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Abstract
Opportunities to communicate first-person perspectives are essential for self-determination. However, many autistic 
youth are excluded from sharing their perspectives, specifically those who are minimally verbal or with lower intellectual 
functioning. Current challenges to capturing their voices include a lack of appropriate inclusive methodologies. Propose 
an inclusive strength-oriented method to capture first-person perspectives of autistic adolescents. Our protocol 
(“Autism Voices”) includes a pre-interview survey and semi-structured interview using universal design strategies. It 
was piloted with 33 participants who were representative of diverse language and cognitive abilities. A coding scheme 
was developed to identify communicative acts used by participants and mitigation strategies used by interviewers to 
enhance communication. Interviewer strategies that enhanced communication included question formulation, use of 
pictures, offering various output modalities, and flexible implementation of the protocol. Non-verbal and alternative 
communication responses (e.g. choosing to not respond) were informative to youth’s lived experience, especially for 
minimally verbal participants. Overall, our results highlight that communication goes beyond verbally answering questions 
and that participants’ unconventional communication conveyed rich information. Autism Voices provides a promising 
method to promote the inclusion of autistic youth in research.

Lay abstract
The perspective of autistic individuals is often left uncaptured, and as a result they are often excluded from making decisions 
that impact them. Conventional communication can be challenging for many autistic individuals, especially those who are 
minimally verbal or who have an associated intellectual disability. Currently, a lack of appropriate methods to capture 
voices across the spectrum is a barrier. In the present study, we developed the Autism Voices protocol using universal design 
principles to capture the perspectives and experiences of autistic youth with a range of language or intellectual abilities. 
This protocol was then used with 33 autistic youth aged 11 to 18 years. A scoring rubric was developed to capture the 
unconventional communication used by the participants and the mitigation strategies used by interviewers to facilitate the 
interview. Many components of the protocol were found to effectively facilitate communication between the participant 
and interviewer, including the use of picture cards to support verbal questions/prompts, the fact that participants could 
respond with their preferred communication methods (writing, texting, pointing), and the fact that interviews were applied 
flexibly to adapt to each participant. Unconventional communication and mitigation strategies were mostly observed 
in interviews with minimally verbal individuals, but a fine-grained analysis showed participants were still communicating 
something through this unconventional communication. Our protocol could help promote the inclusion of more autistic 
individuals in research and showed that unconventional modes of communication like echolalia provide an understanding 
that participants’ are invested in conversations and certain topics are more meaningful than others.
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Background

For over two decades, the importance of involving chil-
dren with disabilities or special needs in every stage of 
research has been recognized (Minkes et al., 1995; 
Rodgers, 1999; Stalker, 1998). The relevance of research, 
quality of the data collected, and application of findings 
into real-world settings are positively impacted when disa-
bled people are closely involved in the research process 
(Carrington et al., 2016; Grinker et al., 2012; Inglis & 
Cook, 2011; Parr, 2016; Parsons & Cobb, 2013; Stalker, 
1998). Moreover, their involvement has a positive impact 
on their own feelings of self-worth (Inglis & Cook, 2011). 
All children, including those with disabilities, have a right 
to self-determination (United Nations Children’s Fund, 
1989). Hence, actively engaging youth with disabilities in 
research concerning them is their right (Stalker, 1998). 
However, researchers have historically interpreted the 
challenges encountered in participatory research with disa-
bled youth as constraints related to their underlying diag-
noses, instead of reflecting limitations inherent to previous 
methodological approaches (Booth & Booth, 1996).

Autism spectrum disorder (ASD), as described in the 
Diagnostic and Statistical Manual of Mental Disorders (5th 
ed.; DSM-5; American Psychiatric Association, 2013), 
includes individuals with various levels of adaptive func-
tioning, language, intelligence, and symptom severity. This 
heterogeneity within the autism spectrum leads to uneven 
opportunities both in life and in research (Graetz, 2010; Jack 
& Pelphrey, 2017). To be able to alleviate the barriers to 
self-determination faced by many autistic individuals, we 
have to consider the personal limitations that may arise from 
autism or co-occurring conditions, in addition to contextual 
limitations that may be linked to non-optimal environments 
regardless of one’s diagnostic label(s) (Bronfenbrenner, 
1989; World Health Organization (WHO), 2002). This is 
particularly relevant in autism, as diagnostic labels do not 
predict functional outcomes (WHO, 2002).

Despite the growing research in the autism field, mean-
ingful participatory research has been lacking (Fletcher-
Watson et al., 2018) and many decisions about how to 
support autistic individuals are determined without their 
active participation. Similarly, research on lived experi-
ences in autism has predominantly focused on the accounts 
of parents, siblings, teachers, and clinicians, but unfortu-
nately has not substantially included the voices of autistics 
themselves (Nicholas et al., 2019; Richards & Crane, 
2020; Tesfaye et al., 2019). For example, a meta-analysis 
identified only 33 studies published between 1980 and 
2014 focusing on the lived experience of autistic individu-
als, most of which involved verbal autistic adults with no 
intellectual disability (DePape & Lindsay, 2016). The par-
ticipation of autistic people across the entire spectrum in 
research is important to orient authentic research questions 
and objectives; that is, those with lived experience who 

ultimately have the most at stake, rather than by research-
ers and funders (Fletcher-Watson et al., 2018). 
Representation across the spectrum is needed to promote 
inclusive research protocols, while also helping to guide 
policies that impact autistics (Perry-Hazan, 2016). This, in 
turn, can empower autistic individuals to contribute more 
widely to their environment and society, and to instill a 
strong sense of belonging (Andersen & Dolva, 2015).

A scoping review that we previously published high-
lighted that eliciting first person perspectives of people with 
autism in particular and those with disability in general 
bears many challenges (Tesfaye et al., 2019). Perspectives 
of minimally verbal autistics or autistics with lower IQ 
scores are largely uncaptured (Nicholas et al., 2019). In fact, 
these subgroups are understudied in general (Jack & 
Pelphrey, 2017; Kasari et al., 2013; Russell et al., 2019). 
However, the inclusion of other disabled children who share 
similar language or behavioral challenges has been done 
successfully (Bailey et al., 2015; Tesfaye et al., 2019). By 
using multiple facilitation strategies, such as visual sup-
ports, photographs taken by participants, drawing, as well as 
prompts and reformulation of questions, researchers have 
been successful in engaging disabled or pre-verbal children 
in research (Booth & Booth, 1996; Inglis & Cook, 2011; 
Minkes et al., 1995; Nind, 2008; Richards & Crane, 2020; 
Rodgers, 1999; Stalker, 1998). Successful research con-
ducted with children with various disabilities, as well as 
research on autistic cognition and advocacy from autistic 
individuals, has started to shift the mistaken assumption that 
those who are minimally verbal or intellectually disabled 
are not able to offer valid perspectives (Chown et al., 2017; 
Lebenhagen, 2019; Rodgers, 1999).

In the current study, we build on these promising meth-
odological developments by identifying an array of strate-
gies that can potentially prove effective in capturing 
first-person perspectives of autistic teenagers. We devel-
oped and tested a novel approach called Autism Voices. We 
focused on capturing various aspects of their lived experi-
ence, including barriers and facilitators to participating in 
daily life in the way that they would like.

Objectives

The objective of Autism Voices was to develop a method to 
capture first-person perspectives of autistic adolescents. 
We further aimed to document the efficacy of Autism 
Voices for youth participants with various levels of lan-
guage and functioning abilities.

Methods

Participants

Participants were initially drawn from the Montreal and 
Edmonton cohorts of the Pathways to better outcome in 
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ASD study (hereafter, “Pathways”), a multisite longitudi-
nal Canadian study. Pathways is an inception cohort study, 
thus creating a heterogeneous sample representative of the 
entire autism spectrum. Autism Voices was approved by 
the Research and Ethics Boards at McGill University and 
at the University of Alberta as an addendum to the 
Pathways study. Informed consent/assent was obtained 
from parents/guardians and participants. See the procedure 
section below for more details.

Participants of the Pathways study were enrolled at age 
of diagnosis (between 2:0 and 4:11 years old), and met the 
criteria for ASD on the Autism Diagnostic Observation 
Schedule (ADOS: Lord et al., 2000), in at least the social 
and one other domain of the Autism Diagnostic Interview-
Revised (ADI-R: Lord et al., 1994), and based on 
Diagnostic and Statistical Manual of Mental Disorders 
(4th ed.; DSM-IV criteria; American Psychiatric 
Association, 2000), as recruitment was completed prior to 
the introduction of DSM-5. Children with known genetic, 
chromosomal, or neuromotor disorders were excluded, as 
were those with hearing or vision impairment. For the pre-
sent study, active participants in the Pathways study and 
some participants who had declined participation in previ-
ous timepoints, but gave permission to be contacted for 
future studies, were contacted to participate. No other 
exclusion criteria were applied.

Of the 53 potential participants contacted, 62% (n = 
33) agreed to participate. This included one of eight fami-
lies who had declined participation at previous time points 
of the Pathways study. Thirty-three interviews were com-
pleted; however, one interview was excluded due to video 
capture failure. The final sample included 32 adolescents 
(6F: 26M), ranging from 11 to 18 years of age and with a 
broad range of verbal and intellectual abilities. Participant 
characteristics are presented in Table 1.

The ADOS has different modules that can be adminis-
tered that are dependent on a participant’s developmental 
and language level. Module 1 is intended for participants 

who do not use phrase speech (n = 2), Module 2 for those 
who use phrase speech but are not verbally fluent (n = 4), 
and Modules 3 and 4 are for those who are verbally fluent. 
Module 3 is best suited to children and youth <16 years of 
age (n = 14), and Module 4 is most appropriate for older 
adolescents and adults (n = 10). Based on the ADOS mod-
ule administered and the NVIQ score, participants were 
sorted into one of four categories: low nonverbal intelli-
gence and minimally verbal, low nonverbal intelligence 
(i.e. NVIQ < 85) and verbal, average/high nonverbal 
intelligence and minimally verbal, and average/high non-
verbal intelligence and verbal. Participants who were 
administered ADOS modules 1 and 2 were considered 
minimally verbal and those who completed modules 3 and 
4 were considered verbal. NVIQ was considered Average/
High if they scored 85 or above. Two participants did not 
complete a recent ADOS as they opted out of the time-
points when it was administered; hence, their scores are 
not reported. One of these participants spoke fluently and 
had been administered Module 3 at age 12, while the other 
did not and was administered Module 1 at the same age; 
therefore, they were considered to be verbal and minimally 
verbal, respectively. For all other participants, the ADOS 
was administered either on the same day (n = 7), or 
between 1 and 13 months of the study (n = 23). Given the 
stability of ADOS scores (Bieleninik et al., 2017), we con-
sidered the most recently obtained scores to be representa-
tive of the current level of symptoms (Table 1). Table 2 
presents the number of participants in each of the afore-
mentioned category.

Interview

We first identified themes to explore with the youth based 
on the self-determination (Deci & Ryan, 2004), ecological 
theory (Bronfenbrenner, 1989) and International 
Classification of Functioning (WHO, 2002) frameworks, 
as well as previous studies capturing the lived experience 
of children with neurodevelopmental disorders (DePape & 
Lindsay, 2016; Singh, 2011; Tesfaye et al., 2019). This led 
to the selection of six general themes: Community, School, 
Family, Future, Autism Experience, and Service 
Utilization. Questions were then developed around these 
themes. For example, a question asking participants to 
define their “super powers” was included to explore per-
ceived self-competency, which is important to both self-
determination and empowerment (Charlton, 2000). The 
need for connection, a core component of self-determina-
tion (Deci & Ryan, 2004), was touched upon through the 
exploration of various ecological systems within the par-
ticipants’ life (family, friends, school, and community) 
(Gal, 2017). Moreover, the very acts of establishing rap-
port with the participants and conveying that their input 
and experiences were valuable, is in line with the goal of 
promoting self-determination. The resulting list of themes 

Table 1. Participant characteristics.

Measure Mean (SD) Range

Age (in years) 15.41 (2.26) 11–18
NVIQ 96.94 (22.30) 33–152
ADOS Social Communication 8.57 (3.74) 3–16
ADOS Restricted/Repetitive 
Behaviors

4.17 (3.71) 0–10

Note. NVIQ is expressed as a standard score and was estimated 
using the Perceptual Reasoning index of the Wechsler Abbreviated 
Intelligence Scales or Weschler Children Intelligence Scales, except 
for one participant for whom NVIQ was assessed with Leiter-R. Social 
Communication and Restricted/Repetitive Behaviors are algorithm 
scores are from the most recent administration of the Autism 
Diagnostic Observation Schedule (Lord et al., 2000). NVIQ: Nonverbal 
Intelligence Quotient; ADOS: Autism Diagnostic Observation 
Schedule.



1126 Autism 26(5)

and questions was then reviewed in collaboration with 
other members of the research team, including expert cli-
nicians and researchers in autism.

As a result of these incremental steps, a number of 
modifications were made. First, the Service Utilization 
theme, which aimed to understand participants’ experi-
ences with health care services, was dropped because, as 
adolescent, they had less autonomous experiences with 
these services. The Community theme was re-labeled 
Leisure, to include information about participants’ inter-
ests and what they enjoyed (e.g. recreational activities). 
This change also allowed for teenagers who were less 
involved in their community to discuss their interests and 
leisure activities regardless of whether these were pursued 
within the community or at home. In addition, questions 
about emotions that encompassed multiple themes were 
added, along with reflective wrap up questions (e.g. what 
youth would change in their life, what would be involved 
in their “best day” ever, and what they thought was their 
“superpower”).

Parent survey. Interviewers worked in partnership with 
participants’ caregivers/parents to tailor the interview to 
each child’s profile and preferences. To develop a first ver-
sion of the parent survey, information was also integrated 
from a prior consultation phase (via focus groups) with 
parents who identified possible barriers to their child’s par-
ticipation as well as anticipated mitigation strategies (Tes-
faye et al., 2019). Caregivers were surveyed about their 
child’s preferred methods of communication, living situa-
tion, interests, triggers (i.e. topics and interview approaches 
that might be upsetting), and preferences prior to each 
interview (see supplementary material for the full survey). 
In addition to informing how to tailor the interviews, the 
parent survey provided context from which the interviewer 
could confirm participants’ understanding and responses. 
For example, if the interviewer knew the participant did 
not have a sister, but the participant selected “sister” in 
response to the question “who is in your family?,” the 
interviewer could consider asking the question a different 
way and/or probe what was meant by the response of “sis-
ter.” This allowed for crosschecking of information and 
helped the interviewer to be more prepared to meet the 
participant, which are important components needed to 
conduct interviews with disabled youth (Rodgers, 1999; 
Stalker, 1998).

Pilot. A first draft of the interview protocol, including the 
pre-interview parent survey, was piloted with a minimally 
verbal participant. His mother provided feedback to the 
team behind a one-way mirror. Reported satisfaction and 
level of engagement demonstrated by the child and his 
mother suggested that the interview length (around 60 
min) was adequate and could be attempted with other min-
imally verbal autistic teenagers. Minor edits were made to 
the pre-survey parent interview and semi-structured inter-
view protocol. This included broadening the range of pos-
sible response outputs, such as responses that could be 
clarified by sorting cards (e.g. least to most) and cards for 
selecting binary options (yes/no and I like/I don’t like). 
These final edits led to the Autism Voices interview that 
was used for the present study.

Communication modalities. In order to make the interview 
as inclusive as possible, questions were asked using vari-
ous modalities according to participants’ preferred method 
of communication, which were identified in the aforemen-
tioned parent survey. The modalities used by participants 
to answer questions also varied and included an augmenta-
tive and alternative communication (AAC) device, writ-
ing, drawing, texting, using emojis, choosing or pointing 
at pictures that were provided by the interviewer, and 
speaking. These modalities have previously been used suc-
cessfully to interview youth with complex communication 
needs (e.g. Minkes et al., 1995; Nind, 2008; Rodgers, 
1999; for a synthesis see: Tesfaye et al., 2019). Further-
more, picture cards were used with both verbal and mini-
mally verbal participants. For example, some participants 
were provided with picture cards that they could sort by 
order of preference or into categorical piles such as “things 
I like to do” and ‘things I don’t like to do.’ Picture cards 
were used with verbal participants to support questioning 
by the interviewer and to suggest response options for par-
ticipants who were unable to generate answers without 
prompts. Picture card prompts represented large categories 
(e.g. “health care”) to help participants better understand 
what types of response could be given. Furthermore, spe-
cific examples of answers (e.g. “nurse”) could also be pro-
vided when other prompts were insufficient. While this 
could introduce response bias, participants had to choose 
between options; therefore, there was still an element of 
agency in their answers. Such variations allowed us to tai-
lor the interviews to individual preferences and abilities.

Procedure. Informed consent is essential when conducting 
research with disabled youth. Research Ethics Board com-
mittees often require researchers to obtain consent from a 
legal guardian or representative, before trying to obtain it 
from the youth themselves (Rodgers, 1999). Researchers 
have challenged this practice and suggest consent from 
youth should always be obtained first if possible (Rodgers, 
1999; Stalker, 1998). In the present study, the Research 

Table 2. Number of participants per group of verbal and 
intellectual abilities.

Low NVIQ Average/High NVIQ

Minimally verbal n = 4 n = 3
Verbal n = 4 n = 21

NVIQ: Nonverbal Intelligence Quotient.
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ethic board also required that consent be obtained from a 
parent or legal guardian first as all participants (except one) 
were minors and as parents themselves were participants in 
our study. Hence, consent was obtained from parents of 
minors and assent was then obtained from youth partici-
pants. The only exception was for the participant who was 
18 years old, who was able to consent for himself. For the 
assent process, as suggested by Rodgers (1999) and inspired 
by Harrington et al. (2014), various adaptations to the con-
sent form were made in order to tailor it to the level of 
understanding of the youth being interviewed. For exam-
ple, participants were provided with information about the 
study that was explained by the interviewer using pictures 
and written words. Picture cards such as a stop sign to indi-
cate the need for a break and a question mark to indicate “I 
don’t understand” were presented. These picture cues were 
also made available throughout the interview. During both 
the assent process and the interview we provided as many 
options to support communication with the aim that partici-
pants would be able to use at least one of them to commu-
nicate with the interviewer. As suggested in previous 
research (Inglis & Cook, 2011), interviewers were also 
attentive to additional nonverbal cues, such as the partici-
pant getting up, putting their head on the table or moving 
toward the door. This was done to ensure continued assent 
and engagement in the interview, assess the need for breaks 
and decide when to end the interview.

Following consent/assent, the interview started with an 
activity where participants were asked to order five main 
themes (printed on cards with pictures and words) from 
least to most stressful. The ordered theme cards were left 
visible on the table and were subsequently discussed in 
sequence. This activity gave participants agency to struc-
ture the interview, making the interview more predictable 
for them. The Leisure and Autism Experience themes were 
explored independently from the ordering activity.

Each theme was first explored using standardized 
baseline questions suitable for all participants. These 
baseline questions were developed following universal 
design principles (Story, 1998). Universal design is a way 
to organize environments, products or services to allow all 
people to access and use them, without adaptations, and 
regardless of their sex, age, status, or disability (Goldsmith, 
2012). Each baseline question was then explored using 
prompts and follow-up questions customized for each 
participants’ communication preference. See, as an 
example, Figure 1, which Illustrates how the Future theme 
was presented to all participants.

Data collection

The interviews were conducted by one of four interviewers 
(RT, VC, WM, and a trained research assistant) either at the 
family home (n = 8) or a clinical research setting  
(n = 24), depending on the participant’s preference. The 
duration of the interviews was 60 to 90 min, depending on 

participants’ verbal ability and level of engagement. 
Interviews were video-recorded and then transcribed verbatim 
by a professional transcriptionist, including nonverbal content 
(e.g. affect, body movements, facial expression, voice tone, 
etc.). To ensure transcripts accurately reflected the content of 
the interview, the first few transcripts were reviewed by the 
team (including interviewers) and cross-validated with the 
video recordings as well as with the subjective experience of 
the interviewer. Only minor adjustments were made and the 
team felt confident that the transcripts accurately represented 
the content of the interviews.

Data analysis

Following data collection, all interviewers discussed barri-
ers and facilitators that occurred in their interviews with 
the rest of the research team (P.M., M.E., I.S., L.Z., D.N.). 
Further revision of recorded interviews was used during 
our discussion process and led to a list of salient factors 
that promoted or inhibited the implementation and engage-
ment with the interview.

In addition, we developed codes to assess the suitabil-
ity of the Autism Voices interview to capture first person 
perspectives of adolescents across the autism spectrum. 
Codes were developed to capture verbal and nonverbal 
communicative acts that also included strategies that 
were non-conventional or difficult to interpret. We also 
developed codes to identify mitigation strategies used by 
the interviewers in response to communication that was 
non-conventional/difficult to interpret. Such mitigation 
strategies can be effective in ensuring the accuracy of a 
response (Rodgers, 1999) or to facilitate the communica-
tion between interviewer and participant (see Table 3). 
We aimed to document how the participating teenagers 
and interviewers communicated with one another and 
which strategies were effective and efficient in enhancing 
understanding. Two coders initially reviewed a first tran-
script for any form of non-conventional communication 
observed in the session. The coders independently cre-
ated an initial list of communicative acts, which were 
then compared and combined after reaching a consensus. 
Two additional transcripts were independently reviewed 
by the same coders and new communication codes agreed 
upon were added to the previous list. Review of the third 
transcript did not lead to the addition of new codes; 
hence, saturation was deemed to have been achieved. The 
codes were then reviewed by all authors to remove redun-
dancy and increase the clarity of their definitions. Once 
finalized, the coding scheme was used by a coder blind to 
the study’s objectives. See Table 3 for a complete list of 
non-conventional communicative acts used by partici-
pants and mitigation strategies to address challenges to 
communication during the interview. A separate coding 
scheme will be developed to capture the content arising 
from participant’s responses and will be presented in a 
subsequent paper.
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Community involvement

Community involvement and co-production of knowledge 
with the autism community and their families are central to 
our research. As detailed in the previous section, our meth-
ods are informed by the lived experiences of parents caring 
for an autistic child. Further, during our piloting of these 
methods with a minimally-verbal participant, we consid-
ered the participant’s attitude, engagement level and non-
verbal communication to assess the acceptability of our 
initial protocol. In addition, at the end of each interview we 
conducted, autistic participants were directly asked their 
thoughts on the interview process and what they would 
change. For minimally verbal participants, we paid particu-
lar attention to their body language and other non-verbal 
communication (e.g. pointing to cards, writing), to better 
gauge what sections of the interview they most enjoyed, 
which informed the sections we focused on. Feedback from 
autistic participants was embedded within protocol devel-
opment and subsequent improvements, their feedback also 
guided the recommendations we are making in the 
“Discussion” section. As such, we believe that Autism 
Voices is a major contribution to the field of engagement 
because the study directly addresses inherent barriers in 
communication and contribution from autistic youth.

Results

Barriers and facilitators of the interview 
protocol

Question formulation. Overall, the questions selected and 
the approach taken were useful in generating responses 
from all participants. However, two forms of questions 

were particularly challenging; these were “wh” questions 
(who, what, where, when, why) and those that included a 
negative phrasing, such as “don’t like” and “can’t do.” 
Examples 1 and 2 are included in the following. The miti-
gation strategy most used by interviewers in response to 
this barrier was to repeat or rephrase the questions to make 
them more intelligible. See example 3 in the following.

Example 1. 
Interviewer: Where do you go to school?
Participant: Monday.
Example 2. 
Interviewer:  Is there anything you don’t like at 

school?
Participant: I like it, school. Teacher.
Interviewer:  OK. You like the teacher or you don’t 

like the teacher? Which one, choose?
Participant: I like it, teacher.
Example 3. 
Interviewer:  How do you get to the city? What type 

of transportation?
Participant: (looks at interviewer contemplatively)
Interviewer: What type of transportation do you use?
Participant: (shakes head no)
Interviewer: OK so do you bike to Montreal?
Participant: No.
Interviewer: Do you take the car?
Participant: Yeah.

Use of pictures to ask the questions. Pictures were useful 
not only as one of the outputs offered (see Outputs offered, 
in the following), but also as a way for the interviewer to 
communicate with youth and structure the interview. 

Figure 1. Future theme baseline presentation. Cards were placed one by one in front of the participant, while reading out the 
corresponding verbal prompt.
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While some participants with lower NVIQ scores and/or 
minimal verbal language likely would not have been able 
to participate without the use of pictures when asking 
questions, verbal participants with normal NVIQ scores 
often appeared to benefit from the pictures as well. For 
example, the ordering activity allowed the interviewer to 
lay the themes that were to be discussed on the table in 
front of the participant and to visually indicate when ques-
tions about a specific theme were done by turning the 
respective card over.

Pictures also helped in keeping the conversation on 
topic, as the interviewer would announce: “Now I would 
like to talk with you about X or Y.” They would then leave 
the theme card in front of the participant during the discus-
sion which served as a reminder to remain on topic. For 
instance, one of our youth participants with limited verbal 
communication quickly returned his focus to the topic of 
discussion when the interviewer pointed to the picture. As 
previously done by others (Harrington et al., 2014; Nind, 
2008; Stalker, 1998), offering picture examples was also 
used to elicit answers and facilitate communication with 
some verbal participants who had more difficulties gener-
ating original answers (e.g. providing different examples 
of potential job fields). Indeed, sometimes, participants did 
not yet know what specific job they wanted, but these 

categories helped them narrow down a field or exclude 
some fields they were not interested in.

Outputs offered. As mentioned above, multiple and varied 
response modalities were used by the teenagers to com-
municate (typing, writing, choosing images, pointing, ver-
bally answering, spelling to communicate, and texting 
emojis). Interestingly, writing was used by two minimally 
verbal participants (one with low NVIQ and one with nor-
mal/high NVIQ). Both were interested in the text written 
below the pictures presented, and parents confirmed they 
enjoyed writing words they see. Offering varied output 
modalities allowed participants of all language levels to 
engage in the interview; such adaptations to a classic ver-
bal interview were not only helpful, but necessary for 
some youth.

Presence of parents in the room. For four minimally verbal 
participants and for six of the younger participants (aged 
11 to 13 years), the presence of one or both parents seemed 
necessary or preferred to complete the interview. Reasons 
for parents’ presence varied. One participant required 
assistance to use his communication device, another par-
ticipant refused to sit down and participate when his father 
left the room, and others explicitly asked for their parents. 

Table 3. Coding scheme including definition of (A) communicative acts used by participating adolescents and (B) mitigation 
strategies used by interviewers to address challenges to communication and facilitate capture of first-person perspectives.

A. Communicative acts Definition

1. Absence of answer
 a. Provides no answer No response to question
 b. Refuses to answer Explicit refusal to answer a question
2. Standing up/pacing Moves away from the interviewer/table
3. Fixed pattern of response Choosing the same category for all responses or always providing a positive or a 

negative response
4. Inconsistencies Pair of codes: Stating something then its opposite later in the interview
5. Echolalia
 a. Reading/Written echolalia Reading/ Writing words from cards provided as support for questions
 b. Immediate echolalia Repeating a portion of examiner’s questions
 c. Delayed echolalia Repeats a pre-learned phrase
6. Emphatic answer No hesitation and quick very precise answer. Change in the emotional valence. 

Eagerness when providing an answer.

B. Mitigation strategies Definition

1. Enforcing limits Interviewer enforces boundaries (time, subject, etc.)
2.  Acknowledging what participant is doing/

saying
Rephrasing or repeating the answer or providing positive reinforcement 
following an answer

3. Asking the next question Moving forward with the interview
4.  Providing response choice to avoid 

echolalia or pattern of response
Giving options to force participant to respond in a non-echolalic or stereotyped 
way

5. Repeating/rephrasing question Asking the question the same way or using synonyms
6. Prompting
 a. Expanding on the question Providing help or clues to encourage participant to respond
 b. Confirming understanding Ensuring that participant understood the question
7. Offering a different output Providing participant with an alternative output to respond
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During the interview, some parents noted that they were 
pleasantly surprised by their child’s ability to understand 
the questions and/or by the responses they provided. In 
some cases, parents also were able to confirm or clarify 
some of the answers provided by their child, which was 
useful to the interviewer. Conversely, several older partici-
pants who were verbal stated they did not want their par-
ents present and felt more at ease talking without them. 
Hence, no “one size fits all” guideline can be provided 
regarding the inclusion of parents in the interview. The 
pros and cons of having parents in the room should be 
carefully considered on a case-by-case basis.

Flexibility of the interviewer. Interviewers differed slightly in 
how they followed the semi-structured interview protocol 
and how they used mitigation strategies. For example, 
interviewers that were more flexible in their approach 
would provide more prompts instead of asking a next 
question, which led to richer information and more infor-
mal conversation-like interviews. Furthermore, interview-
ers who tended to follow the interview questions more 
strictly would ask questions that were previously answered 
from another theme. This oversight was noted by some 
participants who responded with statements such as “I told 
you already.” Overall, more flexibility during the inter-
view lead to notably better rapport with the participant, 
which in turn, seemed to lead to an overall more positive 
experience for the participant. This was observed as less 
agitation toward the end of the interview, less eagerness to 
finish the interview, and a better subjective experience 
reported by participants.

Alternative communication acts and mitigation 
strategies used

Relative to other participants, interviews with minimally 
verbal participants and participants with lower NVIQ 
scores were characterized by more frequent use of alterna-
tive communication acts (e.g. no response, rigid or scripted 
response, echolalia, etc.). However, a finer analysis of 
these communication acts suggested that they should not 
be considered as barriers to standard communication, as 
they also represented a way to communicate and engage 
with the interviewer. As for mitigation strategies, all strate-
gies listed in Table 3 were used frequently and spontane-
ously by interviewers. Mitigation strategies were used 
most with minimally verbal participants as they used alter-
native communication acts more frequently. The success 
of mitigation strategies to obtaining a conventional answer 
to a question was mixed. Examples of successful strategies 
are described in the following.

Learned behaviors and social desirability. One of the least 
frequently observed alternative communication acts was 
refusal to answer questions. When participants did refuse 

to answer, it was often tied with questions about negative 
emotions, for example, “what makes you sad,” “what wor-
ries you,” “what don’t you like?,” and so on. A non-answer 
did not necessarily translate to a direct refusal to answer 
questions; rather, some participants redirected answers for 
things that they liked. In line with this observation, partici-
pants often put “everything” in the “like” category or the 
“not worried” piles of cards.

Another possible social desirability effect is the fixed 
pattern of response that was observed mostly in minimally 
verbal participants. Participants tended to use “yes” as a 
patterned response to close-ended questions or continued 
to add more items to the “I like” pile when prompts such as 
“what else do you like?” were used. See example 4 in the 
following. The mitigation strategy most often used in 
response to this pattern of response was providing an 
answer choice to avoid patterns of response, as illustrated 
in example 5 in the following.

Example 4. 
Interviewer: OK. So that’s family?
Participant: Yes.
Interviewer: Do you have any other family?
Participant: Yes.
Interviewer:  Who, who else? Do you want to draw 

them?
Participant: Yes.
Interviewer: OK. Can you draw them?
Participant: Yes. (picks up pen, but does not draw).
Interviewer: Who else?
Participant: Yes.
Example 5. 
Interviewer: Who else [is in your family]?
Participant: Yes.
Interviewer: Do you have a brother?
Participant: Yes.
Interviewer: OK. What’s your brother’s name?
Participant: (says brother’s name).

Communication goes beyond conventional verbal 
responses. The most common form of alternative commu-
nication used was echolalia (i.e. repeating words previ-
ously heard, either immediately or after a delay). Close 
examination of the transcripts highlighted that a partici-
pant’s echolalic responses were a means to actively com-
municate different forms of responses. For example, use of 
delayed (example 6) or immediate (example 7) echolalia 
was a reflection of the youth’s interests and was used as a 
way to engage in the interview:

Example 6. 
Interviewer:  OK. Who else is in your family? Who 

else?
Participant: Family Guy.
Interviewer:  So we have (says sister’s name). OK. 

And then we have dad. Yes? Dad was 
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right here? So we have sister, and dad. 
And then who else?

Participant: Baby Einstein.
Example 7. 
Interviewer:  OK, [you like] iPad/tablet. [what about] 

Making movies–
Participant: Making movies.
Interviewer: You like making movies?
Participant: Yes
Interviewer: You like movies?
Participant: Movies, your favourite.
Interviewer: What’s your favourite movie?
Participant: Favourite movie.
Interviewer: What do you like?
Participant:  Movie you like? (leans forward, touches 

interviewer’s hand)
Interviewer: I like Harry Potter.
Participant:  Yes. Harry Potter. Cinema, going to see 

a movie.

Participants’ emphatic responses offered an effective 
means for the youth to communicate about a particular 
theme of interest. For instance, in the example below, the 
minimally verbal participant had generated very few origi-
nal answers. However, when asked about what he wanted 
in terms of a job in the future, he generated a clear and 
detailed answer:

Example 8. 
Interviewer:  Great. And what about jobs? What does 

(participant) want to do when he is an 
adult?

Participant: Yes.
Interviewer:  What do you want to do [for a job as an 

adult]?
Participant: Building a cinema.
Interviewer: You want to build a cinema.
Participant: Yes.
Interviewer:  Oh cool. What would you put in the cin-

ema? How many theatres would you 
have?

Participant: Nine screens, featuring ultra AVX.
Interviewer:  Whoa, so it would be like 9 really big 

screens you would build. You would 
build 9 big screens in your cinema?

Participant: Yes and 10 ultra AVX and 11 IMAX.

Discussion

Based on previous literature and on our synthesis of meth-
ods used to capture first person perspectives of youth with 
disabilities (Tesfaye et al., 2019), we developed a strength-
oriented methodology; Autism Voices to capture the lived 
experience of autistic adolescents. Our protocol included 
a pre-interview parent survey and a semi-structured 

interview, alongside a coding scheme to systematically 
interpret communication between the participant and 
interviewer and maximize capture of first-person perspec-
tives. Universal design principles guided the development 
of the method so that it could be as inclusive as possible, 
enabling autistic adolescents regardless of their language 
abilities or intelligence level to participate. The parental 
pre-interview survey allowed us to collect relevant infor-
mation about the youth and to document their preferred 
ways of communicating, which was used to tailor inter-
views. During the interview, six themes were explored: 
school, family, friends, future, leisure, and experience 
with autism. Questions were presented using pictorial 
supports for everyone and a variety of outputs were 
offered for the youth to respond (writing, texting, draw-
ing, typing, pointing, talking, etc.). Using this novel meth-
odology, we demonstrated that eliciting the lived 
experience of autistic youth across the spectrum is possi-
ble. However, as discussed in the following, it requires 
time, active preparation, and flexibility.

Substantial effort went into the preparation and tailor-
ing of each interview, and key factors were needed to suc-
cessfully conduct participatory research with youth with 
complex communication needs (Inglis & Cook, 2011; 
Stalker, 1998). First, as was the case in previous studies, 
the parental pre-interview phone survey helped determine 
how best to facilitate each youth’s participation (Carroll & 
Sixsmith, 2016). For example, the best setting to allow for 
a comfortable and successful interview was discussed with 
the parent. In our previous synthesis, among the preferable 
settings identified, few were in clinical or laboratory set-
tings (Tesfaye et al., 2019). Hence, we anticipated that 
home settings or other familiar settings to youth (e.g. 
school) would be preferred. However, many parents sug-
gested that the interview might be less successful at home 
given contextual drawbacks (e.g. distractions, no quiet 
room available, etc.). Hence, most of the interviews were 
conducted in a clinic setting unless requested at home. 
Second, as anticipated based on the results of our synthe-
sis, parents’ presence in the interview room ended up being 
necessary and particularly helpful for minimally verbal 
participants and for some younger participants to facilitate 
communication, but was not always necessary nor helpful 
(Rodgers, 1999), especially for more verbal participants.

As highlighted in previous research, parents were 
sometimes needed to facilitate communication or used as a 
proxy for their minimally verbal children (Hemsley et al., 
2013; Kirk, 2010; Lindsay & McPherson, 2012). However, 
when interviewing minimally verbal autistic youth with a 
proxy (parent, teacher, siblings, etc.), the possibility that 
the proxy may interject their own perspectives or that their 
presence may alter participant’s responses needs to be con-
sidered (Preece & Jordan, 2010). Conversely, verbal and/
or older participants tended to be more comfortable dis-
closing private information without their parent present. 
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The aforementioned arguments for and against a parent’s 
presence in the interview room leads us to favor the condi-
tions in which the interview will be richer and most com-
fortable for the youth and this cannot always be determined 
in advance (Rodgers, 1999). The third aspect of the inter-
view that was tailored was the response outputs offered to 
the youth. We found it useful to have a few targeted 
resources that were identified as potential facilitation tech-
niques in our synthesis (Tesfaye et al., 2019). For example, 
a few minimally verbal participants started to write words 
when provided with a pencil and paper, although writing 
was not identified previously as a preferred method of 
communication by a parent. This interest for writing is 
consistent with previous studies demonstrating autistic 
children develop an intense interest for writing early in 
development (Jacques et al., 2018), which could be a 
promising avenue to communicate with minimally verbal 
autistic youth (Ostrolenk et al., 2017). Furthermore, while 
in our synthesis other facilitators such as emails or instant 
messaging were suggested (e.g. Bottema-Beutel et al., 
2016), to our knowledge this is the first study to success-
fully utilize texting and emojis in a personal interview. 
Given the ubiquitous nature of smartphones and emoji use 
with teenagers, this may serve as a useful communication 
option in interviews.

Semi-structured interview protocol

Our results highlight that question formulation is key to 
ensure youth understand what the interviewer is asking, 
and to facilitate the interviewers’ understanding of their 
responses. Open-ended question, especially the “wh” 
questions are particularly challenging for youth with lan-
guage difficulties (Booth & Booth, 1996). When re-asking 
a question, reformulating using synonyms, adding the use 
of labeled pictures, and/or writing parts of the question 
often helped participants to better grasp what the inter-
viewer was interested in knowing. This resulted in guiding 
youth to provide answers that were in line with the ques-
tions asked. Previous analyses show that elicitation and 
facilitation techniques allow access to information that 
would otherwise be missed (Teachman & Gibson, 2013) 
and our study confirms this. Another key aspect was inter-
view flexibility. Flexibility included skipping a question 
and coming back to it later, removing questions that were 
previously covered to some extent, allowing a participant 
to stand and/or pace when answering, adding follow-up 
questions when a participant’s answer warranted more 
exploration, and offering different outputs. Such flexible 
administration allowed for the interviews to be conversa-
tion-like instead of being assessment-oriented. Although, 
we did not specifically code for interviewer–interviewee 
interactions, this could be an interesting future direction to 
further inform how to promote reciprocal interactions with 
autistic youth (Fusaroli et al., 2019). Indeed, there could be 

many barriers to effective communication between autis-
tics and non-autistics and they are currently poorly under-
stood and mostly studied from the autistic deficit 
perspective instead of from an interactional/reciprocal per-
spective (Edey et al., 2016).

We also observed that spontaneous mitigation strategies 
could be used by interviewers to broaden perspectives, 
which could inform future approaches to conducting inter-
views with this population. Finally, the use of a universal 
baseline presentation for all participants not only served to 
ensure a baseline set of questions were common to all par-
ticipants but also helped to structure the interview.

This study has highlighted the often-underestimated 
ability and communication of autistic teenagers—espe-
cially minimally verbal autistic teenagers and those with 
lower NVIQ scores. Our communication codes and pro-
cesses allowed for an in-depth analysis of what otherwise 
could have been considered unsuccessful interviews. 
Rigidity in research and under-estimating participants’ 
potential to engage in research can limit us to only conven-
tional question–response interactions (Rodgers, 1999; 
Stalker & Connors, 2003). Our fine-grained analysis 
showed that atypical communication is communication 
and it often has an important message behind it. This 
invites researchers to be open to alternative ways of infor-
mation sharing, opening spaces for participants—irrespec-
tive of autism and IQ expression—to participate in 
first-person experience-based research. As illustrated in 
this study, all of the participants were engaged in the inter-
view and actively interacted with the interviewer, leading 
us to conclude that the participants were always trying to 
communicate something. Even the few refusals to answer 
questions or silences provided useful information about 
topics participants did not want to discuss (Booth & Booth, 
1996). Furthermore, echolalia, which was one of the most 
frequent communication acts observed in our study, was 
shown to have a communicative and interactive purpose 
(Sterponi & Shankey, 2014). Here, immediate echolalia 
showed that the participant was listening and processing 
what the interviewer was saying, while delayed echolalia 
at times communicated salient areas of interest. Topics of 
interests were also often communicated through emphatic 
answers and represent a promising window to enable com-
munication with these youth (Jordan & Caldwell-Harris, 
2012). Assuming ability is a prerequisite for participatory 
research with youth with complex needs in general (Inglis 
& Cook, 2011; Rodgers, 1999) and is of paramount impor-
tance to promote participatory research in autism.

If our research protocol had not intentionally included 
minimally verbal and intellectually disabled autistic par-
ticipants, many of our participants would have been 
excluded based on their communication limitations 
(Stafford, 2017). Indeed, even parents of some of the par-
ticipants reported prior failed attempts to have their child 
participate in various research and several initially were 
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reluctant to participate in this study as result of these nega-
tive experiences. As a result, they were pleased that their 
child had meaningfully participated and were sometimes 
surprised by their responses. It is often the case when con-
ducting research with youth that are considered disabled 
that they are perceived to exceed expectations (Rodgers, 
1999). In our study, for example, several parents stated 
they had never considered that their child thought about 
where they would live in the future and were pleased to 
learn about this. Studies capturing parent’s perspectives 
show they are highly concerned about their child’s future 
and, despite wanting them to live independently, report 
their children do not fully grasp what that entails (Cribb 
et al., 2019; Poon et al., 2013; Sosnowy et al., 2018). In 
contrast, when autistic youth were interviewed themselves, 
they reported being aware of at least some of the chal-
lenges they would face to reach independence and were 
confident in their ability to reach this goal if given support 
(Cribb et al., 2019; Sosnowy et al., 2018). Hence, regard-
less of families’ or researchers’ perceptions of youth abil-
ity, we caution that ability should always be assumed as 
participants often exceed expectations from others (Inglis 
& Cook, 2011). This approach will allow researchers to 
access youth’s maximal potential.

Supplemental efforts are needed to fully grasp non-con-
ventional communication and go beyond potential learned 
behavior or social desirability in answers. For example, in 
an earlier consultation (Tesfaye et al., 2019), parents had 
advised us to avoid questions about emotions because their 
child would not understand them. However, in the present 
study, participating adolescents were mostly capable of 
answering emotion-based questions and had things to say 
about what made them feel sad, angry, stressed, or happy. 
As researchers and the broader community, it should not 
be assumed that people across the autism spectrum do not 
have an opinion about important matters in their lives. 
Rather, we need to find better ways to respectfully inquire 
and engage (Fletcher-Watson et al., 2018).

Limits and potential improvements to Autism 
Voices

The study highlighted several potential opportunities to 
improve the Autism Voices protocol. For instance, it 
became quickly evident that “wh” questions and use of 
negation makes questions harder to interpret. Pairing any 
question with picture cards and written words enhances 
understandability. Regarding mitigation strategies, 
prompting for a more detailed answer by using probes 
such as “is there anything else you like at school?” or 
“what else do you like?” was not as effective as expected. 
This method sometimes led to the participant providing as 
many answers as they were prompted, thus leading to what 
appeared as less authentic answers. It is possible that some 
minimally verbal participants may have learned that 

answering a consistent response (e.g. yes) to questions, 
most often leads to a better outcome or is what is expected 
from others. Therefore, as previously observed in research 
with youth with disabilities (Rodgers, 1999; Stalker, 
1998), some participants were prone to providing such pat-
terned responses. Furthermore, with minimally verbal par-
ticipants, it was often necessary for the interviewer to 
provide picture cards with specific examples of answers, 
which could bias some of the participants’ answers. Where 
the options are easy to list, providing response options 
was, however, effective in avoiding patterned responses. 
Similarly, asking for a fixed number of items, for example, 
“tell me three things you like about school,” seemed to 
provide scaffolding for the participants and facilitate a 
response. As for verbal participants, providing picture 
cards with examples of categories or fields probing them 
to reflect on questions they may not have thought about 
previously was also helpful to narrow down fields in which 
they would like or not like to work. Using such prompts, 
only when the participant does not generate an original 
answer, can be useful to explore the question further.

Another interesting pattern worth further exploration in 
future studies is the refusal to answer questions related to 
“negative” emotions. It is unclear whether this is because 
the participants felt uneasy talking about these topics or 
rather that they learned to avoid them based on expecta-
tions from others, but this unease or refusal to discuss 
“negative” emotions was also observed by others (Booth 
& Booth, 1996; Richards & Crane, 2020). While it can be 
distressing and challenging for anyone to talk about 
unpleasant emotions, if there also is a social desirability 
factor in play here and it turns out to be pervasive in the 
socialization of autistic youth, then authentic answers 
related to negative topics may be particularly challenging 
to obtain. This warrants further investigation. However, 
some promising innovative methods such as offering autis-
tic youth the possibility to write their negative feelings and 
experiences and then place them in an envelope, instead of 
talking about them were recently proposed (Richards & 
Crane, 2020).

Finally, given the amount of content we covered, con-
ducting the interview over more than one session and 
potentially in more than one setting would be beneficial. 
This would allow us to account for variability in their 
responses due to location, events, mood or unfamiliarity 
with the interviewer. Getting to know the participant 
before starting to collect data is recommended (Stalker, 
1998) and could have enhanced the quality of the Autism 
Voices interviews. Ideally, more precise methods to further 
tailor the interviews for each participant would offer maxi-
mal opportunities for self-expression (Abbott, 2013; 
Stafford, 2017; Stalker & Connors, 2003). For example, an 
introductory interview in the family home where the par-
ticipant, family and interviewer get acquainted in the 
familiar setting of the home could be followed by a 
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subsequent interview in a lab/clinical setting or during a 
walk in the park.

Conclusion

Autism Voices provides a step toward creating inclusive 
methodologies within autism and other disability research. 
No specific training is necessary to use our method, but 
familiarity and experience with autistic people as well as 
some clinical experience or experience conducting semi-
structured interviews are warranted. By sharing our meth-
odology and approach, we invite the research community 
to build on the principles of Autism Voices to design inclu-
sive methods that can be used with autistic children, ado-
lescents, adults or even for other individual’s with complex 
communication needs. This inclusive methodology can 
have a broader impact and be beneficial within many set-
tings beyond research (e.g. education, healthcare, commu-
nity services, etc.) A key take-away of Autism Voices is 
youth with various abilities are capable of voicing their 
perspectives if the community meets them where they are 
at. This methodology and approach to engagement will 
ultimately lead to the empowerment of the autistic com-
munity and will promote their self-determination by 
including them as active stakeholders in research that 
affects them.
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