Miller 2







Music in the Lives of Autistic adults: A Qualitative Study
Gabrielle Marina Miller
University of Washington, Tacoma
Professor Charles A. Emlet
T SOCW 535A: Research for Integrative Practice
June 4, 2021


[bookmark: _Hlk73308987]Abstract
[bookmark: _Hlk73315535][bookmark: _Hlk73312686][bookmark: _Hlk73469682][bookmark: _Hlk73312482]	The efficacy of music in pain management, stress reduction, and improved cognitive and neurological functions shows an improved quality of life for many people including autistic adults. Exploring the use of music in social work may inspire social workers to empower autistic adults in developing their agency. Few studies have explored the value of music through the voices of autistic adults, yet without their voices it is difficult to know what the value of music is in their lives. This qualitative study draws on the lived experiences of autistic adults to understand the value of music in their lives. Semi-structured interviews were used with eight participants: four autistic adults, age 18 or older and four practitioners, one of whom is also autistic. Purposive and snowball sampling techniques were used to recruit these individuals. Generic coding techniques were used for analysis. Related themes included resilience, sensory diversity, creative collaboration, the Black spectrum, and music as a neurological superpower. The inclusion of Black, Indigenous, and people of color (BiPOC) perspectives is suggested regarding future research. Social workers may be guided by autistic adult voices when using music to develop meaningful programs and interventions.


Music in the Lives of Autistic adults: A Qualitative Study
Although there has been some research on the efficacy of music therapy interventions with autistic populations, little of it allows us to hear the voices of autistics speak about their lived experiences with music. This study of music in the lives of autistic adults will endeavor to amplify their voices by asking the question: what is the value of music in the lives of autistic adults? The purpose of my research is to awaken personal insights that might influence an autistic-centered approach to therapeutic interventions, thus improving quality of life for all neurodivergent[footnoteRef:1] adults.  [1:  Neurodivergent includes people with other neurological conditions such as dyslexia and ADHD, not just autistics. Neurodivergent people are those whose neurobiology gives them the ability to access a very different range of “neurocognitive functioning” than neurotypical people. (Kapp, 2020, p.2)] 

Music has been shown to provide valuable healing properties: reducing anxiety and pain before and after surgery and improving the neural pathways of premature infants in hospital Neonatal Intensive Care Units (Sa de Almeida et al., 2019; Labrague & McEnroe-Petitte, 2016; Laframboise-Otto et al., 2020). Music is also enjoyable and has other values not easily measured. Realizing the value of music in the unique lived experiences of autistic adults strengthens neurodivergent voices, improves quality of life, and may inspire social workers in clinical settings, as well as vocational rehabilitation settings, to empower autistic adults in developing their agency and advocacy skills.
Literature Review
Since lived experience of autistic adults discussing the value of music in their lives was not addressed in the literature, I am instead exploring literature that discusses other perspectives on the value or benefit of music. During my research, I discovered three themes that
[bookmark: _Hlk63374445]illustrated uses of music within three environments: using music in the medical environment to relieve discomfort (such as anxiety or physical pain) and to promote neurological growth; using music in the therapeutic environment to promote health, wellbeing, and social connectedness for autistic adults; and using music in the behavioral health environment to diagnose autism in adults with intellectual and developmental disabilities (IDD). I also encountered two distinct approaches to Autism: the deficit approach (Kapp, 2020; Pickard et al., 2020; Young 2020) that pathologizes autism and other intellectual and neurological differences and seeks to replace these differences with behaviors of the dominant neurotypical population; and the more recent approach introduced by the Neurodiversity movement (Kapp, 2020;  Pickard et al.,2020; Young, 2020) that recognizes autism as an identity and advocates for inclusion and independence. So, I will first define the concept of Neurodiversity, and then explore the three themes illustrating how music is perceived in each specific environment.
Neurodiversity
The concept of neurodiversity grew out of the autism rights movement (Kapp, 2020; Pickard et al., 2020; Young, 2020) rejecting the medical model of Autism as a disorder, and instead recognizing neurological differences from a non-medical perspective that endorses Autism as an identity (Young, 2020). Simultaneously, Neurodiversity aims to empower every autistic person to advocate for their right to supports that will aid them in reaching their highest potential (Kapp, 2020; Pickard et al., 2020; Young 2020). In the words of a disability rights conference: “nothing about us without us” (Charleton, 1998, p. 3). Neurodiversity is modeled after biodiversity (Pickard et al., 2020), and embraces the neurobiology in autistic adults that gives them a range of abilities functioning both inside and outside the typical neurocognitive range (Kapp, 2020). Although most of the literature between 2009 and 2019 uses language that does not support autism empowerment (Allen et al., 2009; Bergmann et al., 2016; Hillier et al, 2012, 2016), these early research studies established findings that paved the way for further research. 
Music in the Medical Environment
The use of music in the medical environment to relieve pain and anxiety in pre- and post-operative patients has been shown tremendously effective when combined with traditional opioid and/or analgesic medication (Labrague & McEnroe-Petitte, 2016; Laframboise-Otto et al., 2020). Since the upsurge of the opioid crisis, narcotics are being conservatively prescribed for pain. Thus, the need for evidence-based research to investigate other means of pain relief has brought to light non-pharmacological tools to reduce pain, anxiety, and to regulate mood outside of traditionally prescribed medication; one of these approaches is listening to live or recorded music (Hillier et al., 2016; Labrague & McEnroe-Petitte, 2016; Laframboise-Otto et al., 2020). Recent studies show substantially positive outcomes in reducing surgical pain and anxiety in patients who listen to self-selected music, but also in young autistic adults who are often prescribed anxiolytics to control anxiety (Hillier et al., 2016; Labrague & McEnroe-Petitte, 2016; Laframboise-Otto et al., 2020). 
	Sa de Almeida et al. (2019) and Hillier et al. (2016) both noted that listening to music nurtures brain development in premature infants affecting emotional processing through stimulating white matter growth, which develops their neural pathways. These results were affirmed through Magnetic Resonance Imaging (MRI) on both the control group of preterm infants receiving standard care and preterm infants exposed to a music intervention five times a week for eight minute intervals. 
Listening to music also decreases anxiety in young autistic adults, especially self-selected music (Allen et al., 2009; Hillier et al., 2012, 2016; Young, 2020). Hillier et al. (2012, 2016) established a combination of skin conductance tests to measure physiological responses and self-reporting to measure psychological responses of the young autistic adult subjects in their study, suggesting that music is a highly efficacious non-pharmacological tool that all neurodivergent people may find valuable for relieving anxiety. 
Music in the Therapeutic Environment
The use of community music therapy (CoMT) is a newer concept in the field of music therapy and highly beneficial for autistic adults (Allen et al., 2009; Hillier et al., 2012, 2016; Young, 2020). CoMT also produces positive outcomes for a variety of other populations (Allen et al., 2009; Hillier et al., 2012, 2016; Young, 2020), including autistic adults who were labeled with Asperger’s Syndrome in previous versions of the Diagnostic and Statistical Manual of Mental Disorders (DSM). This diagnosis is now considered part of the Autism Spectrum Disorders (ASD) (American Psychiatric Association, 2013). One of the differences in neurocognitive functioning for these individuals is their perception of social cues and the anxiety that comes with being misunderstood and labeled (Hillier et al., 2012) thus presenting challenges in forming relationships (Allen et al., 2009; Hillier et al., 2012). However, autistic adults who participated in group music therapy interventions demonstrated positive social skills and attitudes towards peers which increased self-esteem and self-confidence (Hillier et al., 2012, 2016; Young, 2020). Specifically, singing together helped to facilitate social connectedness, improved posture and breathing, and contributed to physical health and wellbeing (Allen et al., 2009; Hillier et al., 2012, 2016; Young, 2020).
Music in the Behavioral Health Environment
[bookmark: _Hlk63377931]The neurodivergent adult population, especially individuals with Intellectual and Developmental Disorders (IDD) suspected of autism, is challenging to diagnose using standard instruments such as the Autism Diagnostic Observation Schedule (ADOS) (Bergmann et al., 2016). The Music-based Scale for Autism Diagnosis (MUSAD) was developed by Bergmann et al. (2016) to provide a valuable and effective diagnostic instrument for adult clients who have IDD and may not be easily able to express themselves in ways that are understood by the neurotypical population, including medical professionals. According to Bergmann et al. (2016), the MUSAD provides a musical intervention assessment using a sequence of 13 activities using musical instruments that evaluate behaviors relevant to ASD and using musical prompts purposely not designed for a specific age group. This assessment is valuable for this particular population but may also be used for other neurodivergent populations with limited language skills. Although the literature suggests that the Neurodiversity movement is a valuable political platform from which the autistic community advocates for their rights, it is clear that the social location of some autistic adults is within a place of privilege because they can express themselves in neurotypical verbal language. But for non-verbal autistic adults who are marginalized, and for whom diagnosis determines eligibility for services, the MUSAD might also be a valuable tool for harm reduction and to facilitate independent living.
Consistencies/Inconsistencies and Gaps in the Literature
Findings revealed consistent themes regarding the benefits of using music within the three environments explored: medical, therapeutic, and behavioral. Inconsistences in the therapeutic environment were seen in how interventions included autistic voices. The most significant impact came from interventions that included autistic musical preferences.
Overall, the literature indicated limited qualitative research on the lived experience of autistic adults speaking about the value of music in their lives. Research is needed that examines the value of music in the lives of autistic Black, Indigenous, and Peoples of Color (BiPOC), as well as autistics with IDD as their voices remain silenced. The value of playing a musical instrument, no matter the skill level, needs further exploration. Finally, gaps in the literature also indicated a need to address how music might be used in clinical or vocational rehabilitation social work settings to help neurodivergent clients develop their agency and advocacy skills.
Primary Research Focus
The efficacy of music for a variety of physical and psychological issues shows an improved quality of life for many people including autistic adults. However, the value of music for each individual is a personal perception best described in their own voice. Analysis of the raw data demonstrated one of the best ways for social workers to empower autistic adults in strengthening their agency and developing advocacy skills: including clients in decisions made about their lives. This helped me to construct a deeper understanding and a clearer perception of my research question, “what is the value of music in the lives of autistic adults?” 
Methodology 
Design
In this qualitative study, I explored the phenomena of value versus benefit when evaluating music in the lives of autistic adults from their perspectives. Benefit in this context meant a positive outcome in reaching a goal. Value implied a particular emotional experience such as inspiration, comfort, reflection, etc. The study entailed interviewing eight participants who were either autistic individuals at least 18 years old having the legal authority to consent, or professionals who provided services for autistic adults. Overlap between these two categories was identified in one of the autistic adults was also a professional. The study also illuminated how these professionals viewed the value of music in the lives of their clients in addition to music as an intervention. Additionally, the exploratory nature of this research identified a potential role for music in the field of social work. 
Sampling Approach
I used a combination of purposive and snowball sampling to inform my study. In-depth interviews with eight individuals generated stories of their lived or professional experiences. Purposive sampling entailed choosing individuals from a population who had several characteristics in common (Royse, 2020). Consistent with this goal, I intentionally chose the autistic adult population as well as the professionals who work with them in order to search for themes and characteristics that integrated these two perspectives.
Recruitment 
Initially, I contacted the facilitator of an online social Meetup group for autistic adults to request the posting of a recruitment announcement. Also, Dr. Ronald San Nicolas kindly spoke with his young adult son to see if he would be interested in participating. In addition, a fellow student in the MSW program offered to speak with her adult autistic son about sharing his experience. Although only two of these methods were successful, snowball sampling proved most effective. Since I did not target a specific age range, gender, or ethnicity nor did I exclude autistic adults with additional intellectual and developmental disabilities or comorbid diagnoses, a sampling plan was not used.
In recruiting professionals for interviews, I reached out through informal email to some professionals from my practicum at the University of Washington Autism Center (UWAC) and through the websites of any professionals associated with UWAC. I also contacted a neurologist at University of Washington Medicine at the Adult Autism Clinic in Seattle.
Informed Consent Procedure
I carefully reviewed my informed consent document with all interviewees and addressed any questions or concerns through email prior to the interview. Once this process had been completed, interviewees were instructed to email their informed consent to me. I signed each completed form and returned a copy to them for their records. 
Measures
Two lists of semi-structured, open-ended interview questions were used to collect data. Interview questions for autistic adults were designed to facilitate understanding of their lived experiences regarding the value of music in their lives (please see Appendix A). Interview questions for professionals were designed to facilitate understanding of their service delivery approach and their perspective of how music is meaningful in the lives of their clients as compared to the value of music in their own lives (please see Appendix B). Interviews lasted between 45 and 60 minutes through Zoom and were recorded with the participant’s informed consent. Interviews were later transcribed for the purpose of analysis. All Zoom files were password protected, and all subjects were assigned anonymous initials, even if they chose a pseudonym, to protect their identities.
To develop trustworthiness during data collection, I recorded a practice Zoom interview with another student which helped me to identify my biases, and to practice verbal communication and impartial body language. I also met weekly with a student dyad to review our work and exchange meaningful critique and insights regarding interview styles and question construction.
Analysis Approach 
My analysis was based in grounded theory, using an inductive approach that included a line-by-line examination of the raw data to help me discover themes, patterns, and categories. I also used Feminist Standpoint theory as a lens through which to consider the data because it supported understanding specific populations from their direct experience (Hekman, 1997; Cabrera et al., 2019). All interviews recorded through Zoom were transcribed for analysis. As part of my audit trail, I engaged in an iterative process where I read the transcripts through multiple times before I began identifying codes and recorded their definitions in a coding journal I created (Lichtman, 2014). Using my research question to guide my analysis, I combined similar codes and discarded irrelevant codes which eventually yielded 40 codes for all eight interviews. Developing categories grew out of eight key ideas from the raw data that ultimately developed into my higher order themes. Interviewing multiple sources triangulated the data to support results and developed trustworthiness in my analysis. Investigating shared characteristics across the data informed connections between my findings and the literature. I consulted my writing tutor, an experienced qualitative researcher, who provided an ongoing critique of my work. I also met with two classmates engaging in peer debriefing and support. 
Results
Sample Characteristics
Over the course of time, I conducted eight interviews with people who met two basic criteria: participant age had to be at least 18 years old and have the legal authority to consent. Basic demographic questions recorded age, gender, race, ethnicity, and level of education (Appendix C). Within the eight participants I interviewed only three answered the basic demographic questions (Appendix D); the rest were either unable to answer during the interview due to major technical difficulties with Zoom, or never returned the demographic questions I sent to them through email.  
Findings
	Autistic adult participants and professional participants shared both memories and present knowledge with me revealing how music is valuable in their lives, and reasons for their different perspectives based on their unique lived experiences. Outlined below are five significant themes integrating these perspectives: (a) resilience; (b) sensory diversity; (c) creative collaboration; (d) the Black spectrum; and (e) music as a neurological superpower.
Resilience
	The first theme that emerged was resilience. Part of what helps some autistic adults to be resilient is listening to music that allows them to feel and release emotions suppressed in the past. RW, an autistic adult noted, “…if you suppress your emotions, they just get worse. So, through listening to metal, I can release it [my anger], and then…I can let it go.” CO, a Black or African American autistic adult said, “it’s a way that I can escape…ground myself…it’s a way that I can sort of find peace…” For ZS, an autistic adult, predictability equals peace of mind and helps him to regulate emotions he experiences as disorganized and tumultuous. ZS said, “…the familiarity of knowing what songs are coming next can definitely help in the chaotic and unpredictable world…” RW stated, “…if there’s like chaos going on around me…I get really upset and I turn to music…” Other autistic adults feel a sense of healing through the beauty of instrumental music or song lyrics that quietly reinforces their resilience. SG, an autistic adult, noted, “Stringed instruments are really healing to my soul.” RW commented, “Sometimes I get really excited because there’s certain lyrics that are brilliant…like lyrical genius...”  Autistic adults may find value in listening to music that promotes spiritual reflection which may provide an anchor for resilience. CO said, “Sometimes music is really healing because it helps me to get to my ancestral space where I receive a lot of my guidance and revelations…” Music may help autistic adults to be resilient through finding an alternative to unhealthy coping options. SG said, “It’s also been really helpful…during college when I was tempted to use unhealthy coping mechanisms to deal with stress…”
Sensory Diversity
	The second theme that arose was sensory diversity. For some autistic adults, certain types of sound are not just difficult to hear, but painful to their entire physical body. These types of sound can include high-pitched tones, loud sounds, or even very quiet whispers; these may feel like a violent attack on the autistic sensory constitution. ZS said, “If there’s too many high-pitched tones it can just be really aggressive to my sensory system…” Autistic adults who are sensitive to sound may not consider music to be the focus of their lives, but music still has value for them. LH said, “I probably listen to music mostly in the car during commuting to work or while I am playing a game. For me, listening to music is an effortless source of joy.”
Autistic adults may feel a strong connection to music and for some, listening to music is not enough sensory engagement, so they feel compelled to learn to play a musical instrument or to sing. For example, SG describes the value of music as a pleasurable experience that involves his entire body. SG stated, “…I think it’s actually more fun to play music on an instrument as opposed to just listening because I think it really engages your senses more.” RW said, “I remember that great feeling of the vibration of the drum on my chest and upper torso…it was a very tactile experience…” In contrast, ZS describes why he enjoys listening to music far more than playing a musical instrument: “…playing drums…so it’s a lot more focused…I’m not necessarily doing it for fun or pleasure like I am when I’m listening to it.” 
Creative Collaboration
The third theme that developed was creative collaboration. Many autistics have challenges surrounding social interaction. Some of the autistic adults I interviewed reported that collaborating while creating original music was an enjoyable way to spend time with others in a social setting. Other autistic adults found that performing in a group helped them to build a framework around socializing. LH said, “For some people it can be a connection to the community. [Musical] theater was a great experience…for helping me to connect with people.” Performing music can also be a way for autistic adults to share time with their families. SW noted, “…a lot of people can really relate to…that piece of like, I may not know the perfect thing to say…but here's a musical gift…to say I care…I’m willing to share part of myself with you.”
The Black Spectrum
	The fourth theme, the Black spectrum, explored lived experiences regarding the value of music in the lives of Black or African American autistics. The Black or African American autistic perspective is absent from the literature yet its inclusion would make Black or African American autistics visible. Some shared perspectives on how music is valuable were found between CO, a Black autistic, non-binary participant, and other participants I interviewed. One of these shared perspectives was about how music transcends language barriers and facilitates communication for non-verbal autistics. CO and MA both said, “…music is a universal language…” SG and RW noted, “…music is a way to communicate without speaking…” Another shared point of view was the degree to which music is valued. CO, SG, and RW all stated, “…music is everything.” However, I did not find a shared experience between participants regarding the role of music in autistic daily life. The role of music in the Black or African American culture has an extensive history that continues to celebrate daily life in the Black or African American autistic community. CO noted, “…the history of song…for descendants of enslaved Black folks, is everything… song was more than just an entertainment thing…it was used in a variety of ways in our daily lives…” However, the most striking difference was the Black or African American experience of being singled out and held to longstanding biases based on race and ethnicity. CO stated, “…there's certain things that walk into the room before you do, and I think, unfortunately, at the intersection of being Black and disabled, my Blackness walks into the room before my autism does …”  
Music as a Neurological Superpower
The fifth theme that emerged was the value of music as a neurological superpower. All of the professionals I interviewed commented on the value of music as a tool that helps their autistic clients to improve sensory motor processing, emotional regulation, and other neurological functions. GS noted, “…it's got that sensory motor loop…listening and using your muscles to perform…a lot of potential advantage from the standpoint of brain function…” Music therapy has a neurological focus that emphasizes rhythm. MA stated, “Neurological music therapy is based on the notion that rhythmic impact is very beneficial for the brain.” For non-verbal autistic adults, music can facilitate communication, help with language processing, and create ways to participate in the community. LH said, “…creating structure around socializing through performance can be positive because you know people will like it.” MA stated, “…some clients may be non-verbal, or a little bit less verbal, but when it comes to singing they can actually sing.” SW noted, “I have another client who loves to sing and feels uncomfortable talking in front of people, but he has a lot of confidence when he sings.” Singing, according to music therapists who practice Community Music Therapy, is an activity that involves all of the brain and body. MA said, “…singing is actually a whole brain workout…you breathe more deeply and this sends oxygen to the brain…also, your posture is better which supports your core…” But this superpower is most prominent in autistic adults who are skilled musicians. GS said, “…so, thinking about autism across the entire autism spectrum…music as a superpower, so [autistic] individuals who are highly skilled in music…it’s a great way to develop self-worth…to focus on the positive …”
Discussion 
	The findings of this study show that the value of music is unique and has many origins. When exploring how music is valuable to these populations, it appears that music is a universal language that transcends language barriers within non-verbal autistic communication by evoking recognizable feelings across the entire human experience. Music is a way to process both positive and difficult emotions and helps develop resilience in both neurotypical and autistic adult populations. 
The study also revealed that, although autistic adults may experience a diverse array of sensitivities that produce pain for some and pleasure for others, the value of music in their lives is either extraordinarily essential or simply incidental. That is not to say that music is not important to autistic adults who do not make music a particular focus, but for some, music plays a specific role in their daily routine. To some autistic adults, music is everything and they find that listening to music does not involve enough of their senses, so they learn to play a musical instrument to engage more fully and completely with this art form. For other autistic adults, just knowing what song is coming up next on their playlist provides a sense of predictability in a world that seems unpredictable and chaotic.
Additionally, music provides social opportunities for autistic adults to connect with each other and the neurotypical population. Collaborating as part of a rock band, string quartet, or other musical group is an enjoyable way for some autistic adults to get their social needs met and exchange creative ideas; this is also true for the neurotypical population. A review of the literature showed that participating in Community Music Therapy through group singing is enjoyable and healthy for autistic and neurotypical adults alike. Research also showed the efficacy of encouraging autistic adults to engage in their preferred music for therapeutic interventions and the positive outcomes that result from including autistic perspectives.
It was difficult to find literature that investigated the use of music as an evidence-based practice in the fields of psychology, behavioral health, and medicine for adults with Autism. Absence of large scale research often deters professionals from using music as an evidence-based practice or service delivery or from recommending music as an intervention in combination with other interventions. 
Here, it may be important to ask whose evidence defines evidence-based practice. One of the most noted traumas experienced during childhood suffered by the autistic adults I interviewed, and one that still affects their lives today, was an evidenced-based practice known as Applied Behavioral Analysis (ABA). This controversial intervention, according to the autistics I interviewed for this study, caused long-term psychological damage that required extensive therapy, and in some cases, medication. Yet I did find research that clearly showed the efficacy of music as a medical intervention that could significantly reduce pain and anxiety and promote neurological development. This hypocrisy appears to reflect the challenges of our current culture and academic system, with its established and longstanding rules that seemed designed to restrict access to funding for certain types of research. In this case research that could legitimize music as an evidence-based practice, across medical, therapeutic, and behavioral health settings, is summarily dismissed.
From a more strengths-based perspective, the value of music from the point of view of neurologists, neurologic music therapists, and some psychologists is that music is a neurological superpower in the lives of their autistic adult clients. Apparently singing is a whole brain work out according to the neurologic music therapist I interviewed. Furthermore, according to the neurologist I interviewed, playing a musical instrument is one of the best ways to develop and improve sensory motor processing and facilitate communication in non-verbal autistic adults. In a clinical social work setting, music could be used to help autistic adult clients to identify and process ideas or feelings that they may find challenging to explain, according to two of the psychologists I interviewed. 
Contemplating the study’s findings, I found that without the voices of autistic adults, an essential persepctive is lost which is needed to understand the specific needs of this population and how music can help facilitate solutions.
Implications for Social Work Practice, Policy, and/or Program Development 
The study’s findings suggest using music in social work, especially in clinical settings, would be an effective tool for social workers who practice trauma-informed care. Discussions showing interest in client’s preferred music is also a way to build rapport and demonstrate compassion. Using the client’s preferred music in social work settings may relax the client and put them at ease facilitating goal setting and building confidence to empower agency and self-advocacy skills.
Regarding policy, significant positive impacts for music therapists include advocating for the official state recognition of clinical training and board certification. Including music therapy in healthcare and education regulations would create better quality jobs and allow for reimbursement from private insurance, Medicaid waivers, and special education. Since 2005, collaborative efforts of the American Music Therapy Association (AMTA) and Certification Board for Music Therapists (CBMT) continue to address evolving changes in the profession and the position of state guidelines in the field (Certification Board for Music Therapists, 2020). 
In my practicum at the University of Washington Autism Center, I have seen firsthand how the Neurodiversity movement is changing the way therapeutic interventions are customarily practiced with autistics. Successful program development, including an autistic-centered service delivery approach, begins with collaboration efforts between social workers and the autistic community. This also aligns with the National Association of Social Workers (NASW) Code of Ethics (2017) principle advising social workers to appreciate and value clients by honoring their individual human worth.
Similarities and Differences from Literature Review
	The study’s findings were noticeably different from the findings in the literature review. The perspectives of autistic adults were disregarded in the literature which instead focused on music as a beneficial intervention and discussed positive outcomes. Alternatively, this study explored the perspectives of both autistic adults and professionals about what they consider to be the value of music in their lives. One similarity with the literature was the exploration of how interventions using music not only benefit autistic adults, but how the professionals interviewed observed that the use of music was meaningful to their clients. 
Limitations
	The current COVID-19 pandemic placed major limitations on this study through government mandated restrictions that made face-to-face interviews impossible. Although interviews were conducted through Zoom, technical difficulties caused Zoom to crash, disconnect, or freeze during interviews and created challenges that interfered with collecting basic demographic questions from all but three participants. Other limitations included a small sample size (n=8), limited geographic diversity (most participants lived in three areas of Washington: Seattle, Olympia, or Tacoma), no intercoder reliability due to only having one coder. Thus the study could not be generalizable.
Suggestions for Further Research and For Social Work Education
	Further research is suggested on a larger scale, using quantitative methods to present evidence, demonstrating the efficacy of music across social work, healthcare, and mental health care settings. Also, qualitative research that explores the lived experiences of BiPOC might increase diagnoses for underrepresented BiPOC children. Multicultural curriculum exploring the use of music with autistic adult clients within cultural paradigms could develop new perspectives in social work education. 
Conclusion 
Lastly, stories of lived experiences from autistic adults and practitioners yielded the following insights about the value of music in their lives: resilience in times of trauma; soothing predictability; opportunities for creative social interaction; the central role of music in the Black or African American autistic community; music as a universal language that transcends language barriers; positive and negative interpretations through a range of sensory experiences; and finally, music as a neurological superpower, improving sensory-motor processing and helping non-verbal autistic adults to communicate and to be understood.
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Appendix A
Semi-Structured Interview Questions for Autistic adult Individuals
Date____________ Interviewee Code____________

1) What is the value of music in your life?
2) What is your favorite music to listen to and why?
a. What do you feel like when you are listening to your favorite music? 
b. What changes have you noticed about the kinds of music you have enjoyed when you were younger compared to now?
c. What kind of music do you dislike and why?
3) When you think about what it means to you to be autistic, can you tell me how music has impacted your life experiences? 
a. In which environments do you feel most comfortable experiencing music? 
b. In which environments do you feel most uncomfortable experiencing music?
4) Have you ever played a musical instrument? 
a. How is/was that meaningful for you? 
b. What is your favorite music to play and why?
c. How is playing music different than listening to music?
5) Is there anything else you would like to share with me about your thoughts/experiences regarding music that we have not talked about yet?




Appendix B
Semi-Structured Interview Questions for Professionals Providing Services for Autistic adults
Date__________ Interviewee Code____________

1) Can you tell me about the value of music in the lives of your autistic adult clients?
a. How is this different from the value of music in your life?
b. How have your clients described how they feel when listening to their favorite music?
2) Do you ever use music in your practice and if so, how do you do this?
a. If you would not like to use music in your practice or service delivery, can you tell me why?
3) If your clients play a musical instrument or have played a musical instrument in their past, how have you observed that this is/was meaningful for them?
a. How have you observed your clients feeling when experiencing the difference between listening to music and playing music?
b. If you play a musical instrument or have played a musical instrument in your past, how has this been meaningful for you?
c. Follow-up questions: 
i. What is your favorite piece of music to play and why?
ii. How is playing music different than listening to music for you?
4) Is there anything else you would like to share with me about your thoughts/experiences regarding music that we have not talked about?


Appendix C
Basic Demographic Questions
Thank you very much for your time in answering my previous questions. To complete our interview, I’m going to ask you some basic demographic questions. 

Date____________ Interviewee Code____________

1) What is your age? _____ years

2) Gender?

_____ Female
_____ Male
_____ Other (Please Specify) non-binary________________

3) Are you Hispanic or Latinx?
_____ Yes
_____ No

4) Which one or more of the following would you say is your race?
 
____	White 
	____	Black or African American 
	____	Asian 
	____	Native Hawaiian or Other Pacific Islander 
	____	Native American, Alaskan Native 
	____	Other (please specify) ______________

5) What is the highest degree you have earned?
____	Some college/No degree 
____	High school Diploma
____	Bachelors (B.A.)
____	Masters (M.S., M.A.)
____	Doctorate (Ph.D., M.D., or equivalent)



Appendix D
Summary of Demographic Information recorded for three out of eight participants

1) What is your age? 26, 34, and 49 years old (mean age = 36.3)

2) Gender? 50% female and 50% male

3) Are you Hispanic or Latino? Two out of three participants answered no; one answered yes. 
4) Which one or more of the following would you say is your race?
 
__1__	 Black or African American
__1__	 Hispanic or Latinx  
__1__	 White 
	__1__	 100% Japanese

5) What is the highest degree you have earned?

__1__	High School Diploma
__1__	Associates (A.A.)
__0__	Bachelors (B.A.)
__3__	Masters (M.S., M.A.)
__3_	Doctorate (Ph.D., M.D., or equivalent)
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GM: Thank you so much for coming to this interview today, I really appreciate it. To be respectful of your time, I’ll begin with the first question. So, can you tell me about the value of music in the lives of your autistic adult clients?
GS: Well, I think, uh, the question regarding the value for my autistic adult clients value of music, I think I see it, from a number of different perspectives based on kind of the, one - kind of the cognitive and abilities and level of function, and also the language and communication abilities of the individual. So if I think about an individual let's say that is minimally verbal and is more severely impacted by autism, music could be an amazing tool for them to express themselves and to participate in community. You know, I view it as kind of great recreational value, something that can be with somebody throughout their life and could be a way for them to engage in the community, even for individuals, that maybe can't speak. I think also, from a communication standpoint of seeing it as a tool to help advance communication through music. You know so that's another way and then third I guess as a way of, and this this then goes into I guess bridging both the individual’s, let's say that have intellectual disability and language impairment and then also bridging those without intellectual disability and without language impairment that for both groups, it can be used as a kind of a calming and soothing strategy to help regulate mood and emotion and regulates like sleep initiation as a great strategy, but definitely a great tool that for kind of self-regulation of, let's say, if mood is irritable, to kind of help teach and use music as a strategy to kind of center a person’s self and get a person calm, to calm after, let's say, they have an emotional storm of some sort. I think then, thinking about autism again broadly across the entire autism spectrum, music as a superpower, so individuals that are highly skilled in music. It is, then it's another great way to kind of engage in the community, but also to develop that self-worth and not always focusing on the negative but being able to focus on the positive if it is a strength and a skill. You know, then I see it as a great tool from that standpoint. And for some of those individuals in my adult practice.
GM: I’m not sure why, but your screen is frozen. 
GS: Hey, GM, can you hear me?
GM: I can hear you, yes.
GS: When did I went did I freeze up there?
GM: You said it's kind of a superpower and for some individuals…
GS: Yeah, so and for some individuals, not just a recreational resource, but also a vocational resource. I have a number of individuals that have gone on to music as part of their kind of career and vocational work. You know, so definitely, you know, something that that can be capitalized upon. 
GM: Thank you for that um, and although it may seem like this is, you know, a strange question: how is this different from the value of music in your life?
GS: That's great! I love that question. Actually makes me think about it. You know, I think that in a lot of ways it's not, you know, so I personally, music is a huge part of my life. I use music as probably my, as my, one of two primary kind of recreations. So, I do physical activity of a variety of sources and I, and then I use music also as an activity. I go to live shows at least pre-Covid, went to live shows. I listen to music in the morning. I listen to it in the car, you know kind of for calming and recreation purposes so it's a great, for me it's a great distraction, but it's also a great social connection, so a lot of my friends are music geeks and we go to shows together and we share new music that we've heard and so, great social connection, great for my emotional health and just as recreation, I wished, I could say that I was talented from a performance standpoint, but I do feel I’m good at, I have a good ear and so, so I can bring that to the group.
GM: That sounds like a lot of fun thanks for answering that. How have your clients described how they feel when they're listening to their favorite music?
GS: So I think that that when I identify music as a strong interest, I will often you know, kind of then carry that discussion and get into deeper questions and, like other topics that are topics of interest for an autistic individual, you see the enthusiasm and that's really helpful to kind of see the difference that an individual might have in having a back and forth conversation or even answering a question on a topic that's outside of their interest or a topic that is difficult to them to talk about versus a topic that is an interest and is especially, if it's a passion and you see the speed of kind of speech improve, you see an engagement, but then it's a great way for me, then, to also kind of assess some of their social abilities, like do they do, is it, are they just focused on their perspective, or are they able to kind of do a back and forth with me, you know, kind of around that topic. So it's a, I use it as a tool, actually as kind of part of my assessment.
GM: Ah, That just goes right into the next question which is: do you ever use music in your practice and, if so, how do you do it? 
GS: Yeah, well so as I kind of mentioned in the in the kind of interviewing process, exploring the interest, but I view it for even more importantly, as a recommendation that I give you know to individuals and families for them to explore music, you know, for the reasons that I said in the first question, you know, that it can be a recreational activity, it can help continue to kind of grow social skills around the activity of interest. Personally, as a neurologist I think music has a lot of natural ability at connecting with people socially if you're participating in the music and making music, you know, so if you're playing an instrument or singing, you know, if you're able to do that with other people, you know, the importance of kind of pacing and connecting with those around you and then it's got the sensory motor loop, right, you're listening and then you're using your muscles to kind of perform. So it's got a lot of potential advantage from the standpoint of brain function from my neurological perspective, and if they like it, you know, then you're often attaching an area that needs work like sensory motor processing as an area that many autistics need to work on to make progress. And if they like music now you're attaching sensory motor learning and practicing to something that is enjoyable so you're going to get kind of a dopamine surge, you're going to have that kind of fondness attached to the practice and so you're more likely to continue to practice it and to come away from sessions feeling good you know after being involved in it so lots of potential therapeutic benefit.
GM: I’ve noticed through some of my interviews that there are some autistic who, music for them, it's not really that big of a thing or sometimes they don't even like it. And then, some are just very, very interested in it and it's like you're describing, it's great, it has great value for many different reasons. Have you seen anything in any published research about how neurology plays a part in the autistic individual who's really interested in music like, I don't know how to ask this question in a better way because it just came up for me just now, but I remember one of the people I interviewed yesterday, who is ZS. And he said, “I’d really like to see more published research on how neurology plays a part in autistics who really are just really into music and even have maybe a special gift or like you said, are consummate performers, so I guess I’m asking you this question.
GS: Yeah, no, it's a great question and I…because music is a personal passion of mine, I am interested in this question. I actually see this as something that I will pursue more in my retirement years because, unfortunately, my job prevents me from spending the time on this topic that I wish I could, but I think that, so I’ve only seen published literature, kind of these small individual cases in which they have taken individuals into doing kind of functional brain imaging, FMRI sequences, while individuals are either rehearsing music in their brain or actually performing you know, in some way. Where they kind of, they're able to control the environment and eliminate the movement artifact, which takes a lot of processing and it's very expensive and these are, where it has to be done in this kind of research environment. And just some really interesting results on kind of brain activation you know from looking at individuals, if you might use the term savant, you know, that have a savant skill in music. I think that I would love, also like ZS said, you know would love more research into us better understanding how music can play a role in helping kind of development in sensory motor processing or helping develop in social interaction. I think there's a lot of potential there but I haven't seen any sort of large scale studies.
GM: Okay, so moving on. So, for your clients who play musical instruments, whether they are, you know, really excellent musicians, or whether they just enjoy messing around on the guitar or whatever, um, how have you observed that this is meaningful for them in their lives? 
GS: So, I guess my most of my Internet connection is unstable, can you still hear me GM?
GM: I can hear you. You froze for a minute, but I could still hear you. 
GS: Okay alright. So. My biggest exposure, for I think individuals in music has been around my work that is done through the Adult Life Center that we run out of Seattle Children’s, called, The Alyssa Burnett Adult Life Center in which we have a number of music therapists on staff, and so we have individuals that are joining for one on one teaching sessions around music and then a number of individuals who participate in group sessions. A number of those individuals who are doing those sessions are also my patients in my clinic so I get to hear from them about that participation and kind of get to see the effects. I can anecdotally, from an individual case standpoint, you know, share that I think for a number of individuals music has been the critical element that has allowed them to engage socially with groups and then kind of grow, both in their own kind of performance ability, but really in just their participation ability and ability to kind of participate because you're participating around an activity that for these individuals, they enjoy it and I think they probably also feel, you know, pride in growth in their skill and ability. And so very, very cool to see that. You know, I have some stories of individuals who were really struggling with associated mental health, and I feel like it was a critical element of them participating, you know around centered around music, you know but really I think this key about kind of participating socially you know, around the area of interest it's been really cool.
GM: Yeah, I’ve read some articles for my literature review that talk about something called,
Community Music Therapy. It's sort of a new thing um, not new anymore, but these music therapists out of Canada really have found great results using this. So, how have you observed your clients feeling when experiencing the difference between listening to music and playing music?
GS: Sorry, can you repeat that question? 
GM: Sure, I’ll try to make it more clear.
GS: No it's okay, I was just writing down your thing about Community Music
Therapies for later, so go ahead.
GM: Okay So how have you observed your clients, how they feel when they experience the difference between listening to music rather than playing music?
GS: I think that listening, I feel like the listening to music seems to have a more pivotal role when you're talking about kind of individuals that use it as a calming strategy to help, either to help them to go to sleep at night, or you know to kind of help center them if they're emotionally dysregulated. Whereas I think that those who are doing music as a performance, then I feel like it is, gets into more of skill building, you know, a brain exercise. So, opportunity for social engagement and an opportunity for building self-esteem, you know, around a skill. So that's thinking about music from a therapeutic standpoint. I think that's how to separate listening from participating.
GM: yeah, someone suggested to me the other day that listening to music is passive and I said, “no, I don't think so”.
GS: Ha-ha! Yeah…
GM: I think it's active in a different way than playing music is…So, do you play a musical instrument?
GS: My voice, I do carry a tune, so I can sing, but I do not, yeah, I do not play any instruments. I played piano for a few years, when I was a youth, but just was not skilled at it enough to carry it into a routine and practice. So, unfortunately those ships have sailed. I did a good job though of getting several of my daughters guitar lessons when they were young and so they are guitar players, and so I get to kind of play guitar through their abilities. So, vicariously through them.
GM: So when you're when you're say hanging out with your daughters and they're playing guitar and you all singing together and how do you find that that's meaningful for you?
GS: It's almost beyond words. It's a time to connect with them. You know I view music in the brain as so deeply seated in our in our brains and it's, you know, I view it as connected to kind of our emotional circuits in the brain and so opportunities to play, to sing around the campfire, to join in when they're practicing, gives me a great kind of emotional uplift that is, I won't say unparalleled, but very few things match it.
GM: That's really good to hear. So, what is your favorite piece of music and why?
GS: You gotta be kidding me here, yeah, that's a great question. You know that's like the ultimate question. My favorite piece, so and I, how do I define “piece”? Am I defining “piece” as a single song or as something long? I guess, I could define it, however, I want, but…
GM: Well, and you can, it can be two or three pieces of music that you really like it doesn't have to be just one.
GS: Well yeah, so because I, because favorite…I very…actually you know it's like I have different favorites at different times in my life, you know so I’ve kind of gone through which…and I am one of those people…that I relate certain pieces of music to periods of my life and to even, you know, some of the individual songs to very specific events, you know, in my life. So. I will, I made a playlist of from influencers actually I call it, it's my influencer playlist, that has a number of artists that have influenced my listening and my appreciation of music over the years that the two that are the oldest influencers for me were The Beatles and Johnny Cash. And so. So I’ll just cite, A Day in the Life, as like a kind of classic Beatle’s song but representing this really just beautiful combination of being able to use music, both in the moment for the joy of the sound and the rhythm, but also the story that is told, both through the lyrics and through the music, just so thought provoking for me. You know moments in the song that you know again relate to early moments in my life that still trigger this kind of emotional response, even on the thousandth time I’ve heard the piece.
GM: That’s fantastic, that's good to hear. I think that's the same for me as well; I relate different pieces of music to different times in my life, different events that have happened and I find it helps me to process some things from the past that I tried to avoid processing at the time, I can look back now.
GS: That's great.
GM: So just to wrap this up, is there anything else, that you would like to share with me about your thoughts or experiences regarding music that we haven't talked about yet?
GS: yeah you know just wanted one of the things that I’ve thought about music and I’ve thought about, you know, being of the age that I am now where I’m kind of in this second half of my life and I’m kind of on the Ark of life. And yeah, I have perspective now thinking about how there are certain things that are so dominant in a person's life, but yet are constrained to a period of time, you know, like, college, university, you know it like dominates your life and then, but then it's gone, it's kind of in the past, and you have fond memories of it but it's no longer active and there are a lot of things like that that are hugely dominating your life, but then kind of go away and there are really, it really, only a few things that are highly Important for your entire life. You know, I think one of them, for me, and again this is individual and perspective, so this is not going to be for everybody, but, for me, you know family is one of those things that's huge in my life and it's throughout my life and music is another one of those things that you know, for me, I have these songs from my childhood that I still listen to and I have musical interests that yes, the musical interests change but there's this constant theme of how it plays across my life.
So, and I think, where I relate that to my clinical practice is again this concept for individuals and families to have activities, some sort of recreational joy, enjoyment that can sustain across multiple decades. I think there's a lot of value in that. And I see music, as if a person has an appreciation for music, I can I see it, as you know, kind of a vital component of their life in numerous ways. 
GM: Thank you so much, Dr. Stobbe, I really appreciate your insight.
GS: GM I really did…I had neglected to even look at what you were going to ask me about until just before we joined, I looked at it…and really excited that you're doing this. I’m hoping that you continue to kind of pursue this and I hope we get to talk about this more again because I, as I kind of mentioned, I do have a very strong interest in this, and from a variety of different perspectives and so, would love us to chat more about it at some point in the future. 
GM: Thank you, I would really love that. That would be great.
GS: Okay, all right well thanks again. 
GM: you're welcome and have a great day. 
GS: Okay bye-bye.
GM: Thanks bye-bye.




