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Abstract

Current academic literature exposes a paucity of information about people
diagnosed with Level 3 (severe social and communication deficits requiring
substantial support) autism from their own perspective. Most research
pertaining to this population has obtained data from secondary sources such as
a parent or caregiver. This paper describes the methodological approach to a
study exploring the spirituality of people with Level 3 autism, using interview as
a strategy for sourcing data. The study was intentionally designed to work
inclusively with this population, rather than conducting research on or about
them. As such, opportunity was provided for participants to be direct
respondents in the research process. Participants were seven adults, aged
between 23 and 53, who had been diagnosed with Level 3 autism. A bricolage
approach incorporating participant’s personal narratives provided an inclusive
method for working with people who do not use spoken language to
communicate. As communicating with this population necessitates the use of
some type of augmentative device, certain strategies were adopted to address
the particular practical, methodological and ethical challenges confronted during
the research process. Interviews resulted in a rich source of data, providing
unique insights into the lived experience of a severely under researched
population.  This study demonstrated that with researcher flexibility, a
methodology that provides participants meaningful and inclusive involvement is
not only possible, but beneficial in learning more about this marginalised group.
Furthermore, this paper introduces a methodological approach that provides a
platform for further research concerning people who do not communicate by
speech.
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Introduction

Whilst there is a growing body of research pertaining to people with autism, a paucity of
research concerning those with Level 3 (severe -nonverbal)(American Psychiatric Association
[APA], 2013) autism is evident (Hills, Clapton, & Dorset, 2016). Communication and social
barriers have prevented the inclusion of people with nonverbal autism as direct respondents
in research opportunities to date (Siegel, 2018). This paper describes the methodological
approach of a research study, Spirituality in the context of people with nonverbal autism. The
principal aim was to explore the spirituality of people with autism who do not use speech to
communicate, from their own perspectives. For the purposes of this paper, people diagnosed
with severe (Level 3) autism (APA, 2013), are referred to as ‘nonverbal’ or as having ‘nonverbal
autism’, as they do not use speech to communicate. A further aim of the study was to expand
understanding concerning the use of interview as an effective tool for conducting research with
people with autism who type to communicate. Specifically, this research sought to generate
data from people with nonverbal autism themselves, rather than from a secondary source such
as a service provider or family member, as appears common practice (e.g., Mietola, Miettinen,
& Vehmas, 2017). Working with people who do not communicate with speech required careful
ethical and methodological considerations. This paper will discuss the strategies used to
address these factors.

What is Known about Research with People with Nonverbal Autism

There has been a significant rise in autism diagnoses in recent years (Blumberg et al., 2013;
Charron, 2017). Classic diagnostic criteria for people with Autism Spectrum Disorder note
language and social-communication skills ranging from minor difficulties initiating,
reciprocating to and maintaining everyday social interactions, to severe difficulties in verbal
and nonverbal communication (APA, 2013; Travers, Tincani, Thompson, & Simpson, 2016).
People with nonverbal autism typically present with limited social engagement, high
distractibility, poor physical dexterity, little or no speech and an often-assumed cognitive
disability (APA, 2013; Biklen 2005). As such, conducting research with them presents complex
challenges, which has resulted in a dearth of information about this group. Therefore, although
classifications of severe autism represent approximately 30% of overall diagnoses, from a
scientific point of view, “we know virtually nothing about them” (Helen Tager-Flusberg
communication cited in Schmidt, 2013, p. 179), particularly from their own perspective (Hills et
al., 2016, Mietola et al., 2017). This is despite the increasing push within various disciplines
for researchers to recognise the value of data obtained directly from the population under study
rather than secondary sources such as observation, especially in regards to research with
people with disability (Kirby, Dickie, & Baranek, 2015; Morris, 2003). For instance, Ashby
(2011) identified that most research concerning people with disabilities emphasises the voice
of the professional, rather than the voice of the person. Whilst data gathering techniques such
as observation and carer experiences are important, personal information is especially
valuable for two reasons. It not only provides a more accurate picture of the complex world of
the person under study, it also offers a sense of collaboration between researcher and
participant (Wickenden, 2011).

The assumption that people with nonverbal autism are intellectually impaired (Biklen, 2005)
has been challenged by recent research that suggests traditional methods of intelligence
testing (e.g., 1Q, WISC-IV) may underestimate the abilities of children with autism (e.g.,
Courchesne, Simard-Meilleur, & Souliéres, 2012; Grandin, 2011; Nader, Courchesne,
Dawson, & Soulieres, 2016). Indeed, such was the case with the participants of this study,
none of whom had been diagnosed with a learning or intellectual impairment.
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There are particular concerns that must be addressed when designing and conducting
research with vulnerable people (McDonald, Conroy, & Olick, 2017; Thomson, Roberts, &
Bittles, 2014). For this study, the capacity of potential participants to express understanding,
freely give consent, and coherently communicate if or when they wish to withdraw their
participation were key ethical concerns (Hamilton et al., 2017; McDonald et al., 2017). Physical
capability also needed to be gauged, including the ability to perform required tasks such as
appropriately responding to interview questions via a communication device. Further, the
presence of a communication facilitator in the interview room required careful consideration
regarding confidentiality. These core considerations informed the development of an effective
methodology designed to support the autonomy of participants.

Communication considerations

The use of Alternative and Augmentative Communication (AAC) is common amongst people
with nonverbal autism. All participants of this study communicated by typing. Each identified
Facilitated Communication (FC) as their preferred communication method and had been
proficient with this technique for several years prior to their involvement in the research. The
use of FC amongst people with communication impairments is growing worldwide (Cardinal &
Falvey, 2014), despite concerns amongst some scholars regarding the authenticity and
reliability of communications (Nind, 2008). Whilst the debate continues as to the appropriate
use of FC, practice based evidence has reported remarkable improvements in the ability of
users to access communication strategies otherwise unavailable to them (Ashby & Causton-
Theoharis, 2012; Goddard & Goddard, 2012).

One of the benefits of technological advances in communication aids for many people
diagnosed with Level 3 autism is that previously unrecognised and highly sophisticated levels
of intelligence and awareness are now observed in this population (Ashby, 2011; Ashby, Jung,
Woodfield, Vroman, & Orsati, 2015; Goddard & Goddard; Hills et al., 2016). This discovery
has transformed the ways that researchers can approach working with people with nonverbal
autism.

New Approaches to Research with People with Nonverbal Autism

This study intentionally provided space and opportunity for the perspectives of people with
nonverbal autism to be heard (Ashby, 2011; Biklen, 2005). By conducting research with people
living the experience of nonverbal autism, rather than doing research on them (Ashby, 2011;
Wickenden, 2011), the study aligned with the United Nation’s (2006) Convention on the Rights
of Persons with Disabilities. A recent scoping literature review confirmed the gap in available
primary knowledge about people with Level 3 autism and concluded that there is a need for
empirical investigation of the personal perspectives of this population, particularly in relation to
spirituality (Hills et al., 2016). This conclusion provided the impetus for the current study.
Therefore, the research team sought to accommodate the highlighted need for greater
transparency and inclusiveness in research with individuals with nonverbal autism by validating
the “frequently overlooked, under-valued and ignored” (Ridout, 2017, p. 53), voices of this

group.

Interview as a Data Collection Method with People with Nonverbal
Autism

Interviewing people with communication impairments is a relatively recent innovation, with
scope for refinement (Siegel, 2018). The few researchers who have interviewed people with
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autism, have mainly focused on individuals who have expressive language and the ability to
communicate independently (Kirby et al., 2015; Vine Foggo & Webster, 2017). One of the only
collaborative studies with people diagnosed with Level 3 autism was conducted by Douglas
Biklen in 2005, who adopted an inductive approach that included the personal narratives of
participants. His study provided a rare insight into the lived experience of this group. Since
then, little progress has been made towards including people with nonverbal autism as direct
respondents in research studies. As such, little information exists to support the necessary
considerations required for conducting these studies (Teachman & Gibson, 2018). Typical
attitudes concerning the authenticity and reliability of data collected from people who require
an augmentative device for communication have contributed to concerns about how to
interpret data from such participants, and whether these data are in fact valid (Teachman,
McDonough, Macarthur, & Gibson, 2018). In recent years, a small number of studies have
attempted to research nonverbal people using carefully chosen methodologies to address
these concerns (e.g., Biklen, 1993; Philpin, Jordan, & Warring, 2005; Soto & Hartmann, 2006;
Wickenden, 2011). As an example, Teachman and colleagues (2018) utilised a critical
dialogical methodology which attempted to ensure authenticity by combining interviews with
photo and visual methods of communication (see also Teachman, 2016). Nonetheless, whilst
there is little research which includes people with severe autism as direct respondents, there
are virtually no studies pertaining to their perspectives regarding spirituality (Hills et al., 2016).

Method
Navigating Uncharted Territory

Designing methods of data collection from a group of people who do not use speech to
communicate, by a researcher who is not part of this demographic required a creative
approach. Drawing on the scant information available from researchers such as Biklen (1993,
2005) and Ashby (2011), it became clear that this study required an inductive approach, with
space for observation, abstract thinking, refinement of ideas and concepts, interpretation and
flexibility (Neuman, 2011). Furthermore, the desire to include the personal stories of
participants necessitated a flexible methodology which could encompass these narratives, yet
also contain unexpected variables that may arise throughout the research process. In such
qualitative studies, the researcher can be viewed as a bricoleur — similar to a maker of
patchwork quilts — one who assembles the work by accommodating the available components
(Denzin & Lincoln, 2018). The finished patchwork reflects the quiltmaker’s narrative, which
becomes part of the creative process (Clapton, 2008). Whilst “capturing and expressing”
stories of the bricoleur, this approach also upholds “the integrity of the participants stories”
(Clapton, 2008, p. 31), thus creating new ways of understanding. As such, a bricolage
methodology provided opportunity for the researcher to build trusting relationships with
participants and to gauge their capacity to consent prior to the interview process.

The use of a bricolage methodology provided opportunity for creativity and flexibility by the
researcher to overcome communication and social barriers commonly experienced by people
with autism, as they arose. In the initial stages of the research process, a collection of grey
literature provided the only information about the research topic. These works were included
in the Scoping Literature Review and titled the ‘Nonverbal Narrative’ literature to honour the
people they represented (Hills et al., 2016). The inclusion of this literature laid a foundational
insight into the lived experience of people with autism who do not speak to communicate.
Following this, the interweaving of interpretive and narrative perspectives into the
methodological structure facilitated a further dimension, with the researcher being personally
involved in the entire process. Therefore, utilising these narratives within the Bricolage
methodology enabled the researcher to hold the insights gleaned from the nonverbal narrative
literature, whilst coming alongside participants as they told their stories in a mutually interactive
dialogue. These stories, which had never previously been told became raw data for the study

8
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(Butina, 2015), and were validated by the nonverbal narrative literature. The end result
became an “emergent construction” (Weinstein & Weinstein, 1991, p.161), involving an
assemblage of insights which transformed and changed as different techniques or adaptations,
such as social and language differences, were called upon (Denzin & Lincoln, 2018; Kincheloe,
2001). Thus, an approach that encompasses participant’s narratives encourages researchers
to work relationally with them as lived stories are shared (Clandinin, 2016). For this study, the
relationship between the researcher and the participants proved a vital ingredient in the
process of eliciting and engaging with the stories that became a rich and valuable source of
data and was facilitated by a bricolage methodology.

Ethical Considerations

The research was approved by the full committee of the relevant Institutional Human Research
Ethics Committee. As would be expected when conducting research with participants with
nonverbal autism, several potential ethical issues were identified during the process of
designing the study. These included the intellectual capacity of the participants to understand
the research process, provide informed consent, the possibility of facilitator influence and
freedom to withdraw from the research. The debate concerning the authenticity of information
sourced from people who use FC became a relevant ethical consideration pertaining to these
issues. As such, respect for the participants’ preferred method of communication was vital to
the success of the study.

Furthermore, the communication and social idiosyncrasies typical of people with autism
required commitment to a lengthy trust building process between the researcher and potential
participants prior to the commencement of the study. This process provided opportunity for
the researcher to gauge the intellectual capacity of participants while building a mutually
interactive communication process with each one. Discussion concerning consent and
involvement in the research with participants and their communication facilitators provided
opportunity for the researcher to familiarise herself with the communication technique of each
potential participant. Additionally, the content and language style of each participant provided
strong evidence for the intellectual, emotional and social capacity for participation in the
interview process. Trust was established with participants in a way that met the needs of each
individual, thus requiring different techniques and time allocation amongst participants. This
is exemplified by Participant 1, who via his communication facilitator, engaged in a lengthy
email exchange with the researcher prior to the interview, questioning her closely about the
research and expressing concerns about his ability to answer questions appropriately. This
participant’s concern was about spiritual awareness, rather than intellectual capacity. Although
this participant appeared tentative in the first interview, he approached the researcher and
research assistant and shook hands with them at the end of the second interview, expressing
gratitude, thus demonstrating an increased level of trust over time. In contrast to this,
Participant 3, who expounded his ability to sense the energies of other people, animals and
the environment several times during interviews, confirmed a level of trust with the researcher
by caressing her hand to sense her “energy”. Participant 2 relied on the positive reference
given by her communication facilitator and friend, while trust was established for Participant 4
by the nature of the research, a topic of specific interest to him. These individual needs each
required a degree of interpretation, negotiation and flexibility by the researcher.

As such, participants were as well prepared as possible for their interviews, with many
expressing eagerness for the opportunity to contribute to the research. This approach was
also identified as necessary for successful research with people with autism by Haas and
associates (2016), who observed



Journal of Social Inclusion, 11(1), 2020

. adults on the autism spectrum will be deterred from engaging in research if
autism researchers do not clearly demonstrate in the research design and the
conduct of their studies, from recruitment through to data collection and reporting
in a way that they both understand and that is sensitive to particular and individual
cognitive and communication styles, behaviours and sensory needs of people on
the autism spectrum. Insensitivity to the particular needs of adults on the autism
spectrum [...] manifested as an inhibitor to participation. (p. 1799)

It should be noted that all participants of this study had the ability to read at an age appropriate
level.

Participants

Participants were seven adults who had been diagnostically placed on the severe end of the
autism spectrum, and therefore do not communicate by use of oral speech. All lived in a large
metropolitan city either in Australia or the USA. Prior to learning to use a communication
device they all relied on body language (e.g., gestures or behaviours) to communicate (Table

1).
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Table 1: Participant Demographics

Ethnicity

Facilitator

Type of FC Device

Age Began Typing

Living

arrangements

Religious practice

Age

Gender

Participant

European
(Australian)

Parent

Electronic -
speech/
transcript
generating
software

22

Independent -
shared
accommodatio

None

33

Male

European
(Australian)

Friend

Letterboard

50

Supported
Accommoda
tion

None

53

Female

Samoan
Sri Lankan

Speech
Pathologist

Letterboard

15

With
Family

Christian

23

Male

European
(Australian)

Speech
Pathologist

Letterboard

19

Supported
Accommod
ation

None

41

Male

European
(Australian

)

Parent

Letterboar
d

14

Independe
nt— shared
accommod

None

44

Female

European
(Australian)

Carer

Letterboard

20

With Family

None

32

Female

11
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At the time of this research, each participant was skilled in the use of FC, having used their
devices for several years prior to the commencement of the study. Before being introduced to
FC, communication was restricted to methods such as gesture or pictorial process, which many
described as confining ‘conversation’ to expressing simple choices or needs and limiting their
ability to share personal information (Blackman, 1999; Bonker & Breen, 2011; Goddard &
Goddard, 2012). The Facilitated Communication process required some degree of support
from a facilitator who was well known to the particular participant. This support varied from
individual to individual. One participant required no more than a light touch to the
corresponding shoulder of the typing finger, another by a similar light touch to the elbow. A
further participant required support to the typing hand, forming his own pointing finger, however
if an inadvertent letter was touched, this participant backspaced independently with his
nondominant hand. Other participants required support for their pointing hand similar to the
illustrations below (Figures 1 and 2).

Figure 1. Facilitator Supported Communication, faces pixelated for de-identification
(Credit: Nick Bursh)
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Figure 2. Support for Pointing Hand (Credit: Nick Bursh)

Recruitment

Sampling methodology for this study was opportunistic, as there were limited opportunities for
recruitment. The American participant was recruited from a personal encounter with the
researcher at an international conference. The remaining six were recruited from an Australian
poetry group exclusively for people who do not speak. The group of approximately 20
members was independently approached by the researcher prior to the commencement of the
study via the poetry group facilitator (who speaks to communicate). They were then provided
with written information concerning the study and invited to participate. Thus, the group
facilitator had an important role in explaining the research to the participants and acted as a
link by coordinating communication between the research team and potential participants
(Nind, 2008). The parents of the American participant were present for the initial conversation
explaining details of the study, so they provided a similar support role. As per typical research
conventions, after a full understanding of the process was communicated a consent form was
signed by the participant in the presence of the facilitator, research assistant and the
researcher. In the interest of best practice, the participants were also informed that they had
a level of control over the interview; the choice of what information to share, which questions
to answer, and the option of terminating the interview at any time. Further, as a condition of
ethics approval, it was made clear that counselling was available to participants by a qualified
psychotherapist should it be required, however no participant requested this.

Data Collection

The vulnerability of the participants remained forefront of the researcher's awareness
throughout the interview process. The study was structured with the intention to empower
participants by considering their autonomy and including them as much as possible in the
research process, rather than viewing them as research ‘subjects’ under study. For Australian
participants, data were collected through face-to-face one-on-one interviews which lasted
approximately one hour. Each of these six participants requested a second, follow-up
interview. Interview questions were developed by the research team and were informed by
the findings of the Scoping Literature Review (see Appendix 1). The questions were designed

13
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to explore the spiritual understandings and experiences of participants from their own
perspectives. In order to maintain focus, the researcher did not adopt a duel role of interviewer
and communication facilitator. A trained facilitator well known to the participant supported
them as they responded to questions. One participant chose to type on an iPad whilst the
other five communicated by pointing to letters on a portable letter board. The American
participant provided typed responses to the first round of interview questions with the support
of his communication facilitator, which were then emailed to the researcher. Responses from
this participant were authenticated via a SKYPE interview with he and his facilitator.

Present at each interview were the researcher, a research assistant, the participant and their
chosen facilitator. Each participant and their facilitator independently signed consent
(participants) or confidentiality forms (facilitators) in full view of the researcher prior to the
commencement of the interview process, after it had been explained that in addition to the
research team their facilitator would know their responses. Interviews were conducted in a
conversational manner, with questions asked verbally by the researcher and the participant
typing their response on their communication device. Facilitators read aloud responses as the
participant typed them, and the researcher was also able to watch the letterboard as the
participant typed. The researcher also asked participants periodically throughout each
interview whether they wished to add to or clarify their responses or cease the interview. This
was particularly the case if a participant paused for a long time during the interview. The
research assistant manually transcribed all interviews verbatim in situ. After finalising the first
round of interviews, data were consolidated, initial themes identified and from this information
a second round of similarly structured interviews were then conducted.

Results
Iteration

Post interview, each participant was given copies of his/her transcripts as recorded by the
research assistant, to provide opportunity for modification before data were analysed. Only
one participant requested slight word changes to one interview transcript. Two participants
also made use of a device that provided a printed transcript of their responses during the
interview. These transcripts were matched to the transcript notated by the research assistant.
Participants were also provided opportunity to contact the researcher by email at any time to
ask questions or raise concerns, although it was acknowledged that the individuals were reliant
on their facilitator to assist them to write/respond to emails. Even so, one participant contacted
the researcher (via the facilitator) post-interview, to add further information concerning a
response to an interview question.

During their interviews, two participants explained that using devices takes significant time and
energy and that their access to facilitators (and thus to communicate meaningfully) was limited.
In their view, this means that what they do communicate is well thought out and words are
carefully chosen for economy and ease. Indeed, the research revealed that information shared
was detailed, very direct and unhampered by the asides and irrelevancies often found in verbal
speech.

We don’t waste time with rubbish. We get to the point. (Participant 1, Interview 1)

Engagement
Social communication challenges typical to the autistic experience, could result in an incorrect

assumption that people with nonverbal autism would be difficult to engage. It transpired
however, that whilst participants were highly animated, often getting up during the interview to
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walk around the room, fiddling with personal items such as pieces of cord or fidget sticks and
rarely making eye contact, they were engaged in the process from the beginning of the
interview. Furthermore, participants demonstrated understanding of the interview process as
it transpired. The information provided was always relevant to the question and presented in
full sentences typical of conversational speech, rather than ‘yes’/‘no’ responses.

All appeared aware of their own ‘limits’ and requested (and were provided with) short tea
breaks, and freedom of movement. For example, Participant 2 preferred to walk continuously
into and out of her house which required the research team to conduct part of the interview
standing, and to follow the participant between locations. It emerged that one hour seemed to
be the limit that each participant was able to maintain concentration. Even so, each was able
to express unprompted, via their communication device, when they were ready to terminate
the session. Remarkably, six of the seven participants requested that the session end after
an hour due to fatigue, but that the research team return for a second interview.

I have had enough today. Come back next Thursday to hear more from my story.
(Participant 2, Interview 1)

The fatiguing nature associated with the use of alternate forms of communication was also
identified by Teachman and Gibson (2018) who attempted to minimise the issue by conducting
interviews in participants’ own homes and with their usual “communication partner” (p. 5),
rationalising that familiarity would reduce their fatigue. It is unclear whether these particular
factors do impact fatigue however in this study participants were given their choice of location
and facilitator and provided with a copy of the interview questions in advance to allow them
time to formulate their responses.

It was also noted by the research team that participants’ behaviour was often incongruent with
the content of their written communication. For example, facial expressions would sometimes
imply an emotion such as anger, whereas the content of their communication indicated
something very different. This observation is supported by research conducted by Brewer and
associates (2016) who found that neurotypical people have difficulty in accurately identifying
the emotional expressions of people with autism. Additionally, the seeming reluctance of
people on the autism spectrum to engage in socially expected ways such as with eye contact
has been noted by several researchers, however this idiosyncrasy does not necessarily
indicate that they are detached (Milne, Scope, Griffiths, Codina, & Buckley, 2013; Trevisan,
Roberts, Lin, & Birmingham, 2017).

Several participants reported giving deep consideration to their responses before meeting with
the researcher. This demonstrated both interest in participating and an ability to focus, even
though their behaviour during the interview process could have been interpreted very
differently. Indeed, all displayed a high degree of enthusiasm, jumping straight into
conversation directly after being greeted.

So ladies [addressing the researcher and research assistant] what’s the deal? I'm
very happy to see you [...] Thanks for asking me to be part of this research.
(Participant 4, Interview 1)

The heightened sensitivity of this population further contributed to behaviours that may have
indicated a lack of engagement, however, in actual fact participants were very able to maintain
focus on the discussion whilst attending to their social needs. For example, Participant 3
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needed to fiddle with some cords while he spoke, and the more excited he became about the
content of his answers, the more he appeared to focus on the cords. However, he was quick
to pick up the thread of his discussion once he had recalibrated himself, and unprompted,
expressed awareness and frustration about his behaviours, explaining that they are
uncontrollable and did not indicate distress or disengagement.

I’'m gibbery and flibbery and it’s hard to control myself. (Participant 3, Interview 1)

The researcher was careful not to interpret such behaviours, relying on the typed
communication along with the facilitator’'s personal knowledge of the participant to monitor
changes in mood. This issue was highlighted when Participant 4 mentioned an image of a
“black dog”, commonly associated with depression (McCrae, 2016). Interestingly, through
careful questioning the participant indicated that the association was actually positive, and he
was eager to elaborate on the significant impact of this metaphoric dog on his life.

As such, careful attention from the researcher was required to work with these types of
idiosyncrasies, rather than interpreting them as congruent with similar behaviours should they
be noted amongst neurotypical people. The ethical responsibilities of the researcher to identify
and monitor any distress, meant that careful attention was given to these nuances during the
research process. When incongruencies did occur between a participant's words and
behaviours, the researcher was intentional about enquiring as to their correct meaning. These
adaptions demonstrate the importance of researcher education and understanding pertaining
to specific research populations.

Authenticity

Given the debate concerning FC, issues of authenticity and reliability required careful
consideration to ensure diligence both in the design and implementation phases of the study.
Acknowledging this, the research team carefully considered possible strategies to ensure
rigour. Firstly, participant responses were read aloud by the research assistant after each
interview question to confirm accuracy in transcription. The fact that participants often moved
around the room or made noises meant that occasionally they had to correct a word on their
transcript. Secondly, the participants did not use the same facilitator. Seven interviewees
used six different facilitators, in six different locations. However, strong consistent themes
emerged from the collective data, along with similar stories, attitudes and life experiences,
demonstrating that data were not manufactured by a facilitator. Furthermore, in data collected
from the two participants who used the same facilitator, linguistically each participant’s choice
of words was markedly different from that of their facilitator, and the experiences of the
participant were personally unique to each one. For example, one participant was prone to
the use of quite ‘colourful’ and expressive language, as opposed to the facilitator, who was
more moderate in her language choices. The other carried out the interview in the presence
of his mother, who validated parts of the story unknown to the facilitator. This participant was
also chided by his mother for using a particular word she did not approve of, providing further
evidence of the authenticity of the participant’s words.

In all cases the facilitator appeared to be genuinely surprised at some of the content of the
participant’s responses. For example, at the end of an interview one facilitator asked the
participant “Have you ever talked about this before?” To which the participant replied:

No. You never asked. (Participant 2, Interview 2)

16
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This could be partially attributed to the practical nature of their usual daily communication which
tended to focus more on basic needs rather than a conversational exchange. This is consistent
with the findings of Remington-Gurney (2017), who identified the basic human right of
conversation as distinct from communication. Additionally, whilst most participants used
letterboards to communicate, one preferred to use an iPad with speech and transcript
generating software. These differences between participants coupled with strong common
themes provided evidence of the authenticity of content.

Facilitator Influence

Whilst the facilitators provided no content in the responses of participants to interview
questions, it was found that their presence influenced the interview process in unanticipated
ways.

The disjointed responses of participants meant that some facilitators filled pauses in the
interview with personal asides, creating the necessity for the researcher to purposefully
address the next question to the participant by name in order to progress the interview.
Facilitators proved to be a valuable source of background information concerning the
participant, however as it was the intent of the research to gain the perspectives of people with
nonverbal autism, questions were directed to the participant. Possibly in response to the
facilitator interruptions two participants seemed frustrated with their facilitators, stabbing the
letterboard in apparent annoyance, turning away and refusing to engage. One requested that
the interview resume.

That is good. Let’s stick to topic. (Participant 5, Interview 2)

These interruptions contributed to the broken communication of the participant and impacted
the speed of the interviews. It should be noted that only the responses of participants were
analysed. In future studies it may be beneficial to restrict facilitator/researcher chat to prior or
post interview and tea breaks.

Conversational Challenges

Participants’ method of communication and the effort required to point individually at letters on
a letterboard/type, often resulted in disjointed responses as some participants communicated
in incomplete sentences at times. This process, coupled with the propensity to distractibility
of the participants, meant the researcher was often left waiting for the last few words of the
sentence. This required both patience and focus on the part of the researcher who therefore
needed to remember what the last question was, along with the participant’s response over a
number of phrases and pauses. This occasionally required the piecing together of individual
words into coherent sentences. One of the roles of the communication facilitator is to provide
emotional support such as prompting, as in the example below.

P6: It makes me [pause] think that not everything is [pause]
Facilitator: Keep going.

P6: so yucky [pause]

Facilitator: Try and keep going.

P6: and [pause]

Facilitator: Come on, try to keep going.

P6: that not everybody is mean. (Participant 6, Interview 1)
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In situ, manual transcription of the interviews greatly assisted with this challenge and is
recommended for future research, as the response of the participant as transcribed could
immediately be read aloud as a reminder of what had been communicated. Participants also
communicated with significantly variable speeds, something which had not been anticipated
given the assumption that communication with the use of communication devices was likely to
result in a very slow conversation. It could be assumed that participants with communication
challenges may benefit from modified or simplified interview questions, and it is acknowledged
by the authors that this type of support could be useful in particular contexts. In this study
however, participants were very experienced with their communication devices and did not
require this accommodation. While some participants communicated slowly and in broken
sentences thus requiring some repeating of questions, others typed at what could be
considered speed comparable to conversational speech. This highlights the need to put aside
assumptions when performing research with little-researched groups, and to maintain a flexible
and open approach.

Discussion and Implications

This study has demonstrated that inclusively involving participants with nonverbal autism in
the research process is not only possible but necessary to the understanding of their lived
reality. Interviews provided an unexpectedly rich source of data (see Hills, Clapton, Dorsett,
and Andersen, 2019 for full discussion of study results). The value of seeking information
directly from participants is evident, not solely in terms of the quality of data, but also as
participants repeatedly expressed gratitude and excitement at the opportunity to communicate
their story in their own way. Each one relayed that they were deeply moved by the experience
of communicating to someone about parts of their lived experience that they had never
expressed before.

I’'m so enjoying this time of being a part of something amazing. (Participant 4,
Interview 2)

In support of Biklen’s (2005) approach, interviews proved a successful method of collecting
data from people with nonverbal autism, with a relatively small number of accommodations
necessary to address challenges. It must be acknowledged however, that success seems to
hinge on the capacity of the researcher for flexibility. This is especially the case when pre-
conceived ideas about the likely behaviours and needs of a particular group drives the choice
of data collection methods and interview style.

This study demonstrates that barriers to conducting research with people who are nonverbal
can be addressed through greater consideration of strategies which allow for communication
by means other than speech. Environmental and behavioural elements are an important
consideration with the need for regular breaks, familiarity and freedom of movement necessary
additions to the methodological design. Whilst difficult to eliminate, the impact of the facilitator
on the interview can be minimised by providing participants with interview questions in advance
so they may need less thinking time. However, it is acknowledged that the nature of the
communication alone will impact the speed of the interview and amount of data generated. In
short, participants will feel more included and autonomous if questions are directed to them
rather than the facilitator and accommodations to their particular physical and sensory needs
are integrated into the interview approach. With the growing number of children being
diagnosed with severe autism, along with the number of adults who remain voiceless as they
wait for a suitable communication strategy to be available to them, further research with this
population is imperative from a number of perspectives. Not only is there enormous scope for
understanding the lived experience of people with nonverbal autism, further research
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concerning appropriate methods of assisted communication is vital to achieving this objective.
Interestingly, all participants of this study used letterboards or electronic devices as their
preferred method of communication, which impacted the amount of data able to be sourced at
each interview. The need for future research with nonspeaking participants who use other
communication methods such as text to speech programs is highlighted and strongly
recommended, as these methods will provide helpful accommodations to data sourcing
processes.

This methodological approach demonstrates that first-hand research with people who type to
communicate is indeed possible and should be considered as a viable consideration for future
research with people with nonverbal autism. Furthermore, it has helped to provide agency,
value and a platform for expression to a previously voiceless population. Now that an inclusive
methodological perspective to conducting research with people with severe autism has been
tested, future opportunities to expand the body of knowledge concerning this group abound.
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Appendix 1

Interview One Questions

1. What does spirituality mean to you?

2. In what ways does spirituality impact your life?

3. In what ways does language, or the absence of verbal language, impact your spirituality?

4. In what ways do you conceptualise or think about your spirituality other than by the use
of conventional language?

5. What is your concept of “God”, the “Divine”, or a “higher power”? Does this concept
impact your spirituality? If yes, please describe.

6. Describe your experiences concerning prayer or meditation.

7. Do you recognise a difference in your spirituality now, as opposed to before you were
able to express yourself by using assisted communication? If yes, in what ways?

8. Does sharing your spirituality with other people impact you in any way? If yes, please
describe.

9. What would you like others to know about spirituality as a result of your experiences?

Interview Two Questions

1. One of the strong themes that | noticed was how much you seem to care about other
people, animals and even nature. You seem to hold a big awareness of the planet, and
deeply care about many aspects of our world. In what ways do you think that your autism
contributes to this concern?

2. Another thing | noticed in terms of spiritual experiences, was that they somehow seemed
to be connected to, or used to help you deal with hardships in life. What more can you tell
me about this?

3. Another theme that came through was that you tend to think in pictures. Does this impact
your spirituality at all”? Do you ever have visions or other types of internal picture
experiences?

4. Do you ever get a picture of what is going to happen ahead of time?

5. Do you think your unique genius or giftedness extends to your spirituality, or your ability
to experience things of a spiritual nature? How might this be so?

6. Because of your autism, you seem to be dependent on other people for many of your life
needs, especially communication. Yet, another strong theme that emerged from the first
interviews was that you would like to contribute back to society somehow. Can you see an
interdependent type of relationship being of value to you, and to society? How would this
look do you think?
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7. You describe and demonstrate a high intelligence. Does your spirituality impact your
intelligence, or vice versa?

8. Do you control how and when you might have a spiritual experience, or is it a more random
thing?

9. If you were provided a platform for telling the world about your life, do you think you would
have something to say about spiritual matters or God?
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