
(2003) notes people with disabilities are suspicious of non-disabled researchers, this
researcher questions whether the low number of respondents was due to potential participants

being more suspicious of a researcher with a disability.

Ideally, research participants should be independent of the social networks of the researcher.
However, as Ashford (Personal Communications, January 19, 2011) points out, research
recruitment in this cohort is heavily dependent on the utilisation of the researcher’s social
network. The majority of the participants had a relationship with the researcher directly or
indirectly through a person who knew the researcher. The participants from the United States
and Ireland were a direct result of the researcher attending an international conference prior to

the recruitment.
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3.2.3 Methodological issues considered

In designing this research, the researcher also had to devise strategies for dealing with the
challenge of both researcher and participants having physical disabilities and communication
difficulties. Many things that are taken for granted in research needed to be reconsidered,

these include:

e time and energy required by participants to fill in surveys and participate in the focus
group

e literacy issues amongst the cohort

e time and energy required by the researcher to coordinate tasks, analyse surveys and
participate in the focus group

e potential influence from the participants’ personal assistants or family members when
assisting with typing responses.

As a result, it is hoped some of the issues raised in this project will contribute to
methodological debates surrounding disability research and research by people with

disabilities.

3.3 Phases of project

There were four phases in the project:

1. Recruitment Phase
2. Survey Phase
3. Focus Group Phase
4. Analysis Phase

3.3.1 Recruitment Phase

A recruitment email (see Appendix A) was distributed to professionals working in the
disability field, interested persons known to the researcher and two electronic mailing lists
(Australian Group on Severe Communication Impairment (AGOSCI) and Severe
Communication Impairment Telecommunications). The email provided the details of the

project, the criteria for participation and a web link to the online anonymous survey. The
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introduction to the survey had a web link to the Participant Information Sheet providing the
participation information for the research project with the contact details of the researcher and
supervisors, including the Executive Officer of the UniSA Human Research Ethics Committee.

The first question asked respondents to confirm their eligibility.

The inclusion criteria for respondents were:
(a) the participant needed to be over the age of 18 years at the time of the survey
(b) the participant must be a user of an AAC device

(c) the participant needed to have a level of literacy adequate to complete the survey and
participate in the online focus group.

The inclusion criteria did not specify that participants must identify as having a physical
disability. The recruitment email and Participant Information Sheet did state, however, that
the participants would be people with CCN. However, all participants identified as having a

physical disability.

At the end of the survey, participants were given the details of the focus group phase and
presented with an option to indicate their willingness to participate. Each survey response was
reviewed individually to determine whether the respondent indicated that they met the criteria

and the extent of completeness of the survey.

After the surveys were reviewed, a three-week online focus group was conducted to further
explore issues arising from the survey. In cases where the survey responses indicated that the
respondent may not meet the criteria and they expressed interest in participating in the forum,

the researcher engaged in email correspondence to determine their eligibility.

3.3.2  Survey Phase

Research suggests online tools such as internet surveys and focus groups are efficient
methods of collecting data from this population of people who use AAC (Bryen, 2008;

Dattilo, Estrella, Estrella, Light, McNaughton and Seabury, 2008; McNaughton & Bryen,
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2007). Some of the benefits include cost, time and physical energy savings for both
participants and the researcher since respondents are able to respond in their own environment
and at their own pace (McNaughton, Light, & Groszyk, 2001). The research tool used to

collect data in this phase was an anonymous online survey.

Taking into account the physical limitations of the participants and to ensure the data
collection process did not become too demanding, the number of questions included in the
survey was limited to twenty-four and the majority of these questions were in multiple-choice
format. There were some open-ended questions included to give the participants the
opportunity to contribute additional information and to elaborate on any issues not considered

in the construction of the survey instrument.

The questions included demographic information, such as age, gender and type of disability,
the AAC device(s) used, communication modes and information about the participant’s
current use of technology and telecommunications. Most of the questions relating to
technology and telecommunications employed Likert scales and multi-select lists. There were
two questions assessing the confidence of the participants in making different types of phone
calls. One question assessed the participant’s perception of the usefulness of a VAS in making
the same types of phone calls. These three questions all used the same set of call types such as

calling family, ordering a pizza and booking a taxi. A copy of the survey is in Appendix B.

Respondents were invited to view a ten-minute online video® introducing the concept of VAS
and how to use it as preparation for their participation in the survey. The video introduction
highlighted a number of techniques for using a VAS system. The video was uploaded to
YouTube and only accessible by using a particular URL, which was embedded in the survey.

The respondents were able to view the video by selecting the embedded hyperlink.

® Directed by the researcher and produced by a media student.
The video can be view at http://youtu.be/arlOhxjBaNE
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The survey provided a list of 11 types of calls presented in three separate questions using
Likert scales. The first two questions asked respondents to rate their confidence using
different methods to make these types of calls on a five-point scale (Wouldn’t attempt, Not
Confident, Somewhat Confident, Confident, Very Confident). The third question related to a
hypothetical method of making these same types of calls on a four-point scale (Not at all
useful, Somewhat useful, Useful and Very Useful). Rather than ask the respondents to rate
their confidence using this hypothetical method, they were asked to rate its perceived
usefulness since it was determined that confidence would be difficult to measure in a
hypothetical situation. In comparing the responses to these three questions, ‘confidence’ and
‘perceived usefulness’ were considered to be equivalent. It is acknowledged the difference

between the four- and five-point Likert scales is a weakness in the research method.

3.3.3 Focus Group Phase

Dattilo, et al. (2008) argue that online focus groups are an effective method for conducting
research with people with CCN. The researchers discussed some advantages and
disadvantages before highlighting examples of how research has been successfully conducted
using online focus groups. The main advantages include access to more participants and
participants have 24-hour access to the focus group in their own environment. They suggest
further research shows the participants can interact more openly with a moderator who uses

AAC and has had “similar life experiences” (Dattilo, et al., 2008).

Respondents to the survey were also invited to participate in a three-week online focus group.
They were advised that their participation would involve a time commitment of up to one
hour each week. The purpose of the online focus group was to gain richer qualitative data to
help understand and interpret the survey data. The survey data were analysed to identify gaps

and develop questions for the online focus group.
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The online focus group was hosted on the researcher’s personal website at
forums.thedazz.com for three weeks following completion of the Survey Phase. The
methodology for the online focus group was modelled on Dattilo et al. (2008) and was
conducted using the latest version of the Phorum’ web-based software, a password-protected
internet bulletin board tool, which allows text-based discussions between groups of
individuals. The forum was only accessible to the research participants and was moderated
and the discussion facilitated by the researcher. The researcher’s supervisors also had access

to the site and data.

Recognising the participants would have varying literacy and physical abilities, and that
typing can be difficult and tiring, participants were encouraged to use strategies ranging from
brief text statements and dot points to more detailed responses. As the moderator, the

researcher asked follow up questions if more information was required.

Participants who indicated an interest in the online focus group received a follow-up email.
Two of the participants were identified as not meeting the criteria. After confidential email
follow up, the researcher was informed one did not have the literacy level required and the

other did not use an AAC device. These two were not included in the survey data or the focus

group.

The information email provided an introduction to the online focus group, login details and
information about posting messages. Participants were encouraged to visit the website a few
times each week, contribute to each discussion topic posted and participate in a respectful

manner.

Each week during the Focus Group Phase of the project, the researcher created a new

discussion thread with a question for discussion. The type and wording of these questions was

” Phorum Open Source PHP Forum Software: www.phorum.org
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shaped by the survey responses and participant comments in the forum so as to facilitate
conversation on these topics. Topics discussed in the focus group included preferred
telecommunications method, personal experiences of successful communication and whether

access to telecommunications empowers people.

In the last week of the Focus Group Phase, an email was sent to all the participants reminding
them the forum would close at the end of that week and encouraging them to take the

opportunity to express their opinions on each of the discussion threads.

3.3.4 Analysis Phase

Due to the small sample size of 13 respondents, it was only possible to analyse the survey
data using descriptive statistics. Therefore, the data is summarised and described by the use of
means, standard deviations and medians. Contingency tables were used to identify
relationships between the type of telecommunications access methods, technology use and
type of calls. The focus group data were analysed to identify any common themes emerging
from the data. The results from this analysis and a discussion of the implications of the

findings are presented in the next two chapters.
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4 Results

4.1 Introduction

The following sections present a summary of the findings of the online survey and focus
group. This chapter commences with an overview of the survey responses, such as the number
of surveys received, reasons for excluding surveys and the number of useable surveys. The
first section presents demographic information about the survey respondents and the online
focus group participants. The following sections report the findings from a descriptive
analysis of survey responses. Medians of the data are presented rather than means, since the
data is generally skewed. Detailed discussion and interpretation of the results are discussed in

Chapter Five.

4.2 Survey Responses
The findings reported in this chapter are presented using only descriptive summary data. It
was not possible to conduct inferential statistical analysis due to the low number of

respondents and the design of the survey.

A total of 24 surveys were received and out of these:

e three participants indicated that they did not meet the criteria

o five of the surveys were incomplete because although the respondents indicated that they
met the criteria, they either did not answer any of the following questions, did not specify
which AAC device they used, or their answers were contradictory

e one respondent indicated that they met the criteria and expressed an interest in
participating in the focus group, but it was apparent from email correspondence that this
respondent did not meet the independent communication criteria, therefore their survey

are excluded from analysis

37



e one respondent indicated that they met the criteria and expressed an interest in
participating in the focus group, but on examination of survey responses and through
email correspondence, it was revealed that they did not meet the criteria for using an AAC
device, therefore their survey has also been excluded

e one survey was not sufficiently complete to be useful because the respondent exited the

survey before reaching the question about the type of telecommunications used.

Therefore, 13 surveys were deemed useable, however, not all of respondents responded to
each of the survey questions. Six survey respondents indicated their interest in participating in

the online focus group.

4.3 Demographic Analysis
In this section, the demographic details of the 13 survey respondents are presented, followed

by information more specifically relating to the six respondents who participated in the focus
group.

4.3.1 Survey Respondents

Table 1 presents basic demographic information relating to the 13 respondents to the survey.
A majority of the respondents (7, 53.8%) are international (Ireland, the United Kingdom and
the United States). The gender distribution is 7 (53.8%) male and 6 (46.2%) female. All
participants have post-secondary education, with over half (7, 53.8%) having university

qualifications.
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Table 1: Demographic Information®

Demographic

information Male Female Education n
Age n n High school 0
18 - 24 years 0 0 Diploma (e.g. TAFE or 2 year college) 6
25 - 34 years 1 1 Tertiary degree 4
35 - 44 years 3 2 Post graduate studies (i.e. Masters or PhD) 3
45 - 54 years 3 0

55 + years 0 3

Total 7 6

Country n Disability n
Australia 6 Cerebral Palsy 11
Ireland 1 Dystonia

United Kingdom 1 Traumatic Brain Injury

United States 5

Table 2 summarises the AAC devices and access methods the respondents indicated that they
use. These AAC devices and access methods are classified into three categories of device and
three categories of access. The majority of respondents use a dedicated AAC device, such as a
Dynavox or a Pathfinder, and two respondents use more than one AAC strategy.
Approximately two thirds of respondents reported that they prefer to use a direct selection’
method to access their AAC device. The response “Mobile phone” to the question regarding
the type of methods respondents use to access their AAC device was interpreted as direct
selection, as it was presumed the respondent uses their mobile phone as an AAC device by

directly using the keypad to type messages for communication partners to read.

® Due to the low numbers, the demographic information is reported in a way that avoids easy identification of

individual respondents.

% Direct selection means the user types by physically using the keys on the device as opposed to using alternative
input devices such as switches for scanning
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Table 2: AAC Devices Used/Access Method

n Scanning Head Direct No
by chin pointer Selection Answer
switch

Dedicated-AAC device 8 1 2 5

(i.e. Dynavox, Pathfinder)

AAC Software (i.e. EZ- 2 2

Keys)

Mainstream (i.e. Mobile 3 1 2

phones and tablets)

The respondents are all users of AAC devices, though not all participants use their devices as
their primary communication method. The two most used primary communication methods
are natural speech (9, 69.2%) and an AAC device (7, 53.8%), closely followed by the use of
gestures/body language (5, 38.5%) and sign language/finger spelling (2, 15.4%). Four
participants reported they use natural speech alone. Nearly half the respondents indicated
using multiple primary communication methods, with four using both natural speech and an
AAC device, and three using natural speech, gestures/body language and an AAC device.
From the responses to the open-ended Other option, two use writing text in face-to-face

communication (e.g. notes on paper, using the text facility on a mobile phone).

Participants were asked to rate six statements'? relating to their level of confidence using
technology. The six responses are converted to an index score to give an overall indication of
the user’s confidence using technology. The calculation of the index is the average of the
scores. The second and fourth statements indicate a lack of confidence rather than a presence
of confidence, so these responses are reversed before averaging. The index for all respondents
ranged from low to middle, suggesting a low to medium confidence in the use of technology

with a mean of 2.2 out of 5.

19 The rating scale used for the six statements was 1 = Strongly Disagree, 2 = Disagree, 3 = Neither Agree nor
Disagree, 4 = Agree, 5 = Strongly Agree.
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4.3.2 Focus Group Participants

As a part of the survey, respondents were invited to participate in a three-week online focus
group. At the completion of the survey period, the six survey respondents who expressed
interest in participating in the focus group were sent an introductory email. Over the period of
the focus group, five questions were posted (listed in Appendix C). Unfortunately, of the six
participants, two of the group did not respond to any of the questions. One participant posted
one response to one question, leaving only three active members plus the researcher as

moderator.

Table 3 presents basic demographic information relating to the six focus group participants.
Of the active members, there are one male and two females. One is from the United States
and two from Australia. Two indicated they use natural speech as their main mode of

communication, one uses gestures and body language.

Table 3: Demographic information of the Focus Group Participants

Gender n Disability n
Female 4 Cerebral Palsy 5
Male 2 Dystonia 1
Age n Preferred Access Methods n
18 - 24 years 0 Direct Access 5
25 - 34 years 1 Scanning 1
35 - 44 years 3

45 - 54 years 1

55 + years 1

Country n Education n
Australia 2 High school 0
Ireland 1 Diploma (e.g. TAFE or 2 year college) 3
United Kingdom 0 Tertiary degree 1
United States 3 Post graduate studies (e.g. Masters or PhD) 2

4.4 Current Telecommunications Access Methods

This section addresses the first research question by presenting the data relating to the
respondents’ current methods of accessing telecommunications. The data presented include
the type of telecommunications used by respondents, the telecommunications ac?cess

methods used for various interaction types, the types of relay services the respondents employ
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and the respondents expressed confidence in using their current access methods for various

interaction types.

4.4.1 Type of Telecommunications Used

Respondents reported using various types of telecommunications and this is summarised in
Table 4. Seven respondents do not use mobile phones for speech calls, but four respondents
use this method independently. Nine respondents use Short Message Service (SMS)
independently and of the three who did not use SMS, the raw data shows that two do not use
mobile speech calls. Two respondents do not use VolP at all, nine use VOIP independently

and one uses VVolP with assistance.

Table 4 Type of telecommunications used

Answer Options n Independently Use with Don't use
use assistance
Landline Telephone 13 6 4 3
Email 13 13 0 0
Mobile/cellular phone (Speech) 13 4 2 7
Mobile/cellular phone (SMS) 12 9 0 3
VOIP (eg Skype) 12 9 1 2
Text chat 13 9 0 4
Video call 12 6 2 4
Social Networking, eg Facebook 13 13 0 0

Several participants indicated they have multiple methods of accessing telecommunications.
The following response highlights the way users choose different methods for different

reasons:

“T am generally a text/email user on a daily basis but there are days when i [sic] need
to use the NRS and i [sic] use TTY because it is 'quick’ and reliable but it is
impersonal...”

A common theme is the use of text-based telecommunications (e.g. SMS, email, instant
messaging and social networking sites). All respondents use email and social networking sites
independently. Although the respondents generally expressed a low to medium level of

technology confidence, all are users of internet-based telecommunications methods. The
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following comment by one of the focus group participants highlights this theme and gives

possible reasons.

“My favorite [sic] telecommunication method so far is email or text because they are
so universal, everyone uses them now to communicate so | find it makes things
simpler. 1 do use a TTY when I have to, but find it not as user friendly. Sometimes use
Facebook [sic].”

Table 5 shows a summary of the telecommunication methods used by respondents for
different interaction types. The most common interaction type is Talking with friends.

The three main findings relate to the use of email, making emergency calls by landline and
making video calls. First, email is the most commonly used method in general across the
interaction types, with scores of 10 (76.9%) in Making a complaint, 10 (76.9%) in Doing
business and, highest of all, 11 (84.6%) in Talking to friends. Landline is the second most
common telecommunications method used. Nine respondents indicated they would use a
landline to make emergency calls but only six indicated that they would be able to call
independently. Interestingly, one respondent indicated they would make an emergency call
using social networking tools. Finally, six respondents indicated they use video calling
independently. However, only three respondents indicated they would actually make video
calls for at least one of the listed interaction types. This low result might be due to the low

usage of video calls generally.

The following comments made by respondents underline several barriers they face in

accessing telecommunications.

“When | have to, say, order a taxi, | use a landline but I get my personal assistant to
relay the necessary information.”

“| fax info to my GP or use TTY IP Relay. The taxi LAN line won't accept TTY calls.
And finally, my family got a low score because my mom won't accept anything but
traditional phone calls.”

“If I'm out I can't text 000 on my mobile.”
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All respondents indicated using multiple telecommunications access methods. All use email
and social networking sites. Most use mobile phones, mainly for SMS communication rather
than speech calls. Thus, respondents predominantly use text-based telecommunications and

landline telephones.

Table 5 Telecommunication method versus interaction types

Answer Options n Land Email Mobile SMS VOIP Text Video Social
line calls chat call Network

Talking with close 12 6 8 4 7 6 4 2 6

family members

Talking with 13 5 11 3 9 7 6 2 9

friends

Ordering home 11 8 4 1 0 0 0 0 0

delivery such as

pizza

Booking a taxi 10 6 3 1 3 0 0 0 0

Speaking with your 10 7 6 0 0 0 0 0 0

doctor (GP)

Contacting a call 10 6 6 0 0 0 1 0 0

centre with

important

information

Making a 11 3 10 0 2 0 1 0 1

complaint

Doing business 11 4 10 0 3 4 2 1 2

Making a 000 10 9 1 1 1 0 0 0 1

emergency call

4.4.2 Relay Services

This section presents the findings on the types of relay service used by respondents, years of

experience and frequency of use.

Out of the seven respondents who identify as users of SSR, only four use SSR on a regular
basis. Four SSR users have between five and ten years’ experience and three have five or less
years’ experience. All of the users of SSR are 35 years or over, and a gender mix of five
females and two males. The SSR users reside in the United States (4, 57.1%) and Australia (3,

42.1%). The majority of these users use the service only 1-6 times a year, one uses it monthly
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and only one uses it daily. Five respondents use more than one type of relay service, whereas

three use only one type of relay service.

The comment below highlights the perceived impersonal nature of using a telephone
typewriter (TTY) based relay service, such as Type and Read, because of the third person

involved in the call (i.e. the Relay Officer).

“I am generally a text/email user on a daily basis but there are days when i [sic] need
to use the NRS and i [sic] use TTY because it is 'quick’ and reliable but it is
impersonal...”

When asked to reflect on a time when they realised that using telecommunication was useful
in helping them to be a part of their community, two Focus Group members wrote the

following:
“In 1996, during the second STS trial in California, | was on the phone using STS 8
hours a day recruiting new users. | can remember that my assistant and | were both on the
phone all the time. We called anybody we could think of that might know a potential STS

user. [...] The independence was wonderful. I want everybody who can use STS to know
about it.”

“It made me independent on the telephone and allowed me to do many things that I could
not do myself before on the telephone”

4.4.3 Confidence in using in telecommunications access methods

The survey investigated the confidence of respondents in conducting various types of
interactions using their current telecommunications methods and using SSR. The data is
summarised in Table 6. The table lists the interaction types along with participants’ reported
levels of confidence in using their current methods and SSR. All respondents reported their
confidence in using their current access methods and 12 respondents reported their perceived
confidence in using SSR. As only seven respondents identify as users of SSR, the description
of data in Table 6 is broken down further to include comparisons between respondents with

SSR experience (SSR Users) and respondents without SSR experience (non-SSR Users).

1 The acronym use for Speech-to-Speech Relay is STS in the USA.
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While respondents who use SSR might have included their use of SSR in their current

methods response as well, it appears this was not generally the case.*?

Generally, respondents expressed greater confidence in using their current

telecommunications access methods than using SSR for most of the interaction types.

Table 6: Confidence in using current access methods and SSR

Interaction type Current Methods Using SSR

n x sd n x sd
Talking with close family 13 4.0 1.50 12 200 1.85
members
Talking with friends 13 5.0 0.77 12 1.00 2.00
Ordering home delivery such as 13 2.0 1.42 12 150 1.60
pizza
Booking a taxi 13 2.0 1.46 12 250 175

Speaking with your doctor (GP) 13 3.0 1.55 12 1.00 156

Contacting a call centre with 12 2.5 1.38 12 250 1.98
important information

Making a complaint 13 3.0 1.83 12 200 159
Doing business 13 3.0 1.57 12 200 1.80
Making a 000 emergency call 13 3.0 1.39 9 3.00 127

n = Number of Responses; sd = Standard Deviation; X = Median;

Scale: 0 = N/A, 1 = Wouldn't Attempt, 2 = Not Confident, 3 = Somewhat Confident,
4 = Confident, 5 = Very Confident

As per Table 6, respondents expressed greatest confidence in using their current methods for
Talking with friends, with a median of 5.0 (Very Confident), and Talking to close family
members, with a median of 4.0 (Confident). The respondents expressed the least confidence in
using their current methods for Ordering home delivery and Booking a taxi with medians of
2.0 (Not Confident). However, further analysis reveals the seven SSR users expressed more

confidence in Ordering home delivery, with a median of 3.0 (Somewhat Confident).

'2 This conclusion was reached by comparing the median response for the different communication types for
SSR users with current methods versus using SSR.
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The highest expressed confidence using SSR, is in Making a 000 emergency call with a
median of 3.0 (Somewhat Confident) and the lowest are Talking to friends and Speaking with
their doctor, both with a median of 1.0 (Wouldn’t Attempt). However, further analysis of the
raw data reveals an unexpected difference between SSR users and non-SSR users, which is
not apparent in Table 6. The least expressed confidence for non-SSR users is for Ordering
home delivery, median of 0.0 (N/A). SSR users expressed least confidence in Speaking with
their doctor, with a median of 1.5 (between Wouldn’t Attempt and Not Confident) and
expressed the most confidence in Talking to friends, Contacting a call centre and Making a

000 emergency call, all having a median of 4.0 (Confident).

An SSR user, with 3-5 years experience, indicated she is Not Confident using SSR for
Talking to close family members yet commented, “my family got a low score because my
mom won't accept anything but traditional phone”. It is worth noting five non-SSR users are
Very Confident in using their current access methods to Talking with close family member
and the SSR users are slightly less confident with four users Confident and one user Very

Confident.

Out of the nine interaction types, seven have medians of 0.5 (between N/A and Wouldn’t
Attempt) as three non-SSR users selected the N/A option. For the Ordering home delivery

interaction type, with a median of 0.0 (N/A), four non-SSR users expressed the N/A option.

The overall level of confidence median for Making a 000 emergency calls using their current
method is 3.0 (Somewhat confident). The non-SSR users expressed the same level of
confidence in both their current methods and SSR for this type of interaction with a median of
3.0 (Somewhat Confident). However, SSR users differ with a median of 2.0 (Not Confident)

for their current methods increasing to a median of 4.0 (Confident) when using SSR.

The three respondents that scored confident or very confident were not from Australia, one

indicating they used various types of relay services, the second indicating they used SSR and
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landline. However, the third indicated they did not use a landline, but they would make
emergency calls by landline, email, SMS or social networking sites. It is unclear whether this
is making a call directly to emergency services or if it is indirect contact, for example putting

a message on a social networking site for emergency assistance.

Interestingly, only six respondents indicated they use the landline independently, yet nine
respondents indicated they would use the landline in an emergency. Another respondent
highlighted the need for an SMS emergency service by stating, “If I'm out | can't text 000 on

my mobile.”

4.5 User Perspective of a Video-Assisted Speech-to-Speech Relay

This section addresses the second research question and presents the data regarding the
respondents’ use of VOIP and their perspectives on VAS. The first section of Table 7 presents
data on how users perceive VOIP features, which might relate to features of VAS. The second
presents the perceived usefulness of VAS in various types of interactions and the last section

presents the perceived usefulness of VAS features.

The number of respondents varies between these three tables. The highest response rate is for
Table 7, with 12 responses to the majority of the Likert scales. The next highest is in Table 8
having ten or eleven respondents to each scale. The least answered is in Table 9, Perceived
usefulness of VAS, with only between seven and nine responses. All the N/A responses have

been removed, as they do not add meaning.

48



45.1 Using VOIP

The first section of Table 7, Using VolP Features, shows:

e eight respondents use VOIP to make calls to family and friends

e the voice capability is useful for nine respondents

¢ nine respondents prefer to use VoIP than a landline

e none of the respondents disagree it is useful for their communication partner to see them
while they are communicating

e ten respondents indicated the instant messaging feature was useful for overcoming
communication breakdowns

The following comment from one of the respondents suggests an enthusiasm to embrace

technology:

“Do not use Skype or video chat only because | do not have technonlogy [sic] to do so at
the moment. Maybe next year when | upggrade [sic] laptop!”

Table 7: Using VolP features

N Agree Neutral Disagree
I rather use a landline than VolP 11 1 1 9
I feel uncomfortable using a webcam 12 5 1 6
I use instant messaging for the whole conversation 12 5 3 4
I use my speech for most of the call 12 5 2 5
I use my voice or my SGD for the whole conversation 11 4 2 5
People understand what | am saying about as well as they 12 4 3 5
understand me face to face
I use the speech output from my SGD 12 4 3 5
I often make VolP calls to friends and family members 12 8 3 1
The voice capability is useful to me. 12 9 2 1
The instant messaging is useful when people are not 12 10 1 1
understanding me
I find it useful for people to see me while | communicate 12 11 1 0
with them

45.2 Perceived usefulness of VAS

The results in Table 8 show that the perceived usefulness of VAS in all the interaction types is
high with medians of 3.0 (Useful) and 4.0 (Very Useful). However, the three interaction types

least perceived as useful are Talking with close family members, Talk with friends and Doing
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business, each having a median of 3.0 (Useful). The Doing business interaction type has the
lowest mean (2.78) because out of the nine who responded, one third did not perceive VAS to

be useful.

A respondent stated, “It is difficult to give definate [sic] answers when 10 [sic] have not used
the software. But after watching the video on how it can be used, I can see the potential [sic]
in the software”. A focus group participant responded to the question regarding how
technology empowers with, “Technology gets more amazing and more accessible as we live...
I [sic] agree i [sic] love the idea of more video type of calls as it means we can use more

gestures as well as techno and that means quicker and more 'fluent' of course...”.

Table 8: Perceived usefulness of VAS

n x sd
Talking with close family members 8 3.0 0.76
Talking with friends 9 3.0 0.67
Ordering home delivery such as pizza 8 35 0.53
Booking a taxi 9 4.0 0.73
Speaking with your doctor (GP) 7 4.0 1.13
Contacting a call centre with important information 9 4.0 1.01
Making a complaint 9 4.0 1.12
Doing business 9 3.0 1.20
Making a 000 emergency call 8 4.0 1.07

n = Number of Responses; sd = Standard Deviation; ¥ = Median;

Scale: 0 = N/A, 1 = Not At All Useful, 2 = Somewhat Useful, 3 = Useful, 4 = Very Useful

45.3 Usefulness of VAS features

Table 9 presents the findings of the respondents’ perceived usefulness of VAS features. Eight
respondents indicated that they would probably find VAS useful. Seven indicated they would
use a VAS often. The respondents perceive the ability to see the Relay Officer and the Relay
Officer being able to see them as positive, with ten respondents in agreement. However, in
Table 7 (VolP features), four agree and five disagree with the statement, ‘People understand
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what | am saying about as well as they understand me face to face.” Privacy was not
considered an important issue by most respondents, with only two respondents in agreement
that their privacy would be reduced by VAS and seven disagreeing. Most respondents would
use the instant messaging facility to provide the Relay Officer prepared information for calls.
Seven respondents would use all their communication methods while using VAS. However,
only half of the respondents agreed VAS would be faster than their current methods of

accessing telecommunications.

In responding to the question regarding their favourite method of accessing
telecommunications a participant, who could not use SSR anymore because of losing the

volume of his speech, expressed his hope for a VAS in the following comment:

“When Video Assisted STS*® becomes avaliavble[sic], and the operators can see my
face, | hope that I will be able to make phone calls independently again without
difficulty”.

Table 9: Perceived usefulness of VAS features in making calls

n v sd
My privacy would be reduced by using the video facility 11 4.00 1.29
The video facility would be distracting for me 11 4.00 1.22
I would probably not find a VAS useful 11 4.00 0.87
It would be faster to use VAS than my current methods of accessing 10 2.00 1.35
telecommunications
I would use the instant messaging to provide the RO with pre-prepared 10 2.00 1.20
information to assist in the call
I would be able to use all my methods of communication 11 2.00 1.19
Having the Relay Officer be able to see me will help me to communicate 11 2.00 0.90
Being able to show the Relay Officer things that I am talking about would be 11 2.00 0.87
useful
I would probably use a VAS often 11 2.00 0.81
Being able to see the Relay Officer's face and body language will help me to 11 2.00 0.67

communicate

n = Number of Responses; sd = Standard Deviation; X = Median;

Scale: 1=Strongly Agree, 2=Agree, 3=Neither Agree or Disagree, 4=Disagree, 5=Strongly Disagree

13 The acronym used for Speech-to-Speech Relay is STS in the USA
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4.6 Comparing Telecommunications Access Methods to types of call

This section presents the findings relating to the third research question, which compares the
perspectives of respondents on the usefulness of their current methods of accessing
telecommunications, with their perspectives on the usefulness of a VAS. The results of the
previous two sections have been summarised in Figure 1, including the SSR results to assist in
the interpretation. As discussed in Chapter Three, the Likert scales used in the current access
methods and SSR questions differ from the scales used for VAS questions. This research
considers the reported level of confidence in the use of telecommunications methods and the
perceived usefulness of a potential alternative method. The first bar in Figure 1 indicates the
median of expressed confidence of respondents in using their current access methods. The
second is the median of the respondents’ expressed confidence in using SSR and the third bar
shows the median of the perceived usefulness of the respondents in using VAS for the various

interaction types. The left axis shows confidence and the right usefulness.

In general, the respondents expressed a higher perception of the usefulness of using VAS in
each of the interaction types than their expressed confidence in their current access methods
and using SSR. The expressed perception of usefulness in using VAS for each of the
interaction types is 4.0 (Very Useful), except for three interaction types, Talking with close
family members, Talking to friends and Doing business having medians of 3.0 (Useful), and
Ordering home delivery with a median of 3.5 (between Useful and Very Useful). The findings
suggest the respondents would be likely to have greater confidence in using their current
access methods than using VAS for the interaction types, Talking with close family members

and Talking to friends.
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Figure 1: Comparison of Users' Perceptions of Current Methods, SSR and VAS
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4.7 Conclusion

In summary, all of the respondents reported that they use email and social networking sites,
and are frequent users of internet-based telecommunications methods, mostly text-based
telecommunications (i.e. SMS, email, instant messaging and social networking sites). Many
stated that they use multiple methods of accessing telecommunications, choosing different
methods for various situations. Only half the respondents indicated they had experience of

SSR and a third use SSR on a regular basis.

Most expressed greater confidence in their current telecommunications access methods than
in using SSR. The respondents reported using their current methods for Talking to their close

family members and Talking with friends express (or report) the most confidence.

Responding to the statements on their use of VoIP, the majority agreed communication is
easier when their communication partner can see them and concur the instant messaging

feature is useful for overcoming communication breakdowns. However, there was no
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consensus among respondents about the statement regarding being uncomfortable using a

webcam.

Most reported that they are positive towards the features of VAS with the majority of
respondents agreeing a VAS would be useful and slightly fewer saying they would use VAS
frequently. However, only half the respondents agreed VAS would be faster than their current
methods of accessing telecommunications. Overall, the findings suggest that respondents have
a higher perception of the usefulness of using VAS in each of the interaction types than their
confidence in using their current telecommunications access methods except with friends and

family. .
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5 Discussion

5.1 Introduction

This chapter provides a detailed discussion and interpretation of the research results, viewing
them through a Bourdieuian lens, and reviewing the results in the light of the literature. The
findings are briefly summarised, followed by a discussion of the telecommunications access
methods currently used by the respondents and their expressed perception of the usefulness of
these methods, which includes use of Speech-to-Speech Relay (SSR). Respondents’ perceived
usefulness of Video Assisted Speech-to-Speech Relay (VAS) is discussed and compared with
their perspectives on the usefulness of their current methods of accessing telecommunications.

Issues and limitations of the research are then explored.

The current findings add to a growing body of literature on telecommunications for people
with CCN. It is difficult to make conclusions based on the data collected due to the low
number of respondents. Therefore, caution must be used in applying the findings to the

general population of people with CCN.

The main findings of this study suggest people with CCN predominantly use text-based
telecommunications including email, SMS and social networking sites. The results suggest
the respondents are more confident in communication with familiar communication partners,
such as family and friends. They expressed greater confidence in using their current methods
with familiar communication partners than in using SSR. The perceived usefulness of VAS is
high for each interaction type, but is lower with family and friends than with unfamiliar
communication partners. The large difference between the confidence in SSR and the
perceived usefulness of VAS is likely due to the extra modes of communication offered by

VAS. The results indicate respondents might use a VAS more frequently than SSR.
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5.2 Cohort

Although all respondents reported that they use an AAC device, many indicated they use
multiple modes of communication ranging from natural speech to AAC to gestures/body
language. This seems consistent with the research of Blackstone, Williams and Wilkins
(2007), who suggest individuals with CCN use multiple modes of communication in their
conversation. Some respondents reported that they use mainstream technology, such as
mobile phones, as AAC devices, reinforcing the observations of DeRuyter et al. (2007) that

AAC companies need to embrace emerging technologies.

The respondents indicated that they use a number of communication strategies and their
primary communication method is not always AAC. These findings indicate that, as Bourdieu
(1986) asserts, people choose the communication strategy which will attract the most capital.
All the respondents in the survey indicated that they have an education greater than secondary
education and a degree of digital literacy as they use technology, which is both assistive and
mainstream. As mentioned in the Literature Review, digital literacy includes traditional
literacy—reading and writing skills—and encompasses the skills required to access and

manage online information (Bulfin & North, 2007; Poore, 2011).

The research assumes familiar communication partners are likely to be family and friends,
and the other interaction types in the survey likely to be with unfamiliar communication
partners. Thus, as previously noted, people with CCN are more likely to communicate with
familiar communication partners (Collier, et al., 2010). In light of this, Bourdieu might
suggest that being in the same social field they could share a similar habitus with these
familiar communication partners enabling easier communication, leading to increased

participation in their communities.
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5.3 Current methods

There is very little literature on the kinds of telecommunications people with CCN actually
use. To address this gap in the literature, the first research question investigated the types of
telecommunications used by people with CCN and their perspectives on the usefulness of
these methods. The results suggest the respondents use a range of telecommunications access
methods with familiar partners. Unfortunately, the survey did not ask about the frequency of
interaction types (e.g. Talking with friends, Making a complaint, Ordering pizza and Doing
business). Respondents in this study reported that they use fewer telecommunications access
methods and have less confidence with unfamiliar communication partners, predominantly
using email and landline, supporting findings by Collier et al. (2010) that suggest people with

CCN are less confident with unfamiliar communication partners.

The results seem to suggest the respondents use predominantly text-based
telecommunications with familiar communication partners. However, as the survey did not
investigate the frequency of use for the various types of telecommunications, it is not possible
to ascertain which telecommunications access methods are predominantly used. Therefore, it
is possible individuals with CCN use voice-based telecommunications methods more
regularly than text-based. Respondents expressed more confidence in using their current
methods than using SSR with familiar communication partners. A possible explanation is that
when communicating with familiar partners they use an increased variety of communication
strategies, which include text-based methods. Respondents expressed a lower level of
confidence in communicating with people who are outside their “field” of family and friends,
supporting previous research by Collier et al. (2010). Surprisingly, the results of this study
suggest respondents are more likely to use landline telephones to communicate with

unfamiliar communication partners. This could be due to such diverse factors as affordability
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Eardley, et al., 2009), comprehension of dysarthric speech due to quality of sound** or
( y ) p y p quality

usability of mobile phones (Nguyen, et al., 2008).

Willingness to embrace new technology is a common theme from the survey and focus group.
One of the respondents highlights this willingness: “Do not use Skype or video chat only
because | do not have technonlogy [sic] to do so at the moment. Maybe next year when 1
upggrade [sic] laptop!” Although the literature suggests new technology often creates
additional barriers to people with disabilities (Eardley, et al., 2009; Goggin & Newell, 2007),
this research has not investigated the physical barriers and affordability of
telecommunications directly. However, the work of Nguyen et al. (2008) into accessibility of
mobile phones for people with a disability could be extended to provide further understanding

of the barriers to mobile telecommunications access for people with CCN.

The usage and confidence in using SSR indicated by the respondents is lower than expected.
Respondents indicated a higher confidence in using their current methods than using SSR for
all interaction types, with the exception of emergency calls. Confidence in making emergency
calls received equal rating for both SSR and current methods. At the time of this study the
majority of respondents were residing in countries where SSR is available (i.e. Australia and
the United States of America). Although, SSR is only one of the telecommunications access
methods available to individuals with CCN, and the sample size is too small to draw strong
conclusions, the low frequency of use and degree of confidence in the service does highlight

an area for further research, which should be of particular interest to service providers.

The most recent annual NRS Users Satisfaction Survey revealed that the service overall
received a satisfaction level of 92 percent (ACE, 2011), which seems to be in contrast with

the findings of this study. However, as discussed in the Literature Review, it is not possible to

4 Although the author is unaware of any research supporting this claim, it has been his experience over many
years that voice quality for dysarthric speech is lower on mobile phones than on landlines.

58



isolate the satisfaction levels of SSR users since SSR calls makes up a small percentage of
total calls made through the NRS. There could be numerous reasons for these findings.
Firstly, based on previous experiences and preferences, some respondents’ habitus might not
incorporate a disposition towards this type of service; their habitus prompts them to use

methods they already find more effective.

Secondly, a significant drop in the number of SSR users over recent years has to some extent
been attributed to inadequate skills and abilities of Relay Officers in handling these types of
relay calls (ACCAN, 2011). If people with CCN are not generally confident in
communicating with unfamiliar communication partners (J. Ashford, Personal
Communications, January 19, 2011), and as the Relay Officer is likely to differ from call to
call, this could have an effect on caller confidence. In addition, a lack of awareness or
understanding of the service could also explain the low use of SSR. Another possible
explanation is the respondents’ apparent preference for text-based telecommunications access

methods.

It is essential for people with CCN to have access to emergency services (Bryen, 2010) and
the findings of this study suggest the methods available for people with CCN to access these
services may not be adequate. The respondents indicated they use a variety of text-based
telecommunications access methods, highlighting the importance of implementing a text-
based emergency call service (e.g. an SMS or internet-based emergency service) as discussed
in the Literature Review. Australia has committed to ensuring people with disabilities have
access to telecommunications services, which includes emergency services, by signing the
United Nations Convention on the Rights of Persons with Disabilities (Morsillo & Ciavarra,
2010). Furthermore, ACCAN (2011) suggests SSR “ ... has proven to be unreliable, and there
are particular concerns regarding making 000 calls, because in times of stress, a user’s speech

may become less easily understood” (p. 19). Contrary to this assertion, and to the researcher’s
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expectations, the respondents indicated they have little confidence in SSR in their day-to-day
use of telecommunications, yet a greater confidence in using SSR to make emergency calls.
Interestingly, the respondents who do not use SSR indicated more confidence in making

emergency calls via SSR, than those respondents who do use SSR.

5.4 Perspectives of Usefulness of VAS

The second research question investigated the users’ perspectives of VAS. In general, the
respondents rated the perceived usefulness of VAS higher than other methods of
telecommunications. The survey asked respondents about their usage of VolP, assuming VAS
would operate over a VoIP platform, similar to a service such as Skype. As mentioned
previously, all of the respondents have a degree of digital literacy. The general response was
positive, with the majority using this form of telecommunications and many preferring VVolP
to a landline telephone. Respondents indicated they often make VolIP calls to friends and
family, thus building and maintaining their social networks. However, few respondents
reported using VolIP for other interaction types. The respondents indicated that the features of
audio, video and instant messaging are useful during conversations. The ability for partners to
see each other during their calls and using instant messaging were identified as useful in

overcoming communication breakdowns.

The reason for the VoIP usage being skewed towards familiar communication partners is
unknown. One possible reason is VVoIP calls are similar to face-to-face communication and
people tend to be more comfortable communicating with familiar communication partners in
face-to-face communication. Furthermore, it is possible the habitus of individuals with CCN
suggests they would experience more communication difficulties in customer-to-business
communication using VVoIP, as the communication partner would be unfamiliar with their
communication modes and less likely to successfully maintain or gain capital in the

conversation.
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The majority of respondents disagreed with the statement in using VoIP “people understand
what I’m saying as well as they understand me face to face”. This could be a result of poor
design in the survey questions or could highlight issues with the quality of transmission when
using VolP, which may amplify the difficulties experienced by people with CCN. Dysarthric

speech may be harder to understand by VolIP than face-to-face.

Fewer respondents answered the question on the perceived usefulness of VAS than indicated
the usefulness of their current methods. This may be because the respondents have increased
confidence responding to questions based on actual experiences than to speculative questions
on the usefulness of a conceptual service. Those who did answer, expressed a higher level of
perceived usefulness, yet expressed a lower level of perceived usefulness for communicating
with familiar communication partners, similar to the trend for SSR. This could suggest the

respondents are more likely to use a VAS to communicate with unfamiliar communication

partners.

It is possible some potential users of VAS are uncomfortable using webcams. As the Relay
Officer can see the person and their environment, the caller might feel the officer is intruding
and there is an infringement of privacy. Two questions in the survey addressed this issue and
the respondents indicated they do not consider privacy a critical issue. However, there is no
consensus among respondents about the statement regarding being uncomfortable using a

webcam.

One of the common themes emerging from these findings is a willingness to embrace new
technology. The findings provide insight into the habitus of the respondents. This willingness
to embrace new technology suggests that it is a beneficial strategy for attempting to increase
social and cultural capital. In their social fields of family and friends, respondents perceive
VoIP as a good mode of communication. Using VVoIP allows them to continue choosing

different communication strategies. Most are positive towards the features of VAS with the
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majority of respondents agreeing a VAS would be useful and slightly fewer saying they

would use VAS frequently.

5.5 Comparison of Telecommunications Access Methods

The third research question compared the perspectives of people with CCN on the usefulness
of their current methods of accessing telecommunication with their perspectives on the
usefulness of VAS. For most interaction types, the respondents expressed a higher perception
of the usefulness of VAS than both their expressed confidence in their current access methods
and using SSR. The perceived usefulness of VAS is high for all interaction types, yet it is
slightly lower than ratings of current methods for familiar communication partners.
Surprisingly, for the interaction type Doing Business respondents rate VAS slightly lower

than for most interaction types, yet it still rates higher than their current access methods.

The findings suggest that the respondents would use VAS similarly to SSR; they will use it
more to communicate with unfamiliar communication partners. However, it is interesting they
rate it much higher than their current methods and SSR. Bourdieu may argue the respondents
seem to share a similar habitus, which views VAS as an improved communication strategy to
assist them to accumulate social and cultural capital. This accumulation of capital provides
the respondents with increased social positioning in the fields in which they participate.
Therefore, this increases their influence in their own social networks thus gaining

empowerment in their lives.

It would be easy to assume the video feature is the reason behind the high-perceived
usefulness of VAS, as both the Relay Officer and the caller with CCN can see each other.
However, the instant messaging feature could be an attribute to the high-perceived usefulness
of VAS due to the respondents’ apparent preference for text-based telecommunication access

methods.
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6 Conclusion

6.1 Findings of the research

This research set out to investigate the telecommunications access methods that assist to
empower individuals with CCN to participate fully in society. Other researchers have used a
Bourdieuian lens to investigate the dynamic notions of disability and social inequality that are
experienced in the lives of people with disabilities (Bjornsdottir & Johannesson, 2009;
Edwards & Imrie, 2003; Simmons, et al., 2008). Likewise, this thesis uses the theoretical lens
of Bourdieu’s concepts—habitus, field and capital—to explore the experience of people with
CCN using telecommunications in an effort to increase their social and cultural power, and

thus gain greater control over their lives.

The Literature Review identified that there is very little literature on what kinds of
telecommunications people with CCN actually use. Thus, this study set out to address this gap
in the literature and to gain insight into the types of barriers people with CCN face in
accessing telecommunications to accumulate capital. The first research question investigated
the types of telecommunications used by people with CCN and their perspectives on the
usefulness of these methods. The second question investigated their perceived usefulness of
VAS. Lastly, the research compared the respondents’ perspectives on the usefulness of these

access methods.

The findings from this research highlight several issues surrounding the barriers facing people
with CCN to accumulate social capital via telecommunications. Respondents indicated they
use a number of communication strategies in different interactions, AAC is not always their
primary communication method, and they use a range of telecommunications access methods
in their communication. This accords with the notion that people choose the communication

strategy which will attract the most capital (Bourdieu, 1986). The high use of text-based
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telecommunication in the cohort (e.g. email, SMS and instant messaging) highlights the need
for sufficient education to be literate, not just in the traditional sense but also in the digital
sense. Surprisingly, the respondents indicated low usage of SSR and the findings suggest the
types of telecommunication the respondents use with familiar communication partners are

predominantly text-based.

Respondents expressed a lower level of confidence in communicating with people who are
outside their field of family and friends, supporting previous research by Collier et al. (2010).
With unfamiliar communication partners, respondents are more likely to use landline
telephones and email. Respondents indicated a higher confidence in using their current
methods than using SSR for all interaction types with the exception of emergency calls. The
usage and confidence in using SSR indicated by the respondents was lower than expected.
There is a similar trend of perceived confidence in using SSR and VAS, a lower confidence
with family and friends than with unfamiliar communication partners. However, there is a
large difference between the confidence in SSR and the perceived usefulness of VAS, which
is likely due to the extra modes of communication offered by VAS. The results indicate
respondents might use a VAS more frequently than SSR. This could suggest the respondents

are more likely to use a VAS to communicate with unfamiliar communication partners.

In addition, it is important to be able to communicate in the event of emergency. It is essential
for all to have access to emergency services, including people with CCN (Bryen, 2010). The
findings of this study suggest the methods available to access these services may not be

adequate for people with CCN.

In summary, the findings from this study suggest that the respondents predominantly use text-
based telecommunications with familiar communication partners and have a willingness to
embrace new technology. Respondents reported confidence communicating with familiar

communication partners, which lowered when interacting with unfamiliar partners. They
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reported a preference for using their current access method with familiar communication
partners, as opposed to using SSR, but for interacting with unfamiliar communication
partners, they prefer to use landline telephones or email. SSR is one of many ways people
with CCN can compete more fairly for social capital using telecommunications; however, the
reported usage and confidence was lower than expected. Furthermore, the study reveals the

methods available for people with CCN to access emergency services might not be adequate.

As DeRuyter et al. (2007) argue, people with CCN require more than face to face
communication; they also require access to telecommunications in order to fully participate in
their communities. In Bourdieuian terms, this is the need for communication to participate
and position oneself in the social field (Bourdieu, 1986). The results of this study indicate
respondents, in participating and positioning in social fields, might use a VAS more
frequently than SSR and this perceived usefulness is likely due to the extra modes of

communication offered by VAS.

6.2 Limitations of the research

6.2.1 Recruitment Issues

As noted in the Methodology section, the original proposed research design was modified to
address the difficulties experienced in recruiting participants to the study. Despite these
modifications, it was still difficult to recruit participants. The research attracted respondents
who all indicated having greater than secondary education and expressed confidence in using
technology, raising the question of how representative the sample is of the general population
of people with CCN. The results may be more representative of this particular type of cohort
than the general population of people with CCN. Therefore, the findings of this research are

difficult to generalise for the broader population of people with CCN.
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6.2.2 Survey Design Issues

There were several other limitations encountered in conducting this study. One such design
issue was the inclusion criteria for respondents, as it did not fully restrict the participation
criteria to only people with CCN. Nevertheless, through analysing the data the researcher

believes the surveys deemed useable are from respondents with CCN.

In the design of the survey, a distinction between participants’ current telecommunication
method and their use of SSR was not explicit; therefore, it could be argued the confidence in

both categories could be seen as unreliable.

Lastly, the lower response and higher level of perceived usefulness of VAS could potentially
be attributed to improperly designed or poorly worded survey questions. The bias of the
researcher toward the usefulness of VAS could have contributed to the respondents

expressing the high level of perceived usefulness of VAS.

The researcher acknowledges he has potential bias towards relay services, due to his work
with the Australian provider of the National Relay Service, Australian Communication
Exchange, as part of the AAC community and as a user of SSR. This potential bias may have
prevented the researcher from analysing and reporting the findings in an objective manner.
However, his knowledge and experience of the field could have enriched the findings of this

study.

6.3 Recommendations for future work

The findings of this study have highlighted several areas further research is required. There is
a lack of research into the effectiveness of SSR and the competencies needed by Relay
Officers in order to support successful communication. Areas for further research could
include the usefulness of such a service, the barriers preventing potential users from using the
service and how the presence of a third party, the Relay Officer, affects the communication

between the caller and recipient.
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Respondents indicated they have little confidence in SSR in their day-to-day use of
telecommunications, and yet they expressed equal rating in both SSR and their current
methods with making emergency calls. Research suggests SSR is not reliable for calling
emergency services as in times of stress the intelligibility of people’s speech can decrease
(ACCAN, 2011). Further research to explore this apparent contradiction between the findings

of this study and previously reported research would be of value.

Both the video and the instant messaging features could be contributing to the high perceived
usefulness of VAS. It would be valuable to investigate the relative contribution of either or
both of these to this perception. This would contribute to the development of VAS and

telecommunications for people with CCN.

Given the findings of a high level of perceived usefulness of a VAS service expressed by the
respondents, there is a need for further research aimed at investigating the potential of a VAS
to enhance the participation of people with CCN in society. Such future research could
include a more extensive survey of potential users. Following the survey, a limited trial of the
service could be implemented based on the results of the survey and suggestions for
improvements could be used in a subsequent pilot project. The pilot could be evaluated
through a longitudinal study designed to measure the extent to which the VAS contributed to
a change in the level of social participation and perceived social capital reported by CCN
users. Such a study would shed further light on the potential of VAS and help to determine if
such a service can be effective in assisting people with CCN to maintain and gain social

capital within their various social fields.

The current findings contribute to a growing body of literature on telecommunications for
people with CCN. Due to the low number of survey respondents and participants in the online
focus group, it is difficult to make conclusions based on the data collected. Therefore, caution

must be applied, as the findings may not be transferrable to the general population of people
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with CCN. However, this research has demonstrated that people with CCN are using a variety
of telecommunications access methods to participate in society and to accumulate social
capital, and VAS could potentially enhance their access to telecommunications. Thus, this
study has highlighted the need for further research into the enhancement of communication
strategies using telecommunications, which increase the return of social capital available to

people with CCN.
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7 Appendices

Appendix A: Recruitment Email

Re: The Sound of a Smile: A Telecommunications Research Project For AAC Users
Hello,

Are you an AAC user? Do you ever use the telephone, send text messages or emails, use text chat or even video
calls? If so, you might be interested in being part of a research project exploring various telecommunications
services.

I’m Darryl Sellwood from Adelaide, South Australia. I’'m looking for people who use Alternative and
Augmentative Communication (AAC) to take part in a survey and online discussion. This project is a study into
the current methods that users of augmentative and alternative communication (AAC) employ for accessing
telecommunications and their perspectives on the usefulness of a Video Assisted Speech to Speech Relay
Service (VAS).

This project is part of my Honours research at the University of South Australia. As an AAC user, | understand
many of the challenges people with complex communication needs (CCN) face in accessing
telecommunications. As a computer science graduate with experience in the telecommunications field, | have a
broad perspective on both user and technical issues. The project has ethics approval from the Division of
Education, Arts and Social Sciences Human Research Ethics Committee of the University of South Australia.

I am looking for people willing to participate in an online survey comparing methods of accessing
telecommunications and exploring the possible usefulness of a Video-Assisted Speech-to-Speech Relay (VAS).
You will also be invited to participate in an online discussion group (focus group) which will run for two weeks.
The following time commitments will be involved:

- The online survey will require approximately twenty (20) to thirty (30) minutes of your time and will be open
until the 17" January 2011.

- The focus group will require between ten (10) minutes and one (1) hour each week, depending on how much
you wish to contribute, for an additional two weeks commencing on the 30" November.

If you meet al.l the criteria below and can spare this time during the project period, please visit the survey at
http://www.surveymonkey.com/s/The_Sound_of a_Smile. Please do not hesitate to email me requesting more
information at seldj001@mymail.unisa.edu.au.

Participants must meet al.l the following criteria: Participants criteria: (a) be over 18 years old, (b) use AAC
device, (c) have a level of literacy adequate to complete the survey and participate in the online focus group and
(d) have the ability to provide informed consent.

I hope you can be part of this exciting research project into access to telecommunications for people with CCN.
Regards,

Darryl Sellwood BCIS
Researcher

Contact Information

This project has been approved by the University of South Australia’s Human Research Ethics Committee. If
you have any ethical concerns about the project or questions about your rights as a participant please contact the
Executive Officer of this Committee, Tel: +61 8 8302 3118; Email: Vicki.allen@unisa.edu.auu

Supervisor’s name & contact details:

Dr Denise Wood Dr Parimala Raghavendra

Room C2-33C Novita Children’s Services

Magill Campus, UniSA 171 Days Road

St Bernards Rd, REGENCY PARK SA 5010
MAGILL SA 5072

+61 8 8302 4642 +61 8 8243 8243
denise.wood@unisa.edu.au Parimala.Raghavendra@novita.org.au
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Appendix B: A copy of the survey

Participant Survey

1. Introduction

P roject title

The sound of a smile: user perspectives of Video-Assisted Speech+4o-Speech Relay for people with Complex
Communicatien Needs

Please read the Padicipant Information Sheet (Opens in new tab)

*¥1.Do you qualify to take part in this research project?

You are:;
(a) be over 18 years old,
(b) use AAC device and

(c) have a level of literacy adequate to complete the survey and participate in the
online focus group.

Yas Mo
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Participant Survey

* 2. Do you agree to the following statements ?

* You have read the Participant Information Sheet.

« You understand the nature and purpose of the research project and your
involvement in it.

« You understand that you may withdraw from the research project at any stage and
that this will not affect your status now or in the future.

« You understand that while information gained during the study may be published,
you will not be identified and your personal results will remain confidential.

* You understand that information will be captured electronically using an internet
survey form and a discussion board.

* You understand that the researcher cannot guarantee the confidentiality or
anonymity of material transferred by email or the internet.

« You understand that the data will be analysed using a password protected
computer and then stored on digital media and held by the University of South
Australia for five years.

« You agree to participate in this research project.

¥as Mo

2. About You

In this section, you will be asked about yourself
FParticipant's responses will be kept confidential and all identifying information will be removed as soon as possible

Participants will not be identified in published material. However, the researcher cannot guarantee the cenfidentiality
or anomy mity of material transferred by email or the intemet

* 1. Your age
18 - 24 years
25 - 34 years
35 - 44 years
45 - 54 years

55 # yoars
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Participant Survey

* 2. In which country do you live?

* 3. Highest level of education you have completed
Primary schoo [(up to grada 8)
High schoal
Diploma [(ag TAFE or 2 year collage)
Tertiary degrea

Post graduate studes (le Masters or PhD)

* 4. Your Primary Disability

* 5. Your Gender
Famala
Mala

* 6. Your AAC device

The typa of AAC devicals
you use

Your preferred method of
accessing your AAC device
[ Dt sedaction, Hasd
poirting, Right foot with
rackbal, ate.)

7. Your primary method(s) of communicating
Matural speach
Gesfuresbody language
Sign languagatingar spalling
AAC device

Cthar (pleass spacify)




Participant Survey

* 8. Please rate the following statements relating to your experience with technology

Maither agres nor
Strongly disagres Digagnes disagras Agras Strongly sgree
My frisnds and family ask
me for advice abouk thair
computars and mobile
phones
I'm just learming to use the
computer
| easily learm how to uss
new pogams an the
computer
| am & computer
pirofE asio nal
Mew technology frightans
me
| always go out and buy
the lstest gadgets

3. Current telecommunication access

In this section you will be asked to rate the likelihood of successfully using a phone with or without speech to speech
relay for varows types of phone calls

1. What kind of telecomunications do you use?

Indepandently use lIsa wih sesistance Dont usa
Landling Telaphans

Emall

M obileicellular phone
[Spaech)

M obileicellular phone
[SMS)

VOIP (ag Skypa)
Text chat

Vidao call

Social Networking, eg
Facabook

Other (plesss spacify)

L L
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2. Which kind of relay service do you use in making phonecalls?
Intermat R alay Calls (IF R alay)
Speak and Listen [Speach-to-Speach Relay)
Speak and Resd (Volce Cary Over Relay Sarvica)
Type and Read (TTY Relay Cals)
Type and Ligten [(Hearing Carry Owver Relay Savica)
Mone

Othar (pleass spacify)

3. What kind of telecommunications methods do you use in the following contexts?
(Mot face to face)

Social
I VIOIF [
_Lam:l e Emall M cioile calls M35 VOIFIES  rovtenat  video cal Metworking
elephons Shypsa)
2g Facabook

Talking with close family
members

Talking with friands
Ordaring home daliveary
such as pizza

Booking & taxi

Speaking with your doctor
[GF)

Contacting & call cantre
with important information

Making & complaint

Daing business

Making & 000 emergancy
call




Participant Survey

* 4. How confident are you in making the following types of phone calls using your

current methods? (Without assistance)

Somawhat
Wouldnt attempt Mot confident Confident Vary Confident MiA
confident

Talking with close family
mambers

Talking with friends
Ordaring hame dalivary
such as pizza

Eooking & taxi

Speaking with your dochor
[GF)

Contacting & call centra
with important information

Making & complaint

Daing business

Making a 000 amargancy
call

Commernts

||
|

4. Speech to Speech Relay Service

Speech to speech relay services have been available in a number of countries throughout the werld. In a speech to
speach relay call, a trained Relay Officer (known in the USA as a communication assistant) is on the line fo assist
with communication. This section explores your experience with speech to speech relay

1. How long have you used a speech to speech relay service?
Maver isad
Less thamn B months
& manths to one year
1-3 years
35 years

5-10 years

* 2. How often do you use spech to speech relay?
Maver
16 times per yaar
Monthy
Wyieakly

Daily
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3. How confident would you be making the following types of call using a Speeech to
Speech relay service?

Someawhat . ]
Wouldnt attempt Mot confident Confident viary confident MiA,

confident

T el king with ol cge family

mambers

Taking with friends

Qrdering home dalivery

such RS pizzZa

Booking & taxi

Speaking with your dochor

[GF)

Contacting & call cantre

with Important information

Making & complaint

Daing business

Making & D00 amergency
call

5. The Concept of Video Assisted Speech to Speech Relay

This section talks about the concept of a Video Assisted 3 peech to Speech Relay service. Before answering this
section please watch the "Intreduction Te VAS" online video

This section is to gather your impressions of a VAS before you have wsed it
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1. Please rate the following statements regarding making VolP calls.

VolP calls refers to calls made using software such as Skype, Yahoo Messenger,
MSN Messenger, etc. These calls have voice, video and text instant messaging.

Strongly Disagree Disagres Nelther agree for Agres Srangly Agree
disagee

| oftan make ValP calls o
friends and family
members
The valc e capability s
usaful to me
I use my spesch for most
of tha call
Feople understand what |
am saying about as well
ag they undarstand me
face toface
| rather e & landling
than Vo P
| uge the spesch output
from my SG0
I find it usaful for paople
to see me whila |
communicate with them
I teal uncomfortabl e using
& wakcam
The instant messaging is
ugaful when paople are
nat undarstandng me
I usa instant masseging for
the whaole conversation
| uga my volce or my SG0
for the whale conversatian

Flease feal free to add further comments

||

2. VAS type services have been available in Finland and some trials have been
conducted in the USA. Have you used a VAS-type service?

Mo

Yo
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3. How useful do you think you would find VAS in making the following types of call?
Mok &t &l usaful Somewhat usshl Lsaful Wery ugsful /L]

Talking with close family

members:

Talking with friends
Drdaring home dalivary
slich as pizza

Baoking & taxi

Speaking with your dachor
[GF)

Contacting & call centra
with important information

Making a complaint
Doing business

Making & D00 amergeancy
call
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4. Thinking about how a VAS would work, please rate the following statements.

Strangly Dissgras Disagms Melhar agres or Agas strongly Agres
digagras

Having the Relay Officar
be shle to see me will
halp me to communicate
Being able to see the
Relay Cfficars face and
body language will halp
me to communic &te
| wioild use the instant
meassaging to provide the
RO with pre-prepaned
information to assist in the
call
I would probably not find
& VAS usaful
| would probably use &
VAT aftan
Eeing abla to show the
Relay Officar things that |
am tmiking about would ba
ugaful
The video facility woud
ba distracling for ma
My privacy would be
reduced by using the
widao Facility
I ' would be able to usa all
my methods of
communication
It wiould be faster o usa
WAS than my current
mathods of Ao eEsing
telacommunications

Flease feal frea to add further comments.

|
N
6. Online Focus Group

Thank you for taking part in this survey. This research project alse includes a three week enline focus group, to
discuss telecommunications for AAC users in more depth, which is optional.

Please indicate whether you would like to take part in the second phase, and if so please provide the following
infarmation.

* 1. Would you like to participate in the online focus group?

Yas

Mo

nline Focus Group Details
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Thank you for choosing to pariicipate in the online focus group. Aliases will be used to protect your identity and
prowide anomy mity. Please do not use your real name, as this would violate university rules. If by chance two people
choose the same alias, the researcher will email them both asking them to choose new aliases

Your email address will be kept confidential by the researcher, and enly used by the researcher for communication
with you during this project

* 1. Please enter your desired alias. Tip: choose a short one, as it will be your login
name.

The alias should be between 4 and 12 letters long.

* 2. Please enter your email address.

8. Thank You

Congratulations, yvou have reached the end of the survey.

Thank you for your time
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Appendix C: Focus Group Questions

Question 1: Favourite Food

“Welcome to the online focus group. This topic is to allow you see how the forum
works and try it out.

In this topic, please let us know your favourite food.

Please remember, to help maintain your privacy, please do not post personal

information on the forum (e.g. your surname, phone number, email address etc.).”
Question 2: Favourite Telecommunication Method

“In the survey you were asked what were your current methods of accessing
telecommunications, such as landline, mobile, email and social networking sites.
Please share what your favourite method is and how it helps you on a day to day

basis.”

Question 3: Does having access to telecommunications empowers?

“Does having access to telecommunications, such as telephones, emails, Relay
Services and social networking sites (ie. Facebook) give you more power to do what
you want to do in your daily life? Please explain why or why not?

Please feel free to use dot-points if it is easier.”

Question 3: Personal experiences of successful communication:

“I would like to hear personal stories where using telecommunications has helped in
your daily life. Can you remember a time you realised that telecommunications were
really valuable in helping you to be a part of your community?

Note: You may find the use of dot-points easier. “
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Question 5: Video Hits - What's so promising of Video-Assisted Speech-to-Speech Relay

(VAS)?

“The survey to seem to suggest that there is more confident in the usefulness of a VAS
than is the usefulness of traditional speech to speech relay.

- Why do you think this is?

- What features of VAS do you think account for this increase in confidence?

Before answering these questions you might want to watch the "Introduction To VAS"

online video from the survey again to remember how a VAS can works.”
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http://www.youtube.com/v/arlOhxjBaNE
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