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Introduction: Self-determination is a fundamental human right positively related 
to quality of life. However, Autistic people are reported to be less self-determined 
than non-autistic people. We aimed to (1) understand what self-determination 
means to Autistic people from their perspective, (2) explore their perceptions of 
current barriers to being self-determined, and (3) learn from Autistic people about 
how they would like to be supported to be self-determined.

Methods: Semi-structured interviews were done with 19 Autistic adults without 
co-occurring intellectual disability. Data were analyzed by three Autistic and 
two non-autistic researchers through an iterative process of data familiarization, 
coding, and theme development, informed by reflexive thematic analysis. Autistic 
Community Partners (ACP) were also engaged throughout the study, and provided 
substantive feedback on all methods and results.

Results: Self-determination held the same meaning for Autistic people as non-
autistic people. More specifically, participants discussed having the opportunity 
and support to make choices and decisions in life without unnecessary control 
from others. Experiences of self-determination were centered around: (1) lack 
of opportunity, influenced by ableist expectations and discrimination, and (2) 
executive processing differences that interfered with choice and decision-
making. Desired areas of support related to providing opportunities to (1) make 
choices and exert autonomy, (2) be supported to unmask and be valued as one’s 
authentic Autistic self, and (3) offering pragmatic support for executive processing 
differences.

Conclusion: Autistic adults desire to be  self-determined and can flourish 
with support, as they determine to be  appropriate, which might look different 
from support commonly offered or sought by non-autistic people. Although 
individualized support was discussed, the ideal desired support was for an inclusive 
society that values and respects their neurodivergence, rather than imposing 
ableist expectations. An inclusive society is only achievable through reduced (or 
eliminated) stigma and prejudice against Autistic people.
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1. Introduction

Self-determination refers to one’s ability to act as the causal agent 
in one’s life, to have the capacity to choose and to have choices 
regarding one’s quality of life free from undue external influence or 
interference (1–3). Self-determination is a fundamental human right, 
regardless of disability, as confirmed in the 2006 United Nations 
Convention on the Rights of Persons with Disabilities (4, 5) p. and 
ratified by Canada in 2011. Developing self-determination skills over 
one’s lifespan enhances quality of life and supports positive 
employment experiences, independent living and community 
inclusion, including for Autistic individuals (2, 5–7). However, 
Autistic individuals experience less self-determination than their 
non-autistic peers, including peers with other developmental 
disabilities (5, 8–10). There is often an assumption that Autistic people 
without co-occurring intellectual disability have more positive 
outcomes than those with co-occurring intellectual disabilities across 
a variety of factors associated with self-determination in adulthood 
(e.g., functional independence, engagement in daytime activities, 
participation in paid employment, quality of life) (11). However, 
research evaluating the relationship between self-determination and 
intellectual disability has mixed results (11, 12).

Why might Autistic individuals, including those without 
co-occurring intellectual disability, be  less self-determined than 
others? Having the capacity to be self-determined, usually attributed 
to personal abilities, is necessary. Furthermore, opportunities to 
be self-determined, usually attributed to external factors, is vital (3). 
However, autism stigma and prejudice influence perceptions of 
capacity and opportunities to be self-determined.

The capacity to be self-determined, such as one’s knowledge 
and abilities to set goals, make choices, and monitor progress, as 
well as the ability to identify necessary supports and 
accommodations, or engage in supported decision-making, is 
essential to be  self-determined (3, 13). Challenges with social-
communication (based on standardized measures), depression, and 
differences in executive processing have been shown to predict 
lower self-determination in Autistic youth, including those without 
co-occurring intellectual disability (11, 13). Autistic people often 
rate their capacity higher than others (e.g., parents, teachers) (13). 
Discrepancies in reporting between stakeholders is common, and 
it remains unknown whether Autistic people overestimate their 
skills or others underestimate their skills (11). However, regardless 
of capacity, one cannot be self-determined without opportunities 
to do so. Having opportunities to be  self-determined are also 
essential, yet Autistic people, including those without co-occurring 
intellectual disability, often lack opportunities to be  self-
determined across environments such as home and school (3, 11, 
13, 14). Autistic people may need more support and practice to 
develop the skills necessary to be self-determined than non-autistic 
people, and evidence-based interventions to promote skills 
necessary for self-determination, such as those that teach self-
advocacy, choice-making, goal setting and problem-solving, exist 
(3, 15). However, these interventions are uncommonly 

implemented (2, 10). Furthermore, in addition to capacity, or 
support for capacity, and opportunities to be self-determined in 
one’s daily life, societal barriers exist that may preclude self-
determination more broadly.

Stigma might significantly contribute to decreased opportunities 
for self-determination. Autistic people commonly experience stigma 
and prejudice, including discriminatory attitudes and actions (16). 
The pervasive nature of stigma has a profound impact on the lives of 
Autistic individuals, extending far beyond prejudice or discriminatory 
attitudes. This deeply ingrained societal bias can perpetuate 
misconceptions, stereotypes, and misunderstandings about autism, 
thereby perpetuating the cycle of stigma. For instance, in high school 
academic settings, Autistic people may encounter lowered 
expectations, inadequate support, and even discrimination through 
overt exclusion from mainstream classrooms due to misconceptions 
about their abilities (17). This lack of equal educational opportunities 
can severely hamper their self-determination by limiting their access 
to knowledge, skills, and resources necessary for personal growth and 
success (17). Stigma can also increase camouflaging, limit social 
connections, and negatively influence mental and physical health (16). 
Autistic people may internalize stigma, decreasing their feelings of 
self-worth (18).

1.1. Objectives of the study

To our knowledge, no study to date has explored nuances of the 
complex array of internal (e.g., personal characteristics) and external 
(e.g., opportunity, stigma) factors that influence self-determination, as 
well as desired strategies to support self-determination, from the 
perspective of Autistic adults without co-occurring intellectual 
disability. This study aimed to (a) understand what self-determination 
means to Autistic people from their perspective; (b) explore their 
perceptions of current barriers to being self-determined, and (c) learn 
from Autistic people about how they would like to be supported to 
be self-determined.

2. Methods

2.1. Theoretical and methodological 
approaches

This study is situated within an interpretive constructivist 
approach, which aims to understand and interpret participants’ 
subjective experiences within an inherently complex social world (19). 
Within this paradigm, this work is strongly influenced by self-
determination theory (SDT) (1) and the Social Model of Disability 
(SMoD) (20).

SDT acknowledges the influence of external regulatory 
mechanisms to enhance or hinder motivation, autonomy and choice. 
Ryan and Deci (1) suggest that three basic psychological needs must 
be  satisfied for someone to be  self-determined. The first need, 
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autonomy, refers to having some choice or control over what happens 
or what one does. The second need, competence, refers to feeling 
capable and having a sense of accomplishment or mastery. Finally, the 
third need, relatedness, refers to belonging and connection to others, 
including support from others.

The SMoD offers a helpful critique against a deficit-oriented view 
of disability that was traditionally focused narrowly on physiological, 
anatomical or neurocognitive deficits. SMoD scholars and advocates, 
largely individuals who experience disability, seek liberation from 
identified stigma and oppression related to conceptualizations of 
disability and ensuing social exclusion and limiting social structures 
(20). They argue that disability is not located with the individual 
themselves but rather is “constructed” by social factors and 
impediments that restrict meaningful social engagement and 
participation and equitable access to opportunities.

This study was embedded within a larger study that utilized 
participatory research methods to address our research objectives 
specific to Autistic adults who do and do not experience co-occurring 
intellectual disability (21, 22). Engaging people from the Autistic 
community as part of the research team helped ensure that the 
research aligns with their needs and priorities, reduces translational 
barriers, and aims to disrupt ableism that has, historically, been 
prominent in autism research (23, 24). Autistic (n = 3) and non-autistic 
(n = 2) researchers and additional team members from the Autistic 
community (n = 4; hereafter called ‘Autistic Community Partners’) 
were partners throughout the research process, from conceptualization 
to dissemination. Autistic Community Partners (ACP) met monthly 
with core research team members. They collaborated in designing the 
interview guide and recruitment strategies and throughout data 
analysis, interpretation, and dissemination. The ACP were fairly 
compensated for their time, as recommended by Nicolaidis and 
colleagues (22).

2.2. Positionality of the research team

Our team comprised three Autistic and two non-autistic 
researchers. STH is a non-autistic ally with over 20 years of clinical 
and research experience related to autism. JR is an Autistic 
Ph.D. candidate studying the self-determination of Autistic adults 
with intellectual disabilities. EC is a graduate student in counseling 
psychology and identifies as an Autistic lesbian woman. HB is an 
Autistic professor who researches thriving and belonging for Autistic 
people. AX is a non-autistic educator with more than 15 years of 
experience working with diverse groups of child and adult learners. 
Our team also included a robust team of Autistic community partners 
from diverse educational and demographic backgrounds. CD is an 
Autistic Registered Social Service Worker finishing a second 
Bachelor’s degree in Disability Studies and Psychology. AL is an 
Autistic university alumnus with a Bachelor’s degree in Computer 
Science. AK is an Autistic person, university student, and supporter 
for other Autistic people. AB is an Autistic person, a parent of an 
Autistic child, and an advocate for child and disability rights for 
people of all abilities. Given the researchers’ diverse identities, the 
team co-analyzed all data and engaged in multiple discussions about 
potential biases and assumptions that may emerge due to their lived 
experiences. This process provided a system of peer examination that 
was crucial in making decisions on how to organize best and present 

the data, as well as provide relevant recommendations 
for improvement.

2.3. Inclusion criteria and recruitment

Ethical approval was obtained from the University of Alberta. All 
participants provided informed consent online and again verbally at 
the start of the interview. Inclusion criteria were (1) 18 years and older, 
(2) identifying as Autistic, including those who were diagnosed by a 
professional(s) and/or those who self-identify, (3) without a 
co-occurring intellectual disability (self-report), and (4) ability to 
complete an interview verbally or through text in English. Potential 
participants were recruited through email listservs and research 
recruitment webpages of autism support organizations in Alberta and 
through social media channels (e.g., Facebook pages) intended for the 
Autistic community (including open pages and closed membership 
for Autistic people). We aimed for a sample size of approximately 20 
participants, which the team agreed would likely allow us to achieve 
data adequacy (25, 26).

2.4. Data collection

Semi-structured interviews, 30–60 min long, were done using 
Zoom (n = 17; camera on: n = 16; camera off: n = 1), telephone (n = 1), 
or email correspondence (n = 1). Example questions from the 
interview guide are provided in Table 1. Questions addressed all three 
psychological needs outlined in self-determination theory, but focused 
more autonomy than on competence and relatedness because Ryan 
and Deci noted that support for autonomy often supports increased 
satisfaction for competence and relatedness (1). Based on our pilot 
interviews and feedback from our ACP, varying options for language 
were provided in the interview guide to increase clarity, including the 
option to use the broad term ‘self-determination’ or the terms ‘choices’ 
and ‘decisions’ as deemed appropriate in each interview.

Given the opportunity of an Autistic or non-autistic interviewer, 
60% of participants chose an Autistic interviewer, and 40% of 
participants had no preference (thus were interviewed by a 
non-autistic interviewer). Interviews were recorded and automatically 
transcribed through Zoom (n = 17; checked for accuracy against audio 
recording and cleaned when necessary), recorded with a digital audio 

TABLE 1 Semi-structured interview guide.

Draft interview questions

 1. Tell me about why you decided to participate in this study?

 2. Do you get to make choices in your day?

 3. What kind of choices are important to you?

 4. Tell me about times when having a choice is not important to you.

 5. What does self-determination mean to you?

 6. What kind of support, if any, do you need/like for making choices or decisions/

to be self-determined?

 7. Are there people in your life who let you make choices/be self-determined?

 8. Are there people in your life who do not let you make choices/be self-

determined?

 9. Do people take your feelings/ideas/opinions seriously?

 10.Do you feel accepted by the people around you?
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recorder and transcribed manually (n = 1 telephone interview), or 
used text provided (email). All transcriptions were anonymized by 
removing names of people and organizations. All participants were 
from Canada or the United States for the feasibility of timing and 
provision of gift cards. A pseudonym was chosen by or assigned to 
each participant.

2.5. Data analyses

Once transcribed, data were analyzed by three Autistic and two 
non-autistic researchers through an iterative process of data 
familiarization, coding, and theme development, informed by reflexive 
thematic analysis, which is appropriate for research that desires to (1) 
create actionable outcomes, and (2) situate experiences in broader 
socio-cultural contexts (27).

Initial coding was an iterative process done in multiple stages. All 
transcripts were reviewed by four core research team members (STH, 
JR, EC, AX) to address research question #1 (What does self-
determination mean to Autistic adults without co-occurring 
intellectual disability?). To address the second (barriers to self-
determination) and third (desired ways to be supported) research 
questions, three team members (STH, EC, AX) coded all data using a 
color-coded spreadsheet. Then, two team members (JR, STH) 
embarked on initial theme development, informed by the basic 
psychological needs put forth in self-determination theory: autonomy 
(self-directed freedom), competence (confidence in one’s ability), and 
relatedness (trusting and respectful relationships) (1). All codes from 
the spreadsheet were physically printed, and two team members used 
mind mapping to explore and understand relationships between ideas 
(28). Themes and subthemes underwent multiple iterations by the 
core research team and ACP. Numerous data excerpts supported the 
final theme and sub-theme development.

Rigor was demonstrated by established methods of trustworthiness 
and authenticity, including: reflexive journaling and dialog between 
team members, prolonged engagement by team members immersed 
in autism research, interdisciplinary team composition, and 
engagement of team members with lived experience (29).

3. Results

Participants included 19 Autistic adults (mean age = 34.8 years, 
range 18–62 years) who represented diversity across many demographic 
variables. See Table 2 for a summary of participant demographics.

Findings from our qualitative analyses, including 
conceptualizations of self-determination and developed themes 
related to barriers to self-determination and desired ways to 
be supported to be self-determined, are summarized in Figure 1 and 
described in detail below.

3.1. What does self-determination mean to 
autistic adults?

Self-determination held the same meaning for Autistic people as 
non-autistic people. More specifically, participants discussed having 

TABLE 2 Participant demographics.

Age (years)

Mean 34.8

Range 18–62

Identified gender (n)

Woman 6

Man 6

Non-binary 1

Transfeminine 1

Autigender 2

No answer 3

Geographic location (n)

Canada 11

USA 8

Who diagnosed? (n)

Self-diagnosis 3

Health care provider 16

Educational attainment (n)

High school 2

Current college student 2

Current university student 3

College diploma 3

Undergraduate degree 4

Graduate degree 5

Employment status (all that apply; n)

Not employed 9

Employed full time (35–40 h/week) 3

Employed part time (20–30 h/week) 4

Full-time student 5

Part-time student 2

Living situation (n)

On own 8

With others 11

Relationship status (n)

Single 11

Partnered 6

Prefer not to say 2

Does your income meet your needs? (n)

Not enough 5

Just enough 9

More than enough 5

Preferred terminology (n)

Autistic person 13

Person on the autism spectrum 3

Person with autism 1

No preference 2
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influence over what happens in their lives, including opportunities and 
support to make choices and decisions without unnecessary control from 
others. For example, Freda passionately stated, “I’m in charge of me…
everything that has to do with me. Choices about my own agency…
and I include in that pleasure and wanting to be who I want to be, like 
presenting my true self.” Kyle felt self-determination allowed him to 
flourish because it “is one path that allows a certain level of freedom 
or opportunities,” and Stephen commented that it was essential to 
“actively participate in life, not just exist.” Paul defined self-
determination as:

…a combination of a person's drive and ability to make choices. 
One who has a lot of self-determination is very passionate about 
the things they do and are able to make clear choices regarding 
their life…the ability to choose to do the things necessary for a 
happy, healthy life, but still maintaining success in their other 
affairs. It's a sense of functioning independently. This doesn't 
mean they need to do everything alone, but they are capable of 
functioning as an individual in their own way.

Multiple participants discussed how self-determination co-existed 
with meaningful relationships and partnerships, including family and 
parenting responsibilities. Although Kyle affirmed the value of 
freedom in making choices and decisions, he also acknowledged that 
interdependence is important because “having a group to lift you up 
or care for you  is important for health and wellness.” Veronica 
acknowledged that “of course, I  work with my husband for our 
finances and where we  want to live and that kind of stuff, but 
day-to-day I’m pretty free to do whatever I want … [and] being able 
to plan what happens to me during the day is important to me.” Nancy, 

a married mother of four younger children, indicated that she adores 
parenting, but it required significant compromise:

I get to make choices about my day-to-day stuff but it feels like 
those choices … [sighs] kind of get compressed when the kids get 
home… it’s chaotic for even neurotypical people, but when 
you layer in, y’know, your obligation to your kids and also your 
own neurodivergence, it’s a very hard balance.

When asked about what choices in life were most important, 
participants highlighted a variety of choices where they felt having 
autonomy was critical, including daily tasks such as sleep schedules 
and how one spends their free time and/or money, as well as longer-
term choices such as “what I want to do with my life” (Stephen). Some 
participants, like Emma, felt “All of them…what I do with my time, 
what I  spend my money on, where I  go, all of that. It kind of 
determines how your life will go when you make those decisions.” 
Notably, although no prompts were given related to specific areas in 
which participants wanted to feel a sense of autonomy, eight out of 19 
participants commented that control over food was important. For 
example, Nayeli stated “Stuff around food! I have a lot of taste and 
texture stuff going on, so being able to choose what I can and cannot 
eat, that’s important.” Similarly, Dani commented that “It’s definitely 
nice having control over what I eat…I like having control over my 
food.” Furthermore, seven out of 19 participants commented that 
medical autonomy was essential. For example, Tia stated, “I want more 
medical autonomy, including being able to control the sharing of 
my information.”

Overall, most, but not all, participants felt that they had 
opportunities to be  self-determined in some areas of their lives. 

FIGURE 1

Summary of qualitative analysis.
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However, all participants also expressed barriers to being self-
determined related to their experiences as an Autistic person.

3.2. Barriers to being self-determined

Barriers to being self-determined crossed all three psychological 
needs outlined in Deci and Ryan’s (1) self-determination theory, 
centered around both opportunity for and capacity to be  self-
determined. More specifically, experiences of self-determination were 
centred around: (1) lack of opportunity and autonomy, often related 
to ableist expectations and discrimination (autonomy, relatedness), 
and (2) executive processing differences that influenced choice-
making (competence).

3.2.1. Theme 1: self-determination is thwarted by 
lack of opportunity and discrimination

While the participants in this study tended to define self-
determination in the same way that non-autistic people do, most 
(n = 14) participants discussed experiences, past and present, of 
limited opportunities to be self-determined. Many of the factors that 
contributed to these limited opportunities were externally imposed 
upon our participants, based on ableist expectations for the choices 
one makes and discrimination related to the needs and abilities of 
Autistic people. Marcy’s comment, which reflected comments by other 
participants, reinforces these experiences:

I was expected to fit into a certain box and I wasn’t given the 
choice to have anything different … My needs that I would try to 
speak up for were very quickly taught that they weren’t acceptable 
needs to have, they were above and beyond …those lack of choices 
hurt me the most when I don’t get to say ‘hey wait, no. There’s a 
person in here that is being deprived of a need’. If it was somebody 
else… nobody would be acting this way. If the lights are too bright 
and I’m asking for them to be not as bright, that's no different to 
me as somebody who's hungry and asking for food. But, to other 
people it’s ‘oh, you’re just being spoiled. You just want it your way. 
It’s not that big of a deal, you should just deal with it’.

Some participants felt that they were thwarted opportunities to 
be  self-determined across all areas of life. For example, Nayeli 
expressed that “society and its push to make people like me fit in limits 
and does not let me make choices.” Veronica stated, “neuro-typicals 
like to limit us because they cannot see what we are capable of. We’re 
just trying to live our best lives and neuro-typicals keep telling us to 
stop.” Other participants felt that they lived relatively autonomous 
lives as adults, but still expressed a lack of opportunity in daily choices, 
described as “limited options” (Tia), that “available choices seem 
constrained, limited, or come with predetermined outcomes” (Callie), 
or “not getting much of a say in how it looks or what it could look 
like… only related to already established routines” (Marcy). The lack 
of opportunity to be self-determined was frustrating for participants. 
For example, Emma expressed frustration at the lack of being given 
the opportunity to do daily activities that she knew she was very 
capable of doing, “I cannot choose what to eat … or how to spend my 
time, I’m, like’Oh, I want to do this, but I cannot.’ It’s very stressful.” 
Kawhi reflected on negative experiences with self-determination when 
he was younger that strongly influenced his desire for autonomy in his 
current life,

If the choice concerns me, I should have a part of it and I feel 
frustrated if it does not … it’s the idea someone thought they 
could speak for me, neglecting the fact that I had my own voice 
and neglecting the fact that I have the ability to advocate and 
speak for myself. I see this thing where it’s simply just disrespectful 
if someone does that … it’s different if it’s consensual but it’s also 
something where it almost makes you  feel lesser because that 
person sees it …that they can speak for you, even if they may not 
actually know you best.

The negative judgments of others related to participants’ desires 
and preferences often led them to doubt their ability to make 
appropriate choices. In particular, four participants reflected that the 
lack of opportunities to be  self-determined contributed to these 
doubts. For example, Kanti stated, “I was never really allowed to be an 
independent person, so I’m not a very secure person in my own 
judgment. Often there’s a lot of imposter syndrome and such, so I’ll 
fret about whether I’m making the right decisions.” This sentiment was 
also echoed by Nayeli who said, “On one hand, making choices allows 
me to say ‘no’, but on the other hand, it can be anxiety provoking 
because I worry about making the wrong decision.” The impact of 
restricted opportunities earlier in life on the confidence for 
autonomous decision-making can be clearly seen in Marcy’s continued 
reflection, “now I feel like I have to have permission to do things … 
and I’m afraid if I just go forward …and do whatever I think to do, 
that I’m going to get in trouble for it, or misunderstand what I was 
supposed to do …” Their repeated experiences of being denied 
opportunity, including during their childhood, led to chronic feelings 
of self-doubt as shown by Marcy’s next words, “So, with everything 
that I choose to do [as an adult], there’s always that voice in the back 
of my head that’s [saying], ‘What if you are choosing wrong? What if 
this is going to end up going badly for reasons that you  cannot 
anticipate until it will be too late?’”

It is noteworthy that three of the five participants who did not 
discuss a lack of opportunities to be self-determined throughout life 
were recently diagnosed Autistic. These participants felt that they were 
only given opportunities for autonomy in their lives because they did 
not have an autism diagnosis growing up. For example, Nancy stated 
that she thinks, “as soon as that label gets slapped on you, ‘Oh, you are 
autistic’, then they automatically start, y’know, just those stereotypes 
that people expect that, ‘Oh all autistics must be the same, this is how 
you have to be treated.’” Similarly, Callie stated that she was “able to 
make choices in my day because most people aren’t aware of my 
autism…when people know I am Autistic it creates problems.”

Many (n = 13) participants also discussed how neuro-normative 
expectations and their fear of social censure/exclusion, led them to 
mask or camouflage obvious signs of their autistic traits or 
characteristics, despite their discomfort with doing so. For example, 
Alex emphatically stated that he “needs to mask to be respected … so 
the vast majority of us (Autistic people) always need to be masking,” 
and Freda reported that they “do not feel safe unless they mask.” Kawhi 
stated that his choice to mask or camouflage was a form of being self-
determined because “choosing to mask … maintains equality and 
preserves an opportunity for me to show [colleagues] I can achieve.” 
Tia agreed that masking was a form of self-determination, but also 
described that masking or camouflaging lead to “feel [ing] miserable 
all the time” because it meant “doing things that felt wrong and bad” to 
her. Further complicating the issue, some of the participants described 
that needing to mask their feelings of distress or discomfort (for 
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example from sensory sensitivities) often hid their subjective 
experience from others. While this might be protective from social 
disapproval in the short term, it also meant that friends, family or 
colleagues might not truly understand their lived experiences, which 
impeded their ability to gain their support in their daily lives. For 
example, Tia described that she masked a lot growing up and as a result, 
her family “did not know that I could be experiencing reality in such a 
different way than them. Like that just did not occur to them…so I just 
stopped asking for help.”

Overall, 17 of 19 participants discussed how ableist expectations 
and discrimination limited self-determination for Autistic people 
through limiting opportunities and/or decreasing one’s confidence in 
their ability to make appropriate choices and decisions, and in limiting 
their ability to present as their authentic Autistic selves. In addition to 
these externally imposed barriers, all participants discussed how 
differences with various aspects of executive processing influence their 
capacity to be self-determined.

3.2.2. Theme 2: executive processing differences 
make choice and decision-making difficult

While all participants highlighted the importance and benefits of 
having the opportunity to make their own choices, all participants also 
discussed barriers to self-determination related to their perceived 
competence to make choices and decisions in daily life. Although, as 
previously discussed, some participants doubted their ability to make 
appropriate choices due to experiences with ableism and 
discrimination growing up, all participants did discuss challenges 
related to their executive processing abilities, which are necessary for 
goal-directed behavior. In particular, participants discussed challenges 
with emotional regulation, organization, initiation and planning, 
shifting attention, and flexible thinking as related to their competence 
to be self-determined. Of note, 11 participants were co-diagnosed 
with attention-deficit hyperactivity disorder (ADHD) and seven 
participants were co-diagnosed with anxiety disorder (five of whom 
were co-diagnosed with both additional diagnoses), and often 
attributed struggles to these co-diagnoses more than autism. However, 
all participants without these additional diagnoses also discussed the 
impact of executive processing differences on their ability to 
be self-determined.

Almost all participants (n = 16) felt that choice-making was 
overwhelming. In particular, 11 of these participants discussed that 
having “too many choices” was overwhelming. For example, related 
to multiple choices, James said “I have to be very careful with that. 
I hit ‘decision paralysis’ if I’m not careful. I tend to go into a loop in 
my brain over and over and over again, and have to find a way to step 
in and stop myself.” Similarly, Nancy said, “I do not deal well with 
multiple choices …. I find that I get stuck in this indecision of not 
being able to make a choice at all, despite the options present.” To 
support decision-making, Nayeli felt that she often made misguided 
choices because “I just pick something and hope it works because the 
decision-making choice is overwhelming.” In addition to stress 
caused by the need to make choices, several participants described 
how stress from other areas of life made choice-making more difficult. 
For example, Paul, who had to navigate university exams, stated, “… 
it gets worse based on stress levels as well. So, like, the more stressed 
I am, the more I am unable to make those basic human decisions.”

Three participants commented that making choices was difficult 
when there are many steps involved in a task or coming to a final 

decision, and they had to organize their thoughts or plan toward an 
informed choice. Keasik felt that “choice makes task initiation harder,” 
and described the process of making choices as a ‘tangled decision 
tree’. Using the example of a seemingly routine activity of daily living, 
she shared,

I live alone… I have total autonomy. It’s actually a little stressful 
because I have more choices than I want. Some decisions are so 
overwhelming, like, for example, the decision to clean my 
apartment. I would really like to clean my apartment, but there are 
a lot of things to do and where to start. It’s so overwhelming that 
I just never start.

Four participants discussed experiences with inflexible thinking 
or being so detail-focused that it interfered with decision-making. For 
example, Kanti reflected that their need to learn everything about the 
options limited their ability to make seemingly simple choices, “my 
obsessiveness of autism means, like, I will read for a week which kind 
of hand mixer is best before making a decision … I cannot just make 
a snap decision and asking me to gives me anxiety.” Reflecting on 
difficulties he has making decisions at work, Serge lamented, “Not 
everybody who has difficulties in a ‘gray zone’ is Autistic, but Autistic 
people will have challenges and count me in.” To support his ability to 
determine the best course of action, Serge often relied on frameworks, 
policies and parameters to help guide him, yet, acknowledged that this 
strategy could lead to further problems due to a lack of flexible 
thinking: “Once I [use] a framework or policy or a parameter, maybe 
I  stick to it too much, without giving [my attention] to new 
information, to new possibilities.” Serge seemed to be highlighting that 
his executive processing differences could lead to challenges with 
decision-making in contexts where there may be  ambiguity, 
uncertainty and/or conflicting factors; yet at the same time, one of his 
key strategies for navigating such circumstances (relying on 
frameworks/policies) could reinforce inflexible thinking, which in 
turn further hampered his ability to make the best decision. Veronica 
felt that she was able to make decisions, but had difficulties with 
changing her decisions, reflecting challenges with flexible thinking. 
She was fervent in her feelings that,

“once I decide something, then I appreciate it if somebody doesn’t 
try to change it. I’d rather know ahead of time if I need to think 
about it differently in order to come to my decisions about what 
I’m going to do. Being upfront … but it seems to me like 
neurotypical people put priorities opposite. I like to know what’s 
important first and then I can make a decision that works for me. 
And when I’ve come to a decision and somebody tries to make me 
change my mind … it’s the change part that’s hard. The change is 
really hard.”

Difficulties shifting focus were discussed by three participants. 
Both Freda and James used the term “hyperfocus” to describe their lack 
of choice in changing an activity. James unpacked this experience as 
he “hits the hyperfocus element of ADHD and autism fairly frequently 
…and [does not] have a choice in what I’m doing at a given time.”

Despite our participants’ unanimous agreement that they 
experienced challenges that decreased their opportunities and capacity 
to be self-determined, they offered many concrete strategies to support 
their and other Autistic people’s ability to be self-determined.
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3.3. How do you want to be supported to 
be self-determined?

Participants discussed that self-determination does not preclude 
their desire or need for support from others. Rather, obtaining support 
on one’s terms enacts self-determination. They desired support across 
all three psychological needs outlined in Deci and Ryan’s (1) self-
determination theory, also centered around both opportunity for and 
capacity to be self-determined. Their desired strategies to increase 
opportunity reflected (1) opportunities to make choices (autonomy), 
and (2) to feel supported to unmask and be valued as their authentic 
Autistic selves (relatedness). Participants also identified numerous 
strategies that (3) could provide helpful pragmatic support with 
executive processing (competence).

3.3.1. Give me more opportunities to make 
choices

As indicated, a barrier to self-determination was a lack of 
opportunity, often due to a presumed inability to make appropriate 
choices. As such, many participants discussed a desire just to be given 
opportunities to make choices and exert autonomy, including having 
others adopt a presumed-competence approach, with their “choice 
actually listened to and validated” (Marcy).

As mentioned previously, many participants felt that decisions 
around food and medical autonomy were especially important. The 
desired strategies focused on respecting individuals’ choices based on 
an appreciation for their unique sensory experiences, rather than 
assuming a lack of capacity to make appropriate decisions. For 
example, Nayeli’s comment reflected the sentiment of multiple 
participants, when she said, “other people aren’t the ones who have to 
live with my sensory stuff and anxiety, [so] I need to be able to accept 
and reject things on my own terms.”

Many participants expressed a strong desire for others to 
demonstrate confidence in their ability to make choices, starting in 
childhood. For example, Dani discussed that as an adult, their parents 
have begun to “let me make decisions[they] do not always agree with 
my choices, [but] at this point, I’ve proven that I’m capable.” However, 
they went on to reflect, related to their desired leisure activities that 
differed from what their parent perceived they should do, “when I was 
a younger adult my mom definitely struggled with some of the 
decisions I made and was not always super supportive…she was not a 
fan of them, and she made it very clear that she was not a fan of them, 
and it became sort of a source of strife.” Therefore, participants also 
discussed the importance of ensuring that Autistic people, across the 
lifespan, are not told that their choices and desires are “wrong”,1 when 
they might just be different from what other people might have chosen.

3.3.2. Support me to unmask and be valued as my 
authentic autistic self

Along with the desire for others to validate their choices, 
participants expressed a strong desire to feel respected for their 

1 Our participants discussed experiences with daily choices, such as leisure 

(e.g., not wanting to participate in a sport) and self-care (e.g., food preferences) 

activities. We acknowledge that exerting parental control to try to keep one’s 

children safe and healthy may be required by parents.

choices. This feeling inherently reinforced participants’ desire to 
be valued as their authentic selves, including the nuances of their 
Autistic experience that might make them unique. Many 
participants expressed a desire for non-autistic people in their 
social and work networks to “just be comfortable with me being 
myself ” (Stephen). Some participants, like Kanti, discussed how 
“neurodiverse advocacy is a passion of mine and I’ve been working 
toward presenting myself authentically as opposed to the 
homogenized acceptable version that I had been living most of my 
life.” However, multiple participants felt that they could not 
“unmask” without support and validation from others. For example, 
Tia stated, “I have masked for so long that I do not know how to 
unmask around other people. I  need support learning how to 
even unmask.”

All participants wanted broad societal acceptance and inclusion. 
However, most participants discussed that, rather than waiting for 
broader societal change that embraces neurodiversity, they strive to or 
have already surrounded themselves with others who are supportive 
and on whom they can rely and feel emotionally safe to be  their 
authentic selves. For example, Kanti went on to express that, in pursuit 
of their passion to live authentically, they “have worked very hard to 
build a community around myself of kind of like-minded people, so 
there’s a certain kind of mutual understanding, and I find a lot of 
acceptance in that.” Similarly, James appreciated support from 
“accepting others, like my family who I can rely on.”

3.3.3. Pragmatic strategies for supporting 
executive processing differences

Even though the type of strategies that we asked about was open-
ended, 13 of 19 participants articulated strategies that others could 
enact to accommodate their executive processing differences.

Many participants (n = 11) specifically identified a desire for 
others to scaffold choice and decision-making by providing clear and 
direct communication about their potential choices. For example, 
Freda stated that making choices is much less overwhelming with 
concrete support: “Pros and cons are great, like having more 
information about what the choices are is very helpful…[and] 
explanation for what happens after that,” and several participants 
indicated a preference for having lists that clearly outline available 
choices. Freda also appreciated if others could help them “categorize 
choices so it’s easier for me to understand and not feel overwhelmed,” 
providing an example of categorizing mustard at the grocery store, “if 
it was all just mustard all mixed together [at the grocery store], that’s 
overwhelming. But, if it’s ‘these are the Dijon, these are the ones that 
are spicy, these are the honey mustards’, that is less overwhelming.” 
Of note, Freda also articulated the importance of reinforcing the 
autonomy to make the choice to say “no,” when they articulated how 
they “like being explicitly told that I can make the choice because 
I will default to what I’m told. I do not assume that I have a choice…
literally just being told that I have the option to make a choice, and 
that I’m safe to.”

Three participants specifically discussed that providing more time 
for them to come to a decision was very important. For example, Kanti 
expressed that “I appreciate not having to worry about a time…I’m 
able to make an educated decision when I can think fairly calmly, or 
as calm as I can get without having to worry about an extremely short 
time constraint.” Marcy also articulated the benefits of being given 
“extra” time to evaluate options:
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I think that having more kind of time to process things would 
be really helpful because a lot of times what my first judgment call 
might be, is not what I end up like kind of sinking into as time goes 
on, and I process something. So, like having time to change my 
mind..and support around knowing the options, knowing that I have 
time to process the options, knowing that I can change my mind 
around the options, especially with new information coming in.

Tia’s powerful statement reflected the benefits of offering support as 
part of fostering autonomy, and not as a way to exert external influence 
or interference, “I’m afraid of asking too much of people, but I really 
want people to offer help so it does not always feel like I’m asking. 
I guess I’m always afraid of, like, asking too much of other people.” 
Offering this support without needing or expecting Autistic people to 
ask can help create opportunities for success, which is important to 
instill confidence in their ability to make appropriate decisions.

Participants frequently expressed a desire for pragmatic support, 
particularly regarding activities of daily living. Tia, for instance, 
mentioned that while she manages her own finances, her parents 
handle her car insurance because she dislikes “doing paperwork and 
filling out forms.” Many participants (n = 8) sought support that would 
provide pragmatic emotional assistance during times of overwhelm. 
Kawhi articulated the usefulness of having a trusted person who can 
articulate their needs and communicate on their behalf when they are 
unable to do so. Similarly, Nayeli acknowledged her tendency to feel 
overwhelmed by certain decisions and expressed a strong desire for 
someone to be physically present to discuss the matter, emphasizing 
the importance of an unbiased approach. She explained that by the 
time she seeks support for decision-making, she is often in a state of 
distress, and therefore requires compassion, comfort, and guidance to 
navigate through those moments,

definitely wanted somebody to be there in person and talk it over 
with and know that they don’t have an agenda about getting me to 
choose a certain thing … because when I ask for support about 
making a decision then by that time I’m, like, having a meltdown 
pretty much, so, first of all, they need to be able to be compassionate 
and comforting about that meltdown and then help me through that.

4. Discussion

Self-determination is a basic human right that is associated with 
many positive outcomes that can improve one’s quality of life. 
Unfortunately, research consistently shows that Autistic people 
experience less self-determination than non-autistic people, attributed 
to both decreased opportunity and capacity to be self-determined (3). 
Although self-determination involves causal agency, perceptions of 
self-determination are often based on reports from others, such as 
caregivers and educators, rather than the lived experiences of Autistic 
people (7, 30). This study aimed to (a) understand what self-
determination means to Autistic people from their perspective; (b) 
explore their perceptions of current barriers to being self-determined, 
and (c) learn from Autistic people about how they would like to 
be supported to be self-determined.

Our participants identified that self-determination involves having 
influence over what happens in their lives, including both opportunities 

and support to make choices and decisions without unnecessary 
control from others. Not surprisingly, this conceptualization aligns 
with how self-determination is conceptualized for non-Autistic people 
(1–3). The foundational skills to self-determination, such as learning 
to make choices, express one’s preferences, make decisions and set goals 
are generally fostered during childhood and become more refined in 
adolescence, especially when people are able to increase volitional and 
agentic actions (31, 32). Autistic young adults identified autonomous 
decision-making as a key desire in their transition to adulthood, yet 
one that was often thwarted because they felt micromanaged and were 
not granted decision-making authority or had their decisions 
questioned when made (14). Like the participants in the study by 
Cheak-Zamora and colleagues (14), our participants discussed 
challenges with executive processes that made some aspects of self-
determination difficult. However, our participants often did not receive 
support with these challenges even when they asked for support.

The term autonomy, a component of being self-determined, is often 
misinterpreted as independence. However, making one’s desires and 
needs known, including asking for support, is being autonomous (33). 
Like our participants, Shogren and colleagues (34) indicate the relevance 
of support to self-determination, as put in their succinct definition that 
self-determination is, “having opportunities and supports to make or 
cause things to happen in your life” (p. 289). Targeting support to specific 
areas of executive processing that interfere with choice and decision-
making, while at the same time leveraging strengths in executive 
processes, enhances self-determination (34). However, it is notable that 
people who experience many other non-autism developmental 
diagnoses that are also associated with challenges in executive processing 
are often still more self-determined than Autistic people (5, 8–10, 35, 
36). So, there must be something in addition to experiencing differences 
in executive processing that limited our participants’ opportunities to 
be self-determined. Autistic people are among the most discriminated 
and stigmatized groups of people (37–40), which we  suspect is the 
primary reason for decreased self-determination.

Stigma involves disapproval of someone because their social 
identity is perceived to deviate from social norms and values in a 
negative way (41). It results from negative attitudes (prejudice) and 
behaviors (discrimination) from others. Others, such as caregivers and 
educators, often rate the capacity of Autistic people to be  self-
determined as lower than Autistic people rate themselves (13). While 
these ratings might be well-informed or well-intentioned, they might 
also reflect discrimination against the inherent ability of Autistic people 
to be  self-determined, contributing to the lack of opportunities 
provided. Given the lack of perceived capacity, parents may demonstrate 
overprotection of their Autistic children, which has been shown to 
predict poorer mental health as adults (42). Internalizing prejudice 
related to autism can lead to self-stigma, which is also associated with 
poorer mental health, decreased self-esteem and self-efficacy, and 
behavioral responses such as a lack of initiation to pursue meaningful 
opportunities (18, 43). Of concern, our participants did discuss 
examples that might indicate self-stigma, such as concerns over making 
the “wrong” decisions. However, similar to other research (14), they 
also recognized their ability to be self-determined when given adequate 
support with executive processing and opportunities to exert their 
autonomy. Our participants advocated for a ‘presumed competence’ 
approach while also being offered the support they need and desire to 
assist with choice and decision-making. These findings align with 
Webster and Garvis, whose participants appreciated a presumed 
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competence approach to work out solutions independently, develop 
self-determination and feel successful (30). However, our findings also 
counter those of Webster and Garvis, whose participants felt most 
successful when they were able to act without support from others (30).

Autistic people use masking and selective disclosure to manage the 
impact of stigma (18). However, masking is associated with numerous 
negative outcomes for Autistic people, and while it can be an asset to 
decrease prejudice and discrimination, it can also reaffirm the stigma of 
being Autistic because it is used to hide ‘flawed’ or ‘faulty’ characteristics 
(44). Our participants used masking as a strategy to counteract stigma 
and enhance opportunities to be self-determined. Yet, they also discussed 
the negative implications of masking on their wellbeing and a desire to 
live in a society where they could “unmask” and be authentic. Our 
participants’ desire to unmask differs from previous research in which 
Autistic men felt that learning to act in neurotypical ways (to mask) was 
a positive experience that enhanced autonomy, especially when they 
were “late-diagnosed” and had increased opportunities for this practice 
(30). Interestingly, our participants who felt that they were the most self-
determined were also often “late-diagnosed.” However, rather than 
talking positively about opportunities to develop neurotypical behaviors, 
they felt that they were more self-determined because they did not 
experience prejudice and discrimination associated with the label.

Consistent with other research (45), some of our participants felt 
that they were only given respect for their choices and decisions and 
opportunities to be self-determined because they did not disclose their 
diagnoses of autism to others. Their efforts, which reinforced ableist 
discourses that Autistic people should strive to “pass as normal,” likely 
took away their autonomy to make decisions aligned with their Autistic 
identity. Parents, educators, professionals and others in general society 
should support Autistic individuals to become more self-determined 
by exploring positive aspects of their authentic Autistic identity, 
building on their strengths, respecting their desires and choices, and 
providing the support and opportunities they need to be successful in 
the choices and decisions they make (18, 46). Societal level and 
systemic changes aimed at reinforcing anti-ableist practices and 
policies are also necessary to broadly counteract autism stigma and 
enable Autistic people to feel safe to unmask. Empowering Autistic 
people as key consultants to ensure that these initiatives align with 
their needs and priorities is necessary and critical to their success (47).

4.1. Limitations

As with any research, our findings will not represent the experiences 
of all Autistic people. However, we  do take comfort that our team 
engaged six Autistic (and two non-autistic) researchers throughout the 
research process. We believe that this team composition is fundamental 
given evidence that the lived experience of being autistic may offer 
unique insights and perspectives into our data that a non-autistic 
person might not perceive (48, 49). We  also recognize that our 
participants learned about the study through electronic means of 
recruitment; therefore, Autistic persons without internet access were 
likely not represented in our study findings. Additionally, we did not ask 
about the cultural background of our participants, but we do know that 
they all lived in North America at the time of data collection. Culture 
can influence the degree to which people are supported to be self-
determined (50). Therefore, our findings may not apply to Autistic 
people from cultures outside of those represented by our participants.

Our questions focused more on autonomy (choice-making) than 
the other psychological needs outlined in self-determination theory 
(competence, relatedness). Although our analyses included rich 
findings related to all areas, we  acknowledge that the questions 
we asked may have swayed the results we found toward autonomy.

4.2. Directions for future research

Research specific to self-determination experiences for Autistic 
people, and especially based on the perspective of Autistic people, is 
relatively limited (7). Furthermore, research that garners the 
perspective of Autistic people with co-occurring intellectual disability 
and/or those who do or prefer to communicate in non-speaking ways 
is almost non-existent (51). Therefore, we  strongly advocate for 
research that continues to garner perspectives on and desired support 
to be, self-determined from the perspective of Autistic people, and 
especially people with co-occurring intellectual disability and/or those 
who communicate in a variety of ways.

Although we garnered perspectives of people who felt varying 
degrees of self-determination, all of our participants felt thwarted to 
some extent. Research with Autistic people who feel a strong sense of 
self-determination is vital to provide a fulsome perspective on those 
experiences and insight into potential influences on positive 
experiences. This research could inform potential strategies and 
supports to enhance experiences for Autistic people more broadly.

Finally, given our perspective that stigma is a (the) major contributor 
to thwarted opportunities and adequate support for self-determination 
for Autistic adults without intellectual disability, there is a crucial need 
for the continued development and evaluation of anti-stigma initiatives 
related to autism. Furthermore, we advocate for the development and 
evaluation of these initiatives for Autistic people across the variability of 
intellectual ability and support needs. Anti-stigma interventions, such 
as autism-friendly spaces, increased inclusive media representation, and 
education training tools, do exist (16), but clearly, more work is needed 
given the ongoing pervasiveness of autism stigma.

5. Conclusion

Self-determination holds the same significance for autistic individuals 
as for their non-autistic counterparts. It encompasses making choices and 
decisions free from undue external influences. However, Autistic people 
live less self-determined lives than others, due to challenges posed by 
executive processing differences, limited opportunities and 
discrimination, influenced by stigma and ableist expectations.

Autistic adults desire to be self-determined and can flourish with 
support, as they determine to be  appropriate, which might look 
different from support commonly offered or sought by non-autistic 
people. Autistic individuals desire support that respects their choices, 
validates their authentic selves, and provides pragmatic assistance, 
particularly in managing executive processing differences. Although 
individualized supports were discussed, the ideal desired support was 
for an inclusive society that values and respects their neurodivergence, 
rather than imposing ableist expectations. An inclusive society can 
only be  achieved by reducing stigma and discrimination against 
Autistic people. Overall, addressing barriers at all levels, including 
societal-level approaches, and offering appropriate support can 
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promote self-determination and empower autistic individuals in all 
aspects of their lives.
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