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Abstract

Indigenous children and young people on the autism spectrum are scarce in research publications. This article
revisits three research partners, Connor, Debbie and Tom, in a follow-up study of a PhD project on the meaning
of music for First Nations children on the autism spectrum in British Columbia, Canada. An Indigenist research
framework was used in the project with conversations as the methodology. It would seem like the First Nations
children on the spectrum would have similar life situations, but results show diverse barriers and opportunities
for them to participate and influence their lives. Living on or off reserve is one aspect. Music plays a large role in
their lives in various ways. It will be shown how music facilitates the development of self-reqgulation for the
three young people, and social skills for one of them. The vital importance of culturally appropriate and
sensitive diagnosis processes, autism services and special educational actions and activities will be discussed as
steps towards fully inclusive, equitable, and decolonized education for Indigenous children and young people.
Such measures will be beneficial for diverse learners across the globe.

Keywords: First Nations, autism spectrum disorder, music, skill development, cultural sensitivity, inclusion,
equity, decolonization

INTRODUCTION

Music is a big part of the everyday environment for many people, and for some, it is an essential component.
For young people, music can be fundamental as they develop their personal and social identities [1]. Music can
be used to self-regulate emotions [2]. Consolation can be found in music and can be a way to handle grief after
the loss of a loved one [3]. Aggression can come both from lack of empathy and high levels of empathy [4].
Empathy can be positively influenced by musical interactions in group settings [5]. Autism spectrum disorder,
ASD, is a neuro-developmental condition that affects the individual’s social communication and interaction,
and is also represented by restricted and repetitive behaviors [6]. These traits impact how individuals interact
with others, and can affect their social inclusion in educational settings, as difficulties can occur in regulating
emotions, making friends or expressing extreme concern or anxiety in response to change [6]. Young people on
the autism spectrum often show an inclination towards music [7]. They use music for similar purposes as
neuro-typical youngsters. Music can also be a form of non-verbal communication for individuals on the autism
spectrum [7]. This has also been found in regard to First Nations children on the autism spectrum [8, 9].

There are three Indigenous peoples recognized by the Canadian government; First Nations who still are
referred to as Indians in certain official documents, Inuit and Métis [10]. First Nations is the term used in this
article about the Indigenous peoples who sometimes are referred to in official documents as Indians [10]. The
choice of terminology is to promote decolonization. To address power issues in the research context, the term
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conversation is used instead of interview, and research partner instead of participant. | am a non-Indigenous,
Swedish researcher that grew up in Canada, and my stepmother and three paternal sisters are from the Carrier
Nation. This, and the fact that | have done research within an Indigenist paradigm, entails the use of respectful
and culturally appropriate terminology. The young people in this research project are from different Nations, so
the research has a pan- Indigenous approach. First Nations individuals can have what is called Indian status,
which is the legal status that means the person is registered as an Indian under the Indian Act [11]. Having
Indian status gives eligibility to services, rights, benefits and programs. It appears that First Nations individuals
are under-detected for ASD [12]. Previous research shows that First Nations children on the autism spectrum
for various purposes, but that music interventions lack cultural sensitivity [8]. Music interventions and cultural
competence is a field that requires more research [13]. The main purpose of this article is to explore how
young First Nations persons on the autism spectrum can develop skills through the use of music to further
inform research and practice.

THE PROJECT

In this section the project will be described from how it formed from a PhD project. Then the theoretical frame
will be briefly outlined.

Background

In a small scale, qualitative, longitudinal study on the meaning of music for First Nations children with autism in
B.C, Canada, five children and people close to them participated in a PhD study in which the two first waves
were incorporated. The people around the children were parents and other family members, caregivers,
teacher, support worker and other professionals. In the first wave 2013, and second wave 2014, the data
consisted of conversations, filmed interactions with music, observations (note-taking or filmed) and field notes.
Additionally, a music intervention was done with one of the children in 2014.

Wave 3

The data used in this article is from the third wave of data collection in which three of the original five First
Nations children on the autism spectrum consented to participate in conversations in 2017. The data collection
in wave 3 was done when the researcher was solely affiliated with Karlstad University, Sweden. The fourth
wave was planned for 2020, but the covid-19 pandemic made it necessary to postpone the research in 2021 as
well. This may mean that there will be four waves in the end, and that 2023 is an option to do the last wave of
collection.

The method in this third wave of data collection was conversations. The conversations were recorded and
transcribed in verbatim. As Connor is minimally verbal and could not participate, but his family members
engaged in conversation. For this publication, the data was examined in regard to the specific challenges of the
three research partners and how music facilitated the development of the skill. In 2013 and 2014, the
transcripts were transformed into visual maps from themes that appeared. These maps were used as a focal
point in the conversations in the third wave of data collection in 2017. However, in this particular article, the
themes are self-regulation and social skills, so consequently the transcripts were coded from these themes in
the color purple for how the children use music themselves. In the picture below it is the conversation between
the researcher: Rand Tom: T
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Picture 1: example of color coding.

Color coding of the data was done manually and a circular approach was used, which is common in Indigenous
and Indigenist paradigms [14]. This entailed reading the transcripts, reflecting, coding and then repeating the
circle until the themes clearly presented themselves. The use of visual maps as a focal point also harmonizes
with a circular approach as their form is circular and the conversations followed the maps in a clockwise order.

Picture 2: Part of Tom’s Visual map with the black from 2013, red additions from 2104 and grey additions from
2017.

There are very few First Nations individuals diagnosed with ASD. To assure anonymity all names have been
changed. Living locations and other information has been omitted. Conversation transcripts will not be
available to readers. Ethical approval was given from Karlstad University, Sweden. Informed consent was given
in writing, but also negotiated during the conversations.

Theoretical framework

This project was done within an Indigenist paradigm. This means that Indigenous ways of knowing, being and
doing, or in other words the philosophical assumptions, underlie the research, and the research harmonizes
with the philosophical assumptions. As a non-Indigenous researcher, it is possible to take this stance; “This
emphasizes that it’s a philosophical issue, not a claiming of ownership by one group of people. You can be a
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white Indigenist just like you can be a male feminist” [15]. In contrast to the medical model of disability [16],
this article is grounded in an Indigenist model [17]. Key concepts in this model are: inclusion, reciprocity,
relationality, respect and reflexivity. The model is child-centered, and interventions should be culturally
sensitive. For the model to be Indigenous, the interventions would be culturally specific, delivered in the
specific language, in accordance with traditional protocols and traditional knowledge.

RESEARCH PARTNERS

Three First Nations children and young people participated in the conversations we had in 2017. The same
fictitious names as in previous publications are used to facilitate connecting the publications and following
progress [8, 9]. The data was collected during affiliation with Karlstad University, Sweden, and since then, the
author has changed main affiliation.

Connor

Connor was 10 years old in 2017. He has Indian status and lives together with family members who took him in
and eventually gained formal custody of him when he was a baby after his mother passed away. They live on
reserve. He received his autism diagnosis when he was approximately one year old and had an ASD special
needs classification when he attended school. Connor is minimally verbal and did not participate in any
conversations. Previously, the mother figure Elizabeth, a teacher’s aide Anna, grandfather figure Earl, Todd the
uncle figure and a principal of Aboriginal Education, David, participated. In the third wave the participants in
regard to Connor were Elizabeth, Todd and an auntie living in the home, Elinor, who also considers herself to
be a mother figure. Connor enjoys listening to music and dances and hums all the time. He uses humming for
communication. Connor listens to whatever the family listens too and his preference has changed over time
from nursery rhymes to pop music. He only heard Indigenous music on the TV when his grandmother figure
was still alive but going to traditional events and ceremonies was too overwhelming. This, along with the fact
that he often tries to run away and can be aggressive, has led to the family mostly being confined to their home
on the reserve. The family thought one-on-one drumming and singing might be a good option [8, 9].

Debbie

Debbie was 18 years old when we met in 2017. She has Indian status and lives with her mother off reserve. Her
father passed when she was quite young. Debbie received her autism diagnosis when she was four years old
and had an ASD special needs classification during her school years. This was supposed to be her last year of
highschool, but she was going to do an extra year. Previously, her mother Grace, after school aide Emily, re-
source room teacher Mona, music therapist Victoria and Sandra who is an Aboriginal support worker
participated. In the third wave, Debbie and her mother Grace participated. Music has always been a
fundamental aspect of Debbie’s life. Through her ability to sing and learn the latest pop-songs, she was able to
be socially included at the after-school club she used to attend. Debbie used music for purposes such as
relaxation, security, happiness, self-soothing. Mona thought Debbie made the world a safer place for herself
when listening to music. Debbie did not listen to Indigenous music or go to cultural events, but she had made a
drum previously in Aboriginal class that she enjoyed playing. A big challenge for her was to manage her
emotions that led to violent tantrums and rage when she heard a specific song. This song was thought to make
her very sad and that she could not handle the grief. These outbursts made it necessary for someone to
accompany Debbie as much as possible, which sometimes had a negative impact on her social inclusion [8, 9].

Tom

Tom was 19 years old when we met in 2017. He has Indian status and lives off reserve with his adoptive family.
When he was six years old he was diagnosed with Fetal Alcohol Syndrom, Oppositional Defiant Disorder,
problems with anger management and Attention Deficit Hyperactivity Disorder. A year later the diagnosis ASD
was added. Tom is what sometimes is referred to as high functioning and attended a regular class in school. He
had an ASD special needs classification up until he was 15 years old. Previously, Tom, his adoptive mother
Patty, drama teacher Evelyn and an educational coordinator, Rita, participated. In the third wave, Tom and
Patty participated. Music is a large part of Tom’s life. He used music for relaxation, when studying, and basically
in all his free time. He still was in contact with his Indigenous birth-family and participated in cultural events
when he was younger. He used to sing and drum a song from his Nation which calmed him down. The last time
he was at a potlatch was in 2013. Tom participated in musicals in high school. Patty thinks he makes a safe
place for himself with music. Tom is shy, but thanks to his interest in music, he could actively participate in
school events [8, 9].
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RESULTS

The results from the conversations in 2017 are presented in light of the challenge the child or young person has
been struggling with and how music over time facilitated skill development.

Connor: self-regulation

In 2017, Connor had been banned from school because they could not handle his behavior and he often ran
away from school. Elizabeth was hoping to get him in to the Indigenous school where they teach their language
and culture. Todd thinks that the lashing out comes from Connor being in pain and not being able to tell them.
They had been to a nearby city recently so Connor could have several teeth taken out which Todd hoped would
help. Todd says that Connor understand both English and their language but cannot speak. Todd thinks they
could get better help if they moved to a larger city like Vancouver, but he is a bit afraid of that since he has
never lived anywhere else but on the reservation. Some people think they should give Connor up and put him
in a home, but Todd (June 16th, 2017) says “...we treat him like a regular boy and he loves it”. According to
Elinor, Connor is very passionate about music.

And I've noticed what mainly makes him normal is the native drums...Cause every time he hears them
he normally just sits and he’s just quite normal actually...because there’s quite a few songs from the
native ones that he likes...And I've noticed this one called Hello mother that he seems to know very
well because he could drum it himself...A song like that from the natives takes years to learn and my
uncle who is an Elder with a big name, he sang it to Connor before and he learnt it in one session.
(Elinor June 12th, 2017)

Similarly to the occasion when Connor could take turns and take eye contact with the researcher in 2014 [8],
the family experiences that Connor has access to competences, such as the ability to calm down and to learn
songs, when his language and traditional music is used. This opportunity has not been utilized in the school
settings. Since Connor has been banned from the school, it would appear that the chance of him receiving
culturally specific music interactions in an educational setting seems unlikely. As the family lives in a rural area,
there are few services available.

Debbie: self-regulation

Grace says that it has been a turbulent time for the past one and a half years in which Debbie’s tantrums have
escalated. However, the past weeks before our conversation, her emotions have settled. These outbursts can
be unpredictable and it is very difficult, and sometimes impossible, to end the tantrum. There is a Canadian
group that has one particular song that previously used to cause Debbie to have a tantrum every time she
heard it. In 2013, this had been going on for four years and Debbie sometimes could somewhat soothe herself
when she heard it.

Of course they’re getting more airplay and she’s (Debbie) reigning it in. Amazing. Like she would just
destroy property over these stupid songs....She doesn’t lose it the way she used to. | remember there
was a worker that was driving her and one of their songs came on the radio and she had to pull off the
road. (Grace June 25, 2017)

The last time the specific song came on the radio, Debbie did not have a tantrum. Even more amazing is that
she could verbalize it to her mother.

Actually...the last time that this happened she acknowledged that she didn’t lose it. She goes “Used to
be...I would go crazy, but,...this time | didn’t. (Grace June 25, 2017)

It is apparent that over the seven years that the specific song has been played on the radio, Debbie has gone
from having violent tantrums every time she heard the song, to being able to soothe herself on occasion, and
finally to be able to self-regulate her emotions and verbalize the experience. Although her mother Grace was
worried about what the future holds for Debbie, she could see the progress.

Tom: self-regulation and social skills
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Tom is shy, but over the years in high-school, his participation in plays, musicals and festivals has helped him
become more social. Tom judged in the festival in 2017 along with two other judges with whom he had to
discuss the different performances. He also helps the drama teacher at his former school with plays.

I have one coming up next week too...She phoned me a few days ago...When she needs help, | go in to
the school and | help her like with the sound and the lighting (Tom June 13th 2017)

When he graduated from high-school, Tom got a bursary from the school arts council. Since we had last met,
he had gone to Mexico twice (in addition to the first time) with a group from school to paint. They wanted him
to come back and teach English there. Tom has also travelled to Cuba for his graduation trip with classmates.
He actually made both the honor roll and the principal’s list when he graduated. Music has helped him in all of
these accomplishments according to Patty.

Honey, there isn’t any time that you don’t have music on when you’re doing some-thing. When you’re
writing something, when you’re watching TV... (asking Tom) | don’t know what Tom would have been
like if he hadn’t had any music. (Patty, June 13th 2017)

Over the years, music has helped Tom overcome barriers and become more socially involved in artistic
activities of different sorts. He plays an important role in the performances when he does the sound and
lighting, which also makes him socially included in that context and beyond. Tom has less contact with his
culture now that he is older. However, this does not mean that he will not reconnect in the future. The
reservation is close to the community which gives him easy access to visit.

DISCUSSION

Music is a wonderful thing, and for the three young First Nation persons on the autism spectrum in this project,
it is of vital importance. For Connor, Indigenous music helps him calm down and relax. The use of culturally
specific music from his tribe is essential for him and he has previously reacted positively to culturally sensitive
music [8]. This has helped him to self-regulate his emotions [2]. When family members play and sing with him,
they are in fact conducting an intervention within an Indigenous model of inclusive equitable special education
[17]. Connor is minimally verbal, so the family must interpret his well-being and emotions from his behaviors.
They are convinced that music from their culture is beneficial to him. Within an Indigenous worldview, he is
then in connection with all in creation [14]. As Connor is banned from school and has no access to education, it
lies on his family to provide such music interactions. In a literature review, supporting evidence was found that
rhythmic and motor components in music therapy interventions improved speech production and the
acquisition and processing of language [18]. For Connor, such culturally specific music-based activities involving
traditional drumming and singing could offer much potential.

Debbie has had extreme aggressive outbursts when she hears a certain song that is believed to remind her of
her father who has passed. Grief can be handled through music [3]. However, if there is another cause for the
aggression when hearing the music, Debbie has gradually developed her ability to self-regulate her emotion
and verbalize the experience [2] which has briefly been discussed previously [19]. Debbie lives off reserve in a
community where she is relatively well-known and she uses music in various purposes throughout her
everyday life. In this article, her ability to self-regulate her emotions is in focus. Debbie has had access to
several services such as workers and an after-school club where music activities have been provided in addition
to music in the school setting. Although she has not been able to say why she has become so agitated and
upset by the particular song, over the years she has worked through the experience and is now managing to
self-regulate her emotion. It has been found that individuals use music to maintain a happy mood and that this
is usually a nonconscious strategy [20]. The song Debbie reacts to is not played by her choice, but comes on
randomly on the radio, which means that she is not prepared to listen to it. This shows that Debbie has
acquired the skills to handle her emotions when the song is played.

For Tom, music has been vital to his development of social skills [1]. By participating in musicals, but also
managing sound and lighting, he has become a person to rely on in these settings. Research has shown that
children who participate in musical theatre activities and perform first seek contact with adult leaders but
eventually can interact more with each other in and outside of the musical context. This was in regard to
children with and without disabilities. Parents reported that the children gained more confidence in daily
activities in educational and community settings [21]. Although Tom is actively a part of the musicals with peers
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and leaders it would seem like it has not resulted in peer relationships outside of the musical context. However,
he plays an important role in the productions which makes him involved and a key person.

Unfortunately, Debbie and Tom are quite estranged from their culture, and one can only speculate on the
impact culturally sensitive or specific music interventions could have in their skill development. This could be
an interesting direction for future research. Hopefully, the 4th (and possibly Sth) wave of data collection in the
follow-up project can provide richer material to illuminate this issue. In all three of the cases, it has been very
much up to their families and themselves to initiate and provide the music activities and interventions. The
careful and conscious planning of such activities by autism support services and within educational settings is
an enticing idea that would provide research-based, culturally relevant and sensitive opportunities for skill
development. The hypothesis for future research is therefore formulated as such; If Indigenous children with
autism are provided with culturally relevant and sensitive music and other support services and interventions
this will facilitate their skill development.

Concluding remarks

The main contribution of this article is to illuminate how music can facilitate the skill development of First
Nations youth on the autism spectrum. There is still a dearth of research focusing on Indigenous individuals on
the autism spectrum, which may stem from how ASD is viewed through a First Nations lens [8]. The medical
deficit model of disability [8] may clash with Indigenous ways of knowing being and doing. Therefore,
Indigenous and Indigenist models of inclusive equitable special education can offer insights and possibilities for
First Nations individuals on the autism spectrum to reach their full potential [17].
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